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Abstract

This thesis explores the impact of an early diagnosis of dementia on the person 

receiving that diagnosis and also on medical practitioners delivering the diagnosis, with 

the aim of developing a new understanding of what happens in the first six months of 

the post-diagnostic period. This study draws on a social constructionist perspective and 

utilises a reflexive ethnographic case study methodology to situate the experience of the 

person with the diagnosis within the context o f everyday social relationships. A critical 

review of research into the process of giving a diagnosis, and the subjective experiences 

of people with dementia, is provided. Data were collected from five participants who 

had been diagnosed with Alzheimer’s disease, their family members, and 19 doctors 

involved in treatment. The results of the study highlight the complexity of the 

diagnostic task for doctors, the immediate experiences of people with dementia in the 

post-diagnostic period, and the key therapeutic tasks and processes involved in 

supporting enduring relationships during this time. In addition, the findings of the study 

draw attention to the importance of “telling” the diagnosis as a means of sustaining a 

positive sense of self.

The evidence generated by this study demonstrates that people with supportive 

social interactions can engage in positive strategies and resist the social stigma attached 

to the experience of dementia. For those without access to positive social interactions 

the implications are more negative and they are likely to struggle with the inability to 

integrate the diagnosis and its effects into their everyday lives. The implications of 

these findings for the provision of post-diagnostic counselling for people with dementia 

are discussed. This thesis offers an evidence base from which to develop policy and 

practice guidance around the disclosing of a diagnosis of dementia and the delivery of 

support required to ensure that people with early dementia can have the opportunity to 

develop and experience a valued social identity.
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Chapter 1

Introduction

1.0 Preamble

This thesis reports on a study of the experience o f people involved in the process of the 

diagnosis of early dementia. The ideas around which the study has been constructed 

were bom out of many years of practice in the field of dementia care. From early years 

as a student nurse on placement in the locked wards of the asylum in 1975 up until my 

most recent post, which involved working with people with dementia living within a 

family context in their own homes, the feeling of affinity with people with a diagnosis of 

dementia has been something that has always been in my awareness. My own 

professional pathway has followed that of the changing patterns and progression of how 

people with dementia are treated within the health service. I witnessed the movement 

from the long term care wards of the early 1970s, through the ethos shifts in the 1980s 

with the development o f day care designed to offer respite to caring families. From 

1981-1987 I was sister in charge of a day hospital for people with dementia. Around 

this time the development of Community Psychiatric Nursing Services were underway, 

and it became normal practice for the most junior members of staff to be assigned to the 

care of people with dementia. While these nurses were very caring, their main focus was 

on physical care, with the psychological needs of families mainly left unattended. This 

was also a time when carers’ voices began to be heard. Along with Social Worker 

colleagues, I was involved in the setting up and facilitating of carers’ support groups, 

initially in a Day Hospital in 1984 and from 1988-2002 in various venues in the local 

community (Weaks 1999). During the late 1980s, following many years of discussion 

and negotiation, agreement was given to form a team of nurses in the community 

dedicated to the care o f people with dementia and their families (Weaks and Boardman 

2003). During the ensuing years from 1990 there was a sharper focus on care in the 

community, which saw me involved in developing new models o f assessment and care 

for people with dementia (Archibald, Chapman and Weaks 1995). Our work became 

increasingly focused on establishing an earlier diagnosis, and alongside our Consultant 

colleagues, we campaigned to raise awareness especially in the wake of the development 

of the new anti-cholinesterase medications being prescribed.

12



It was in 1992 that I was asked, for the first time by a patient “what is this 

Alzheimer’s disease that I’ve got?” As well as being completely shocked at being asked 

this, I felt inadequately prepared to answer his question and memories of this instance 

are still particularly vivid. Ensuing reflection led me to ponder, if we were advocating 

earlier diagnosis, what form of further training would equip me to answer such 

questions and be able to respond in a more meaningful way, and so it was that I 

embarked on a course of counselling training. This was very different to the nurse 

training I had undertaken, which had been heavily influenced by the medical model. 

The counselling training helped me to develop as a reflective, reflexive practitioner, and 

led me to become much more questioning of my practice and of my own reactions to 

situations. It also increased my level of self awareness. It encouraged me to see 

patients as people (Sabat 2006). This new way o f thinking and practice stimulated an 

interest in research as a way o f finding answers to some in-depth questions. Questions 

about what it meant to a person to have a diagnosis of dementia and how could we, as 

professionals, gain a better understanding of the experience people were learning to live 

with. Over the years these questions developed to an extent to which I needed to seek 

answers and this thesis is the result of my searching.

Underpinning motivations for my engagement in this work emanate from trying to 

live out the values of the Christian faith and the call to serve others with respect and 

humility. Within this faith community there is a commitment to care for people with 

dementia and the Social Care division of the Church of Scotland (Crossreach) is one of 

the main providers of care in Scotland. However, it is within the parameters of 

NHSTayside that this study is based.

1.1 The social and service context of the study

The setting for this study is confined to a single area health service in mid-Scotland. 

Tayside is an area which covers over 3,000 square miles in the central belt of Scotland 

and incorporates both urban and rural communities, with a population of 380,500 spread 

over three distinct regions of the area: Perth and Kinross, Angus, and Dundee. Within 

Tayside, the estimated number of people living with dementia is 5,576 (Booth 2006). 

There are a total of 72 GP practices operating in the area, all of which have direct access 

to psychiatry o f old age services. These services consist of Community Mental Health 

Teams (CMHT) each with a differing variety of members and each with their own
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distinctive approach to practice. Defining the number of specialist workers for people 

with dementia has proved difficult as only one area operates a dementia specific service, 

while the others operate a service for all older people with mental health problems. 

There are seven full time Consultants in Psychiatry of Old Age, Tayside, with one 

working half time. As well as these teams, there is a memory clinic in Dundee city 

which was one of the first in Scotland, established in 1991.

The diagnostic pathway differs slightly in each area, as does the prescribing and 

monitoring of Cholinesterase Inhibitor Treatment (CIT). However, most people who 

seek a diagnosis will first visit their own General Practitioner (GP) for assessment and 

referral to the Old Age Psychiatrist if necessary. Waiting times for these services also 

differed markedly as do the services and personnel involved in dementia care. Once 

assessed by the Old Age Psychiatrist and the completion of investigations, a diagnosis 

will be made and given. There are varying levels of post-diagnostic support available in 

different areas, mostly from health service personnel at the time when this study was 

carried out but there was no specific post-diagnostic service, with only one rural area 

offering support from the time of diagnosis. In one small rural area of Perthshire it was 

normal practice for CPNs to be present in the clinic at the time of diagnosis to meet the 

patients, hear the diagnosis being given and arrange thereafter to visit them at home, in 

order to offer support and advice. There is currently no support for people waiting for a 

diagnosis.

Other initiatives include an Early Stage Dementia Service (ESDS) in Angus that 

provide support, education and monitoring by a co-ordinator employed by NHSTayside 

for people early in their illness and worked in close conjunction with the voluntary 

sector worker provided by Alzheimer Scotland who supported families in the same area. 

The ESDS worker supported 91 people over a two year period, although it is not known 

how many of them were involved with Alzheimer Scotland. This was one example of 

collaboration between NHS staff involved in early dementia work, and voluntary sector 

although this was not common. However, a Carer Involvement Officer had begun work 

trying to form a carers’ panel and Alzheimer Scotland Carer Support Groups were 

available throughout the region. Alzheimer Scotland was the main voluntary 

organisation in the Tayside area offering support to people with dementia and their 

carers. There was no specific service provision for people with early dementia, 

although carer support groups, which were advertised in the local press, were open 

groups and could be attended by anyone. There were active groups in Arbroath, Forfar,
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Perth and Alyth which were advertised by Alzheimer Scotland locally and on their 

website. Although carer support was available in Dundee that seemed to be accessed 

through a day care facility rather than by an open group it would be more pertinent for 

people further on in the disease trajectory. There was no record of how many people 

accessed these groups and there was no record of any groups being specifically for 

people with an early diagnosis. As in many other Health Board areas in Scotland the 

extent and quality of post-diagnostic support tended to depend on the needs, wishes and 

presentation of the individual, needs of the carer, service resources and the individual 

clinician’s views according to Booth (2006), who carried out a mapping project of the 

services available in Tayside on behalf of Tayside Managed Care Network for 

Dementia. Services could sometimes appear to be fragmented, having been allowed to 

develop locally in a way that lacked overall coherence. There seemed to be little 

consistency across the area, and it is against this backdrop that this study took place.

1.2 The Scottish policy context in relation to early dementia

As reflected in section 1.0, there had been a move from the traditional modes of caring 

for people with dementia in institutional settings, and it was in the late 1980s and early 

1990s that care in the community became a reality for people with dementia. The 

change in the way that care was to be provided in the community was based on a report 

by the Audit Commission in 1986 which had highlighted major deficits in the provision 

o f services in the community, including the care of people with dementia. This report 

recommended that a radical overhaul of service provision be undertaken and the 

government commissioned the Griffiths Report (HMSO 1988) to advise on possible 

options for the future delivery of care in the community. Among its recommendations, 

the report suggested that a free market delivery of care was a better option than public 

sector provision. Consequently, the government published the White Paper, Caring for 

People (DoH 1989a) which gave local authorities the lead role for community care, in 

which they were encouraged to integrate public and independent sector services. The 

White Paper then led to the NHS and Community Care Act 1990. This resulted in the 

transfer of funds from the social security system (that had previously funded residential 

and nursing home placement) to the local authority that then had responsibility for the 

allocation of such funds. This was deemed necessary in order to develop an alternative 

range of options for care in the community to residential care. Individuals would now
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receive their care following an assessment of need as well as a financial assessment. As 

well as the changes taking place within the social services, changes were also taking 

place within the NHS and these were set out in the White Paper, Working for Patients 

(DoH 1989b) which also influenced the NHS and Community Care Act 1990. This was 

the introduction of the internal market with the commissioning, purchasing and 

providing of services. Trusts no longer provided services for their own area alone and 

were expected to compete with each other.

It is beyond the scope of this PhD to review the impact of these policies in great 

detail, but rather to provide a context for how the provision of care for people with 

dementia had moved from the institutional setting into the community setting and to 

highlight the major shift from public to independent sector provision of social care and 

at the same time a more focussed approach by the NHS to concentrate on providing 

acute, rather than long term care.

This focus on people with dementia being cared for in the community has also 

paralleled the campaigns for earlier diagnosis of dementia which also began in the early 

1990s.

Since devolution in 1999, Scotland has had much more responsibility for its own 

health and social policy and as this study concentrates on the Tayside region of 

Scotland, I have therefore made the decision in this section to concentrate on the 

Scottish policy context over the last decade.

One of the difficulties besetting practitioners giving an early diagnosis is the 

lack of government public policy framework or guidance for them to operate within. 

Unlike the prolific literature on dementia, little has been written on policy on early 

diagnosis, especially in Scotland, although some recommendations have been suggested 

both by the Scottish Executive and Alzheimer Scotland Action on Dementia, Scotland’s 

leading dementia charity, in the Health Department Letter known as HDL (2004) 44. A 

more recent addition has been the updated Scottish Intercollegiate Guidelines Network 

(SIGN) guideline 86, which advises on the management of patients with dementia 

(Scottish Intercollegiate Guidelines Network 2006).

One of the early reports commissioned by Alzheimer Scotland concentrated on 

The Right to Know (Feamley, McLennan and Weaks 1997), which incorporated a 

statement about treatment principles and a guide to good practice. This was followed 

by a report which aimed to inform policy makers and professionals about the needs of 

people with early dementia (Life After Diagnosis: a Report on Meeting the Needs of
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People in the Early Stages of Dementia, 1998). This report built on the right to know

report and included the call for early diagnosis and intervention, including emotional

support and counselling. In an effort to inform policy makers, Alzheimer Scotland

(2000) published a report that was a step-by-step guide to help planners of dementia

care services, and which spelt out clearly the needs of people with an early diagnosis

“Research indicates that early intervention can reduce morbidity and depression 
for people with dementia, carer stress, the need for expensive crisis intervention 
and may delay or prevent institutionalisation. Medical and psychosocial 
interventions can prolong the period for which people with dementia and their 
families continue to enjoy their normal pattern of life” (2000, p. 5).

This report plainly set out the advantages to be gained by responding to the needs of

people with early dementia. Its message was acknowledged and incorporated into a

report, Adding Life to Years (2002) from the Scottish Executive, that stated

“Early and accurate diagnosis is now very important...best care can be achieved 
when Community Mental Health Teams for older people and primary care work 
together and with other agencies to deliver earlier diagnosis, followed by 
treatment and support tailored to individual circumstances and changing needs” 
(Report of the Expert Group on Healthcare of Older People 2002, p. 40-41).

The recommendations to NHS health boards were very explicit

“NHS Boards should work to raise awareness of older people’s mental health 
issues and to promote recognition and treatment of problems at an early stage...

NHS Boards should ensure there are services to provide rapid assessment of  
cognitive impairment with appropriate access to modem drug treatment and 
follow up” (Report of the Expert Group on Healthcare of Older People 2002, p. 
41).

In an attempt to endorse this report and encourage the development of services, 

Alzheimer Scotland (2003) produced yet another report specifically targeted at early 

diagnosis and support services for people with dementia and their carers, setting out 

much more explicitly the needs of people and their families at the time of early 

diagnosis, and which also included examples of good practice from around Scotland.

A jointly authored report by the Scottish Executive and Alzheimer Scotland 

examined the obstacles which beset the improvement of dementia care and suggested 

how to overcome them and was published as a Health Department Letter known as 

HDL (2004) 44. This report highlighted the principles of good dementia services which 

they extrapolated from the Needs Assessment Report (NHS Health Scotland 2003). The 

HDL (2004) 44 provided a template that could be used by Health Boards as an audit 

tool to monitor their levels of service provision for people with dementia and covers six
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specific groups of services: pre-diagnosis; diagnosis; post-diagnostic support;

community services; continuing care and co-ordination and care management.

The most recent guideline to be published in Scotland was the Scottish

Intercollegiate Guidelines Network (SIGN) Guideline 86 (2006), which recommends

best practice based on evidence gleaned from research and on the clinical experience of

the guideline development group. Included in their recommendations were

recommendations for the disclosure of diagnosis for best practice

“The wishes of the person with dementia should be upheld at all times.
The diagnosis of dementia should be given by a healthcare professional skilled 
in communication or counselling.
Where diagnosis is not disclosed there should be a clear record of this.” (p. 22).

It is important to note that my interviews with doctors (Chapter 4) were conducted early 

in 2003 when many of the above documents were unavailable. The data collected from 

patients (Chapters 5 and 6) were collected between 2003-05, at which point the 

implementation o f the guidelines discussed above had not yet started to take effect. 

However, the production of so many guidelines and reports over the space of a few 

years (1997-2006) reflects the degree of change within the field of dementia care in 

Scotland, and the context of uncertainty in which health professionals found themselves 

operating.

1.3 The study

The main aim of this study was to explore what happened to people around the time of 

an early diagnosis of dementia and in the first six months beyond. The main focus of  

the study was directed at two distinct groups of people: members of the medical 

profession (those who made the diagnosis), and the people who had an early dementia 

(those who had been diagnosed). Although the research study was designed as one 

complete project, for the purpose of this thesis it was necessary, because o f different 

methods employed and to ensure clarity o f  reporting, to present the findings from the 

medical profession as Study 1 and from the people diagnosed with early dementia as 

Study 2. The key messages and issues from each study are drawn together in chapter 7.

1.4 Overview of the thesis
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This section introduces the remaining Chapters of the thesis. Chapter 2 presents a 

critical review of theory and research relevant to the topic of the thesis. Because of the 

wide-ranging nature of the thesis, several different domains of the literature are 

discussed. To accommodate the scope of these reviews, the chapter is divided into a 

number of separate parts. Chapter 2 concludes by identifying a set of the research 

questions derived from analysis of the literature, which form the basis for the empirical 

work reported in this thesis.

Chapter 3 concentrates on methodological issues and choices and expands on the 

theoretical perspective employed in this study, that of social constructionism. The 

concept of reflexivity is introduced as a central methodological principle. The different 

methods o f data collection employed in the study are described. The use of a 

qualitative analysis computer software package is discussed, as well as issues of ethical 

concern including consent.

Chapters 4, 5 and 6 report the findings of two empirical studies. Chapter 4 

contains the data analysis of Study 1, which focuses on the experiences of doctors 

during the diagnosis of dementia, and which reports new findings based on the 

emotional impact of an early diagnosis, the influence of the personal experience of 

dementia on practice, the lack of a support system and the difference between 

Consultant and GP observations of the person’s reaction to the diagnosis.

Chapters 5 and 6 report on the findings of Study 2, an ethnographic exploration 

of the experiences of 5 people diagnosed with dementia. Chapter 5 reports the pathway 

to diagnosis and provides an introduction to the participants. Chapter 6 reports on the 

analysis of the findings in more detail.

Chapter 7 brings the findings of the study together in a conclusion and discusses 

the findings in relation to the literature reported in Chapter 2. A new theoretical 

formulation is offered, which aims to make sense of the experiences o f people who have 

received a diagnosis. Chapter 7 also highlights implications for various groups from the 

findings and ends with ideas for future research emanating from this thesis. An 

important thread throughout the whole thesis concerns the potential value of counselling 

as a means o f facilitating personal integration of a diagnosis of dementia. Chapter 7 

therefore includes a section that draws together this thread by offering an analysis of the 

therapeutic tasks associated with effective counselling or psychotherapeutic work with 

people with early dementia.
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Chapter 2

Literature review: theoretical and empirical perspectives on 
psychosocial aspects of early dementia

2.0 Overview of the Chapter

This is a long chapter which seeks to provide the context for the thesis within a review 

of aspects of the theoretical perspectives and research that are pertinent to this study. 

The chapter is divided into six major sections, the concept of dementia; the social 

construction of dementia; a review of research into the doctor’s role in early diagnosis 

of dementia; a review of research into the subjective experience of people diagnosed 

with dementia; a review of research into the role of counselling in early dementia and a 

final section on the key themes and emerging research questions.

Section 2.1 offers an outline of the origins of the meaning o f dementia as a 

concept, and the recent introduction of the concept of early dementia, which leads into a 

description of the three perspectives that dominate contemporary theory and practice: 

medical, psychological and social.

A social constructionist perspective on dementia is then introduced in section 

2 .2, as an over-arching perspective, and discussed in relation to key theoretical 

contributions such as those of Tom Kitwood and Steven R. Sabat.

Section 2.3 provides a critical review of research on the role of the doctor in 

early dementia including the disclosure of diagnosis. Section 2.4 offers a critical review 

of research into the experiences of people with a diagnosis of dementia.

One of the intentions of the thesis is to generate knowledge that may be valuable 

in informing practice in relation to the psychosocial issues faced by people receiving a 

diagnosis of early dementia. Section 2.5 therefore focuses on research into the role of  

counselling in dementia.

The closing section of the chapter discusses the main themes within the literature, 

and presents a set of emerging research questions that have been addressed in the 

studies that are presented in the ensuing chapters.
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2.1 The Concept of Dementia

The intention of this section is to provide a brief sketch of the general background to 

debates around research and practice in the field of dementia by outlining the origins of 

the term, and the contrasting contemporary discourses associated with it.

2.1.1 The history of the concept of dementia

The concept of dementia is indeed older than Christianity and according to Barak and 

Achiron (1998) was construed by authors of the Old Testament of the Bible as 

comprising

“a decreased ability to consult and distinguish right and wrong and also...a  
warning that old age often brings on foolishness and that the aged are unable ‘to 
take care of themselves’” (Barak and Achiron 1998 p. 277)

These features were understood to reflect a probable frontal type of dementia, 

classified by a tendency to disinhibition and poor ability to self-care, which was often 

seen in demented subjects and viewed very differently from normal characteristics of  

old age. Many of the unknown scholars of biblical times interpreted the term old man as 

someone to whom a great deal of respect should be accorded. Older people were 

perceived as possessing great wisdom and sagely properties and the elders of that day 

were venerated, revered and consulted for their counsel and afforded a special place in 

society. Even in biblical times dementia was perceived as a different way of being old 

which denied people the ability to fulfil the role that their society had come to expect of 

them.

The concept of dementia was also mentioned in the writings of Plato (Hunter

1990), circa 427-347 BCE (Plato's lifespan), and authors have continued, throughout

history, to offer a variety of descriptions, such as

“amentia, imbecility, morosis, fatuitas, anoea, foolishness, stupidity, simplicity, 
earns, idiocy, dotage, and senility (but not dementia) were used to name in 
varying degree, states of cognitive and behavioural deterioration leading to 
psychosocial incompetence” (Berrios 2000, p. 3).

The origin o f the word is a derivative of demens, from the Latin, which means ‘without 

mind’. Much of the early use of the word can be traced to the translations of works of  

the French nosologist, Phillipe Pinel, and in the early 18th century was a common term 

for people who were incapable of managing their own affairs (Berrios 2000). It did 

have legal connotations; however, it was perceived to be an inadequate cause for
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matrimonial separation. Following the French Revolution it became an integral part of  

the Napoleonic Code which exonerated anyone ‘in a state of dementia’ from any crime 

or allegation (Berrios 1987, McKeith and Fairbaim 2001).

Dementia as a medical term began to develop from around the beginning of the 

nineteenth century and the meaning of the concept continues to evolve to the present 

time (Adams and Clarke 1999).

2.1.2 The idea of‘early dementia’

The focus of this thesis is on early dementia. The definition of the terms early dementia 

and that of early onset dementia can become confused, but these words are sometimes 

used interchangeably; however, there is a clear distinction between the two expressions. 

According to Kelly (1995) the distinction lies within the time factor. The term early 

onset dementia alludes to someone who, at the time of diagnosis, is under the age of  

sixty-five years, while the term early dementia is used about someone who is at the 

outset of the disease process, regardless of their chronological age. It is possible for 

someone to experience both of these terms together if they are at the beginning of the 

dementia trajectory and are under sixty-five, which may add to the confusion between 

the terms However, it is not possible for someone over the age of sixty-five to be 

experiencing both of these terms simultaneously. Equally a person may be 

experiencing early onset but not early dementia if  they are under sixty-five and have 

become severely impaired.

2.1.2.1 The meaning of early dementia employed within this study 
The definition of early dementia provided within the previous paragraph clarifies one of 

the central tenets of this study. The term early dementia is used throughout the study to 

mean the beginning of the dementia trajectory regardless of the age of onset of the 
person who has received that diagnosis. The term early diagnosis is also used to mean 

diagnosis of dementia as early as possible within that trajectory, bearing in mind that 

early will mean different things to different people both experiencing and diagnosing 

dementia. Therefore, the terms early dementia and early diagnosis are used 

interchangeably within this study.

2.1.3 Diagnosing early dementia
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Diagnosing early dementia is fraught with complexity and difficulty primarily because 

“there are no definitive imaging or laboratory tests for the diagnosis o f dementia or 

most of the disorders that cause dementia, including Alzheimer’s disease” (Kawas 2003, 

p. 1057). A medical diagnosis of this condition relies on taking a detailed history with 

careful questioning, including medication, in order to elicit clues around the possibility 

of cognitive and functional impairment (Santacruz 2001). This interview should be 

with the patient and their supporter in order that the history be corroborated. This is 

followed by physical and neurological examinations, which will include blood tests, 

mental health status review, and also neuro-imaging, e.g. Computed Tomography (CT) 

scanning or Magnetic Resonance Imaging (MRI). Neuropsychological testing may also 

help to clarify the diagnosis. The results of all of these tests are reviewed cumulatively 

and checked against reliable and valid diagnostic criteria, e.g. DSM IV or ICD10 and 

provisional diagnosis made, and all other possible causes will have been eliminated. 

The diagnosis of dementia is frequently made by excluding other possible causes, and 

once other possibilities are exhausted it is only then will a diagnosis will be made. This 

will almost always be offered as a probable diagnosis as definitive diagnosis can only 

be made at post mortem examination.

One of the issues in early diagnosis was whether the clinical picture was one of  

dementia or mild cognitive impairment, and in order to clarify the diagnosis referral to 

specialist services was recommended (Kawas 2003). The term mild cognitive 

impairment (MCI), or minimal dementia as it is sometimes known (Visser 2002), has 

been utilised to describe a phenomenon that may or may not lead to the diagnosis of  

dementia and it continues to be a contentious issue. Bond (2002) suggested that while 

the diagnostic criteria of mild cognitive impairment were still being disputed, 

consensus appeared to have been reached that implied that they described the 

transitional state between the normal cognition of the elderly and dementia (Chertkow 

2002). It was uncertain how many people diagnosed with mild cognitive impairment 

went on to develop early dementia, however this group of people were being targeted as 

a prospective treatment set in the prevention of Alzheimer’s disease, and a recognition 

of MCI could be important in identifying the preclinical stage o f the disease process. 

While there has been progress in defining the diagnosis of MCI and its likely linkage to 

the manifestation of Alzheimer’s disease, there continued to be a current lack of  

certainty (Chertkow 2002) and therefore this study, while acknowledging the 

significance of MCI, is based on the early diagnosis of dementia.
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2.1.3.1 The imperative of an early diagnosis

The imperative of an early diagnosis has been highlighted by many authors including 

Bond Chapman, et al. (2002), Bryans, et al. (2003), DeKosky (2003), Gustavo (2003), 

Hamilton (2001), LoGuidice (2002), Manthorpe, Iliffe and Eden (2003), Rait, Walters 

and Iliffe (1999) and Wackerbarth and Johnson (2002).

Many different reasons were offered as to why early diagnosis of dementia was 

deemed to be important. From a medical perspective, it became increasingly important 

to diagnose dementia early as more treatment options became available (Jha, Tabet and 

Orrell 2001, Santacruz and Swagerty 2001), and the possibility of being able to delay 

the disease process became a reality. Early diagnosis could be seen as a benchmark for 

good practice (Bryans, et al. 2003) and also allowed for people to be given their 

diagnosis at a time that would be meaningful to them (Rait, Walters and Iliffe 1999). 

Following this diagnosis people with dementia and their families can be introduced to 

appropriate support agencies and be able to access services (Illiffe, Manthorpe and Eden 

2003), with a timely diagnosis also giving the opportunity for information sharing and 

service co-ordination across the disciplines (McIntosh, et al. 1999).

Early medical and psychosocial interventions have been hailed as essential 

ingredients in prolonging the time when both people with dementia and their families 

can enjoy their normal pattern of daily life. It also enabled the person to make plans for 

the future, attend to legal and financial affairs and become actively involved with 

service providers in their longer term plan of care (Alzheimer Scotland Action on 

Dementia 2000). A compelling case for early diagnosis of dementia has been outlined 

above.

There are presently three broad and very diverse schools of thought which 

reflect a representation of the contemporary meanings within today’s society which are 

popularly portrayed in the literature. These are the medical, psychological and social 

models of understanding dementia, which are now presented.

2.1.4 The medical perspective on dementia

The medical model espouses physiological causation for what is frequently referred to 

as organic brain syndrome. This can be caused by several different illnesses whose main 

feature is the progressive decline of numerous cerebral functions (Jacques and Jackson

2000). It is defined by the International Classification of Diseases (World Organisation 

Health 1992) which describes dementia in the following terms:
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“a syndrome due to disease of the brain, usually of a chronic or progressive 
nature in which there is disturbance of multiple higher cortical function 
including, memory, thinking, orientation, comprehension, calculation, learning 
capacity, language and judgement. Consciousness is not clouded. The 
impairments of cognitive function are commonly accompanied, and occasionally 
preceded by deterioration in emotional, social behaviour and motivation.” (p. 
28).

Along with the ICD-10 the other most frequently used criteria for defining 

dementia in Britain is the USA Diagnostic and Statistical Manual of Mental Disorders 

(DSM 1V -1994). It is broadly similar to the ICD-10 and emphasises the disruption to 

the person’s normal daily living activities (Ballard 2000). Indeed, most of the current 

criteria also make mention of a lack of clouding of consciousness, evidence of a gradual 

progression o f symptoms, the limitations of functional abilities and an exclusion of 

other primary psychiatric disorders (Cervilla, Prince and Mann 1997).

Dementia is seen by some practitioners as a syndrome, with discrete pathologies 

of different illness, leading to the distinct pattern of clinical features known as dementia 

(Jacques and Jackson 2000) and by others (Brayne and Calloway 1988) as a continuum 

of normal aging through to dementia, thus posing the question of not whether it is 

dementia, but actually how much dementia is present. With this level of variance of 

how practitioners construe the puzzle of what actually is dementia it is perhaps 

understandable why coming to a diagnosis is not exactly a straightforward process. 

The medical diagnosis of dementia is a complex process and may be due to many of the 

signs and symptoms, or indeed the syndrome of dementia can be caused by many 

different illnesses or diseases of the brain.

The most common of these is Alzheimer’s disease, which accounts for around 

50%  of people experiencing the condition of dementia. Alois Alzheimer initially 

described the illness and its trajectory in 1906 following his study of a single case, the 

now famous Auguste D, and in 1907 his colleague, Kraepelin, began to refer to this as 

Alzheimer’s disease (Maurer, Volk and Gerbaldo 1997). Other forms include dementia 

with lewy bodies (20%), vascular dementia (10% ), mixed Alzheimer’s/vascular 

dementia (10% ), with many other, much less common forms such as frontal lobe 

dementia, Huntington’s disease, alcohol related dementia, Creutzfeldt-Jacob disease, 

and AIDS related dementia making up the other 10% (McKeith and Fairbaim 2001). 

Depression may also present as a pseudo-dementia.
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T h e d iagn osis o f  dem entia  can o n ly  b e  certain at post m ortem  (Ballard 2 0 0 0 ), 
and therefore a d iagn osis o f  probable dem entia w ou ld  b e  offered  to a person  fo llo w in g  
ex ten s iv e  cogn itive , h aem ato log ica l, rad io log ica l and neu rop sych ologica l testing, w ith  
fu ll p h ysica l exam ination  and history o f  sym p tom s b ein g  taken b y  the m edica l 
practitioner. O nly  after all th ese  tests w ere com p leted  and other lik e ly  cau ses for the 
p resenting  sym ptom s elim inated , w ou ld  the tentative d iagnosis b e  m ade.

From  a m edica l persp ective , dem entia is  seen  as a degenerative d isease , w h ich  is  
rarely reversib le and has no  k now n cure to date, although there are n o w  m edications  
prescribed w h ich  cla im  to s lo w  dow n the p rocess o f  decline. It som etim es produces 
sym p tom s in  ‘sufferers’ w h ich  lead to behavioural d ifficu lties, and w h ich  require to b e  
m anaged  b y  m ed ication  su ch  as tranquillisers. Treatm ent is p erceived  as prescribed  
m ed ication  and over the past f iv e  years p h arm acological treatm ent has advanced w ith  
the introduction o f  the anti-cholinesterase range o f  m edication; h ow ever, this is o n ly  
availab le  for p eop le  w ith  A lzh e im er’s type dem entia. R esearch concentrates on finding  
a cause, in  order to e ffec t a cure. T he m edica l persp ective  continues to b e the on e m ost  
w id e ly  h eld  w ith in  w estern  society , and it d om inates m ost d iscu ssion s about the 
condition .

2.1.5 The psychological perspective on dementia

T h e hallm arks o f  the p sy ch o lo g ica l m od el are o f  concerns around cogn ition  and  
behaviour w ith  em phasis o n  the m easurem ent o f  cogn itive  d eclin e  and the form ulating  
o f  d ifferent behaviours into problem s requiring intervention and m anagem ent. 
H istorica lly , p sy ch o lo g ists  w ork ing w ith  the ‘dem entia  serv ice’ w ere  an adjunct to the  
p h ysic ian s w here their m ajor input w as testin g  intellectual capacity, m em ory and  
learning ab ilities in  order to help  w ork up a d iagn osis  (M aciejew sk i 2 0 0 1 ) and d efin e  
sp ec ific  areas o f  brain dam age. C om m on assessm en ts used b y  c lin ica l p sy ch o lo g ists  
in clu d e the C lifton  A sse ssm en t Procedure for the E lderly  (C A P E ) (Pattie and G illeard  
1976), and the M in i-M ental State E xam ination  (M M SE ) (F o lste in , F olstein  and  
M cH u gh  1975) w h ich  are fa irly  short and progress in  com p lex ity  and length  in  order to 
target a m u ch  w id er sk ills  range. T h ese  in clu d e such tests as the C am bridge  
E xam ination  for M ental D isorders in  the E dlerly  (C A M D E X ) (R oth 1988), the  
W ech sler  A dult In te lligen ce  S ca le-R ev ised  (W A IS -R ) (W ech sler  1982) and the  
N ational A dult R eading T est (N A R T ) (N e lso n  1982). Jacques and Jackson  (2 0 0 0 ) argue
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that it is  rarely n ecessary  for these sp ec ific  tests to b e  carried out as they add little  to the 
experienced  c lin ic ia n s’ inform ation and d iagn osis continues to rely  on the “ su b jective  
interpretation o f  the data” (C heston and B ender 1999, p. 69).

P sy ch o lo g y  is  not on ly  concerned w ith  the n eu rop sych olog ica l testing but a lso  
w ith  h ow  the d isease  process affects the behaviour o f  the person w ith  dem entia and h o w  
that affects the carer, and on e o f  the m ost com m on requests is  for ad vice  on h ow  to co p e  
w ith  the ch a llen g in g  behaviours exh ib ited . T he p sy ch o lo g ica l understanding o f  
dem entia tends to w ork  w ith in  a problem  focu sed  behaviour m anagem ent paradigm  and 
the w ork o f  Zarit, Orr and Zarit (1 9 8 5 ), w h ich  proposes a stress m anagem ent m od el, 
part o f  w h ich  is  a problem  so lv in g  p rocess, and Stokes (1 9 9 6 ), illustrate this approach  
w ell. T h is w ork is  o ften  directed at educating the caregiver in  different strategies o f  
h o w  to approach d ifficu lties  and problem s encountered in  d aily  liv in g  w ith  p eo p le  w ith  
dem entia and it concentrates on  trying to find the root cause o f  the problem  exp erien ced  
and is  h igh ligh ted  as b e in g  “due to a m em ory-im pairing d isease”(Zarit 1997, p. 2 1 ). In 
recent years, a further d evelop m en t o f  the p sych o log ica l p ersp ective  has in v o lv ed  the  
d evelop m en t o f  com puter-aided d ev ices  to assist p eop le  d iagnosed  w ith  dem entia  to 
m aintain m em ory function  (A im , et al. 2 0 0 4 ).

A  num ber o f  therapeutic approaches have b een  d evelop ed  from w ith in  a 
p sy ch o lo g ica l persp ective . In the early 1980s m ethods such as V alidation  T herapy (F iel 
1982), R em in iscen ce  Therapy (C olem an  1986) and R ea lity  O rientation T herapy  
(H olden  and W ood s 1988) w ere w id e ly  used . T h ese w ere fo llo w ed  by a prob lem -  
focu sed  behavioural approach d evelop ed  b y  Stokes (1986a , 1986b , 1986c, 1986d ). B y  
trying to id en tify  patterns o f  behaviour it w as hoped that s ta ff  could  anticipate and 
change problem  behaviour. A lso  concentrating on  a p rob lem -so lv in g  m odel, Zarit, Orr 
and Zarit (1 9 8 5 ) fo cu sed  m ore on  the fam ily  and u tilisin g  carer education and the 
psych o-ed u cation al approach to reduce the stress the fam ilies w ere b e liev ed  to b e  
suffering. T h ese  m o d els  continue to b e  d evelop ed  and adapted for p eop le  w ith  early  
dem entia (M on iz-C ook , et al. 1998) w ith  m ore recent advances m ade in  C o g n itiv e  
R ehabilitation b y  Clare et al. (2003).

T he intervention strategies constructed b y  p sy ch o lo g ists  are largely  organ ised  
around the v ie w  that all problem s experienced  b y  sufferers are caused  b y  dem entia  and  
can b e  overcom e i f  the person and their carer have su ffic ien t education  about the illn e ss
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and its im pact on them . P sy ch o lo g ica l interventions therefore prim arily target the  
fam ily/carer to take control and m anage the situation and find the so lu tio n  to the  
problem .

T h is continues to b e  a prevalent v iew , although the w ritings o f  K itw ood  (1 9 9 7 )  
have changed the landscape o f  h o w  the person w ith  dem entia is  perceived . H e  su ggests  
that w e  shou ld  b e  look in g  at the person  first rather than the problem  that is  created b y  
their organic brain d isease, and that dem entia care is  b lighted  b y  w hat h e  refers to as a 
‘m alignant soc ia l p sy ch o lo g y ’ (see  Section  2 .2 .3  for an expansion  o f  th is con cep t). T he  
w ritings o f  K itw ood  have opened  up p ossib ilities for psychotherapeutic co u n se llin g  
interventions w ith  p eop le  d iagn osed  w ith  dem entia. For exam ple, C heston  and B ender  
(1 9 9 9 ) argued that psychotherapy w a s p ossib le  w ith  p eop le  w ith  dem entia , and that 
cogn itive  im pairm ent should  not preclude p eo p le  from  en gag in g  m ea n in g fu lly  in  
therapy. M ore recent d evelop m en ts in this fie ld  h ave included the u se  o f  
psychodynam ic-in terpersonal psychotherapy (B rierly, et al. 2 0 0 3 ). T hese  
psychotherapeutic applications o f  a p sych o log ica l p ersp ective  are d iscu ssed  in m ore 
detail b e lo w , in  S ection  2 .5 .

2.1.6 The sociological perspective on dementia

T he so c io lo g ica l m odel o f  understanding dem entia is based on the p rem ise  that 
ind ividuals and their sign ificant others interpret and m ake m eaning  o f  their o w n  unique  
experience o f  liv in g  w ith  dem entia. T he begin n in g  o f  the dem entia trajectory is  v iew ed  
as a sign ifican t i i f e  even t’ w ith in  the person’s life  course, and marks the d aw n in g  o f  an 
understanding o f  the im plications, both  person ally  and practically , that dem en tia  creates 
for c lo se  fa m ily  m em bers as w e ll as for the person. K ey  aspects o f  the d evelop m en t o f  
the soc ia l m od el include the m aterial resources and socia l and p olitica l situation  but 
m o st crucia lly  it is the m ean in g  that is attached to th ese  ‘life  e v e n ts ’ and the 
circum stances in  w h ich  individuals find th em selves. A ck n o w led g in g  th e  additional 
factors o f  both  p h ysio log ica l and p sy ch o lo g ica l changes w ith in  the d isea se  p rocess as 
w ell as the socia l circum stances, there is recogn ition  o f  the tem porality  o f  th e situation. 
W hilst the subjective exp erien ce w h ich  en com p asses the ind iv id ual’s resp on ses is 
central to the soc ia l m od el, th is cannot b e  understood in  iso la tion  as p urely  as reaction  
to this ‘life  ev en t’. Influencing this response w ill b e  the cultural con text w ith in  w hich  
it is  happening, a long  w ith  the biography o f  the person  w ith  d em en tia  and their
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fam ilies/sign ifican t others, w h ich  w ill a lso  in clu d e their personal and financial 
resources, as w ell as the capacity  for m aking m ean in g  o f  the situation  (B on d  2 0 01). 
Other so c io lo g ica l p ersp ectives in flu en cin g  the perceptions o f  dem entia  in c lu d e theories  
o f  lab ellin g , ageism  and stigm a.

A  lead ing so c io lo g ica l writer on dem entia, Lym an (1 9 9 8 ), has called  for a 
p h en om en olog ica l p ersp ective  to b e  adopted in  order to establish  “an understanding o f  
dem entia from  the ‘lived  exp er ien ce’ o f  those w h o  h ave the con d ition ” (L ym an 1998, p. 
4 9 ). S h e  differentiates b etw een  d isease  and illn ess, qualify ing  this b y  an exp osition  o f  
d isease  b e in g  a b io -p h y sio lo g ica l condition  that is  characteristically d iagn osed  b y  those  
in the healthcare p rofession , w h ile  the exp erien ce o f  ‘an illn e ss ’ is  m u ch  m ore o f  a 
su b jective  perception that can b e  experienced in  the absence o f  the d isea se  or m ay  not 
even  occu r despite the d isea se  b e in g  present. S h e p o sits  that “m uch o f  the exp erience o f  
illn ess is  soc ia l-p sy ch o lo g ica l rather than p h y sio lo g ica l” (p. 50). S h e argues that as w ell  
as this d ifferentiation b etw een  d isease  and illn ess , there are im portant d ifferences  
b etw een  the concepts o f  im pairm ent and d isability . Impairment relates to the lo ss  o f  
function, both m ental and p h ysica l, w h ich  is  resultant from the d isea se  process, w h ile  
d isab ility  relates to the lim itations in daily  liv in g  activ ities experienced  b y  the person, 
and the individual exp erien ce o f  d isab ility  m ay  not m atch up to the assessm en t o f  the  
p rofession a ls m easuring the im pairm ent. P erceived  d isab ility  is greatly  in flu en ced  b y  
the constraints and barriers w h ich  appear to b e  im p osed  b y  the soc ia l and ph ysica l 
environm ent experienced  w h ich  is  frequently b ased  on the im pairm ent o f  dem entia  
b ein g  interpreted n eg a tiv e ly  w ith in  our culture (L ym an 1998).

T h e soc io lo g ica l p erspective, therefore, draw s attention to the m eaning  o f  
dem entia  w ith in  society , and to the w ay  that understandings o f  the con d ition  in flu en ce  
the w a y s in  w h ich  th ose d iagnosed  w ith  dem entia  not on ly  v ie w  th em se lv es, but are 
treated b y  others.

2 .1 .7  Comparison o f perspectives on dementia

T he m o d e ls  o f  dem entia presented above are the b asis o f  m uch o f  h o w  dem entia is  
understood in  W estern contem porary society . W ith in  the m e d ic a l  m o d e l , the v ie w  o f  
dem entia  is on e o f  a p h y sio lo g ica l degenerative d isease  process w h ich  is  characterised  
b y  co g n itiv e  d eclin e and lo ss  o f  function, w ith  m uch  o f  m edical research focu sed  on  
fin d in g  a cure for this d isea se  and treatment in  the m ain  b ein g  ch em ica lly  delivered  w ith  
sym p tom s to b e m anaged . A lo n g  w ith  the in ten siv e  cogn itive  testin g  offered  b y
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p sy ch o lo g ists , the v ie w  o f  the p s y c h o lo g ic a l  m o d e l  is m ain ly  centred on  changes in  
cogn ition  and beh aviou r caused b y  the p h y sio lo g ica l changes w ith  psychotherapeutic  
approaches continu ing  to b e lim ited  (the ro le  o f  psychotherapeutic interventions is  
addressed in section  2 .5 , b e low ). T h e m ain  intervention is  focu sed  on  a problem  
oriented psych o-ed u cation al approach in itia lly  targeted at the carer or supporter in order 
to educate them  to recogn ise , m in im ise  and m anage the problem  behaviours exhib ited . 
M ore recent d evelop m en ts concentrate on  personhood as a theory o f  dem entia care, 
w h ich  w ill b e  exam in ed  in  m ore detail in  section  2 .2 .3  b elow .

The s o c io lo g ic a l  m o d e l  offers the v ie w  that dem entia ex ists  w ithin  a socia l 
context, perceived  d ifferen tly  b y  different p eo p le  as they  each h ave their ow n  unique  
exp erien ce o f  w hat it m eans to h ave dem entia: by fam ilies/carers/supporters, b y  
healthcare p rofession a ls and b y  society; w ith  the im pact o f  dem entia  b ein g  experienced  
in  the socia l w orld  o f  both p eop le  w ith  dem entia and b y  m em bers o f  their soc ia l 
relationship  netw ork. It also offers different so c io lo g ica l theories to h elp  m ake m ean in g  
o f  the experience.

T h ese m od els o f  understanding dem entia  g iv e  us different w a y s to think about 
w hat dem entia is and the different standpoints from w h ich  th ose  d iverse groups o f  
profession als p erce ive  and interpret dem entia.

N o n e  o f  th ese  three m od els can c la im  superiority to the other although the m ost  
co m m on ly  held  d iscou rse  in  contem porary so c ie ty  continues to b e  that o f  the m ed ica l 
m od el, w h ich  in  turn largely  determ ines h o w  p eop le  are treated both b y  the m ed ica l 
p rofession  and the w id er society . T h is th esis seek s to understand dem entia as a 
condition  that is constructed w ithin  and b y  society . A  v ie w  o f  dem entia as a soc ia l 
construction d oes not negate the m ed ica l m odel; rather it p o sits  that it is  o n ly  on e  
construction o f  m any. T h e aim  o f  this th esis, therefore, is to exp lore the w ays in  w h ich  
th ese  different d iscou rses or p ersp ectives interact w ithin  the liv e s  o f  those in v o lv ed  in  
m aking and rece iv in g  an early d iagnosis o f  dem entia.

2.2 The Social Construction of Dementia

2.2.0 Introduction

W ithin  the research reported in  this th esis, the m edical, p sy ch o lo g ica l and so c io lo g ica l  
perspectives that w ere  described in  the p rev iou s sections are regarded as representing  
discourses o f  dem entia  that are particularly influential w ith in  our culture. T he intention
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o f  the th esis is  to exp lore the w a y  in  w h ich  th ese  d iscou rses or w ays o f  ta lk ing and  
m aking sen se  inform  and shape the exp erien ces o f  doctors, patients and fam ily  m em bers  
around the tim e o f  a d iagn osis o f  dem entia. S ocia l construction ism  is an approach to 
socia l sc ien ce  that provides a fram ew ork for an alysin g  the operation o f  d iscou rses in  
everyday life  (G ergen  1994, 1999 , 2 0 0 1 ). In Chapter 3 (S ection  3 .1 .3 ) , soc ia l 
construction ism  is  described in  so m e detail, as the b asis for the m eth o d o lo g y  adopted in  
this w ork. T he aim  o f  this section  o f  the literature rev iew  is  to provid e a b r ie f  
introduction to th e k ey  aspects o f  a socia l construction ist approach to dem entia. 
A ccord in g  to Burr (2 0 0 3 ), socia l construction ist analysis is  based on a set o f  core  
ep istem olog ica l principles:

•  the adoption  o f  a c r i t i c a l  s ta n c e  tow ards taken-for-granted w a y s o f  
understanding the w orld

•  an ack n ow led gem en t that u n d e r s ta n d in g  is  b o u n d  b y  b o th  c u ltu r e  a n d  h is to r y ; 
therefore it is  dependent on particular socia l and eco n o m ic  factors prevalent at a 
sp ec ific  tim e and p lace

•  an assum ption  that k n o w le d g e  is  p r o d u c e d  b y  th e  c o -c o n s tr u c t io n s  o f  p e o p l e  
in te r a c t in g  to g e th e r

•  a b e l ie f  that k n o w le d g e  a n d  s o c ia l  a c t io n  a r e  in e x tr ic a b ly  l in k e d

T he section s that fo llo w  seek  to illustrate som e o f  the w ays in w h ich  th ese  analytic  
principles h ave  b een  applied to deconstruct the con cep t o f  dem entia, and to b u ild  an 
understanding o f  the reality  o f  dem entia as co-constructed.

2.2.1 Deconstructing the dominant dementia narrative

T he fam iliar and dom inant m ed ica l d iscourse o f  dem entia has been  deconstructed  b y  
writers such as H arding and P alfrey (1 9 9 7 ), A dam s (1 9 9 8 ), H ill (1 9 9 9 ) and D a v is  
(2 0 0 4 ), all o f  w h om  have ch allen ged  the assum ptions and cla im s o f  the current 
construction o f  dem entia as a b iom ed ica l d isease. For exam ple, although in vestiga tion s  
such  as M agn etic  R eson an ce Im aging and C om puterised T om ography can b e  v ie w e d  as 
substantiating b iom ed ica l representations o f  dem entia, b iom ed ic in e  can b e  sev ere ly  
criticised for its inability  to e ffec t a cure, and for its m anagem ent o f  p eo p le  w ith  
dem entia, w h o  in the past have been  ‘w areh ou sed ’ in  large asylum s w aitin g  in the h op e  
that a cure m a y  b e  found (A dam s, 1998).
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T h e ch allen ges to the dom inant narrative from  H arding and P alfrey  (1 9 9 7 ) co m e  
in  the form  o f  critical an a lyses o f  the m any m eanings that co m e from  a singular  
d efin ition  o f  dem entia. T he defin ition  th ey  h ave  ch osen  is from  the R oyal C o lleg e  o f  
P h ysic ian s

“D em en tia  is the g lob a l im pairm ent o f  h igher cortical fu n ction s, in clu d in g  
m em ory, the capacity  to so lv e  the problem s o f  d ay-to -d ay  liv in g , the 
perform ance o f  learned perceptuo-m otor sk ills , the correct u se  o f  soc ia l sk ills  
and the control o f  em otional reactions, in  the absence o f  gross c lou d in g  o f  
con sc iou sn ess. T he con d ition  is  often  irreversible and p rogressive .” (R C P 1981, 
p. 139)

H arding and Palfrey (1 9 9 7 ) argue that this defin ition  em p loys e lu s iv e  and n on -clin ica l 
concepts su ch  as ‘problem s o f  day to day liv in g ’ and ‘correct u se  o f  so c ia l sk ills ’ . T h ey  
question  and ch allen ge the b asis  for w hat is  m eant b y  ‘correct’. T h ey  a lso  point up the  
d ifficu lties  faced  b y  the m ed ica l p rofession  in  reaching an accurate d iagn osis. T h ey  
further advance their argum ent b y  h igh ligh tin g  the lack o f  su b jective  ev id en ce  -  the  
a lleged  exp erien ce o f  dem entia is typ ica lly  described  through the e y e s  o f  observers. 
A ccord in g  to H arding and P alfrey (1 9 9 7 ) the c la ssica l m edical m od el o f  dem entia is  
d escrip tive rather than on e  that provides so c ie ty  w ith  a theoretical understanding, and  
the exp erien ce  o f  dem entia is  thus seen  b y  so c ie ty  as a ‘m edical p rob lem ’. T h ey  seek  to  
contest the dom inance o f  the m edica l p ersp ective  w h ilst respecting th e severity  o f  the  
exp erien ce o f  dem entia for the person and their fam ily .

H ill (1 9 9 9 ), in h is deconstruction  o f  w estern m ed ic in e  and dem entia , argues that 
m ed ical d iscou rse is o n ly  on e  p osition  am ongst m any. H is goal is  to ‘d ep r iv ileg e’ 
m edical accounts o f  dem entia. For this, a h istorical perspective is  adopted, and h e  c ites  
the w orks o f  Berrios, a psychiatrist w ho has studied the history o f  dem en tia  and w ritten  
p ro lifica lly  on this subject (see  earlier citations in  th is thesis), ack n o w led g in g  the o n ly  
con sisten t feature o f  dem entia  throughout the ages as ‘p sy ch o so c ia l in co m p eten ce’. 
O ver the last three centuries there has been  debate as to w hether dem entia  is  a ‘d istinct 
d isease  ca tegory ’ or a variation o f  the norm al ag in g  process. H e contends that the w a y s  
in  w h ich  dem entia has b een  understood over the years c lo se ly  relates to changes in  
m ed ica l th inking in general. H ill (1 9 9 9 ) m akes s ix  k ey  cla im s about the current practice  
and d isc ip lin e  o f  m edicine:

•  hum an bein gs are v iew ed  w ithin  a m ed ica l p erspective as m ach in es w ith  the  
p h ysica l m alfunction  o f  parts, rendering health  and illn e ss  prin cip ally  as 
p h ysica l
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•  m ed icin e hold s the v iew  that the states o f  health and illn ess  can b e  m easured  
ob jective ly

•  causal links can b e  found betw een  ‘path ologica l agen ts’ and d isea se  ou tcom es;
•  it is  reductionist in  its approach and con sign s p sy ch o lo g ica l, so c ia l and  

environm ental issu es  to b e less  relevant in the causation o f  illn e ss
•  the predom inant activ ity  is the search for ‘cures’, w h ich  can in  turn b e  g iv en  ‘to ’ 

patients, leav in g  them  w ith  no personal resp on sib ility  for their ow n  health
•  m ed ic in e  has a propensity  to b e  exp an sion ist and to em brace co n flic t and 

ch allen ge b y  m arginalising and/or incorporating w hat th ey  p erce iv e  as potentia l 
threats into the realm s o f  m edicine.

For H ill (1 9 9 9 ), the m ed ica l p erspective is  o n ly  o n e  particular w orld  v ie w , w h ich  sh ou ld  
b e ack n ow led ged  as va lid  but not superior to other form s o f  k n o w led g e . H ill (1 9 9 9 )  
stresses that sc ien tific  m ed ica l m eanings can b e seen  as a construction but is  o n ly  on e  o f  
m an y p o ssib le  representations w hich  can allu d e to insights and explanations o f  health  
and illn ess  states. T h ey  are not superior in  an y  w a y  to other understandings o f  dem entia. 
H ill (1 9 9 9 ) p osits that sc ien tific  m edica l id eas around d ependence and in d ep en d en ce  
obscure the v iew  that, in  the m ain, hum an b e in g s are all fundam entally  interdependent, 
w hether th ey  are in  a state o f  health or illn ess . For exam p le, p eo p le  in v o lv ed  in  the  
‘caring p ro fessio n s’ are dependent on ‘p atien ts’ for their career, liv e lih o o d , and id en tity  
as ‘p rofessional carers’ etc., ju st as m uch  as patients are dependent on them  for care and  
w elfare. There is  a reciprocity  in th ese  relationships that is  rarely ack n ow led ged  b y  
p rofessional carers. H ill (1 9 9 9 ) ca lls for a w illin g n ess  to “understand dem entia  in  its  
w id est sen se” (1 9 9 9  p. 76 ).

T he contribution o f  these authors, in  deconstructing the dom inant m ed ica l 
d iscou rse around dem entia, has b een  to create a sp ace for d ifferent k inds o f  
conversation  about th is condition  to take p lace , w h ich  p r iv ileg e  th e exp erien ces o f  
p eo p le  w ith  dem entia rather than those w ith  pow er.

2.2.2 Stigma associated with a diagnosis o f dementia

In an im portant essa y  G loria Sterin (2 0 0 2 ), w h o  w as d iagn osed  w ith  A lzh e im er’s 
d isease , h igh ligh ted  the m ean in g  and im pact for her o f  the w ord ‘d em en tia ’: “it im p lie s  
a very  derogatory and n egative  circum stance” (p. 7). She adds that the p sy ch o lo g ica l  
con seq u en ces o f  lab ellin g  som eon e w ith  dem entia  are extrem ely  p ow erfu l. It has the  
im p lication s o f  rendering som eon e as m in d less , and w ith  no m ind w e  cannot b e  fu lly
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hum an. S h e argued that there w as m uch m ore to personhood than an intact short term  
m em ory. H er personal exp erience w a s that on ce  the label had b een  assign ed  p eop le  
reacted d ifferently; som etim es w ithdraw ing and not includ in g  them  in  conversation; 
som etim es reacting w ith  d ism issa l and disrespect; or som etim es sm othering  w ith  
kindness.

T he stigm a associated  w ith  m ental illn ess  has b een  w e ll d ocum ented  and 
researched (B row n  and B radley 2 0 0 2 , B yrne 2 0 0 1 , Crisp, et al. 2 0 0 0 , S a y ce  1998). A  
sem inal w ork  on  stigm a, understood as a form  o f  ‘sp o iled  id en tity ’, w as p u b lish ed  in  
1963 b y  E rving G offm an (1 9 6 3 ). In th is b ook , h e defined  stigm a as

“p o sse ss in g  an attribute that m akes h im  different from  o th e r s .. .o f  a le ss  
desirable k in d ...red u ced  in  our m inds from  a w h o le  and usual p erson  to a 
tainted, d iscounted  one. Such  an attribute is a s t ig m a .. .B y  d efin ition , o f  course, 
w e  b e lie v e  that the person  w ith  the stigm a is not quite h u m a n ...W e  construct a 
stigm a theory, an id eo lo g y  to exp la in  h is in fer io r ity ...w e  u se  sp ec if ic  term s such  
as cripple, bastard, m oron in  our d aily  d iscou rse as a source o f  m etaphor and 
im agery, typ ica lly  w ithout g iv in g  thought to the original m ean in g .” (G offm an  
1963, p. 12 and 15).

T o G offfnan’s list o f  term s I w o u ld  add the term ‘dem en ted ’. T he stigm a associated  
w ith  dem entia  has b een  recogn ised  b y  the W orld H ealth O rganisation, w h ich  in  
collaboration  w ith  the O ld A g e  P sych iatry  section  o f  the W orld P sychiatric A sso c ia tio n  
has published  a p osition  paper (G raham , et al. 2 0 0 3 ) on the subject. T h is paper  
high ligh ts the d ouble burden o f  d iscrim ination  carried b y  o lder p eo p le  w ith  m ental 
illn ess and dem ands that they rece iv e  specia l attention stating that “stigm a tragica lly  
deprives p eo p le  o f  their d ign ity  and interferes w ith  their full participation in  so c ie ty ” 
(Graham, et al. 2 0 0 3 , p. 672 ). Graham  et al (2 0 0 3 ) identified  s ix  d ifferent w a y s in  
w h ich  a person w ith  a d iagnosis o f  dem entia  m ay  b e  stigm atised:

•  lack  o f  recogn ition  that it is  not part o f  the norm al a ge in g  p rocess, lead in g  to  
inappropriate m anagem ent

•  sp ec ific  behaviours can b e  ‘p ow erfu lly  stigm atisin g ’ such  as in con tin en ce  or 
disturbed behaviour

•  popular u se  o f  the term ‘d em en tia ’ can b e  stigm atising
•  lo ss  o f  a past due to p oor m em ory  lead in g  to cultural and re lig iou s b e lie fs  and 

personal preferences b e in g  ignored
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•  b e in g  p erceived  as h av in g  no ability  to en joy  pleasurable activ ities and no  
quality  o f  life

•  ex c lu sio n  from  so m e care situations lik e  em ergen cy  resuscitation  procedures, 
ad m ission  to so m e care h om es and in-patient facilities.

Graham et al (2 0 0 3 ) argue that d efin in g  dem entia  as hav in g  an organ ic a e tio lo g y  m ay  
serve to le ssen  stigm a in so m e cultures thus m o v in g  it from  the realm s o f  m ental illn ess  
to that o f  a d isease  o f  p h ysica l origin. D esp ite  the va lu e  o f  this article, it probably  
understates the extent o f  n ega tive  soc ia l attitudes toward dem entia sufferers. It says  
little  about the person w h o  m a y  b e  frightened to put th em selves forward for a d iagn osis  
b ecau se o f  the inherent stigm a, nor d oes it address the n ew ly  d iagn osed  or h o w  serv ices  
could  facilita te a p erson ’s p ath w ay through the d iagn ostic  p rocess in  order to reduce the 
stigm a attached to the d iagn osis. It concentrates m a in ly  on the person  w h o  has had the  
d iagn osis for som e considerab le tim e and is  exp erien cin g  m ore sev ere  d ifficu lties. 
W arner (2 0 0 1 ), how ever, prom otes early d iagn osis o f  dem entia as a w a y  to “help  
rem ove the atm osphere o f  secrecy  and stigm a the label still confers” (p. 2 8 9 ), and sees  
this b e in g  ach ieved  b y  prom oting  early recogn ition  through increased  pu b lic  aw areness 
lead ing  to early referral b y  general practitioners, and b y  health  profession als  
constructing ‘risk p ro file s’ w h ich  cou ld  b e  pred ictive  o f  a d iagn osis o f  dem entia.

O ther writers w h o  h ave h igh ligh ted  the stigm a associated  w ith  a d iagn osis o f  
dem entia in clu d e D e  M en d on ca  et al (2 0 0 3 ), B en b o w  and R eyn o ld s (2 0 0 0 ), and P ost
(1 9 9 5 ). Sabat (20 0 1 ) argues that for p eo p le  liv in g  w ith  dem entia there are m an y  assaults 
on se lf-e steem  and se lf-w orth  that can b e  c la ssed  as b e in g  stigm atised . Throughout the  
diagn ostic  p rocess p eo p le  h ave  to su ffer  such  in d ign ities as b e in g  asked  i f  th ey  k n ow  
their ow n  nam e or w here th ey  are, and h e reports h o w  on e  o f  h is ca se  study cohorts, Dr  
M ., experienced  the a ssessm en t procedures as b e in g  “d isrespectfu l, d isparaging and 
d ism ayin g” (p i 15). Sabat (2 0 0 1 ) su g g ests  that h av in g  a d iagn osis o f  A lzh e im er’s 
d isease  puts the person at risk o f  b e in g  p erceived  as “som eh ow  le ss  o f  a p erson” (p i 15), 
in  m uch  the sam e w a y  as G offrnan describes stigm a. H ow ever, h e  p rop oses that p eop le  
w ith  a m oderate to severe  d egree  o f  dem entia m ay  continue to m aintain  their self-w orth  
w ith  appropriate support.

In con clu sion , it can b e  seen  that n egative  soc ia l attitudes and stigm a provide a 
p ervasive  backdrop to the exp erien ce o f  dem entia. H ow ever, desp ite  the im portance o f  
th ese  issu es , rela tively  little  research has b een  carried out into p u b lic  attitudes toward
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dem entia, or h o w  th ese  m ight b e changed. In a survey  o f  p u b lic  op in ion  about h ow  
m ental illn ess  w as p erceived  in  Britain, Crisp et al (2 0 0 0 ) found that the perception w as  
that p eo p le  w ith  m ental health problem s w ere d ifficu lt to talk to, fee l d ifferently  from  
other p eop le , w ere unpredictable, w ill not im prove w ith  treatm ent and w ill never  
recover. T h ese  co n c lu sio n s a lm ost certainly h o ld  true in  relation to p u b lic  attitudes to  
dem entia.

2.2.2.1 The concept o f ‘courtesy stigma’

G offm an (1 9 6 3 ) d escrib es h o w  a person “w h o is  related through the socia l structure to a 
stigm atised  in d iv id u a l...lea d s  the w ider so c ie ty  to treat both  individuals in  som e  
respects as on e” (p. 4 3 ). H e u ses the term ‘cou rtesy  stigm a’ to describe th e transfer o f  
stigm a from  a person  w ith  a ‘sp oiled  id en tity ’ to their fam ily  m em bers. In h is w ork, he  
cites exam p les o f  the loya l sp ou se o f  m ental patient, or the daughter o f  an ex -con v ict, 
w h o are ob ligated  to share in so m e o f  the discredit o f  their relative. T w o stu d ies have  
concentrated on h o w  fa m ilies  o f  p eop le  w ith  dem entia are affected  b y  stigm a (B lum  
1991 , and M acR ae 1999). M acR ae (1 9 9 9 ) found that it w as not o n ly  direct caregivers 
o f  p eo p le  w ith  dem entia  w h o  experienced  cou rtesy  stigm a, but a lso  relatives w h o w ere  
not part o f  the day to  d ay  caring regim e. T his study a lso  found that fam ilies d evelop ed  
strategies for avo id in g  stigm a, such as co llu sio n  and cover up. T h ese  w ere found to b e  
stressfu l and iso la tin g  for the caregiver and cou ld  on ly  b e a tem porary m easure and 
m uch m ore d ifficu lt to ach ieve  as the illn ess  progressed.

In the study b y  B lu m  (1 9 9 1 ), courtesy  stigm a is described as m o v in g  through  
tw o phases: first, the co llu sio n  o f  the fam ily  m em ber and the stigm atized  in  order to  
m anage inform ation; and second , w h en  m anagem ent fa ils, w h ere the activ ity  o f  
cover in g  up takes over  in  order to m in im ise  the sh am e and em barrassm ent felt b y  both. 
O nce th is fa ils th e secon d  phase is  entered w h en  the prevention and m anagem ent o f  the  
inappropriate behaviours are exhib ited  b y  the person  w ith  dem entia. W ithin this phase  
co llu sio n  is  d im in ish ed  and the caregiver d isen gages to m aintain socia l order and to  
preserve h is or her o w n  d ign ity  and in  so m e cases adopt the p osition  o f  ‘pre-em ptive  
d isc lo su re’. In d o in g  so , the fam ily  m em ber g iv e s  an explanation  o f  w hat behavioural 
problem  m ight occur, therefore avo id in g  anticipated awkward and em barrassing socia l 
situations. T he con cep t o f  courtesy  stigm a is  va luab le in a llow in g  a clearer picture to  
em erge o f  the potentia l im pact o f  dem entia on  the relatives and carers o f  th ose  w h o  
h ave b een  d iagnosed .
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2.2.3 Challenging the ‘dominant paradigm ’ in relation to practice: the work o f Tom 

Kitwood

T w o o f  the lead in g  proponents o f  alternative theories to that o f  the predom inant m edica l 
m od el o f  dem en tia  are T om  K itw ood  and Steven  Sabat. Their theories, w h ich  are based  
on socia l construction ist princip les, w ere  develop ed  in  the 1990s and represented the  
first attem pts to m o v e  b eyond  deconstruction  and critical analysis and d ev ise  m ethods  
o f  in tervention  and care that w ere con sisten t w ith  the princip les and va lu es o f  socia l 
construction ism .

T hroughout h is w ork in  the fie ld  o f  dem entia, T om  K itw ood  (K itw ood  1990a, 
1990b, 1993 , 1997 , 1998) ch a llen ged  the dom inance o f  the m edical m od el that he  
renam ed th e ‘standard paradigm ’. H e  argues that b asin g  the d iagn osis o f  dem entia  on  
organic features a lon e is very  narrow, and that the condition  is not the result o f  a s im p le  
linear b io lo g ica l seq u en ce o f  cau se and effect. H e also  challenges the tim e span o f  
deterioration w h ich  m ay  vary from  m onths to m any years. H e asserts that sim p le  
n eu ropathological changes are not en ou gh  to exp la in  the process the person  w ith  
dem entia is exp erien cin g  and q uestions w hether the p a th o logy  o f  dem entia lie s  in brain, 
m ind or so c ie ty . H e also contends that the ‘standard paradigm ’ has little  to o ffer  in  
term s o f  practice. H e  underm ines the sc ien tific  m edical p osition  b y  p o sitin g  that m an y  
o f  the lo s se s  in  later life  are so c ia lly  constructed. K itw ood  offers an alternative in  
w hich  h e recon cep tu a lises dem entia as an am algam  o f  personality, b iography, hea lthy  
n eu rologica l im pairm ent, and socia l p sy ch o lo g y , each a ffectin g  the other.

T h e central tenet o f  K itw o o d ’s argum ent is that the p sych osoc ia l environm ent is  
a m uch m ore im portant and prom inent feature in the p rocess o f  dem entia than has been  
p rev iou sly  ack n ow led ged . M uch o f  K itw o o d ’s research m ethods, w h ich  h e  d escribes as 
“eth o lo g ica l”, h a v e  b een  criticised  for b e in g  w hat h e  ack n ow led ges h im se lf  to b e  
“h ig h ly  su b jectiv e  and u ndiscip lined” . T he psych ob iograp h ic  m ethod, w h ich  h e  has 
develop ed  through tw o researchers in terv iew in g  fam ilies o f  p eop le  w ith  dem entia  at 
length, can b e  seen  as inform ed b y  the eth olog ica l or ethogen ic approach o f  Harre 
(1993). From  th is perspective, ind iv id u als w ith  dem entia are considered as p eo p le  in  the  
fu llest sen se  as agentic, relational, h istorical liv in g  b ein gs. K itw ood  d evelop ed  the  
concept o f  P erson-C entred Care o f  p eo p le  w ith  dem entia around the con cep t o f  
personhood . H is defin ition  o f  personhood  is
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“a standing or status that is  b estow ed  u pon  on e hum an being , b y  others, in the  
con text o f  relationship and socia l being. It im p lies recognition  respect and trust. 
B oth  the according o f  personhood, and the failure to do so , h ave  con seq u en ces  
that are em pirically  testab le” (K itw ood  1997 , p. 8).

K itw o o d ’s assertion that the person  should com e first, and not the dem entia , is  reflected  
in  the va lu es h e  esp ou ses in h is defin ition  o f  personhood .

2.2.4 The self in dementia: the work o f Steven Sabat

W h ile  the approach adopted b y  K itw ood  focu sed  to a large extent on  the w a y  that others 
(carers, fam ily) treated the person w ith  dem entia, further soc ia l construction ist 
th eorisin g  carried out b y  S teven  Sabat concentrated m ore sp ec ifica lly  on  th e subjective  
exp erien ce  and sen se o f  s e l f  o f  such persons. Sabat and Harre (19 9 2 ) w ere  am ongst the  
first to exam in e the nature o f  the s e l f  in  A lzh eim er’s d isease  from  a socia l 
construction ist perspective. In w hat is n ow  regarded as a sem inal paper, th ey  studied  
three p eo p le  w ith  D em en tia  o f  the A lzh eim er’s type (D A T ), w h o  had each been  
d iagn osed  4  years prior to the study and had experienced  changes for up to 2  years prior 
to d iagn osis. T he researchers u tilised  a socia l constructionist m odel o f  the nature o f  s e l f  
in  conjunction  w ith  ‘p osition in g  theory’ in order to expand our understanding o f  h ow  
s e l f  in  A lzh e im er’s d isease  can b e  articulated, presented and m aintained, and also  
exp lored  the phenom enon o f  T oss o f  s e l f .  In th is research, the idea  o f  that a T oss o f  
s e l f  (C oh en  and Eisdorfer 1986) is  an in evitab le  feature o f  dem entia (D a v is  2 0 0 4 ), is 
b oth  ch allenged  and refuted. Sabat and Harre (1 9 9 2 ) introduced tw o  different 
m ean in gs o f  se lf. T he first o f  these, s e lf1, w as exp ressed  through the te llin g  o f  their life  
stories, em bracing resp on sib ility  for personal actions, expressing a personal w orld v iew , 
together w ith  thoughts, b e lie fs  and fee lin gs, w h ich  are generally  cou p led  w ith  o n e ’s 
o w n  personal agency. S e lf1 can b e  understood as the person’s su b jective  sen se  o f  on 
g o in g  identity.

B y  contrast, se lf2 or ‘se lv e s2’ are described  as the publicly  presented  repertoire 
o f  a m u ltip lic ity  o f  se lv e s  w h ich  are revealed  in  the everyday interpersonal interactions  
and are k n ow n  as ‘p erson ae’. T h ese  public  personae w hich  are enacted d iscu rsive ly  to  
ensure that public  perform ances conform  to the expectations o f  o n e ’s  peers, each  
com m u n ity  hav in g  recogn isab le  and acceptable person  types that are constantly  b e in g  
co-constructed  through talk and interaction.
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In everyday circum stances each hum an b ein g  is ju st o n e  person, a singular  
identity , but w ith  m any ‘se lv e s ’ . T he s e lf 1 d oes not require any other person in order to  
ex ist, and continues to ex ist in  the face o f  in com p lete  rem ote and recent m em ory  
function ing. T he ex isten ce  o f  se lf2 h ow ever, is not so independent. It requires 
cooperation  from  others in  order to construct our socia l se lv es  and these socia l se lv e s  
are o n ly  able to b e validated  i f  they are recogn ised  b y  others. T h e se lf2 can o n ly  assum e  
so m e kind o f  sign ifican ce  i f  that affirm ation is  g iven , and i f  the behaviour is  recogn ised  
b y  others as w orthy o f  affirm ation. I f  this is  w ithheld  for any reason, it can h ave a 
profound im pact on both  h o w  the person is  v iew ed  and su b seq u en tly  h o w  that person  
w ill b e  perceived  and treated b y  others. I f  w hat on e says or d oes is  taken to b e  out o f  
con text and deem ed unacceptable, that person can b e  treated w ith  disdain , d istance and  
doubt. ‘S e lv es  ’ are the m ultip licity  o f  personae that are dependent on ‘the other’ and  
on  the socia l context. A m o n g  these se lv e s  can b e m any characters: a lo v in g  husband, a 
hard-w orking em p loyee , a devout and faithful Christian, a loya l friend or a h opefu l 
go lfer . In each o f  th ese  personae the character and behaviour are different, dependent 
u pon  the context, and it is  in  the interaction b etw een  both parties that the form s o f  
‘se lv e s  ’ b eco m es d iscernib le. It is through th ese  constant m utual exch an ges and 
recogn ition  o f  each other’s p osition  that each distinct version  o f  a ‘se lf2, is constructed. 
T h ese  mutual exch an ges and constructions h ave  b een  termed ‘p o sitio n in g ’.

T he con clu sion  is  that from a construction ist point o f  v iew , A lzh e im er’s d isease  
d o es not result in  the T oss o f  s e lf1 and contributes on ly  in d irectly  to the lo sse s  o f  
‘se lv e s2 w hen  w hat is  som etim es interpreted as sym ptom s has b een  m isrepresented and  
m isunderstood . W ith in  the co-constructions o f  ‘se lv es  the d isea se  is som etim es  
blam ed  rather than trying to find n ew  constructions, although there is  ev id en ce  that 
‘se lv e s2 is  m anifested  w e ll into the trajectory o f  A lzh eim er’s D isea se , w ith  the threat to  
‘se lv e s  com in g  from  a socia l netw ork not reacting p o sitiv e ly , although it is  
ack n ow led ged  that this is  not a lw ays easy.

W ithin  this m od el, ‘p osition in g ’ theory en com p asses the sam e range o f  
phenom ena as ‘la b e llin g ’ theory although ‘p o sitio n in g ’ theory p ays c lo ser  attention to  
lin gu istic  d ev ices that p lace  p eop le  into ‘ty p es’, p osition ed  b y  their storylines. In m an y  
w a y s  the lo sses  in  dem entia  have less  to do w ith  the neurofibrillary tangles and m ore to  
do w ith  the ‘m alignant p o sitio n in g ’. T o  a llo w  hum ans to flourish , m utual co-operation  
is n ecessary  and this is  no le ss  so in dem entia.
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F o llo w in g  on  from  this sem inal paper Sabat further d evelop ed  th ese  socia l 
constructionist theories, and in  m ore recent w ritings (Sabat 2 0 0 1 , Sabat and C ollin s  
1999) has established  the notion  o f  S e lf1, S e lf2 and S e lf3 w here the S e lf1 rem ains 
unchanged, S e lf2 con sists o f  a unique set o f  m ental and physica l personal attributes, 
som e o f  w h ich  are fixed  and others m ore flex ib le  and lik e ly  to change over  tim e. T h ese  
attributes a long  w ith  our b e lie fs  about them  are part o f  w hat is  know n as S e lf2 and they  
can b e both p o sitiv e  and n egative  and the S elf2 can still b e seen  as intact d esp ite  the  
person having  dem entia. In this n ew  fram ew ork, S e lf  has b eco m e syn on ym ou s w ith  
the original S e lv es  w h ich  is  the s e l f  that is  dependent upon others for va lidation  o f  the  
identity th ey  are portraying. T h ese  ro les or identities are m uch m ore vu lnerab le b ecau se  
o f  their need  for the other to co-construct a m ean in g  w ith  them  o f  each  persona. 
A n alysis o f  the interplay betw een  S e lf1, S e lf2 and S e lf3 can provide a basis for m aking  
sen se o f  the w a y s in  w h ich  p eop le  assim ila te  and deal w ith  a d iagn osis o f  dem entia  (see  
Chapter 7, Section  7 .2 .6  b elow ).

Intrinsic to w hat Sabat sees  as s e l f  is h ow  w e  construct and are constructed b y  
others through language. L anguage is  a lso  the m edium  through w h ich  w e  g iv e  to others 
and take for ou rselves, and are g iv en  b y  others, different position s.

2.2.4.1 Acknowledging language

In Sabat’s (2 0 0 1 ) quest to com e to a deeper understanding o f  p eop le  w h o  had been  
diagnosed  as h av in g  A lzh eim er’s d isease  h e contends that in order to gain appreciation  
o f  their m ean in g  m aking  abilities w e  m ust study the d iscourse o f  the person w ith  
dem entia u tilisin g  m ethods other than that o f  C lassica l S cien ce , and h e  recom m en ds  
R om antic S c ien ce  as a w a y  forward. D esp ite  h avin g  no standard toolk it, th is w a y  o f  
exam in ing  the liv e s  o f  p eop le  w ith  dem entia a llo w s the researcher to “obtain  
inform ation w h ich  can b e  gathered o n ly  b y  ob servin g  life  as it is liv ed  and u n fo ld s in  
the everyday w o r ld ...th e  situations from  w h ich  they  derive m eaning, and h o w  m eaning  
is  expressed” (p. 171).

H e in vites us to look  on p eo p le  w ith  dem entia as sem io tic  subjects. W hat he  
m eans b y  this is  a person w h o se  behaviour is driven b y  m eaning. T h e three k ey  
characteristics are

•  A ctin g  out o f  intention
® Interpreting events and situations
•  E valuating events, situations or actions (p. 171).
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O ne w a y  o f  exp loring  the person  as a sem io tic  subject is through d iscou rse  and h ow  the
person w ith  dem entia com m unicates. H e h igh ligh ts the im portance o f  p ay in g  attention
to the u se  o f  language, e sp ec ia lly  later on in the d isea se  trajectory w h en  the person w ith
dem entia m ay  b e  having  trouble co n v ey in g  w hat h e /sh e  w ants the listen er to hear, and
m ay  b e  exp erien cin g  w ord fin d in g  d ifficu lty . Sabat (2 0 0 1 ) su ggests  the listener takes

“the intentional stance and thereby p osition in g  the A D  sufferer as on e  w h o  has 
som eth in g  m eaningfu l to  say  and is , indeed  trying to com m unicate, can easily  
lead to the u se  o f  an e ffec tiv e  facilita tive  sp eech  act ... indirect repair refers to 
inquiring about the in tention  o f  the speaker, through the u se  o f  qu estion s marked  
not b e  interrogatives but b y  intonation patterns, to the u se  o f  rephrasing w hat 
you  think the speaker said and ch eck in g  to se e  i f  you  understood h is or her 
m ean in g  correctly. Thus the resp on sib ility  for e ffec tiv e  com m unication  b etw een  
p eo p le  lie s  w ith  the listener as w e ll as the speaker” (p. 3 8 -3 9 ).

T his is  in m any w a y s  akin to the active  listen in g  ro le  in the therapeutic
relationship and M cL eod  (2 0 0 4 ) describes the co u n sellor’s role as in ev itab ly  in v o lv in g

“listen in g  to p eop le  talk in detail about com p lex  situations in  their lives. O ften, 
the p erson ’s w a y  o f  te llin g  h is or her life  story m ay b e  halting, incoherent, or 
punctuated b y  strong em otion . A lm ost a lw ays, there w ill b e  gaps in the story -  
th ings not said th ings that m ay  b e too em barrassing or sham eful to share w ith  
another person .” (p. 4 5 ).

Indeed Sabat (2 0 0 1 ) h igh ligh ts the need  for “therapeutic con versation ” (p. 4 5 ). 
H e also h igh ligh ts the e ffec ts  o f  distractions on conversations w h ere the im portance o f  
the understanding and ab ility  to p ay  c lo se  attention to w hat the person  w ith  dem entia is  
trying to say  is  a very  im portant com ponent o f  the function o f  the h ea lth y  listener.

P ayin g  attention to w hat the person w ith  dem entia has to say  is a central tenet o f  
this research project and it a lso  en gages the m eth o d o lo g y  o f  R om antic S c ien ce  in  the  
form  o f  qualitative inquiry. A lth ou gh  language is  not a lw ays o b v io u s ly  affected  early  
in  the d isea se  trajectory the im portance o f  the observational ab ility  and need  to 
understand the conversation  o f  the p eop le  in vo lved  in  this study is  neverth eless o f  
param ount im portance.

2.2.5 The construction o f self within the family
■>T his constructionist notion o f  S e lf  is supported b y  research carried out b y  H anson  

(1 9 9 7 ) w h o  p osits that “the soc ia l construction o f  sen ile  dem entia b eg in s at h om e and is  
driven b y  fam ilies w h o  construct and m aintain prob lem s” (1 9 9 7 , p. 17). H er m od el 
fo llo w s a tradition w ith in  m ental health  research w h ich  v iew s  fa m ilies  as constructing

41



and m aintaining the id ea  that a fam ily  m em ber is ‘s ick ’. From  earlier w ork H anson  
(1 9 8 9 )  describes a b a sic  m od el o f  fam ily  ty p o lo g y , portraying tw o  different types o f  
fam ily , nam ely  d efin ition al equality fam ily  and defin itional d e fic it fam ily , based  on  
observation o f  fo rty -fiv e  fam ilies all w ith  at least on e older person , and o f  these forty- 
fiv e , tw enty-n ine fa m ilies  had a person w ith  dem entia liv in g  w ith in  them . T h e study  
set out to explore h o w  inform ation w as so c ia lly  constructed w ith in  fam ilies, and h o w  it 
m a y  affect the id en tifica tion  o f  behaviour and sym ptom s. W hilst sh e d oes not question  
the ex isten ce  o f  u n d erly in g  b io log ica l cau ses for dem entia, regardless o f  its supp osed  
origin , p eop le  m ak e sen se  o f  dem entia in  different w ays. T h is is m ost frequently  
processed  w ith in  the fa m ily  context, w ith  fa m ily  usu ally  in itiating, and m ediating both  
d iagn ostic  and treatm ent processes.

It w as noted that fam ilies w h o exclu d ed  on e m em ber from  their p ro cesses o f  
reality  construction w o u ld  prom ote and m a g n ify  sym ptom s o f  dem entia  (or any  other  
pathology). T his w o u ld  then lead to the em otional iso lation  o f  the excluded  m em ber, 
and b ein g  m arginalised  from  the reality  construction p rocesses o f  the fam ily  the  
exclu d ed  m em ber w o u ld  h ave  less lik e lih ood  o f  k n ow in g w hat that fa m ily ’s reality  w as. 
T h ese  w ere the ‘defin ition al d efic it’ fam ilies. F am ilies that in cluded  everyone in  their 
p rocesses o f  reality  construction (defin itional equality fam ilies) w ere  m uch m ore lik e ly  
to w ork  on problem s w ith in  a shared fram ew ork and therefore m ake a p ositive  m ean in g  
from  sym ptom s. T h ey  w ere less  lik e ly  to seek  d iagnosis and treatm ent and h ave their 
changes in  behaviour accepted  w ithin  their fam ily  system . It can b e  concluded  from  
H an son ’s study (1 9 8 9 )  that ‘defin itional d e fic it’ fam ilies fail to validate and co -  
construct a p o sitiv e  S e lf  w ith  the m em b er w ho has dem entia , and w ith in  the 
‘defin itional equality’ fam ilies the reverse w ill b e  happening w h en  a co-construction  o f

' ya p o sitiv e  S e lf  w ith  the person w ith  dem entia  is  evident.
W ithin  the co m p lex  dynam ics o f  the interpersonal p ro cesses o f  a fam ily , 

sym p tom s o f  dem entia  are m ade m eaningfu l, reacted to and acted upon, and it is  w ith in  
th ese  fam ily  p ro cesses that the person w ith  the d iagnosis o f  dem entia  in itia lly  h as to  
m ake m eaning o f  that d iagnosis. H anson (1 9 8 9 ) has show n that dependin g on w hether  
the person is  a m em ber o f  a defin itional d efic it or defin itional equality  fam ily  w ill shape  
their journey through the dem entia trajectory. H anson’s (1 9 8 9 ) w ork is im portant in  
illustrating the w a y s  in  w hich  the k inds o f  defin itional or p osition in g  p ro cesses  
described b y  Sabat can occu r in a fam ily  context.
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2.2.6 The role o f health professionals in positioning

T h e w ork o f  A d am s (1 9 9 8 , A dam s 2 0 0 0 , 2 0 0 1 ) carries forward the ideas introduced in  
the p revious sectio n s into the dom ain o f  relationships b etw een  health  p ro fession a ls  and 
p eop le  d iagn osed  w ith  dem entia. A d am s (19 9 8 ) urges practitioners to reco g n ise  the  
‘fam ily  p o lit ic s  o f  dem entia’ in  order that health p rofession a ls can a ctiv e ly  in clu d e  
p eop le  w ith  dem entia  in the d ecision  m ak in g  p rocesses that affects their care. A dam s  
(2 0 0 3 ) has proposed  an in clu sive  approach to dem entia care based  on  a triadic m od el 
(carer, person  w ith  dem entia, and health  professional). B u ild in g  on earlier stu d ies b y  
Fortinsky (2 0 0 1 ), the im portance o f  the integration o f  a socia l construction ist  
understanding o f  dem entia care w ith in  the notion o f  triadic interaction w as h igh ligh ted  
w here the id en tity  o f  each m em ber o f  the triad is  m a in ly  constructed through language. 
T he potential o f  this n ew  approach is  to em pow er and enable p eo p le  w ith  d em entia  to  
b e full and equal partners in the d ec isio n  m aking p rocess provid in g  that n on e o f  the  
triad m em bers m ak e fixed  alliances and coalition s b etw een  tw o o f  the three m em bers. 
T he p rofession a l in vo lved  has the resp on sib ility  to ensure an equal and appropriate 
distribution o f  pow er.

Each m em ber o f  the triad is  v iew ed  as p o sse ss in g  their ow n  sphere o f  
know ledge: the person w ith  dem entia has a subjective exp erien ce that neither o f  the  
other tw o shares; the person caring has the subjective exp erien ce o f  caring for that 
person w ith  dem entia w ithin  a un iqu e and personal relationship; the p rofession a l 
clin ician  w ill h ave  experience o f  m an y others w ho h ave experienced  dem entia  and h ave  
ob jective  k n o w led g e  gleaned  from  p rofession al training. Each is  the expert w ith in  their 
ow n  sphere and this can help  tow ards the equal sharing o f  the p ow er base. C on verse ly , 
i f  this d ifferent k n ow led ge is  not recogn ised  and shared equally , the p o w er  that 
k n ow led ge brings can then b eco m e d isem pow ering . T his d isem pow erm ent can b e  seen  
as a barrier to the socia l construction o f  a valued  socia l identity.

T he im portance o f  the triadic m od el is h ighligh ted  b y  a s in g le  case  stu d y  o f  a 
person w ith  a m ild  to m oderate degree o f  dem entia published  b y  Sabat, N ap o litan o  and  
Fath (2 0 0 4 ), in  w h ich  they analyse p sych osocia l factors that sign ifican tly  a ffec t w hat 
the person w ith  dem entia d oes and says. T h ese  in clu d e the im pact that the  
neuropathology  has on the person, the reaction o f  h ea lth y  persons, and the reaction  o f  
the person w ith  dem entia to the w a y s in  w h ich  h e/sh e  is  treated b y  others. C onstructing  
a valued so c ia l identity  requires at least on e  other person  w ith  w h o m  a p o s it iv e  soc ia l
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identity  can b e crafted. A t tim es there is  n o -o n e  w h o  offers this k ind  o f  co-operation , 
even , and som etim es esp ecia lly , w ith in  the fam ily  and the person w ith  the d iagn osis is  
trapped w ith in  the socia l identity  o f  a v ictim  o f  A lzh e im er’s d isease , w ith  no  h o p e  o f  
escap e from  this vortex. T he im plication  is that it m a y  b e  som eon e ou tsid e  the fam ily , 
such  as health  p rofessional or other helper that m ay  best b e ab le to su p p ly  this  
relationship .

2.2 .7  The concepts o f ‘malignant positioning’ and ‘malignant social psychology’

It is  through the d ialog ica l interactions taking p lace  in  the everyday w orld  that p eo p le  
take for th em selves, im p ose  on  others, and accept or reject p osition s that m ake their 
actions clear and understandable as socia l acts (Harre and V an L an gen h ove 1999). It is  
‘through su ch  p osition s that a p erson ’s m oral and personal attributes are defined , 
strengthened and diluted, and the m eans b y  w h ich  story lin es or narratives about a 
person are d evelop ed  and acted upon b y  others’ (Sabat, N ap olitano and Fath 2 0 0 4 ). 
P osition in g  is  one w ay  b y  w h ich  behaviour can b e  exp la ined  and understood , b oth  b y  
the person and b y  others. M alignant p osition in g  (Sabat 2 0 0 3 ) and ‘m alignant soc ia l 
p sy c h o lo g y ’ (K itw ood  1998 , K itw ood  and B redin  1992), are tw o o f  the factors that 
n eg a tiv e ly  in flu en ce  the exp erien ce and behaviour o f  p eop le  w ith  dem entia , a ffectin g  
their ab ility  to construct a valued  socia l identity. W hen m alignant p o sitio n in g  is  
enacted, it is  h igh ligh tin g  a n eg a tiv e  em phasis that is  b e in g  p laced  on the qu alities o f  the  
p erson ’s behaviour. P eop le  w ith  dem entia are vu lnerable to b ein g  p o sitio n ed  in  this  
‘m align an t’ w a y  (interactive p osition in g ), w h ich  can b e  detrim ental to their sen se  o f  
personhood , esp ec ia lly  i f  they  are not b ein g  validated  in  their soc ia l ro les and id en tities  
(S e lf  ). P eo p le  w ith  dem entia can b e positioned  n eg a tiv e ly  and do not a lw ays h ave the  
n ecessary  sk ills  to refute this p osition in g  or p lace  th em selves in  a m ore desirable  
p osition  (re flex iv e  position ing). T h is can lead to them  b ein g  portrayed n eg a tiv e ly  b y  
others, and w ill  then affect their ab ility  to construct a va lu ed  socia l identity.

A round the sam e tim e as Sabat and Harre (1 9 9 2 ) w ere expound ing  their id eas about 
m alignant p osition in g , K itw ood  w as d evelop in g  h is research around the n otion  o f  
m alignant soc ia l p sych o logy . Through a grow in g  aw areness o f  the ten d en cy  to 
d ep erson alise  p eop le  w ith  dem entia, (K itw ood  1990a) sought to c la ss ify  the w a y s in  
w h ich  this w a s happening. T his c lassifica tion , w h ich  h e  nam ed as ‘m alignant soc ia l  
p sy c h o lo g y ’, w as the reflection  o f  an extrem ely  harm ful environm ent in  w h ich  the 
personhood o f  the person w ith  dem entia w as threatened. T his, h e  said , w a s not an
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in d ication  o f  deliberately harm ful behaviour on the part o f  the caregiver; rather the  
m align an cy  is part o f  an inherited culture. In itia lly  Kitvvood (1 9 9 0 )  identified  ten  
elem en ts o f  ‘m alignant soc ia l p sy c h o lo g y ’, later adding another sev en , and it w as  
around th ese  elem ents that the con cep t o f  D em en tia  Care M ap p in g  (K itw ood  and 
B redin 1992) d eveloped . M uch o f  the w ork  carried out by K itw o o d  concentrated on  
institutional care w ith  p eo p le  w h o had fa irly  advanced form s o f  d em entia  rather than  
p eo p le  w ith  dem entia liv in g  at h om e co m in g  to term s w ith  a n ew  d ia g n o sis , w h ich  is  
w hat th is study concentrates on . N everth eless , there are at least f iv e  o f  the seven teen  
elem en ts w h ich  are pertinent to this study. T h ese  are:

•  d is e m p o w e r m e n t  —  w h en  p eo p le  b eg in  to do things for the person  w ith  
dem entia w ho can do the sam e th ing  for th em selves w h ich  can result in  lo ss  o f  
con fid en ce, functional ab ility  and fee lin g  o f  personal ach ievem en t

•  la b e l l in g  —  g iv in g  a person a d iagn osis o f  dem entia w h ich  is  then u sed  as a 
m eans o f  id en tify in g  that person and lead s to everyth ing that person d oes and 
says as b e in g  filtered through and attributed to the d isea se  w hether it has 
anything to do w ith  it or not

•  s t ig m a t iz a t io n  —  treating the person  as an object that is  d iseased  or sp o iled  in  
so m e w a y  w h ich  can lead  to their b e in g  exclu d ed  and ostracized

•  o u tp a c in g  —  p rov id in g  inform ation and exp ectin g  a person  w ith  dem entia  to  
process this at the sam e pace as before, thus fa ilin g  to g iv e  the person tim e to 
m ake ch o ices that are relevant to them  w h ich  d im in ish es their sen se  o f  b e in g  
consulted  resp ectfu lly

•  in v a l id a t io n  —  lack  o f  acceptance o f  w h o  the person w ith  dem entia  is  and has  
b ecom e, fa ilin g  to ack n ow led ge their sub jective  reality  as v a lid  and w orth w h ile  
w ith  little  attention paid  to their fee lin g s.

For a fu ll list o f  the seven teen  elem ents, s e e  K itw o o d  (1 9 9 7 ), p a g es 4 6 -4 7 .
W h ilst the w ork o f  K itw ood  has u ndou bted ly  enhanced the k n o w led g e  b ase  o f  

h o w  p eop le  w ith  dem entia are treated b y  others and society , in  v ie w  o f  the ‘m alignant  
socia l p sy ch o lo g y ’, it is not w ithout its critics. A dam s (1 9 9 6 ), w h ile  appreciating  
K itw o o d ’s contribution, questions h is m eth od s, citing the lack  o f  published  
psych ob iograp h ies and lack  o f  co n v in c in g  em pirical ev id en ce  for h is c la im s that do  
little  to support h is central argum ent o f  the correlation b etw een  life  events and brain  
failure. (It m ight serve us w e ll to rem em ber here that A lzh eim er’s d isea se  w as based  on
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the find ings and w ritin gs o f  on e  s in g le  case  study, A u gu ste  D ). W h ilst ack n ow led g in g  
that K itw ood  has d on e m uch to enhance the care o f  p eop le  w ith  dem entia, A dam s
(1 9 9 6 ) questions w hether h is approach w ill be w id e ly  adopted w ith in  the healthcare  
p rofession . D a v is  (2 0 0 4 ) has called  for the sed u ctive  nature o f  K itw o o d ’s argum ents to 
b e  resisted  in order that som e debate can b e  o n g o in g  pertaining to the status o f  p eop le  
w ith  dem entia and their p osition in g  w ith  respect to their sign ifican t others. T h e need  
for w hat D a v is  ca lls  the ‘crum bling d evastation ’ w ith in  relationships to b e  better  
understood throughout the p rocess o f  dem entia  is  seen  as param ount.

T he critique o f  A dam s (1 9 9 6 ) appears to b e  based  on the v ie w  that the  
perspectives offered  b y  K itw ood  (and b y  im plication , Sabat) are too op tim istic , g iven  
the in ev itab le  n egative  ou tcom es o f  A lzh e im er’s d isease . H ow ever, w ith in  the context 
o f  the present study, w h ich  is  oriented toward the enhancem ent o f  practice, the ideas o f  
m alignant p o sitio n in g  and m alignant soc ia l p sy ch o lo g y  are h u g e ly  im portant b ecau se  
they  point to the p o ssib ility  o f  life -en h an cin g  strategies for p rofession al interactions 
w ith  p eop le  w h o  h ave received  an early d iagn osis.

2.2.8 Reflections on the social construction o f dementia

In th is m ajor section  o f  Chapter 2, the theories o f  K itw ood  and Sabat, a lon g  w ith  other 
socia l construction ist persp ectives, h ave  b een  introduced. K itw o o d ’s theories, built 
around the con cep t o f  personhood and person  centred care, o ffer  an alternative w a y  o f  
v iew in g  the person w ith  dem entia. W h ile  these theories h ave in flu en ced  greatly  the  
care o f  p eo p le  w ith  dem entia , this has m a in ly  b een  in  institutional settings, w ith  a lack  
o f  research into the application o f  th ese  id eas in  com m u n ity  settings during the early  
stages o f  dem entia. T h e w ork o f  Sabat, w h o  draw s h ea v ily  on  case  study m aterial to 
illustrate h is m od el, is  centred m ain ly  on  p eo p le  w h o  h ave had dem entia  for so m e years, 
m o stly  liv in g  w ith in  fam ilies but attending a d ay  care facility . H e  has m ore recently  
begun  to report w ork  w ith  p eop le  earlier in  the dem entia  trajectory (Sabat, N ap olitan o  
and Fath 2 0 0 4 ), again  u sin g  case  study m aterial. There is  c learly  a need  for further 
research that both exten d s the ev id en ce  b ase  in  relation to soc ia l construction ist ideas, 
and a lso  p rovides a m ore detailed, fine-grained  theoretical analysis.

Later in this chapter, in  m ajor S ection  2 .4 , a rev iew  o f  research into the  
subjective exp erien ce  o f  p eop le  w h o  h ave rece ived  a d iagn osis o f  dem entia  w ill be  
presented. M uch o f  this research underscores the im portance o f  socia l construction ist 
them es, even  i f  the studies do not ex p lic it ly  em p lo y  a socia l construction ist fram ew ork.
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S p ec ifica lly , the theoretical m aterial that has b een  rev iew ed  in  th is section , and the 
research that w ill b e  considered  later, h igh ligh ts the im portance o f  relationships in  
dem entia. W hat happens to p eo p le  at the tim e o f  d iagn osis, and later, is h ea v ily  
in fluenced  b y  the quality  o f  the relationships w ith in  w h ich  they liv e  their lives.

2.3 A Review of Research into the Doctor’s Role in Early Diagnosis of 

Dementia

T his sec tio n  o f  the rev iew  o f  th e literature concentrates prim arily on em pirical research  
w ith in  the fie ld  o f  early dem entia, and so m e n ecessary  background inform ation is  also  
provided. It w ill  incorporate stud ies around the role o f  the GP and the C onsultant in  O ld  
A g e  P sychiatry, and sectio n s relevant to that role in  early dem entia, in clu d in g  a k ey  
section  fo cu sin g  on  the d isclosu re o f  a d iagnosis.

W ith in  the con text o f  d iagn osin g  and treating early dem entia  tw o groups o f  
doctors are prom inent, n am ely  G P s (G eneral Practitioners) and O ld A g e  Psychiatrists. 
It is ack n ow led ged  here that, w h ilst this is not e x c lu s iv e  and other groups o f  doctors 
such as N eu ro lo g ists  and G eriatricians a lso  treat and d iagn ose p eo p le  w ith  early  
dem entia, P sych iatry is  b y  far the m ost com m on  sp ecia lism  to w h ich  p eo p le  w ith  
probable dem entia  are lik e ly  to b e  referred b y  the GP.

2.3.1 The role o f the Old A ge Psychiatrist

T he role o f  the O ld A g e  P sychiatrist in  the d iagn osis and m anagem ent o f  early dem entia  
is  firm ly  estab lished  and in  the U K  their serv ices are m a in ly  su p p lied  to the public  as 
part o f  the N ational H ealth  S ervice. A s  a specia lty , O ld A g e  P sychiatry g o e s  back  to  
the 1 950s (O m u, Butt and Shabbir 2 0 0 2 ) but w as o n ly  granted su b sp ecia lty  status b y  the  
R oyal C o lleg e  o f  P sychiatry in  1989 . T his status reflected  a recogn ition  o f  the unique  
n eed s o f  o ld er p eop le  w ith  m ental health problem s and the sp ecia list sk ills  and 
k n o w led g e  required to treat o ld er p eop le , and w h ich  w ere ack n ow led ged  as different 
from  th ose  o f  general adult psych iatry  (W attis 1996). W h ile  the core sk ills  required in  
order to practice O ld A g e  P sych iatry  are not clearly  sp ecified  in  the training curriculum , 
Draper (2 0 0 3 ) su ggests that th ese  are “a com petent ab ility  to assess, d iagn ose, treat and 
m anage p sych iatric  problem s in  o ld  age  in  a com p reh en sive m anner and in  partnership  
w ith  older p eo p le  and their carers” (Draper 2 0 0 3 , p. 68 3 ). O ld A g e  P sychiatrists
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gen erally  w ork  w ith  p eo p le  w ith  m ental health issu es  over the age  o f  65  years. A lthough  
p eo p le  under 65 years w ith  probable dem entia w ou ld  frequently b e  seen  as part o f  their 
rem it, th is practice is  not uniform  throughout the country (W attis 1999). T h e w ork o f  
O ld A g e  P sychiatrists en com p asses m an y d ifferent m ental illn esses , w ith  the three 
m ajor categories b e in g  depression , delirium  and dem entia. A s m u ch  o f  their tim e spent 
in  the com m u n ity  as in  h osp ita ls (W attis 1996) w ith  perhaps a h a lf  to one-third o f  the  
patients referred to them  b ecau se  o f  co g n itiv e  problem s (O m u, Butt and Shabbir 2 0 0 2 ).

In relation  to dem entia, the ro le o f  the O ld A g e  P sychiatrist inclu d es direct and 
indirect patient care in  a variety  o f  settings. D irect care in v o lv es  assessm en t, d iagn osis  
and d isea se  m anagem ent, w h ile  indirect care is  in  provid ing inform ation  and education  
to other d isc ip lin es w ork in g  w ith  p eop le  w ith  dem entia w ith  the m ain  aim  o f  
in flu en c in g  their practice. A ccord in g  to W attis (1 9 9 6 ) the latter function  is  n ecessary  
b ecau se  th e p reva len ce o f  m ental illn ess  is too  h igh  for all patients to b e  rece iv in g  direct 
care from  psychiatrists, w ith  the result that m u ch  o f  their w ork  is  spent in  m ulti
d isc ip lin ary  com m u n ity  m ental health team s and w orking in  partnership w ith  hospital 
doctors and general practitioners.

2.3.2 The General Practitioner and early dementia

T h e literature g iv in g  an account o f  the G eneral Practitioner in  relation to dem entia  
describ es their ro le  as central, p ivotal, front lin e , h o ld in g  a unique p osition  and the 
g atew ay  to the serv ices (D o w n s 1996 , D o w n s, et al. 2 0 0 0 , V a ssila s  and D onaldson  
1998 , W ilk in son  and M iln e  2 0 0 3 ). T his p osition  is  not a lw ays recogn ised  b y  the  
practitioner, w h ich  m ean s that d iagn ostic  practice in  prim ary care o f  early dem entia  
continues to b e  variable (E efsting , et al. 1996 , V a ssila s 1999, W ind, et al. 1994).

R esearch exam in in g  the ab ility  o f  G Ps to d iagn ose and d etect early dem entia  has 
returned v ery  m ix ed  results. In a A m erican  study, 1480 caregivers w ere asked to 
com p lete  a self-adm in istered  postal questionnaire in  order to e lic it factors associated  
w ith  d iagn osis  o f  dem entia , and a correct d iagn osis w as found in  o n ly  38%  o f  cases at 
in itia l p h ysic ian  contact (K nopm an, D on oh u e and Gutterman 2 0 0 0 ). In S w eden , in  a 
study com paring the m ed ica l records o f  3 5 0  patients over sev en ty  years o f  age w ith  a 
p sych iatric  rev iew  b y  a G P, o f  th ose  d iagnosed  at rev iew , a detection  rate o f  o n ly  25%  
w a s recorded (O lafsdottir, S k o o g  and M arcusson  2 0 0 0 ) in  the patient records. T his  
result stands in  contrast to an A ustralian study w h ich  sh ow ed  a 50%  detection  rate 
(B ow ers, et al. 1990), and a study in G erm any in  w h ich  it w as found that G Ps w ere able
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to id en tify  m ost o f  the m ild  as w e ll as the severe cases o f  dem entia (C ooper, B ick e l and 
S ch au fe le  1992). In all, 2 4  G P practices took  part in the C ooper et al (1 9 9 2 ) study, 
w ith  21 provid ing  a stratified sub-sam ple o f  patients to b e exam ined  b y  the research  
team  u sin g  a standardised interv iew  and test procedure. Practitioners ach ieved  92%  
sen sitiv ity  and 76%  sp ec ific ity  and identified  m ost o f  the m ild  cases. T h is is  a h igher  
rate than has b een  reported e lsew h ere w h ich  m ay  h ave been  due to G Ps fo llo w in g  
gu id elin es that had b een  supplied  b y  the research team . It m ay  b e  that th ese  G Ps w ere  
extra sen sitiv e  to potential d iagn osis o f  dem entia b ecau se  they  k n ew  that th ey  w ere  part 
o f  a research study.

M ore recen tly  an A udit C om m ission  (2 0 0 2 ) report in  England revealed  that 40%  
o f  G eneral Practitioners w ere reluctant to d iagn ose dem entia early on  in  the d isease  
trajectory. O ver 1000  G Ps from  tw elv e  health authorities w ere targeted b y  the A udit  
C om m ission , w h ich  w as undertaking a national study o f  m etal health serv ices for older  
p eop le . A  postal survey w as sent to 1827 G Ps in  611 practices, w ith  resp on ses from  
1005 G Ps recorded. 55%  felt it w as im portant to look  for early sign s o f  dem entia w h ile  
o n ly  53%  fe lt that the patient w ou ld  benefit from early d iagn osis (R enshaw , et al. 2 0 0 1 ).

T he attitude o f  G Ps is  im portant in the p rov ision  o f  care for p eo p le  w ith  early  
dem entia b ecau se  there are m an y k ey  tasks to perform . T he G eneral Practitioner is  
frequently the first ph ysic ian  w h o  is consulted  b y  the person seek in g  a d iagn osis, and at 
tim es is the o n ly  doctor to b e  in vo lved  in  m aking the d iagn osis (V an H out, et al. 2 0 0 0 ).  
In a m ixed  m ethod study to id en tify  the perceptions o f  tasks G Ps p erceived  as central to 
their ro le  in  the m anagem ent o f  dem entia, V an  H out et al (2 0 0 0 ) u sed  focu s group  
in terv iew s and questionnaires to co llec t data from  28  G Ps in  the U K . T h ese  participants 
v iew ed  their core tasks as d iagnosin g, in form ing and m anaging p eop le  w ith  dem entia  
and their fam ilies, preferably early in  the d isease  process, in  order to encourage care in  
their ow n  h o m e for an optim um  period. V an  H out et al (2 0 0 0 ) found that there w as a 
discrepancy b etw een  their perceived  role and their practice, h igh ligh tin g  that m ost  
p eo p le  w ere actually  d iagn osed  w h en  the d isease  had progressed quite m arkedly. T he  
G eneral Practitioners cited  patients not com in g  forward for consultation, uncertainty o f  
d iagn osis in  the early stages, b e in g  too em barrassed to o ffer  and apply co g n itiv e  testin g  
or com m unicate the d iagn osis, and a lack  o f  tim e to carry out the in vestigation s and 
procedures required to reach a d iagn osis as ob stacles d elay in g  d iagnosis.

A nother o f  the k e y  tasks o f  G Ps is  to refer to appropriate sp ecia list serv ices. V an  
H out et al (2 0 0 0 ) found that referral w as som etim es not instituted u n less fam ily
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m em bers insisted , and that som etim es G Ps m ade referrals to unburden th em se lv es o f  
clin ica l responsib ility . A s  m an y  as 75%  o f  all referrals to O ld A g e  P sych iatry com e  
from  G eneral Practitioners (W attis 1996), although referral patterns d iffer  throughout 
the country w ith  exam p les o f  ‘h ig h ’ and ‘lo w ’ referral rates from  doctors to both  
com m u n ity  and hospital O ld A g e  Psychiatry serv ices. Butler, O y ew o le  and Pitt (2000)  
exam in ed  records o f  all referrals (1 3 9 7 ) to their O ld A g e  P sychiatry S erv ice  over a 6 

year period  and found ev id en ce  that G Ps under-refer patients w ith  dem entia. In a 
retrospective audit o f  2 0 9  referrals to an O ld A g e  Psychiatry S erv ice  to exam in e the  
quality  o f  referral inform ation availab le to the o ld  age psychiatrist at the tim e o f  
assessm en t, B row n and Trotter (1 9 9 4 ) found that there w ere d ifferen ces betw een  
te lep h on e and w ritten referral requests. A lth ou gh  the telephone inform ation  w as less  
com p lete , d iagn ostic  agreem ent w as h igher than for w ritten referrals and they  
recom m en d ed  that clearer gu id elin es n eeded  to b e  put in  p lace to im prove the quality o f  
referral inform ation together w ith  a call for greater com m unication  b etw een  G Ps and 
O ld A g e  P sychiatrists. S om etim es the referral depends on the w ork in g  and socia l 
relationships experienced  b etw een  the GP and the Consultant.

In a qualitative study to explore h o w  w e ll G eneral Practitioners and H ospital 
C onsultants w ork together, M arshall (1 9 9 8 ) found that the p rofession al relationship  is  
better than anecdotal ev id en ce  su ggests. G eneral Practitioners and H ospital 
C onsultants participated in  sem i-structured in terv iew s and focu s groups. T he m ost  
im portant factor for both G Ps and psychiatrists w as that they gave  h igh  priority to a 
personal relationship , w h ich  reflected  trust and respect and had built up over  the years. 
T h ey  fe lt th is w as the m ost im portant feature that w ou ld  enhance patient care. T h ey  
w ere aw are that several factors could  dam age th is relationship, lik e  pressure o f  w ork  
and too little  tim e to attend to the relationship, w ith  an increasing  trend for the 
exp ectation  o f  having  to send m ore form al referral letters rather than inform al verbal 
referrals. H ow ever, this did not rem ove their enthusiasm  and desire to w ork  together. 
T he sam p le o f  H ospital C onsultants w as not taken sp ec ifica lly  from  the fie ld  o f  Old 
A g e  P sych iatry  but reflected  a generic sam ple from  across different sp ecia lties.

In sum m ary, it can b e seen  that the role o f  the GP in  relation to early d iagn osis is 
com p lex  and challenging, and requires a capacity  for m aintaining e ffec tiv e  relationships  
w ith  O ld A g e  Psychiatrists. It also seem s clear that there are w id e  d ifferen ces across 
G Ps regarding their k n ow led ge  and aw areness o f  d iagnostic issu es around this 
condition .
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2.3.3 Attitudes o f GPs and Old Age Psychiatrists to dementia

A  vita l factor in flu en cin g  the care o f  p eo p le  w ith  dem entia is the attitude o f  s ta ff  
tow ards this d isease. U nderstanding the attitudes o f  doctors tow ards dem entia is crucial 
to the developm ent o f  any  kind o f  m od el o f  h o w  the m eaning o f  dem entia  is so c ia lly  
constructed.

In a quantitative study on doctors’ attitudes to patients w ith  dem entia, W o lff ,  
W o o d s and R eid  (1 9 9 5 ) adm inistered a p osta l questionnaire to th irty-five O ld A g e  
P sychiatrists throughout Scotland and in terv iew ed  thirty-five G eneral Practitioners in  
G lasgow , asking them  the sam e qu estion s verbally  that w ere contained in  the  
questionnaire. T he attitudes towards dem entia  o f  General Practitioners and O ld A g e  
P sychiatrists w ere com pared and found to b e  sign ifican tly  d ifferent, w ith  the m ajority o f  
G P s fee lin g  that they  had little  to offer p eo p le  w ith  dem entia and that the problem  w a s  
m a in ly  socia l in nature. In addition, they  fe lt that there w as little to b e  gained  b y  early  
referral and that access to lo n g  term care w as w hat w as needed. O ld A g e  Psychiatrists, 
on  the other hand, felt that early d iagn osis and referral w as b en efic ia l to the patient and  
saw  the ‘problem ’ as h av in g  both m edical and socia l d im en sion s. T h ey  did not agree  
about the im portance o f  a ccess  to lon g  term b ed s (W olff, W ood s and R eid  1995).

In a further S cottish  study in vestigatin g  the attitudes o f  G eneral Practitioners to  
dem entia, M cIntosh et al (1 9 9 9 ) asked G Ps attending a continual profession a l 
develop m en t program m e to com plete a questionnaire. T h is study found that the  
m anagem ent o f  p eop le  w ith  dem entia and their fam ily  carers w as v iew ed  b y  G P s as 
b oth  d ifficu lt and stressful. In addition, over 40%  o f  these G Ps reported that they  had  
v ery  little  or nothing to o ffer  p eop le  w ith  dem entia. M ore recent research b y  M iln e  et
o l  o i  i  r r r r Q c f a / 4  f l i a f  m m /  U n  n / \ m v - T 4-« ■» / f  /-»n vv T  A I D  /

CAXWAW lilt4  T u v  JU 1 UV O l t l l J  VJX V11U11C.V 111 tll^s ULLltUUV'J VJA VJ1 O

tow ards early d iagnosis o f  dem entia. In contrast to an earlier questionnaire-based  stu d y  
carried out b y  the sam e author (M iln e 2 0 0 0 ), a later su rvey  o f  G Ps sh ow ed  a 
sign ifican tly  greater com m itm ent tow ards early d iagn osis, w ith  a sign ifican tly  h igher  
proportion o f  G Ps con sid erin g  that early d iagn osis had p o sitiv e  b en efits  and few er  
regarding early d iagn osis to have n egative  con seq u en ces.

T he shift in  attitudes over tim e appeared to b e associated  w ith  greater  
a ccess ib ility  to psychiatric serv ices, greater in vestm en t in support serv ices, w ith  an 
enhanced  p o licy  and clin ica l em phasis on  early  d iagn osis and its va lu e. T h ese  stud ies  
w ere  based  in  the sam e area o f  the south o f  E ngland and it w ou ld  b e interesting to n ote
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i f  these results are generalisab le throughout the U nited K ingdom , or w hether Scotland  
w ou ld  sh ow  any sign ifican t change s in ce  the studies reported above. O ne o f  the  
explanations for the sh ift in attitude w a s g iv en  as greater a ccess ib ility  to the sp ecia list  
O ld A g e  P sych iatry serv ices. M ost G Ps reported w anting a lo t o f  h elp  in all aspects o f  
care o f  p eop le  w ith  dem entia, w ith  surprisingly least help  b e in g  requested around the  
area o f  d iagn osis (W illiam s 2 0 0 0 ). T h is  is  in  contrast to literature w h ich  c ites the  
diagnostic  p rocess as on e  o f  the m ost co m p lex  and d ifficu lt and not really  the sphere o f  
General Practitioners (see  section  2 .3 .5 ) .

T he research into d octors’ attitudes to dem entia su ggests that m an y G Ps regard 
this as a d ifficu lt area o f  w ork, and that th ey  v ie w  th em selves as not h avin g  m uch  to 
offer  patients. H ow ever , there is  so m e  ev id en ce  o f  m ore p o sitiv e  attitudes in  a m ore  
recent study. N o  studies have exp lored  the ex isten ce  in G Ps or psychiatrists in  
stigm atising attitudes toward dem entia, and clearly  it w ould  b e  va luab le to determ ine  
the extent to w h ich  doctors’ attitudes to dem entia are determ ined b y  professional 
constraints regarding their role in  relation to dem entia sufferers, or reflect m ore w id e ly  
held  socia l attitudes toward the condition .

2.3.4 Stress and support in doctors working in the field  o f dementia 

It has been  estab lished  that health p rofession a ls find it stressful w ork ing w ith  p eo p le  
w ith  dem entia (M cIntosh, et al. 1999). In a study that aim ed to test the h yp oth esis that 
the m anagem ent o f  dem entia evok ed  stress in  professionals, M cIntosh  et al (1 9 9 9 )  
utilised  a self-report structured questionnaire adm inistered opportun istically  to G Ps  
attending dem entia  education sem inars. T w o hundred and n in ety-eigh t doctors  
participated and there w as a return rate o f  98% . F indings sh ow ed  that 60%  o f  the G Ps 
w h o took  part in  the survey reported that th ey  found dealing w ith  p eo p le  w ith  dem entia  
to b e  either m od erately  or very  stressfu l, w h ile  dealing w ith  their fa m ilies  provoked  
even  h igher stress lev e ls  w ith  66%  o f  G Ps reporting m oderate or sev ere  le v e ls  o f  stress. 
H ow ever, it is not o n ly  G Ps w h o  find that dealing w ith  dem entia is  stressful. 
C onsultants’ stress w as h igh ligh ted  as fo cu sed  on vo lu m e o f  w ork  rather than the typ es  
o f  patients that th ey  w ere constantly  d ea lin g  w ith, w hereas G P s’ stress w as d irectly  
related to the d isease  o f  the presenting patient and their fam ilies.

In O ld A g e  C onsultants it w as thought that b e in g  part o f  a m ulti-d iscip linary  
team  w ou ld  protect them  from b e in g  ex p o sed  to the stressful exp erien ces o f  their ch osen  
p rofession , but this w as proved not to b e  the case.
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In a series o f  stu d ies exam in in g  stress and burnout in O ld A g e  P sychiatry, 
B en b ow  (1 9 9 8 ), a long  w ith  Jo lley  (1 9 9 7 , 1999), found in  resp on se to three  
questionnaires that consultants identified  their m ost sign ificant categories o f  stress  
during a w ork ing  w eek  to b e  an overloaded  w ork schedule, organisational structure and  
p olitica l clim ate. U n avoid ab le  stress, w h ich  w as c la ssified  as w ork in g  w ith  p eop le  w ith  
dem entia, b e in g  part o f  a ‘C inderella’ serv ice  and b ein g  frequently in  contact w ith  
p eo p le  w ith  a p rogressive ly  d egenerative p h ysica l and m ental con d ition , w ere not cited  
as cau sin g  them  stress. T h ey  h yp oth esise  that it is o n ly  p eop le  w h o  can cop e w ith  th ese  
inherent stressors w h o  e lec t to enter this specialty . T h e repeated and frequent ch an ges  
coupled  w ith  h igh  exp ectation  o f  increased perform ance w ithin  the p rov ision  o f  serv ice  
and d elivery  o f  care is a lso  h ighligh ted  as an increased  burden on  c lin ic ian s. B en b o w  
and J o lley  (1 9 9 9 ) have su ggested  that debriefing sessio n s or co u n se llin g  m igh t b e  
introduced to ease  the strain on consultants and other s ta ff  and should  b e  offered  w ith in  
a sen sitive  change m anagem ent structure. B en b o w  and Jolley  (1 9 9 9 ) found that there  
w ere no real unique stressors w ith in  the fie ld  o f  O ld A g e  P sychiatry relating to the care  
o f  o lder p eo p le  w ith  m ental health problem s. H ow ever, there w as a need  for increased  
supervision  and support for consultants, w ith  su ggested  u se  o f  m entoring  to clarify  
boundaries, w ork resp on sib ilities and areas o f  personal and p rofession a l d evelop m en t  
that require further d evelop m en t (B en b ow  1998). Peer support w as a lso  encouraged, 
w ith  consultants w ork ing  m ore than fifty  hours per w eek  advised to rev iew  their pattern  
o f  w ork. For G Ps, part o f  the stress w a s related to their anxieties about early d iagn osis  
and in  som e w a y  this stress com pounded the barriers to early d iagn osis  that G Ps  
experience. There w as no m ention  o f  support for G Ps in  this fie ld  o f  w ork.

A lth ou gh  there has b een  o n ly  a lim ited  am ount o f  research into the stress 
experienced  b y  doctors w ork in g  w ith  patients w ith  dem entia, the stu d ies that have b een  
carried out su ggest that G P s in  particular find this area o f  their w ork  to b e  h ig h ly  
stressful. For consultants, organisational aspects o f  their jo b s are reported as b e in g  m ost 
stressful, w h ile  sp ec ific  contact w ith  p eop le  d iagnosed  w ith  dem entia  w as not rated as 
unusually  stressful. It w o u ld  b e  valuable, in  further research, to exam in e the extent to  
w h ich  the stress experienced  b y  G Ps is  due to lack  o f  training in  w ork in g  w ith  
dem entia, lack  o f  resources to o ffer  these patients, or the actual contact w ith  patients in  
distress (or other factors).
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2.3.5 Barriers to early diagnosis by GPs

M an y barriers to early G P d iagnosis o f  dem entia  h ave  been  cited  includ in g  lack  o f  
training in the d iagn osis and m anagem ent o f  p eo p le  w ith  dem entia  (A udit C o m m issio n  
2 0 0 2 , A udit C om m ission  2 0 0 2 , C ody, et al. 2 0 0 2 , D o w n s 1996 , Illiffe , M anthorpe and  
Eden 2 0 0 3 , I lliffe  2 0 0 3 ), practitioners’ attitudes and valu es (B o ise , et al. 1999 , M iln e , 
H am ilton-W est and H atzidim itriadou 2 0 0 5 , M ilne, et al. 2 0 0 0 ), the in accu racy  o f  
inform ant (relatives) reports (K em p, et al. 2 0 0 2 ), w h ile  D e  L ep eleire  and H eyrm an  
(1 9 9 9 ) question  the perception  o f  the GP ro le as h o ld in g  the central p osition  w ith in  the  
fie ld  o f  dem entia.

In an A m erican  study w hich  recruited 78 prim ary care p h ysic ian s into 18 fo cu s  
groups to e lic it h o w  patients are assessed  for dem entia  and h igh ligh t barriers to early  
d iagn osis, B o ise  et al (1 9 9 9 ) d iscovered  that barriers fell into four areas: failure to  
recogn ise  and respond to sym ptom s o f  dem entia; lack o f  need  to determ ine a sp e c if ic  
diagnosis; lim ited  tim e; and n egative attitudes tow ards the im portance o f  assessm en t 
and d iagnosis. A s a resu lt o f  these barriers, p eop le  w ith  dem en tia  and their fa m ilies  
w ere b e in g  denied the h elp  that they needed . Fortinsky, L eighton  and W asson  (1 9 9 5 )  
su ggest that barriers m ust b e overcom e in  order to im prove the d iagn ostic  and 
m anagem ent behaviours o f  prim ary care p h ysic ian s i f  they  are to p la y  an optim al ro le  in  
the care o f  a person w ith  dem entia and their fam ilies (Fortinsky, L eighton  and W a sso n
1995). O ne o f  these behaviours, the d iscu ssio n  o f  the d iagn osis w ith  the person  w ith  
dem entia, is  extrem ely  com m on  and the n ext section  o f  this th esis w ill concentrate m ore  
fu lly  on  that sp ec ific  issu e .

2.3 .6  Issues in disclosure o f a diagnosis o f dementia by GPs and Consultants

T h is section  o f  the literature rev iew  exam in es research into the d ec is io n  about w hether  
or n ot to share a d iagn osis  o f  dem entia w ith  a parent and h is/her fam ily . T h e  
background to the debate over w hether or not the d iagn osis o f  dem entia  shou ld  b e  
d isc lo sed  to the person  is  presented first, and is  fo llo w ed  b y  a sectio n  ou tlin in g  m oral 
d im en sion s o f  the d ecision -m ak in g  process. T here is  then a detailed  rev iew  o f  em pirical 
research into d octors’ d iagn ostic  practices.

2.3.6.1 The background to the dilemma

54



For m ore than a decade there has b een  o n g o in g  debate relating to issu es  around w hether  
p eop le  w ith  dem entia should b e g iv en  their d iagnosis, and to date there seem s to b e  no  
great con sen su s. D esp ite  the legal requirem ent o f  inform ed con sen t prior to treatm ent, 
and the introduction o f  the anti-cholinesterase inhibitors, a decade o f  research has fa iled  
to reach a clear con clu sion  in relation to the advantages and d isadvantages o f  d isc losu re. 
T his uncertainty is  reflected  in  the titles o f  recently  published  studies such as 6S e c r e ts  
a n d  l ie s :  th e  d ile m m a  o f  d is c lo s in g  th e  d ia g n o s is  to  a n  a d u l t  w ith  d e m e n tia  ’ (Fahy, et al. 
2003), and ‘S h o u ld  d e m e n tia  p a t i e n ts  b e  in fo r m e d  a b o u t  th e ir  d ia g n o s is ?  ’ (B iem a ck i 
2 0 0 3 ), w h ich  confirm  that these issu es continue to preoccu p y c lin ic ian s and researchers  
alike. Justification  for this is often  c loak ed  in ethical argum ents that e sp o u se  the  
princip les and duties o f  b en eficen ce  (prom otion o f  the patient’s w elfare) and n on 
m alfeasan ce (the avoidance o f  d o in g  harm ), rather than b e in g  gu ided  b y  the n eed  o f  the  
patient for autonom y. A s co-author o f  the report, ‘T h e  R ig h t  to  K n o w \  (F ea m ley , 
M cL ennan and W eaks 1997), w h ich  sets out the argum ent from  the person  w ith  
dem entia’s p ersp ective, I find it som ew h at disappointing that th is d iscu ssio n  appears to  
have m ade very  little  progress over the past n ine years. T he literature pertaining to this  
debate can b e  c la ssified  around ‘th e  t e l l i n g ’, w ith  argum ent and counter-argum ent based  
on  w hether to te ll, w ho to tell, w h o  w ill te ll, w hat to tell, w h en  to tell, h o w  to te ll and 
w hat happens w h en  you  do tell.

2 3 . 6 . 2  M o r a l  i s s u e s  a s s o c ia te d  w i th  th e  d e c is io n  to  d is c lo s e  a  d ia g n o s i s  o f  d e m e n t ia

T he d ec isio n  o f  w hether to tell p eo p le  their d iagn osis o f  dem entia or not rem ains a 
contentious m oral issu e  w ithin  the fie ld  o f  Old A g e  P sychiatry. E arly on in  the debate, 
Erde, N adal and S ch oll (1 9 8 8 ) h igh ligh ted  the ethical d ilem m a o f  the m ed ica l 
practitioner w h en  delivering  a ‘grim  d ia g n o sis’ to a patient. T h ey  described  tw o  
contrasting m oral p osition s

•  ‘d e o n to lo g is ts  w ho uphold  the m oral right o f  the patient to k n ow  their  
d iagn osis

•  <‘c o n s e q u e n t ia l i s t s ,) w h o d isc lo se  the d iagn osis o n ly  i f  it is  exp ected  to b e  
b en efic ia l to the patient to know .

T h ese  sch o o ls  o f  thought are akin to w hat Pinner (2 0 0 0 ) describes as the princip les o f  
respect o f  autonom y (d e o n to lo g is ts )  and the princip les o f  b en eficen ce
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(c o n s e q u e n t ia lis ts ) .  T he principal o f  n on -m alfeasan ce (the duty to avoid  harm  
in tentionally) m ay also b e  in operation w hen  ju stifica tio n  for w ith h old in g  inform ation  is  
b ein g  rationalised , for exam p le w h en  the d iagn osis  w ou ld  con fu se or u p set the patient. 
T h ese  appear to b e  the m ain ethical princip les w h ich  underpin the d ec is io n  m aking  
process and can be identified  in the m ajority o f  the cases, both for and against the  
d isclosu re o f  a d iagn osis o f  dem entia, put forward b y  various p rofession a ls.

D rickam er and Lachs (1 9 9 2 ) stress the h igh  value that our present culture  
accords individual autonom y and its b e l ie f  that this value is reflected  in  m edical 
d ec ision  m aking. T h ey  liken  the d iscu ssion  around dem entia d isc losu re  to that o f  the  
previous generation around the d isclosu re o f  a d iagn osis o f  cancer. T h e tw o  studies  
frequently cited  in  order to com pare d isc lo s in g  the d iagn osis o f  dem entia  w ith  the  
d iagn osis o f  cancer are O cken (1 9 6 1 ) and N o v a ck  et al (1 9 7 9 ). In N orth  A m erica, in  
1961, a stu d y o f  doctors sh ow ed  that 90%  o f  practitioners u su a lly  w ith h eld  a d iagn osis  
o f  cancer (O ken 1961). W hen this study w as repeated b y  N o v a ck  et al (1 9 7 9 ), nearly  
tw enty  years later, 98%  o f  p h ysic ian s w ere found to ‘tell the truth’ about the d iagn osis  
o f  cancer to their patients. T h is shift is  w id e ly  b e liev ed  to have b een  m ad e p o ssib le  b y  
n ew  and m ore e ffec tiv e  treatm ents, increased p u b lic  aw areness, and an exp ectation  o f  
so c ie ty  for an increased op en n ess and h on esty  reflectin g  the right for patient autonom y. 
D rickam er and Lachs (1 9 9 2 ) b e liev ed  that th is w a s a situation w h ich  had ev o lv ed  w ith  
our in creasin g  understanding and p osit that this ev o lu tion  w ill a lso  occu r in the realm  o f  
dem entia. H ow ever, V a ssila s and D on ald son  (1 9 9 8 ) found little  ev id en ce  o f  a change  
in attitude w h en  they  asked G eneral Practitioners w hether (and w hat frequency) they  
d isc lo sed  the d iagnosis o f  dem entia and cancer: 5%  alw ays, and 34%  o ften  (total 39% ) 
told the d iagn osis o f  dem entia, w h ile  27%  alw ays, and 67%  often  (total 94% ), told  the  
d iagn osis o f  cancer. T hey, a lon g  w ith  D rickam er and Lachs (1 9 9 2 ) ad vocate  te llin g  the  
d iagn oses w ith  the caveat that each  individual ca se  should  b e evaluated.

R ep ly in g  to this call for d isclosu re M arkle (1 9 9 3 ), a doctor w h o se  w ife  d ied o f  
the ‘sco u rg e’ o f  A lzh eim er’s d isease , took  the d ec is io n  that she sh ou ld  not b e  inform ed  
o f  a form al d iagn osis and m onitored  w hat she w atch ed  on  te lev isio n  and read regarding  
dem entia. H e v iew ed  that the o n ly  reason for her to k n ow  her d iagn osis  w ou ld  have  
been  i f  appropriate treatm ent had b een  available. A s  this w as not the ca se  in  1993 , he  
did not w ant h is w ife  to h ave  to deal w ith  w hat h e anticipated w o u ld  b e  a fearful
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reaction, and on th ese  grounds her d iagn osis w a s w ithheld . H e  had taken the m oral 
stance o f  the c o n s e q u e n t ia l is ts ,  in vok in g  the princip les o f  b en e ficen ce  and n on 
m alfeasan ce. Q u estion s m ay  b e  raised as to the right o f  a husband to in v o k e  that pow er, 
and it is  not clear i f  h e  had d iagnosed  her h im self, or i f  her o w n  p h ysic ian  had  
diagn osed  her. Had it b een  a case  o f  the latter, then that practitioner/patient 
con fid en tia lity  m ay  h a v e  b een  called  to question , i f  the patient’s husband had b een  
inform ed but not the patient. M arkle’s stance is  com pounded b y  another health  
p rofessional. H esketh  (2 0 0 1 ), a sen ior nurse and relative o f  so m eo n e  w h o  has dem entia  
but has not b een  told  their d iagn osis, operates on  the b e lie f  that it w ou ld  b e  to ta lly  
w ron g  for m an y  patients to b e  told, and has no regrets about w ith h o ld in g  the d iagn osis  
from  her relative. Sh e advocates that th ose in  the caring p rofession  d iscu ss and m ake  
d ec isio n s w ith  the relatives rather than the person , and fee ls  ju stified  in  w ith h old in g  a 
d iagn osis on  the b asis that it m a y  underm ine the w ill  to live.

T h ese  com m en ts b y  health p ro fession a ls lea v e  us to ponder on  h o w  strong an 
in flu en ce  the sub jective  exp erien ce o f  h a v in g  a c lo se  relative w ith  the d iagn osis has to 
bear on  their practice and indeed  con verse ly , h o w  strong is  the in flu en ce  o f  personal 
exp erien ce for practitioners in  relation to their d ec isio n s to w ith h old  th e d iagn osis from  
their relatives. T he con tin u in g  ex isten ce  o f  th is ethical debate m ean s that the d ec isio n  
about w hether or not to d isc lo se  a dem entia  d iagn osis  cannot b e m ade on  m oral grounds 
a lon e s in ce  there are pow erfu l m oral argum ents on  both sides.

2.3.6.3 Disclosing the diagnosis -  the medical stance

T h e m edica l stance p lays a pow erfu l ro le  in  shap in g the exp erien ces o f  patients and 
their fam ilies during the period  around the d iagn osis o f  dem entia. T he aim  o f  this 
section  is  to present an overv iew  o f  stu d ies into issu es associa ted  w ith  m ed ica l 
d isclosu re o f  a d iagn osis b y  G Ps and C onsultants in  O ld A g e  P sychiatry. T he research  
that has b een  carried out has focu sed  on  a set o f  in terlocking questions:

•  W hether the d iagn osis is  d isc lo sed
•  T o w h om  (the patient and/or carers) a d iagn osis is  d isc lo sed
•  T he p rocess o f  d isclosure (e .g . w hether written m aterial is  em p loyed )
•  T he factors in flu en cin g  w hether or not d isclosure takes p lace
•  D o cto rs’ perceptions o f  the im pact o f  a d iagnosis on  patients and carers
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• The challenges and difficulties reported by doctors in relation to this 
aspect of their work

The following paragraphs describe the main studies that have been carried out into these 
questions. This review concentrates only on studies carried out on doctors since the 
mid-1990s on the grounds that both the patients’ rights movement and advances in 
treatment options that began to emerge at this time provided a context for diagnosis that 
was quite different from the previous era. The studies that are discussed are presented, 
as far as possible, in chronological order to provide a sense of the development of 
medical attitudes and practice around this topic thinking over the last fifteen years. The 
key findings within this body of research are summarised in Table 1.

The analysis that follows also seeks to highlight methodological issues in this 
area of research, for example differences between studies based on questionnaires 
administered to doctors, qualitative studies that have allowed doctors to describe their 
practice in a more open-ended manner, and doctors’ studies that incorporate the views 
and experiences of patients and carers. These studies are presented mainly in 
chronological order.

In an effort to define the difficulties experienced by GPs in Australia in the area 
of diagnosis and management of dementia, Brodaty et al (1994) used a postal 
questionnaire to elicit their views. Responding to the questionnaire, 20% of the 1473 
GPs of the sample thought that disclosure was more harmful than helpful, while 13% 
felt that patients and families may deny the diagnosis at first. In a further two studies 
utilising postal questionnaires (Rice and Warner 1994, Rice, et al 1997), findings 
showed that the likelihood of disclosure varied with the degree of severity of dementia, 
with a disclosure to carers much more common and with a number of respondents 
seeking to avoid the use of the term dementia.

A postal questionnaire was also the method of choice when Fortinsky, Leighton 
and Wasson (1995) were assessing the response of Primary Care Physicians in three 
different regions of the USA to a vignette with follow up questions. They found that 
55% would definitely, or very likely, tell a patient that they had dementia, while 90% 
would inform the family. Around one third of the doctors said that they would separate 
the patient and their caregiver/family to disclose the diagnosis. The most common 
factor influencing disclosure was severity of symptoms of dementia with the greatest 
likelihood of disclosure being to those deigned to be in the ‘moderate’ group.
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In a study by Wolff, Woods and Reid (1995) to compare whether attitudes to 
dementia differ between the two groups of doctors mentioned above a survey postal 
questionnaire was administered to survey Consultants across Scotland. This yielded 35 
returns, which were then compared with the answers to the same questionnaire that was 
administered in interview format to a representative sample of 35 GPs in Glasgow. The 
results showed that GPs were more likely to avoid the use of the term dementia than the 
Consultants, while 33% of GPs and 20% of Consultants were unsure whether patients 
with early dementia should be given their diagnosis.

To ascertain the practice of staff working in memory clinics, Gilleard and 
Gwilliam (1996) sent a postal questionnaire to staff in 20 memory clinics in the UK, 
and received an 80% return. They found that 56% told patients the precise diagnosis, 
with 81% sharing something of the diagnosis, while 100% informed the carers/families. 
25% would not discuss the information routinely but would answer honestly if patients 
asked. In one of the few studies to ask whether the patient was given the diagnosis prior 
to disclosure to the carer, 12.5% claimed to practice in this way, whilst 19% shared the 
diagnosis with the carer only. In their disclosure they avoided words like Alzheimer’s 
disease and gave careful consideration to the wording used.

In a Scottish study of psychiatrists, Clafferty, Brown and McCabe (1998) also 
utilised a postal questionnaire to ascertain how many consultants give a diagnosis that 
yielded a 75% return (246) and reported that 44% incorporate ‘the telling’ of an exact 
diagnosis into their normal practice. This study included every psychiatrist rather than 
just those with special responsibility for people with dementia as there are not always 
specialists in each area, and some psychiatrists operate on a generic basis. Comparison 
was drawn to disclosure of other psychiatric diagnoses and was found to be much less 
than most other conditions: depression (98%), schizophrenia (89%), although only 42% 
gave the diagnosis of personality disorder to the patient.

Qualitative methods were adopted to explore how a diagnosis of dementia was 
given and received and this study included five Consultants, five people with dementia 
and five carers. This study, (McWilliams 1998), employed a grounded theory 
methodology in the hope of providing a theory of the process of diagnostic disclosure. 
It was reported that the majority of Consultants did not disclose the diagnosis but use 
euphemisms rather than specific terminology. The majority of carers would prefer that 
the person with dementia was not informed, but both carers and Consultants believe that 
the person with dementia should only have access to limited information although she
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says nothing on this topic about the thoughts of the person with dementia. There was a 
lack of sharing of information because each group wanted to protect someone, with the 
result that no-one ever discussed the implications of the diagnosis with the other. The 
way in which the diagnosis was being given and received resulted in dissatisfaction and 
stress for everyone concerned. There was also evidence that the diagnosis evoked 
powerful emotions in the Consultants who were touched by the impact of the diagnosis 
on the person with dementia and the family. “Consultants were inconsistent both within 
and between themselves, demonstrating a high degree of confusion” (McWilliams 1998 
p. 24).

Implications for service developments included the provision of professional 
support for the Consultants, who may need help to understand their own fears. This 
study (McWilliams 1998) recommended that in future dementia care, based on these 
results, would acknowledge that sharing information between all parties is difficult, 
with the working hypothesis that would proclaim the desirability of sharing the 
diagnosis with the person with dementia in order to allow them to make sense of what is 
happening to them, to plan for the future and come to terms with their loss. This would 
offer the chance of better support for the person with the diagnosis and remove the 
feeling of isolation. This would allow for better psychological adjustment.

In a comparison study between diagnosing dementia and cancer (Vassilas and 
Donaldson 1998) to discover the extent of truth telling in diagnosis in a cohort of 281 
GPs, it was found that they were much more likely to disclose a diagnosis of terminal 
cancer (95%) than dementia (39%), with influencing factors in giving the diagnosis of 
dementia cited as diagnostic certainty, the emotional stability of the patient, and the 
patients’ desire to be given their diagnosis.

Boise et al (1999) favoured qualitative methods to explore how Primary Care 
Physicians (PCPs) approach the diagnosis of dementia, and to define the barriers to 
diagnosis 78 PCPs were engaged in 18 focus groups. They came from three different 
regions in America and the majority thought that neither the patient nor their family 
would want to them to diagnose dementia and even when they did, they chose the words 
very carefully when it came to disclosure, using words such as forgetfulness rather than 
giving a definitive diagnosis. Among the reasons they gave for this was because of the 
stigma that was associated with the words Alzheimer’s disease. They suggested that 
dementia was under-diagnosed by as much as 50%.
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A research team based in Stirling and London devised a questionnaire based on 
the work of Brodaty et al (1994) and Fortinsky, Leighton and Wasson (1995) that was 
mentioned earlier in this section. Its research was based on the self-report 
questionnaire completed by a group of GPs and other health professionals prior to 
attendance at a series of educational seminars (Downs, et al. 2002, Downs, et al. 2000, 
Iliffe, et al. 1999, Illiffe, Manthorpe and Eden 2003). This work, originally piloted in 
Stirling and later rolled out across the UK to incorporate a much wider response, was 
incorporated as part of a package that included free training on different aspects of 
dementia and was expected to be completed as part of the contract for offering the 
training. This enabled an opportunistic sample of GPs and 278 completed the 
questionnaire. GPs who were motivated to attend training seminars in dementia would 
frequently be those already interested in the subject. And the questionnaire also revealed 
many other facets of GPs’ practice.

Disclosure of a diagnosis was viewed as always difficult by 48% of GPs, and of 
those who did disclose the diagnosis 39% used euphemistic language. Younger GPs 
were more inclined to disclose a diagnosis and feel that early diagnosis was worthwhile. 
Disclosure was viewed as the task of the specialist rather than the GP. Professionals 
found it difficult to accept the diagnosis as they knew what the implications of the 
disease process would be. Resistance to disclosure occurred due to a desire to protect 
the patients and their families from the negative and stigmatising effects of such a 
diagnosis, with fears of patients becoming anxious and depressed.

In Nottingham there was a similar picture. Johnson, Bouman and Pinner (2000) 
conducted a pilot study using a postal questionnaire (self-report) sent out to 55 doctors 
working in Old Age Psychiatry and Geriatric Medicine, of which 40 were returned. 
They found that 40% of respondents regularly told patients their diagnosis, while 35% 
sometimes disclosed, 20% rarely disclosed, and 2% never disclosed the diagnosis. They 
cited factors influencing their decision to share the diagnosis as: certainty of diagnosis; 
degree of patient insight; and severity of dementia. Reasons given for reluctance to tell 
were: fear of causing distress; fear of destroying or reducing hope or motivation; but 
less concern was shown for fear of precipitating a depressive episode, suicide or 
catastrophic reaction. Terminology used was examined and only 25% used dementia or 
Alzheimer’s disease with the remaining 75% using euphemistic language including 
words like brain failure, memory impairment and forgetfulness.
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In the Netherlands, Van Hout et al (2000) conducted a study of 28 GPs using 
focus groups and found that the GPs saw disclosing the diagnosis as a very painful 
process, with 19% regarding disclosure more harmful than helpful. GPs felt 
embarrassed at using the term dementia and communicating the diagnosis. Following 
this study Van Hout, et al. (2001) utilised mixed methods of research in order to elicit 
information about what is told at a memory clinic and they targeted patients attending 
the clinic along with relatives and GPs making the referrals. Patients and their families 
were interviewed with structured questions from a standard questionnaire and a postal 
questionnaire was sent to GPs. 48% of patients were told all they wanted to know and 
this was the case for 61% of carers. 19% of patients thought they knew what to expect 
and for the carers this was 34%. There was a discrepancy in the views of the patients 
and carers compared to the GPs when it came to clarity of diagnosis with 95% of GPs 
feeling that the diagnosis was communicated clearly, while 26% of patients and 40% of 
carers felt that they received a very vague diagnosis. Carers felt less positive about the 
clinicians than patients who were generally positive about them.

A modified version of the Scottish questionnaire was used by Cody et al (2002) 
and sent out to 878 primary care physicians (PCPs). There was a return of 142 and 
analysis showed that PCPs found difficulty in giving the diagnosis and the prognosis, 
with uncertainty of diagnosis being seen as a barrier. However, if they were certain of 
the diagnosis, they were more likely to tell the patient. 46% said that they would tell 
because the patient had a ‘right to know’, with 12% citing it as the right thing to do, and 
11% telling so that the patients would know what to expect. Only a small number, 4%, 
would not tell, because of potential emotional harm, with the same number not telling 
because they did not think the patient would understand. The language they used in the 
disclosure was a mixture of clinical terminology and euphemism.

In a survey of 58 memory clinics in the British Isles Lindesay et al (2002) found 
that 96% of clinics give feedback to patients about the outcome of their investigations, 
while 100% of families receive feedback. However, it was noted that only 55% have an 
explicit protocol or procedure for disclosing the diagnosis of dementia to a patient.

In a more recent study, Connel et al (2004) utilised a qualitative method. There 
were 39 physicians who participated in 8 focus group interviews that focused on the 
disclosure process including questions about what specific words were used or avoided, 
to whom was the diagnosis usually given, how do patients and family members usually 
react, and how do you respond. This study also included focus groups with 52 carers
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and results of both groups were compared. They found that physicians rarely disclose 
the diagnosis to the patient without a family member present, unless they are in the very 
early stages. At other times the physician chooses to tell the family before the patient is 
informed. Language avoided during disclosure included terms such as dementia, 
senility, Alzheimer’s disease, while language used included memory problems and 
physicians said that they tended to hedge round it by suggesting that the patients would 
not be safe to be on their own. Others do use the terms dementia or Alzheimer’s when 
they feel confident in their diagnosis. Physicians noted that families responded well to 
the diagnosis while caregivers reported their first reactions as shock, denial and 
frustration, although physicians felt that family members were never shocked by the 
diagnosis as it was only confirming what they had known. There was convergence and 
contradiction between the two groups on other points too. Caregivers felt more benefits 
of knowing the diagnosis and regretted not knowing earlier as it helped them be more 
patient and understanding. Physicians tended not to mention psychosocial advantages 
and they tended to focus on pragmatic planning and service provision. This qualitative 
study compared and contrasted the views of physicians and caregivers but did not 
include the people with dementia.

Using the same questionnaire as designed by Johnson, Bouman and Pinner 
(2000), a study of Flemish GPs was undertaken by De Lepeleire, Buntinx and 
Aertgeerts (2004). They sent the questionnaire to a random sample of 1000 Flemish 
GPs and their response rate was 647, although only 521 were then eligible for analysis. 
They found that 37% always or usually tell patients their diagnosis, while 37% do so 
rarely or never (which is higher than the previous study). Influencing factors included 
the insight of the patient, their personality, certainty of diagnosis, or the attitudes of the 
relatives of the patient. Factors likely to influence GPs to withhold the diagnosis 
included destroying patient hope, causing psychological distress, precipitating a 
depressive illness, or catastrophic reaction. The most important arguments in favour of 
telling is increased motivation to take medication, getting personal affairs in order and 
the promotion of a good doctor-patient relationship. The authors felt that the results 
showed that GPs “pay a great deal of attention to the patient’s feelings, experiences and 
ability to cope and to the proper timing of their information” (De Lepeleire, Buntinx and 
Aertgeerts 2004, p. 426).

The most common method of data collection for this group was the survey 
questionnaire which was usually postal, although more recent studies did include
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qualitative methods with the introduction of focus groups. Only one study utilised 
interview methods with semi-structured questionnaires based on grounded theory 
methodology. Other interviews conducted were from structured questionnaires. Most 
studies concentrated on the medical profession with the Stirling based study 
incorporating a wider group of health care professionals, and some studies incorporating 
carers and only two studies included patients.
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T ab le  1 A  su m m ary  o f  litera tu re  o f  d o cto rs’ d isc lo su re  o f  d iagn osis

R esea rc h ers Y ea r C o u n try S a m p le A im s M e th o d s K ey  fin d in g s  -  w ith  reg ard  to  th e  6 k ey  q u estio n s  n oted

Brodaty et al. 1994 Australia 1473 G Ps T o find out 
d ifficu lties G Ps 
exp er ience in the  
d iagn osing  and 
m anaging dem entia

P ostal questionnaire 20%  regarded d isclosure as m ore harm ful than helpful.
13% thought that there w ou ld  be an initial denial o f  the d iagn osis  
by patient and fam ily  a like. D esp ite  b eing  aware o f  d iagn ostic  
features G P s still reported d ifficu lty  in d iagn osis

R ice and W arner 1994 U K 245  U K  doctors on O ld  
A g e  section  o f  
C onsultant m em bership

T o d iscover what 
Psychiatrists tell 
patients with  
dem entia  about their 
illn ess

Postal questionnaire W ide variation in practice. D isclosure w as linked to severity  o f  
dem entia w ith p eo p le  with m oderated degree o f  illn ess  b eing  m ost 
co n sisten tly  told. P eop le  w ith m ild  dem entia rarely told  due to 
uncertainly o f  d iagn osis  w h ile  p eo p le  with severe dem entia w ere  
alm ost never to ld  b ecau se o f  ability to process inform ation. M any  
doctors thought that inform ation g iv in g  shou ld  be patient led. 
R elatives w ere a lm ost a lw ays told. W ritten inform ation shou ld  a lso  
be patient led
T he term dem entia w as frequently avo ided  w hen talking to patients.

Fortinsky et al. 1995 U S A 4 9 8  Primary Care 
P hysicians (P C P s)

T o find out the  
diagnostic, 
m anagem ent and 
referral practices o f  
Primary Care 
P hysicians for 
p eo p le  with  
dem entia

Postal questionnaire  
based  on  v ignette

55%  o f  PC Ps w ou ld  d isc lo se  d iagn osis  to p eo p le  w ith early
dem entia  w h ile  less  exp erienced  doctors w ere mort like ly  to g iv e  a
d iagn osis. 90%  w ould  d isc lo se  it to fam ilies
33%  w ou ld  separate patient and carer w hen d iagn osis  w as being
given .
S everity  o f  dem entia  w as an in flu en cing  factor o f  w hether to tell or 
not w ith m ore lik e lih o o d  o f  d isc lo sin g  to p eo p le  w ith a m oderated  
degree o f  dem entia  than either the severe or m ild  group

W o lff  et al. 1995 Scotland 35 O ld A g e  
Psychiatrists

35 G Ps

S eeks to e lic it the  
d ifferences in 
attitudes to 
dem entia  betw een  
O ld A g e  
Psychiatrists and 
G Ps

Postal questionnaire

Standardised  
in terv iew  using  
sam e questionnaire

33%  o f  G Ps and 20%  o f  C onsultants w ere unsure w hether patients 
w ith early dem entia  ought to kn ow  their d iagn osis. There w as no  
real d ifferen ce to attitude to d isclosure although O ld A g e  
P sychiatrists w ere m ore lik e ly  to u se the term dem entia.
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G illeard and G w illiam 1996 UK C onsultant in charge o f  
16 m em ory c lin ics  
throughout Britain

T o find out the 
practice o f  
d iagnosis sharing in 
m em ory c lin ics

Postal questionnaire 56%  told  patient p recise d iagn osis  and 81%  shared inform ation  
w ith patient w h ile  100%  inform ed carers. 25%  w ou ld  not d iscuss  
the inform ation routinely  but w ou ld  respond h on estly  i f  patients 
asked. O nly  12-5%  shared the d iagn osis  w ith the patient before the 
carer w h ile  19% shared the d iagn osis  with the carer only.
L anguage avoid ed  w as p recise  term s lik e  A lzhe im er’s d isease .
N o n e  o f  the c lin ics  saw  patients on their ow n

R ice et al. 1997
U K 138 G eriatricians T o establish  the 

d ifferen ce in 
practice o f  
psychiatrists and 
geriatricians to  
d isclo sin g  a 
diagn osis o f  
dem entia

P ostal questionnaire D isclosu re linked w ith  severity  o f  dem entia. 77%  told <  20%  o f  
patients w ith severe dem entia, 29%  told less than 20%  w ith m ild  
dem entia w h ile  41%  told  m ore than 80%  o f  th ese patients Carers 
w ere m ore lik e ly  to b e  inform ed although Geriatricians seem ed  to 
tell p eo p le  m ore co m m o n ly  and carers less  com m only  than did  
psychiatrists.

C lafferty et al. 1998 Scotland 2 4 6  Consultant 
Psychiatrists

T o ascertain h ow  
m any psychiatrists  
g a v e  a d iagn osis  o f  
dem entia

Survey-postal
questionnaire

44%  d isc lo sed  the d iagn osis  as their normal clin ical practice w hich  
w as low er than for m ost other psychiatric d iagn oses apart from  
p ersonality  disorder w hen d isclosure w as on ly  42%

M cW illiam s 1998 England 5 p eo p le  w ith dem entia  
5 carers
5 o ld  age psychiatrists

T o exam in e h o w  a 
diagn osis o f  
dem entia w as g iven  
and received

Q ualitative
interview

C onsultants avo ided  frank d isclosure and on ly  20%  used  clin ical 
term inology  w hen d isc lo sin g  to patients w ith carers agreeing that 
patients shou ld  not be told m uch. Carers w ere g iv en  m ore  
inform ation than patients. Patients w ere d istressed  through lack o f  
inform ation and the m anner o f  presentation w as not a lw ays helpful. 
L ittle inform ation w as shared w ith  each other. Factors in flu en cing  
the d iagn osis  g iv in g  w ere fear o f  causing  d istress, uncertainty o f  
d iagn osis, lack o f  in terventions and personal fears o f  dem entia

V assila s and D onaldson 1998 E ngland 281 G Ps T o find out the 
extend o f  truth 
te llin g  o f  G Ps 
tow ards patients 
w ith the d iagnosis  
o f  dem entia  
com pared to  
term inal cancer

Postal questionnaire G Ps m ore like ly  to d isc lo se  the d iagn osis  o f  cancer (95% ) than 
dem entia (39% ) w ith  3 m ost im portant factors in flu en cing  
diagn osis as d iagn ostic  certainty; patients w ish  to know ; p atients’ 
em otional stability.
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B o ise  et al. 1 1999 U S A 78 Prim ary Care 
P hysician s (P C P s)

T o exp lore h ow  
PC Ps approach the 
diagn osis o f  
dem entia and 
identify  barriers to 
diagn osis

F ocu s Groups D ifficu ltie s  w ere h ig h lig h ted  in m aking a d iagn osis  but on ce that 
w as m ade doctors they w ere con sisten t in their responsib ility  to tell 
patients and fam ilies their find ings. D ifficu lties  in d iscu ssin g  the 
w ord dem entia attributed to stigm a. D octors did not think patients 
or fam ilies w ou ld  like them  to d ia gn o se  dem entia. D em entia  w as  
under d iagn osed  by as m uch as 50% .

Iliffe  et al. 1999 U K 558  G Ps and nurses T o stim ulate active  
debate on issu es  
around the subject 
o f  early d iagn osis  o f  
dem entia

P ostal questionnaire  
and w orkshops

48%  o f  G Ps a lw ays found it d ifficu lt to g iv e  a d iagn osis  w h ile  on ly  
28%  found it d ifficu lt to tell fa m ilies. N urses found it m ore  
d ifficu lt than doctors to g iv e  a d iagn osis

D ow n s et al. 2 0 0 0 Scotland 2 7 8  G Ps T o  assess  G Ps  
v iew s and practices 
on dem entia  
diagn osis

Survey-posta l
questionnaire

41%  had d ifficu lty  d isc lo s in g  the d iagn osis  to the patient and 21%  
had d ifficu lty  d isc lo sin g  to the patients fam ily

Johnson et al. 2 0 0 0 England A ll doctors w orking in 
O ld A g e  P sychiatry and 
G eriatric M ed ic in e  (4 0 )

T o exam in e the k ey  
areas in the process  
o f  truth te llin g  in 
disclosure o f  
d iagn osis o f  
dem entia

Survey-postal
questionnaire

40%  o f  doctors usually  d isc lo se  the d iagn osis. Factors in fluencing  
d isclosu re include certainty o f  d iagn osis, insight, desire o f  patient 
to k n ow , insight o f  patient. Influencing against d isclosure include  
fear o f  destroying h op e and fear o f  cau sing  p sy ch o lo g ica l distress.

V an H out et al. 2 00 0 N etherlands 28  G P s T o identify  the G Ps 
perception  o f  their 
tasks, practice and 
obstacles to 
d iagn osing  
dem entia

F ocu s groups and 
questionnaires

D isclosu re regarded as painfu l, d elica te task w ith 19% seein g  
d isclosu re as d oin g  m ore harm than good . D octors fe lt em barrassed  
by the term dem entia  and b y  com m unicating  the d iagn osis  and 
found it a d elica te and painful job . Barriers to early d iagn osis  w ere  
uncertainty, em barrassm ent at conducting  co g n itiv e  testing, lack o f  
tim e and non -consu lting  patients.

V an H out et al. 2001 N etherlands 31 patients, 84 carers 
101 G Ps

T o m easure quality  
o f  care experienced  
at an outpatient 
m em ory c lin ic  by  
patients, their 
fam ilies and G Ps

Patients and 
fa m ilies  in terv iew ed  
u sin g  a standard 
questionnaire w h ile  
G Ps com p leted  a 
postal questionnaire

48%  o f  patients and 61%  o f  carers w ere g iv en  as m uch inform ation  
about the d ia gn o sis  as they w anted  and fo llo w in g  d iagn osis  46%  o f  
patients and 58%  o f  carers k n ew  h ow  serious the illn ess  w as  
26%  patients and 40%  o f  relatives fe lt they received  a very vague  
d iagn osis w h ile  95%  doctors felt they g av e  clear d iagn osis  ;. 
Patients m ore p o s itiv e  about doctors than carers

C ody et al. 2 00 2 U S A 142 PC Ps T o elic it the 
practices o f  PC Ps in 
the d iagn osis  and 
m anagem ent o f  
dem entia

Survey-postal
questionnaire

30%  had d ifficu lty  d isc lo s in g  a d iagn osis  to p eo p le  w ith  dem entia  
although this w as on ly  20%  to the fa m ilies. T erm in ology  u sed  w as  
m ain ly  c lin ica l language lik e  vascu lar dem entia, m ulti-infarct 
dem entia, co n fu sion , dem entia , and A lzh e im er’s d isea se  and only  
35%  reported u sin g  w ords lik e  m em ory problem s
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D ow n s et al. 200 2 Scotland 114 G Ps T o find out w hat 
G Ps tell p eo p le  with  
dem entia and their 
fam ilies about the 
condition

Survey-postal
questionnaire

99%  to ld  the carer the d ia gn o sis  but on ly  55%  told  the patient. 
A m on g  th ose  G Ps w h o d isc lo sed  39%  used  euphem istic term s only  
w hen d isc lo s in g  a d iagn osis  to patients but on ly  4%  w hen  
d isc lo s in g  to carers w h o  rece iv e  m uch m ore m ed ica lly  oriented  
exp lanations. G Ps w h o did d isc lo se  tended to be younger and 
m ore lik e ly  to con sider early d iagn osis  im portant

L indesay  et al. 2 00 2 U K 58 M em ory clin ics T o determ ine the 
characteristics and 
functions o f  the  
m em ory clin ics

Survey-postal
questionnaire

96%  g iv e  feedback  to patients fo llo w in g  the results o f  tests and 
100%  g iv e  feedback  to fa m ilies  and G Ps.. P o licy  regarding  
d isclosu re is on ly  held  by 55%  o f  the c lin ics /

I liffe  et al 2003 U K 9 9 0  G Ps, com m unity  
nurses, practice nurses, 
com m unity  m ental 
health nurses and other 
w orkers in health care

T o exp lore the  
perspectives o f  
doctors and nurses 
on early d iagn osis  
o f  dem entia

Postal questionnaire D isclo su re seen  as a sp ecia list task. P rofessionals found dem entia  a 
d ifficu lt d iagn osis  to accept. R esistance to d isclosure attributed to a 
w ish  to protect patients and fam ilies from  the n egative aspects o f  
dem entia

C onnel et.al. 2 00 4 U S A 39  PC Ps  
52  C aregivers

T o exam ine  
attitudes o f  
physicians and 
caregivers tow ards 
a ssessin g  and 
d iagnosing  
dem entia with  
special em phasis on  
h ow  a d iagn osis  is 
d isclo sed

F ocu s groups D octors reported caregivers handled the d isclosure w ell w h ile  
caregivers reported a h igh ly  n egative em otional response.
PC Ps rarely d isc lo se  d iagn osis  w ithout fam ily  m em ber being  
present, som etim es te llin g  fa m ily  prior to patient. M any PCPs 
avoid  clin ical term inology  such as dem entia  or A lzh e im er’s d isease  
u n less they are really certain o f  the d iagn osis

D e L epeleire et al. 2 00 4 B elgium 521 G Ps T o ascertain the  
practice o f  F lem ish  
G Ps o f  d isc lo sin g  a 
diagn osis o f  
dem entia

Postal questionnaire 37%  u su ally  tell patients the d iagn osis  w h ile  37%  do so  rarely or 
never. Influencing  factors to d isc lo se  in clu de patient insight; 
personality; certainty o f  d iagn osis; relatives o f  patient;
Influ en ce to w ithhold  d iagn osis  inclu des d im in ish in g  hope, causing  

p sy ch o lo g ica l distress; precip itating d ep ressive ep iso d e  or 
catastrophic reaction. R eason s to tell in clu de encouragem ent to 
taking m edication; prom otion  o f  g o o d  doctor patient relationship; 
getting  personal affairs in order. G Ps pay a great deal o f  attention  
to patients’ fee lin gs, exp er ien ce and ability  to co p e  and tim e their 
d isclosu re accordingly .
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This review of research into medical attitudes and practices around the area of 
disclosure of diagnosis of dementia is still far from reaching a consensus as to what best 
practice should be. The summary of findings presented in Table 1 shows that there is a 
wide variation of practice in relation to the six questions identified at the outset of this 
section. There appears to be a general trend for higher rates of disclosure to be reported 
in recent studies, and lower rates in earlier studies. Research has shown that the 
proportion of doctors giving a diagnosis of dementia routinely to the patient ranges from 
37% (De Lepeleire, Buntinx and Aertgeerts 2004) to 96% (Lindesay, et al. 2002). The 
diagnosis is always given to a higher proportion of carers and families rather than to 
patients from 48:61% (Van Hout, et al. 2001), 96:100%. Very few patients were told 
first (12.5%) (Gilleard and Gwilliam 1996), with patients rarely being told without 
family members being present (Connel, et al. 2004). Language used throughout the 
process of disclosure varied with some doctors only using euphemistic terms to patients 
(39%) compared to only 4% to carers (Downs, et al. 2002). The most common factor 
influencing whether a diagnosis is disclosed or not was the severity of dementia 
(Fortinsky, Leighton and Wasson 1995, Rice, et al. 1997) and the least common being 
the consultant’s personal fear of dementia (McWilliams 1998), with others noted as 
uncertainty of early diagnosis, fear of causing distress and lack of interventions.

The perceptions of the impact were only mentioned in two studies and both 
noted that patient and carer experience differed greatly to the perception of the doctors, 
with Van Hout, et al. (2001) noting that 95% of doctors felt they gave a clear diagnosis 
with 26% of patients and 40% of carers feeling they received a vague diagnosis while 
Connel et al (2004) noted that doctors reported caregivers handled the disclosure well. 
Caregivers reported a highly negative emotional response. The challenges and 
difficulties reported in relation to the disclosure of the diagnosis ranged from doctors 
finding it a difficult diagnosis to accept (Illiffe, Manthorpe and Eden 2003) and to 
disclose (Downs, et al. 2002) to some doctors feeling embarrassed by the terminology 
(Van Hout, et al. (2000).

The diversity of medical practice in relation to the process of engaging with 
patients and their carers around the diagnosis of dementia and its disclosure reflects 
both the changing face of scientific knowledge and treatment in relation to this 
condition, and also to debates within the medical profession around the nature of 
‘person-centred’ care. The review presented in this section was largely completed
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before the systematic review by Bamford et al (2004) was published. The thesis review 
includes some papers that were published since the Bamford et al (2004) review cut-off 
date (September 2003). However, the overall conclusions of both reviews are much the 
same. Bamford et al (2004) write that “existing evidence regarding diagnostic disclosure 
in dementia is both inconsistent and limited, with the perspectives of people with 
dementia being largely neglected” (p. 151). They add that “there has been an emphasis 
on quantifying attitudes and practice with little exploration of the meaning of diagnostic 
disclosure” (p. 167; emphasis added). I would wish to give my agreement and support 
to both of these statements.

2.3 .6 .4  R esearch  in to  the d o c to r’s  ro le  in early  d iagnosis o f  dem entia: conclusions
A substantial amount of research has been carried out into different aspects of the role 
of the GP and Old Age Psychiatrist in the diagnosis and care of people with dementia. 
There are four main themes that emerge from this body of research. First, both GPs and 
consultants alike experience a number of dilemmas and areas of tension in relation to 
their work with this patient group. These tensions include personal stress, organisational 
stress (e.g. workload) and moral dilemmas. Second, at least some doctors hold negative 
attitudes toward this patient group, and do not believe that they have much to offer 
them. Third, the research into disclosure of a diagnosis of dementia suggests that there 
exists a wide variation in practice with some doctors believing that the patient has a 
right to receive the diagnosis, while others are willing to make decisions on behalf of 
patients. Finally, unlike other areas of medicine, the research on dementia has little to 
say about relationships between doctors and people with dementia, or the ways that 
doctor-patient interaction takes place.

2 .3 .6 .5  R esearch  on d isclosure o f  a d iagn osis o f  dem entia  fro m  the p o in t o f  v iew  o f  
the p a tien t

“Without a diagnosis there is no meaning to our illness...we need to see the 
diagnosis as the ‘once-upon-a-time’ of an illness; the start of a story... [it] gives 
this chapter of our lives a title and a meaning” (Cayton 2004, p. 10).

Literature concentrating on the patient perspective on disclosure is much less extensive 
(see table 2) than research on the medical stance. It is only over the past decade that 
there has been a move towards consulting people with dementia about whether they 
want to know their diagnosis. From a moral perspective, there is a strong argument that
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the right to know the diagnosis belongs to the person (Feamley, McLennan and Weaks
1997). However, this position is not always respected by others as has been seen in the 
previous section. The imperative of an early diagnosis has already been stated in this 
thesis in relation to treatment and engagement in the task of adjustment.

In a recent systematic review of the literature on the disclosure of a diagnosis of 
dementia, Bamford et al (2004) cited eleven studies which included people with the 
diagnosis. Only six of those studies concentrated only on people with dementia 
themselves without involving others, although some of these studies seemed to be based 
around covert inclusion of carers, either enlisted to help interpret written material or to 
verify what the person was saying was correct. Five of these eleven studies have been 
reported elsewhere in the thesis (Husband 1999, Husband 2000, McWilliams 1998, 
Pearce, Clare and Pistrang 2002, Van Hout, et al. 2001), reflecting the fact that in these 
studies the main focus was on different aspects of the subjective experience, with the 
question of disclosure being supplementary. The majority of these studies utilised 
qualitative methods with interviews being carried out on an individual basis with carers 
or in focus groups, and data was collected by postal questionnaires in two studies.

The remainder of this section will concentrate on studies that were primarily 
oriented towards eliciting the person’s view of the diagnostic process. Marzanski (2000) 
asked thirty consecutive patients whether they would want to know the truth about what 
was wrong with them, and found that only 47% knew their diagnosis, while 66% 
reported that their diagnosis had not been discussed with them. The majority (70%) of 
these patients wanted to know what was wrong with them or wanted more information 
than they had already, while only 30% did not want to know or did not want further 
information than they already had.

To find out if people with dementia would find it helpful to have a written report 
on their diagnosis, Jha, Tabet and Orrell (2001) used a postal questionnaire to elucidate 
this information. Over 75% were in favour of reading their diagnosis in a letter. This 
result suggests that verbal communication alone may not be enough for many patients. 
The report that was sent was a full copy of their assessment, which was a copy of the 
GP report and the medical terminology had not been modified. Some people were 
unable to understand what was written and it is not certain whether this was because of 
the language used or due to the extent of their dementia. Although this study set out to 
seek the opinion of the person with dementia it also encouraged the use of relatives’ 
involvement and it was therefore unclear as to who actually responded to the
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questionnaire. It may be possible, therefore, that this study reflects carers’ views as 
much as it does the views of people with dementia.

Smith and Beattie (2001) carried out an observational study in Canada on 
fourteen patients and their families who were attending an out-patient clinic for 
assessment and diagnosis. Only twelve of the fourteen patients attended the family 
conference where diagnosis was shared. It was the prerogative of the relative to decide 
whether the patient should attend this meeting. Diagnosis of probable dementia was 
given to three patients and while the probable diagnosis seemed to alleviate uncertainty, 
the diagnosis of possible dementia given to five patients was much less precise and led 
to both patients and families having difficulty in interpreting such an assessment result 
of the assessment. Six patients were informed that they did not have dementia but this 
was not regarded as a relief and invoked a minor crisis in two of the patients under 
investigation. This study provides useful information on the dynamics of diagnosis and 
on the patient’s need for certainty.

The organisers of regular focus group meetings for people with dementia run by 
the Alzheimer’s Association invited a researcher (Young 2002) to attend four 
consecutive meetings so that questions about their diagnosis could be explored. 24 
people with dementia also completed a questionnaire to indicate their mood state in 
addition to attending the focus groups. Thematic analysis of that data revealed that 
people with dementia expressed shock and disbelief at the diagnosis, with 55% 
describing themselves as depressed and 22% as sad following disclosure, although none 
of them were referred to mental health services or received medication. The feeling of 
depression mostly abated over time, but 22%, however, were still describing themselves 
as depressed at a later date, although it is unclear how long this was following the 
diagnosis. Almost all the people with dementia felt frustrated and dissatisfied with the 
medical encounters they had had with their primary care physicians. They were 
dissatisfied with communication and interaction patterns and disappointed in the 
medical care they received. They described interactions with doctors as being strictly 
disease-oriented as opposed to person-oriented. They also felt that they did not get 
enough information, felt marginalised, and that doctors communicated directly to the 
family member, even in their presence. Families tended to react in two different ways, 
divisive or cohesive.

In a study focusing on the threats to self in early dementia, Clare (2003) found 
that some of the participants had been given very little information, with some reports
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of occasional false information being given if questioned by the patient. One person 
realised that she had Alzheimer’s disease although the doctor told her that it was 
premature aging. It was unclear from this study exactly how many people knew their 
diagnosis or had been told their diagnosis as this was not the main thrust of the study 
but, as discussed earlier, was a supplementary finding of the study.

One study undoubtedly did set out to answer the question of what it had been 
like to receive a diagnosis of dementia and that was the study entitled ‘Tell me the 
Truth’ (Pratt and Wilkinson 2001). This study involved interviews with 24 people with 
dementia a short time after their diagnosis and it concentrated on how patients felt about 
the way they had been given the diagnosis and the opportunities or limitations that they 
had experienced since receiving their diagnosis, and elicited their views on how they 
would perceive best practice in the sharing of the diagnosis. Findings were reported 
under three main themes relating to the three main questions. The majority of 
participants were in favour of receiving their diagnosis as early as possible following 
diagnosis, but felt that this should be decided on an individual basis. Participants 
reported that they felt very emotional following diagnosis citing feelings of shock, 
anger, fear and depression. Participants also felt that the diagnostic process was lengthy 
with many investigations and health service personnel being involved. Having an 
explanation for the experienced changes was felt to be a validation and allowed the 
person to seek out appropriate help to deal with the diagnosis with both pragmatic 
planning and social support being foremost. Participants wanted to have the 
opportunity of accessing additional information about services and welfare benefits.

Timing was also felt to be an important component as well as the need to know 
about the prognosis. Support from family and a friend was strongly suggestive of better 
adjustment while the absence of support was likely to result in patients being less well 
adjusted to the diagnosis. Having positive family relationships was found to be 
particularly important and lack of support lead to a reduction in self confidence and a 
greater need for formal support. This study generated a number of suggestions around 
the process of best practice in disclosure -  it should be patient led within a supportive 
environment, and done over a number of sessions. Follow up appointments were seen 
as crucial to allow exploration of questions, although it was acknowledged that this took 
time and was not necessarily the role of the doctor. It was felt that GPs needed to learn 
more about how best to share the diagnosis (Wilkinson and Milne 2003).
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From the studies that have been reviewed in this section it would not seem 
unreasonable to conclude that people with dementia want to know their diagnosis. 
However, they have rarely been consulted directly about their preferences and needs. 
Much of the time it continues to be the prerogative of the family/supporter and/or the 
medical practitioner as to whether they are privy to this information or not.
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T a b le  2 A  su m m ary  o f  litera tu re  o f  p a tien ts ’ d isc lo su re  o f  d iagn osis

Researchers Year Country Sample Aims Methods Key findings
K eady 1994 U K 38 carers T o understand the 

exp erience o f  dem entia
G rounded T heory D ev elop ed  a n in e stage m odel to  d escribe the p erson ’s pathw ay through  

the illness; slipping; suspecting; coverin g  up; revealing; confirm ing; 
surviving; d isorganisation; d ec lin e  and death. In a further study to test 
this theory surviving  w as changed  to m axim ising  as it w as thought to be  
too  negative. T h is g a v e  an early fram ew ork o f  understanding the  
process o f  dem entia  from  the carers’ perspective.

Phinney 1998 U S A 5 p eop le  w ith  
A lzh e im er’s 
d isease  and their 
spou ses

T o gain  greater 
understanding o f  the  
p ersp ective o f  the person  
with dem entia and their 
experiences

Q ualitative  
m ethods: Sem i- 
structured interview  
and observation  
Q uantitative  
m ethods: tw o  
m easurem ent sca les  
used

T w o  m ain them es w hich  w ere b eing  unsure and trying to be norm al. 
B ein g  unsure reflects h ow  p eo p le  fluctuating aw areness o f  sym ptom s  
cau se the uncertainty in their w orld , w h ile  trying to be nonnal reflects  
p e o p le ’s active efforts to con tinu e liv in g  the their lives  as they have  
d on e in the past. Sym ptom s w ere not the m ost im portant issu e but the 
broader issu es in term s o f  it’s m ean ing  to them  and their concerns

Snyder, L 1999 U S A 7 p eo p le  w ith  an 
early d iagn osis

T o increase understanding  
o f  the subjective  
exp eriences and hear the  
v o ice  o f  the person with  
dem entia

Q ualitative sem i-
structured
interview s

T h em es em erging  from  the data included  m om ent by m om ent 
encounters w ith  m em ory loss; a m biva lence o f  d isc lo sin g  d iagn osis  to 
others; concern  over burdening loved  one; response o f  friends and 
fam ily; struggle betw een  dep en d en cy  and autonom y; inability to 
continue w ith p leasurable activities; ability  to laugh and find humour; 
the pervasive p resence o f  hope.

Harris &  Sterin 1999 U S A 17 p eo p le  with  
dem entia and 15 o f  
their caregivers

T o gain an understanding  
o f  h o w  a d iagnosed  
persons sen se  o f  s e lf  or 
personal identity

Q ualitative
in terview s

T he s e l f  w as in a state o f  flux , in flu en ced  by lo sses  o f  sign ifican t roles, 
respect, autonom y, s e l f  worth and com p eten cy . 5 different ty p o log ies  
o f  reaction to d iagn osis  w ere proposed . Three core values w ere  
identified  w hich  helped  to d efin e  personal identity, m eaningfu l 
productivity; autonom y and need  for com fort and security.

G illies 2 00 0 Scotland 20  p eo p le  
attending a day  
hospital w ith  a 
diagn osis o f  
dem entia

T o  expand the k n ow led ge  
o f  the perspective o f  
p eo p le  w ith dem entia

Q ualita tive sem i-
structured
in terview s

T w o  k ey  th em es reported w ere h o w  dem entia is  experienced  and cop in g  
w ith a fa ilin g  m em ory. There w as no shared d iagn osis  participants 
con textualized  their exp er iences in the norm ality o f  o ld  age. H ow ever  
the effects  o f  this w ere still unpleasant, h um iliating and underm ining  
lead ing to lo ss  o f  co n fid en ce, low er s e lf  esteem , and inability  to 
m aintain interpersonal relationships.
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W erezak &  
Stewart

200 2 Canada 3 m en and 3 w om en T o exp lore the process o f  
learning to liv e  w ith early  
dem entia

G rounded T heory  
Participants 
in terv iew ed  x  2 w ithin  
a three m onth period

O utline a f iv e  stage m odel in clu des antecedents and proceed s through  
stages o f  anticipation, appearance, assim ilation  and acceptance. A  
continuous p rocess o f  adjustm ent w as observed  ev o lv in g  in  response to a 
s e l f  aw areness together w ith changing  v iew s o f  the outer w orld. Supportive  
fam ily  and friends p layed  a k ey  ro le in enab ling participants to co m e to 
term s w ith  m em ory lo ss. T ellin g  others w as h igh ligh ted  as part o f  the 
anticipation stage. A nticipation  o f  h o w  p eo p le  w ou ld  treat them  w as a 
consideration  w h ich  m ade them  a nx iou s about revealing their d iagn osis  to 
others.

M enne, 
K inney &  
M orhardt

2 0 0 2 U S A 3 m en and 3 w om en  all 
m em bers o f  an early  
diagn osis group

T o exp lore the day to day  
exp eriences o f  dem entia  
and capture the v o ices  o f  
p eo p le  w ith dem entia

Q ualitative sem i-  
structured in terview s

2 theoretical fram ew orks (A tch le y ’s (1 9 8 9 ) continuity  and Park and 
F olkham ’s (1 9 9 7 ) fram ew ork o f  m ean ing  m aking) w ere u tilised  to exp lore  
the exp eriences o f  p eo p le  w ith dem entia.
D esire to m aintain continu ity  w ith their previous w ay o f  life  w h ile  cop in g  
w ith the changes necessitated  by dem entia. Each individual adapted in a 
w ay  that w as m ean ingfu l for them  and they m odified  their a ctiv ities in order 
to m aintain continuity  w ith  their pre-dem entia  behaviour

Pearce, 
Clare &  
Pistrang

2 0 0 2 U K 20  m en with  
A lzh eim er’s d isease  
and their w iv es

T o exp lore the appraisals 
and cop in g  p rocesses o f  
m en with dem entia

Q ualitative sem i-  
structured interview s

T w o m ain them es em erged —m en in v olved  in an o n g o in g  process o f  
attem pting to m anage a sen se  o f  s e l f  against the onset o f  A lzh e im er’s 
d isease  through a com bination  o f  reappraisal and reconstructing a sen se  o f  
s e l f  and m aintain ing a sen se  o f  self. S en se  o f  s e lf  a result o f  appraisal o f  
and resp on se to  their d ifficu ltie s, w h ich  had an in flu en ce on and w ere  
in fluenced  by their relationships and socia l identities. B alancing act 
betw een  the w ish  to m aintain a prior sen se  o f  s e l f  and the need to reappraise 
and construct a n ew  sen se  o f  self. T his w as a cy c lica l process

Phinney 2 00 2 U S A 4 m en and 5 w om en —  
m em bers o f  early  
diagn osis group or 
geriatric research centre  
attendees

T o exam ine what 
happened in the illn ess  
narrative in ligh t o f  
fluctuating exp eriences o f  
sym ptom s o f  dem entia

Interpretive
p h en om en olog ica l
m ethods

Sym ptom s can be vague, in con sp icu ou s or salient, they m ay be forgotten or 
absent from a person. It is d ifficu lt for the person w ith dem entia to 
articulate a narrative understanding o f  their ex p erience in ligh t o f  these  
find ings. Tire illn ess  narrative o f  dem entia  b ecom es shared as others jo in  in 
the te llin g  although in the end it can b ecom e a narrative o f  chaos that is all 
but im p o ssib le  to articulate
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Clare 2003 U K 12 cou p les (9  
w om en and 3 
m en with  
dem entia) and 
their spou ses

T o exp lore the process o f  
adjusting to a d iagn osis  o f  
dem entia

Q ualitative in terview s x  
2 three m onths apart

P eo p le  tried to adjust in tw o different groups on a continuum  from self-  
protective to in tegrative responding with m uch few er fa lling  into the 
in tegrative category. M ain them es w ere h o ld in g  on; com pensating; fighting; 
com in g  to term s with acceptance seen  as like ly  to require continual 
renegotiation  as circum stances changed. T h ese  responses have im plications  
for h is  or her sen se  o f  identity

D ijkhuizen , 
Clare and 
Pearece

2 0 0 6 U K 9 w om en  and 
their fam ilies

T o capture the subjective  
account o f  w o m e n ’s 
exp eriences o f  early  
A lzh e im er’s d isease  and h ow  
they m anage d ifficu lties w ith  
m em ory

Q ualitative sem i- 
structured interview s  
w ith w om en  being  
in terview ed  separately  
form  their husbands

Three m ain them es em erged  w hich  w as connectedness; protective strategies 
and adjustm ent. C onnectedness relates to identity w ith different con n ection s  
noted, con n ection s w ith the past, with fam ily  relationships, friends and 
neighbours and soc ia l roles and fam ily  environm ents. M em ory problem s  
threatened con n ected n ess. P rotective strategies w here they said m em ory w as  
not a problem , and m in im ized  and avoid ed  d ifficu lties. A djustm ent portrayed  
by norm alising d ifficu lties and find ing  w ays o f  problem  so lv in g  and getting  
on w ith  it. Central elem ent w as the degree o f  co n n ected n ess or 
d isconn ected n ess affected  their appraisals.
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2.4 A Review of Research into the Subjective Experience of People who 

have had a Diagnosis of Dementia

This major section of Chapter 2 focuses on what has become known as the subjective 
experience of dementia. The section starts by briefly outlining the history of calls for 
the voice of people with dementia to be heard. A critical review of empirical studies of 
different aspects of the experience of dementia is then presented. The section closes 
with a summary of the main themes emerging from this literature.

2.4.1 The beginn ings o f  a  change o ffo c u s
Historically, the voice of the person with dementia has been presented on their behalf by 
their carer (lay or professional), with an accompanying belief that people with dementia 
had a lack of ability to understand their own problems and express their own point of 
view (Bond, et al. 2002). Whilst this approach was acceptable in the 1970s and 1980s, 
the 1990s heralded a new era in the representation of the person with dementia. A 
dramatic paradigm shift has occurred in research into dementia over the last decade. In 
the past, seeking the views of people with a diagnosis of dementia was unheard of, and 
to be addressing them directly to find out whether they wanted to be informed of their 
diagnosis or not, or to be consulting with them and inviting them to be working 
collaboratively with a researcher in the design phase of any research project would quite 
simply have been perceived by practitioners as fanciful notions. The most welcome 
development of research into the subjective experience of dementia has opened up a 
completely new understanding of what it is like for people to be living with dementia 
and to have been given a diagnosis of dementia. With this change in focus has come a 
new and different language. No longer is someone viewed as a ‘sufferer’, but they have 
actually become a ‘person with dementia’. No longer are the spouses/significant others 
seen as ‘victims’ of dementia or carers, but as supporters. This movement and the 
language used to construct a new and different way of seeing the person with dementia 
owe much to the work of the late Tom Kitwood (1997). He was among the first to pose 
a strong challenge to the traditional world view, which had been informed by the 
dominant medical discourse or ‘the standard paradigm’ as Kitwood called it (1989).
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That view had portrayed the person being diagnosed with dementia as being consigned 
to await the inevitable decline and devastating destruction of the disease process, with 
little to be done for them but basic care and perhaps medication to control their 
behaviour problems and their mood (Kitwood 1993).

Woods (1999) detailed how the experience of dementia used to be described as a 
‘living death’ and this added to the perception of people with dementia not being fully 
alive and many viewed it as a state worse than death. He goes on to discuss how a 
focus on the disorder obscures the view of the person and espouses the belief that the 
person with dementia should be given a voice. It is not only interesting but 
encouraging therefore to note that this writing is from the same author who wrote a 
book entitled ‘Alzheimer’s Disease: Coping with a Living Death’ [emphasis added] 
(Woods 1989) a decade prior to asserting the importance of the person, and this reflects 
very graphically the shift in thinking of some of the leading professionals in the field of 
dementia care.

During that same year, 1989, the first book was published by someone who had 
been given a diagnosis of dementia. Robert Davis (1989), an American Presbyterian 
minister, told his story of his struggles and fears of being diagnosed with Alzheimer’s 
disease. Davis, in his fifties and at the pinnacle of a very positive and successful career 
in Christian ministry, and by drawing strength from his faith, believed that he had been 
given the task by God of informing people what it was like to journey into the unknown 
abyss that was Alzheimer’s disease. This clearly articulated account gave new insight 
into the effect that the diagnosis had, not only on the man, but on his immediate family 
and wider social network.

Some years later another American, this time a young woman with dementia, 
shared her experience, which she described graphically in the title of her writings,
‘Living in the Labyrinth: A Personal Journey Through the Maze o f Alzheimer’s 
Disease ’ (McGowin 1993). Like Davis, she too painted a vivid picture of the 
devastating effects this diagnosis had on both her and her family.

These first two books laid the foundation for many more writers to share their 
personal experience of a diagnosis of dementia, including Boden (1997) and Friedell 
(2000). Friedell, a retired professor of sociology, has been instrumental in setting up 
the international organisation the Dementia Advocacy and Support Network (DASNI
2000), which is based on the value of autonomy, knowledge as empowerment, strengths 
in supportive networking, and the importance of a voice for people with dementia. This
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important forum is one which encourages members to present their thoughts, feelings 
and experiences of their subjective experience to such important gatherings as major 
international conferences. Current research is a major feature of the website both in 
reporting research studies published in the media and in their members’ regular 
contribution to research journals (Bryden 2002, Friedell 2002, Friedell 2002, Sterin 
2002). Some of its members are actively involved as collaborators in research projects.

These developments reflect the desires and needs of people to be active agents 
in, rather than passive recipients of, the process of dementia. The voice of people with 
dementia is becoming more than a barely heard whisper. While much of this activity is 
centred on American and Australian citizens, the voice of dementia in Scotland has 
raised its volume too. In a publication highlighting some issues around research 
methods from the perspectives of people with dementia, Wilkinson (2002) encouraged 
two of the contributing authors to write from an insider perspective (McKillop 2002, 
Robinson 2002). More recently, in a collaborative venture, she formed a partnership 
between a person with dementia and researcher to better inform and advise the research 
community on the best practice of the processes of the research interview with someone 
with dementia (McKillop and Wilkinson 2004). It is to be hoped that this project will 
encourage others, both people with dementia and researchers alike, to form 
collaborative ventures in order to help counteract the dearth of empirical studies 
exploring the subjective experience of dementia in order to gain a deeper understanding 
of meaning it has for people who have been diagnosed.

2.4 .2  The voice o f  the p erso n  experien cin g  early dem en tia
One of the leading proponents of hearing the voice of people with dementia is 
author/researcher Lysa Snyder (1999), who points out that the personal meanings of 
having a diagnosis of Alzheimer’s disease has been most elusive because they are the 
most private thoughts of individuals. She suggests that although it is common for us (as 
researchers) to ponder the questions of what it might be like to live with the diagnosis, it 
is much less often that we ask this direct question of the person who could inform us.

Her book gives a narrative account of the experience of seven different people 
who have been diagnosed with some form of dementia. It is the mapping of a 
conversational inquiry into the emotional, psychological and intellectual processes of 
people with Alzheimer’s disease. These narrative accounts are part of a larger sample 
of people with dementia who have come into contact with the author, and have been
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selected for their ability to reflect a ‘broad spectrum of humanity’ with the common 
denominator of the experience of being diagnosed with Alzheimer’s disease. Interviews 
with each participant were all recorded and transcribed. The data were then analysed 
into themes. She lists these as

“the moment-by-moment encounters with memory loss; the ambivalence about 
disclosing the diagnosis to others; the concern about being a burden to loved 
ones; the responses of family, friends and strangers; the struggle between 
dependency and autonomy; the inability to do the things that you once enjoyed; 
the ability to laugh and find humour in such serious circumstances; the pervasive 
presence of hope.” (pi 0).

The themes emerging from this project reflect something of the lived experience of 
Alzheimer’s disease. Some of the participants were interviewed many times and 
followed up over many years. There are some methodological limitations to this study. 
For example, it is unclear how long after the initial diagnosis participants were first 
interviewed. The author also describes dual relationships, with participants being part of 
a support network where she and the participants met regularly, and at times it was 
difficult to distinguish between research and practitioner perspectives as the narrative 
oscillates between both positions. However, peppered throughout the narrative 
writings of these seven people whose experience she has chosen to share with us in this 
text there is also a reflexive quality to the writing that embodies the insights and impacts 
gained in her quest to explore their experience.

In light of the above, and despite the fact that it makes no claims to be purely a 
research project, I have chosen to include this book within the empirical findings of 
research into the subjective experience. It is a key text in enabling the voice of the 
person with dementia to be heard.

2.4 .3  S tage  m odels o f  the experience o f  dem entia
In an attempt to make sense of what was happening to people with a diagnosis of early 
dementia, some authors have tried to portray the process in different stages, akin to the 
work of Kubler-Ross (1989) in which she posited that grief was a process with discrete 
stages such as denial, anger, bargaining, depression and then acceptance. Keady (1994) 
proposed a nine stage model of understanding the experience of dementia, which he 
developed from a qualitative grounded theory research study carried out with a group 
of 38 carers. This conceptual framework describes the person’s pathway through the 
complete process as comprising slipping, suspecting, covering up, revealing,
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confirming, surviving, disorganization, decline and death. There is no claim that this 
model is solely based on the subjective experience of people with dementia, but in 
subsequent papers (Keady and Nolan 1995b, Keady and Nolan 1995a, Keady, Nolan 
and Gilleard 1995) based on interviews with ten people who were diagnosed as having 
dementia, the authors tested out their conceptualisation in relation to subjective 
experience. They found it to be robust with the exception of one of the stages, which 
was perceived to be too negative, and thus ‘surviving’ became ‘maximizing’ in an effort 
to represent the person with dementia more fully.

Further development of a theoretical framework, based on a stage model, is 
offered by Werezak and Stewart (2002) following a study to explore the process of 
learning to live with early dementia. A grounded theory methodology was utilised in 
this study which was similar to that of Keady (1994). Six participants (three men and 
three women) were recruited to this study (five with Alzheimer’s disease and one with 
vascular dementia) ranging from 61-79 years of age. Although these 6 participants had 
early stage dementia it was not stated how long they had had their diagnosis, nor how 
long it was after diagnosis that they were recruited into the study. Data were collected 
over a three month period and people were interviewed twice, once at initial meeting 
and once at three months. The grounded theory developed by Werezak and Stewart 
(2002) described a continuous process of adjusting to early stage dementia. They put 
forward a five stage process beginning with various antecedents and progressing 
through stages of anticipation, appearance, assimilation and acceptance. This process 
is viewed as evolving in response to the person’s self awareness, together with changes 
in their view of their outer world. Their findings specifically highlight the anxiety of 
the anticipation of telling others as part of the process. Two factors were considered in 
the decision of whether to tell or not -  how people might react if they knew, and how 
people had reacted when they had known of the participant’s initial memory loss. The 
participants in this study also saw themselves as the same person since diagnosis and 
sought both to assimilate the disease into both their inner and outer worlds, and finally 
to accept that the disease had become an integral part of them (a similar finding is 
reported by Clare 2002).

Bender and Cheston (1997) have formulated a three stage model of the 
subjective response to dementia, drawing together ideas from clinical and social 
psychology. Their three stages are: the emotional component: the behavioural 
component; and the social nature of emotional behaviours. The emotional response to a
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diagnosis of dementia is portrayed as having four types of feeling: anxiety; depression; 
grief; and despair or terror. Anxiety was portrayed as a fear of the future and an 
unpredictability of what might happen, while it was pointed out that depression was a 
complex factor in dementia and the most frequently reported affective response.

Depression may mimic dementia while also being a risk factor in developing 
dementia, with there being higher levels of clinical depression in people with an early 
diagnosis. Bender and Cheston (1997) argue that grief can be seen as akin to depression 
with multiple losses often being experienced in dementia. They vividly describe the 
ways in which a feeling of emptiness and absence can be compounded by the neglect of 
others, such as professionals who administer lengthy assessment which highlights 
deficits in a situation where there is no provision of emotional support. The second 
phase or stage of the model involves adapting to the process of decline. A range of 
coping strategies may be created to deal with the emotional turmoil such as the defence 
mechanism of denial. Living in the past allows people to establish their identity; stories 
told within a group may add to the ability to establish a positive social identity and also 
allow people to explore the subjective experience of dementia and their experiences at 
an emotional level. Stage three of the model concentrates on the importance of the 
social context and suggests that the expression of emotions largely depends on the 
social system to which the person belongs. Bender and Cheston (1997) argue that good 
dementia care

“involves the holding and containment of the emotional content of the action 
and its reflection back in a form that can be used by the patient. We need to be 
open both to the content of the stories we are told, and the despairing need for 
reassurance” (Bender and Cheston 1997, p. 525).

Their model is specifically intended to provide a framework for psychotherapeutic 
interventions with people who have been diagnosed with dementia and has not been 
tested by research.

How useful are ‘stage’ models of the response to a diagnosis of dementia? There 
are a number of difficulties associated with a rigid ‘stage’ model of the person’s 
experience of dementia such as the one proposed by Keady. One of the difficulties of 
describing the process using a ‘stages’ approach is that people do not pass through these 
‘stages’ in an orderly manner. There is also a danger that some practitioners or carers 
may take these stages quite literally and be expecting to experience all of the stages in a 
neat sequence. Whilst the stage approach represents a valuable form of early theorizing
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around the subjective experience of dementia, it is perhaps wise to keep in mind that the 
categories or ‘stages’ were initially developed following caregiver interviews and 
ratified with the data from ten people with a diagnosis of dementia and have not been 
generalised to other samples. Werezak and Stewart (2002) on the other hand, offer a 
different view of a stages model, describing it as more of a continuous process which 
suggests that with each new awareness experienced by the person with dementia the 
process of assimilation has to be repeated. This paints a picture of being and becoming. 
The Bender and Cheston (1997) model has a similar dynamic and flexible quality. Our 
need to revisit and re-evaluate early theories in light of contemporary knowledge is 
important, and while we acknowledge what we have learned from the early work of 
Keady, it seems likely that more fluid ways of understanding the experience of dementia 
may be of more relevance to us in the twenty-first century.

2.4 .4  The experiences o f  p eo p le  with dem entia  w ho have n o t been in form ed  abou t the  
diagnosis
In a qualitative study undertaken in Tayside, Gillies (1995, 2000) interviewed 20 people 
who had been diagnosed with dementia, all of whom were living in the community and 
were in receipt of formal support services, thus indicating a level of need where carers 
had already actively sought formal help and support. These interviews, while giving a 
‘glimpse of the here-and-now world’ of people living through dementia, were unable to 
explore the meaning of being diagnosed with dementia as most had not been given, and 
were unaware of their diagnosis. Ethically, whilst described as being vetted by a four- 
tier hierarchy of access through ethics committees and gatekeepers, although 
participants are described as having given verbal consent it would be difficult to claim 
true informed consent, they are also described as ‘dementia subjects’, which implies that 
research was done on them rather than with them. Gillies reported the findings from 
this study as how dementia is experienced rather than the experience of dementia. The 
two main themes were how people experienced dementia and how they coped with what 
they experienced. They experienced dementia as an age related memory problem rather 
than a disease process, negatively compared their abilities with their former abilities, 
experienced humiliating effects of unreliable memory, and tried to minimise or 
normalise their experience. Coping with failing memory engaged two main coping 
strategies, practical coping and depending on carers, whilst coping at an emotional level 
produced euphemism to avoid facing the memory problem.
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Because very few knew of their diagnosis, the experience of dementia for them 
had been perceived as an inevitable and normal part of the ageing process. Therefore, 
issues surrounding a diagnosis of dementia have been unacknowledged by the cohort, 
and one might argue that entitling the study the subjective experience of dementia is 
somewhat misleading.

In more recent enquiries, there has been an attempt to concentrate on the 
experience of people at an earlier point in the trajectory in seeking to understand how 
they cope with and make meaning of the onset of dementia. Many of these studies offer 
their findings as themes.

2.4 .5  L ivin g  with early  dem entia
A number of important studies have explored the experiences of people who have 
received an early diagnosis of dementia.

We learn much from an in-depth study by Phinney (1998) who interviewed and 
observed five people with Alzheimer’ disease. The participants were interviewed twice 
within two weeks, three of their spouses were interviewed separately using the same 
interview schedule and three participants were observed for a total of six hours. These 
people, on average, had been living with dementia for five years and had been 
diagnosed 2!/2 years previously. Their mean Mini-Mental State Examination (MMSE) 
(Folstein, Folstein and McHugh 1975) was found to be 19 points from a total possible 
score of 30, consistent with mild to moderate degrees of dementia. She found that 
participants oscillated between two poles: that of ‘being unsure’, and ‘trying to be 
normal’. Being unsure was related to the fluctuating awareness experienced and the 
inconsistent nature of this awareness led to feelings of uncertainty. However, the main 
concern shown by the participants was how to diminish the impact of early dementia in 
order to lead as normal a life as possible. These findings illuminate the early lived 
experience, and despite the knowledge of their diagnosis, and the acknowledgement of 
the disease process, the people involved in this study were struggling for a continuity of 
their normal life. The results of this study reflect characteristics of Sabat’s self2 and 
self3, where new self2 attributes such as having a diagnosis of dementia which are being 
integrated are at odds with the uncertainty of how other people are going to react to the 
knowledge of the diagnosis where self3 is under threat and struggling to maintain ‘the 
normal’.
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Pearce, Clare and Pistrang (2002) provide evidence of the social construction of
self and of the need for people diagnosed with early dementia to continually reconstrue
a new sense of self. In a qualitative study based on semi-structured interviews with 20
men who were experiencing early Alzheimer’s and their wives, they were able to
demonstrate that the sense of self perceived by these men did not constitute a single
construct. Rather it was a complex process with the person’s sense of self

“continually being constructed and reconstructed through social interaction. 
How men managed their sense of self ... was influenced by their partners’ 
coping processes and the wider socio-political influences such as attitudes to 
being an ageing male” (p.l 87).
In order that this new identity of self could be reached, a ‘delicate balancing act’ 

between wishing to maintain an existing sense of self and the acknowledging of the 
need for reappraisal and reconstruction needed to be managed. This was described as a 
cyclical process of ongoing appraisal, experiencing new losses, and engaging coping 
strategies, with each of these three factors changing and fluctuating. The tensions 
alluded to in this study are in some ways similar to the tensions between the two themes 
of ‘being unsure’ and ‘trying to be normal’ in the earlier study of Phinney (1998). 
However, it develops further the insights offered by that earlier work by shifting focus 
from ‘trying to be normal’ to the acknowledgement of a need to define and construct a 
new sense of self, and in a way engaging participants in the defining and redefining of a 
new normal, albeit in many ways a transitory normal. To facilitate the new normal 
necessitates not only a reappraisal and reconstrual, but ability to become less protective 
of the old self in order to integrate these changes into the new self. Again this concept 
of social interaction being necessary for the construction of self is in keeping with 
Sabat’s concepts of self . In order to incorporate the diagnosis, a new attribute has to 
be added to the self2.

Clare (2002, 2003) offers a conceptualization of the coping strategies identified 
in her study of twelve couples; one partner (nine men and three women) having been 
diagnosed with early Alzheimer’s disease, aged between 57-83 years with an MMSE 
score ranging from 19-29. Each couple was interviewed separately twice, and data 
were analysed by thematic analysis utilising the method of Interpretive 
Phenomenological Analysis (IPA). Adjustment to the experience of dementia was 
viewed along a continuum ranging from self-protective to integrative responses. The 
self-protective group was perceived as making an attempt to maintain a sense of the ‘old
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self and hold on to normality as they had known it, whereas the integrative group was 
characterised by their ability to meet the threats to self as a challenge, which enabled 
them to come to an acceptance of what was happening, and integrate these changes 
within the self. The majority of people within this cohort were confined to the self- 
protective end of the continuum. Adaptation to change involved five interrelated 
processes. These were registering changes, reacting to them, finding ways of explaining 
them, experiencing the emotional aspect of them and attempts at adjusting to the 
changes. This study adds to the growing body of evidence that suggests that the self 
with dementia is socially constructed in accordance with Sabat’s model. These 
processes, unlike the stages offered by (Keady 1994) appear to have the person with 
dementia being more active and agentic, rather than accepting, passive recipients of a 
disease process. These findings suggest that people are capable of adjusting to changes 
in their cognitive and linguistic functioning through adopting a stance that fits with their 
nature, situation and past preferences and experiences.

Taken together, the findings reported in these three studies suggest that the 
tension between developing a new sense of self and maintaining or protecting the 
previous self (leading a ‘normal’ life) is a crucial task for people in the weeks and 
months immediately following a diagnosis of dementia. This tension is experienced as a 
cyclical process involving movement back and forward between the new and old 
‘selves’. It is also a process that, for many of those who were interviewed, is associated 
with a strong emotional response. Beyond this, these studies indicate that the work of 
self-definition that takes place is consistent with the overall framework offered by 
Sabat, and is highly dependent on the quality of relationships that exist between the 
person and those with whom he or she is in contact.

2 .4 .6  The con tinuity o f  a know n s e lf
The theme of ‘leading a normal life’ is explored in depth in a study by Menne, Kinney 
and Morhardt (2002), who found that all of the six participants in this study wished to 
continue with the previous lifestyle with which they were accustomed. As a way of 
sustaining continuity, taken-for-granted activities would be modified in order to still be 
achievable following the dementia diagnosis. Two activities, driving and helping 
others, have been chosen to illustrate how people adapted by using long-standing 
patterns that have helped them function as unique human beings up until this point in 
their lives. When the question of driving was raised, one respondent used considered
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thought and reason in the decision-making process, working through the alternatives 
and considering the costs and benefits of continuing to drive or risk hurting people. 
This was how he had always made decisions, while the other responded to the authority 
figure of the doctor and he was unwilling to challenge that authority. While there had 
been a change in the daily activities (driving), both had shown continuity in their 
decision making and their way of adapting had been maintained and continued to serve 
them well and they were able to make meaning out of their situation by contextualising 
it. In a similar way they were able to find ways of helping others despite the limitations 
that their diagnosis had bestowed upon them. Continuity theory (Atchley 2000) and a 
meaning-making framework (Park and Folkham 1997) were utilised in this study to 
interpret the early experience of people with Alzheimer’s disease. Striving to continue 
‘being’ in the same vein, while reporting it as a struggle, was of immense importance to 
the participants of this study, who perceived it as a challenge. By contrast, in the Clare 
(2002) study, maintaining continuity was seen as being self-protective and at the 
opposite end of the spectrum from challenge and integration. These two studies give an 
example of two types of continuity: the desire to be (Clare 2002) who they were prior to 
the diagnosis, and the desire to do (Menne, Kinney and Morhardt 2002) what they did 
prior to the study.

2 .4 .7  The s e l f  in f lu x
In a quest to gain a more sensitive understanding of how a sense of self is defined by 
someone who has a diagnosis of dementia, Harris and Sterin (1999) embarked on a 
qualitative study interviewing 17 people with a diagnosis and 15 of their caregivers. 
These 17 people had all been diagnosed within the previous four years and were all 
involved with early stage programmes following diagnosis by physicians at local 
hospitals, therefore no further testing was carried out. This study was vastly different 
from any other and was of collaborative design. One of the researchers, Gloria Sterin, 
had been diagnosed with Alzheimer’s disease so this truly was a study with an insider 
perspective. All participants were made aware of this prior to interview, and were all 
really eager to explore their experiences with the researcher, and acknowledgement has 
been made of how this might have affected the research project adversely. Conversely, 
the experience she had of being diagnosed, and also the great experience she had as a 
researcher, counteracted this. Key themes around the impact of a diagnosis on the 
concept of self were:
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• a  ch an g in g  sen se  o f  s e l f  which reflected the not knowing who you were or who 
you would become

•  lo sses, which reflected loss of independence, self worth and respect, loss of 
relationships, loss of memory, loss of meaningful roles

•  em o tio n a l reaction s, with frustration, anger, embarrassment/humiliation, fear, 
disempowerment and uselessness with frustration being the most common. 
These emotions were linked to efforts to maintain sense of self

•  m ain ta in in g  se lf- id e n tity  through continuity of their past skills and experience.
Harris and Sterin (1999) also identified five different patterns of reaction to the
diagnosis that they called typologies. These are summarised in table 3:
Typology Reactions

I’ll live until I die Fighters, people who actively engaged in living with dementia. Their 
independence helped preserve sense o f self. Accepting o f what life dealt 
them, learned ways to deal with it

I accept what I have Surprised and upset by diagnosis, they faced facts but did not struggle 
against the disease. Could fit their new roles into personal identity 
without damaging the sense o f self

There is nothing wrong 
with me

Denied diagnosis which was too devastating to contemplate and too 
harmful to the sense o f self. Denial necessary way o f maintaining self

I’m struggling to get 
through the day

Overwhelmed by diagnosis and tried to conceal it. Struggled to maintain 
previous activities. This group had great difficulty coming to terms with 
their diagnosis and struggled to try to understand the impact on the self

I’m giving up Most aware of their dependence and resented it. Found no effective way 
of dealing with the disease. Could no longer continue their present self 
because it demanded too much energy. They felt despondent about the 
future

Table 3 A list of typology of different reactions to diagnosis

These five different ways of responding to the diagnosis reflect how individuals 
embrace the knowledge of their diagnosis and try to make meaning of it. For some it is 
a challenge to be faced, a fight to be won, but for others it is a challenge too far and 
demanded too much energy to maintain a continuity of the self identity they once held. 
The core values of that self identity which emerged from the data were meaningful 
productivity, primacy of autonomy and the importance of comfort and security.

They also found that the social psychological milieu could have both an 
affirmative as well as a negative effect on the self-identity. In conclusion they advocate 
that by understanding what happens to the self following diagnosis the social milieu 
could be adapted in such a way as to enable the preservation of the person’s dignity and 
self respect, and reflects the notion of Kitwood (1997: 20) who believed that “if identity 
is to be maintained it will be very largely on what others provide”.
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2.4.8 The self and the illness narrative: co-constructing the story 

In an effort to understand the m eaning  o f  illn ess, it is  often  through the te llin g  o f  the 
illn ess  story to others that it b eco m es m eaningfu l to the person. A ccord in g  to Frank 
(1 9 9 5 ), “ill p eop le  h ave  to learn to think d ifferently . T h ey  learn b y  hearing th em selves  
tell their stories, absorbing others’ reactions, and experience their stories b ein g  
sh a red ...th e  s e l f  is  being form ed  in w hat is to ld ” (p. 1 and 55).

P h inney (2 0 0 2 ) ch a llen ges us to turn aw ay from  the n otion  o f  the s e l f  as 
prim arily independent and to seek  to understand h o w  the s e l f  is  constituted  through a 
relational ex isten ce  w ith  others sharing in the te llin g  o f  that story. W hen the illn ess  
happens to b e dem entia, it is  not a lw ays p o ssib le  to b e  the so le  storyteller, s in ce  stories  
rely  on m em ory and lan gu age and there m ay  b e  so m e lo ss  o f  capacity  in each o f  th ese  
areas. In a study to ex a m in e  w hat happens to the illn ess  narrative w h en  sym ptom s o f  
dem entia b eco m e m ore pronounced , P h inney (2 0 0 2 ) in terview ed  n ine com m unity  
d w ellin g  p eop le , four m en  and fiv e  w o m en  w ith  ages ranging from  64 -8 8  years, w h o  
had been  g iven  a d ia g n o sis  o f  dem entia ju st o ver  tw o  years prior to the study. T h ey  
liv ed  w ith  a fam ily  m em b er w ho w as a lso  in terv iew ed . T h ese  p eo p le  had all b een  
in vo lved  w ith  a research centre or b een  part o f  an early d iagn osis support group. Each  
w as in terview ed three tim es over  a period o f  2-6  m onths and the data gathered w ere  
analysed  u sin g  Interpretive P h en om en olog ica l A n a ly sis . She found that the d iscu ssion  
o f  sym ptom s fluctuated and there w as a ch an gin g  aw areness in  p eo p le ’s stories o f  h ow  
they  experienced  th ese  sym p tom s. P h in n ey  (2 0 0 2 ) concluded  that there are tw o k ey  
aspects o f  the m eaning  o f  the A lzh eim er’s sym ptom  story. First, it is  a story that is  
im p o ssib le  for the storyteller to g iv e  alone, the stories b ein g  jo in tly  liv ed  and jo in tly  
told, w ith  others jo in in g  in  the telling. T he secon d  k ey  aspect o f  the dem entia  story is  
that it is  “inherently and fundam entally  u n k n ow ab le  and un tellab le” (p. 3 4 0 ). In the  
te llin g  o f  the story so m etim es the narrative it s e lf  breaks dow n, w ith  the teller no longer  
able to rem em ber w h o  h e  has told , and w hat h e has to ld  h im se lf  and others o f  h is story. 
A s a result the story b eg in s to b eco m e m ore d ifficu lt to fo llow . T h e story no lon ger  
h o ld s its m eaning. In order to m ake it m ore m ean in gfu l, others jo in  in  the te llin g  o f  the 
illn ess  narrative. O ver the course o f  the illn ess , the story b eco m es m ore and m ore a 
“narrative o f  ch aos” as the illn ess  progresses and it b ecom es m ore d ifficu lt to g iv e  
coheren ce to the co-constructed  story.
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In k eep in g  w ith  b e lie f  that w e  are interdependent b ein gs reliant on others as w e ll  
as our se lv e s  for the sen se  o f  understanding and m aking m ean in g  o f  our situations, V an  
D ijkhuizen , C lare and Pearce (2 0 0 6 ) offered  a L e v e l  o f  C o n n e c te d n e s s  M o d e l  o f  the  
appraisal and co p in g  strategies o f  9  w o m en  w h o had b een  d iagn osed  w ith  early  
A lzh e im er’s d isease . Sem i-structured narrative in terv iew s w ere carried out w ith  the 
w om en  and their fam ily  m em ber, w h o  w a s a lso  in terv iew ed  separately. A n a lysis o f  this 
study w as b y  Interpretative P h en om en o log ica l A n a ly sis  and ten them es w ere  identified  
w h ich  w ere  then consolidated  into three h igher order them es: con n ected n ess, protective  
strategies and adjustm ent. C on n ected n ess m eant a con n ection  w ith  the past socia l 
netw ork o f  relationsh ips includ in g fam ily , socia l roles and fam iliar environm ents, and  
w as exp erien ced  on  a continuum  from  con n ected n ess to d iscon n ected n ess. T he them e  
o f  protective  strategies w as found in  th ose w h o  con veyed  a sen se  o f  the lo ss  o f  m em ory  
as b e in g  no problem . Threats to con n ected n ess w ith  their past, their relationships and 
their environm ent w ere  seen  as p o ssib le  reasons w h y  this group tended to d ow n p lay  
their d ifficu lties. H ow ever, it cou ld  a lso  have b een  that th ese  w o m en  w ere so  secure in  
their relationsh ips that it rea lly  d id not appear to bother them . In the final them e, 
adjustm ent, the narrative accounts su ggested  that they  sa w  their d ifficu lties as a norm al 
part o f  their liv e s  and o f  ju st gettin g  on  w ith  it w h ich  reflected  ev id en ce  o f  a resilien t 
nature.

T h e stu d ies b y  P hinney  (2 0 0 2 ) and V an  D ijkhuizen , Clare and P earce (2 0 0 6 )  
high ligh t the im portance o f  relationships w ith  others and the d ependence on  others for 
the m aintenance o f  the sen se  o f  se lf. In addition, P h in n ey  (2 0 0 2 ) draws attention to the  
w a y  that the p erson  w ith  dem entia and th ose around h im  or her act together to construct 
a coherent narrative account or illn ess  story.

2.4.9 Changing relationships

In all o f  the stu d ies into the su b jective  exp erien ce o f  dem entia  that h ave  b een  rev iew ed  
above, the th em e o f  relationship  em erges to a greater or lesser  extent. T here are a 
m yriad o f  relationsh ips w h ich  are a ffected  b y  dem entia, and the m o st com m on  to be  
reported w ith in  a research context tended to b e  spousal relationships or, m ore rarely, 
relationships w ith in  a fam ily  context.

F am ilies do not occur in  a vacuum  and both D ilw orth-A nderson  (2 0 0 1 ) and  
Pearlin et al (2 0 0 1 ) em phasise that the fam ily  is  not a free standing institution  and n ote

91



that in flu en ces from  a w id er so c ia l context on the function ing o f  fam ilies in clu d e  
culture, v a lu es, and econ om ics.

A lth ou gh  it is not the in tention  here to exp lore and expand socia l netw ork theory  
it is w orth m en tion in g  a study b y  F ratiglioni et al (2 0 0 0 ) in w h ich  it w as found that “a 
poor or lim ited  socia l netw ork increased  the risk o f  dem entia b y  6 0 % ...a n  ex ten siv e  
socia l netw ork seem s to protect against dem entia.” (p. 1315).

B e in g  in  relationships seem s to h ave som e p rotective factors, h o w ev er  it d oes  
not insure against dem entia and the im pact this d iagn osis has on  relationships is  
reported in  th is section .

T h e fo llo w in g  section s fo cu s sp ec ifica lly  on  studies that have exam ined  the 
im pact o f  dem entia  on the sp ou sal relationship; the im portance o f  m utuality  and  
reciprocity  in the relationship; the con cep t o f  cou p le  hood; and the am b ivalen ce and  
am bigu ity  w ith in  relationships.

2. 4.9.1 The impact on the spousal relationship

T he earliest study that in cluded  the person  w ith  dem en tia  w ith in  the relationship  context 
w as W right (1 9 9 3 ) w ho studied  the interactions o f  4 7  cou p les. In 30  o f  them  on e  o f  the 
pair had a d iagn osis o f  A lzh e im er’s d isease, and as a com parison, 17 cou p les w h o  
enjoyed  re la tiv e ly  good  health. Sh e reported the m arital relationship to b e  "profoundly  
different’ for each  o f  the tw o  groups. T he ‘h ea lth y ’ group w as characterised b y  
enjoyed  m utual com panionsh ip , h igh  affectional and regular sexual exp ression , shared  
resp on sib ilities, and lo w  degree o f  ten sion . T he ab ility  o f  couples to take the attitude o f  
the other w as the hallm ark o f  the relationship.

In com parison, m arital relationships w ere a quite different exp erien ce for 
partners w ith in  the ‘A lzh e im er’s group’. P rev iou sly  shared hou seh old  resp on sib ility  
b ecam e the m ain  resp on sib ility  o f  the caregiver sp ou se , tension  w as m uch higher, and 
there w as a n eed  for alternative com panionsh ip . S exu al expression  too w as changed, 
and either lo s s  o f  sexual drive, or increased  desire and dem and, w as experienced , w h ich  
left the caregiver w ith  m ix ed  em otion s. T he attitude o f  the other w as no  lon ger  
reciprocal a lthough the caregiver still retained the capacity  to take the attitude o f  their  
sp ou se and had a com m itm ent to stay  in  the m arriage relationship. T he careg iver’s 
stance w as m ad e m ore p o ssib le  b y  retaining the im age  o f  their sp ou se  as so m eo n e  o f  
value.
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T h e v iew  o f  the relationship  from  the p erspective o f  the person w ith  
A lzh e im er’s d isease  did d iffer to that o f  the caregiver spouse. H ou seh old  
resp on sib ilities w ere seen  as unproblem atic, there w as a perception o f  lo w  tension , and 
the n eed  for a c lo se , c lin g in g  com panionsh ip  w as portrayed. Sexual expression  tended  
to b e either lost, or in  a few  cases w as exaggerated , w h ile  the expression  o f  a ffection  
a lso  reflected  th ese  trends o f  lo w  or h igh  need . T he spouse w ith  A lzh eim er’s d isea se  
sh ow ed  different le v e ls  o f  ab ility  to take the attitude o f  the other, and tended to  
w ithdraw  i f  they  felt th ey  w ere b ein g  rejected. W hen  social contacts w ere  perceived  as 
b ein g  too  com p lex  th ese  w ere constrained. Their com m itm ent to their m arriage  
reflected  their d ep en d en cy  on  their sp ou se  as their m ost sign ifican t other. W right 
(1 9 9 3 ) concluded  that the developm ental ou tcom e o f  the A lzh eim er group w a s  
expressed  b y  the com m itted-dependent relationship  w hich  extends over the d im en sion s  
o f  adaptation and control a lon g  w ith  distortion and disorder. It is clear from  this study  
that A lzh e im er’s d isease  has a dram atic im pact on  the marital relationship.

M arital interactions w ere  the subject o f  a study b y  G allacher-T hom pson, et al. 
(2 0 0 1 ). T h ey  com pared the interpersonal interactions o f  27  careg iv in g  w iv e s  and their  
husbands w ith  A lzh e im er’s d isease  w ith  2 7  n on -caregiv in g  w iv e s  and their husbands. 
Each cou p le  w as v ideorecorded  w h ile  perform ing tw o d istinct tasks. T ask on e  
recorded interactions over a m eal tim e w h ile  task tw o recorded the jo in t p lanning o f  a 
future event. T h ey  w ere a lso  asked to com p lete  questionnaires to a ssess depression , 
stress, relationship m utuality and p erceived  hope. T he results o f  th is study sh ow ed  that 
careg iv in g  w iv es  reported h igher lev e ls  o f  depression  and stress, although th ey  h eld  
sim ilar shared va lu es and fee lin g s o f  c lo sen ess . U nsurprisingly, non  careg iv in g  
cou p les appeared to b e  m ore interactive and supportive. C aregiving w iv e s  w ere m o st  
facilita tive  during the future planning task and husbands w ith  A lzh eim er’s d isea se  
scored  m ost h ig h ly  on  rapport build ing.

Pearlin, et al (2 0 0 1 ) found that caregivers reported that there w as a d ec lin e  in  
shared activ ities, lo ss  o f  em otional support from  their spouse coupled  w ith  a reduction  
in  the quality o f  verbal com m unication . S h e p osits that th ese  changes m ay  h a v e  
n egative  con seq u en ces on  both m orale and perceived  changes in  the in tim acy  and  
satisfaction  o f  the m arital relationship, and recom m en ds that p rofession als w ork ing  w ith  
p eo p le  w ith  dem entia and their fam ilies undergo training in relationship  co u n se llin g  in  
order to address the con seq u en ces and issu es  arising from  the changing  relationship  and  
the en su in g  distress w h ich  is  experienced  as a result o f  these changes.
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2.4.9.2 The importance o f mutuality and reciprocity

O ne o f  the m ost sign ifican t factors in  the relationships o f  so m eo n e  w ith  dem entia w a s  
m utuality. In a study b y  B aik ie (2 0 0 2 ), four distinct groups w ere defined: h ig h  m u tu a l i ty  
( in te r n a lly  r e in fo r c e d )  w h ich  reflected  the continuity o f  a strong lo v in g  relationship; 
h ig h  m u tu a lity  ( e x te r n a l ly  r e in fo r c e d )  w h ich  indicated that b oth  parties w ere ga in in g  
sim ilarly, e .g . the m other m ay  b e  cared for  b y  a daughter w h o w a s dependent on  her for  
housing; lo w  m u tu a l ity  w h ich  often sig n ified  the breakdow n o f  fa m ily  relationships; and  
n o  m u tu a lity , w h ich  w a s w hen  fa m ily  m em bers w ere resentful o f  the person  w ith  
dem entia and the destructive effect that it had on the rest o f  the fam ily, and o ften  
thought that death w a s a preferred option . M utuality had the strongest in flu en ce  on  the  
d ecision  around entry into full tim e institutional care, m ore than any other factor, 
although another three w ere also s ign ifican t in fluences on this d ecision: caregiver  
m anagem ent ability , m oral values and le v e ls  o f  tension. T h is study sam p le has  
com prised o f  tw o thirds spousal relationships and one third children caring for a parent.

2.4.9.3 Couplehood

T he issu e  o f  ‘co u p leh o o d ’ form ed the b asis o f  a sin g le  ca se  study reported b y  
H ellstrom , N o la n  and Lundh (2 0 0 5 ), w h o  contend that w e  shou ld  b e  studying  p eo p le  
w ith  dem entia as so c ia l b e in gs rather than m onads w ith  the em phasis on  the person  w ith  
dem entia as a relational being. This s in g le  case  w as part o f  a larger constructiv ist study  
in  w h ich  2 0  sp ou se  cou p les engaged in  four in terview s over a sp ace  o f  18 m onths. T he  
cou p le  in  this study, w h o  had agreed to en gage  in the co-construction  o f  their story and  
provide agreem ent for the researchers’ account o f  this, w ere in terv iew ed  sim u ltan eou sly  
b y  tw o different researchers. Each in terv iew  w as analysed u tilis in g  constant com parison  
m ethods prior to the n ext interview  taking p lace, in  order that earlier them es em erg in g  
from  the data cou ld  b e  explored. T he w ife  had b een  d iagn osed  w ith  dem entia and the  
husband w as her prim ary carer.

T he study recounts, from  the co u p le s’ narrative, w ays in  w h ich  both partners 
continued to ‘seek  in v o lv em en t’ through the shared activ ities in  w h ich  the husband  
active ly  reinforced, rather than negated , h is w ife ’s sen se  o f  agen cy . T he relationsh ip  
w as truly reciprocal and th ey  responded as a cou p le  to the m an y  ch a llen ges p o sed  b y  the  
diagnosis o f  dem entia. H elp ing h is w ife  provided the husband w ith  a sen se  o f  p u rpose  
that had b eco m e part o f  h is identity as h e  sen sitiv e ly  encouraged her to continue to do  
as m uch as she cou ld  w ith  m inim al, sen sitiv e  support, in  order to avo id  underm ining h is
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w ife ’s s e l f  esteem . D o in g  th ings together w as an exten sion  or continuance as to h o w  
they  had alw ays m anaged  their relationship  and they w ere very  in v o lv ed  in activ ities  
centred round their Christian faith and their church. O ne o f  the th ings that they found  
h elpfu l in  m aintaining their in vo lvem en t w as to inform  their church m em bers o f  the  
w ife ’s d iagn osis, w h o  n o w  too  help  in  an affirm ing w a y  through b e in g  aware o f  the  
diagn osis b y  provid in g  assistance. It w as not clear from  the study w h ich  o f  the cou p le  
inform ed the church m em bers o f  the d iagn osis. A lth ou gh  H ellstrom , N o lan d  and Lundh  
(2 0 0 5 ) have not yet reported on the fu ll study, early analysis sh o w s that desp ite this  
cou p le  b ein g  unique there w ere sim ilar features in  others in  the study that w ere seen  as 
operating as a couple. T h e researchers call for a sh ift in  focu s from  the person w ith  
dem entia to ‘the co u p le ’ in  spousal relationships as they are a ctiv e ly  in v o lv ed  in  
w orking together.

T he n otion  o f  continu ing cou p leh ood  w as the b asis for the study b y  K aplan  
(2001) w h o exp lored  to w hat degree cou p les still felt married w h en  on e  sp ou se w ith  
A lzh eim er’s d isease  had b een  institutionalised . In th is study, 68 p eo p le  w ith  sp ou ses  
still liv in g  at h om e w ere in terview ed  and findings sh ow ed  that there w as boundary  
am biguity, and fiv e  d ifferent categories em erged  from  the data. T h ese  w ere on  a 
continuum  from  strongly  fee lin g  part o f  a ‘w e ’ to fee lin g  strongly  about b e in g  an ‘I’. 
H ow ever, not all caregivers perceived  th em selves at the sam e starting p oin t and w h ile  
there is  undoubtedly change occurring w ith in  the cou p leh ood  relationship , it is unclear  
as to h o w  m uch  each person  has m oved  a lon g  the continuum .

A  rather different m ethod  o f  studying  the interaction o f  cou p les w a s instituted  
b y  Clare and Shakespeare (2 0 0 4 ). T h ey  recruited ten cou p les from  a m em ory  c lin ic  (on e  
o f  the cou p le  b e in g  recen tly  d iagnosed  w ith  dem entia) w ith  M M SE  scores ranging from  
2 0 -2 9 , and ages ranging from  52-83  years. T h ey  w anted  to record conversations  
b etw een  the cou p les about their d iagn oses. A lth ou gh  all o f  the partners had been  g iv en  
the d iagn osis, o n ly  three o f  the ten  participants had b een  told and it w a s therefore not 
p o ssib le  to introduce the research subject as the exp erien ce o f  dem entia, but it had to b e  
changed to the exp erience o f  p eo p le  attending a c lin ic  for ad v ice  about their m em ory  
problem s. T h ey  w ere then invited  to h old  a fiv e  m inute conversation  w ith  each other  
and co m e up w ith  a statem ent about their present situation. T his conversation  w as  
recorded, although the researcher did not stay  in  the room  w ith  the participants during  
that tim e.
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T he approach u tilised  in the analysis o f  th ese  recordings w as inform ed  
conversational analysis. It w a s found that m ost o f  the participants w ith  dem entia w ere  
uncertain as to w hat their task w as, w h ich  could  have placed them  at a disadvantage. 
Partners offered  cues to enter the conversation  and frequently took  control o f  the  
conversation -  w ith  partners defin in g  w hat should  b e  d iscu ssed . It w as interesting to 
n ote that partners avoid ed , or skirted round the em otional pain or concerns o f  the person  
w ith  dem entia, w ith  partners in sistin g  on norm al resp on ses, w h ich  led  to the person  w ith  
dem entia b e in g  in  danger o f  b e in g  silenced . R esistin g  this p rocess required p ersisten ce  
and determ ination, or w as overridden b y  the need  to preserve the relationship.

In other cou p les, the partner defined  them  as b ein g  or h av in g  a problem . A  
central task o f  this participant w as to resist m alignant p osition in g . T he b a lan ce o f  
p ow er w as noted to h ave  m oved  to the partner. T he fear o f  the participants for their 
future w ent largely  unheard, and very  few  addressed any o f  the issu es  o f  the im pending  
d eclin e, and often  resp on ses w ere d ism iss iv e  in  nature. Partners p osition ed  the cou p le  
as h elp in g  each other although positioned  th em selves in  various w ays, such as 
collaborators and helpers, although this w as som etim es d ifficu lt to sustain. 
C onversations also en com p assed  a societa l com ponent offerin g  the agein g  p rocess as a 
reason for the m em ory d efic it w ith  on ly  on e cou p le  draw ing on m edical d iscourse, 
referring to it as a d isease , and in this w ay  w ere able to engender h op e o f  a cure for the 
future.

R esistance w as a k e y  fin d in g  o f  th is study w ith  participants struggling to retain  
their v o ice , express their fears and fee lin g s, and a lso  stru gglin g  to resist b e in g  
p osition ed  n egatively . Partners also portrayed resistance but in  fu ll ack n ow led gem en t 
o f  the d iagnosis, w ith  a reluctance to facilitate the exp ression  o f  their partners’ fe e lin g s  
o f  fear, and th ey  preferred to avoid  stress. T here w as a lso  a resistan ce to co llu d e w ith  
their partner’s face  sav in g  attem pts or to en gage in  norm alising and m in im izin g . It w a s  
concluded  that th ese  form s o f  resistance w ou ld  lead to the p erson  w ith  dem entia b e in g  
placed  at a disadvantage. T he partners tried to p osition  the cou p le  in  an acceptable w a y  
as w ork ing  together but m ore detailed  analysis b e lied  this attem pt and reflected  the sh ift  
in  p ow er to the partner w ith  the beginn in gs o f  m alignant p osition in g  evident.

T he studies rev iew ed  in  this section  provide pow erfu l ev id en ce  o f  the  
s ign ifican ce  o f  cou p le  relationships as a m eans o f  m ediating the e ffec t o f  dem entia. 
T h ese  studies have u sed  in ten sive  m ethods o f  qualitative analysis to id en tify  a range o f  
interaction patterns and language strategies that are u sed  w ith in  cou p les to construct
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shared m ean in gs around the exp erien ce o f  dem entia. T h is research in clu d es va luab le  
indicators o f  the type o f  p ositive , supportive relationship that can enable a person w ith  
dem entia to retain se lfh ood  and a gen cy  to a m axim um  degree.

2.4.9A  Couples1 reactions to diagnosis

In an earlier section  o f  this chapter (see  2 .3 .6 .4 )  research into the role o f  the doctor in  
d isc lo sin g  a d iagn osis w as d iscu ssed . That earlier section  a lso  rev iew ed  research into  
p atien ts’ v ie w s  o f  d iagn ostic  practices. In the present section , studies that h ave  look ed  
at the im pact o f  d iagn osis on  the ‘co u p le ’ are considered to exam in e the m ean in gs that 
cou p les have constructed from their early d iagnosis.

R ob in son , Clare and Evans (2 0 0 5 ) recruited n in e cou p les from  four m em ory  
c lin ics  in  L ondon , w ith  on e partner h av in g  a d iagn osis o f  dem entia; fiv e  w o m en  and  
four m en  ranging in  age from 45 -7 3  years, and w ith  an average M M SE  o f  2 3 /3 0 . T he  
tim e they had b een  d iagnosed  ranged from  tw o m onths to tw o years. T he study utilised  
sem i-structured, s in g le  in terv iew s to exp lore the exp erien ces, understandings and shared  
constructions o f  their d iagnosis and illn ess. C ouples w ere  offered  a fo llo w  up  
cou n sellin g  se ss io n  although this w as not taken up b y  any o f  the participants. 
Interpretive P h en om en olog ica l A n a ly sis  w as the ch o ice  o f  m ethod o f  analysis. 
Influenced b y  theories o f  lo ss  and acceptance o f  chronic illn ess in  the interpretation, a 
m od el o f  the p rocess w as offered  as cou p les appeared to b e in  an o n g o in g  p rocess o f  
‘m aking sen se  and adjusting to lo s s ’.

R ece iv in g  a d iagnosis had both  p o sitiv e  and n egative  effects , although it did not 
alw ays increase the co u p les’ understanding or acceptance o f  w hat th ey  w ere  
experiencing. For so m e it confirm ed a problem , provided r e lie f  and understanding  
w h ilst m aking  it m ore d ifficu lt to d en y  w hat w as happening For others the con verse  
experience w a s that it did not a llev iate  the uncertainties about their m em ory  prob lem s, 
w ith  m ost lo o k in g  for m ore inform ation e lsew here. T he lack  o f  practical support to  
cou p les has a bearing on their fee lin g s o f  iso lation , together w ith  the fact that noth ing  
could  b e  done. T h e process o f  adjustm ent to lo ss  and m aking sen se  w as akin to that 
found in  m o d els  o f  grief.

T he p rocess o f  ack n ow led g in g  lo ss  w as an im portant step  in  the overall p rocess, 
w ith  a lo ss  o f  independence, m em ory lo ss , and lo ss  o f  previous ro les and life s ty le  w ith  
fee lin g s o f  depression  and frustration that accom panied the lo sses. C hanges in  the 
relationship revealed  an inequality  in  p ow er, and changes in  their role w ith in  the
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relationship  w ere a lso  reported. T he findings o f  this study su ggest that it m ay  b e usefu l 
to help  cou p les m ake a jo in t construction that en ab les them  to m ake sen se  o f  w hat is  
happening to them , find w a y s o f  adjusting to the changes experienced  in  their identity  
and their ro les, and help  to m anage lo sse s  in the face  o f  a d iagn osis o f  early dem entia.

2.4.9.5 Ambivalence and ambiguity

S om e studies into the exp erien ces o f  cou p les, in w h ich  one partner has b een  d iagnosed  
w ith  dem entia, have identified  h igh  lev e ls  o f  am bigu ity  and am b iva len ce w ith in  the  
cou p le  relationship  fo llo w in g  the event. In a recent study, de V u gt et al (2 0 0 3 ) found  
that there w as am bigu ity  from  caregivers b ecau se they  experienced  deterioration in their  
relationship  but at the sam e tim e they  felt m uch  c lo ser  to their partner than in  the past. 
B ehaviour problem s w ere cited as the m ain contributory factor to the deterioration in  
relationship. P a ssiv e  behaviour, such  as apathy, seem ed  to b e  m ore destructive w ith in  
the relationship  than ex c e ss iv e  behaviours. A pathy  reflected a lack  o f  reciprocity  
w h ich  w as a k ey  feature in  the breakdow n o f  the relationship.

E lon iem i-S u lk ava  et al (2 0 0 2 ) reported that changes in the m arital relationship  
reported b y  sp ou se  caregivers sh ow ed  a d eclin e  in  happiness, in  the equality  o f  the  
relationship, and in expression  o f  sexual n eed s s in ce  the onset o f  dem entia. Sm ith  et al 
(2002) found that the illn ess a ffected  all areas o f  life , both for the patient and the  
caregiver, in clu d in g  spiritual, lega l, financial, h ou sin g , m edical and em otional n eed s  
and concerns.

Forbat (2 0 0 3 ) exam ined  the relationship  o f  tw o w om en , a m other and daughter, 
on e the carer and on e the cared for, through the m edium  o f  talk u tilisin g  a d iscou rse  
analysis approach. A  s in g le  case  study w a s presented to illustrate the identity  
constructions and longstanding relationship  d ifficu lties. T his account is  o f  on e  person  
w ith  dem entia w h o is  in  residential care and the other w ith  her daughter; it is  unclear as 
to the extent o f  the dem entia. O ne event is  constructed as tw o different stories that 
illustrate the ten sion s w ith in  the current relationship. This form  o f  analysis brings a 
different d im en sion  to the problem s inherent in  the relationship and exam in in g  an 
incident in  the past projected this m ean in g  into the current d ifficu lties o f  th e relationship  
and Forbat (2 0 0 3 ) su ggested  that this approach had the potential to h elp  understand, 
explore and deal w ith  current d ifficu lties  w ith  p eop le  w h o  h ave lo n g  shared h istories. 
T he sen sitiv ity  to the language u sed  w as seen  as a k ey  to the understandings and  
m eanings o f  the narrative w h ich  in clu d es that o f  the person w ith  dem entia. A lth ou gh
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this study su ggests an o n g o in g  process, she o n ly  conducted  s in g le  in terv iew s and did  
not trace the reactions over tim e.

2.4 .9 .6  The impact o f dementia on relationships: summary o f key themes 

T h e stud ies rev iew ed  in  this part o f  the th esis su ggest that relationships p la y  a m ajor  
role in  determ ining the trajectory and quality  o f  life  o f  p eop le  d iagn osed  w ith  dem entia. 
R esearch  has identified  the typ es o f  supportive and collaborative patterns that are 
associa ted  w ith  good  ou tcom es, and the types o f  n egative  and m alignant relationsh ips  
that lead to poor outcom es. T h e studies that have been  carried out h ave  largely  focu sed  
on relationships b etw een  intim ate partners (u su a lly  husbands and w iv e s )  -  there is  
clearly  a need for research that explores w id er sets o f  relationships, for exam p le, the  
children and m em bers o f  com m unities. M eth od o log ica lly , m an y  o f  the stud ies that 
h ave b een  rev iew ed  have found it n ecessary  to u se  a com bination  o f  in terv iew in g  and 
observation  in order to co llec t su ffic ien tly  rich data on  the phen om en a b e in g  
in vestigated .

2.4.10 Conclusions: research into the subjective experience o f people with early 

dementia

T he studies that have been  d iscu ssed  add a great deal o f  understanding o f  the m ean in g  
o f  the subjective exp erien ce o f  an early d iagn osis o f  dem entia. From  th ese  w e  can g lean  
that com in g  to term s w ith  a d iagn osis appears to b e  a continual, yet cy c lica l p rocess, 
dependant upon the p erson ’s aw areness and ab ility  to respond and adjust to n ew  and  
different internal and external changes. T he p rocess has b een  described  as staged , 
m o v in g  through distinct stages on e to the next. There is ev id en ce  o f  a struggle for  
continuity . In all o f  th ese  stu d ies the se lf-id en tity  o f  the person  is  im plicated , and is  
described  as b ein g  in  a state o f  flux  told through the illn ess narrative and shaped b y  
reactions o f  others in the relationship , w ho can contribute to either a p o s it iv e  or n egative  
sen se  o f  se lf. T h ese find ings are the results o f  studies, all o f  w h ich  are qualitative in  
nature, but each design ed  d ifferently, w ith  sam p le s izes  ranging from  fiv e  to tw en ty  
participants, all at varying d egrees o f  tim e fo llo w in g  a d iagn osis, and w ith  participants  
h av in g  d iffering cogn itive  function.

M any o f  the studies w ere  carried out w ith  h ig h ly  educated p eop le , w h o  m a y  b e  
m ore lik e ly  to seek  early d iagn osis or agree to enter research program m es, or perhaps  
both. It is com m on practice in  these studies to record on e or m ayb e tw o  in terv iew s,
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so m e w ith  va lidation  o f  spouse/carers, and w ith  a fe w  adding observation  to their  
m ethod  o f  data gathering. O n ly  on e study spanned a 6 m onth  period, and then it w a s an 
in terv iew  at the b eg in n in g  and at the end o f  the 6 m onths w ith  no observation  o f  w hat 
happened in  betw een . M issin g  from  the literature to date are stud ies that fo llo w  p eo p le  
in ten sively , and in their ow n  environm ent, over  a prolonged  course o f  tim e in  the p ost
d iagn ostic  period, and there are no reports that su ggest the researcher b eco m e  part o f  
that lived  exp erien ce in  order to reach a deeper understanding o f  the p ost-d iagn ostic  
experience.

T he material that has b een  rev iew ed  reinforces recent ca lls  to practitioners and 
therapists to see  p eop le  w ith  a d iagn osis o f  dem entia w ith in  a relationship  con tex t and  
not as p eop le  in  iso la tion  (N olan , K ead y  and A veyard  2 0 0 1 , Sheard 2 0 0 4 ), w ith  
interventions b e in g  tailored to incorporate as w id e  a netw ork as p o ssib le  o f  fa m ily  and  
friends (V an D ijkhuizen , Clare and P earce 2 0 0 6 ). In order for th is to happen there is  a 
n eed  for an understanding o f  w hat happens in, and to the relationships o f  w h ich  the 
d iagn osis o f  dem entia is a factor.

A lthough  there is  a paucity  o f  literature on relationships w ith in  the con text o f  the 
person  w ith  dem entia, m uch w as learned from  the studies reported above. T h e im pact 
on  the relationship w as seen  in  term s o f  b ein g  both pragm atic and p sy ch o lo g ica l in  
nature. R esp on sib ilities and ro les changed  w ith in  the relationship  and p rev iou sly  shared  
h ou seh old  tasks b eco m e the resp on sib ility  o f  the caregiver. C hanges in the relationship  
w ere characterised b y  a lack o f  recip rocity  and m utuality, sexu al exp ression , increased  
tension , w ith  d im in ished  interaction and support. Shared activ ities w ere few er, w ith  a 
reduction in verbal com m unication . T h e lo ss  o f  m utuality  and reciprocity  w ere  the  
m ost lik e ly  indicators o f  w hether so m eo n e  w ith  m ore advanced dem entia  w o u ld  enter  
fu ll tim e nursing/residential care.

C ouplehood w as explored, and issu es  around adjusting to change and h o w  
p eo p le  continued w ith  shared activ ities. It seem ed  that the p erson  w ith  the d iagn osis  
provided lo v e  and com panionsh ip  w h ile  the partner b ecam e m ore active  as a helper, and  
sen sitiv e ly  encouraged continu ity  o f  p rev iou s activ ities b y  b eco m in g  m ore in v o lv ed  in  a 
subtle w ay. O ne helpfu l e lem en t w as sharing the d iagn osis w ith  friends and fa m ily  w h o  
provided  affirm ative support. T h e sh iftin g  o f  the balance o f  p o w er  b ecam e ob v io u s in  
relationships w here p eo p le  w ith  dem entia  b ecam e le ss  pow erfu l and m ore dependent. 
S p ou ses avoided  d iscu ssin g  strong em otion al pain or fee lin g s , and at tim es in  
conversation p eo p le  w ith  dem entia w ere  in  danger o f  b e in g  silen ced . M alignant
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p osition in g  w as d ifficu lt to resist as w as the struggle to m aintain a v o ice . Indeed, all 
aspects o f  life  w ere  affected .

T he stud ies reported a b o v e  are the b eg in n in gs o f  a b od y  o f  literature starting to  
dem and m ore o f  an understanding about h o w  dem entia  is  understood w ith in  the socia l 
m ilieu . D esp ite  b e in g  d escrib ed  as a p rocess, the m ajority o f  the research is  undertaken  
u tilis in g  sin g le  ep isod e q u alitative in terview s. R esearchers h ave  to date b een  reluctant 
to build  relationships w ith  fa m ilies  and b eco m e in v o lv ed  w ith  them  over  tim e in  order 
to gain  a better understanding, and no ethnographic data has b een  co llec ted  during a 
len gth y  post d iagn ostic  period.

In order to gain  n ew  understandings o f  w hat happens in  the p ost d iagn ostic  
p rocess this present stu d y  w a s d esign ed  to en gage w ith  p eo p le  liv in g  w ith in  a 
relationship  con text in order to fill this gap in  the literature and gain  a clearer 
understanding.

2.5 A Review of Research into the Role of Counselling in Early 

Dementia

T w o o f  the m ain them es to em erge from  the rev iew  o f  the literature so  far are the 
im portance o f  relationships in  the p ost-d iagn osis p h ase and the n e c e ss ity  o f  gradually  
d evelop in g  a sen se  o f  s e l f  that integrates the reality  o f  b e in g  d iagn osed  w ith  dem entia. 
C ou n sellin g  is  a form  o f  h elp  that is  w id e ly  availab le  in all W estern  industrialised  
so c ie ties , and w h ich  operates through a trusting and safe  relationship  to enable the  
person  to en gage in  se lf-exp loration  and repair. H ow ever, the co u n se llin g  w orld  has  
b een  s lo w  to respond to the n eed s o f  p eo p le  w ith  early dem entia and as a result there is  
little  em pirical ev id en ce  to date that reflects the lack  o f  en gagem en t o f  cou n sellin g  
researchers in  th is fie ld . A  system atic  rev iew  o f  cou n se llin g  for o ld er p eo p le  revealed  
no studies o f  p ost-d iagn ostic  co u n se llin g  for p eo p le  w ith  dem entia (H ill and B rettle  
2 0 0 4 ).

Literature pertaining to co u n se llin g  is  largely  anecdotal or c lin ica lly  based  and 
a-theoretical (Bartlett 2 0 0 3 , 2 0 0 3 , B ender 1999 , C heston 1998 , 2 0 0 0 , G ib son  1999, 
K itw ood  1990, Labarge 1981 , W hitsed-L ip insk a 1998). H ow ever , W o o d s (2 0 0 3 )  
ack n ow led ges the d ifficu lties  o f  co llec tin g  research ev id en ce  and w arns o f  the fo lly  o f  
em barking on prem ature “ ‘go ld  standard’ random ized  controlled  trials (R C T s)” (2 0 0 3 ,
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p. 5) w h ich  w ou ld  b e  inappropriate at early developm ental sta g es o f  n ew  approaches.
H e su ggests  m eth o d o lo g ies such  as s in g le  case  studies as a m eth od  that m ay b e  helpfu l
in the p rocess o f  d ev e lo p in g  interventions.

In a call to listen  to the narrative accounts o f  p eo p le  w ith  dem entia Sutton and
C heston  (1 9 9 7 ) warn o f  w hat w e  w ill hear

“W e are listen in g  to p eo p le  ta lk ing about a pain  that m ay  w e ll one day b e  our  
ow n  or that o f  our husbands, w iv e s , fathers and m others. W e  cannot m ake this  
future ‘better’ in  the sen se  o f  tak ing this pain away: w e  can  o n ly  try and listen  
and to help  the person  fee l that th ey  have b een  heard. This is as hard as it is 
necessary” (em p h asis added) (p. 162)

That co u n se llin g  is  n ecessa ry  for a person  w ith  dem entia  is  not a contentious  
is su e  w ith in  this th esis. Instead, there are tw o areas that require further inquiry. First, 
there is  the question  o f  h o w  co u n se llin g  can b e  m ost appropriately offered to p eop le  
w h o h ave received  a d iagn osis  o f  dem entia. S o m e su ggestion s in relation to this 
question  are offered  in  Chapter 7 . T h e other area is  concerned w ith  the ev id en ce  b ase  
for co u n se llin g  and dem entia . T he fo llo w in g  section s o f  Chapter 2 consider the 
availab le  studies o f  co u n se llin g  p eo p le  w ith  dem entia, w ith  a focu s on individual 
co u n se llin g  as an intervention  for early d iagn osis.

2.5.1 Is therapy possible?

A  study b y  G reenw ood  and L oew enthal (1 9 9 8 ) p osed  the q u estion  o f  w hether or not 
therapy w as p o ssib le  w ith  so m eo n e  w h o  has a d iagn osis o f  d em entia , and although no  
firm  con c lu sio n  w as reached, in teresting observations about the research process, a 
s in g le  case  study, w as o p en ly  d iscu ssed . D ifficu ltie s  w ere noted  b eca u se  the therapist 
w as also  the researcher and ev id en ce  su ggested  that the research d esig n  had in flu en ced  
therapy. T here w as n o  ind ication  o f  the severity  o f  the dem entia  that this m an  
experienced , and although h e  is  described  as b e in g  in  a ‘h o m e’ it is  unclear i f  th is w as  
b ecau se o f  h is dem entia  or other reasons. T he con clu sion  reached w as that it w as  
im p o ssib le  to k n ow  i f  the c lien t had b en efited  from  th e m eetin gs w ith  the 
therapist/researcher but th ey  had b een  o f  great interest to the researcher.

2.5.2 Opportunities fo r  early intervention

T h e study into the em otional resp on ses to a d iagn osis o f  dem entia  illustrates the area in  
w h ich  co u n se llin g  m ay  b e  e ffec tiv e . T h e m o st com m on w orry  o f  p eop le  w ith  a 
d iagn osis o f  dem entia is related to the fear, w h ich  includes fear o f  others fin d in g  out,
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fear o f  b e in g  ju d ged , fear o f  future depen d en ce, and not b ein g  listen ed  to, accord ing to  
H usband (2 0 0 0 ). A  sam ple o f  ten p eop le , seven  w om en  and three m en, agreed to take  
part in  the study and w ere recruited from  p eop le  w h o  had b een  referred for 
n eu rop sych olog ica l assessm en t and w h o  w ere  subsequ ently  g iven  a d iagn osis o f  
dem entia. T heir average M M SE  w as 2 3 .4 /3 0 . T h ey  w ere asked tw o questions about 
w hether th ey  had b een  w orrying a lo t about their m em ory problem s and w hat thoughts  
had they had regarding w hat m ight b e  cau sin g  the m em ory problem s. H avin g  then  
received  their d iagn osis  from  the C onsultant Psychiatrist o f  C lin ica l P sy ch o lo g ist, they  
w ere inv ited  to return in 6 m onths to take part in the second  part o f  the study. T his a lso  
com prised  o f  tw o op en  ended questions w h ich  w ere, “w hat are you  m ost w orried about 
in  relation to your d iagn osis?” and “w hat e ffec ts  has the d iagn osis had on  you ?” (p. 
54 5 )

M od e o f  an a lysis w as content an a lysis and frequency counts o f  the handw ritten  
n otes at in terv iew . T h e forem ost issu e  to w h ich  participants m ade reference w as the 
socia l stigm a o f  h a v in g  dem entia and th ey  felt asham ed and hum iliated. T h ey  w ere  
greatly  concerned  about others find ing  out and lived  in  fear o f  this b ecau se they  felt that 
others w ou ld  treat them  differently. T h ey  also  h eld  n egative  b e lie fs  o f  the future 
presentation o f  the se lf , fee lin g  they  m a y  b eco m e stupid or incom petent. T his led  to the  
adoption o f  unhelp fu l cop in g  strategies that resulted in an increased an xiety  and 
low erin g  o f  a ccess to ga in in g  a valued  socia l identity  thus lo w er in g  se lf-esteem . Fears 
o f  the future w ere based  on im ages h eld  o f  their previous, n egative  exp erien ces o f  
dem entia w ith in  their socia l netw ork, w ith  fears o f  not b e in g  listen ed  to or consu lted  
about anything, h o ld in g  a v iew  that p eo p le  w ith  dem entia did not count, e sp ec ia lly  w ith  
health  care p ro fession a ls. T he e ffec ts  o f  personhood and se lf-esteem  w ere o f  
param ount im portance to this cohort.

T h ese  are all w orries w h ich  cou ld  p o ssib ly  b e  d im inished  w ith  appropriate  
psychotherapeutic interventions. Such  interventions could  a lso  serve to enhance se lf
esteem  and facilita te  continued en gagem en t w ith in  their soc ia l m ilieu  w ith  the  
m aintenance o f  a narrative s e l f  identity  b e in g  a p o ssib le  target for therapy. W h ilst it 
w as recogn ised  that this study had a fa irly  sm all sam ple it w as eq u ally  o f  im port to n ote  
that 100%  o f  p eo p le  v o iced  sim ilar fears, w orries and concerns. T he find ings o f  this 
study gave a greater understanding o f  the thoughts and fee lin g s  that p eo p le  exp erien ce  
fo llo w in g  an early d iagn osis and served  as a good  b asis on  w h ich  to b eg in  d esign in g  
appropriate therapeutic interventions.
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2.5.3 Post-diagnostic counselling

O ne very  early p ilo t study conducted  in  A m erica b y  Labarge et al (1 9 8 8 ) w ith  p eop le  
w ith  m ild  dem entia sh ow ed  that no e ffec t w as ev id en t after the study. In light o f  the 
d esign  o f  the study and the expectations o f  the cou n sellin g  session , it is hardly  
surprising that this w as so. T w o  groups w ere enrolled  in  the study, on e  experim ental 
and on e control group Each w a s random ly assigned  eleven  p eop le  w ith  e igh t p eop le  
com p letin g  the experim ental group study. T his group received  tw o individual sessio n s  
o f  50 m in u tes each, w ith  the first se ss io n  taken up w ith  p sychom etric tests. S e ss io n  tw o  
w as d esign ed  around the fo llo w in g  structure: b u ild in g  rapport; gathering inform ation  
about p atien ts’ fee lin g s regarding their exp erien ce o f  m em ory loss; exp loring  
alternatives and w ays to deal w ith  loss; confronting incongruities; and g iv in g  
inform ation about the d isease  p rocess. T he aim  o f  the sessio n  w as to a llev ia te  stress, 
frustration and anxiety, m aintain  self-determ ination , and help deal w ith  m em ory  loss. 
T h ese seem ed  to b e unrealistic expectations o f  o n e  cou n se llin g  session . W h ile  it w as  
observed  that both groups ben efited  em otion ally  from  the interactions o f  the pre- and 
p o st-co u n se llin g  testing, th ey  con clu d ed  that there w as no sign ifican t d ifference  
b etw een  the tw o groups b ecau se  both essen tia lly  received  treatment. H ow ever, 
observations m ade su ggest that p eo p le  w anted ta lk ing sessio n s to w ork through issu es  
in a co g n itiv e  w ay , that they  requested m ore w ritten inform ation and w anted  som eth in g  
to help  w ith  their lo sses. T here w a s no detail o f  the theoretical m od el u tilised  during  
th ese  sess io n s , neither w as there detail about w hat happened ( i f  anything) w ith  the  
control group.

C ou n sellin g  for p eop le  in  the p ost-d iagn ostic  period has been  incorporated into a 
study o f  e ffec ts  o f  early in tervention  w ithin  the con text o f  a m em ory c lin ic  (M on iz-  
C ook  et al 1998). T he sam ple in  this study w as d iv id ed  into tw o groups; the first fifteen  
p eop le  d iagn osed  w ere referred to their local C om m u n ity  M ental H ealth T eam  (w h ich  
w ou ld  b e  norm al standard practice) and they b ecam e the control group. T h e next  
fifteen  p eo p le  d iagnosed  b eca m e the early intervention experim ental group. 
C ou n se llin g  w as incorporated as part o f  the early intervention package, w h ich  w as  
delivered  b y  a c lin ical p sy ch o lo g ist. A lo n g  w ith  the g iv in g  o f  the d iagn osis, the  
in tervention  package included  crisis prevention ad v ice  and p sych o-ed u cation al input 
about w e llb e in g  o f  the person w ith  dem entia and their fam ily  over a 4 -1 4  w e e k  period. 
T his cohort w a s then referred on  to their loca l C om m unity  M ental H ealth  T eam  for
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con tin u ed  support. W h ilst acknow ledging  the m eth od ologica l lim itation s o f  this p ilo t  
stu d y the researchers c la im  that few er p eo p le  in  the experim ental group had been  
institutionalised  at the end o f  18 m onths and c ite  early co u n se llin g  as on e  p o ssib le  
reason  for this, “experim ental fam ilies w ere particularly enthusiastic about the early  
co u n se llin g  aspect o f  the intervention” (M on iz-C ook , et al., 1998, p. 2 0 9 , M on iz-C ook
1998).

W ith in  a C ogn itive-B eh aviou r T herapy (C B T ) paradigm , H usband (1 9 9 9 )  
described  the p ost-d iagn ostic  intervention o f  three p eop le  fo llo w in g  their d iagn osis o f  
dem entia . T he standard approach to therapy had to b e  m o d ified  in  order to 
accom m od ate the co g n itiv e  d eclin e  in  three m ain  areas and b y  s lo w in g  the pace, and no  
form al hom ew ork  or w ritten  records w ere requested. T his study did not em p lo y  
standardized ou tcom e m easures but the su b jective  experience o f  the participants w as  
in v ited , and the su b jective  v iew  o f  the therapist noted. Participants reported that 
an x ie ty  w as m uch lo w er  at the end o f  therapy, and all three participants had benefited . 
T h e sam p le in  this research study w as part o f  a larger cohort, h o w ev er  it is not stated  
w h at the ou tcom e o f  the other participants w ere  and clearly  this n eed s to b e m ore fu lly  
reported, although early su b jective  ev id en ce  is  encouraging.

There d oes not seem  to b e  one p sy ch o lo g ica l m od el that has p rim acy over others 
as far as early in tervention  is  concerned, and the w ork o f  B rierly  (2 0 0 3 ) w ith in  a 
P sych od yn am ic Interpersonal paradigm  g iv es  in sigh ts into h ow  th is m od el has also b een  
adapted to engage p eo p le  w ith  a d iagnosis o f  early dem entia. T h is particular therapy  
w a s ch osen  as it concentrates on  fee lin gs and relationships, and w as adapted to suit the  
n eed s o f  p eop le  w ith  early dem entia in  order to evaluate its u sefu ln ess prior to a larger  
study. There w as no in d ication  o f  w here the researchers accessed  th e group o f  20  for  
their p ilo t study, nor d oes it g iv e  details o f  their d iagn osis or co g n itiv e  abilities; it d oes  
m ak e reference to participants attending d ay  hosp ita l and this w ou ld  in d icate  a cohort o f  
recen tly  d iagnosed  p eo p le  rather than b e in g  early on in the trajectory o f  the d isea se  
p rocess. It g iv es  d eta ils  o f  the m od el o f  therapy, w hich  th ey  im p lied  w as m ore  
agreeab le than a m od el w h ich  focu ses on  co g n itiv e  w ork. W h ile  there w ere no c la im s  
m ad e about outcom es o f  th is p ilo t study, the exp erien ce  o f  participants w as described  as 
p o s itiv e  in  m ost cases.

T he three studies reported above w ere  all p ilo t studies and th is reflects the dearth  
o f  research based  ev id en ce  for psychotherapeutic interventions fo llo w in g  a d iagn osis o f  
early  dem entia.
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T here w ere a num ber o f  p sychotherapeutically  based p ost-d iagn ostic  support groups  
reported in the literature, w hich  are ack n ow led ged  here, but it is  b eyond  the sco p e  o f  
th is literature rev iew  to in clu d e them  in  th is study. In a rev iew  o f  w hether p eo p le  w ith  
dem entia w ere lik e ly  to ben efit from  G roup P sych o log ica l Interventions (S cott and 
C lare 2 0 0 3 ), it w as found that relatively  little  evaluation had taken p lace, therefore no  
firm  con clu sion s cou ld  b e  drawn although there w ere recom m en dations that further 
research is required in  order to d iscern the u sefu ln ess o f  psychotherapy groups. T h ey  
did, how ever, find in  their ow n  study that the m ajority o f  potential group m em bers w ere  
reluctant to attend psychotherapy groups and preferred on e to on e  therapy, a lthough  
th ey  w ere enthusiastic for groups fo cu sin g  on  socia l m eetings.

2.5.4 Insider perspective

A n  account o f  h o w  cou n se llin g  cou ld  h elp  has been  authored b y  C hristine B ryden  
(2 0 0 2 ), w ho w as d iagn osed  w ith  fronto-tem poral dem entia in  1995 and w h o com p leted  
a post-graduate d ip lom a in  cou n sellin g  in  2 0 0 0 . B ryden’s article o ffers a un iqu e in sigh t  
into both theory and practice o f  co u n se llin g  in relation to early dem entia. S h e w as an 
insider on tw o counts, both  personal and p rofessional, and w as therefore d ou b ly  
qualified  to su ggest e ffec tiv e  co u n se llin g  interventions. B ryd en  (2 0 0 2 ) offered  an 
inform ed v iew  o f  the different types o f  co u n se llin g  and psychotherapeutic support that 
cou ld  b e considered to b e  useful to p eo p le  w ith  dem entia and w h ilst it did not con stitu te  
a research study, it g iv es  a unique su b jective  v iew . S h e based  her v iew s  on  the w ork  o f  
K itw ood  (1993), but ack n ow led ges the need  to p lace m ore em p h asis on b iography and  
personality, w ith  the soc ia l context b e in g  that o f  the p erson’s o w n  h om e as op p osed  to  
K itw o o d ’s w ork, w h ich  m ain ly  focu sed  on institutional care. D eta ils  o f  the d ifferent 
typ es o f  therapy w h ich  cou ld  b e  u sefu l w ere listed  and d iscu ssed  a lon gsid e g o a ls  and  
ob stacles o f  psychotherapy. S h e considered  h o w  therapy m a y  n eed  to b e  adapted w h ile  
ack n ow led gin g  the u n iqu eness o f  the individual and their cop in g  m ech an ism s that h a v e  
d evelop ed  over a life tim e.

She concluded  b y  d iscu ssin g  the inadequacies o f  the m ed ica l m od el to em brace  
the com p lex  needs. Indeed, there w as little  m ention  m ade o f  the m edical practitioners  
w h o  m ade the d iagn osis o f  early dem entia  w ith in  the psychotherapy literature.

W hilst doctors are often  seen  as the gatekeepers o f  such  serv ices, w e  k n o w  little  
o f  h ow  they v ie w  the con cep t o f  post-d iagn ostic  cou n sellin g , and this clearly  n eed s to  
b e  addressed. W e k n o w  from  other fie ld s o f  healthcare such  as cancer and A ID S  that
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p ost-d iagn ostic  cou n sellin g  is  n ot a n ew  concept w ith in  the health serv ice; h ow ever , it is  
fairly n ew  w ith in  dem entia care. T his is, in part, due to the recent d evelop m en ts  
around the practice o f  early d iagn osis, and at this point in  tim e very few  serv ices have  
access to p ost-d iagn ostic  cou n sellin g .

2.5.5 Summary

T he concept o f  cou n sellin g  as a ch o ice  o f  p ost-d iagn ostic  intervention has not yet 
b ecom e w id e ly  availab le in  Scotland desp ite the recom m endation  in  the p o licy  
docum ent, H D L  4 4  (2 0 0 4 ). Perhaps this inertia is due to a lack o f  em pirical ev id en ce  or 
perhaps there is  a lack  o f  w illin g n ess  b y  cou n sellors to b eco m e in v o lv ed  in  the fie ld  o f  
dem entia. C ou n sellin g  research has d one little  m ore than dip its toe in  the w ater, w ith  
very few  stud ies reported, and w ith  the m ajority o f  these b e in g  p ilo t studies. H ow ever, 
there is no lack  o f  ev id en ce  that b e in g  d iagnosed  w ith  dem entia frequently leaves the 
person w ith  p sy ch o lo g ica l and em otional trauma for w h ich  som e form  o f  cou n se llin g  
w ou ld  b e  b en efic ia l. There has not, up until the present, b een  any in -depth  study w h ich  
observes the em otional p rocesses over a sign ificant period o f  tim e fo llo w in g  a 
d iagnosis, nor has there been  any recogn ition  that ex istin g  m od els  o f  co u n se llin g  m ay  
not in  th em selves b e  appropriately or adequately d evelop ed , and this stu d y w ill b eg in  to 
address so m e  o f  th ese  issues.

2.6 Chapter Overview: Key Themes and Emerging Research Questions

In this chapter, I h ave  set out to provide a broad overv iew  o f  the different d iscou rses o f  
dem entia that operate w ith in  our culture. I have also sought to provide an ou tlin e  o f  a 
social construction ist understanding o f  dem entia. F inally , research into the ro le  o f  the  
doctor, the su b jective  exp erien ce o f  the person rece iv in g  a d iagn osis, and the potential 
value o f  cou n sellin g , has been  critica lly  rev iew ed . T h is is  a lo n g  chapter reflectin g  the 
m ultip le p ersp ectives on dem entia that the th esis a im s to en com pass. B u t are there  
com m on th em es that run across th ese  broad areas o f  literature? W h ile  the co n c lu sio n s o f  
each section  have b een  h igh ligh ted  at the appropriate juncture, w hat, i f  any, are the  
over-arching questions and research ch a llen ges that have em erged?

In m y  v iew , there are four m ain  them es that arise again and again  w ith in  the  
literature. First, the sen se  o f  s e l f  o f  the person w ith  dem entia p lays a p ivota l ro le  in  the  
process o f  co m in g  to terms w ith  a d iagn osis. Second, at least in early  dem entia , the
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factors that m ake a d ifferen ce  to the sen se  o f  s e l f  are socia l and interpersonal, rather 
than b io lo g ica l. It is through relationships, in teractions and conversations w ith  doctors, 
sp ou ses and others that a p o sitiv e  or n egative  sen se  o f  s e l f  is co-constructed  and  
m aintained. Third, there is  a lack  o f  integration o f  theory and em pirical research -  w ith  
a fe w  notable excep tion s, the m ajority o f  research stud ies provide a fragm ented v iew ,  
rather than contributing to  an overall theoretical m od el. F inally , fourthly, the task o f  
learning about th ese  p ro cesses requires painstaking, in-depth, qualitative analysis. O ver  
and over  again in  the literature, researchers and rev iew ers h ave com m ented  that the 
co m p lex ity  o f  w hat happens in  the liv es  o f  p eo p le  w h o  have rece ived  a d iagn osis o f  
early dem entia can o n ly  b e  properly understood b y  doin g  research that respects the  
v o ic e s  and experience o f  all w h o  are in vo lved . In th is respect, it is  notable that even  
researchers into the role o f  doctors have ca lled  for qualitative approaches to b e  
em p loyed  m ore ex ten sive ly .

In the light o f  these co n c lu sio n s, the study that form s the basis for this th esis has b een  
d esign ed  to address the fo llo w in g  questions:

1. H o w  do doctors (G P s and O ld A g e  P sychiatrists) construct the m ean in g  o f  early  
dem entia? W hat are the lingu istic  and cultural resources and practices that they  
u tilise  in m aking sen se  o f  this illness?

2. H o w  do doctors (G P s and O ld A g e  P sychiatrists) understand their ro le  in  
relation to the m anagem ent and approach o f  patients presenting w ith  probable  
early dem entia?

3. W hat is the patient’s pathw ay into and through an early d iagn osis o f  dem entia?

4. H o w  do p eop le  w h o  h ave received  a d iagn osis  o f  dem entia  integrate this 
k n ow led ge  into their liv es  and relationships? W hat are the issu es  that face  
p eo p le  w h o h ave rece iv ed  a d iagnosis, and w hat strategies do th ey  u se  to address 
th ese  issu es?
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T h ese  four q u estion s provide the b asis for the study. M eth od olog ica l ch o ices  (exp la in ed  
in  the fo llo w in g  chapter) w ere m ade in  accordance to h o w  th ese  q uestions could  b est b e  
answ ered.

T he overall aim s o f  this study w ere to:

1. R each  a different understanding o f  the m edical p ersp ective  and h o w  the  
d iagn osis o f  early dem entia affects the m edical p rofession  both p erson ally  and  
p rofession a lly

2. D ev e lo p  a better understanding o f  h o w  p eop le  exp erien cin g  early dem entia  c o 
construct the m eaning  o f  h o w  a d iagn osis o f  early dem entia  a ffects d ifferent 
aspects o f  their liv es , and to advance our k n ow led ge o f  the p rocess over tim e.

3 . C onsider the potential role o f  co u n se llin g  as a m eans o f  enhancing the p rocess o f  
co m in g  to term s w ith  a d iagn osis o f  early dem entia.

T he fo llo w in g  chapter w ill focus on m eth od olog ica l issu es  and m ethods w h ich  w ere  
ch osen  to gu id e the exploration o f  these q uestions and fu lfil the aim s o f  the study.
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Chapter 3

Methodology and Method: Issues and Choices

3.0 Introduction

T he purpose o f  this chapter is  to d iscu ss the m eth od o log ica l issu es that h a v e  arisen and  
the ch o ices that have b een  m ade during the p rocess o f  p lanning and con d u ctin g  th is  
study, and to c larify  m y  rationale em p loyed  in m ak in g  th ese  ch o ices.

In chapter tw o, a rev iew  o f  the literature that represented the theoretical and research  
context for the study w as presented. T his rev iew  h igh ligh ted  the need  for research to  
understand the experience o f  p eo p le  b e in g  g iven  a n ew  d iagn osis o f  early dem entia , and  
sp ec ifica lly  ca lled  for research that w ould:

•  b e  grounded in the exp erien ce o f  p eop le  w h o  had b een  g iven  a n ew  d iagn osis
•  exam in e th ose exp erien ces in  relation to their socia l contexts w ith  particular 

attention to their relationships
•  seek  a renew ed  understanding o f  the m ed ica l p ersp ective  in  this p rocess
•  include p eop le  w ith  dem entia in  the research p rocess

It is m y  in tention  that the ch o ices m ade in  this chapter reflect the spirit o f  th ese  
statem ents.

3.0 .1  An overview o f the chapter

T his chapter has tw o m ain  sections. First, m eth od o log ica l issu es and ch o ices  are 
d iscu ssed  and m ade transparent. T his section  a lso  addresses theoretical and ethical 
tensions and debates w ith in  the dom ain o f  health research. T he secon d  sectio n  deals  
w ith  the m ethods and procedures adopted to undertake this study. T h is secon d  section  
is also d iv id ed  into tw o parts, and describes the m eth od s u tilised  in  each  o f  the tw o  
studies that w ere carried out.

T he aim s o f  the study, as stated in  Chapter 2 , S ection  2 .1 1 , are “to exp lore the  
m eaning that early dem entia has for the m edical p rofession , and h o w  it a ffects them  
person ally  and p ro fession a lly ,” and to “reach a deeper understanding o f  h o w  p eo p le  
liv in g  w ith in  a fam ily  con text w ith  a n ew  d iagn osis o f  early dem entia  integrate that 
d iagn osis into their daily  liv e s  and learn to liv e  w ith  d em entia .” In order for th ese  aim s
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to b e  realised, m any m eth od olog ica l ch o ices  had to b e m ad e and d ifficu lt issu es  
negotiated . T he fo llo w in g  section  seek s to illu m in ate th ese  issu es, and the ch o ices that 
w ere m ade.

3.1 Key methodological issues underpinning the study

3.1.1 Introduction and overview

T h e k e y  m eth od olog ica l ch o ice  that w as m ad e w as that the aim s o f  th is study w ou ld  b e  
b est ach ieved  b y  u sin g  a qualitative m eth od o logy . Further, in  order to fu lfil the a im s o f  
this study o f  com in g  to a better understanding o f  different groups o f  p eop le , in  
subscrib ing to the n otion  that there is no s in g le  truth or reality, it w a s decided  that the  
m o st appropriate theoretical fram ew ork to gu id e  this study w o u ld  b e  that o f  S o c ia l 
C onstructionism .

T w o em pirical stud ies w ere undertaken, em p loy in g  d ifferent m ethods. In the  
first study, w h ich  fo cu sed  on  the exp erien ces o f  doctors, sem i-structured in terv iew s  
w ere chosen . In the secon d  study, w h ich  focu sed  on the exp erien ces o f  p eo p le  
d iagn osed  w ith  dem entia, ethnographic participant observation, a lon g  w ith  in terv iew s, 
w ere felt to b e the m ost su itab le m ethod. A n a ly sis  o f  each data se t w a s inform ed b y  
different m ethods, but w as m ain ly  based  on  a G rounded T heory  approach (A uerbach  
and S ilverstein , 2003; Strauss and Corbin, 1998).

T h e m eth od o log ica l princip les on  w h ich  th is study w a s based  in cluded  a 
collaborative in c lu siv e  approach, w ith  participants and researcher h av in g  a reciprocal, 
m utual relationship based on trustw orthiness and openness. T he stu d y  a lso  sought to  
g iv e  p rim acy to the v o ic e  o f  the person w ith  dem entia.

B eh ind  these m eth od o log ica l ch o ices  and va lu es lies  a co m p lex  d ecision -m ak in g  
p rocess, in  w h ich  I en gaged  current debates w ith in  the field  o f  health  research. T h e  
fo llo w in g  section s are in tended to reflect the nature o f  these debates, and the p o sitio n s  
that h ave  been  adopted in  relation  to them .

3.1.2 Methodological tensions and debates in contemporary health research

T h e m ain  research qu estion  to w h ich  I w anted  answ ers w as borne out of, and inform ed  
b y  a com bination  o f  reading the literature, participating in p rofession a l practice in  th e  
fie ld  o f  dem entia care, and in  the observation  o f  practitioners from  other d isc ip lin es a lso  
w ork in g  in  this area. It w o u ld  b e true to say  that it w as also in form ed b y  assum ptions I
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m ade in light o f  this experience. I  wanted to know how people who had been given a 

medical diagnosis o f early dementia integrated this knowledge into their day-to-day 

lives.

I had observed  and experienced  p eo p le  w ith  early dem entia w h ile  in  practice and  
w as aware o f  m an y  o f  the different facets w h ich  their w orld  en com p assed , and h o w  the  
im pact o f  a m ed ica l d iagn osis such as ‘early  dem entia’ had affected  them  and th o se  w h o  
shared their w orld . T his persp ective  can b e  regarded as representing a ‘relativ ist’ stance, 
in  w h ich  different ind iv id uals and groups are understood as constructing d ifferent 
‘rea lities’ in relation to an aspect o f  so c ia l life . A t the sam e tim e, there is no doubt that 
the m edical m od el o f  construing d em entia  has dom inated the w orlds o f  both  practice  
and research (H arding and Palfrey, 1997; A d am s and Clarke, 1999). In taking  
cogn isan ce  o f  th is dom inant stance, rooted  in  the assum ptions o f  p ositiv istic , sc ien tific  
thinking, and taking account o f  m y  o w n  observations, it seem ed  im portant to carry out 
research that did ju stice  to both relativ ist and p ositiv ist w ays o f  d evelop in g  k n o w led g e . 
M y goal has b een  to create w ays o f  fin d in g  a m eans o f  understanding that em brace w hat 
M ason  (20 0 2 ) describes as the ‘in tellectu a l p u zz le ’ o f  reso lv in g  the ten sion  b etw een  
relativ ism  and rea lism /p ositiv ism .

M ason (2 0 0 2 ) p osits that an y  approach to stu d yin g  the socia l w orld  is  
determ ined b y  the w orld  v iew  or theory h eld  b y  the inquirer w ith  respect to ‘w h at is  the  
nature o f  rea lity ’ (on to log ica l p ersp ective), and “h o w  w e  co m e to k n ow  that soc ia l 
reality” (ep istem olog ica l p erspective). T h e im portance o f  h av in g  an o n to lo g y  and 
ep istem ology  con sisten t w ith  a m eth o d o lo g y  that answ ers the question  o f  h o w  the  
researcher g o e s  about fin d in g  out w hat th ey  think can b e  k n ow n  is  also em p h asised  b y  
M ason  (2002). T h e im portance o f  th is factor has led  m e  to exam in e the ep istem o lo g ica l 
and on to log ica l tenets o f  both p o sitiv ist and relativist m eth od o log ies.

P ositiv ist m eth od o log ies are characterised b y  the on to log ica l assum ptions that 
there is an ordered un iverse  w h ich  com p rises distinct and d iscern ib le events that can b e  
quantified, m easured and tested: “socia l rea lity  is  v iew ed  as con sistin g  o f  a co m p lex  o f  
causal relations b etw een  events . . .  the cau ses o f  hum an behaviour are regarded as b e in g  
external to the in d iv id u al.” (B la ik ie  2 0 0 0 , p .1 0 2 ). A  p o sitiv ist p ersp ective  m ak es a 
supp osition  o f  a k n ow ab le  w orld  w ith  an ob jective  reality, h o ld in g  truths, w a itin g  to b e  
discovered  or u n covered  b y  sc ien tific  m eth od s, w ith  ‘taken for granted’ assum ptions not 
b ein g  questioned. It a lso  im p lies no a g en cy  at all.
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W ithin  this kind o f  approach, ep istem olog ica l assum ptions conform  to the b e lie f  
that ‘o b jec tiv e ’ data can b e  obtained  through experim ental techniques or observations. 
T he fin d in gs can b e  presented as ‘truth’ c la im s w h ere  reality  can b e  recorded and 
reported accurately, in a v a lu e  free m anner. H yp oth eses can b e  tested  and 
gen eralizab ility  can b e  ach ieved  b y  increasing the sam p le num ber in  each  experim ent, 
and can b e  reported as ‘fa cts’.

B rym an (1 9 8 8 ), su g g ests  that the p ositiv istic  researcher u ses a lan gu age sim ilar
to that u tilised  in  the fie ld  o f  sc ien ce , w ith  term in ology  such as experim ents, variables,
controls and trials, in order to construct a w orld  v iew . Other descrip tions applied  to
such research include hard sc ien ce , fixed , lo g ica l, structured and m ech an istic
(S ilverm an 2 0 0 0 ). T h ese c la im s h a v e  b een  held  up as a ‘go ld  standard’ and to som e
extent this m ethod  is  still seen  as the preferred m o d e  o f  research today, e sp ec ia lly
w ithin  the w orld  o f  m ed ic in e  and healthcare. H ow ever, w ith in  the fie ld  o f  health
research, in  recent years there has b een  the b egin n in gs o f  a critique as to the leg itim acy
o f  the c la im s o f  the p ositiv istic , sc ien tific  paradigm  that questions the ep istem olog ica l
p osition , w ith  increased co g n isa n ce  taken o f  the so c ia l constructionist v iew p o in t that
‘reality’ is  co-constructed  b etw een  the researcher and the researched (M urray 1999).

T he m o v e  towards relativ ist research w ith in  the health  care dom ain b egan  m uch
earlier and in clu d es c la ssic  stu d ies b y  p eop le  lik e  G offfnan  (1 9 6 1 ), fo cu sin g  on  life  in
asylum s, and G laser and Strauss (1 9 6 5 ), h igh ligh tin g  th e aw areness o f  patients dying.
T oday, the relativ ist paradigm  is  m u ch  m ore ex ten s iv e ly  u tilised  and accepted  w ith in
healthcare research although it con tin u es to b e  the le ss  favoured m eth od o logy .

O n rev iew in g  the on to lo g ica l stance o f  the relativ ist paradigm  I find  that it
assum es that reality  is  so c ia lly  constructed b y  socia l actors (p eop le), and is  concerned
w ith  the understandings and m ean in gs m ade o f  that rea lity

“T h ese  m ean in gs and interpretations both  facilitate and structure socia l 
re la tio n sh ip s ...in  contrast to p h ysica l reality, w h ich  has to b e  interpreted b y  
sc ien tists, socia l reality  is  pre-interpreted; it has already been  interpreted before  
soc ia l sc ien tists b eg in  their task o f  interpretation” (B la ik ie , 2 0 0 0  p. 116).

T he sc ien tific  perception  that there is  o n ly  one true and fixed  reality  then g iv e s  w a y  to  
the n otion  that there is  the p o ss ib ility  o f  m ultip le so c ia l realities w h ich  are sh ifting. 
Each socia l rea lity  is unique and real to th ose  w h o  construct it and it is th e ir  truth that is  
important, rather than any c la im ed  ‘ob jective  truth’. Indeed there are “m an y  alternative  
or com plim entary  defin ition s or understandings o f  reality , reflectin g  the backgrounds
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and interests o f  th ose  in v o lv ed ” (M cL eod  2 0 0 1 , p. 7 ). T h e ep istem olog ica l assum ptions  
o f  a relativ ist paradigm  accep t that socia l sc ien tific  k n ow led ge is  so c ia lly  constructed  
can o n ly  b e  valid  for that particular tim e, p lace  and persons, and is  shaped b y  the  
cultural con text in  w h ich  it occurs. A ll k n ow led ge  is subjective, in  th e sen se  o f  b e in g  
in flu en ced  b y  the interests and w orld v iew  o f  the researcher, and h is  or her va lues, 
b e lie fs  and b iases.

D esp ite  the v ie w  o f  C lou gh  and N utbrow n (2 0 0 2 ) that the w h ee l w ou ld  continue
to b e  re-invented  i f  w e  (students) h ave to elaborate our on to log ica l and ep istem olog ica l
p o sitio n s in  every  PhD  study that is undertaken, th ese  issu es neverth eless need  careful
consideration  before em barking on  the se lec tio n  o f  the paradigm  that w ill m ost
appropriately answ er the research question. In the context o f  a study that aim s to
e x p lo r e  the sub jective  exp erien ce  o f  p eop le  w h o  had n ew ly  been  g iv en  a d iagn osis o f
early dem entia , to u n d e r sta n d  the subjective v ie w s  o f  their support need s, and to
u n d e r sta n d , a n a ly se  a n d  in te r p r e t  h ow  G Ps and C onsultants in  O ld A g e  Psychiatry
construe their role, it seem ed  that the m ost appropriate ch o ice  for m e  to m ake w as to
d esign  the research project around the relativist p osition . A ccord in g  to R obinson  (2 0 0 2 )

“P eop le , un like the ob jects o f  the natural w orld , are con sc iou s, purposive actors 
w h o  have ideas about their w orld  and attach m ean in g  to w hat is  g o in g  on around  
them . In particular, their behaviour d epends crucially  on  th ese  ideas and 
m eanings. T his central characteristic o f  hum ans has im p lication s for doing  
research in v o lv in g  them . Their behaviour, w hat they actually  do, has to b e  
interpreted” (R ob in son  2 0 0 2 , p. 24 )

T his flex ib ility  o f  a relativ ist approach also a llo w s for alterations in  the d esign  o f  the 
study, and changes in  the p eo p le  in vo lved  in  it, as the researcher finds different w ays, 
not a lw ays ob v iou s at the outset, to answ er the research questions.

T h ese  are m y  ju stifica tion s for se lec tin g  a relativist stance, w ith in  the  
construction ist/in terpretive tradition, for this study. T h ese  factors a lso  h igh ligh t the 
reasons for m y  rejection o f  the p ositiv ist stance, w h ich  is  that it w ou ld  not a llow  m e to 
gain a fresh understanding and n ew  k n o w led g e  o f  the different exp erien ce o f  
participants, but w ou ld  o n ly  h ave  a llow ed  the v o ic e  o f  the researcher, rather than 
m u ltip le  v o ic e s , to b e  heard. A  p o sitiv ist stance w ou ld  b y  d efin ition  om it m otives, 
reasons and intentions.
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3.1.2.1 The role o f qualitative methods in health research

In the H ealth S erv ice  there are ever increasing  dem ands for ev id en ce  b ased  practice and 
the m ajority o f  research carried out w ith in  the H ealth S erv ice  is  based  on quantitative  
m ethods. H ow ever , there are m an y q uestions that cannot b e  answ ered b y  the  
quantitative m eth od s w h ich  have traditionally dom inated research into health care issu es  
(D o w e ll, H uby and Sm ith  1995). Q ualitative research has an im portant ro le  to p lay  in  
understanding the exp erien ces o f  users o f  health  services, and in  descrip tive studies, and  
has b een  accepted  as having  a p lace  in  the exploration o f  com p lex  interventions  
undertaken w ith in  the H ealth  Service  (M edica l R esearch C ouncil 2 0 0 0 ). Q ualitative  
m eth od s are seen  as particularly valuab le for accessin g  the su b jective  w orlds o f  p eo p le  
w h o  are users o f  the H ealth  Service. D esp ite  their value, qualitative m eth od s have com e  
in  for m u ch  criticism  b y  p eop le  used  to w ork ing  w ithin  a quantitative paradigm  b ecau se  
o f  their apparent lack  o f  rigour and sm all num ber o f  participants in  com parison to 
quantitative studies (D o w e ll, H uby and Sm ith 1995).

Q ualitative research w ith in  the fie ld  o f  p sy ch o lo g y  and health p sy ch o lo g y  is still 
at an early stage accord ing to M urray and Cham berlain (1 9 9 9 ). T h is type o f  inquiry has  
the potential to extend  the “understanding o f  c lien ts and im prove c lin ica l practice on  the  
b a sis  o f  ev id en ce  from  patients and co llea g u es” (H o llo w a y  2 0 0 5 , p. x v ii) . W ith  the  
potentia l to in flu en ce  clin ica l practice, qualitative research in  health  care settings can b e  
seen  as b e in g  not in  direct com petition  w ith  quantitative m ethods, but as taking a p lace  
on  a continuum  o f  m ethods, w ith  different questions b ein g  answ ered b y  different 
m ethods.

3.1.3 Social Constructionism as an underpinning theory fo r this research 

T h is study seek s to understand the su b jective  experiences and soc ia l relationships o f  
p eo p le  w ith  a n ew  d iagn osis o f  early dem entia  o f  the A lzh e im er’s type, in  the s ix  
m on th s fo llo w in g  d iagn osis. It a lso  seek s to understand h o w  m ed ica l practitioners 
understand their ro le  in  the d iagn osis o f  early dem entia in  that subsequent period. In 
order for m e  to reach a clearer understanding o f  h ow  each o f  the m ain  stakeholders 
constructed their in vo lvem en t in  this process, it seem ed  to m e that the b est ch o ice  o f  
theory to aid that understanding w ou ld  b e  soc ia l constructionism . I w ill n o w  elaborate  
on  w h y  that is  the case.

For over a decade, researchers w ith in  the field  o f  dem entia h a v e  b een  u tilisin g  
the theoretical approach o f  socia l construction ism  to glean  n ew  understandings o f  h o w

115



p eo p le  exp erien ce dem entia w ith in  a socia l context (a com prehensive rev iew  o f  soc ia l 
construction ist literature w ith in  this field  has already b een  cited in the p rev iou s chapter 
in  section  2 .2 ). In d ecid in g  that a socia l construction ist approach w a s the m ost  
appropriate theoretical stance that cou ld  elucidate n ew  m eanings and understandings, 
the k ey  assum ptions and b e lie fs  o f  that approach w ere  considered  in  the d ecision  
m aking process. A ccord in g  to Burr (2 0 0 3 ), there is  no sin g le  defin ition  o f  the theory o f  
soc ia l construction, indeed  there is no sin g le  theory that is  socia l construction. T he term, 
although based  on  m any so c io lo g ica l assum ptions, is  actually  rarely u tilised  b y  anyone  
other than p sych o log ists . It is  su ggested  b y  Burr (2 0 0 3 ), that any p iece  o f  socia l 
construction ist inquiry en com p asses at least on e  or m ore o f  the tenets posited  by  
G ergen (1 9 8 5 ) as central to  the w ork o f  the socia l constructionist.

First, there is an assertion that a c r i t i c a l  s ta n c e  needs to b e  adopted tow ards 
‘taken for granted’ w ays o f  understanding the w orld , w h ich  in clu d es our ow n  
understanding o f  ou rselves and o f  the k n ow led ge  that w e  and others p erce ive  to b e  
‘truth’ that w e  base on unbiased , ob jective  observations, such as sc ien tific  p ositiv ism . 
W ithin  this present study the adoption o f  a critical stance ca lls into question  the 
dom inant d iscourse o f  m ed ic in e  and ch allen ges the ‘taken for granted’ assum ptions  
associated  w ith  this w a y  o f  understanding the p rocess that leads to the label o f  
dem entia. It a lso  calls for m e, the researcher, to qu estion  m y  ow n  understanding o f  h o w  
I understand the process.

Secon d , there is a requirem ent for the socia l constructionist to a ck n ow led ge their  
w a y  o f  u n d e r s ta n d in g  is  b o u n d  b y  b o th  c u ltu re  a n d  h is to r y  '.; therefore it is dependent on  
particular soc ia l and eco n o m ic  factors prevalent w ith in  societal culture at that sp ec ific  
tim e. Cultures vary w id e ly  in their concept o f  dem entia, but w estern  culture h ig h ly  
va lu es the co g n itiv e ly  intact and d evalues the co g n itiv e ly  im paired (H elm an  2 0 0 0 ). 
Indeed, there are m an y cultures w here dem entia is  regarded as m uch le ss  o f  a threat to 
health  and m ore o f  a norm al part o f  ageing. E ven  w ith in  our ow n so c ie ty , for exam ple, 
the term “A lzh eim er’s d isease” has taken on a d ifferent m eaning to that w h ich  w as  
orig in a lly  ascribed in  1907 . A t that particular tim e and up until the late 1970s, the term  
w as very  sp ec ifica lly  u tilised  to describe a you n ger p erson’s exp erien ce, w h ile  the 
p resen ce o f  a sim ilar set o f  sym ptom s seen  in  o lder p eop le  w as k n ow n  as sen ile  
dem entia.

In 1906 , D r A lo is  A lzh e im er  described a s in g le  ca se  o f  ‘early o n se t’ dem entia  in  
a 55 year-old  w om an nam ed Frau A u gu ste  D —  that K raepelin published  in  1907 ,
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n am in g it A lzh eim er’s d isease . B etw een  the First W orld W ar and the late 1970s there  
w as little  research into A lzh e im er’s d isea se  (C heston  and B ender 1999), and it w as  
su ggested  b y  an A m erican  neurologist nam ed Robert K atzm an in  1975  that the term  
‘sen ile  dem entia’ should  b e  dropped and subsu m ed b y  the nam e A lzh e im er’s d isease . 
T h is resonates w ith  the soc ia l construction ist v ie w  that socia l ‘fa c ts’ are culturally and  
h istor ica lly  based.

T he third assum ption  w h ich  Burr (2 0 0 3 )  p osits is that k n o w le d g e  is  p r o d u c e d  b y  
th e  c o -c o n s tr u c t io n s  o f  p e o p le  in te r a c tin g  to g e th e r  and is sustained b y  continuing soc ia l 
p rocesses. T herefore, our truth is  our current w a y  o f  understanding the w orld. From  
th is perspective, dem entia  can b e  understood as a p h enom enon  that is co-created  
b etw een  som eon e h av in g  d ifficu lties w ith  co g n itiv e  function, or perhaps their ab ility  to  
perform  tasks o f  d a ily  liv in g  as w e ll as th ey  u sed  to, and another person , perhaps a 
G eneral Practitioner or Psychiatrist, o ffer in g  d iagn ostic  testing and interpretation o f  the  
resu lts o f  these tests and g iv in g  an explanation  to the person. A s  a result, the m eaning  o f  
dem entia  for that person  can b e  regarded as b ein g  co-constructed  betw een  th ese  
participants w ithin  those soc ia l processes.

T he final assum ption  offered  b y  Burr (2 0 0 3 ) is that h w w l e d g e  a n d  s o c ia l  a c t io n  
a r e  in e x tr ic a b ly  l in k e d . There are en d less form s o f  co-con stru ction s o f  our  
understandings o f  the w orld . H ow ever, each  o f  these different constructions can a lso  
h ave a great m any socia l actions associated  w ith  it. For exam ple, i f  som eon e  has b een  
d iagn osed  b y  the m ed ica l p rofession  as h a v in g  a particular type o f  dem entia  they  m a y  
b e  offered  pharm acological treatm ent or offered  p sych o log ica l support. B y  contrast, 
h ow ever , in  other so c ie tie s  ‘dem ented o ld  w o m e n ’ can be p erceived  as b ein g  w itch es  
and put to death (H elm an 2 0 0 0 ). C onstructions o f  the w orld, therefore, esp ou se so m e  
form s o f  socia l action and reject others.

T he m an credited w ith  introducing so c ia l constuction ism  to a m uch  w ider fie ld  
o f  p sy ch o lo g y  w as K enneth  G ergen in  1985  (L iebrucks 20 0 1 ). A lth ou gh  Burr (2 0 0 3 )  
credits G ergen w ith  an earlier influential paper in  1973 , the orig ins o f  the theory in  fact 
stretch back m uch further than the 1980s. Socia l construction ism  has no s in g le  
in tellectual root, but is  b ased  on  num erous th eories in fluenced  b y  both  so c io lo g ica l and  
p sy ch o lo g ica l p ersp ectives, includ in g p h ilosop h ers such  as Kant, w h o  h eld  the v ie w  that 
hum an thought (and hum an action) w a s m ore responsib le for the construction o f  
k n o w led g e  than the p rev io u sly  held  b e lie f  that there w as an external reality  w a itin g  to  
b e  d iscovered .
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Early p sy ch o lo g ists  o f  the tw entieth  century d evelop ed  th is them e w ith  the  
m ajor contribution com in g  from the S y m b o lic  Interactionist sch oo l w h ich  w as founded  
b y  M ead (1 9 3 4 ), w h o  w as a m em ber o f  the ‘C hicago S ch o o l’ o f  so c io lo g is ts , w h ich  
b eliev ed  that socia l action w as the starting point from  w h ich  the m ind, s e l f  and so c ie ty  
w ere exam ined , and h o w  as p eop le , through socia l interactions, w e  construct our ow n  
identities and each  others (Burr 2 0 0 3 ). T h e publication  b y  B erger and L uckm ann (1 9 6 6 )  
o f  T h e S o c ia l  C o n s tr u c tio n  o f  R e a l i ty  m arked a k ey  m om ent in the d evelop m en t o f  
socia l constructionist ideas. T his b ook  w a s probably on e o f  the m ost im portant tex ts  in  
the developm ent o f  soc ia l construction ism , and set the scen e  for the later w ritings o f  
G ergen (1 9 9 4 , 1 9 9 9 ,2 0 0 1 ) .

T he m ain  question  that a soc ia l constructionist p ersp ective  p o se s  in  any  
cultural/social practice according to M cL eod  (2 0 0 4 ), is  “h ow  do p eo p le  act together?” 
(p. 351). In acting together, p eop le  jo in tly  construct, and m ake m eaning  from , th ese  
actions and interactions. H e posits that th is m ain question  leads to m an y other q u estion s  
opening up different aspects o f  h ow  action  can be accom plished . M cL eod  (2 0 0 4 )  
identifies a range o f  questions based  on  the u se  o f  pow er, language, and cultural 
resources, w h ich  b eco m e salient w h en  w ork in g  w ith in  this p h ilosop h ica l stance.

T he core va lu es o f  socia l construction ism  have been  sum m ed up in  the  
fo llo w in g  term s

“S ocia l C onstructionism  rests on  the on to log ica l assum ption  that reality  or w hat 
can b e  know n is constructed b y  persons as they interact w ith in  a soc ia l con text  
. ..S o c ia l  C onstructionism  ep istem o lo g ica lly  assum es that reality  ex ists  w ith in  
the conversation  b etw een  the k n ow er and the know n. T he relationship  b etw een  
know er and k n ow n  is  characterised b y  interdependence, reciprocity  and  
m utuality” (Jankow ski, Clark and Iv ey  2 0 0 0 , p. 2 4 2 )

T he va lu es o f  interdependence, recip rocity  and m utuality expressed  in  th is p assage  
resonate w ith  th ose to w h ich  I aspire in  relationships, and this w as an im portant factor  
in m y  ch o ice  o f  theoretical stance. In addition, it seem ed  to m e  that soc ia l 
constructionism  w ou ld  provide a conceptual fram ew ork w ith in  w h ich  it w o u ld  b e  
p o ssib le  to en gage in  a process o f  inquiry that w ou ld  honour the d ifferent 
understandings o f  dem entia held  b y  d ifferent stakeholders.

3 .1 .4  T h e  p r a c t i t i o n e r  a s  r e s e a r c h e r :  th e  im p o r ta n c e  o f  r e s e a r c h e r  r e f le x iv i t y  

H aving m ade the d ec isio n  to em p lo y  socia l constructionism  as an overarch ing  
conceptual fram ew ork, it w as at th is juncture that the first m eth od o log ica l issu e  w as
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encountered. I f  I ch ose  to em p lo y  a relativist paradigm , and subscribed to the notion  
that reality  w a s so c ia lly  constructed, h o w  could  I recon cile  that w ith  the sc ien tific  
w o rld -v iew  that had such on  in flu en ce  on m y  professional practice? W ork in g  as a 
com m unity  psychiatric nurse w ith in  a specia list dem entia team , m uch  o f  the form ative  
teach ing that I had received  w a s from  a p ositiv istic , sc ien tific  v iew p o in t, w ith  a strong  
em phasis on  the d isease  process.

A  sign ifican t in flu en ce  on  w ork ing  practice cam e from  m ed ica l co llea g u es  w ith  
w h om  a c lo se  w ork ing  relationship  (and at tim es, reliance) had been  form ed, in  w h ich  
they  assum ed ultim ate resp on sib ility  for directing patient care. T o  qu estion  that 
scien tific  v ie w  o f  a physical d isea se  p rocess w ou ld  b e  to negate m u ch  o f  h o w  I had 
operated as a practitioner in  the past and also to refute the k n o w led g e  c la im s o f  m y  
m edical co llea g u es. I felt that to do this w ou ld  b e  d isrespectfu l, and cou ld  b e  p erceived  
as a betrayal b y  m y  co lleagu es. N everth eless, I felt that the need  to ch a llen ge  m y  ‘taken  
for granted’ assum ptions w as indeed  a n ecessity .

M y  o w n  understanding o f  dem entia had to b e deconstructed b efore  I cou ld  take 
a ‘not k n o w in g ’ stance in order to address concerns o f  valid ity , m in im ise  the pow er  
differential b etw een  participant and researcher, and address h ierarchical issu es  that 
arose throughout the research p rocess (Jankow ski, Clark and Ivey  2 0 0 0 ). B y  ask ing  
th ese  q u estion s reflex ive ly , reading m ore ex ten siv e ly  and d iscu ssin g  th ese  issu es  w ith  
supervisors and peers, I w as ab le to m anage the ten sion s w ithin  m y se lf, and to continue  
to b e  ab le to respect the w a y  that fe llo w  p rofession a ls construct their ‘truth’, w h ilst 
ack n ow led g in g  that it w as o n ly  on e ‘truth’.

T o  address such issu es w ith in  a socia l construction ist p ersp ective  on  inquiry  
requires attention to the question  o f  researcher reflex iv ity . W ithin  socia l and health  
research, re flex iv ity  has m an y m ean in gs (Burr 2 0 0 3 ). It has been  argued that re flex iv ity  
underscores the sign ifican ce  o f  personal in vo lvem en t as a central asp ect o f  all 
qualitative research (M cL eod  2 0 0 1 ). S ocia l constructionism  ack n o w led g es the  
researcher as a central figure w h o  is  in vo lved  in the active  construction o f  the m any  
steps o f  the research p rocess (F in d lay  and G ough 2 0 0 3 ).

R e fle x iv ity  is on e o f  the p rocesses b y  w h ich  researchers can en g a g e  in  an 
exam ination  and exploration o f  the m eanings w h ich  situations and relationsh ips have  
for them , and attempt to id en tify  the cultural and h istorical context in  w h ich  such  
m eanings are generated. T he m ain  m ean in g  o f  reflex iv ity , according to B rew ar (2 0 0 0 ), 
is that the researcher is  part o f  the culture, con text and research settin g  and the

119



exp erien ce and identity  o f  the researcher w ill constantly  in flu en ce  the ‘fin d in g s’ 
produced in  any research endeavour (H am m ersley  and A tkinson  1995), w h ile  the idea  
that researchers can b e  neutral observers unaffected  b y  their soc ia l w orld  and their ow n  
socia l p rocesses is challen ged .

W h ilst for so m e ethnographers, re flex iv ity  is seen  as a problem , for others it is
an opportunity or so lu tion  (B rew er 2 0 0 0 , F ind lay and G ough 2 0 0 3 ), and can b e  v iew ed
as part o f  the princip les o f  good  research practice. For the purpose o f  th is th esis I w ill
adopt a re flex iv e  stance that w ill attempt to em brace the three k ey  prin cip les o f
reflex iv ity  as offered b y  M cL eod  (2 0 0 1 ), w h ich  see s  reflex iv ity  as im p ly in g  an

“aw areness o f  the m oral d im ension  o f  resea rch ...in v ite s  consideration  o f  the  
p rocesses through w h ich  text is co -co n stru cted ...o p en s up the n ecess ity  for n ew  
approaches to w ritin g  and com m unicating research find ings” (p .196 ).

B y  en gag in g  in th is w ay, the intention is  to portray a transparency w ith in  the 
research process. R e flex iv e  com m entary w ill b e  peppered throughout th is th esis w ith  an 
ack n ow led gem en t that th is is  on ly  one construction o f  the even ts o f  this study, and 
should  the sam e study h ave been  done b y  so m eo n e  e lse , the im pact o f  that researcher on  
the p rocess w ou ld  b e d ifferent from  m y  exp erien ce and understanding.

3.1.4.1 Reflexivity in practice: many hats blit only one head

O ne o f  the issu es that has occurred has been  the d ifficu lty  in  separating the different 
identities o f  s e l f  for m e in  the research context and having  to resist the tem ptation o f  
acting as i f  I am the dem en tia  care practitioner or fa m ily  counsellor. A n  excerpt from  
m y  fie ld  n otes o f  the first person w ith  w h om  I w as w orking reads thus: ‘W h en  I w as  
w ith  them , the d ifficu lty  that I had not b ein g  a therapist w as incredible. I w as unsure at 
tim es o f  m y  role and w an ted  to b e  the therapist w ith ou t a doubt, so  m u ch  so  that I am  
not ju st ex a ctly  sure w h ere  the research q uestions w ere, and b eca u se  o f  their pain  I 
w anted v ery  m uch b e the fa m ily  counsellor. It w as very  d ifficu lt’. T h is w as the first 
encounter o f  such d ifficu lty , w h ich  cam e very  early on  in  the research p rocess and b e in g  
able to nam e it and w rite  about it in  m y  fie ld  n o tes enabled m e  to deal w ith  th is  
dilem m a in  a m uch m ore constructive w ay. A ck n o w led g in g  th ese  d ilem m as and  
bringing them  into a co n sc io u s aw areness has h elp ed  to reduce the lik e lih o o d  o f  th is  
happening, or m ore rea listica lly , has lessen ed  the fee lin g s  o f  surprise w h en  it d id occur. 
C onsequently , role co n flic t has been  lessen ed  b y  continually  c larify in g  the purpose, and
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duration o f  m y  p resen ce w ith  the p eop le  participating in the study, and m aking  clear  
boundary d istinctions around w hat constitutes research and practice.

There h ave  b een  tim es throughout th is process w hen  p eo p le  w ith  dem entia  and  
their fam ilies have b een  em otion ally  upset, ask ing for ad vice  or inform ation, e sp ec ia lly  
around issu es that I w o u ld  norm ally h ave  addressed as a practitioner. T h ese  issu es  
n eeded  to b e  dealt w ith  in  a professional m anner and also  need ed  to b e  credib le w ith  the  
participants, and the m anagem ent o f  a ten sion  b etw een  practitioner and researcher w a s  
again prom inent. T h is w a s m anaged u sin g  as gu id in g  princip les a com bination  o f  the  
ethical code, a com m on  hum anity, and a k n o w led g e  o f  w h o  w a s availab le lo ca lly  to deal 
w ith  their situations w ithout participants fee lin g  that they w ere  b e in g  “dum ped in  the  
dem entia w ild ern ess” , a phrase co ined  b y  on e o f  the G Ps in  S tudy 1.

3.2 Implementing a Social Constructionist programme of inquiry -  

constituent methods

T h e aim  o f  this sec tio n  is  to introduce the sp ec ific  m ethods that w ere adopted in  the  
context o f  carrying out th is study. A s described  above, the stu d y com prised  tw o m ain  
aspects, reflectin g  the in vo lvem en t o f  d ifferent stakeholders in  the d iagn ostic  p h ase  o f  
the illn ess. In Study 1, the v iew s o f  m edica l practitioners w ere exam in ed , w h ile  S tu d y 2  
focu sed  on the exp erien ces o f  those d iagn osed  w ith  dem entia. C ontrasting m eth od s  
w ere em ployed  in th ese  studies -  ethnography u sin g  participant observation  and  
in terv iew s (Study 2 ), and a grounded theory approach based  on  in terv iew  data (S tu d y  
1). T h e rationale for em p loy in g  these m ethods is  provided in the fo llo w in g  su b -section s.

3.2.1 Using ethnographic methods

In k eep in g  w ith  a soc ia l constructionist stance, w hich  em braces m ultip le k n o w led g es  
and realities w ith in  a cultural and societa l context, it w as felt that the m ost appropriate  
approach to ensure that different v o ice s  w ou ld  b e  heard and different k n ow led ges c o 
constructed w ou ld  b e  ethnographic. E thnography is u tilised  as a m ean s o f  
understanding the so c ia l w orlds o f  both groups and in d iv id u als through p rolon ged  
com m itm ent o f  the researcher to b ein g  part o f  th ose  socia l w orlds. H am m ersley  and  
A tk in son  (1 9 9 5 ) p o sit that “ethnographers portray p eop le  as constructing the soc ia l 
w orld ” (p i 1) through their ow n  interpretations o f  that soc ia l w orld  and through their  
actions based on  their interpretations and, therefore different p eo p le  create d ifferent
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socia l w orlds. “Ethnographic approaches en com p ass such  a range o f  p ersp ectives and 
activ ities that the idea o f  adhering to a n  ethnographic p osition , as though there w ere  
on ly  one, is  fa in tly  r id icu lous.” (M ason  2 0 0 2 , p .55).

E thnography has its orig ins in  socia l anthropology, and traditional ethnography  
em braces the study o f  a culture, sp ec ific  group or tribe o f  p eop le , concentrating m ain ly  
on prim itive cultures and o f  the w a y  they  liv e  every  aspect o f  their liv e s  (C ressw ell 
1998). B rew er (2 0 0 0 ), su ggests that there are tw o k inds o f  ethnography w h ich  h e  
describes as b ig  and little, describ ing  b ig  as b e in g  qualitative research as a w h o le , and  
little as fie ld w ork , w here data is gathered over a len g th y  period, so m etim es lasting  
m any years

“E thnography is  the study o f  p eo p le  in  naturally occurring settings or ‘f ie ld s ’ b y  
m ean s o f  m ethods w h ich  capture their soc ia l m ean in gs and ordinary activ ities, 
in v o lv in g  the researcher participating d irectly  in  the setting, i f  not a lso  the 
activ ities, in  order to co lle c t data in a system atic  m anner but w ith ou t m ean in g  
b ein g  im p osed  on them  extern a lly” (B rew er 2 0 0 0 , p .10).

S ocia l researchers o f  the C hicago sch oo l, during the 1920s and 1930s, 
encouraged the d evelop m en t o f  the ethnographic m eth od  and in particular participant 
observation as a m od e o f  study, m o v in g  from  the ‘prim itive  tribal cu ltures’ to studying  
different cultural groups in  the U S A  (B rew er 2 0 0 0 , M a y  2 0 0 1 ). S in ce  then, there has 
been  an in creasin g  u se  and d evelop m en t o f  ethnographic sty les  and different adaptations 
are n ow  frequently used  in  health  related research. B o y le  (1 9 9 4 ) p osits that w h ich ever  
w ay  the ethnography is presented, it o ffers both an in sigh t and understanding o f  a group  
o f  p eo p le  that o th erw ise  w ou ld  not b e  gained . S h e puts forward the c la im  that there is  
n ow  a sh ift in  the focu s on  contem porary ethnography, w ith  different com m on alities  
b ein g  considered  in  com parison to the traditional.

W ith in  the fie ld  o f  health  research, ethnography is  seen  as y ie ld in g  rich  ‘loca l  
k n o w led g e’ w h ich  is  ack n ow led ged  as b ein g  o f  s ign ifican t u se  in  the d evelop m en t o f  
health care serv ices (M uecke 1994). H ow ever, traditional ethnography is  v ie w e d  as an 
extrem ely  len g th y  m ethod that is  not com patib le w ith  lim ited  research b u d gets and short 
term project in itia tives. E thnographically  based  pragm atic m ethods h ave  con seq u en tly  
been  d evelop ed  to address the tim esca le  issu e , w h ich  h ave b eco m e k n ow n  b y  several 
nam es: rapid ethnographic appraisal, m in i-ethnography, or focu sed  ethnography (B o y le  
1994). T hrough u tilisin g  a focu sed  ethnography, the researcher com es to understand the 
m eanings o f  the participants w ith in  a cultural con text and this m ethod has b een  w id e ly
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u sed  to understand the illn e ss  exp erien ces o f  se lec t  patient populations (M orse  1987). 
F ocu sed , or m ini-ethnography, is  the sty le  o f  ethnography w h ich  seem s to b e  m ost  
appropriate for the purposes o f  the present research study. T he core characteristics o f  
focu sed  ethnographies com p rise

“T im e lim ited exp loratory studies w ith in  a fairly d iscrete  com m u n ity  
organization. T h ey  gather data prim arily  through se lec ted  ep isod es o f
participant ob servation , com bined w ith  unstructured and partia lly  structured  
in terview s. T h e num ber o f  k ey  inform ants is  lim ited; they  are u su a lly  persons  
w ith  a store o f  k n o w led g e  and exp erien ce  relative to the problem  or 
phenom enon  o f  the study, rather than person s w ith  w h om  the ethnographer has  
d evelop ed  a c lo se , trusting relationship  over  tim e” (M uecke 1994 , p. 199)

T h e characteristics described  b y  M uecke (1 9 9 4 )  re flect the k ey  features o f  the present 
study (i.e . tim e lim ited , d iscrete  com m unity , data gathering b y  se lec ted  ep isod es o f  
participant observation and unstructured in terv iew s w ith  a lim ited num ber o f  relevant  
k ey  inform ants), arising from  the aim s o f  the study and the lim ited  resources that w ere  
availab le. H ow ever, I w o u ld  argue that ‘m in i-eth n ograp h y’ d oes not im p ly  research that 
is  n ecessa r ily  superficial: o v er  a six  m onth period  it is  entirely p o ss ib le  and h ig h ly  
probable that a c lo se , trusting relationship  cou ld  b e  d evelop ed  b etw een  researcher and  
researched.

3.2.1.1 Participant Observation

H am m ersley  and A tk in son  (1 9 9 5 ) put forw ard the v iew  that th ey  se e  all soc ia l
researchers as participant ob servers and interpret the term  ‘ethnography’ as su ggestin g  a
set o f  m ethods characteristically  in v o lv in g

“T h e ethnographer participating, o vertly  or covertly , in  p eo p le ’s d a ily  liv e s  for 
an extended period  o f  tim e, w atch ing  w hat happens, listen in g  to w hat is  said , 
asking questions — in  fact, co llec tin g  w h atever data are availab le to throw  light  
on  the issu es that are the focu s o f  the research” ( p . l )

T h ey  ack n ow led ge that their interpretation is  broad, w ith  unclear boundaries, but it is  a 
d efin ition  that is con sisten t w ith  their perception  that participant observation  is in  so m e  
w a y s the m ost b asic  form  o f  so c ia l research.

T he section  o f  the study that em p loyed  participant observation  sk ills  w as tim e  
spent w ith  p eop le  w ith  an early d iagn osis o f  dem entia , and their fam ilies. T h e rationale  
for adopting this approach w a s to gain  understanding and m ake m ean in g  o f  w hat it felt  
lik e  h av in g  to return h o m e, to a fam iliar so c ia l setting , and build  a n ew  reality  in  the
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ligh t o f  inform ation gained  in h av in g  had an early d iagn osis o f  dem entia. Rather than  
rely  on interview  on ly , it seem ed  m u ch  m ore log ica l and com p assion ate  to  spend tim e  
w ith  the p eo p le  w h o  w ere research participants, to try to understand the changes that 
w ere happening in  their liv es  in  a contem poraneous fashion. W h ile  in terview s (audio-  
recorded w ith  participants’ consent) w ere  a lso  used , I w ou ld  argue that spendin g  tim e  
w ith  som eon e w h o  has early dem entia  w a s n ecessary  in  order to form  a trusting  
relationship . O n ce that relationship  w a s form ed, it gave  a m uch  better opportunity to  
w itn ess the m u ltip le  rea lities o f  this fie ld  (B rew er 2 0 0 0 ), and g a v e  access to deeper  
k n o w led g e  o f  the situation than w ou ld  ever  h ave  been  p o ssib le  in a o n e -o ff  in terview .

T he study u tilised  w hat w as d escrib ed  b y  B rew er (2 0 0 0 ) as an ‘observer-as- 
participant’ stance, w h ich  in vo lved  the researcher in  lim ited  participation, w ith  their  
role b ein g  seen  m a in ly  as the researcher. In this study the researcher/participant role  
w as p layed  out in  the p erson ’s h om e, h e lp in g  the participants prepare m eals, b e in g  part 
o f  their norm al every  day conversations w h ile  ‘hanging ou t’ w ith  them , and through  
b ein g  part o f  soc ia l ou tin gs to restaurants and cafes, or b y  accom panying  them  to  
clin ics.

T he first part o f  a participant ob servation  type o f  study is  u su a lly  spent learn ing  
the b asics  o f  the situation, such  as the lan gu age o f  the culture. In this study, a sp ec if ic  
geographical and cultural context w as shared b y  all participants (th ey  w ere all situated  
w ith in  a 25  m ile  radius o f  each other). In o n e  sen se  I am  fortunate to h ave  b e lo n g ed  to 
that culture for m an y years and to p o sse ss  priv ileged  ‘insider’ k n ow led ge, w h ich  has  
enabled m e to understand m uch o f  the language. C onversely , I co m e to the situation  
shackled  w ith  m an y  p re-ex istin g  n otion s, assum ptions, ideas, fee lin g s, k n o w led g e  and 
sk ills  o f  an experienced  practitioner in  the fie ld , and from  this p erspective it has b een  
d ifficu lt to b eco m e the ‘professional stranger’ (A gar 1980), or indeed  to ‘m ak e the  
fam iliar strange’ (C lou gh  and N utbrow n 2 0 0 2 ).

3.2.1.1.1 The insider/outsider perspective — or confused researcher?

O ne o f  the central areas o f  m y  re flex iv e  struggle during the research w as around the  
question  o f  w hether I w as operating from  an ‘insider’ or ‘outsider’ perspective. In m an y  
w a y s I am both and neither at the sam e tim e. W ould I have to h ave  dem entia m y s e lf  to  
b e  c lassed  as an insider? Or am I seen  as an insider b ecau se o f  m y  previous k n o w led g e  
and experience? A m  I an insider in  S tudy 1, b e in g  a p rofession al am ong fe llo w  health  
p rofession a ls or as a nurse practitioner w ou ld  I b e  seen  as an outsider am on g the
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m ed ical p rofession  w h o  m ade up the sam ple? T h ese  are som e o f  the m an y different 
constructions that cou ld  b e  applied to m e w ith in  this research project. I s e e  m y s e lf  as 
h avin g  a p riv ileged  p osition  in  both cam ps.

W ith in  S tudy 1 I had to b e a b it o f  an in sid er to gain  access to in terv iew  the 
m ed ical p ro fession  and for them  to enable m e to h ave  access to the participants in  Study
2. W ith the participants in  Study 2  I w as able to u tilise  m y  p revious k n o w led g e  and  
sk ills  to set up a trusting relationship  w h ich  enabled  m e to en gage p eo p le  in  a 
m eaningfu l w a y  and em p ow er them  to d isc lo se  their innerm ost thoughts and fee lin gs, 
and there w ere  com m en ts from  som e o f  the participants that b y  the end o f  the study they  
v iew ed  m e  as part o f  the fam ily  -  th ey  had b eco m e so  used to m e  b e in g  around. But, 
from  both p ersp ectives, I w as taking an outsider v ie w  o f  w hat w as their soc ia l reality. 
Insider and outsider, or e m ic  and e t i c  p ersp ectives are com m on  term in ology  in  
ethnography.

E m ic  relates to the insider’s v ie w  and is  situated at the heart o f  good  
ethnographic research (B o y le  1994 , Fetterm an 1998). T he e m ic  v iew  o f  reality  is  
im perative to the understanding and description o f  the insider’s perceptions. T his  
persp ective  requires that m u ltip le  realities are accla im ed , ack n ow led ged  and accepted, 
and in  the case  o f  this study, the rea lities o f  p eop le  w h o  have an early d iagn osis o f  
dem entia and their so c ia l netw orks w h ich  in cluded  their fam ily , friends, pastor, 
C om m unity  N u rses, and C onsultants in  O ld A g e  P sych iatry w ill all present w ith  
different realities in  Study 2.

In order to understand th ese  and m ake m ean in g  from  them , a researcher has to 
lo o k  at th ese  rea lities through an e t ic  perspective. T h e e t ic  p erspective represents the  
external reality  o f  the soc ia l sc ien ce  researcher. T h e m ajority o f  ethnographers see  
th ese  p ersp ectives a lon g  a continuum  o f  d ifferent le v e ls  o f  analysis or sty les. T yp ica lly , 
data are co llec ted  in itia lly  from  the e m ic  p ersp ective  and sen se  is m ade o f  it u sin g  the 
insiders and the analyst’s v iew s: “good  ethnography requires both em ic  and etic  
p ersp ectives” (Fetterm an 1998).

3.2.1.2 Using interviews

R esearch  in terv iew s can b e  seen  as data that are gathered in  a sp ec ific  research  
conversation  occurring at a particular tim e and p lace  (W en graf 2 0 0 1 ). B ased  upon the  
conversations o f  d a ily  life , the research interv iew  is  a professional conversation  (K vale
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1 9 9 6 ) . T here are various form s o f  this conversation  and B u rgess (1 9 8 4 ) d efin es the 
qualitative research in terv iew  as “a conversation w ith  a purpose” (p. 102).

T h e in terview  sty le  adopted for this study w as a sem i-structured in terv iew  w ith  
the purpose o f  listen in g  to p eo p le  as they describe their understanding o f  the w orlds in  
w h ich  th ey  w ork and liv e , to exp lore the insider perspective, and capture their 
exp erien ces, thoughts, perceptions and fee lin gs (R ubin and R ubin 1995 , T aylor 2 0 0 5 ). 
T h is m eth od  is  congruent w ith  the qualitative d esign  o f  the study, and its on to log ica l 
p o sitio n  o f  hum an b ein gs co-constructing m eaning  together and the ep istem olog ica l 
stance as the source o f  k n o w led g e  located  w ith in  the individual experience o f  the  
participants. T his p rovides the m eans for exploration  and clarification o f  the  
co m p lex itie s  o f  the top ic, and their flex ib ility  a llow ed  the em ergent inform ation to  
ev o lv e

T h e k ey  tasks o f  in terv iew in g  h ave b een  w e ll docum ented  b y  M cL eod  (1 9 9 9 ), 
w h o se  text w as extrem ely  u sefu l in  the preparation for undertaking in terview s. 
A lth ou gh  the interview er can b e  seen  as controlling the interv iew  p rocess (S ilverm an
1 9 9 7 ) , the in terview  m ethod  it s e lf  is  seen  not as a too l for obtain ing objective, factual, 
in form ation  but rather as a m ethod utilised  for the generation o f  so c ia lly  constructed  
k n o w led g e  (M cE v o y  2 0 0 2 ).

T h e ethnographic approach to in terv iew ing  is o f  a less  form al nature than that o f  
other typ es o f  qualitative in terview . W h ile  researchers w ill h ave  a lo o se  structure to 
their in terv iew  questions, there is no sp ec ific  order in  w h ich  th ey  w ill b e  asked, 
q uestions can b e  d esign ed  as prom pts in  order to open  up an area o f  d iscu ssion . 
Fetterm an (1 9 9 8 ), refers to the ‘grand tour q u estion ’ w h ich  is intended to gain  a broad  
in sigh t in to the participants’ soc ia l w orld. T his question  w ou ld  typ ica lly  ask in  this 
study, “h o w  w ou ld  you  describe the changes in  your life  s in ce rece iv in g  the d iagn osis o f  
dem entia?” T his is a broad sw eep  question  and reflects the nature o f  w hat the research  
is  attem pting to understand. T his in terview  is  m uch m ore o f  a shared conversation  
w ith in  ethnography as op p osed  to a set o f  structured or sem i-structured questions.

A  fem in ist in flu en ce  on  the in terview  technique has a lso  b een  adopted. O ak ley  
(1 9 8 1 ), describes the typ ical in terv iew  o f  the qualitative paradigm  as a on e  w a y  p rocess  
w h ich  see s  the in terview er g lean  inform ation from  the inform ant, but g iv es  noth ing  in  
return. T h e product o f  this m ethod is  the creation o f  the researcher’s m ean in g  as 
op p osed  to a co-creation  o f  shared m eaning  w h ich  is desirable in  this study. T he  
relationship  b etw een  in terv iew ee and in terview er w as m uch m ore o f  a collaborative
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venture. For this collaborative relationship  to d evelop , A rk sey  and K night (1 9 9 9 )  
b e lie v e  that there are a set o f  strategies w h ich  are u sefu l, som e o f  w h ich  have b een  
u tilised  in  th is study. T h ese  include h igh  le v e ls  o f  trust b e in g  built, c lo se  and continual 
attention to ethical issu es , a reciprocal relationship , s e l f  d isc losu re and personal 
in vo lvem en t and request for feedback  from  the data analysis w h en  p ossib le . W h ilst a 
participant observation  m ethod o f  data co llec tio n  w ith  p eop le  w ith  dem entia and their  
fa m ilies  w as em p loyed  in  addition to in terv iew s, the o n ly  m ethod ch osen  for the  
p rofession a ls in  the study w as interview . T h is w as, first, to fu lfil the criterion o f  
‘p eo p le  w ith  a store o f  k n o w led g e’ that is  relevant to the area b e in g  studied, and w ou ld  
set in  context the p ro fessio n a ls’ socia l reality. Second, it w as for pragm atic reasons o f  
tim e  m anagem ent and issu es  o f  access, a lthough an opportunity o f  in clu d in g  three  
C onsultants in  O ld A g e  Psychiatry in  the participant observer segm en t o f  the study did  
arise w h en  I accom panied  so m e o f  the participants to the clin ic.

Interview s in  both  studies w ere recorded b y  the u se  o f  an audio-tape m achine. 
In Study 1 the com p lete  in terview s w ith  the doctors w ere recorded. T h ese  in terv iew s  
lasted  from  3 5 -9 0  m inutes. In Study 2 o n ly  se lected  segm en ts o f  our conversations  
w ere recorded and tended to b e  around a 90  m inute d iscu ssion  w h en  w e  w ou ld  sit and 
d iscu ss the changes that dem entia had brought, w h ilst fie ld  n otes recorded other  
interactions. T h ese  recordings w ere transcribed b y  an experienced  transcriber before  
b ein g  entered into the N V iv o  data m anagem ent system .

3.2.2 A grounded theory approach- the basis fo r a multi-faceted analytic toolbox 

T h is study has b een  strongly  in flu en ced  b y  the n otion  o f  a grounded theory approach o f  
data analysis although it m akes no c la im s to b e  purely a grounded theory study. 
Rather, I h ave v iew ed  th is theory, based  on the w ritings o f  Strauss and C orbin (1 9 9 8 ), 
as an im portant foundation for m y  qualitative research too lb ox . G rounded theory w a s  
co-constructed  b y  B arney G laser and A n slem  Strauss in  the late 1960s and has b een  
d evelop ed  and described  b y  authors such as Charm az (1 9 9 0 ), and m ore recen tly  
A uerbach and S ilverste in  (2 0 0 3 ), w h o  g iv e  a clear account o f  ‘d o in g  grounded theory’ 
w ith  the assistan ce o f  the N V iv o  softw are program m e. D escrib ed  b y  M cL eod  (2 0 0 1 ) as 
the current ‘m arket leader’ in  qualitative research, h e  attributes its popularity to the clear  
set o f  gu id elin es and expandin g num ber o f  p u blications p erceived  as exem plars.

Central to the b e lie fs  o f  Strauss and Corbin (1 9 9 8 ) is  that theory is  
fundam entally  constructed from the data, w h ich  have b een  system atica lly  am assed  and
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analysed  b y  w a y  o f  the research process. M ethod, co llec tion  o f  data analysis, and 
em ergin g  theory are inextricably  linked. T h ey  advocate that evaluation  is  em braced in  
both art and sc ien ce . T he art lie s  in  the creativ ity  o f  the researcher to reco g n ise  and  
label categories appropriately, have the ab ility  to contrast and com pare, question  the  
data, and distil, then extract from  it, w ithout lo s in g  the essen ce , and so m eh o w  m ake  
sen se  and m ean in g  from  the m ountain o f  raw data that is  relevant to the study. T he  
sc ien ce  is seen  in  the ab ility  to b e  rigorous in  the task and o f  b e in g  able to create the  
theory from  co llected  data, a theory w h ich  is  arrived at b y  system atic  p rocess o f  
analysis that id en tifies and connects categories arising from  the data. A  m ore detailed  
account o f  the data analysis fo llo w s  in  the M ethods section  o f  this chapter at 3 .3 3 .5  and
3 3 .4 .7 .

3.2.3 Researching sensitive topics and vulnerable informants

Including p eop le  w ith  dem entia in  the study, even  today, is still fairly n ove l w ith in  the  
realm s o f  the research w orld , and the debate surrounding the ethical d ilem m as in  this  
process, e sp ec ia lly  around the area o f  inform ed consent, have been  on g o in g  for som e  
years n o w  (A garw al, et al. 1996). M ore recently  the debate has b een  around the  
in c lu sion  and in vo lvem en t in  the research process (Bartlett and M artin 2 0 0 2 , W ilk in son  
2002).

P eop le  w h o  h ave b een  g iven  a d iagn osis o f  dem entia  h ave  b een  the subject o f  
research for m an y  years, m ain ly  w ith in  a m ed ica lly  oriented, sc ien tific , p o sitiv istic  
paradigm , and alm ost a lw ays as p assive  subjects rather than collaborative partners. In 
other w ords, research w as som eth in g  don e to them , rather than w ith  them . A  gradual 
change has b een  w itn essed  in  recent years w here p eo p le  w ith  dem entia h ave b een  
encouraged and em pow ered  to b eco m e both  active participants in  research in  the socia l 
sc ien ces (R obinson , 2 0 02b , M cK illop , 2 0 0 2 ), and in  contributing to research journals  
(F riedell 2 0 0 2 , B ryden 2 0 0 2 , M cK illop  2 0 0 2 , Sterin 2 0 0 2 ). T w o earlier writers h ave  
b eco m e m ore w e ll k n ow n  as authors o f  their ow n  stories (M cG ow in  1993 , D a v is  1989), 
b y  g iv in g  detailed  narrative accounts o f  their jou rn ey  through dem entia. T h is has g iven  
the public  the opportunity to share extrem ely  va lu ab le  insights into the sub jective  
exp erien ce o f  dem entia. H ow ever, m u ch  w ork rem ains to b e  done in  order to ga in  a 
greater understanding o f  this experience.

P eop le  w ith  dem entia need  to b e  afforded the opportunity o f  b e in g  part o f  the  
research p rocess and g iven  options as w e ll as opportunities o f  b e in g  included  active ly
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rather than continue as p a ssiv e  subjects throughout the trajectory o f  their dem entia. 
E laine R obinson  (2 0 0 2 ), in  reporting her thoughts on b ein g  so m eo n e  w ith  a d iagn osis o f  
dem entia, w h o w as in vo lved  in  research, h as this very  im portant m essa g e  for us (the  
research com m unity)

“W ho e lse  k n ow s w hat it ’s lik e  to h ave  the disease? N o  doctor, no matter h o w  
em inent, could  ever truly appreciate h o w  w e  p erceive the horrors . . .  u n less h e  or 
she suffers from  it too . . .  W hat a h u g e ly  m issed  opportunity it w ou ld  b e  i f  
p eop le  w ith  A lzh e im er’s w ere exclu d ed  from  the very  th ing  that cou ld  b e  u sed  
to gain a fu ller understanding o f  their d isea se” (p .104).

T his m essage, written so  clearly, w as indeed  received  and taken on board. I f  I w anted  
to understand the initial exp erience o f  so m eo n e  b ein g  g iven  an early d iagn osis o f  
dem entia and h o w  they  incorporated that d iagn osis into their day  to day liv es  over  a 
subsequent s ix  m onth period, then w h o  e lse  should  I ask but som eon e  w h o  is  
exp erien cin g  this situation. W hilst I ack n ow led ge and respect the crucial ro le  o f  fam ily , 
friends and supporters, their exp erien ce o f  liv in g  w ith  so m eo n e  w ith  dem entia is  
perhaps a very  different experience, and th ey  can on ly  report their ow n  so c ia lly  
constructed subjective exp erien ce and observations. Their v ie w s  o f  w hat it is lik e  to  
exp erien ce dem entia from  the d iagnosed  p erson ’s point o f  v iew , h ow ever  w e ll 
m otivated , are g iv en  b y  proxy. T h ey  u sed  to b e  the accepted focu s o f  m ost o f  the 
research efforts up until the m id -1 9 9 0 s.

T his is  n ow  v iew ed  as inadequate and there has been  a call, n ot o n ly  for p eo p le  
w ith  dem entia to b e  included  in  research, but to b ecom e collaborators in  the research  
endeavour (Sabat 2 0 0 3 , W ilk in son  2 0 0 2 ). T h e v o ic e  o f  the person  w ith  dem entia n eed s  
to resonate throughout the research process, and not on ly  in the findings. W hen v o ic e  is  
m en tion ed  in  this research it is  in  an attem pt to g iv e  prim acy to “p eo p le  w h o se  stories  
are not o ften  docum ented , public ised , listen ed  to and afforded s ig n ifica n ce” (G o o d ley  
(2 0 0 4 ) and w h ile  the stories o f  the participants is  articulated through m e, it is the v o ic e s  
o f  the participants that need  to b e  heard.

I f  w e  are to truly subscribe to the id ea  o f  p eop le  w ith  dem entia  as research
collaborators, w e  need  to seriou sly  consider th is from  the d esign  and p lanning stage o f
any project. B y  en gag in g  p eo p le  w ith  dem entia  as active collaborators in  research w e

“can co m e to understand m ore d eep ly  the reasons behind  certain reactions, 
certain behaviours . ..T h e  d iscourse, the narrative, w h ich  is  encouraged and  
revealed  in  such a relationship p rovid es inform ation that cannot b e  captured b y  
rating sca les or questions to w h ich  the answ er is  ‘y e s ’ or ‘n o ’, for w e  w ant to
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know  not ju st ‘that’ so m eo n e  fee ls  on e  or another w ay, but ‘w h y ’ as w e ll”
(Sabat 2 0 0 3 ).

M any ben efits can b e  experienced  b y  the person w ith  dem entia w h o  b eco m es  a 
collaborator in  research: fee lin g s o f  enhancing self-w orth , b y  co-con stru ctin g  a va lu ed  
socia l identity; fee lin g s  o f  contributing to the b od y  o f  k n ow led ge; and the rea liza tion  o f  
b ein g  able to in flu en ce  future serv ices for p eop le  w ith  dem entia. B y  encouraging  th is  
form  o f  research partnership, w e  are not o n ly  enhancing the opportunity o f  c o 
constructing valued  soc ia l identities as collaborators in  research, but w e  are ensuring  
that they w ill h ave  so m e im pact on  the future o f  serv ices for p eo p le  w ith  dem entia. 
(Sabat 20 0 3 , W hitlach  2 0 0 1 ).

3.2.4 Systematic case study research

T he case  study m ethod can en com p ass both qualitative and quantitative data w ith in  its  
sphere o f  operation (Y in  2 0 0 3 ). W h ile , according to Y in  (2 0 0 3 ), ethnographic research  
d oes not a lw ays produce case  studies, B rew er (2 0 0 0 ) argues that all ethnographic  
research d oes in v o lv e  the production o f  case  studies. H am m ersley  (1 9 9 2 ) p rop oses a 
m ore narrow d efin ition  for case  study than has been  traditional and sees  it b a sica lly  as a 
‘case  se lec tio n ’ strategy o f  w h ich  h e  recounts three d efin ition s A lo n g  w ith  the case  
study, these are the survey and experim ent form s o f  case  se lection . A cco rd in g  to  
H am m ersley  (1 9 9 2 ), in  contrast to the su rvey  the ca se  study in v o lv es  greater detail, 
depth and accuracy and is  le ss  lik e ly  to afford credib le generalisations to the w id er  
population w ith  find ings largely  unrepresentative. T his d oes not m ean that there are no  
b ases in  case  studies for generalisation , and ev id en ce  n eed  not a lw ays b e  seen  as 
statistical.

I f  w e  think o f  the case  o f  A lzh e im er’s d isease , the cla im  for this n o so lo g ica l 
entity w as m ade from  a s in g le  case  w h ich  w as published  b y  K raeplin (see  p a g e  2 8  o f  
literature rev iew ). S in ce  that sin g le  case, a grow in g  b o d y  o f  ev id en ce  has b een  reported  
o f  the d isease  entity  built on  that first reported sin g le  case  in 1907. Sim ilar con ten tion s  
can b e m ade about the experim ent w ith  less  con v in cin g  con clu sion s b e in g  reached  b y  
case  study about the ex isten ce  o f  causal relationships, and although it can b e  argued that 
it is  le ss  lik e ly  in  case  study it has neverth eless been  reported that there is the lik e lih o o d  
that this can b e  observed. Stake (1 9 9 5 ) contends that the real b u sin ess o f  ca se  study  
research is not ‘gen eralisation ’ but ‘particularisation’ and the case  se lec ted  is  
em phasised  b y  its un iq u en ess, that each ca se  is  different; h ow ever, p rim acy m u st b e
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g iven  to the understanding o f  the ca se  it s e lf  rather than the contention o f  h o w  sim ilar or 
different it is  from  others.

H ow ever, for the purposes o f  this research study the m ain u tilisa tion  o f  the case  
study m ethod is in the m anagem ent and presentation o f  data and w ill b e  em p loyed  to 
assist in  the understanding o f  each  ‘c a se ’ w h ich  com prises the person w ith  the d iagn osis  
o f  dem entia and the part o f  their soc ia l netw ork that th ey  w ish ed  to m ake k n ow n  to the  
researcher and invited  to b e  part o f  their research experience.

3.2.5 Quality in qualitative research — achieving credibility and practical utility

Striving for q uality  and cred ib ility  w ith in  the qualitative paradigm  are im portant issu es, 
indeed  K vale  (1 9 9 6 ) refers to the con cep ts o f  generalizability , reliab ility  and v a lid ity  as 
having reached the status o f  a sc ien tific  ‘h o ly  trinity’. There has b een  a lo n g  debate  
over w h ich  term s should  b e  u tilised  in qualitative research that w o u ld  reflect the  
researchers’ ack n ow led gem en t o f  the requirem ent for quality w ithout com p rom isin g  
their underpinning p h ilosop h ica l stance that reflects the “ im age o f  the person  as a 
reflex ive  agent, an im age o f  the researcher as in v o lv ed ” (M cL eod  2 0 0 1 , p. 190) 
D ifferent term in ology  has b een  su ggested  and the m ost com m on term s in  qualitative  
research are th ose  o f  trustw orthiness and authenticity (L incoln  and Guba 1985).

W hatever the ch o ice  o f  term, the authors o f  research reports are ca lled  to “sh ow  
the truth-value o f  their research in  the w rite up” (H o llo w a y  20 0 5 , p. 2 7 6 ). T he truth 
valu e is  dem onstrated in  this th esis  b y  a variety o f  procedures in c lu d in g  m em ber  
checking, peer debriefing, k eep in g  a re flex iv e  journal and m aking d ec is io n s  m ade on  
procedures open  and trustworthy in  their reporting w ith in  this chapter, and later in  the  
descriptive accounts o f  the fin d in gs in  chapters 4 , 5, and 6 . A n  in flu en ce  in  all o f  the  
quality seek in g  procedures w as the general m od el for go o d  practice for research d esign  
described b y  S tiles  (1 9 9 3 ).

A ccord in g  to L incoln  and Guba (1 9 8 5 ) m em ber ch eck in g  (or respondent 
validation) is  the m ost im portant o f  all o f  these, and w h ich  con sists o f  participants 
reading, d iscu ssin g  and p assin g  com m en t on the find ings o f  the study.

T he procedures used  for m em ber ch eck ing  and ordering o f  data an a lysis are 
described b e lo w  in  section  3 .3 .3 .4 . M ethods o f  peer debriefing w ere a lso  u tilised  and  
described in th is section .
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3.2.6 Summary o f key methodological principles and values

T he k ey  m eth od olog ica l princip les adopted and em p loyed  w ith in  th is study h ave their  
origins in  different sch o o ls . T he in fluence o f  the fem in ist m ovem en t is  reflected  in  m y  
com m itm ent to collaboration  w here the researcher and the researched w ork together to  
d evelop  a co-constructed  account o f  the m ean in g  o f  the data. W h ilst I do not cla im  to  
b e a fem in ist, I subscribe to their b e lie fs  that a researcher sh ou ld  aim  to create 
relationships w ith  participants that are characterised b y  m utuality, reciprocity  and 
equality. T h ese  are not m erely  fem in ist characteristics but are a lso  em braced b y  the  
socia l construction ist p erspective.

A nother princip le that inform s the w ork reported in th is th esis  is  the prim acy o f  
v o ic e  o f  the participants -  th is is  reflected  in  their m an y quotes reported in  Chapters 4 , 
5, and 6 . A ccord in g  to C o ffey  (1 9 9 9 ), w e  n ever truly represent others s in ce  it is  the 
author w h o  is  ch o o sin g  and ed iting the quotes presented. W h ile  ack n ow led g in g  
C o ffe y ’s (1 9 9 9 ) p osition , m y  approach has b een  to fo llo w  H o llo w a y ’s (2 0 0 5 )  
contention  that to adequately represent a participant’s socia l w orld , the “writer has to b e  
com m itted  to them  and not see  them  as inanim ate objects that are either p a ssiv e  or can  
b e  m anipulated, but as active m em bers o f  that w orld  w h o  are in v o lv ed  in  the 
construction  and re-construction o f  k n ow led ge” (p. 28 2 ). A nother o f  the gu id in g  
princip les is  that o f  in c lu s io n  o f  p eo p le  w ith  dem entia  at all stages o f  the research  
endeavour and that is  reflected  throughout this th esis.

F inally , m y  com m itm ent to transparency and ow nership  o f  d ec is io n s m ade can  
b e  traced to the re flex iv e  stance w h ich  has b een  adopted, both  in  the w riting  o f  this  
th esis and m ore apparently in  m y  fie ld  notes and journal, and g iv e s  a dem onstration o f  
h o w  I w a s in vo lved  in the research project rather than b e in g  m ere ly  a neutral observer. 
T he m eth od s u tilised  in  this th esis w ill n ow  b e  exp la ined  in  m ore detail.

3.3 Method

T his study u ses an overall ethnographic, in c lu sive , construction ist m eth o d o lo g y  to  
exp lore h o w  an early d iagn osis o f  dem entia a ffects the liv es both o f  th ose  d iagnosed  
and th o se  w h o  d iagn ose (m em bers o f  the m ed ica l p rofession ). T h e earlier section s o f  
th is chapter clarified the m eth od olog ica l ch o ices  that w ere m ade in  relation  to the  
d esign  o f  this study. T he fo llo w in g  section s describe the practical im p lem en tation  o f  the
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study, and deals w ith  issu es o f  data co llec tio n  and analysis, procedures, and eth ical 
issu es. First it w ill focu s on Study 1 (the ‘d octors’ stu d y’) w h ich  u tilised  in terv iew s and  
grounded theory an alysis, before m o v in g  to Study 2 (p eo p le  w h o  had received  an early  
d iagn osis o f  dem entia), w h ich  em p loyed  a m ore in ten sive , participative, ethnographic  
approach. A s m en tion ed  earlier, the reasons for the research project b e in g  carried out in  
tw o distinct studies w ere essen tia lly  pragm atic on es. A lth ou gh  the tw o stu d ies are 
reported separately, it cannot be stressed stron gly  enough  that they  w ere  both  
com ponent parts o f  the on e larger study. For the purpose o f  th is chapter I deal w ith  the  
m ethods o f  each study separately.

3.3.1 Introduction

In th is section  I present an o v erv iew  o f  the w h o le  research d esign  and then report 
separately on  the m eth od s o f  the tw o stud ies w ith in  th is research project. S tudy 1 w ill  
g iv e  details o f  the sam ple, procedures, eth ical considerations and data an alysis, 
includ in g  a section  on  the u se  o f  the N V iv o  qualitative softw are package. S tudy 2 w ill  
then b e  introduced u tilisin g  a sim ilar form at but w ith  the added section  on  h o w  the  
in c lu siv e  approach to this part o f  the study ev o lv ed .

3.3.2 Overview o f the research design

T his research project in vo lved  undertaking tw o  separate studies. T h ese  studies, 
although separate, w ere  interconnected in  several w ays. First the con n ection  w a s that 
each  o f  the three k ey  groups o f  p eo p le  w h o  w ere  in v o lv ed  in  the d iagn ostic  p rocess, 
n am ely  the C onsultants, the G Ps and the p eo p le  w ith  th e d iagn osis, w ere all in cluded  in  
the overall study. Secon d , three o f  the C onsultants from  Study 1 also participated in  
Study 2, b y  dint o f  referring p eo p le  into the study, and then b e in g  part o f  the  
observational data o f  Study 2 as I, the researcher, accom panied  all o f  the participants to  
the C onsultants’ c lin ics . N o n e  o f  the G Ps w h o  took  part in  Study 1 w ere in v o lv ed  in  
Study 2. Third, com parisons w ere m ad e o f  the fin d in gs, w h ere appropriate.
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DESIGN STUDY 1 STUDY 2
Methodology Qualitative -  Interview Qualitative—Ethnography
Method of Data Collection

In Depth Audio Recorded 
Interviews

Participant Observation 
In depth Audio Recorded 
Interviews 
Field Notes

Sample 7 Consultants in Old Age 
Psychiatry and 12 Principals 
in General Practice

5 People with a new diagnosis 
of dementia living within a 
family context

Method Data Analysis Mixed methods mainly 
informed by a Grounded 
theory approach utilising 
constant comparison to 
elicit emergent themes

Mixed methods mainly 
informed by a Grounded 
theory approach utilising 
constant comparison to elicit 
emergent themes

Tools Used in Data 
Storage/Analysis

NVivo Computer Software 
Package

NVivo Computer Software 
Package

Table 4 A summary of methodology and methods from Study 1 and Study 2

3.3.3 Study 1: Doctors’ experiences of involvement in early diagnosis of 

dementia

T he fo cu s o f  this study is  m em bers o f  the tw o  groups o f  doctors w h o  are m ost  
frequently in vo lved  in  the d iagn osis and treatm ent o f  early dem entia, n am ely  G Ps and 
the C onsultants in  O ld A g e  Psychiatry. T he m ain  aim  w as to gain an in sigh t into h ow  
m ed ical practitioners en gaged  w ith  early d iagn osis o f  dem entia and to construct a 
grounded theory m od el w h ich  w o u ld  go  som e w a y  to understanding h o w  th ey  m ake  
m ean in g  o f  this area o f  their p rofession a l work.

3.3.3.1 Sample

T he sam p le for Study 1 con sisted  o f  the entire population  o f  O ld A g e  Psychiatrists, 
seven  in  total, em p loyed  b y  the H ealth  Board in  th e study area. T h is w a s the so le  
in c lu sion  criterion. There w ere fiv e  m ales and tw o  fem ales w ith  length  o f  em ploym ent 
as a C onsultant ranging from  tw o years to 18 years, a ll o f  w h om  w orked fu ll tim e in  O ld  
A g e  P sychiatry, s ix  o f  w h om  w ere  Scottish  and o n e  originated from  Spain. T h ey  w ere  
aged from  3 6 -4 8  years. E ach C onsultant w as random ly allocated  a co d e  num ber  
b etw een  on e and sev en  for reporting purposes. T o  resp ect anonym ity  there has b een  no  
table m ad e o f  their characteristics as it w ou ld  m ake them  ea sily  identifiab le.
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T h e in clu sion  criteria for G eneral Practitioners (G P s) w ere that th ey  had to b e  a 
principal in  G eneral Practice for at least f iv e  years and to b e  practicing w ith in  the sam e  
A rea H ealth  Board as the O ld A g e  P sychiatrists. T h is sam ple con sisted  o f  tw elv e  G Ps 
(s ix  m a les and six  fem ales). T heir tim e in  practice ranged from  s ix  years to 31 years. 
T heir countries o f  orig in  w ere as fo llow s: sev en  from  Scotland, three from  England, on e  
from  N orthern Ireland and on e from  G erm any.

Participants Gender Age Number of years in practice Urban Rural Relative with dementia1 M 40 8 X YES2 M 45 17 X NO
3 F 42 15 X NO
4 F 51 23 X YES
5 M 53 24 X NO6 M 58 31 X YES
7 M 42 13 X YES8 F 57 23 X YES
9 M 36 6 X NO10 F 49 14 X NO11 F 35 6 X YES12 F 48 15 X NO
Table 5 A summary of GP participants in Study 1

W h ilst the entire sam p le o f  C onsultants w a s ch osen  b ecau se o f  their location  and 
p rofession , th ey  a lso  represented a w id e  range o f  practice exp erien ce both in  years and  
in  geograp h ic  spread, w ith  both urban and rural areas b ein g  represented. G Ps w ere  
ch osen  u sin g  the G rounded T heory  principal o f  theoretical sam p lin g  (Strauss and  
C orbin, 1998), ch o o sin g  interesting inform ants on  the basis o f  an em erging  analysis, 
and w h o  w ere recom m en d ed  b y  co llea g u es as b e in g  p eop le  w ith  relevant k n ow led ge  
and exp erien ce. F o llo w in g  17 in terv iew s it w a s decided  that there w ere  no n ew  
ca tegories or them es em erg in g  fo llo w in g  the in terv iew  o f  the tenth GP participant. 
H ow ever , tw o  m ore w ere in terv iew ed  in  order to b e  sure that saturation had d efin ite ly  
b een  reached. T he group o f  G Ps recruited to th e study reflected  a go o d  m ix  o f  age and  
exp erien ce  (S ee  T able 3 .2 ).

3.3.3.2 Procedures

T w o  p ilo t in terv iew s w ere carried out. T he first in terv iew  w as w ith  a GP w ith  w h om  I 
had w orked  w h o  w as aw are o f  the research project and understood the process. T his GP  
w a s happy to b e  in v o lv ed  in  testin g  the in terv iew  schedule and w as prepared to g iv e  
feedback . T h e secon d  interv iew  w as carried out w ith  a GP w h o m  I did n ot k n ow  to
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a llo w  m e to exp erien ce  in terv iew in g  ‘a stranger’. B oth  o f  these G Ps had b een  sent an  
in form ation  lea flet ( s e e  appendix D ) prior to our m eeting. Interview s took  p lace  in  the  
G P s’ surgeries. T h e procedure w a s exp la in ed , confidentia lity  w as assured and the  
con sen t form  sign ed  b y  participants prior to the com m encem en t o f  th e in terv iew . 
F o llo w in g  the first in terv iew  som e adjustm ent to the questions w ere required, and again  
fo llo w in g  the secon d  in terview . D uring the secon d  interview  the GP w as asked to read  
a p assage  referring to p eo p le  w ith  dem entia  as ‘heartsink’ patients and to m ake  
com m en t about th is p iece , as a m ean s o f  e lic itin g  attitudes. T h is w as d one b eca u se  it 
w a s often  reported as b e in g  the v ie w s  o f  som e G Ps; it did not w ork and it fe lt lik e  I w as  
testin g  the participant’s reading ability . T h is w a s not really  com m ented  o n  and so  w as  
rem oved  from  the sch ed u le  as it did not add anything to it. T h e schedule w a s then u sed  
for the other ten  GP in terv iew s and m inor adjustm ents w ere m ade to it prior to starting  
the C onsultant in terv iew s. T he in terv iew  sch ed u le  u sed  w ith  both GP and C onsultant 
participants can b e  found in  A ppendix  G. M y  approach in  in terv iew s w as to u se  th ese  
q u estion s as a starting point for further exploration, and to encourage participants as 
m uch as p o ssib le  to te ll their ow n  ‘story ’ in  relation  to their in vo lvem en t w ith  patients  
d iagn osed  w ith  early dem entia. In terview s lasted  3 0 -9 0  m inutes, w ere recorded on  an 
audio-tape and w ere  then transcribed b y  an experienced  transcriber.

3.3.3.3 Ethical issues and consent

Ethical approval w as rece ived  from  b oth  the L ocal R esearch E thics C om m ittee (L R E C ) 
o f  the H ealth B oard and the S ch oo l o f  H ealth  and S ocia l S c ien ces, U n iv ersity  o f  
A bertay D u n d ee E th ics C om m ittee. S u b m ission  o f  inform ation about the study b e in g  
issu ed  to the participating doctors and patients and their fam ilies had to conform  to the  
standards o f  LREC.

3 .33 .4  Data analysis

M anagem ent o f  the data for this study w as facilitated b y  the use o f  the N V iv o  
Q ualitative D ata A n a ly sis  program m e (R ichards, 2 0 0 5 ). R ecord ings o f  in terv iew s w ere  
transcribed b y  a sen ior  m edica l secretary w h o  had exp erience in  transcribing research  
in terv iew s and w h o  w a s a lso  bound b y  the sam e cod e o f  con fid en tia lity  as the  
researcher. Prior to the audio tapes b e in g  handed over for transcription, I listen ed  to  
them  to start form ulating som e id eas and to get a sen se  o f  w hat w as b e in g  said  w ith in  
the story o f  each o f  the doctors. F o llo w in g  transcriptions, I listen ed  again, g o in g  over
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the tapes s lo w ly  and fo llo w in g  the text on the transcribed docum ents to im m erse m y se lf  
in the data. T he data w as then entered into the N V iv o  program m e. A lth ou gh  the  
com puter program m e assists in  the m anagem ent o f  the data it d oes not do the analysis  
w h ich  has still to b e  done in a v ery  sim ilar w a y  that G rounded T heory an alysis (Strauss 
and Corbin 1998) w as d one prior to the u se  o f  com puter program m es. D ocu m en ts  
w ere co lou r cod ed  to m ake it clear w hether the docum ent w as pertaining to a G eneral 
Practitioner or a C onsultant in  O ld A g e  Psychiatry. M em os and com m en ts w ere added  
to the transcripts throughout the p rocess o f  analysis u sin g  the ‘data b ite s ’ feature. T he  
transcriptions w ere then cod ed  u sin g  the ‘free n o d es’ a llow in g  for th em es to em erge  
from  the data and a separate docum ent w as created to record thoughts. R ep eatin g  ideas  
w ere grouped together u tilis in g  the ‘tree n o d es’ fac ility  w ith  th em es then b ein g  
organised into coherent categories. A  p rocess o f  constant com parison  b etw een  the 
transcripts w as incorporated into th is process. T heory w a s d evelop ed  from  the grouping  
o f  them es into m ain  categories. T h e ab ove procedure w as truly an iterative process  
m o v in g  back  and forth b etw een  the raw data, the theory d evelop in g  from  the them es 
and ideas that w ere form ing.

M em ber ch eck in g  w as carried out in  both studies. H ow ever, due to the tim e  
constraints on  the participants and the author, it w as decided  that on e  GP and on e  
C onsultant should  read and com m en t on Chapter 4 , w h ich  w as the fin d in gs o f  Study 1. 
V erbal feed b ack  w as g iv en  from  both. T he GP w as am azed at the detail in  the study  
and found so m e o f  the concepts d ifficu lt to grasp w h ile  the C onsultant d iscu ssed  som e  
changes required regarding so m e o f  the term in ology  u sed  and also exp ressed  surprise at 
so m e o f  the find ings esp ec ia lly  the notion  o f  G Ps w ish in g  to g iv e  the d iagn osis to the  
patients. In Study 2 , on the fourth v is it  to each case  study participant, I shared the  
analysis that had b een  com p leted  and the early form ation o f  categories and concepts and 
d iscu ssion  ensued  and ch an ges m ad e accord ingly  although general con sen su s w as  
achieved . O ne participant w anted to read and h ave h is  ow n  cop y  o f  the th esis  and this  
w ill b e  delivered  in  due course, although h e has read and com m ented  on  chapters 4 , 5 
and 6 to date.

S om eth in g  w h ich  I va lu ed  greatly w as peer debriefing. T his technique can be  
described  as the u se  o f  an inform ed co lleagu e as a sound ing board for the researcher to 
verb alise  ideas and concerns, to share em erging  find ings and test out p o ss ib le  concepts. 
I w as fortunate to h ave a co llea g u e  w h o w as w ork ing w ith  p eop le  d iagn osed  w ith  early  
dem entia. W e d iscu ssed  regularly the n ew  ideas and concepts em erg in g  from  the data

137



and sh e w as able to test them  out either b y  observation  or intervention. T h is w as both  
va lid atin g  and affirm ing. O ther fe llo w  students and both supervisors a lso  acted in  this  
capacity. M y  supervisors a lso  audited selected  segm en ts o f  m y  an alysis, b y  generating  
their o w n  categorisation o f  p assages o f  transcript m aterial, w h ich  w a s then d iscu ssed  
together to id en tify  and reso lv e  areas o f  d ivergence. T h ese w ere am on g the strategies 
em p loyed  in  this study in  the quest for quality and valid ity .

T h e analysis and w ritin g  up o f  Study 1 w as com p lex  and sen sitive . N o t o n ly  
did I k n ow  m an y o f  the participants but in m y  n a ivety  I had assum ed that there w ou ld  
b e a clear set o f  p rotoco ls that each practitioner w ou ld  adhere to and u se  the sam e  
criteria for d iagn osis, treatm ent and referral to other serv ices. T h is w a s not the case , 
and the m oral uncertainties and ethical d ilem m as that I then faced  in  th is task w ere  
num erous and often  onerous. T h is burden o f  an xiety  about the con seq u en ces this thesis  
w ou ld  h ave on the p ro fession  w h en  published shou ld  not be underestim ated, and for a 
len g th y  period o f  tim e throughout the analysis I frequently b ecam e stuck. In order to  
represent the m edical practitioners in a m eaningfu l and honest w a y  I had to return again  
to a soc ia l constructionist perspective, w hich  em p h asises that th is kind o f  inquiry is  not 
about m aking truth c la im s but instead aim s to elucidate the co-construction  o f  
k n o w led g e  that is “p rov ision a l and contestable an d ...h istor ica lly /cu ltu ra lly  sp ec ific .” 
(Burr 2 0 0 3 ). M y  anxiety  then stem m ed from  w hat I can n ow  see  as the ten sion  b etw een  
the realist and relativist stance, projecting the sc ien tists’ (m edical practitioners’) need  
for va lid ity  and reliab ility  onto m y  text and the qu estion s that this w o u ld  engender and  
m y  ab ility  to ju stify  m y  ch osen  m eth od ology  and m ethods. T his ten sion  continued  
throughout the process o f  S tu d y 1.

33.3,4.1 The NVivo qualitative analysis software programme

T h is com puter softw are program m e has m an y different functions. I received  an 
introductory on e day course and found that very  u sefu l. I w as then able to attend a 
further tw o day training course w h ich  built o n  the previous course to a llo w  m e  to learn  
m ore about the functions o f  the program m e w h ich  w ere pertinent to m y  study. I u sed  it 
prim arily as a data m anagem ent tool w h ich  a lso  assisted  in  the p rocess o f  analysis. 
D ata storage and retrieval w as effic ien t w ith  co lou r cod in g  facility , and also  it had the  
ab ility  to search w h o le  sets o f  docum ents for sp ec ific  data. It can autom atica lly  record  
the location  o f  the text, the f ile  reference and other inform ation noted  about the text. It 
is  e ssen tia lly  a very  e ffic ien t filin g  system . T he p rocess o f  data an a lysis is  m ade m uch
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m ore m anageable w ith  se lected  text b ein g  assign ed  codes, and categories. It also has the 
fac ility  to record m em o s and other com m en ts and thoughts about the data. It can a llow  
ready access to all p rev iou sly  assigned  data. It a llow s cod es to b e  am algam ated w ith  
other cod es, to form  categories and h igher order categories. It a lso  has the function  o f  
testin g  out concepts and reorganising them  in  different w ays. I a lso  used  it to store m y  
fie ld  notes and journal, and it kept docum ents n eatly  together in  on e  study. W hat th is  
program m e cannot do  is break the data d ow n  into bits or indeed  put th ese  b its together  
again, o n ly  the researcher can do that. W h ilst it is a superbly h elp fu l too l it d oes h ave  
its lim itations and can o n ly  b e as effic ien t as its operator. D uring analysis, m y m ain  u se  
o f  it w as to break d ow n  the data and a ssig n  it to cod es and categories and I tended to  
resort to a paper flipchart w h en  I w a s grouping categories together and creating  
concepts. It is a v ery  effic ien t tool and can b e  used in different w ays. For m e, an  
am algam ation o f  com puter and paper and p en  w ere essential com p on en ts o f  the data  
analysis.

3.3.4 Study 2: An ethnographic study of the experiences of people who 

have received a diagnosis of early dementia

T his study concentrated on the lived  exp erien ce  o f  the person w ith  a n ew  d iagn osis o f  
dem entia, w ith in  a fa m ily  context, over the subsequent six  m onths. T he advantages o f  
an ethnographic approach have been  reported in  Chapter 3, sec tion  2 .1 . A d op tin g  an 
ethnographic approach a llow ed  m e to h ave  m u ch  m ore tim e w ith  participants, therefore 
b eco m in g  part o f  their everyday experience, rather than b e in g  a d istanced  observer. T h e  
aim  o f  this study w a s to find n ew  w a y s o f  understanding the em otion al, relational and 
p sych o log ica l p rocess that enfolds at, and fo llo w in g , a d iagn osis o f  early dem entia.

3.3.4.1 Overview

In this section  o f  the thesis, the m ethods em p loyed  and d eve lop ed  in Study 2 w ill b e  
reported. T his in clu d es the study sam ple and h o w  that sam ple w a s chosen , a sum m ary  
o f  the data co llec tio n  w ith in  each o f  the cases, a long  w ith  the procedures em p loyed , 
ethical issu es and consent, the ev o lv in g  o f  an in clu sive  approach and analysis o f  the  
data.
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33.4 .2  Sample

T his group o f  p eo p le  se lected  for invitation  into the study w ere p eop le  w h o  h a v e  b een  
g iven  an early d iagn osis o f  dem entia and w h o  w ere liv in g  w ith in  a fam ily  con text. T he  
criteria for in c lu sion  in  the study w ere that participants:

•  had b een  g iven  a d iagn osis o f  early dem entia  b y  a C onsultant in  O ld A g e  
P sychiatry no m ore than s ix  w eek s prior to the first m eetin g  w ith  the researcher;

•  had b een  inform ed o f  their d iagnosis;
•  had su ffic ien t cogn itive  capacity  and m em ory  to contribute verb a lly  to a 

conversation  and b e  able to d iscu ss issu es o f  d a ily  living;
•  should  h ave  an absence o f  other m ental disorders;
•  agreed to b e  included in the study and w ere cap ab le  o f  g iv in g  inform ed consent;
•  w ere liv in g  w ith in  a fam ily  con text and had a c lo se  (sp ou se, parent, sib lin g , 

child , nep h ew  or n iece) fam ily  relationship w ith  the person w ith  w h o m  they  
w ere liv in g .

It w as decid ed  in  n egotiation  w ith  m y  supervisors that there should  b e fiv e  case  study  
participants and their fam ily /socia l netw orks in the study. A n y  few er seem ed  at the  
tim e o f  d ec isio n  not to b e  su ffic ien t to gain a rich variety  o f  different typ es o f  the 
experiences o f  patients. In retrospect, how ever, g iv en  the tim e and resources availab le  
for the study, tw o  or three cases w ou ld  probably h ave  b een  the ideal num ber from  the 
point o f  v ie w  o f  data co llection  and m anagem ent.

A ll participants w ere invited  to participate in  the study b y  the C onsultant w h o  
diagnosed  them .
T he participants were:

J a m es , a 68 year o ld  m an, w as the first person referred into the study b y  C onsultant 2. 
Jam es had b een  married for 45  years, w ith  three children, n o w  all adults and liv in g  
geograp h ica lly  distant from  their parents. Jam es and h is  w ife  had fiv e  grandchildren. 
Jam es had run h is ow n  su ccessfu l pharm acy b u sin ess until retiral at 60  years o f  age. H e  
had m any h ob b ies and interests and w as a devout C hristian. H e liv es  in  a v illa g e  near  
the m ajor cou n ty  tow n.
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Beth, a 7 4  year o ld  w om an, w as referred into the study b y  C onsultant 2 . B eth  had been  
m arried for 54  years, w ith  tw o adult children both w ithin  travelling d istance o f  on e  
hour, and four grandchildren. She w as a sch ool secretary until she retired at 6 0  years o f  
age. S h e a lso  has m any h ob b ies and interests. S h e liv es  w ith  her husband in a quiet 
residentia l area o f  a m ajor city.

Ia n , a 79  year o ld  m an, w as referred into the stu d y b y  C onsultant 1. Ian had been  
m arried for 51 years, w ith  tw o  adult children w h o  w ere  both w ith in  travellin g  d istance  
o f  o n e  hour, and had four grandchildren. Ian w as a GP until h e  retired 18 years earlier. 
H e had few  hobbies that h e  w as able to participate in b ecause o f  h is poor physica l 
health. H e had m oved  to a rural v illa g e  on retiral.

M a g g ie , a 69  year o ld  w om an , w as referred into the study b y  C onsultant 2. She had 
b een  w id o w ed  four years earlier. She had three adult children, on e o f  w h om  lived  w ith  
her, and the other tw o w ith in  a short distance. S h e  had seven  grandchildren. Prior to  
her retiral at age 65 years she w as a c h e f  in a loca l h otel. She had few  hob b ies. She  
lived  in  a sm all rural tow n.

J e n n y , a 77  year old  w om an , w as referred to the study b y  C onsultant 3. S h e had been  
m arried to her husband tw ice . T h ey  had d ivorced  on ce , but they had n ever lo st touch  
over th e years and remarried tw o  years ago. T h ey  had three adult children, tw o w ith in  
travellin g  distance and on e in  South A frica. Sh e w as a secretary to a un iversity  
P rofessor prior to her retiral at 65  years o f  age. S h e  had few  hob b ies that sh e w as able  
to en g a g e  in , because o f  p h ysica l d isability . S h e  liv e s  in a sm all ham let w ith in  tw o  
m iles  o f  the nearest city.

A ll o f  the participants had b een  d iagnosed  w ith  early A lzh e im er’s d isease , each  
w as prescribed one o f  the cholin esterase  inhibitor drugs, and all w ere in  contact w ith  the  
research project w ithin  15 days o f  their d iagnosis.

3.3.4.2.1 The issue o f recruitment

T he recruitm ent o f  participants into Study 2 relied  on C onsultants in  O ld A g e  
P sych iatry introducing the top ic  o f  research to their patients. A lth ou gh  the in clu sion  
criteria had been  d iscu ssed  w ith  all o f  the consultants, it w as their ch o ice  as to w h o w as  
invited  in to  the study w h ile  the researcher and the p eo p le  w ith  dem entia had little or no
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control over this. A  d elay  in participant entry to th is study had m ore to do w ith  lon g  
w aitin g  tim es for scan results w ith  k n ock  on  effec ts  o f  delay in g  d iagn osis  w h ich  also  
then m eant a delay in  referral to the research project. A lthough  the criteria for entry  
in cluded  all types o f  early dem entia, it w a s f iv e  p eop le  w ith  A lzh e im er’s d isease  w h o  
w ere referred to the study.

It is  not o n ly  practitioners w h o  can act as gatekeepers or filters (M anthorpe
2 0 0 1) for dem entia research, but fa m ilies  w h o  m ay feel very  protective  to so m eo n e  
w h o m  they  see  as vulnerable, and resp on sib le  for, and w hilst th is m ay  b e  frustrating for  
th e researcher, it is indeed  an understandable stance for them  to take. In all there w ere  
s ix  p eo p le  referred into the study. F o llo w in g  agreem ent w ith  the consultant to 
participate, and h av in g  d iscu ssed  it at length  w ith  m e b y  telephone and h av in g  read the  
in form ation  literature availab le, on e fa m ily  m em ber decided  that h e  did not w ant to b e  
in v o lv ed  desp ite the fact that h is w ife  (w h o  had been  g iven  the d iagn osis) did. T he  
desire for p eop le  w ith  dem entia to b e autonom ous in m aking the d ecision  o f  w hether to 
enter a research project or not is desirable, but it should  also  b e  ack n ow led ged  that 
gatekeepers do have a va lid  protective ro le  to p lay  (Pratt 2002).

3 .3 .43  Procedures

O n ce the C onsultants had referred the p eo p le  into the study, I contacted  them  b y  
te lep h on e to arrange a su itab le m eetin g  tim e. I answ ered any im m ed iate  q u estion s th ey  
had and fo llo w in g  that telep h on e conversation  sent them  an inform ation lea flet about 
the study. I also in form ed them  that shou ld  they  w ant to w ithdraw  from  the study after  
reading the inform ation that their current or future treatment w o u ld  not b e  a ffected . I 
then contacted them  the day before I w a s due to v is it to check  th ey  w ere still happy to  
b e  in  the study.

A t the first m eetin g  I introduced m y s e lf  as the researcher, sp ok e about the a im s  
o f  the study, answ ered questions that they  raised and also d iscu ssed  consent to b e  in  the  
study. It w as at this po in t that they w ere in v ited  to sign  the con sen t form  and although  
th ey  o n ly  had to s ig n  that on ce, I continued  on  each subsequent v is it  to ch eck  that th ey  
w ere still happy to b e  in  the study and recorded their agreem ent on  tape w h en  w e  started  
to  audio-record the in terv iew s. T he len gth  o f  the project w as a lso  d iscu ssed  and the  
participants w ere all in  agreem ent to b e in g  part o f  the research for a s ix  m onth period.
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In chapter 5 Section  1 . 1 , 1  exp la in  in detail h o w  Jam es (the first participant to  
enter the study) b ecam e a collaborator in the research design . H e and I w orked  out 
during our tim e together h ow  the data should  b e co llected .

B oth  recorded and unrecorded data w ere co llec ted  at each  m eetin g . R ecorded  
in terv iew s fo llo w ed  a conversation  around the exp erien ce o f  rece iv in g  the d iagn osis and 
the subsequent fee lin g s , thoughts, b e lie fs  and changes w h ich  occurred that participants 
had observed  and experienced . I w a s trying to capture ‘their d iagn osis story’. M y  
period o f  observation  and unrecorded interv iew  w ere a lso  trying to capture a different  
d im en sion  o f  their story, about h ow  th ey  interacted w ith  their spouse/supporter and h ow  
other relationships w ere affected . T h e opportunity I w as g iven  to ob serve  participants 
in  different soc ia l settings a llow ed  m e  to observe h o w  th ey  interacted w ith  p eo p le  other 
than fam ily  and also  h o w  they interacted in  a different environm ent.

A s  soon  as m y  tim e w ith  the participants w as over  I drove m y  car into the next  
street and recorded m y  observations, thoughts and fee lin g s into a D ictap h on e so  that I 
w ou ld  capture as m uch as I could  w h ile  it w as still fresh in  m y  m em ory. I then  
transcribed th is into m y  field  notes on  returning h om e. I did not m ake notes w h ile  I w as  
w ith  participants. I delivered the audio-taped in terv iew s to the sen ior m ed ica l secretary  
and sh e transcribed them  very  e ffic ien tly . I then read them  as I listened  to them  on  the 
tape to m ake sure that the transcriptions w ere a true record and it a lso  a llow ed  m e  
another opportunity to fam iliarise m y s e lf  w ith  the data.

In Chapter 5 at S ection  1.1 it can b e seen  that Jam es su ggested  that I in terv iew  
p eop le  w ith  w h om  h e had c lo se  relationships and to w h om  h e  had told  h is  d iagn osis. 
H e had asked them  i f  they  w ou ld  m ind  b e in g  in terview ed  b y  m e, then contacted  m e to  
tell m e  they had agreed and gave  m e their details. I then contacted them  b y  te lep h on e  
and arranged a su itable m eetin g  tim e. I also sent them  an inform ation lea flet and w ent  
through a sim ilar routine to gain inform ed consent. T h ey  w ere o n ly  in terv iew ed  once. 
T his w as the routine u tilised  for all other contacts.

In order to dem onstrate an op en n ess and transparency w ith in  the research project 
and to adhere to the socia l construction ist principles to w h ich  I subscribed, it w a s agreed  
b etw een  the participants and I that I w ou ld  take m y  laptop. T h is w as to share w ith  them  
w here and h ow  I stored the data gathered and to d iscu ss w ith  them  early  category  
form ations w ith in  the data analysis. M ost participants agreed w ith  the early  analysis, 
and w ere intrigued as to the part p layed  b y  the com puter. Jam es to ld  m e  that I had  
m issed  the great part lo v e  had p layed  in  h is life , w h ich  I then added. Jenny fe lt relieved
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that although everyon e w a s different, there w ere sim ilar  them es running throughout the  
f iv e  participants’ stories. A t this point I a lso  sh o w ed  them  the relationship  m aps that I 
had drawn prim arily to h ave  a visual representation o f  their liv e s , relationships, and 
im portant interests and h ob b ies. T his again w a s som eth in g  for correction , and I had  
m issed  a really  im portant relationship  in  Ian’s life , that o f  h is sister, w h o se  husband also  
had A lzh e im er’s d isease . That w as a catalyst for h im  to d iscu ss h is  w orst fears o f  
ending  up lik e  h is brother-in-law . T h ese  v isu a l representations v iew ed  b y  the  
participants enriched the data and the va lid ity  o f  th e study. It a lso  aided in  the c o 
construction  o f  k n ow led ge  as w e  d iscu ssed  together the analysis.

Further validation  w a s pursued tow ards the end o f  the study w h en  Jam es read  
Chapters 5 and 6 and com m ented  on them . Jam es w a s able to recall c learly  that h e  had  
ch osen  the p seudon ym  Jam es in the project b eca u se  that had b een  the nam e o f  h is  
father. H e recogn ised  th is w h en  h e  read the chapters. I also d iscu ssed  m y  n ew  theory  
form ation w ith  him  b ecau se  it w as prim arily b ased  on  h is encounter w ith  h is  pastor. H e  
rem em bered clearly  the exch an ge h e had w ith  h im  and h ow  m ean in gfu l that had been . 
H e agreed w ith  the seq u en ce  o f  events and the theory  created but asked  m e  to m ake sure  
that I did not underestim ate the courage it took  for h im  to tell h is  pastor that h e  had  
A lzh e im er’s d isease  (th is is  reported in  Chapter 7 S ectio n  2 .6).

There have been  ca lls  to continue d ev e lo p in g  in clu sive  m eth od s in  dem entia  
oriented research for so m e  tim e n ow  (Sabat 2 0 0 3 , W ilk in son  2 0 0 2 )  in order for the  
v o ic e  o f  the person w ith  dem entia to b e  heard. A s  a practitioner o f  m an y years 
exp erien ce o f  w orking w ith  p eop le  w ith  dem entia  and as a trained cou n sellor , I w as ab le  
to ex p lo it the sk ills  I had d eveloped . T h ese  sk ills  included form ing m eaningfu l 
relationships, in terv iew in g  sk ills , observational sk ills , com m unication  sk ills  and b e in g  
able to put p eop le  at their ease, b e in g  u sed  to b e in g  w ith  p eop le  w h o  w ere  exp erien cin g  
em otion al turm oil -  and the k n ow led ge glean ed  about dem entia both  from  literature and 
su b jective  experience w a s invaluab le in  d eve lop in g  th is m ethod. B u ild in g  up a rapport 
w ith  each person in the study w as a very im portant part o f  the data co llec tio n  and this 
happened at a different p ace  for each individual and their sp o u ses/fa m ilies . T h is w as  
som eth in g  that I w as fam iliar w ith  in  m y  p reviou s w ork  and recogn ised  the im portance  
o f  a trusting relationship (B rew er 2 0 0 0 ) in order for p eop le  to fee l com fortab le enough  
to co n fid e  their deepest fears and anxieties about their d iagnosis. T h is w as d on e b y  
tak ing each  sessio n  I spent w ith  fam ilies gen tly , and respecting  th e tim in g  o f  the  
in form ation  that they w anted  to g iv e  and b ein g  ab le  to recogn ise  w h en  th ey  did not w ant

144



to g iv e  answ ers to so m e  o f  the m ore in trusive questions ju st at that tim e. O n ce the  
relationship  w as w e ll estab lished  p eo p le  w ere very  open  and due to the em o tiv e  subject  
the research q u estion s at tim es evok ed  strong em otional resp on ses. I m ade sure that I 
ch eck ed  w ith  them  about answ ering such  qu estion s and reassured them  that it w as  
p erfectly  fin e not to answ er anything that th ey  d id  not w ant to. I a lso  checked  w hether  
th ey  w ere still happy for m e to co llec t the data and record it at each  m eetin g  and this 
p rocess o f  consent (D e w in g  2 0 0 2 ) continued  until the end o f  our contact tim e together.

3.3.4.4 Summary o f data collected within each case

A s can b e seen  from  table 3 .6  b e lo w  each  o f  the contacts w a s different and un iqu e to 
each  participant and although they  fo llo w ed  a sim ilar pattern everyon e responded in  
different w ays to requests for access to others w ith in  their netw ork. S om e relationships  
d evelop ed  m ore d eep ly  than others w ith  so m e o f  the participants m ore reserved than 
others about g iv in g  inform ation. It is  still u n com m on  for p eo p le  w ith  dem entia  to b e  
invited  into a research study and e lsew h ere  in  th is thesis I have h igh ligh ted  som e o f  the  
issu es  around in c lu sio n  and h ow  this project d evelop ed  to b e  in c lu siv e  not o n ly  o f  
p eo p le  w ith  dem entia  as active participants w h o  w ere in  control o f  their input in to the  
project but also h o w  the m ethods for gathering data w ere d ev e lo p ed  in collaboration  
w ith  them .
NAME HOURS of 

CONTACT
VENUE INTERVIEWS

RECORDED
SOCIAL
NETWORK
INTERVIEWS

ATTENDED
CLINIC

James 39 Participant’s 
home, cafes, 
clinic, 
restaurants

6 with 
participant and 
wife

Minister
Friends

Twice

Beth 33 Participant’s 
home, cafes, 
clinic, 
restaurants

6 with 
participant and 
husband

Son and 
daughter-in-law 
Daughter and 
grand-daughter

Twice

Ian 30 Participant’s 
home, GP’s 
surgery, clinic, 
restaurant

6 with 
participant and 
wife

Community
Psychiatric
Nurse
Daughter
Grand-daughter

Once

Maggie 17 Participant’s 
home, clinic, 
restaurant

4 with 
participant and 2 with daughter

Community
Psychiatric
Nurse

Once

Jenny 31 Participant’s 
home, clinic, 
restaurant

6 with 
participant and 
husband

Daughter
Community
Psychiatric
Nurse

Once

Table 6 A Summary of contact details with participants in Study 2
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3.3.4.5 Ethical issues and consent

T he issu es  around co g n itiv e  capacity  address w hether a person w ith  a d iagn osis o f  
dem entia has continued  ab ility  and resp on sib ility  for m ak in g  their o w n  d ec is io n s alw ays  
h ave to b e  considered . O ne o f  th ese  issu es  is focu sed  on  inform ed consent. W ith in  this 
study inform ed con sen t w as ga in ed  b y  exp la in in g  the purposes o f  the research, 
provid ing participants w ith  inform ation about the study and g iv in g  an opportunity to ask  
questions and h igh ligh t any an x ieties that w ere present. A lthough  a con sen t form  w as  
signed  b y  each  person b e in g  in terv iew ed  at the b eg in n in g  o f  their in vo lvem en t in  the 
study, on each  o cca sio n  that tim e w a s spent in the p resen ce o f  the participants, further 
verbal p erm ission  w as sought for recording both w ritten  and audio-taped data, as an 
ind ication  o f  the researcher’s com m itm en t to ethical practice.

W ith in  dem entia  research, there rem ain so m e contentious issu es around taken  
for granted assum ptions concerning eth ical issu es. In a d iscu ssion  about data co llection , 
Clarke and K ead y  (2 0 0 2 ) state the im portance o f  the duration and p ace o f  in terv iew  in  
order to avo id  tiredness and anxiety. T h ey  continue to assert that “For p eo p le  w ith  
dem entia, it is  reasonable to assum e that an in terv iew  w ou ld  b e  o f  shorter duration than 
for so m eo n e  w h o  is not co g n itiv e ly  d isab led ” (p. 37 ). I w ou ld  argue that the p eo p le  in  
this study, w h ile  d ictating the pace, w ere  never observed  to b eco m e tired, although  
som e did b eco m e  em otional w ith  the content o f  the d iscu ssion  rather than w ith  the 
anxiety  o f  b e in g  part o f  the research p rocess and b eca u se  o f  the ethnographic nature o f  
this study th e participants w ere ex trem ely  tolerant o f  th is researcher both in terv iew in g  
them  and sp en d in g  tim e ‘hangin g  ou t’ w ith  them  for lo n g  periods o f  tim e.

It is  d ifficu lt at the outset o f  any  research project to anticipate w hether there w ill 
b e  b en efit to the individual participants although B erghm ans and Ter M eu len  (1 9 9 5 )  
argue that in  dem entia  care research there is se ld om  o f  direct b en efit to the individual. 
H ow ever, Sabat (2 0 0 3 ) contends that there are m an y p rosp ective  ben efits to participants 
such as the m aintenance and enhancem ent o f  se lf-w orth , esp ec ia lly  i f  the p erson  is  
inform ed b y  the researcher as to the va lu ab le  contribution that they  can m ak e to so c ie ty  
b y  b eco m in g  a research collaborator and b y  sh ow in g  them  they still h ave m u ch  to g ive . 
Situated w ith in  this ten sion  w as the id ea  that Jam es and I shared about fin d in g  out w hat 
it had been  lik e  for the p eop le  in v o lv ed  in  this research project and a report o f  th is can  
b e found in  C hapter 7 S ection  4 .1 .
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D u e to the clear in c lu sio n  criteria set out in  th is project, the ind iv id u als recruited  
to th is study had m inim al co g n itiv e  im pairm ent, w ith  the result that co g n itiv e  capacity  
and a b ility  to participate, w h ile  important, w as le ss  o f  an issu e  than they  w ou ld  have  
b een  i f  th is study w as concentrating on p eop le  w ith  m ore severe le v e ls  o f  cogn itive  
im pairm ent. T his study n everth eless did adhere to  fo llo w in g  general eth ical principles  
(Bartlett, 2 0 0 2 ).

3.3.4.7 Data Analysis

T h e p ro cess o f  analysis b eg in s w h en ever  the person  is  referred to the study, from  the  
first verbal interaction during the introductory te lep h on e conversation  until the final 
com p ila tion  o f  the th esis (S tak e 1995). T h is p rocess has a story to tell (B eck er  2000). 
It is  n o t ju st about co d in g  transcripts, but w ritin g  im pressions in  fie ld  notes and 
reflectio n s in  a journal. A ll o f  th ese  actions h ave  an elem ent o f  analysis incorporated. 
D ata an a lysis o f  the case  study individuals w a s b oth  different and sim ilar to the data 
an alysis already reported on  in  Study 1. In Study 2  there w as m uch m ore data to 
m an age and analyse. A lth ou gh  I adhered to the princip les o f  grounded theory, it w as  
d ecid ed  that in itia lly  I w ou ld  present a narrative sum m ary for each ca se  study w h ich  
w a s ch eck ed  against the transcripts b y  both supervisors. A n a lysis  w as m ain ly  
in flu en ced  b y  w hat p eo p le  said  and searching for and discerning the cod ab le  m om ent 
(B o y a tz is  1998).

T h e first case  study (w h ich  lasted for 6 m onths) w as analysed fu lly  prior to the  
seco n d  ca se  b e in g  recruited to the study. From  the find ings o f  the first case  it w as clear  
there w ere  certain them es, for instance te llin g  friends and fam ily  their d iagn osis, w h ich  
n eed ed  to b e  explored m ore fu lly  in  subsequent cases. T his pattern o f  an alysin g  cases  
and then  exp loring them es and issu es from  o n e  to the next, fo llo w ed  w ith  the  
su bsequ ent case  study in d iv id u als w h o  b ecam e part o f  this project. T he cases w ere  
an alysed  separately and com pared case  b y  case. T h ey  w ere also com pared across all 
cases. T h is analysis, w h ile  b e in g  rich ly  inform ed b y  the grounded theory m ethod o f  
an alysis, w as m ore driven b y  em ergent them es from  the data, and it w as a continuing  
iterative p rocess, back  and forth b etw een  transcriptions, notes and listen in g  again to tape  
record ings to revisit the actual sp ok en  w ord. In itia lly , I had thought o f  presenting each  
case  as a separate an alysis w ith in  the thesis, but th is w as unw orkable b ecau se  o f  the  
constraints o f  space. I had also  thought about u tilis in g  the them es em erg in g  from  study  
1 to in form  the analysis o f  S tudy 2 . H ow ever, m o st o f  the them es from  Study 1 w ere
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not relevant to Study 2 w ith  the excep tion  o f  ‘the te llin g ’ th em e w h ich  w as sa lient to  
both. T his left m e to re-en gage w ith  the ethnographic data u tilis in g  the grounded theory  
approach and a llo w in g  categories to em erge from  the data. T h is took  quite so m e tim e  
although s lo w ly , analytical concepts and n ew  understandings w ere  evident as the  
an alysis o f  the data w a s reconstituted. T h is rew orking o f  the o ld  into som eth ing  n ew , as 
w e ll as an account o f  the ev o lv in g  o f  co llaborative m ethods u sed  in Study 2 , is  
presented  in Chapters 5 and 6 .
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Chapter 4
The Doctors’ Stories

4.0 An Overview

T his chapter reports the find ings o f  Study 1, w h ich  te lls  the story o f  the exp erien ce  o f  
19 m em bers o f  the m edical p ro fession  as they reflect on their thoughts, fee lin g s, 
attitudes and action s around the top ic  o f  the early d iagn osis o f  dem entia and w hat it 
m eans to them  both  personally  and profession ally . D octors h ave  rarely had, or taken  
the opportunity in  a research con text to d iscu ss the issu es  that arise for them  in  this 
field .

T he resu lts o f  the analysis o f  this study h igh ligh t s ix  m ain  them es: h o w  doctors 
co m e to understand early dem entia; their perception o f  th em selves as part o f  a 
fragm ented healthcare system ; h o w  they  evaluate [this area o f  w ork d iagn osin g  early  
dem entia] as b e in g  d ifficu lt and com plex; their v ie w s  o f  patients’ need s; their  
experiences o f  ‘te llin g ’ patients the d iagn osis. It also addresses m any other issu es  that 
surrounded th is area o f  doctors’ w ork.

It w as n ever the intention o f  this study to separate the analysis o f  the data into  
tw o d istin ctive  sets o f  C onsultant and G eneral Practitioner (G P ) experiences. T h e aim  
instead w as to try to understand w h at early dem entia m eant to them  as doctors b ecau se, 
as one C onsultant w as quick to p oin t out, b e in g  C onsultants had never stopped  them  
from  b ein g  doctors. D esp ite  th is, there w ere tim es throughout each ‘story’ that they  did  
separate into generalists and sp ecia lists  although this d id not happen all o f  th e tim e -  
and there w ere  tim es w hen  som e G P s had m ore in  com m on  w ith  som e C onsultants than 
w ith  fe llo w  G Ps. Therefore, it stands as ‘T he D octo rs’ S tor ies’.

4.1 Understandings of early dementia

T he understandings that the m ed ica l profession  had o f  early dem entia w as in flu en ced  
and inform ed b y  m an y  different spheres, includ in g k n o w led g e  gained b y  both personal 
and professional experience. T h ese  understandings w ere  dom inated b y  sc ien tific  
k n ow led ge and b y  a reductionist approach to the d iagn osis o f  early dem entia. T h ey  also  
incorporated the h istorical p ersp ective  and changes in practice, observed  ch an ges over

149



tim e w ith  p eo p le  that practitioners had know n prior to their d iagn osis, and a lso  through  
years o f  exp erien ce as clin ician s.

T h e w a y s in  w h ich  an understanding w as reached w ere a lso  inform ed b y  
personal exp erien ce and b y  c lin ic ian s putting th em se lv es in  the p lace o f  the patient. A nd  
although there w ere m any e lem en ts com m on to m an y o f  the c lin ic ian s in terv iew ed , each  
had an individual interpretation o f  w hat early dem entia  m eant.

4.1.1 The meaning of early dementia

T h e m ean in g  o f  early dem entia for doctors in  this study w as characterised b y  the lack  o f  
uniform ity  in  a defin ition  or con sen su s that w as borne out b y  com m en ts such as, “w h en  
p eo p le  are ta lk ing about it [ e a r ly  d e m e n tia ] p eo p le  are m eaning quite d ifferent th ings in  
their h ead s.” (C onsultant 6: 32). Or, “that m eans different th ings to d ifferent p eo p le .” 
(C onsultant 7: 23). There w as also a tem poral e lem en t to this understanding o f  h ow  
lo n g  ch an ges had been  present prior to a d iagn osis b e in g  sought, w ith  the added  
im perative to d iagnose as early as p o ssib le  in  the illn e ss  sin ce “the advent o f  treatm ents 
for dem en tia .” (C onsultant 1: 20 ).

W ith in  the group o f  G P s there w as uncertainty and d iscom fort and that w as  
based on  the prem ise that th ey  on ly  saw  tw o or three p eop le  per year w ith  early  
dem entia and there w as a consequent anxiety  about w hether the sign s w ou ld  b e  
recogn isab le. “I have to say  it is  an area w here I do fee l uncom fortable b ecau se  I am  not 
sure that I w ou ld  spot som eb od y  w ith  early d em entia .” (GP4: 13). A nother found the  
con cep t “quite confusing, and I w ou ld n ’t say  at the m om en t that w e  are particularly w e ll  
geared up for look in g  for early d iagn osis o f  dem entia  and that is  p o ss ib ly  to our 
detrim ent. T he question [ a b o u t  th e  m e a n in g  o f  e a r ly  d e m e n tia ] is rea lly  quite hard.” 
(G P7: 19).

A lth ou gh  som e practitioners found it d ifficu lt to articulate the m ean in g  o f  early  
dem entia, the dom inant them es that they  did d iscu ss fe ll into four broad areas: 
b io lo g ica l ch an ges in the brain; in tellectual and co g n itiv e  decline; behavioural changes; 
and ch an ges in  functional ability. T h ey  m ade very  few  referen ces to the p atient’s 
su b jective  experience. It w as interesting to n ote that there w as no  singular d efin itive  
m ean in g  assign ed  to the p h enom enon  o f  early dem entia  that w as shared b y  all the  
participants, or even  shared b y  the groups w h o  m ade up the sam ple.
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4.1.2 The need for scientific evidence

That there is  a n eed  for sc ien tific  ev id en ce  is  not in  contention  here and it w ou ld  be  
in jud icious to d ispute its va lu e w ithin  the context o f  th is thesis. T h e part it p layed  in  a 
d iagn osis o f  dem entia is  on e  o f  im m en se im portance to the m edica l p rofession , to the 
patient and their supporters. Great s ig n ifica n ce  w as a lso  p laced  on different tests such  
as b lo o d  tests and various form s o f  neuro-radiological scans, and these w ere h igh ligh ted  
in  the conversation w ith  Consultant 3 w h o  told  h o w  exp la in in g  to the patient w hat 
in vestigation s w ou ld  b e  requested w as essentia l

“further in vestigation  is required and that so m e ph ysica l in vestigation s such  as 
blood  test is n ecessary  and that a scan o f  the brain is n ecessary  to lo o k  at the  
blood  supp ly  and the m em ory areas o f  the brain, and con clu d e that in terv iew  b y  
te llin g  them  that w e  really  need  the ev id en ce  from  the scan. In other w ords a 
note o f  the b lood  supply, a note o f  the m em ory area o f  the brain and in tellectual 
tests, and history, to g iv e  us a reasonable certainty about the d iagn osis” 
(C onsultant 3: 27 )

For som e clin ic ian s it increased their degree o f  con fid en ce  in  the d iagn ostic  
p rocess and ou tcom e w h ile  for others it w as a m eans o f  exclu d in g  other d iagn ostic  
p o ssib ilities  such as tum ours. S c ien ce  d oes not a lw ays p rovid e clear ev id en ce  or 
answ er the c lin ic ian ’s questions. T his w as the case  w ith  C onsultant 5 w h o  found that “i f  
a C T  scan  com es back  w ith  a report a lon g  the lin es o f  cerebral atrophy, no ev id en ce  o f  
vascular, no space occu p y in g  lesion s I am  then presented w ith  a d ilem m a as to w hat to  
do n ex t.” (C onsultant 5: 71).

T he range o f  too ls  u sed  to m easure d ifferent le v e ls  o f  change or d efic it listed  in  
th is study as b e in g  o f  va lu e  include: b lood  tests; cogn itive  tests such as M ini-M ental 
State Exam ination; m ore ex ten sive  testing b y  N eu rop h ysio log ists; and n euro-im aging  
scans and consultation w ith  the N euro-radiologist.

A ll o f  the ab ove increased the le v e l o f  understanding through sc ien tific  
k n ow led ge, and h elp ed  clin ic ian s reach a d efin itive  d iagnosis.

4.13 A diagnosis of exclusion

W h ilst the sc ien tific  testin g  could  som etim es lea v e  the d iagnostician  w ith  a lack  o f  
clarity, the im portance o f  b e in g  able to co m e to a d ifferential d iagn osis w as very  
im portant. H ow ever, th is d iagn osis w as norm ally  on e  o f  ex c lu sio n  as h igh ligh ted  b y
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G P1, “i f  I suspect that it m igh t b e  dem entia that’s afoot, I w ou ld  still ch eck  out 
thoroughly  in term s o f  h istory and exam ination , and a lso  investigation  to determ ine the  
diagnosis lo o k in g  for other ph ysica l problem s that m igh t b e afoot, o n ly  estab lish in g  the  
d iagn osis o f  dem entia after w e  have excluded  all e lse .” (G P1: 12). T he sign s and 
sym ptom s o f  dem entia  frequently m im ic  th ose o f  several other illn e sse s  and conditions  
and it w as therefore im portant to have the fac ility  to d ifferentiate and G P6 pointed  out it 
could  “som etim es b e  a d ifficu lt p icture to d ifferentiate, for exam ple, a d ep ressive  illn ess  
from  a dem en tin g  p rocess b ecau se som etim es the features w ill b e  very  sim ilar w h en  
they  are presented .” (G P6: 87).

It w as not o n ly  sc ien tific  testing that assisted  the doctor in  co m in g  to the  
d efin itive  d iagn osis. A lo n g  w ith  the tests and sp ecia list k n ow led ge, c lin ic ian s relied  on  
their o w n  exp erien ce o f  practice and pow ers o f  observation  as w e ll as listen in g  to the 
history g iv en  b y  the patient and/or their supporter. A nother reason for requiring as clear  
a d iagn osis as p o ss ib le  w as the im plications o f  different drug treatm ents for d ifferent 
types o f  dem entia. A lzh e im er’s d isease  n ow  has three sp ec ific  anti-cholinestarase  
drugs w h ile  som e other dem entias m ay react bad ly  to certain types o f  drugs. For 
exam ple, p eo p le  w ith  L ew y  B o d y  dem entia h a v e  an adverse reaction to  so m e anti
p sych otic  m ed ication s. It w as therefore very  im portant to have as accurate a d iagn osis  
as p o ssib le  w h ich  w as not a lw ays straightforward as on e GP com m ented , “ I am not sure 
I w ou ld  h ave  the sk ills  to say  right I think this is this type o f  dem entia versus th is type  
o f  dem entia .” (G P4: 3 4 6 ).

T he d iagn osis o f  an early dem entia  w as frequently requested from  C onsultants 
in  O ld A g e  P sychiatry b ecau se  they  w ere seen  to b e  m ore practiced and sk illed . T his  
w as borne out b y  the fee lin g s o f  G P 11, w h o  com m ented , “it’s not m y  area o f  expertise, 
it’s too  n ew , it ’s ch an gin g  all the tim e. I ju st feel it’s som eth in g  that’s m ore appropriate 
for psychiatrists to k eep  up w ith  and to b e  ab le to a ssess .” (G P 1 1: 150). H ow ever, even  
w ith  all o f  the sc ien tific  tests, k n o w led g e  and exp erien ce o f  the practitioner and 
experience o f  the patient, it is  still a d iagn osis that can o n ly  b e  confirm ed at post 
m ortem . T he problem  o f  com in g  to a d iagn osis w as reflected  in the w ord s o f  GP2: “I 
think that the sorts o f  problem s in  p eop le  w h o have dem entia m uch o f  w hat w e  do is  the 
question  o f  d iagn osis. I m ean there is  no sp ec ific  d iagn ostic  test for dem entia  so  w e  
d on ’t have a strong protocol to fo llo w  for that” (G P2: 75).

D ia g n o sin g  dem entia w as seen  as a com p lex  and d ifficu lt area o f  w ork  and, 
w ithout doubt, on e o f  the m ajor ch a llen ges faced  b y  the m edica l p rofession .
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4.1.4 Change in knowledge and practice

P ractice has changed greatly  over the years w ith  m ore recent em p h asis on earlier  
d iagn osis and pharm acological treatment o f  A lzh e im er’s d isease. S o c ie ty  is  n ow  m uch  
m ore inform ed about dem entia  through cam paigns to raise aw areness b y  voluntary  
organisations lik e  A lzh e im er  Scotland A ctio n  on D em entia and the A lzh e im er’s 
S ocie ty , w h ich  organ ise and p u b lic ise  a D em en tia  A w areness W eek  every  year w h ich  is  
ex ten s iv e ly  covered  in  the m edia. T h is raises both aw areness and heightens  
expectations.

T he opportunities for gain ing k n o w led g e  w ith in  the public  dom ain  h ave a lso  
increased  as p eop le  h ave  m ore and m ore a ccess to sources o f  in form ation  such  as the  
internet, and b ecau se  dem entia is b e in g  increasingly  portrayed in  te lev isio n  
program m es. It is m u ch  m ore acceptab le n o w  to d iscuss dem entia  and so m e
practitioners likened  it to the cancer m ovem en t cam paigns around tw en ty  years ago to  
raise aw areness o f  the condition  and m ake the u se  o f  the word m ore acceptable. S o c ie ty  
is n o w  m uch m ore open  and w illin g  to address contentious issu es. W hereas fam ilies  
u sed  to b e  expected  to “lo o k  after the person  until they  could not stand it any m ore then  
the institution took  them  in ,” (C onsultant 3: 15), p eop le  w ere n ow  p erceived  as b e in g  
m u ch  le ss  lik e ly  to w ait until they hit crisis p o in t and, “the num ber o f  fo lk  b e in g  
referred earlier b y  all routes has increased .” (C onsultant 4: 147).

A nother explanation  w h y  p eop le  w ere  b e in g  referred earlier w a s that they  w ere  
n o w  taking m ore resp on sib ility  for their ow n  health , w ith  a greater degree o f  partnership  
and collaboration  w ith  their GP. “I think m ore and m ore p eop le  are b e in g  in v o lv ed  in  
their care and their ow n  problem s and I think th ey  h ave  a right to .” (G P6: 145). A nd  
there is  m uch m ore sen se  o f  ow nership  and autonom y in the d iscu ssio n  and d ec isio n  
m ak in g p rocesses as h igh ligh ted  b y  G P1. “W e are doing this in  a partnership and  
w orking  together, and all I am doin g  is  gu id in g  them  [ th e  p a t i e n ts ] and lettin g  them  
k n ow  w h at’s availab le.” (G P1: 28).

W ithin  the m ed ica l p rofession  attitudes and practice had a lso  changed  over tim e  
and patients w ere b e in g  v iew ed  as b e in g  m u ch  le ss  dependant and m ore proactive. G Ps  
w ere referring p eo p le  m uch  earlier than b efore for d iagnosis and treatm ent and  
“som etim es G P s’ letters can b e  quite help fu l actually. I do think they  are im p rovin g .” 
(C onsultant 6: 53). A nd  w h ile  it has taken years for such practice to  change, the
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business of late referrals prompting admission had fallen. Gone are the days about 

which Consultant 6 recalls, “I only got referrals when people thought they really needed 

whisked to the asylum. You know, please see and take away.” (Consultant 6: 61). The 

emphasis now was much more on assessing and treating in the community.

This shift in practice had been due in part to changes in practice and current 

knowledge, but it was also being driven by policy that started in the early nineteen- 

nineties when Community Care became a reality, and subsequent government policy 

(see introduction Chapter 1 Section 2 for detail) also became a driver for change. 

Awareness of change in practice was also gleaned through personal experience and one 

Consultant recalled conversations with their parent about the care of their grandmother 

who explained, “my mother was just about cracking up trying to look after her, but in 

those days a nice man came from the hospital and wrote out a bit of paper and your 

problem disappeared.” (Consultant 2: 236). Changes in practice seemed to have been 

influenced and recognised by society, policy, new developments in treatment, increased 

and updated knowledge, and personal experience.

It is to the personal experience that we now turn.

4.1.5 Increased understanding through personal experience

Nine out of the nineteen doctors interviewed had close relatives who had received a 

diagnosis of dementia but none of them were living with the person with dementia at the 

time of the interview. Having this personal experience had a fairly dramatic effect on 

the understanding they had of how dementia affected the lives of the family carers and 

evoked empathic responses from some of the doctors who have had this experience. 

Such experiential knowledge “adds a different dimension. I’m not saying that you are 

any worse a health professional if you don’t have that personal experience, but it does 

add something ... it was an enlightening experience.” (Consultant 5: 306). It also had 

the added value of helping professionals learn more about dementia from personal 

situations and to aid their ability to use that experience in encounters with patients. One 

Consultant expressed the view that there are times in clinical situations when “it is no 

longer my clinical experience but what I have learned through my parent being ill,” 

(Consultant 7: 277), that informs practice.

The experience of being interviewed prompted one GP to verbalise, for the first 

time, the fears and anxieties about a parent who was suspected of displaying the first 

signs of early dementia: “I’ve probably got a relative that might be developing dementia
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at the moment, my Mum, her memory is just not quite as good as it used to be and I find 

it unbelievably sad.” (GP4: 464).

Therefore, as stated by one of the Consultants, having a relative with dementia 

did undoubtedly bring a different dimension to the clinician’s perspective, but that 

understanding was not available to all, and for those who have had that experience it 

does influence practice. However, even without personal familial experience, 

clinicians were able to access empathic ways of understanding and responding to 

patients by ‘thinking themselves’ into the place of the patient.

4.1.6 Putting themselves in the patient’s place

A different way of understanding was experienced through some o f the doctors 

having the ability to think of what it would be like for them if they were the patient. 

This ability also influenced practice and raised opposing views of methods of breaking 

bad news. One was that they would want to know, and the other was not so sure, as 

illustrated by two of the Consultants in the study. “I would be upset, but I wouldn’t not 

want to know about it because I wouldn’t be able to do anything about it if I didn’t 

know.” (Consultant 1: 78). And the opposing view

“if somebody was going to tell me today that I was going to develop an illness
and that I was going to die in ten years and it would not be a particularly
pleasant way to die, I am not sure that I would particularly want to know.”
(Consultant 3: 95).

An empathic understanding is perhaps more akin to one of the GPs in the study 

who demonstrates reflective practice in a more robust way, “I really try to think often, if 

I suffered from this condition, what would it be like for me and make sure that I am 

treating the patient in that way, so it is not just another patient...so I offer the patients 

the best.” (GP1: 121).

In putting her/himself in the place of the patient one GP thought o f what the 

reaction to having dementia would be and upon doing so immediately thought of what 

the treatment options would be, and commented, “I would be depressed so you would 

have to treat it and I think you have to treat each of these things as it comes up.” (GP5: 

180).

The influence of a personal encounter with dementia, whether it is through a 

relative or through the thought processes of clinicians thinking themselves into what it 

would be like for them to have dementia, undoubtedly had an impact on the way they
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treated patients who came to their surgery or clinic, allied with the scientific knowledge 

mentioned before. Another addition to the modes of understanding was the way that 

people perceived dementia and carried fantasies or stereotypical pictures in their mind.

4.1.7. Stereotypical images and fantasies

The stereotypical images that doctors had to deal with mostly came from their 

perception of the patients’ construction, usually taken from a worst case scenario and 

many doctors had to spend time exploring these fantasies and refuting the negative 

images that were conjured up in association with the words dementia and Alzheimer’s 

disease. There always seemed to be a need to be “fighting against a very negative image 

of dementia,” (Consultant 6: 307), while trying to balance that with being honest and 

open, although at times “you get the feeling that you are not being entirely truthful as to 

what may lie ahead.” (Consultant 3: 95). And so there seemed to be a tension around the 

need for truth and the need to give hope. Some o f the negativity was blamed on society 

that felt it was “not very socially acceptable to say that you are demented.” (GP12: 67). 

Doctors realised that there were many misunderstandings and prejudices out in the 

general community, and others blamed the negativity on the distortions of the media. 

Some of these negative images were also part of the doctors’ constructions, some of  

which could be offered to the patient in an attempt to quell their anxieties, as Consultant 

1 explained

“when I say Alzheimer’s disease I usually say to people now normally when 
people think of Alzheimer’s disease they think of older people usually women 
who need lots of help and assistance with this, that and the next thing and have 
lots of memory problems, but that’s not the case with you” (Consultant 1: 56)

Images of people “rapidly losing their marbles” (GP2: 39), or, “just simply 

shells of incontinence” (GP5: 59), or, “creating a monster using one word” (Consultant 

3: 107), were some of the more negative pictures painted in association with the word 

dementia. Some of these images like the following from GP8 had their origins within 

the family system

“we have all seen the old people with no memory and we have said to our 
families, don’t ever let that happen to me. My own mother wanted me to 
promise I would put her down, although I didn’t have to, but people absolutely 
hate the idea of being like that” (GP8: 219)
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This illustrated yet another source of how an understanding of dementia could be 

constructed despite the professional knowledge and understanding gleaned through 

training and practice.

4.2 Working within a fragmented system

Clinicians saw themselves as a part of a very wide ranging and fragmented health care 

system and were sometimes unsure of how they fitted into the world o f early dementia. 

Within the region of the study the range of services provided by the health care system 

was also fragmented and inconsistent, sometimes from practitioner to practitioner as 

well as from area to area, with different emphases placed on the different pathways trod 

by people with early dementia. Among these anomalies was the lack of consistency of 

how referrals were made into specialist services from primary care services. Each of the 

different areas had its own particular ways of dealing with the process of early 

dementia, and each area within the region had a different emphasis on early detection of  

dementia as well as variations of who were the groups of workers involved. There was 

at times a lack of clarity and an ambiguity as to the role and function of some of the 

professionals and together they added to the fragmentation of the service offered and 

were seen to impede the progress of the patient’s journey. In the absence of local 

protocols for early dementia, much of how the service functioned relied on the doctors’ 

relationships with, and access to, fellow professionals. This was compounded by the 

understanding or misunderstanding of the role of the professional and the vagaries of  

the referral systems.

4.2.1 Rolesy relationships, responsibilities and referrals

The roles, responsibilities and referrals did appear at times to depend on the relationship 

that different professionals had with each other. Again, there was no uniformity 

amongst the doctors as to how it would be decided who should be referred to whom, 

when this should happen, and how exactly each perceived their role in relation to each 

other and to the patient. The diagnosis, referral, treatment and subsequent interventions 

over the first six months following diagnosis seemed to be the individual choice of  

doctors, whether Consultant or GP, according to how they saw their role in conjunction 

with the patient and how it corresponded with the roles and availability of their 

colleagues.
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Once more the fragmentation of the system was made evident by the different 

spread of services throughout the regions and the professionals and other agencies that 

were available to take referrals for people with a new diagnosis of dementia. This 

fragmentation reflected the lack of local protocols and care pathways.

4.2.1.1 Roles

The perceptions of individuals of their own role and of others varied widely. One 

Consultant saw that they “play a very small part in it because I actually am responsible 

for clarifying the best diagnosis at the time,” and seeing their role as “a relatively minor 

part in the management of the whole illness.” (Consultant 1 :3 8 ). And although this may 

be a minor role, the Consultants frequently see themselves as being the gatekeepers of  

scarce resources and the gateway to the wider team, although some GPs similarly see 

themselves as gatekeepers, and this can depend on whether the Community Mental 

Health Team accepts referrals from Primary as well as Secondary care.

Consultants saw their role mainly as providing assessment and diagnosis 

together with an interest in the longer term management of the patient, although this 

was usually seen to be more appropriate for other members of the team and Consultants 

did not consequently regard themselves as the natural person to follow the patient up. 

Some GPs see their role as “quite clearly to make early referral, quite clearly to support 

the spouse enormously ... assess how they are coping, see what their needs are and it’s 

about mobilising other members of the support team.” (GP5: 22).

One Consultant saw the GPs’ role as being just as important in the six months 

leading up to the diagnosis as the subsequent six months when more people were 

usually involved. Many GPs saw that they had a very significant role in the lead up to 

diagnosis and thereafter “we have to be involved in talking to people about it because 

whatever happens with the psychiatrist we are the main stay of long terms support.” 

(GP8). For others, it seemed that the role of the secondary services were clearly of 

paramount importance and the only way to access specialist investigations. The only 

way we can access things like CT scans and MRI scans is via Secondary Care so I will 

always refer. I would like to do this but I can’t do it here so we need somebody else’s 

expertise.” (GP4: 140).

There was a mixed response from some GPs who felt that they could do most 

things themselves but the system did not allow for them to access some services, while
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for others there was relief that Secondary Care, mainly Community Mental Health 

Teams, took over the management of people with an early diagnosis of dementia.

4.2.1.2 Relationships

The relationships between professionals were influential with regard to how they saw 

each other functioning within the Health Care Service. The relationships were 

described as being along a spectrum ranging from superficial to excellent and one of the 

Consultants voiced the concern, “as the service gets more stretched that relationship is 

always in danger of getting more tense. You know, when they have a problem and you 

can’t solve it because you haven’t got a bed.” (Consultant 2: 165), and saw the 

relationship depending on the ability to help other colleagues.

In many ways the relationship was a direct result of the service that people 

provided and where the relationships were described as strong or good, there were 

comments like “we’ve got a good relationship with the Old Age Psychiatrist... provides 

a very efficient service, communicates well, assesses the patients well and I mean we do 

have a great deal of respect for [person ’s name] and I wouldn’t fault our relationship or 

their personal service.” (GP8: 191).

Others were less pleased with the service and found it difficult to communicate, 

complaining that there was a lack of dialogue, few face to face meetings, and that 

sometimes it was almost impossible to reach Consultants. Some had to make do with 

leaving messages for their secretaries and one GP found a way to circumvent that by 

using e-mail, which was always found to be successful. In most cases what 

characterised the relationship between GPs and Consultants was a mutual respect based 

on the level of service request and provision.

4.2.1.3 Responsibilities

Responsibilities were not always seen as being role specific, especially when it was felt 

that it was a joint responsibility to work together for the benefit of the patient. One GP 

pointed out, “I think we are in the same boat and we have the same goal of keeping 

these patients fine and good as possible” (GP9: 89), and a Consultant of the same 

opinion thought that GPs, “by doing their best, together with us, to keep people where 

they are for as long as possible,” (Consultant 7: 197), was an important responsibility 

which identified that both of these sets of medical practitioners were sharing a common 

aim.
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Consultants and GPs both shared the notion that Consultants were principally 

responsible for diagnosing and prescribing appropriate medication. Sometimes 

members of the same group saw their responsibilities differently. One GP felt that “it’s 

my responsibility to keep up to date with the latest treatments, medication and non

medication, the latest support...continuing to be up to date with what’s available, what I 

need to offer the patient and what is the best evidence for that,” (GP1: 117), which was 

in direct contrast to another GP who thought “it’s not my area of expertise, it’s too new, 

it’s changing all the time. I just feel it’s something that’s more appropriate for 

psychiatrists to keep up with.” (GP11: 150).

Most felt that since the introduction of medication there was a new 

responsibility to refer people as early as possible although this was contrary to the 

thoughts of one Consultant who questioned the ethos of early referral

“I have a certain discomfort about rushing to all this early referral because you 
know there is a lot of like, holding up your hands and saying well it is mild 
cognitive impairment, come back and see me in six months, and you know, if  
everybody is rushing around, referring everybody early and you are not doing 
anything, you know, maybe we are on a bit of a bandwagon here that is just 
adding to anxieties” (Consultant 2: 140)

However, a colleague claimed “an early diagnosis in dementia to me means what we 

should be doing day in, day out,” (Consultant 1: 20), pointing to yet another fragmented 

notion that everyone is committed to early diagnosis of dementia. Some GPs were 

thankful that it was the Consultants’ decision to prescribe medication or not and saw 

refusing a patient drugs as easier for Consultants than for GPs, because such decisions 

could affect ongoing doctor-patient relationships.

The ultimate responsibility was a focus on helping and supporting people to 

increase their quality of life by enabling people to lead a more fulfilling life. However, 

there was a question around who was the best person to do this. One GP reflected, “I’m 

not sure that in General Practice we are making a very good job of this either because 

we are still very illness focussed but by the nature of our job we are...it possibly does 

have to be delegated or devolved to someone with a specialist knowledge and interest” 

(GP8: 219). Whilst the thrust of early referral would appear to have increased since the 

introduction of anti-cholinesterase drugs, it has been acknowledged that illness focus is 

not always the best, or only, way of enhancing the quality of life.

Referrals to others who had the ability to facilitate a more fulfilling life seemed 

fraught with uncertainty, and that again suggested a fragmented system.
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4.2.1.4 Referrals

The majority of referrals to Consultants came from GPs. Referrals were now mostly 

appropriate for an early diagnosis and had consistently improved over the years 

although it was felt that more in-depth information was more forthcoming when there 

was a telephone conversation between the referrer and recipient. Most of these referrals 

were for confirmation of a diagnosis that sometimes had already been tentatively made 

prior to the consultation, in conjunction with the person with possible dementia, their 

family or supporters and the doctor involved. Other reasons for referral were to institute 

investigations that GPs in the Primary Care Setting did not have access to.

Prescribing anti-cholinesterase medication was also something only Consultants 

had access to. This was thought to be for purely fiscal reasons, although it did 

sometimes upset GPs that they had to refer into the Secondary Care Sector when some 

of them felt very competent to prescribe medication. “That is disappointing that we have 

to, unnecessarily as I see it, involve secondary care not for clinical reasons but to get 

permission to use a particular drug, so that’s how I feel about it and when it is in that 

category and some are, then it disappoints me because I think it is an unnecessary extra 

place for the patient to have to go” (GP1: 49). This not only pointed to the financial 

constraints on prescribing but also to the added burden and anxiety placed on people by 

having to attend a hospital clinic.

Waiting times at one particular diagnostic clinic were so long that local GPs had 

discovered a route that would circumvent it and directed early referrals to clinics run by 

Old Age Psychiatrists, although this did highlight a clinical governance issue of best 

practice. Many of the GPs felt that there was not adequate support for practices, and 

although some of them could make direct referral to other professionals, it was felt, at 

times, that this was not addressing patient need but was a service delivered on the 

professionals’ terms. For instance

“I’ve arranged to admit this patient to my caseload and I will see them again at 
11 a.m. on the 2nd October 2003 when I will speak to them for 30 minutes and 
then I’ll write another letter... it’s precise and professional, but it’s not relating 
to the actual needs of the patient when it comes down to the bit.”(GP2: 134- 
135).

Others felt that while Community Psychiatric Nurses were largely appreciated 

by the families, they would rarely take direct referrals and, with the advent of 

Community Mental Health Teams, the service was even more remote from the practices
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and GPs rarely had face to face contact with them with the exception of those who 

continued to attend practice meetings -  but they were now in the minority. Consultants 

seemed to follow up referrals that were diagnosed as having Alzheimer’s disease and 

that were commenced on medication, but if they had a vascular dementia they were 

referred back to their GP for treatment and “often they feel that they have just been 

dumped in the dementia wilderness.” (GP4: 198). Doctors only discussed Alzheimer’s 

disease and vascular dementia.

The fragmented Health Care System around the subject of early diagnosis of  

dementia, whilst succeeding at times in establishing a diagnosis, instituting treatment 

and referring to other agencies, both statutory and voluntary, was found to be disjointed 

and lacking the equity of resource and consistent commitment across the region to 

recognise early dementia.

This phenomenon was, however, frequently described as complex and difficult 

to grasp.

4.3 The difficulty of the work

The evaluation of the area of work associated with an early diagnosis of dementia has 

been deemed both difficult and complex by each of the nineteen participants in Study 1. 

From the time that the possibility of such a diagnosis first crossed the mind of the 

doctor, through firming up that diagnosis, giving the diagnosis and prescribing 

treatment and follow up over the subsequent six months, the period that this study 

embraced, there did not seem to be one step of the journey, for doctors as well as 

patients, that did not embody the challenging and harrowing nature of the disease. 

Areas rated as difficult included the lack of resources, disappointment at slowness of 

scientific advances in achieving a cure, the emotional impact the work engendered, the 

lack of support and supervision for doctors, the difficult decisions that had to be made, 

and having to work within the confines of the system.

4.3.1 Lack o f Resources

The lack of resources seemed to impede the work o f the doctors involved with early 

dementia. Some mainstream services were seen as ‘luxury’ and there was an 

awareness of finite services not meeting ever growing demand. The growing demand
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on society by people with dementia was portrayed as some kind of societal burden by a 

GP who feared, “our culture is going to become increasingly heavy with demented 

patients so it’s many people, many shells walking around looking for bodily care. Quite 

a prospect isn’t it?” (GP5: 217).

This kind of doomsday scenario was echoed by one Consultant who also saw it 

as a national situation and believed that we were in “the middle of a cognitive 

impairment epidemic and all aspects of the service are getting saturated, whether it be 

beds, nursing home places, CPN time, or Consultant time, it is all at saturation point.” 

(Consultant 2: 55). Another felt that it was a government issue that gave such a low 

priority to older people in general and kept them short of much needed resources, which 

in turn caused great frustration among professionals and patients alike, and made a 

difficult job even more so because of the lack of resources.

It was felt that early diagnosis services had been resourced out of existing 

services, with no extra provision being made, and there was a fear that they could be a 

casualty in the cutback as new Consultant contracts come into being, at a time when the 

service might have to be dealing with crisis intervention rather than crisis prevention. 

The lack of resources for people with dementia within the Psychological Therapies 

specialty was regretful, especially within the new set up of Community Mental Health 

Teams. Although access was sometimes available for neuropsychology and psychology, 

there was less opportunity for referral to a counsellor as there were very few trained 

therapists within the teams. The acknowledgment of need for psychological therapies 

was seen as a key aspect, but little hope was seen of recruiting specialists of this nature 

through lack of funds or therapists finding it to be an area of little interest, and because 

those available had fairly lengthy waiting times. One of the scarce resources that people 

need is professional time and it is very difficult to give what is needed, especially within 

the short ten minute consultation of the GP. “We are quite time restricted, spending time 

with a patient to really explore their understanding and to help move things forward and 

advise them best is time well spent.” (GP1: 109). Other staff groups are also affected 

by time. There exists a desire for more of a CPN service but with the realisation that 

“the CPNs are really busy and they can’t go into see everybody all of the time.” (GP12: 

55).

Resourcing services was also a difficult task. One way of trying to attract 

funding for services for people with dementia was to explain to funding bodies “how 

awful it [dementia] is and it is awful.” (Consultant 6: 317). Another difficulty was that
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dementia never seemed to gain high priority. “Often poor old dementia gets left near 

the bottom of the list ... right at the bottom of the ashes.” (GP10: 192). “A Cinderella in 

some ways.” (GP2: 119). “Mental health takes low priority to most things and dementia 

takes lower priority than all the others.” (GP7: 243). And some of the services offered 

are seen as very basic with little specialist training for staff or volunteers.

Competing for resources was also an issue and both national and local health 

care providers had to prioritise to meet government targets, “which have to be 

interesting and acceptable to the general population and obviously things like looking 

after young ill children is something which generates much more enthusiasm than 

looking after granny who is a bit dottled.” (GP2: 119). In practice this meant that a lot 

of the service seemed to concentrate on being reactive rather than proactive, and one GP 

observed that the service, especially for people with an early diagnosis, was 

underdeveloped, “I suspect because it is very badly under funded.” (GP11: 160). Lack 

of resources was a major issue with both Consultants and GPs. This made a difficult 

area of practice more difficult because of the constant struggle to attract both funding 

and workers to an area that was not seen as being particularly attractive. The constant 

battle for resources and recognition of the value of the service also compounded the 

emotional impact felt by doctors who had to face the trauma of dealing with patients 

receiving a diagnosis of early dementia with scant resources to offer them. This 

emotional impact was acknowledged by doctors as something that they were expected 

to deal with, albeit with little resources.

4.3.2 The emotional impact o f an early diagnosis

The emotional impact of working with people with an early diagnosis of dementia has 

rarely been explored within the medical profession. Emotionally, doctors were affected 

in two different ways: feelings that they had for their patients who were experiencing 

the diagnostic process, and personal feelings triggered by these encounters related to 

dealing with the diagnosis of early dementia.

4.3.2.1 Feelings fo r patients

The feelings doctors had for patients were mainly centred on a feeling of sadness -  

sadness for patients who had not been referred into the system early enough to benefit 

from early interventions, whether medication or advice. “It makes me feel sadder,
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unhappier when they have missed that opportunity.” (Consultant 3: 95). Such feelings 

were compounded for doctors by having to tell people at the start of the trajectory that 

they may have ten years or more in which they will deteriorate. Sadness was also 

expressed for the missed opportunities that society fails to provide for people with early 

dementia, opportunities that they are still capable of enjoying, and that is coupled with 

sadness that medication does not help everyone. Only some people will have a little 

benefit with no knowledge of longitudinal outcomes.

GPs found it especially painful to watch patients, with whom they had a doctor- 

patient relationship with for many years, begin to develop dementia and then have to 

watch them deteriorate. “It can affect you quite significantly and you feel feelings of  

sadness that this has happened to somebody that you’ve known and someone that has 

been perhaps a very able individual because you know where things are going and their 

abilities are going to diminish.” (GP6: 224). And sadness was felt quite acutely at the 

time of breaking the bad news of the diagnosis, described by another GP who felt, “it is 

quite difficult and usually these are patients you’ve known for quite a lot of years so it is 

sad really to see them, their functioning decline, but you just have to try and go into 

professional mode.” (GP12: 134).

The acknowledgement that a diagnosis of dementia would change the doctor- 

patient relationship was highlighted as “it means that my relationship with the patient is 

essentially and inevitably going to change as their dementing process gets worse.” 

(GP5: 5). And this GP felt a sense of loss when this was being discussed.

43 .2 .2  Feelings for self

The effect of working with dementia much of the time was described by one Consultant 

as akin to “a bombardment of insoluble problems” (Consultant 2: 169), and whilst there 

was little effect with ‘each individual bite’, there was a cumulative effect that sapped 

the morale over time in dealing with a disease that had such a poor prognosis and which 

left doctors feeling jaded and stressed at times. Conversely, the majority of the 

Consultants reported feeling positive about the input that could be offered, although this 

was admittedly linked sometimes to a feeling of deception if there had been a more 

positive spin applied to the effect of the medication than it merited.

Other feelings identified were fearfulness of how the professional should 

respond when faced with a patient who had early dementia and who had come to the 

doctor expecting to be ‘made better’, and the doctor was left with a feeling o f impotence
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because of an inability to greatly influence the situation. The feelings that doctors were 

experiencing were overwhelmingly negative whilst there was feeling that as 

professionals they made a positive contribution to patient care. There was an awareness 

of the need for these feelings to be processed and managed and the support available for 

this was found to be limited.

4.3.3 Support through supervision

One area in which feelings and emotions arising from different work situations can be 

explored, processed and resolved, is in clinical supervision. Clinical supervision and 

management support for health care professionals is a well established practice in many 

different sectors of the Health Service. This was not found to be the case for 

Consultants in Old Age Psychiatry and Principals in General Practice who were seen as 

very senior practitioners within the medical profession. They had no formal 

opportunities for access to supervision despite a realisation that this could be beneficial 

to them both personally and professionally.

The only avenue available to Consultants was their Peer Group meetings, and 

although GPs did not have this formal type of forum they had practice meetings with 

their partners. The Consultant Peer Group discussed situations in general and raised 

anxieties about different issues although “it never gets too personal.” (Consultant 1: 

113). The majority of the time is spent focusing on educational issues, the frustrations 

brought about by poor management systems, and lack of resources. (Consultants 3 and

4). It was felt that it was not an entirely safe environment to bring personal issues 

regarding work related problems. “The peer group we have is good ...but it is certainly 

not a forum to come in the door on your hands and knees and say help me, I’ve had 

enough” (Consultant 2: 172), and consequently, doctors had to develop their own modes 

of coping with the stresses that dealing with early dementia brings to their lives.

The need for supervision was felt quite strongly in discussion with the majority 

of doctors but one GP wondered if the reason it was not available was because it was 

discouraged by a profession which perceived itself as being at a career pinnacle and 

supervision was therefore seen as surplus to requirements, adopting an attitude of “I am 

a consultant and who can supervise me and to a lesser extent GPs probably feel the 

same but we desperately need it.” (GP10: 218).

Different practitioners had different needs as far as support systems were 

concerned and many had to look for other forms of dealing with stress and not always
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rely on colleagues -  as one Consultant pointed out, “medical training is not about 

supporting your colleagues.” (Consultant 1: 107).

4.3.3.1 Support through other channels

Whilst the comment that medical training is not about supporting your colleagues may 

be true among some practitioners, many GPs were able to discuss areas of anxiety 

within the multidisciplinary team and seemed to have more ready access to a supportive 

environment than their Consultant colleagues who were more isolated in this respect. 

Consultants felt that it was not something that they could go home and discuss with 

their partners because of the confidentiality aspect of their work. One Consultant told of 

the isolation, “I can remember being upset about it and being aware o f being upset but 

not really having anybody that I could to speak to anyone about it.” (Consultant 1: 96). 

Another expressed the stressful nature of having to cope regularly with matters that 

could make “grown men cry.” (Consultant 6: 154).

Many of the doctors had developed their own personal way of surviving by 

trying to shut off personally from each patient, and by metaphorically putting them in 

boxes to avoid personalising feelings. Because of the way that surgeries and clinics 

were designed and operated there was never the time or space to adequately process 

thoughts and feelings between patient consultations as GPs are expected to see patients 

every ten minutes, and Consultants every thirty to forty-five minutes. Some tried to 

leave their thoughts and feelings about work in the work environment and immersed 

themselves in their own hobbies and interests and spending time with their families 

away from the work environment.

The lack of support and supervision and the perceived need for them has 

highlighted yet another ‘difficult area’ with which the doctors in this study had to deal. 

With little in the way of formal support, doctors faced many complex issues and made 

very difficult decisions concerning people with an early diagnosis of dementia.

4.3.4 Difficult decisions and dilemmas

Throughout the assessment process difficult decisions had to be made and doctors 

sometimes were faced with dilemmas as to what they believed was best for the patient. 

At times there was a conflict of ideas between family members and doctors, with a 

question as to who really was the patient. This created a tension between the needs of
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the family carer and the needs of the patient. As one GP reported, “once the diagnosis is 

made the relatives very often wrap this person in cotton wool and won’t let them go 

anywhere alone and that’s very frustrating for somebody who most of the time is 

reasonably okay and suddenly their whole life you know they’ve got a minder and they 

are minded and they don’t like it.” (GP 8: 64). Sometimes the tension happened when 

families did not want the patient to know that they had spoken to the doctor about their 

concerns and that could be very uncomfortable and quite dramatic. “It’s all this cloak 

and dagger stuff and often I feel that a lot of it is that they want you to sort things out” 

(GP12: 127).

Further dilemmas revolved around the giving of the diagnosis and that will be 

addressed in more depth in section 4.6 of this chapter. Decisions to be made included 

whether the word dementia should be used or not, whether the patient was told their 

diagnosis or not, if a family asked for it to be kept hidden to try to protect the person, 

and what information and how much information should be given. As doctors 

monitored their practice and reflected on their intervention Consultant 5 summed up 

very succinctly the feelings of the group, “I have a question, am I actually doing the 

right thing for the patients?” (Consultant 5: 107).

One dilemma that GPs faced which did not occur with the Consultants was how 

to approach the subject o f a possible diagnosis of dementia with a patient who had 

consulted them about something completely different, or, perhaps they had observed 

signs of dementia developing in that patient over a period of time. Some felt that it had 

been enough to document concerns and ‘keep an eye’ on the situation, while others 

struggled to know how best to tackle such a sensitive subject. Another dilemma 

occurred when the rationing of available services had to be apportioned. Both 

Consultants and GPs had to make judgements as to who got what, usually not based on 

patient need but on what services were available, thereby often designating services 

such as CPNs and Counsellors for people with an early diagnosis as luxury items.

These were some o f the difficulties that doctors faced when dealing with 

someone who had been diagnosed with, or whom they suspected of having, early 

dementia. Working within the confines of the Health Service brought many different 

challenges and frustrations and somehow it seemed that these practitioners were doing 

what they could within the confines of the system of which they were part. The needs 

of the patient were not only in conflict with the family/supporters but sometimes with 

the needs of the organisation and its demands on the practitioner. Yet the organisation
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was there primarily to meet the needs of the patient. The doctors’ view of the needs of  

the patient will now be explored.

4.4 Views of patients’ needs

Doctors saw the needs of the patient to be split into many different tasks that had 

to be performed either by themselves or by colleagues, and thus adopted a task oriented 

approach to patients. Four core tasks were identified in this study: assessment, 

diagnosis, treatment and referral; along with lesser tasks incorporated within these 

central areas with scant emphasis on post diagnostic follow up. Both sets of participants 

had the same core tasks to carry out although the emphasis on each was weighted 

differently. Tasks were seen as important to doctors and by identifying their tasks they 

were in some way creating an identity of the doctor as a purposeful, agentic self. 

Without the patient this would not be a self that could be fulfilled. One GP described 

the approach taken,

“We break it down medically, and we deal with the tasks because we are the 
ultimate task orientated people. GPs are the ultimate task orientated people and 
we identify ourselves, we define ourselves by our abilities to deal with tasks, we 
are ultimately definable by our work and if you strip away the work you wonder 
what you have left.” (GP5: 63).

4.4.1 The task o f assessment

Patients were assessed first of all by their GPs. They would consult the GP looking for 

reasons for the changes that they were experiencing in memory and functioning. This 

was sometimes a subjective experience, but frequently these changes had been brought 

to the attention of the patient by friends or family, or would be identified by their GP 

when other problems were being investigated. GP assessment consisted of taking a 

history of the presenting issue, undertaking basic cognitive testing, checking out some 

physical systems including blood pressure and taking various blood samples. This 

sometimes took a few visits because of the constriction of appointment times for GPs, 

who were only assigned ten minutes per patient. “We have ten minute appointments to 

assess them; psychiatrists have about half an hour if  not more.” (G P11: 150).

Following initial assessment by GPs a tentative diagnosis would be offered or at 

least discussed, sometimes a range of alternatives of what might be the cause of the 

changes was given, and it was usually at this point that discussion took place between 

GP and patient about further specialist assessment. Consultants would sometimes see
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patients in their own homes at the request of the GPs, but the normal procedure for

people with an early diagnosis in this study followed a path similar to that described as

“The usual routine for outpatients would be to do some very, very basic 
cognitive testing such as the Clifton Assessment Schedule survey version, Mini 
Mental State Examination, which is pretty rudimentary and the Geriatric 
Depression Scale, to take a brief history from the presenting patient, simply an 
overview o f their life as they recall it and describe it, to then particularly check 
aspects o f that with the accompanying family with the permission of the patient 
and then to meet at the end of the clinic with a view to discussing diagnosis if 
appropriate” (Consultant 4: 50)

The feedback received by GPs from these Consultant assessments was on the whole 

very positive and helpful. However, one GP felt that much of what they did was a waste 

of time

“Usually I get a great long letter about four pages which tells me all about the 
patient’s upbringing and which school they went to and you know all the family 
history and one thing and another, most of which is of little relevance and takes 
me a long time to read and at the end of the day there’s usually little practical 
input other than the question nowadays and more recently as to whether they are 
going to use medication” (GP 2: 235)

This doctor seemed to question the value of what was being offered in light of 

the scarce resources of doctors’ time. This was not a view shared by the majority of 

GPs.

Most Consultants would also request further neuro-imaging radiological 

investigations depending on which region they were practising in and what was 

available. These investigations and tests lead to a more informed differential diagnosis.

4.4.2 The task o f diagnosis

Doctors often felt that a diagnosis had been reached, prior to a visit to either the GP or 

the Consultant, by the patient and/or their supporter who would have most likely 

tentatively discussed the alternatives and would perhaps be looking for confirmation or 

discontinuation of their assumptions. Reaching a diagnosis of early dementia was a 

diagnosis of exclusion, which would explain the need for such a thorough assessment, 

and was frequently done in tandem with GP and Consultant working together. “The 

main basic thing I would be looking for would be specialist help to firm up the 

diagnosis by helping to firm up the exclusion of other diagnoses so that we agree that 

this is it.” (G P1: 24). Although GPs felt comfortable making the diagnosis, for the most 

part they felt that the patients needed to see a specialist for confirmation: “I think
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actually the patients want to see a specialist because they want to know they have had 

specialised skills and expertise to say yes.” (GP4: 144).

The task of making a diagnosis was shared between the patient, the supporter, 

the GP and the Consultant, but the task of giving the diagnosis was frequently left up to 

the Consultant. Most GPs felt that it was up to the specialist to give the diagnosis when 

the results of the scans and tests were being given although one GP disagreed and 

wanted to give the patient the diagnosis. However, this opportunity was rarely afforded: 

“I will usually know this person well enough to know how they would best receive such 

information so I prefer to hear and convey that to the patient and also convey that to 

them.” (GP1: 28).

The giving of a diagnosis will be explored in more depth later on in this chapter 

in section 4.6. If the results of all the investigations pointed to a diagnosis of early 

dementia it was at this time that treatment would be discussed and instigated.

4.4.3 The task o f treating

For doctors in this study, treatment meant pharmacological intervention. Over the 

previous five years there had been an increase in the number of drug treatments 

available for people with Alzheimer’s disease. These drugs, because of their relatively 

recent arrival and because of their cost, were under the jurisdiction of Secondary Care 

which allowed a more stringent control over their prescription. The Consultants had to 

follow strict criteria for instigating their use and for their discontinuation, governed by 

both local and national guidance protocols. For some GPs this was frustrating because 

although the drugs were licensed they were not allowed to prescribe them. One GP felt 

that having to get into the Secondary Care system for the prescription o f drugs added to 

the patients’ burden and was an unnecessary process when they could have been 

prescribed in Primary Care. “They have to move back into secondary care just to get 

that [medication] kicked off and that is disappointing and I am not always convinced it 

is clinically necessary.” (GP1: 53).

The effectiveness of treatment was also debated and doctors voiced opposing 

viewpoints. Some felt that the drugs had not been life transforming, and at best they 

slowed the decline slightly, and they questioned the benefit of drug therapy for patients. 

“I’m not so sure if it is of any great benefit to be honest. Certainly the patients we have, 

have not done well but that’s just anecdotal.” (GP2: 126).
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The focus on pharmacological interventions served to consign other forms of  

assistance to lesser import. “You can get so involved in just the drugs and the side 

effects; monitoring a drug you can lose sight of the other stuff you should be doing ...  

they are not the be all and end all.” (Consultant 6: 81-65).

The drugs had become so important that they seemed to have overtaken 

everything else and in practice it was hard not to raise the hopes of patients who could 

have probably been eligible for them. Besides, they did seem to offer some form of 

hope: “in terms of that hope thing, they need to know that we can give them 

something,” (Consultant 2: 115), although the need for balance was also expressed to 

ensure that responsible information was reported to people about the likelihood of how 

effective they were known to be, tempered with a bit of caution so that they did not give 

false hope

“we are having I would say moderate success but I think patients maybe you 
know they read things in the press and think gosh this is wonderful, this is a cure 
and it’s kind of emphasising that this isn’t a cure but it’s maybe just temporarily 
giving a slight improvement to the quality of life I suppose” (GP10: 126)

The drugs for Alzheimer’s disease have become a very important focus of the 

doctors’ task and although there was no consensus as to how valuable they really were, 

and differences of opinion as to whether the scientific evidence for their use was valid, 

nevertheless they did seem to serve a purpose for which they were never intended. 

Many of the doctors thought that since the medication had become available this had a 

positive effect on public awareness and increased early referral, and because the public 

thought that there may be a treatment for this, there was less fear and more hope. 

However, if there was hope for people with early dementia who were diagnosed as 

having Alzheimer’s disease, this was not the case for people who were diagnosed with 

other forms of dementia, and especially vascular type dementia. Whilst the Consultant 

would follow up the people on the anti-cholinesterase medication, the management and 

treatment of people with vascular disease was handed straight back to the GP, “if  

vascular risk factors sound appropriate I’ll suggest that we go back to the GP for 

management of these as a priority.” (Consultant 3:62). For many patients seen by the 

doctors in this study, the treatment is a major factor. If people are prescribed anti

cholinesterase medication they are usually followed up within the first six months by 

the Consultant or their deputy in clinics throughout the area, but for people who did not 

fit the criteria there seemed to be less opportunity to be seen regularly by the
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Consultant. They tended to be discharged back to the care of their GP, or sometimes 

referred on to another part of the service. Referrals were made to various professionals 

and voluntary agencies. The criteria for referral to other services seemed to be down to 

the individual’s practice and a little ad hocery with no clear pathway to be followed in 

the task of referral.

4.4.4 The task o f referral

Following an early diagnosis o f dementia, referral to other services was dependent on 

what existed in the regions rather than being defined by patient need. Some Consultants 

referred everyone with early dementia to the Community Psychiatric Nursing Service 

while others felt that this was totally unnecessary and saw it as ‘a luxury item’ due to 

the scarce resources. People were referred to others for very specific tasks, for example 

referral to the Occupational Therapist was deemed necessary if people needed advice 

about some basic skills of daily living. “The OT doing assessments on these people and 

we sort of look at their skills, look at their road crossing skills, looking at all sorts of 

activities that we all take for granted.” (Consultant 3: 69). The CPN was viewed as 

mainly to deal with family carer anxieties and “for them to spend a few sessions at 

home to talk about diagnosis, to talk about legal matters i.e. the new legislation, what 

the implications have for them and if we start medication to monitor that as well.” 

(Consultant 7: 54). It was also seen to be dealing with more established dementia rather 

than someone with a new diagnosis. Referral to voluntary agencies was done by giving 

information and recommendation for such services as group support if this was deemed 

appropriate. Referrals to others seemed to be prescriptive of the tasks that the doctor 

ordered rather than referring to the service to allow autonomous needs’ assessment to 

define what that service had to offer the patient. Again, it was not the case with all 

referrers as GP1 demonstrated, “specialist CPN teams who are really skilled at getting 

alongside the patients and their relatives can really take that forward, that is a much 

better way of using our healthcare professionals so that I continue to do the more 

medical side of things.” (GP1: 24).

For the ultimate task oriented profession to help find a way forward for people 

with a new diagnosis was not always seen as an achievable task. What seemed to be a 

common occurrence around the sequence of events is reflected in the words of one GP 

as, “the diagnosis is made, treatment is or is not started depending if the patients fits the
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criteria and then I feel there is a limbo where the family are left just to get on with it 

and I think that’s very difficult.” (GP3: 134).

There was a dearth of suggestions for follow up for the newly diagnosed patient 

within the six month period and it did not appear to be a priority area for doctors. 

Follow up from diagnosis was akin to other tasks and, without protocols to follow, was 

left very much up to the individual practitioner. We now concentrate on what the data 

said about follow up in the six month post diagnostic period.

4.5 Post diagnostic follow up

Post diagnostic follow up for people with a new diagnosis of Alzheimer’s disease would 

seem to be the province of the Consultant, but only for patients who had been 

commenced on anti-cholinesterase inhibitor drugs. There were exceptions to this when 

some Consultants did not take on the task of follow up but left it to colleagues working 

in the clinics. For those who were not diagnosed with Alzheimer’s disease or were 

unable to take the drugs because of contra-indications or side effects, it was less clear if 

follow up took place or if people were left to their own devices, “they really get dumped 

don’t they. Just into nothing, into the ether.” (GP4: 206).

GPs were acutely aware of follow up not being stringent. “I would certainly say 

that those families probably need even more support because they are not getting the 

support that the Alzheimer’s are getting.” (GP8: 71).

People who were diagnosed with vascular dementia were referred back to their 

GP for management of the vascular risk factors although occasionally they would be 

referred earlier to the CPN service because the Consultant knew that they would not be 

doing the follow up. That was rare, however, and the majority of people received their 

follow up care from their GP. “Whatever happens with the psychiatrist we are the 

mainstay of the long term support and even if we are not seeing them all the time we are 

always the person that they come back to.” (GP8: 99).

The follow up for people with early dementia seemed to be imbalanced with 

Consultants’ main efforts being invested in Alzheimer’s disease while GPs were left to 

deal with vascular disease. GPs felt that people with a new diagnosis of vascular 

disease were not being given the appropriate support and this led to “a lot of anger 

actually, because people know there is that treatment out there, but they don’t fit the 

criterion, that requires a lot of support too.” (GP3: 119).
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Doctors were divided over the need for post-diagnostic support and only the two 

types of dementia were discussed, that of Alzheimer’s disease and vascular dementia.

4.5.1 Identifying the need fo r post-diagnostic supportive follow up 

The impact of a diagnosis of early dementia was not something that was well known 

within the profession and the need for support was mainly identified through doctors’ 

reflections of how the person reacted to being given the diagnosis of early dementia, 

and to their subsequent observations. It varied from person to person but it seemed that 

it was the GPs who were most aware of the how the person had reacted emotionally in 

the period following diagnosis, describing the traumatic and catastrophic reactions they 

had witnessed as being distressed, depressed, suicidal, worried, grieving, scared, very 

frightened; experiencing feelings of going mad, negative feelings leading to clinical 

depression; being unhappy, frightened of the future, and shocked.

These strong emotional responses to the diagnosis were much more rarely 

witnessed by the Consultants who described the patients’ reaction to diagnosis as 

sometimes being surprised but not shocked, relieved, rarely distressed, acceptance, and 

one of trying to ignore it or deny it. There was a definite difference in their experience 

of patients’ reactions.

Consultants would have been seeing an immediate reaction to giving the person 

the diagnosis whereas the GPs were witnessing the reaction once patients had had some 

time to process their feelings. It was understandable, therefore, that GPs identified a 

gap in the support services available to meet the needs of people who were experiencing 

difficulties with post-diagnostic emotional processing. The emotional processing was 

affected by the fear of what would happen next and patients brought their own fantasies 

and horror stories to bear on their understandings of the diagnosis and that sometimes 

fuelled their fears and anxieties

“where there is a huge gap and I think that’s where patients are very anxious 
because certainly here probably they see day-care and have knowledge of what 
the people there do and think gosh is that going to be me in three months time 
and that must provoke a lot of anxiety” (GP10: 55)

Thinking of the worst case scenario was, according to GP7, part of the condition 

of being human, to think that “it’s always going to be terrible, it’s going to be just like 

the lady over the road or something like that. W e will always look at the worst ones and 

not the best ones.” (GP7: 83). And thoughts that people with dementia require 24 hour

175



care and remembering their friends who were in nursing home care were also cited as 

worst case scenarios.

Follow up was also inconsistent with only one Consultant referring all the newly

diagnosed people routinely to CPN service, while others were more ad hoc and in some

GP practices, in the absence of other professionals willing to take this on, the emotional

work was left to the Health Visitor who felt ill equipped for the task. GPs felt that there

was a need for someone to get alongside the person in order to “help you to live with

this illness,” (GP6: 153), and to provide appropriate support in order that people can

live a more fulfilling life. However, the main thrust of what GPs felt was an important

task of follow up was summed up by GP 10

“it’s such an important time in them kind of formulating how they feel about 
their diagnosis, how they are going to move forward and how they react at that 
stage is so critical in a way to how they cope with the disease at a later stage and 
how the family copes with it” (GP10: 84)

The need for immediate post diagnostic supportive follow up was highlighted mainly by

GPs although Consultants did recognise that some people did need some kind of

psychological support but felt that it was not necessary for everyone. “For some people

things are very stable and they don’t want any input and we have to respect that as

well.” (Consultant 7: 217). Resources again were blamed by one Consultant, who did

not describe any of the strong emotional responses to diagnosis that the GPs found,

which led to considering that follow up may not be as necessary as the GPs did

“They are thinking about well Fve got something to think about here and I’ve 
got some tablets which might help, or you know I’ve been told that there is no 
tablets for me, but actually the level of my lifestyle is still acceptable, I don’t 
think I need anyone involved at the moment, I’m not sure that that is a healthy 
position actually but that is limited by resources” (Consultant 3: 78)

This type of experience however did not stop the majority of doctors thinking 

that post-diagnostic support should be available for people to be able to access in an 

endeavour to alleviate what one GP succinctly describes is required, “I think the whole 

family needs somebody to talk to, listen to their anxieties and tell them what the future 

does hold.” (GP3: 74).

The question around which professional should or could provide such a service 

was explored with various suggestions as to who could fill this identified gap in the 

service.
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4.5.2 Filling the identified gap

The vast gap in services for people with an early diagnosis of dementia identified by the 

doctors is so great that it is “just a huge gap from early dementia to later stage and 

nobody dares to fill that gap.” (GP10: 70). It was almost as if  no-one had addressed it 

because it was just too big to contemplate what needed to be done or how best to do it.

There was no consensus of who could best fill this gap in the service post

diagnostic support. This need was identified as post-diagnostic counselling and some 

felt that this work should be best undertaken by CPNs. “I could make out a good 

argument for a CPN doing that post diagnosis counselling work but we are only talking 

really about one or two sessions. I don’t think we are talking about an extended role in 

the most part.” (Consulant 3: 83). Others thought that CPN training would not equip 

them for such work and saw it as inadequate for the purpose of counselling, “I suppose 

they have counselling exposure everyday of their lives, but formal training seems 

unlikely doesn’t it?” (Consultant 2:55).

However, it was felt that if counsellors were to be available to do this type of  

work they would have to be knowledgeable about dementia. There was also a need seen 

for pre-diagnostic counselling in the waiting time between first referral and diagnosis, 

when people were waiting for investigations to be carried out and sometimes they had 

to be placed on a waiting list for appointments. It was felt that a counsellor would be 

able to explore with them their fears o f what was going to happen, “for services who 

have to wait a long time and people are kind of thinking about it, it would be nice to 

have someone to give that information about how they feel if this to happen or 

whatever.” (Consultant 7: 95).

Counsellors working with people with a new diagnosis would not only benefit 

the patient but would also be a great support to fellow professionals and would be able 

to save a lot of time and money. “It would be a big cost saving in the long term because 

the time of the other professionals would be used in a more highly efficient way ...  I 

saw this lady weekly because of the upheaval and the emotional distresses it had caused 

because she was upset.” (GP9: 163-41). So, seeing a counsellor would be cost effective 

compared to a GP having to see someone at length at regular intervals.

The majority of doctors felt that a counselling service for people with a new 

diagnosis would go some way to filling the gap and, coupled with flexibility, was seen 

by some as an ideal. “If we talked about what my wish list would be, I would like to be
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able to refer somebody with early dementia to the counsellor.” (GP4: 177). And a clear 

picture of the ideal service for people at the very beginning o f the dementia pathway 

would include their family

“It would be an ideal dementia service if, prior the diagnosis being given, 
perhaps after the initial referral themselves and while the investigations are 
ongoing that a counsellor was there to support the patient and family in the 
‘what if situation’ if Alzheimer’s is diagnosis what do we do and then when they 
actual diagnosis is given to continue counselling” (GP3: 93)

A resource akin to family therapy was muted by a number o f doctors in the study as

being appropriate for people trying to come to terms with a new diagnosis. A

counselling service was felt to be a very appropriate way of supporting people together

with the hope of developing something new as one Consultant suggested

“it would be a new type of therapy, but it would definitely come under the 
umbrella of encounter work and the idea o f that encounter would be very much 
addressing the psychological and emotional side of what they are going through 
at that moment” (Consultant 2: 136)

Although it was recognised that counselling type therapy was not for everyone 
“counselling is fine for the right people not everybody needs it, not everybody 
responds to it. I have always been a great believer that counselling is right for 
some people same as some drug therapies are right for some people.” (GP7: 
107).

But it was felt that it should be on offer. In order that immediate access for such a 

service could be available for patients receiving a diagnosis, the person allocated to do 

this follow up work would have to be present at the ‘telling’ of the diagnosis to hear 

what was said by Consultants and to witness the reaction of the person receiving that 

diagnosis. This was only one of the many issues around the complex task of telling that 

generated much discussion and debate and, therefore, is worthy of its own section in 

this thesis.

4.6 The ‘Telling’

Telling someone they had an early dementia was described as one of the most difficult 

tasks that the doctors had to undertake. Within the diagnostic process the giving of the 

diagnosis was frequently seen as the premise of the Consultant who made the diagnosis, 

although this was a task that fully involved the GPs because the patient returned to 

discuss their diagnosis with them following their hospital consultation. Some GPs
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were involved in discussing probable diagnoses prior to the patient being seen by the 

Consultant, although a definitive diagnosis had not often been reached prior to the clinic 

visit and the conclusion of investigations. The telling raised many complex issues and 

deliberations which were explored within this study. Within the theme of the telling 

there were many different sub-themes based around whether to tell, who to tell, who 

should tell, what to tell, how to tell, when to tell, where to tell, and the doctors’ 

constructions of patients’ responses to the telling.

4.6.1 Whether to tell

The question of whether to tell or not would to a certain extent be overtaken by the 

instigation of treatment because people being commenced on pharmacological treatment 

had to do so by informed consent; therefore, if  the diagnosis was Alzheimer’s disease, 

this was not an issue.

There was the question of people with other types of dementia and it was much 

more likely that they would not be as fully informed as people with Alzheimer’s 

disease. Doctors tended to try to read the body language of what people wanted to be 

told although some did ask patients directly whether they wanted to know what their 

diagnosis was, and consequently be guided by what the patient wanted. “Unless I pick 

up a sense that this is a bad thing to do, if I’m clear in my own mind I would share the 

diagnosis at the end of that first contact.” (Consultant 4:44).

The only time that GPs felt that it would not be appropriate to tell was when the 

patient was suffering already with some life threatening illness. “If someone has that 

sort of terminal illness you are not going to tell them that they’ve got dementia as well.” 

(GP7: 75).

Doctors collaborated with patients to ascertain whether they wanted to know, 

although there was sometimes a complicating factor when the family supporter asked 

that the patient should not be informed.

4.6.2 Who to tell

The dilemma about who to tell only became an issue if  the family supporter did not 

want the doctor to tell the patient the diagnosis. This did happen quite regularly when 

families wanted to protect their loved one from the trauma and pain of having to listen 

to the diagnosis. However, many of the doctors did not collude with this and would not
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countenance keeping information from their patients unless they had indicated that they

did not want to know. “I’ve got into terrible trouble with the family for telling the man

his diagnosis although he asked m e...the family were livid.” (Consultant 6: 271).

The accepted pattern for most patients was that most accompanying family

supporters were in the consulting room at the time of the diagnosis. It was not always

clear who had issued the invitation to be present, whether it was the doctor or the patient

or indeed if  it was a ‘taken for granted’ assumption by all parties that this would happen

“normally at the diagnosis giving interview I would see the patient just quickly 
to check over some of the intellectual function and then bring in the carer so that 
they both hear exactly the same thing and that has avoided any sense of one 
person knows one thing and one person knows another” (Consultant 3: 48)

Only one Consultant mentioned that the patient’s permission would be sought to 

clarify if this was an acceptable situation for them. The normal procedure then was for 

people to be accompanied at the time of the giving o f the diagnosis so that the person 

receiving the diagnosis and their supporter heard what was being told, and this was 

rarely challenged by either the doctor or the patient.

4.6.3 What to tell

The content of the discussion around ‘the telling’ and the language used was a 

contentious issue and again was characterised by a lack of consensus from the doctors 

in this study. The main thrust of the argument surrounded whether patients should be 

told the truth or not, or if it were acceptable to use euphemisms. There was much less 

concern about using the term Alzheimer’s disease because it was now associated with 

pharmacological treatment that could be offered, although even this did not stop a 

Consultant trying to couch it in terms that were somewhat euphemistic, “I use slightly 

ridiculous expressions like you have got a touch of Alzheimer’s,” (Consultant 2:95), “to 

try to break the bad news more gently.”

The word dementia was difficult for the teller to use within the consultation and 

would frequently not be initiated until either the patient or family supporter had 

introduced it, and some doctors actively avoided the term. “I must confess I am not sure 

if this is a good thing but I tend to avoid the word dementia.” (Consultant 7: 46). Such 

avoidance o f the term dementia was common among GPs and Consultants alike, with 

comments like, “eventually you would have to get to the word,” (GP11: 111); and “of
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course the other thing is that I do not use the word dementia” (Consultant 2: 95); and the 

use of metaphor was in evidence with one Consultant explaining the diagnosis in terms 

of brain problems, “I don’t want to sound patronising, but for some people I tend to talk 

about things like your brain is getting older than the rest of your body. I tend to use a 

wee bit of metaphor rather than a specific name.” (Consultant 7: 54).

The tendency towards a model of ‘telling the truth’ had become more of ‘the 

norm’ for many of the doctors and some could not envisage not telling someone even if  

it meant that the patient would be upset by what was being said to them. A degree of 

openness and honesty for the most part prevailed, although there were occasions when 

doctors felt that they were being less than honest, “you then get the feeling that you are 

not being entirely truthful as to what you know what might lie ahead” (Consultant 3: 

95).

However, most doctors were aware of the litigious nature of their work, and 

because of the uncertainty of the diagnosis being definite, they tended to use the terms 

‘possible’ or ‘probable’ Alzheimer’s disease, or a type of dementia, or one of the 

dementias, rather than appear to be giving a definitive diagnosis as illustrated by 

Consultant One

“I will usually try to clarify that diagnosis is a fluid thing so perhaps if  
something crops up in the future it may change your diagnosis. It may be that 
something is not apparent now, which in the future if  something occurs that we 
don’t know about, we might have to review it and go back and say well actually 
that was our best diagnosis at that point in time but now it seems much more 
like an alternative diagnosis” (Consultant 1: 58)

For some doctors the information that was given appeared to be a difficult 

concept for the patient to grasp within the limited time that the doctors had to give it and 

spend on explanation, although there was no consensus of an ideal of ‘what’ should be 

told. Nor was there any uniformity of tailoring the diagnosis to meet the need of the 

patient. Some practitioners used a similar format for all patients and others tended to 

weigh up what they thought the patient needed to hear.

This led to the discussion around ‘how’ the diagnosis should be told.
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4.6.4 How to tell

The concept of how to tell was again cloaked in the difficulty of the task of ‘telling’, 

and while there were a number of ‘give it to me straight’ people, there was a tendency to 

try to give the diagnosis as gently as possible, “it’s never going to be easy for them but 

you want to do it in the least painful way.” (GP10: 43). The ideal appeared to be over a 

few sessions rather than during a one-off visit to the clinic or surgery, together with the 

offer of further follow up if necessary in order that more information can be given, that 

practitioners can be questioned, and that anxieties and uncertainties can be shared with 

the practitioner and patient

“I don’t think that’s one you can give at one session. It’s going to be ongoing for 
a lot of questions that people may want to ask and unfortunately a lot of 
questions that you can’t answer so it’s not a pleasant diagnosis to give and also 
it’s one that is riddled with the uncertainty. I have always led to sharing that 
uncertainty with the patient and with who ever the family or carer is as well you 
know there is a lot of don’t knows” (GP7: 91)

Some doctors felt that it was important to couch the diagnosis in layman’s terms 

so patients would understand what was being said and not to hide behind medical 

jargon, while others felt that it was important to be as positive about the diagnosis as 

possible. Some felt that it was necessary to have other people there to support the 

person who was being told, but the bottom line was to keep the patients’ needs at the 

forefront of what was happening, “trying to tune into what the patient wants to hear 

because if you tell them things that they aren’t ready to hear they don’t hear it anyway.” 

(GP6: 145). This brought debate about the timing of the giving of the diagnosis and the 

question o f ‘when’ to tell.

4.6.5 When to tell

The timing of the giving of a diagnosis again varied and doctors had different ideas as 

to when was the right or best time to tell the diagnosis, with ideas such as after all the 

tests are completed, “I will tell them when I think I’ve got all the information. I need to 

be certain that they do have what I think is a dementing illness,” (Consultant 7: 41); at 

the end of the first visit to the clinic; or over a period of time rather than telling 

someone within a single consultation. Again, there was no consensus, with some 

Consultants comfortable about telling people in one consultation with no follow up 

appointment, “if I’m clear in my own mind I would share the diagnosis at the end of
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that first contact.” (Consultant 4: 44). Others felt that it was unthinkable to tell the 

diagnosis without offering follow up, “I would never give a diagnosis and then not see 

anybody again even although somebody else in the team is seeing them. I would 

always see them. I don’t think I would ever not do.” (Consultant 6: 86).

GPs also varied, but were much more likely to opt for a disclosure over a period 

of time, pacing the information given, and matching it to what the patient was able to 

absorb at any one time, or by being guided by the patient as to how much information 

was required at any one time

“It is pacing the information to what the patient wants and I don’t mean by that 
telling them what they want to hear but pacing it with their need for information 
so one wouldn’t be pushing information at people who are not ready to accept it 
or to receive it but one would be open to the patient for information and asking 
the patient how much do you want to know about things, are there any other 
questions you would want to have answered in a similar way to patients that 
have got other kinds of sinister diagnoses that are going to be progressive bad 
news for them” (GP6: 145)

Most thought that it was best to tell early in the disease trajectory, explaining that with 

the belief that there should only be disclosure when the patient was ready. There was 

no scientific way of measuring when the patient was ready to hear the disclosure and 

doctors relied on their own intuition, skills and knowledge to decide when this should 

be with GPs often relying on their previous relationship with, and knowledge of the 

patient.

The question of whether it should be the GP or the Consultant who told the 

diagnosis was also discussed.

4.6.6 Who should tell?

There seemed to be ‘a taken for granted’ assumption amongst the Consultants that they 

would give the diagnosis as they had made or confirmed it. It did not occur to them that 

they would not be the ones to give the diagnosis and some even felt that they were 

getting the hard end of the deal because fellow professionals were then doing the nice 

bits, “I think it’s a really medical type thing when the doctor does the hard bit and then 

the nurse sort of is there to be nice and spend the time and brings out the tissues.” 

(Consultant 6: 194).
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There was some expectation from GPs that this should be the way and one GP 

did not feel confident enough to give a diagnosis of dementia. However, some GPs felt 

that they should be giving the diagnosis because they knew their patients better and had 

an established relationship with them. They felt that because of this relationship and 

prior knowledge they would know how to present such a diagnosis to patients in a way 

that they would find perhaps easier to accept, and whilst GPs did not like giving the 

diagnosis, they did not see that as a reason for not doing it. “Personally I don’t have a 

problem with it, I don’t like doing it, but I don’t have a problem with it. I will be 

looking after them for the vast majority of the time.” (GP5: 18).

Some GPs felt that it is never discussed with them whether or not they would 

want to give the patients the diagnosis, believing that they had ultimate responsibility 

for the diagnosis even although the Consultant had made it initially. They believed it 

should be them, especially “if it was a family I knew well, then I would feel comfortable 

giving them the diagnosis.” (GP10: 31).

There seemed to be a debate waiting to be had and there is no evidence of  

dialogue to date, but it is clear from the data that debate and dialogue to clarify or 

determine practice procedure would be helpful to determine who the most appropriate 

professional was to deliver the diagnosis. The ‘taken for granted’ practice that it should 

be a doctor who gave the diagnosis was not challenged and there was no suggestion that 

any other professionals within the health service would be considered for the task.

However, a less contentious issue was where the giving of the diagnosis should 

actually happen.

4.6.7 Where to tell

There was little significance ascribed to where the telling took place. The majority of 

the time the telling happened in the clinics and surgeries of the doctors delivering the 

diagnosis although two o f the Consultants felt that it was better for the patients to be in 

their own homes when they received it. It was assumed that it would mainly happen 

within clinical areas of health service premises but not necessarily always, and a GP felt 

that it would be best “where they [the patients] would be least stressed by it and where 

we could sort of explore all their concerns and their anxieties and have a bit o f space 

and a bit of time,” (GP10: 35), and although there was no actual place mentioned, the
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most important consideration highlighted was that the environment should be conducive 

to allaying stress.

Some of the stress of receiving a diagnosis was attributed to the stigma 

surrounding the diagnosis.

4.6.8 The stigma o f the telling — creating a monster from one word

Doctors perceived the stigma associated with the diagnosis of dementia to be a big issue 

that sometimes had quite alarming consequences for the patient. Their experience of the 

stigma was an amalgamation of how they viewed society’s response to the diagnosis 

and their own feelings of their interpretation of how the patient perceived the negative 

connotations related to the diagnosis. The diagnosis of dementia was still not seen as 

being one that was understood by the general community “as clear and worthy a 

diagnosis as other conditions that we can suffer from, so that is a hindrance, there are 

prejudices around and that for many patients can be the problem and that can mean that 

their fears are huge.” (GP1: 109). This view was shared by a Consultant who felt that 

the stigma associated with a diagnosis of Alzheimer’s disease had not really been 

addressed by the wider community and was always left to dementia related 

organisations to attempt to de-stigmatise the illness rather than having it on the agenda 

of generic organisations. “I think that is unacceptable and I think that organisations such 

as Age Concern or Help the Aged, or other organisations in elderly care need to grasp 

the idea that they are in a position to do something about this.” (Consultant 3: 147).

The word dementia itself seemed to conjure up fear of different things, such as 

losing one’s personhood, which was seen as being worse than a diagnosis of cancer, 

fear of people not being able to do anything for themselves, fear of poor memory, but 

the predominant fear was “the fear associated with the stigma” (GP 5: 213), and the 

need to be “fighting against a very negative image of dementia that people already have 

in their heads.” (Consultant 6: 307).

These negative images were strongly linked with the word dementia and the 

stigmatising power of the doctor could “create a monster using one word.” (Consultant 

2: 107). By giving a diagnosis of dementia it seemed that the doctor was consigning the 

patient to a life of stigmatisation.
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How the doctors perceived the patient as responding to the diagnosis did not 

always seem to correspond with their views of the stigma of dementia.

4.6.9 The impact o f ‘the telling’

The telling of the diagnosis had a wide ranging impact on the patient. There were two 

factors that appeared to influence the reaction and these were the patient’s age and 

personality. There seemed to be a much more dramatic impact on people who were of a 

younger age, usually under sixty, when they received the diagnosis. The personality of  

the pragmatist seemed to cope with hearing the diagnosis by taking everything in their 

stride and just getting on with life. This was not the case for others who reacted in a 

different way. The impact that the telling of the diagnosis had on patients as witnessed 

by doctors was divided into three different groupings. These were immediate reactions, 

feelings and actions.

4.6.9.1 The immediate reactions

The immediate reactions were witnessed mostly by the Consultants giving the diagnosis 

and although these were not without emotional attachment, they were reported as being 

much more matter of fact. There seemed to be very little shock, “very few people have 

reacted with any sense of shock” (Consultant 3: 48), or surprise, “quite often it is not a 

surprise to the patient, by that time they have started to think that it might be something 

along these lines.” (Consultant 5: 145).

When receiving their diagnosis many people claimed that they had thought that 

this was what the outcome would be. Furthermore, there seemed to be relief that there 

was a disease process. “In my experience people are relieved that you say that there is 

actually a brain disease that is causing this” (Consultant 7: 149), that explained the 

reason for the changes that they were experiencing, or that they did not have to hide 

their diagnosis any longer. “People are relieved that it is out in the open ... they’ve got a 

diagnosis and they can talk about it.” (Consultant 6: 130).

There seemed to be an acceptance of the inevitable that did not appear to cause 

distress. “People haven’t gone away from a diagnosis session thinking that their world 

is going to fall apart the next day.” (Consultant 3: 23). No-one seemed to think of it as a

186



diagnosis of terminal illness, “they know that it is not the kiss of death, they know there 

is life beyond the diagnosis.” (Consultant 1: 72).

Other reactions seemed to centre on denial, and preparation for loss that doctors 

felt could possibly lead to distress later.

4.6.9.2 Feelings

The feelings expressed following the diagnosis were mainly witnessed by the GPs but 

not exclusively so. The path taken by most patients was to return to the GP a few weeks 

after having received their diagnosis, by which time the GP would have received a 

report from the Consultant, to discuss the outcome of their visit to the clinic and also to 

be prescribed any medication or undergo further investigation requested by the 

Consultant. It was at this time that GPs reported the emotional reaction that they 

observed following diagnosis. Strong negative feelings were expressed to the GP and 

these included anger, anxiety, fearfulness, depression, devastation, shock, unhappiness, 

suicidal thoughts and feelings sometimes leading to a manifestation o f clinical 

depression. Although their Consultant colleagues had experienced the reaction of relief 

amongst patients, this was not a frequent expression heard by the GPs, although one 

tentatively stated that a patient had been observed who had been “almost quite relieved” 

(GP3: 83), because sometimes patients had the feeling that they were going mad. One 

GP recalled a patient who had “overdosed and terminated themselves because they’ve 

just not wanted to be demented...the diagnosis was just too much for him and he 

decided he didn’t want the indignity.” (GP5 : 180). Another stated, “every patient has 

negative feelings and some of them develop clinical depression.” (GP6: 165). Part of 

that depression may have had its roots in the disappointment the patient felt at not being 

offered a cure by the doctor as they had expected. Others put the distress patients felt 

down to having had experience of someone they knew with dementia and thinking 

about what it had been like to watch them sink slowly into oblivion, “it’s so distressing 

to have seen other people like that they just hate the idea of being like that themselves.” 

(GP8: 120). One GP had to see a patient weekly following a diagnosis of dementia, 

“because of the emotional upheaval and the emotional distress it had caused.” (GP9: 

41).
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Fear, or being fearful and anxious, was about what would happen in the future 

and the fear of the perceived losses that the patient was going to suffer throughout the 

disease process, and the fear of not knowing what the future held. The losses included 

the “end of life in a way, end of a normal life anyway ... end of their life as they knew 

it” (GP3: 269), and that included the loss of independence. These strong feelings or 

emotions were not exclusive to the GPs, but it was less likely for the Consultant to 

observe such raw emotion at the time of giving the diagnosis. Sometimes these 

feelings led on to actions which manifest themselves in various ways. Some of these 

will now be highlighted.

4.6.9.3 Actions prompted by the feelings from the ‘telling’

The actions which accompanied some of the feelings reported above are the doctors’ 

perceptions of how people acted on these emotions. Some people had become more 

pro-active in setting their affairs in order, whether personal or financial, in preparation, 

which was seen as akin to a grief reaction. People had been observed as having become 

withdrawn. The act of withdrawal from their current lifestyle was described as “having 

to shut off from many things, friends, family, it’s a withdrawal, it’s a slow, slow 

withdrawal from the world .. .  and your part o f the world is becoming completely 

different and it has become passive and unpleasant and dependent and that is not a nice 

prospect to we who are independent beings.” (GP5: 188).

It had also been discussed that after receiving their diagnosis people sometimes 

deteriorate more quickly, and act out the behaviours they think someone with dementia 

should be experiencing and portray these behaviours in keeping with their construction 

of what dementia was like. Another action noted was the slide into clinical depression 

which could sometimes have been avoided by more prompt treatment or, sometimes if  

left untreated, could lead to suicide, although this was considered to be rare.

These were the main actions which doctors observed as having led from the 

thoughts and feelings of patients following a disclosure of the diagnosis of dementia.

4.7 The doctors’ experience: conclusions

This chapter has presented detailed findings from interviews with 19 doctors around 

their work with people diagnosed with dementia during the immediate post-diagnosis
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period. The analysis of the doctors’ accounts yielded six main themes: understandings 

of early dementia; working within a fragmented system; the difficulty of the work; views 

of patients’ needs; post-diagnostic follow up; the ‘telling’. A detailed summary of the 

main findings arising from the chapter, and how they relate to the research questions 

which the thesis seeks to address, is provided below in Chapter 7 at Sections 7.1.1 and

7.1.2. The aim of this concluding section is to highlight the most significant aspects o f  

the doctors’ experience.

The doctors who were interviewed for this study expressed a variety of  

individual understandings around the subject of early dementia. Although common 

threads emerged, no two doctors viewed the topic in exactly the same way. An 

important aspect of this diversity appeared to be the influence of personal as well as 

professional factors. On the whole, the doctors perceived the system in which they 

operated as professionals to be fragmented and often depending on professional 

relationships rather than guiding protocols. There was no clear definition of the role o f  

GP and old age psychiatrist, with some functions being interchangeable between the 

two groups. A few of the doctors regarded the system as sometimes hindering rather 

than enhancing patient care.

All 19 doctors felt that working with people with dementia was a difficult and 

complex area, largely due to a lack of both physical and emotional resources and 

support. The services that were provided were not felt to be adequate to meet patient 

needs, especially their psychological needs. There was a lack o f availability of clinical 

supervision to help doctors work through difficult decision making processes or to 

provide support for doctors working through some of the issues that provoked an 

emotional response, especially for the doctors working full time within the specialty. 

Patients’ needs were primarily understood in terms of tasks to be completed, such as 

assessment, diagnosis, treatment and referral to others. There was more focus on the 

task than on the doctor-patient relationship, although some GPs did mention 

relationships when they talked about patients whom they had known for many years. 

On the whole, doctor-patient interactions seemed to be more about an exchange of  

information rather than a relationship oriented encounter.

Post-diagnostic follow up seemed to be the responsibility of both groups, with 

people with Alzheimer’s disease being followed up by Consultants while GPs tended to 

follow up other diagnosis such as vascular dementia. There was an acknowledgement 

that post-diagnostic follow up did not always require to be carried out by a doctor. It
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was while the doctors were identifying this need for other post-diagnostic services that 

the main difference in the two groups was highlighted. Consultants rarely witnessed an 

emotional or catastrophic reaction to the diagnosis whilst GPs reported that they 

witnessed a vast array of negative thoughts, feelings and emotions. GPs therefore 

identified a strong need for a post-diagnostic service that reflected this critical 

psychological need. Consultants also identified this need but were much less strongly 

oriented towards it than were their GP colleagues. It appeared that they were each 

seeing the same patient from different perspectives.

The disclosure of the diagnosis was not a contentious issue for the doctors who 

took part in this study. There was no sign of any reluctance to inform people of their 

diagnosis. The challenge was more around who should tell. While the Consultants took 

it for granted that it was one of their tasks, some GPs felt that if they had a long 

established relationship with the patient that it should be their responsibility to do the 

telling. Many of the doctors were aware of the stigma that the diagnosis provoked and 

were wary of the language used as they struggled to try to reduce the stigma by using 

euphemisms or metaphors.

In conclusion, it is clear that doctors regard themselves as having a crucial role

to play at this critical time in the patient journey. They acknowledged that how the

diagnosis is presented and how post-diagnostic support is offered and organised is

important for patient well-being. This view was encapsulated by a GP who stated that

“it is such an important time in them kind of formulating how they feel about 
their diagnosis, how they are going to move forward and how they react at that 
stage is so critical in a way to how they cope with the disease at a later stage 
(GP10: 84).

The patient’s journey through the diagnostic pathway is presented in Chapter Five.
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Chapter 5
Pathway to Diagnosis

5.0 Introduction

In the previous chapter the professional and personal voices of the doctors have been 

heard in relation to their understandings of early dementia, and how they view early 

diagnosis and the subsequent six months. However, the voice of the person with 

dementia is all too infrequently heard in research. In this and the following chapter, that 

voice is given primacy. A key aim of these chapters is to present the perspectives of the 

people with dementia within a relationship context. Previous studies have repeatedly 

sought the perspective o f the person with dementia or their carer in isolation, but have 

seldom addressed that person within the milieu of their social relationships.

This chapter tells the story of five participants as they journey towards an early 

diagnosis of dementia. It introduces their key relationships, describes the participatory 

role of the first person recruited into the study as co-researcher, and presents the key 

themes that emerged as they talked about their pathway to diagnosis. These themes 

are: an unfamiliar road, no turning back and the ultimate destination. The three 

themes covered all the places visited along the road that the participants followed 

towards their final stop on the diagnostic pathway. The chapter opens with an 

introduction to the people travelling that pathway to diagnosis along with significant 

family and friends who accompanied them on that long and winding road.

5.1 The travellers on the road

Five people, who had been given a diagnosis of early Alzheimer’s disease, were 

introduced to this study by three of the Consultants who had taken part in Study 1. As I 

entered into the lives of the participants I found that it was important to talk about their 

network of key relationships. Due to the constraints of space allowed within this thesis
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it is not possible to give detailed biographies of the five case study individuals. I have 

therefore chosen to illustrate them as network maps, not to advance network theory but 

to support thinking around how people were accessing support through key members of  

their social network. In order to build as full a picture of their current lifestyle as 

possible I have included interests and hobbies, plus the various health professionals with 

whom they had contact during the study period.

The first person who agreed to be part of this research was a man called James, 

and his involvement in the study became more than that of a participant. He became a 

collaborator in the design of this project and for this reason his story has been related in 

much more detail than the others, because it sets the pattern of how data were gathered 

and, to some extent, analysed. That pattern of data collection and analysis was then 

repeated with the other four participants throughout the study.

Although the detail of the process of involving James as collaborator could have 

been portrayed in the methodology section of this thesis, it was important to place it 

here because this was as much about the process that James was going through as he 

worked out how he was going to live with a diagnosis of Alzheimer’s disease -  and so 

this method of data collection evolved.

The following section was the result of how we co-constructed and made 

meaning of the time we spent together.

5.1.1 The account o f James as participant and collaborator

My main aim in this research endeavour was for the voice of the person with the 

diagnosis to be heard and permeate this phase of the research. To do so would require 

more than good listening and interviewing skills. When I started working with James 

our agreement was for me to spend time with him. This time was to be spent talking 

with him, asking him questions, encouraging him to tell me what it was like to be living 

with a new diagnosis of dementia. However, this felt researcher led and driven. If it 

was to be a collaborative venture, James would have to become an active participant in 

the research design rather than a passive participant who responded to researcher 

questions. I believed that this was important, not only to have user involvement, but 

also to enable James to have more power and autonomy, and to encourage the 

continuance of his valued social identity.

James had been involved in research projects in his training as a pharmacist and 

had also conducted postgraduate research. Two of his adult children had attained PhDs
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and so he was well informed on the process of research, albeit this was his first venture 

in qualitative work. Following our first session together we discussed different ways of  

gathering information. We initially worked out a schedule to meet monthly for three- 

four hours and to review the process after each meeting to discuss progress and think of  

different ways o f ‘finding out’. After our initial meeting, James wondered if I would 

like to speak to his wife, Mary. She readily agreed, and I interviewed her on her own at 

first and after discussion with James he suggested that it would be more open and 

honest if we all met together rather than separately. His wife quite happily agreed to be 

part of the project and that set a pattern for the three of us to spend talking and listening 

to each other for the whole six months of the project. James also invited me to 

accompany him and his wife to the clinic and I did this on two separate occasions with 

the consent of the Consultant Old Age Psychiatrist who also agreed to these 

appointments being audio recorded.

Initially, James had decided not to tell people about his diagnosis, however, as 

the weeks progressed, he changed his mind. He began by telling his friends and his 

minister. This happened between our second and third meeting and it was this that 

prompted him to suggest that I interview his friends and minister to see what impact he 

had had on them by telling he had Alzheimer’s disease. He also believed that they 

would give a good account of what they had observed of his behaviour in the ‘telling’ . 

He contacted them to ask for their agreement to participate in an audio recorded 

interview and once this was secured he informed me of their details so I could send out 

information about the study and make appointments to interview. This proved to be a 

rich source of new information. The time I spent with James varied between two and 

six hours at any one time and was mostly at monthly intervals. However, it was kept 

flexible and James had my telephone number to inform me of anything in which he 

thought I could be involved. My visits usually involved talking and listening with 

James and his wife (who had become part of the project on James’s invitation), sharing 

a simple meal together at his home, or we would go out either in his own community or 

to the neighbouring city. This too proved a rich source of data as it enabled me to 

observe and participate in a more social part of his life.

On the fourth visit I took my laptop with me to share the information I had 

gathered and recorded about them. Normally we all sat on the same chairs when we 

were doing the recording but on this occasion the positions changed and they sat 

together and were closer to me, in order to view the laptop. This seemed to create a
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very significant ‘shift’ in the relationship and whilst we were closer in space, we were 

also closer within the relationship, and it did now feel very much like we were all in this 

enterprise together. The purpose of sharing the information with them was threefold. 

First, it was an attempt at openness and honesty and to enable them to see where I had 

their data stored; second, it was to share the life map around key relationships and 

activities in their life at this time and to check that I had not missed out any crucial 

relationships or activities of what they had told me; and third, it was to test out my early 

formation of categories with them. To do so, I realised, would also increase the validity 

of my study.

The fifth visit was spent discussing the changes that we had already observed 

and some time was spent planning how we were going to conduct our last session 

together. I wondered what it had been like for James to be part of a research project 

and as always he just said, “well ask me!” So we thought about the questions that would 

be helpful for me to understand how it had been for James and I wrote them out in order 

for him to be able to think about them before our next session. This was the only time 

that he had a set of prepared questions and the rest of the time we had informative 

conversations. When the time came for the final session James had written some of his 

responses to the questions, but both he and his wife then recorded them on audiotape. 

We also discussed the format of the data gathering process and wondered if it should be 

refined for other participants. James’s advice was to ask people about how often they 

wanted to be interviewed, how long they were prepared to spend with me, who else they 

would be happy for me to interview, and to let each person and their family dictate the 

pace of the data collection. The method that was ‘piloted’ with James and his wife gave 

power and autonomy to the participant as well as ownership over how the data 

collection was directed. The relationship of researcher and researched still felt very 

equal and collaborative. The partnership required a fitting ending and following the 

research design and participation, discussion ensued as to what that would be. It was a 

unique and special relationship that both researched and researcher had experienced, 

and so it was again a collaborative decision to go somewhere for a special meal that 

would be both an agreeable solution and fitting celebration o f the work that we had 

shared together for six months.

Social network diagrams have been created to represent key relationships and 

interests o f  each of the participants. Participants and their families checked the 

accuracy of these diagrams in the fourth month of their involvement in the study.
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Each participant and their network of relationships are represented by a unique 

colour. Their GPs are included in the same colour as they all knew their GP prior to 

their referral and subsequent diagnosis. The diagnosis/treatment path is identified by 

the same colour throughout. The researcher is represented by the same colour in each of 

the diagrams.

j j  James 

! J Beth 

| Ian

; _ j  Maggie

Jenny

□ Contacts with secondary 
Care services & research 
project.

| ] Researcher

The first figure below illustrates the key relationships and interests in James’s 

life at the time of the study and following his diagnosis of Alzheimer’s disease. The 

lines and arrows denote connections and relationships within his social network. 

Arrows emanating from the researcher are the different areas of the participants’ life 

that had been part of the research process: for example, in the network below, the 

researcher’s arrows point to James, his wife, his friends, his minister, his church, and all 

the secondary care services, with arrows from James to each person and area. Some 

other areas in his life were also interconnected: for example, some members of his 

Probus club were also member of his church.
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Figure 1 JAMES
James was the youngest person in the study at 68 years of age. He lived with his wife 
and had many different interests and relationships. Many of these relationships were 
interconnected despite representing different areas of his life. He was a very active 
member of his community.
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Figure 2 B ET H
Beth was the second person introduced to the study at the age of 71 years. She lived 
with her husband George and although her map shows fewer relationships and 
interconnections than James she nevertheless seemed to enjoy many long term 
relationships and shared interests and hobbies with her husband and friends.
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Figure 3 IAN
Ian was the eldest in the study at 79 years of age and he celebrated his 80,h birthday 
during the study period. Ian lived with his wife in a small village. His social network 
had become smaller which was due to his poor physical health which constrained him 
more than his diagnosis of Alzheimer’s disease.
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Figure 4 MAGGIE

Maggie was 69 years of age and the only one of the study participants who was 
widowed. Her husband died four years before the study began. She was also the only 
participant who did not own her own house. She lived in a council house with her 
unmarried daughter and her fifteen year-old granddaughter in a busy county town 
sixteen miles from the nearest city. Her map reflects fewer connections and interests 
than the preceding three participants.
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Figure 5 JENNY

Jenny was the second eldest in the study at 77 years of age. She lived with her husband 

Ron, whom she had divorced, but had recently remarried. They lived in a bungalow in 

quiet little hamlet about 3 miles out of the major city in the region. Her map was shows 

there were few social contacts outside the family.
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The illustrations above showed in detail the social relationships and activities 

that encompassed the daily lives of the five participants and reflected the travelling 

companions who were alongside them on this unfamiliar road.

5.2 An unfamiliar road

This theme relates the unfamiliar road on which these five travellers found themselves 

and highlights some of the changes that were happening to them prior to their diagnosis. 

The changes were reported to me rather than being observed. The themes were: 

acknowledging the changes; the response to these changes; and the events which 

precipitated the need for seeking a diagnosis. Some of these experiences were shared 

by all of the participants and some were unique only to them, but all of the participants 

were on an unfamiliar road and they did not know where it was leading at this point of 

their journey.

5.2.1 Acknowledging changes

The changes that people noted mostly were of differences in memory, with less

reporting of changes in behaviour. Some of these changes were noted subjectively, “I

was aware I had a good memory and this just gradually got a wee bit worse and the

symptoms, I couldn’t pronounce a word.” (Ian 1-908). Sometimes the changes were

pointed out by relatives, “George could pick this up as well, you know. I would ask

him something and a little while later probably say the same thing again just to check

and I never used to do that.” (Beth 2-95). Some readily acknowledged that there were

changes while others took more convincing

“I thought I was perfectly normal, you know. I didn’t feel that there was 
anything wrong at all. I couldn’t say that I found any pointers along the way 
that would indicate to me that I wasn’t you know, fully appreciating things, but 
obviously somebody else can tell or notice” (Jenny 1-287)

For others it was a continuance and gradual worsening of traits that were already 

present and therefore there was a difficulty in assigning a timescale to when the changes 

began. “I mean that has not been something that has suddenly appeared out of the blue, 

I have always been a bit like that,” (James 5-456), and his wife agreed with this, stating 

that he had always had a selective memory. Apart from James, everyone else claimed 

to have had a good memory prior to noting the changes.
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5.2.2 Responding to the changes

Different and similar responses to the changes were noted among participants and their 

families. Jenny was not sure how to respond because, as she noted, she did not know 

how to respond “because I have not really had a problem of this nature before you 

know.” Therefore, it was very much an experience of being in unmapped territory. She 

had no previous experience of her own to draw on and when the changes were minimal, 

then “it doesn’t have much effect day to day.” (Beth 1-107).

There were some very pragmatic responses to the changes and these included 

using a diary, relying on a spouse’s memory and organisational abilities, going out to 

eat when the memory deficit affected the cooking skills, giving up driving when it was 

difficult to remember the directions o f a journey, reducing the interaction with the social 

network, and re-organising outings and meetings when they had been overlooked. 

Others made comments about the cause of their memory deficit, “after all we are getting 

old, it will come to us all,” (Maggie 3-41), and, “I just think it is because I am getting 

older” (Jenny 2-65).

The use of humour was also used as a response and Beth, referring to her 

husband’s hearing deficit, pointed to him then pointed to herself saying “no hearing, no 

memory,” (Beth 2-105), and laughed heartily as if to say well, we all have our failings. 

James commented “well it doesn’t make any difference to my golf, you know, I am still 

pretty poor.” (James 4-65).

5.2.3 Precipitating events

These precipitating events relate to events described and were influential in persuading 

the participants to seek a diagnosis.

They are presented here in stanza format to portray the spoken rhythm of the 

discourse, which enables the reader to enter more fully into the drama of the story as it 

was told initially (Gee 1989, 1991).

They are similar in many respects in four of the cases but one case stands out as 

particularly different. In all four cases the greatest similarity was that it was at the 

relatives’ behest that consultation with the GP was requested. With the other case, it 

was the person experiencing the symptoms who instituted the appointment. Three of 

the cases were out o f their usual routine at the time, which made the changes more 

obvious. Beth was coping with her husband becoming seriously ill and being suddenly 

admitted to hospital, and she described having to try to find the hospital in a strange
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city, in the midst of winter, followed by the stress of finding that her husband had been 

moved to another ward, which she said happened frequently. Beth’s account of the 

situation was

“My husband had a quadruple heart op.
It was hellish weather, snow and ice 
I hated it 
It was dark
There was nobody round about
Then I had to get a car park
I had to find my way to the building
They are huge places
I would go along these long corridors
Find he was in another ward
Had to go back and start again
I think that took quite a bit out of me actually
I found that quite a strain”

(Beth 1-35)

Jenny was on holiday abroad and was misidentifying her husband and at times not

recognising him at all. Her husband’s account of the situation was

“W e were out on holiday 
We were down in Spain
W e were in an apartment there, which was very comfy 
Quite easy, a pool there
But one night she sort of woke up about midnight 
Started to ask me who I was and why I was there 
It went on almost the whole night 
It was about four or five in the morning 
I realised we had a serious problem 
It really was very serious at that stage 
I didn’t know what to do with it at that point”
(Ron 1-37-43)

James had forgotten where he parked his car and could not find it -  he had parked it in a

different place from his routine park. His wife’s account of the situation was

“He went to town 
It was a Saturday
I can’t remember what he went for
But he went off on his own
And he was away a lot longer than I was expecting
Then he phoned...
I can’t remember where I ’ve parked the car 
So I said
Well I’ll come in on the bus and we’ll look together for it 
We were round
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Walked and walked and walked
I said to Janies I just don’t know what to do now
W e’ve looked almost everywhere
W e went to get the bus
And just before that I said
Well you know there’s one place we haven’t looked 
That was round in St John’s Square 
But we never, ever go there,
But I said I think we’ll have a look 
And that’s where it was”
(Mary 1-712-714).

These events were all frightening for both the people and their relatives. It was 

the results of these experiences that allowed the relatives to make GP appointments for 

the participants. Maggie did not have a precipitating event, and it was her daughter’s 

knowledge of dementia that enabled her to recognise the changes in Maggie and the 

need to consult the doctor. And Ian, who was a retired GP, had diagnosed himself 

before he consulted his doctor and he did not discuss going to the GP with his wife 

which was completely different from the others who were all accompanied to their GP 

consultation by their relatives.

Four out of the five people did not actively seek a diagnosis on their own accord, 

and only Ian was proactive in seeking a diagnosis. Therefore, it would be wrong to 

assume that they all wanted a diagnosis, but their relatives wanted to know what the 

reasons were for the changes. Four out of the five had a history of changes over an 

average of an 18 month period and only James had a longer history of memory changes, 

although it was difficult to put a time to this due to his long history of absent 

mindedness, and because he was reluctant to be investigated by the medical profession 

until the incident when he could not find his car.

All five of these people had received their diagnosis by the time they entered 

into this research project and it was not always a smooth path to get to this point. Once 

these people were entered into the medical system there was no turning back and all of  

them went on to have full investigations. However, negotiating the system was not 

simple or altogether straightforward.
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5.3 No turning back

No turning back relates how the people within this study negotiated the health care 

system from the time of their visit to the GP until the time o f diagnosis. It tells of the 

difficulties that were faced trying to find the local Psychiatric Hospital, their thoughts 

and feelings about the issues, their experiences of the system, and recounts their feelings 

of powerlessness having to wait until the system was ready to provide a diagnosis.

5.3.1 Entering the system

The entry into the health care system that specialises in dementia is almost always

through the GP. No-one is usually referred for diagnosis by any other route and it

would be very rare for this to happen within the services that this study covered. The

visit to the GP for four of the participants was very straightforward. Elementary testing

was carried out and preliminary discussions took place as to what the diagnosis might

be, prior to a referral being made to the Consultant in Old Age Psychiatry. These were

the four people who were prompted to seek appointments with their GPs by their

relatives and they were accompanied by their relatives on their visit to the GP

“I had to really push him to go and have a diagnosis. I didn’t know whether that 
was because he didn’t feel different or because he was afraid of getting the 
diagnosis, I didn’t really know” (Mary-James: 2:81)

For one person, Ian, the entry into the specialist service took longer and required 

repeated requests and more perseverance to achieve a referral to the specialist. He 

visited the GP on his own and said that he reckoned he had got the early symptoms of 

Alzheimer’s disease

“He [the doctor] almost poo-pooed me and well I said maybe I am making a fuss 
about nothing ...  but I am maybe having the symptoms of Alzheimer’s disease, 
och he says rubbish, so I went away ... he says a lot of people your age their 
memory isn’t good and well this is quite right, so well I said okay then, but as 
the weeks passed it got worse” (Ian 2-19 & 3-129 & 2-23).

Ian had to return twice to get a specialist referral

“I went back to him in two or three weeks and said I wanted to see a specialist, I 
am sure it is Alzheimer’s, oh well, he said, if that’s the way you feel I will make 

an appointment” (Ian 3-129).

It took some time to get the appointment and for the Consultant to be involved as the 

GP initially referred Ian to the Community Psychiatric Nursing Service that then had to
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go back to the GP and request that he send a referral to the Consultant. Not a 

straightforward journey for Ian. It took him quite a long time to get into the system.

However, it took Jenny even longer because her GP referred her to their local 

memory clinic in February and an appointment came through for mid-November. 

Jenny’s husband, because the situation described above was becoming more acute, had 

to write in desperation requesting that she be seen earlier and an appointment was given 

for September. Four of the people, accompanied by their relatives, had to make their 

way to the local psychiatric hospital to get the diagnosis, and Jenny was seen in the 

General Hospital Memory Clinic. Finding the clinic in the local Psychiatric Hospital 

was likened to trying to find the proverbial needle in a haystack.

5.3.2 Finding the road into the psychiatric system

The first visit to the Psychiatric Hospital was quite an experience for the people in the 

study. For those who had not been there before it was quite a puzzle to find. You 

could be forgiven for not being able to find the ‘local asylum' because, as with most 

nineteenth century asylums, it was built as far out on the periphery of the town as 

possible, tucked away up at the top of the hill, although since it was built the borders of 

the town had extended and an up-market housing estate had been developed nearby. 

The grounds of the hospital sprawl over a large acreage with in-patient wards and 

departments planted throughout the grassy gardens. The clinics of the Consultants in 

Old Age Psychiatry are held in their offices which are incorporated within the main 

building which dates back to 1826. This building used to be full of patients, but it is 

now utilised for office space and administration departments. All of the Consultants 

used the same waiting room, which was situated quite near the main door and to get to it 

you have to come through reception where, hopefully, there will be someone to guide 

people to the waiting room which sits to the right of the grand entrance hall. This 

waiting room has enough seating for about twenty people. It has a brown, patterned 

‘sixties style’ carpet, with drab wallpaper and information leaflet stands hung on the 

walls. There are some tables round the edges beside the seats and in a comer was a 

monstrous cheese plant which took up more than half the wall space on one side of the 

room and sprawled proprietarily over its territory. It could feel like this gigantic cheese 

plant was taking over the asylum. Within this grand listed building, in the drab brown 

room inhabited by the giant cheese plant, the majority of the people in the study waited 

to hear their fate.
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Beth and her husband, George, recalled their initial encounter with the hospital 

G: It is an extraordinary building, like a luxury hotel in a way

B: That’s right, all curved and lights, no more like the place it is, it’s 
unbelievable

G: Well, the first time we came it was a bit of a nightmare, nobody came and 
we sat there

B: We sat for ages and ages

G: And then we saw a woman going along and we asked her and she went away 
to find out what was happening

B: It hasn’t happened again though. The first time we waited to go in and it was 
a long sit, we began to wonder if we were in the right place didn’t we?

G: The right place? W e didn’t know where to go in the first place, we went in 
the first gate you come to and of course we were in different places before 
eventually getting diverted to this

B: Main building

G: Centre as it were, but we know the routine now, we know how to get there, 
yet he [the consultant] is in a poky wee room

B: It’s a dreadful wee room, all these rooms and he is in this room, I mean they 
could put him in the waiting room, we’ve often said it’s [consulting room] like a 
cupboard You would think that they would be bound to have a room, he is so 
nice with it isn’t he. Often when we went we would both say, fancy squashing 
him into there. (Beth and George 1-325-338)

For Beth and George it was an anxiety provoking experience, described by them 

as ‘a bit of a nightmare.’ First of all, the building belied its function, appearing more 

like a hotel than a hospital, and second, they were not able to find their way in, having 

to choose between three entrance gates, and having chosen the wrong one they had to 

negotiate their way within the grounds to the main building, like finding a way through 

a maze. Once they found the right place they were made to wait for what seemed like a 

long time, and this led them to believe they were in the wrong place. Eventually they 

did find someone to assure them and finally, after their long wait, they had their 

consultation in what felt for them like an exceedingly small room which seemed to both 

Beth and George to be inadequate and inappropriate for the purpose of the assessment.
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Finding their way geographically round the system was something that was not

straightforward. However, none of them embraced the thought of having to go to the

Psychiatric Hospital for their investigations well, for fear of the stigma that surrounds

mental illness and mental health institutions -  Maggie least of all

“I didn’t want to go up there, I just didn’t want to go, but Julie [daughter] said 
it’s only a hospital, there will not be anyone about, it’s not as if you are going 
into hospital, it’s only to an office. It was all right. He was quite nice anyway” 
(Maggie 3: 234)

The first visit was always tough for the people waiting to see the specialists. However, 

the time in between the consultations, examinations, scans and waiting to hear their 

diagnosis was another source o f anxiety.

5.3.3 The long wait fo r results

The initial appointment with the Consultant was normally an exploratory one with 

history of the progression of the changes being taken from the people and the relatives 

who accompanied them to the clinic. Consultants occasionally had a medical student or 

nurse attending the consultations, but most of the time they were on their own. Blood 

tests would have normally been completed by the GP and the routine in this area was to 

order an angled CT scan.

The different possible diagnoses were discussed although this knowledge was 

not always retained by the recipient, “I can’t remember if he gave it a name or not. No, 

I can’t remember that.” (Beth 2:15). Some of the participants and their families had 

their own ideas about what the diagnosis was going to be, especially Ian, who had 

diagnosed himself. James’s wife thought that it would be vascular dementia because 

that is what her father had and she saw the similarities, while Maggie’s daughter 

thought that it might be Parkinson’s disease, and both Jenny and her husband Ron had 

their suspicions that it could be Alzheimer’s disease, although his suspicion was 

stronger than hers. Beth did not give it a name.

The wait for the results of the various tests and investigations, on which the 

Consultants relied for confirming their diagnosis, took anything from five months to just 

over two years. “There was a long gap of time when not a lot was happening and then I 

rang up and I did think I lost my cool a bit. I was concerned about the long delay.” (Ron 

Jenny 1: 111). The reasons for the long gaps were that there was a long waiting time for 

scans, “I’ve to wait six or eight weeks. He says it will take a long time. I am not really
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too keen to go and get an x-ray you know ... I would rather he just left me alone” 

(Maggie 1: 13 & 3:7). Because x-rays have to be interpreted by a radiologist, and 

because of staff sickness, both in the radiology department and with Consultant staff, 

waiting time at the Memory Clinic was nine months. A two year wait for the diagnosis 

of Alzheimer’s disease was experienced by Beth, who was originally diagnosed with 

Mild Cognitive Impairment, which over the two year follow up period had gradually 

deteriorated and following further scanning, the diagnosis had changed.

Each person had different periods of time to wait for the diagnosis once they had 

entered the Secondary Care system. Each reacted differently to the waiting time. Some 

were angry, some were reluctant to have the tests carried out, some were anxious and 

some were scared. But for each one in the study, once they got into the system, there 

was no turning back and they were on the road to their ultimate destination.

5.4 The ultimate destination

The ultimate destination tells o f the experience of receiving a diagnosis of Alzheimer’s 

type dementia and of the response to receiving that diagnosis in the following two 

weeks. The journey towards this final point had been a different experience for each 

person. Some had their diagnosis given at the first meeting, which was called a 

‘working diagnosis’ by the Consultants, with the confirmation of that diagnosis coming 

once all tests had been concluded. Some saw the same doctor each time they had an 

appointment while others had their first encounter with the Consultant at the time of 

receiving their diagnosis. Some Consultants seemed to work on their own while others 

were part of a diagnostic team with Geriatrician, Neuropsychologist and Old Age 

Psychiatrist working together to come to a diagnosis. Sometimes coming to a diagnosis 

took much longer than had been anticipated by the person waiting for it. The diagnosis 

was given differently by each of the Doctors involved. Some were very tentative, while 

others were very definite.

All patients had relatives present in the consulting room when they were given 

their diagnosis, yet none had been asked if they wanted them present. Once all the 

information was to hand, the people in this study were all given their diagnosis of  

Alzheimer’s disease.
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5.4.1 Receiving the diagnosis

Getting the diagnosis was a major event in the lives of the people receiving it. James

recalls that he was told even although he was quite emotional at the time, and he was

clearly still very affected by it. “Honestly, I find it difficult to say...they said that this

was the start of something which was not very pleasant and was probably Alzheimer’s

disease.” (James: 1 43 & 87). His wife continued by saying that she had gone into the

appointment with James and recalled the Consultant saying “I’ve been having a look at

the results of your brain scan; you had these tests with Dr—  and he said there’s not a lot

showing on your brain scan, but he said I can tell you it’s not vascular, therefore it’s

Alzheimer’s.” (James-Mary: 1757). They felt to them that there had been no lead into

this diagnosis and all that they received were ‘matter of fact’ statements. They also felt

that the appointment was too short to serve the purpose well. In a later interview this

couple felt very sorry for the Consultant and James asked

J: How do you tell people they’ve got this kind of problem.. .it is a very difficult 
thing I think for him to do
M: I suppose to an extent he can’t get emotionally involved with the patients 
J: Oh no, that would be disastrous
M: But I think he ought to be aware of how devastating the diagnosis is.
(James: 6: 622)

While they were acknowledging the difficult task the doctor had in conveying the bad

news, they were also looking for something in return -  acknowledgment of their

devastation at having to receive such a diagnosis. Whilst James remembered clearly

what he had been told at diagnosis that was not always the case with the others.

Beth remembered getting the diagnosis when she got her scan results

“The scan confirmed that I had got what we thought I had ...  that my memory 
had gone a bit... I can’t remember if he gave it a name or not. No I can’t 
remember that .. .  I hadn’t forgotten it but I just couldn’t remember what the 
name of it was. I knew it was, I suspected it, you know that’s what it probably 
was before we started” (Beth: 2 7-27)

Although she remembered what it was she had been diagnosed with, she could not, or 

would not name it. She acknowledged the name when I reminded her of what the 

Consultant said because I had accompanied her to that appointment, but throughout the 

study she failed to verbalise the term ‘Alzheimer’s disease’.
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Jenny and her husband also found the diagnosis giving appointment very short

“Dr—  only saw her and said well in my opinion you really have an early 
Alzheimer’s .. .  at that point they then said well, it was quick appointment, all 
they said was the community team nurse situation was set up and off we went” 
(Jenny-Ron 103).

Jenny had had extensive tests in the memory clinic prior to the appointment to impart

her diagnosis and again, for them, it all seemed very brusque and to the point.

For Ian, the situation was somewhat different; he was waiting to have his own diagnosis

confirmed. He had been sure of this for some time prior to his appointment to hear the

results of his scan. The Consultant showed him the picture of the scan

“He showed me the wee variation with this, so I said I was right after all ... 
there was not very much to ask because it was quite clear .. .  the doctor said they 
will try out this tablet and he said it might have no effect at all, it might have 
some effect, but he said I can’t tell, it differs”
(Ian: 2-55 & 215)

Having had his diagnosis confirmed was satisfying for Ian at some level. To know he 

had been right all along was important to him. It was also important that he saw the 

evidence on the scan and was prescribed medication, all procedures that he knew and 

understood within his own sphere of medical knowledge.

When Maggie got her diagnosis she was also invited to look at the scan and the 

Consultant explained all the parts o f the brain to her. She told me she could not 

remember much about the consultation because she had been quite nervous and had not 

wanted to go. She could not recall what the Consultant had told her was wrong with 

her. When Alzheimer’s disease was mentioned to her she remembered that was what 

she had had been given the pills for, although it was her choice whether to take them or 

not. “I can’t remember what he said...I don’t have to take them if I don’t want to take 

them. I just have to say there and then I don’t want them but that’s all I can mind.” 

(Maggie 3: 251).

Each experience of receiving a diagnosis was different, as was the recollection 

of what was said within the consultation. For two it was difficult to say the word, while 

for two of the others it was difficult to remember the word, but for Ian it was an 

affirmation of his own knowledge as a Doctor when the Consultant agreed with the 

diagnosis he had already made. Within the consulting room there was always a polite 

exchange of conversation following diagnosis and an opportunity to ask questions, but

211



this was seldom taken up. For all participants, hearing that diagnosis was quite an 

emotive time, and all they wanted to do was to leave the consultation as soon as 

possible after the diagnosis had been given. They displayed little emotion in front of 

the Consultant. However this social fa9ade was dropped when they got out of the clinic 

and their reaction to their diagnosis in the immediacy of time that followed diagnosis 

was recounted and recorded. It is now presented.

5.4.2 Reaction to the diagnosis

Four out of the five people in this study had not actively pursued a diagnosis but it had 

been pursued on their behalf by their relatives, and in some ways that made them 

passive partners in this endeavour. Only one person, Ian, the retired GP, was proactive 

in seeking a diagnosis and his reaction to receiving it was very different from the other 

four. As stated earlier, his diagnosis served as an affirmation of what he had diagnosed 

himself accurately, and he felt good, not about his diagnosis, but about his continuing 

medical ability to recognise the changes in himself and assign the cause of them to a 

disease process which was confirmed by a brain scan and a Consultant Psychiatrist.

The remaining four had similar reactions to each other. Some of them had 

suspected Alzheimer’s disease or other types of dementia prior to their consultation. All 

of them experienced shock to a greater or lesser degree and fear for the future when the 

diagnosis was eventually given.

Jenny described it as

“a pretty devastating diagnosis, you know, and it would always be that to me ...
I didn’t believe it in the beginning, although from what I’ve read I was wishing 
to goodness that I didn’t have it you know That has been the worst episode yet 
form e.” (Jenny: 5-169 & 1-17).

For Jenny, receiving that diagnosis was distressing. The knowledge she had gathered 

from reading about Alzheimer’s disease had been frightening and she remembered 

sections of a book [‘Iris’, by John Bayley] very vividly and was fearful of her future. 

Although she cared for her mother who had dementia, it was the story o f Iris that she 

remembered and referred to.

Maggie was similar in many respects. She also felt shocked by the diagnosis 

and perplexed at not being able to work out why she had this diagnosis. “I got a shock, I 

really did...I don’t know how I have got this. I am a twin you see and he is fine so far 

anyway.” (Maggie: 3-11 & 19-25). Maggie thought that if she had it her twin brother
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would have it as they have other ailments such as osteoarthritis in common, and was 

perplexed as to why he did not have it and she did. She was also scared by her 

knowledge of dementia, which came from programmes she watched on television, “I 

was upset because I have seen a lot of people on the television and you see the state they 

get into...when I watch the folk on the television that’s what I watch and there is a 

programme it sometimes comes on and I watch it and I say oh don’t tell me I’m going 

to come to that.” (Maggie 3: 29). She continued to say that she had seen nurses on 

television not treating people with dementia very well and she was anxious that she 

would be treated badly in the future if she were to go into residential or nursing home 

care.

James’s initial reaction was to think “it has been a blow, yes, yes...I must admit

it [the diagnosis] kind of bowled me over to start with. I think I fell a bit silent.” (James:

1-574 & 3-573). His thoughts were that he “was on the slippery slope and that things

were going to go down and down and down and I would end up, well I don’t know, an

incoherent vegetable.” (James final interview: 55). This again displayed James’s fear of

what he would become, and what would become of him, in the future. He thought that

his world had come to an end. He knew he had a bad memory and he knew that

Alzheimer’s disease was associated with a poor memory but he had not put the two

together and he associated it with people much older than him. He was 68 years of age

when he got the diagnosis and consequently the youngest person in the study.

Beth described herself as feeling “not happy” (Beth: 2-31) when she heard the

diagnosis, despite the fact that she seemed prepared for it. She had been attending the

Consultant’s clinic for two years prior to the diagnosis being given.

“I knew really when I went in first you know that it wasn’t just plain 
forgetfulness ...w e knew something wasn’t right, we both o f us I think guessed 
what was coming, you know, couldn’t have been anything else really that I 
could think” (Beth: 2- 75 & 117).

Nevertheless, she was still stunned and could not believe it because she felt that 

she was managing well in doing all the things she used to do. Her fear for herself came 

from worrying what would happen to her if  anything happened to her husband, as she 

had become more reliant on him. She never did say the words Alzheimer’s disease.

5.5 Summary
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In this chapter the pathway to a diagnosis of Alzheimer’s disease has been followed 

through each twist and turn. For four participants, this was not a pathway of their 

choosing as they had been set on it by their relatives. For all, it was not a pathway that 

they desired to be on or even near.

The diagnostic process took varying amounts of time ranging from five months 

to two years, and delays were due to staff sickness and long waiting times for scans and 

results. However, once these results came in, the diagnosis was given to each person 

and their family member by a senior member of the medical profession, four by 

Consultants in Old Age Psychiatry and one by a Specialist Registrar in Psychiatry. The 

ultimate destination on this journey was to have a diagnosis and they had all reached 

their destination. Or had they? What happened in the consulting room could be 

observed by the doctors but when they left that room what happened to the people who 

now had received that information from which there was no turning back? They could 

not live life as they had prior to the new knowledge they now had about themselves, 

because what they had been told in that consulting room would affect who they were, 

how they thought about themselves, how they acted, and how they constructed a 

different identity that would incorporate (or not) the diagnosis of Alzheimer’s disease. 

It is rare for a researcher to gain access to people with such a new diagnosis and I was 

privileged to be able to gain that access. The five people with whom you have become 

more familiar in this chapter all agreed to be part of this research project for the duration 

of the six month period following their diagnosis. The following chapter will 

concentrate on these six months and continue to tell the story of what happened next to 

these five people who all now had Alzheimer’s disease.
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Chapter 6
Dealing with the Aftermath

6.0 An Overview

This chapter tells the story of what happened in the lives of the five people in the study 

who had been diagnosed as having early Alzheimer’s disease. All of these people 

entered the study less than fifteen days after receiving their formal diagnosis and it is 

from this time, and during a subsequent period of six months, on which this chapter 

concentrates. The co-construction of a different identity, as a person with Alzheimer’s 

disease, was the underlying/overarching theme of the whole process through which they 

were going. This different identity was constructed both implicitly and explicitly, 

through exploring various issues current for them at the time. It involved all of them in a 

difficult process of trying to come to terms with their diagnosis. Their different 

identities emerged in the face of a pessimistic framework of spoiled identity thrust upon 

them by society and its perceptions of illness and disease. Not only did they have to 

grapple with their diagnosis but also with their perception of how society now viewed 

them. There were four key themes that guided this process: s tru g g lin g  w ith  the  
em o tio n a l im p a c t; d a r in g  to  ta lk  a b o u t A lzh e im e r ’s  d isea se ; re -a u th o r in g  th e ir  s to ry ;  
and the ch a llen g e  fa c in g  re la tio n sh ip s.

These key themes represent the ‘aftermath’ that had to be dealt with following 

the diagnosis. Each of these themes were inextricably linked with each other and were 

interwoven as they laboured to find meaning in their new situation. Although they are 

presented here in linear fashion, there were no time lines for each theme, neither was 

there an order -  they unfolded in parallel throughout the six months, as a process in 

progress. Just as illustrated in the relationship maps in chapter 5, the co m p lex itie s  of 

this process and the relationships involved were of paramount importance for 

understanding what happened to these people.

6.1 Struggling with the emotional impact
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Struggling with the emotional impact tells of the emotional turmoil that people 

experienced following the devastation of receiving the results of the diagnostic process 

and of the myriad of emotions that were encountered during this time. The emotions 

experienced by the five case study individuals varied in their duration and intensity, but 

it is fair to say that all were left with feelings of dejection, distress and devastation, 

leading, in some cases, to depression. The most frequently felt emotion was that of fear. 

Other emotions described were feelings of uncertainty, bitterness, loss and relief.

The emotions elucidated in this section were mainly seen as negative feelings. 

There were positive emotions experienced and they will be reported in further sections 

of this chapter. The emotional processing continued over the six month period and how 

each individual processed these emotions was also different. Some were more inclined 

to internalise their feelings and try to work through them on their own, while others 

were more open to sharing these feelings and thoughts. There was no predictable 

pattern and although they are reported here in what appears to be separate sections, that 

does not reflect the order in which they were experienced. This is done merely for 

pragmatic reasons, for clarity o f reporting and understanding, and is not a natural 

division.

Positive and negative feelings were felt at different times and were interspersed 

throughout our conversations together. That each person struggled with their emotions 

became more evident over the months of the study as they became more comfortable in 

articulating their feelings during our conversations. One of the most notable 

influencing factors in how they co-constructed meaning from these emotions was their 

previous knowledge of Alzheimer’s disease, which again was different for each 

participant. Prior to the emotional impact being discussed, the three domains of 

participant knowledge are presented.

6.1.1 Influence ofprevious knowledge of Alzheimer's disease

The participants all had different experiences and knowledge o f Alzheimer’s disease 

and this could be broken down into three different components: professional 

knowledge; personal knowledge; and knowledge gleaned from the media. But their 

knowledge did not make them immune from having to process their different emotions, 

but it did inform how they constructed a view of how others would see them. They all 

knew that they had been diagnosed with a degenerative disease that would not be a
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stable entity, but would progress. It was also this knowledge that underpinned much of  

their anxieties and fears.

6.1.2 Professional knowledge

Two participants had professional knowledge. Ian, who had been a GP, and James, who 

had been a pharmacist. Both would have agreed that their professional knowledge was 

not as up to date as it was when they were in practice, although James did know about 

the latest pharmaceutical research

“the report I saw in my pharmaceutical journal about vitamin C and E taken 
together can arrest the progression of Alzheimer’s disease and I hope to take this 
further and see if I can find out more information about that which would be a 
great benefit” (James: 1 230)

Both had enough professional experience to know what it was that they were 

dealing with. Ian recalled some patients he had cared for who had poor memory 

function and said they would come in to his surgery worried about what to do, “but that 

was before it had this fancy name.” (Ian:l 157). And he described how in his day it was 

known as senility. Both of these men referred to having dementia as akin to “like 

having someone who has tuberculosis,” (James: 1-218); and “I mean it’s an illness isn’t 

it, it’s nothing to be ashamed of, it’s an illness” (John:l 434); and both were working 

from the biomedical model of understanding.

6.1.3 Personal knowledge

Personal knowledge mostly came from having a member of the family or close friend 

who had been similarly diagnosed of having some type of dementia. Four of the five 

participants had close family relationships with someone who had dementia with only 

one, Maggie, not having had any previous familial history. The experiences varied 

from being a very involved ‘hands on’ carer to being aware that there was something 

just not quite right about the relative. James thought that because his father-in-law was 

in his late eighties, that it was different from what he had been diagnosed with, thinking 

that his father-in-law’s dementia was really just old age.

Beth could remember her father-in-law also having difficulties in his old age and 

towards the end of his life, but did not relate that directly to her current experience, 

while for Ian and Jenny the memories of their relatives were much more vivid and
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frightening. Ian’s brother-in-law, who was looked after by his wife (Ian’s sister), had 
frequent aggressive spells, “he was attacking her and then he stopped that and the keys 
they have to be hidden from him and there was something else ... he disappeared.” (Ian: 
4 21). Both Ian and his wife were fearful that the time might come when he might 
experience the same type of behaviour.

Jenny, on the other hand, had been looking after her mother up until the time she 
died, visiting her three times a day, until one evening when she visited she could not get 
an answer at the door. Using her own key, she entered her mother’s flat to find her lying 
dead on the bathroom floor

“I can’t understand yet you know my mother got out of the bath. Well I only got 
home about 5.30 at night I had been at work and there she was lying on the 
bathroom floor and her legs were all burned like she had stepped into hot bath 
now she had a bath everyday and it was always about 11 o’clock” (Jenny: 2 541)

Prior to this episode she had to contend with her mother wandering about the 
city and also inviting what she described as ‘tramps and tinkers’ into her home, unaware 
that she could be in danger. She was very involved in her mother’s care and 
remembered vividly the different problems that dementia had introduced into her life 
through her mother -  none more vivid than the night she found her mother dead.

The personal experience of the four participants was very different but it all had 
an effect on how their own construction of how they perceived themselves with 
Alzheimer’s disease. Only Maggie had no personal experience and cannot even 
recollect anyone she knew with dementia. She had heard her daughter, who was 
assistant manager in an ‘Elderly Care Home’, discussing some of the residents she cared 
for as having dementia and describing some of the problems that they experienced, but 
Maggie had not had any face to face contact with anyone else who had a similar 
diagnosis to her.

6.1.4 Knowledge from  the media

Knowledge from the media was something that all of the participants experienced to a 
greater or lesser extent. These experiences ranged from television documentaries and 
characters in soap operas to vivid memories of books and articles in papers and 
magazines, to breakthrough research being reported on the national news. This 
knowledge, for some reason, seemed to appear more powerful to them than their own 
personal experiences.

218



The book that was remembered most vividly was written about the author Iris
Murdoch, by her husband John Bailey, in which he details the journey they had through
Iris’s dementia -  and this had left its mark, especially on Jenny. Although it was
several years since she had read it, the impression it had left on her was very clear

“It’s ages since I read them but I just thought oh gosh it must be a terrible thing 
and then the whole thing struck me as very depressing...and I thought it must be 
terrible and it never sort of left me...it’s years ago since I read it, but it still 
sticks in my mind. Maybe it was harbouring the idea that has brought it on 
because although my mother was forgetful I don’t think she was at that stage 
you know. Well maybe they didn’t diagnose it then” (Jenny: 1 127 & 135 & 
139)

So although Jenny’s mother had dementia, and she was very involved in her 
care, she does not associate her own experience so much with her mother as she 
associates it with what Iris Murdoch was experiencing. Somehow it was more akin to 
her experience. She was also aware of “some pretty well known people who had the 
same thing.” (Jennyil 339).

Maggie was influenced by what she has seen on television
“When I watch the folk on the television that’s what I watch and there is a 
programme [about someone with dementia] it sometimes comes on and I watch 
it and I say, oh don’t tell me I’m going to come to that and Julie [daughter] says 
no Mum as long as you take your tablets and do what your told” (Maggie 2: 
413)

The programmes that Maggie watched were soap operas rather than 
documentaries and she saw people deteriorating very quickly over a few weeks when 
they had a storyline to perform. Having this type of media portrayal was far more scary 
than helpful and she was very fearful of a rapid decline in her memory and functioning.

The two men in the study were less influenced by this sphere of knowledge and 
more by the professional sphere. Beth was only influenced by the personal experience 
she had of her father-in-law but was not closely involved with his care. These were the 
three spheres of knowledge that seemed to inform the perceptions and experience of 
having a diagnosis of Alzheimer’s and influenced the emotional processing in which 
each of the participants were involved.

Much of this emotional turmoil and the need for emotional processing centred 
on the feelings of fearfulness.
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6.2 Fearfulness and other emotions

Fearfulness was the most frequently expressed emotion in the post diagnostic 
experience of the people involved in the study and it was common to all. Fear of the 
future was high on the agenda along with the fear of how the disease would progress. 
There was also fearfhlness experienced when they discussed what they thought might 
happen to them along the way, what it would be like, and what they would be like at the 
end. Anxiety about how others would perceive them and subsequently treat them was 
also experienced. There were many emotions expressed that included feelings of 
confusion, uncertainty, bitterness, relief and loss. These were much less prominent than 
the feelings of fear, but were nevertheless emotions that required to be processed.

6.2.1 Fearing the fu tu re

This fearfulness that was experienced had a lot to do with how people saw their future
and the decline that they thought would happen. Much of this was informed by their
previous knowledge, with deep philosophical questions being raised by James

“I am a bit apprehensive about the long term prospect of this ... the thing that 
worries me, is this going to go on deteriorating you know or then I get to a stage 
of I don’t know who I am etc, etc... What I really dread, if this gets worse and 
worse and worse, progressively worse, and I forget who you [wife] are, forget 
who I am, and I don’t know whether that is possible or not. The end stages” 
(James: 2 170 & 371 &415)
The question of who he was going to be by the time he reached his death 

troubled James, and he harboured thoughts that he would become “an incoherent 
vegetable,” (James 6: 55), and a huge burden on his wife.

Maggie questioned her identity following her diagnosis. “After that I still don’t 
know who I am?” which reflected that she had not at that time completed the process of 
working through her thoughts and feelings.

This fear of what the future would hold was common throughout despite, or 
perhaps because of, their previous knowledge. The fear of the disease progressing was 
for Jenny very tangible and at times she felt that death would have been preferable to 
the fate that would await her, “I don’t think the way ahead looks very promising at all 
you know, and in fact I would think that death would be a great relief’ (Jenny: 5 137). 
She was not depressed or suicidal when she expressed these feelings but was being very 
philosophical about the whole process thinking that it would be a relief if she died
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before she had to go through the indignity of experiencing the decline that she knew 
was almost inevitable.

The other three, whilst being fearful of the deterioration, focused mainly on the 
act of deterioration rather than the extent of it, “the only thing that would worry me was 
if it did really go a lot worse,” (Betty: 5 291), and Ian’s biggest fear was that he did 
become like his brother-in-law, who had been aggressive towards his wife: “if I get a 
lot worse that really worries me, you never know.” (Ian: 4 33). But he consoled himself 
with the knowledge that “all people with this are not like Harry [his brother-in-law]” 
(Ian: 4 21). Maggie was less expressive about her fears for the future and the progress 
of deterioration. She was the only participant in the study who had not experienced 
dementia within her close family; however, she did worry about how it would all end 
for her.

6.2.2 Fearing the judgement o f others

The perception that people would change towards them if they knew that they had 
Alzheimer’s disease was a real threat to their sense of self. Anxious that they would be 
treated differently if others knew about their diagnosis made people secretive about 
telling others (see section 6.3 for discussion on telling). They thought that people would 
then be watching out for any changes in behaviour, “just when your next big mistake 
would be, you know that would make it obvious to anybody you were talking to, 
nobody would say anything, but they would think it” (Jenny: 1 347). Maggie was 
fearful of her own performance too, “I’m going to say the wrong things or stupid words 
or something” (Maggie 1 247). James became agitated when he had made arrangements 
to meet people and could not remember the details, and his wife recalled a conversation, 
“I didn’t know what was wrong and you said I think I’ve made an awful faux pas 
because you had made some arrangement and you couldn’t really remember what it 
was.” (James: 2 343). His agitation was due to his anxiety of letting people down and 
led to him being uncertain as to how people would view him if he had let them down by 
missing an arranged appointment.

Jenny in particular was more articulate about how others would judge her, “they 
look at you in a different light...they would put you in a category...anyone who knows 
you would think less of you... I am the one with the stigma and I feel that anybody who 
knows is bound to treat you differently.” (Jenny 2-205 & 5-65,81 & 105).
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James also felt people would shy away from him if they knew that he had 
dementia and Beth felt that her friend would “be on the defensive a bit,” (Beth: final 
interview 102), and not want to share things with her as she had once done. The 
perceived judgement of others led to a feeling of being different and being viewed as 
different by others. They also felt that it would threaten their relationships (this will be 
discussed more fully in section 6.5.2).

6.2.3 Other emotional issues and struggles

At times throughout the six month period of the study people struggled with their 
emotional responses to their diagnosis. Three participants felt a tinge of bitterness, 
continually questioning why this had happened to them. Ian questioned the age factor, 
despite being the oldest person in the study, “just why have I got this blooming thing 
and people older than me have nothing wrong with them,” (Ian: 4 33), while Maggie 
was quite perplexed with how she came to have the disease at all, especially when her 
twin brother had no signs of it and at times she questioned the accuracy of her 
diagnosis, “how did I get that? [Alzheimer’s disease]. Are you sure that it’s that?” 
(Maggie: 3 15).

Jenny also was perplexed and sometimes left confused by the episodic nature of 
her experience, “I still feel I am normal enough, it was only just that one episode that I 
had that I felt, why I am thinking like that?” (Jenny: 1 189). And she had difficulty 
understanding why she was not confused all the time. This was not consistent with the 
knowledge that she had gleaned, mostly from books and papers, which portrayed the 
person with Alzheimer’s disease as consistently confused and disoriented, and Jenny 
then compared and contrasted her experience with theirs.

James was more preoccupied by his perceived loss of autonomy and 
independence, “the thing I would be sad about was if I had to give up driving...but I 
don’t think that would be for a while yet...I suppose a car is freedom you know, and if 
you haven’t got your car your freedom is limited. That’s what I feel” (James: 1 230 & 
524). This limited freedom was associated with feelings of being constrained by the 
label of Alzheimer’s disease and Jenny expressed similar consequences of this 
constraint when she discussed feeling that her world was narrowing, and the meaning 
that she put on this was, “that I will have less, less to talk about, less of everything ... I 
guess it will catch up with me” (Jenny: 5 205).
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This limited freedom and narrowing world reflects the sense of loss, especially 
of autonomy and a diminishing sense of self. Ian felt a real frustration and loss of 
spontaneity and independence when he took the decision to stop driving. “It bugs me 
that I can’t say to my wife, come on we will go somewhere” (Ian: 5 257), and although 
it was his decision, it still did not quell the feelings of resentment.

There were times when both men described their mood as depressed. James 
described feeling that he wanted to hide away a lot of the time, “I had been rather 
depressed...I felt that I might have retreated into my shell and refused to come out...I 
had closed the shutters down and been miserable.” (James: 3-84 & 6-286-366). Ian had 
no motivation to do anything and lacked interest in the things which used to give him 
much pleasure, like gardening or reading his latest detective novel. He felt wearied and 
commented, “sometimes I just can’t be bothered” (Ian: 5 247).

Jenny was the only female who experienced what she believed was depressive 
episodes. She described being overwhelmed at times, and found the whole concept of 
having Alzheimer’s disease difficult to comprehend, and when she thought a lot about it 
she felt devastated, “the whole thing struck me as very depressing you know.” Jenny (1: 
127). Neither Beth nor Maggie reported or discussed feeling depressed throughout the 
study.

During the course of the study there seemed to be a time when participants came 
to a point of deep resignation as to what providence had assigned them for their future. 
Jenny described her fate as “it’s just one of these things; I guess I must have a brain 
that’s dipped in favour of it. I don’t know. It’s a lot of bad luck anyway. However, 
there is nothing you can do about it.” (Jenny: 5-229). The feeling that she thought that 
there was nothing she could have done to prevent it, or be proactive in dealing with it, 
was at times a relief, “well in one way it is comforting and in another not comforting at 
all, but I guess that is just how it goes.” (Jenny: 5 271). But there was also a feeling of 
ambivalence mixed with the relief. And there was an inevitability about some of the 
comments: “I know there is no cure but it will get worse and there is nothing I can do 
about it,” (Ian: 1 496); Beth acknowledged “there is nothing you can do about i t ... so I 
just ignore it ... I just get on with what I am doing.” (Beth: final interview 59): and 
Maggie commented “I’ve got it and you can’t do anything about it.” (Maggie: final 
interview 139).
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6.2.4 Talking about feelings

Whilst there was no reluctance about expressing their emotions to me during the data 
collecting period of the study, there was an anxiety about sharing those feelings with 
others. One of the participants in the study, Beth, tried to repress her feelings about the 
impact of her diagnosis, “I try not to get any feelings ... I try to forget it. I just don’t 
think about it if I can help it.” (Beth: 4 43). This seemed to be a conscious choice that 
she made and she utilised it as a preferred coping strategy. There were times when it 
was not possible to bury these feelings and they still had to be addressed when they 
surfaced, although it was difficult to express them, “well you tend to think of things, but 
they are never brought out in a conversation, you know, things occur to you that you 
don’t bring out in a conversation.” (Beth: 4 3). It seemed that there was a struggle to 
process the emotions internally, yet she was reluctant to externalise her feelings and 
discuss them with others.

This reluctance to share their feelings with others was quite common, especially 
directly following the diagnosis. Talking about the diagnosis seemed to be an important 
factor in the emotional processing, yet some of the people in the study were reluctant to 
share their diagnosis or how they felt about it with others. There seemed to be some 
kind of taboo surrounding the discussion of dementia with others. This clearly needed 
to be explored in order to reach a new understanding of what it meant to the people who 
had been given their diagnosis, and why there was this need to avoid such dialogue.

6.3 Daring to talk about Alzheimer’s disease

This theme explored the reluctance to discuss Alzheimer’s disease outside the 
parameters of the study. This was a subject that had been a frequent media topic, with 
prominent international figures like the late American President Ronald Reagan being 
prepared to go public, and yet there was something that prohibited personal discussion. 
There was a feeling of holding a dark secret, and yet the participants in this study were 
all quite relaxed about sharing that secret with me. The women were more guarded than 
the men were about sharing their secret, while some had their secret revealed by their 
families without prior agreement; that confidence in keeping their secret was then
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violated by the family’s public proclamation of it, although this was always done with 
the best of intentions.

I felt very privileged to be allowed access to these inner secrets and it is with 
great care that I now continue to open more widely the secret hiding places of their 
hearts and minds so that we can come to a deeper understanding of what it meant to 
them to be holding onto something that was in Jenny’s words, “a terrible imposition.” 
(Jenny: 1 151).

6.3.1 D aring to te ll

The following section concentrates mainly on what I have come to know as ‘the telling’. 
This was one of the most complex concepts that the people in the study had to grapple 
with and it is one which is rarely discussed in professional circles. The act of telling 
friends and family that they had been given a diagnosis of Alzheimer’s disease was a 
very challenging and demanding task, which each person and their families tackled 
differently. One of the controversial issues was whether they should tell their diagnosis 
to others or not, and this matched other situations detailed in the study with the 
decisions being very much based on individual or family choice -  although it was not 
always quite as clear cut as telling or not telling.

There were degrees of telling, perhaps deciding to tell one or two close friends, 
or indeed keeping it exclusively in the family. There was also a timescale to the telling 
when some people did not want to tell until it became more noticeable to others. The 
attitudes towards telling changed over the six month period: some people had moved 
from being secretive to being open; some had moved from secretive to less secretive; 
and others continued the same attitude from start to finish. However, what they did have 
in common was similar sets of reasons for both telling and not telling.

6.3.2 To te ll or not to te ll

The reasons given for not telling were varied. They were private people and did not like 
to divulge their business to others, “I don’t like telling folk things like that,” (Maggie: 3 
83), and James felt that he would not like it in the public domain, “I don’t think we 
should broadcast it you know.” (James: 2 479). This was the same with four of the case 
study families, but again Ian was different, “I think it is a good idea [to tell people]... 
och yes, I mean you don’t hide things these days do you?...no we are not whispering 
about it.” (Ian 2 376-423).
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He felt that today’s society was much more open and accepting with no need to 
hide away such a diagnosis, whereas the others felt that it was something to keep to 
themselves, or at the very most, within the family. Another reason given not to tell was 
trying to protect people from bad news until absolutely necessary, “I thought there is no 
point in saying anything until...later on is in plenty of time, there is no point in 
worrying them all starting now you know.” (Beth: 2 43). James felt that he “didn’t want 
to upset them [family]” (James: 2 185).

Sometimes it was not told to help preserve an intact self, “I would prefer to think 
I am still a bit normal...but whether one of these days it will probably be all out you 
know, but it depends...no doubt it will worsen so I feel that I just should be quiet and 
wait until it becomes obvious.” (Jenny: 1 185 & 5 77). By telling people, she felt that 
she would be admitting to both them and herself that she was no longer normal. James 
was also keen to delay having to tell until people noticed themselves, “the time may 
well come when I have to say to people...I am an Alzheimer’s victim as it were, but I 
don’t think that time has been reached yet.” (James: 2 142).

There was also a feeling of shame and to confess to others was unthinkable, “I 
feel that...for me to say that I have Alzheimer’s would be, well, I wouldn’t own up to it 
for a start...I wouldn’t like to mention it to anybody actually and wouldn’t you be the 
same?” (Jenny: 1 151 & 2 185). This thinking was related closely to the fear of being 
judged by others (mentioned in the previous section), and also to the anxiety of the 
relationship changing, “well if I told a lot more people I would think that relationships 
would change, but I haven’t told that many people...it’s a stigma I think that I wouldn’t 
like broadcast to all and sundry. For instance, I would never dream of telling the lady 
next door” (Jenny: 5 73 & 61).

Feeling stigmatised by the diagnosis was a barrier to telling people in common 
with perceived negative reactions, “I wouldn’t want people to think I was doo wally or 
whatever you know. I think that could be disastrous” (James: 6 286).

Something that troubled most of the participants was the lack of control they had 
if they told. They knew that it was inevitable that some people, when they found out, 
would then tell others. There was a need for trust and confidentiality to be conditions 
of a disclosure, and the diagnosis would be shared “only to people I know will be 
circumspect in passing it on you know” (Jenny: 5 247).

These were the main reasons why people were reluctant about disclosing their 
diagnosis to others, especially when it stretched beyond the boundaries of the family,
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although Maggie did not even want all of her family to know, and only shared her 
diagnosis with her daughter with whom she lives, but not her sons. She was the only 
participant who did not want all of her adult children to know.

The reasons for telling the diagnosis were also diverse, with some unique to one 
family while other reasons were shared. There was a much stronger feeling, especially 
among the female participants for not telling, or limiting the telling to family rather than 
telling their wider social network. The main motivation for telling the diagnosis was to 
offer an explanation to people who might have observed changes in the person’s 
behaviour or way of being. This was certainly the case for both men. “I just said this 
memory etc., isn’t working. I have seen the Consultant and the brain scan says early 
stages of Alzheimer’s, so if I start to stutter it is not the whisky!” (Ian: 3 135). James 
was keen for people to know that he was not responsible for any changes in functioning 
and was worried that people might think him discourteous, “I feel it is quite important 
in the sense if they notice that I am doing something that I ought not to be doing, or if I 
have forgotten something they know it is not deliberate, but something which I have no 
control over.” (James: 5 15).

The worry that it may be genetically inherited was a motivating factor for telling 
the family whom they all felt should consequently be alerted of the potential danger; 
indeed, one daughter did go to her GP to check out if this was so once she realised her 
relative had such a diagnosis. Another reason for telling was the stress felt in trying to 
hold it in, “it’s more stressful than it should be and...I think where the stress of it has 
come is trying to keep everything on the surface going while things are just not really 
quite the same” (James: 2 339 & 355). The realisation that it is also stressful for the 
partner to be maintaining the facpade as well, and the dawning awareness that his wife 
was trying to shield him, “you have been protecting me,” (James: 2 333), from people 
finding out, encouraged James to tell people about his diagnosis. This happened 
gradually over the six months, whereas Ian had told people from the start, feeling it was 
best to be open about things.

One female participant had changed too over time, with Jenny being happier to 
tell people towards the end of the six month period. Both Beth and Maggie, however, 
were as loath to tell at the close of the project as they were at the beginning.

As can be seen from the above section there were more reasons given to keep 
quiet than to disclose the secret. But whose secret was it?
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6.3.3 Who should tell and who to tell

Debate about who has ownership of the diagnosis has been highlighted earlier in the 
thesis and within the ‘rights’ movement it was claimed that the diagnosis belonged to 
the ‘patient’. However, it was less clear who has the ‘right to tell’ the diagnosis.

At the time of diagnosis, without exception, the next of kin of the participants 
was present at the time of the diagnosis giving, so although the diagnosis was made ‘on 
the patient,’ it was given to both patient and family by the diagnosing Consultant or 
Specialist Registrar. It is fair to say that families processed this whole area of who 
should tell differently, and there was more weight put on tacit contracting rather than on 
overt discussion between the diagnosed person and the family member about who 
should tell the diagnosis.

There was no discussion between Ian and his wife. He told the family, “the
family all know...I just said well I’ve got this and it might last for years...we’ve told
them, sons and daughters, grandsons and granddaughters...so that’s it.” (Ian: 2 231).
His wife had taken the opportunity to tell a gathering of friends, ten in number

“I just felt we were out for lunch last Sunday and with our particular ones 
[friends]...I just said I think perhaps you had better know that Ian has been 
diagnosed as Alzheimer’s. We have to accept it, our family and our 
grandchildren [have to accept it] and that’s it. So it’s better to do that I thought 
than hedge because I think they suspected that things were not just quite as they 
should be” (Ian-Joan: 1 364).

Although there was no prior discussion, there was no discord about who told 
what to whom, and they were both pleased that their family and friends knew. This was 
not so with all of the participants though, and Ian and Joan were the only ones who told 
everyone as soon as they could following diagnosis. Once again Ian was proving to be 
very different from the other cases. James, on the other hand, started off wanting to 
keep the diagnosis within the family. Again, nothing was discussed, but he took it for 
granted that his wife would tell the family, “I don’t think I ever discussed it with them 
...Mary has mentioned it to the family” (James: 1 199). James was reluctant to disclose 
his diagnosis even to the family and admitted, “I have a tendency if something is 
unpleasant to try and avoid or how can I put it...avoid or run away from it.. .1 am a head 
in the sand sticker!” (James: 2 202-210).
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His previous pattern of avoiding unpleasant tasks was continuing and he said 
that he would have no objection to his wife telling people, and the decision was made to 
tell people on a ‘slow release’ basis rather than ‘broadcast to everybody’. Following 
that decision to keep their secret less private, James decided to experiment with telling 
people himself, first of all telling the car insurance firm to check that he was not 
breaking the law, then telling someone he met from the Church choir. Both of these 
encounters were successful, and while James did not find it easy to tell, he was amazed 
at the empathic response he got. As his experiment had been successful (he was still a 
scientist), he was prepared to repeat it. He wanted to inform his Pastor, for two reasons. 
Now that he had made it more public, out of respect he did not want the Pastor to hear 
this news from others and he also wanted to make sure that the Pastor knew why he 
might not be so willing to take on extra Church duties as he would have normally done. 
He continued to tell and informed many key people in his social network. He tried to 
weave it naturally into his conversation, “we were just drinking coffee together and I 
said you would maybe realise it but I am an Alzheimer’s victim, sort of thing, but it 
doesn’t make any difference so there we are.” (James: 4 39). He chose who he told in 
the various clubs of which he was a member, confident that the news would spread and 
he would not have to tell everyone personally. Initially, he just could not envisage how 
he could possibly tell his friends that he had a diagnosis of Alzheimer’s disease and 
spent many hours questioning, and trying to find an answer to that puzzle. He had gone 
from being secretive and trying to run away from it to embracing the challenge and 
being very positive about it all. Over the six months, it was James’s attitude to telling 
that had changed most.

The changes in the attitude of the women in the study were less dramatic. 
Jenny had moved from not wanting to own up to having Alzheimer’s disease to thinking 
that she was “not unhappy about letting it be known because I feel, well it’s better to 
talk about it and let everybody else know what is going on,” (Jenny: 1 399), thereby 
oscillating between the two positions until she became more comfortable with selective 
telling later on. Beth restricted the telling to her immediate family, “just the family, my 
daughter, son and them [grandchildren], that’s all, nobody else,” (Beth: 5 111) and she 
left the telling to her husband, and for the full six months of our contact Beth did no 
telling. I never heard her utter the words Alzheimer’s disease but she referred all the 
time to ‘it’. When questioning Beth if she ever discussed the subject with her husband
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she said, “well we are sort of into a routine and he knows that I’ve got it and I know he 
knows I’ve got it and we are just ordinary, we don’t bother, just forget it if we can.”

The situation was very similar with Maggie, although she would not tell her 
sons, “I’ve never told my son, Jason, or my other son, he is the youngest one,” (Maggie: 
3 79), and the only reason her daughter knew was that it was she who persuaded Maggie 
to go to the doctor initially, and she accompanied her to all the appointments. She also 
lived with Maggie, and persuaded her that she should tell her brother-in-law and sister- 
in-law with whom she had close relationships. Maggie would not tell but allowed her 
daughter Julie to tell on her behalf.

Telling someone that you had been given a diagnosis of Alzheimer’s disease 
was clearly a very difficult task and one that provoked much discussion with the people 
in the study and their families. At times families were united in the way that they 
tackled the telling, and at times it was a cause of great stress and concern between them. 
Difficulties arose when some people wanted to keep it hidden while their relatives 
wanted to tell others, and this caused friction between them and fuelled already stressful 
situations. The situation was much more straightforward if the two parties had agreed 
either to tell or not to tell -  or was it? There were implications to consider for both of 
these positions.

6.3.4 The im plications o f te lling

There were both positive and negative implications of telling. The positive implications 
were that needs could be highlighted to friends, as Ian very succinctly demands, “we 
don’t want sympathy, and we want their friendship ... and we don’t get sympathy from 
our family either, we get support, they treat their father the way they have always 
treated him and that’s the way it’s got to be,” (Ian: 1 450), Ian very much expecting to 
get what he wanted. James experienced many offers of help, with driving, with friends 
calling to remind him that he had meetings to attend with them, and there was a concern 
for him within his circle of friends. He also experienced considerable relief when he 
told his Pastor, “there was a load on my back and he took some of it off,” (James: 3 
898), and in sharing his concern he was able to unburden.

There were also negative implications and some were experienced by Ian, who 
had been open about his diagnosis from the beginning, when two of his friends started 
to treat him in a patronising manner. While the increased concern and assistance 
offered to James was perceived as helpful by both him and his wife, it could just as
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easily have been perceived as a loss of autonomy. The females in the study did not 
share many of the implications of telling, simply because they rarely told, and then only 
to their close relatives. Nevertheless, there were relationship losses as well as 
relationship gains and this will be explored more fully in section 6.5.

6.3.5 The im plications o f not telling

There are implications for not telling, most of which appear to be negative. One of the 
implications experienced by Beth was that of isolation and although her husband knew 
and worked hard to help her keep her secret, she said, “no, we are on my [sic] own, just 
George and I” (Beth: 6 23). Even with George there, and referring to them both as we, it 
seemed very much that she saw herself as being on her own with this diagnosis even 
although she was with George and the family knew, “well they know, but we didn’t 
really discuss it.” (Beth: 3 86).

It is difficult to access appropriate informal support networks when there is a not 
telling rule. Another implication of not telling is that people would notice anyway and 
draw their own conclusions, “if I didn’t tell people they would think I was drunk,” (Ian: 
2 87), or, they would begin to think of people being unreliable and stop arranging 
meetings with them, “people think that they can’t make arrangements with you, because 
you don’t keep it,” (James: 2 331) and that would bring unnecessary disruption to social 
relationships.

Trying to keep everything the same without telling was also felt to be a strain by 
James and Mary, and keeping the secret made the situation even more stressful than it 
needed to be. Maggie never did tell. The implications of not telling would seem to 
have a mainly negative effect on the person with the diagnosis and the fear of the 
reaction of others had been what had frequently stopped them.

For those who decided to tell, the reactions of people had mainly been 
favourable although at times it was less favourable than what they had expected.

6.3.6Reactions to the te lling

There were mixed reactions to people being told that their relative/ffiend had 
Alzheimer’s disease. Two people felt that their situation was being minimized by 
family members and although they recognised that it had been done from the best 
intentions it has not always been useful. When asked how people told had reacted, Beth 
commented, “how have they taken it? Well my son’s wife is a nurse and what he said
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was it’s not as bad as you might think, you know, Sheila has had folk on her books for 
years, so well I don’t know...what can you do you just have to wait and see,” (Beth: 2 
291), and without it being discussed with his mother he did not know how bad she 
thought it was.

Jenny experienced a very similar situation with a phone call from her son, “I 
remember once talking to him on the phone, he lives in Edinburgh, and I said to him, I 
am forgetting a lot of things these days, and he said don’t worry Mum, I forget too, and 
I thought oh my goodness...but I suppose it was just a natural reaction.” (Jenny: 1 411). 
Jenny’s fear at that time was that it was genetically inherited and she thought that this 
was her son starting to experience the first signs of Alzheimer’s disease as well.

Even although Ian’s family was under instruction from both parents to accept it, 
his son found it very difficult initially. “Our son wasn’t very willing to accept it, but he 
does now, he realises now...I think he saw that there was a change.” (Ian: 2 286). The 
rest of his family conformed more quickly, with one granddaughter finding lots of new 
information on the internet which she printed for her grandparents to read, and this 
made them feel very proud.

James’s family were not local and they were told on the phone by their mother
and they were upset, feeling helpless because of the distance between them, but up until
the end of the study they had still not discussed it with their father, and neither had he
sought to discuss it with them. His friends, however, expressed sadness, but reassured
him that it would not make any difference, “there were no flames or anything... they just
went on as usual, nobody seems to worry about whether I have got all my full marbles
or not you know” (James: 4 27 & 43).
James got the most positive response from his Pastor

“He was exceedingly good, he knelt down and prayed with me and I felt that 
was a very good thing. I think that it released a feeling of tension, that I had 
actually told somebody and they were sympathetic to me, and everything was 
more or less as before except that he knew... I felt a great sense of relief at that 
point that I had told somebody and getting it off my chest... it wasn’t a shut out 
process like you cannot come to Church anymore...I think he understands” 
(James: 3 35)

He was able to have a good discussion with his Pastor about how it felt to have this 
diagnosis and this was an opportunity not afforded to him by anyone else.

Reactions to the telling were mixed, with some surprises, some disappointments, 
and in some cases it seemed to be no big deal. For James and his Pastor, it was an
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intimate moment in their relationship. For Maggie there was no reaction because there 
was no telling. But in all of the activity that was the telling, the only person who was 
prepared to discuss the implications of the diagnosis with the person was the Pastor.

6.3.7 I t ’s good to talk

Telling is different from talking or discussing issues around the diagnosis. Telling 
demanded little of the listener other than an acceptable, appropriate response, while 
talking or discussing raised difficult issues. For their own different reasons most of the 
families found it difficult to discuss the diagnosis with each other, “you tend to keep all 
the talk about it in the family, they know you have got it but ignore it, so it is a help [to 
talk about it].” (Beth: final interview 140). Yet, they all commented on how beneficial it 
was to talk about their thoughts and feelings following their diagnosis within the 
research context. It is a subject that people shied away from, even the nurses visiting 
tended to concentrate on problems and effects of medication rather than have a 
discussion about their thoughts and feelings about the diagnosis. Nobody, it seemed, 
ever brought it out in conversation. Maggie felt that “a lot of folk don’t talk about it 
because they think that you don’t like to.” (Maggie: final interview 185).

For Jenny it was more about her not daring to bring it up, “I never mention it, I 
never bring it up, you are the only one who brings it up,” (Jenny: 2 335), and yet there 
was a realisation of the need to talk, “it is very good to talk to somebody, you feel I 
must discuss this with somebody you know.” (Beth: 4 240). Within the research project, 
it was possible to have a conversation that they might otherwise be denied, as in the 
following interview dialogue

Researcher: Right so you are able to speak about things that you are not able to 
speak about anywhere else
Beth: That’s it exactly. You see George is with me all the time and you come in 
and it is a different conversation ... prior to that you are in a sort of vacuum” 
(Beth: 4 5 & final interview 148)

Ian raised the point that it was not just that people did not want to discuss things 
but that they were uninformed and would shy away from something that they did not 
know. He felt that talking about it “is good for you, you know we were talking and 
ordinary people, they don’t know.” (Ian: final interview 7). Talking to professionals 
rather than lay people who did not know about the subject seemed preferable to some 
participants and they cited the need for being understood as important. Being able to
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talk about it helped to minimise the associated problems, “it’s better to discuss it with 
you than with anybody who doesn’t have any experience at all...it made it seem less of 
a problem.” (Jenny: final interview 93). Being able to discuss thoughts and feelings 
was also something that the participants found to be important. “To be able to talk about 
it, we were able to express our own feelings and then talk about it together.” (James- 
Mary: final interview 69).

The value of talking through their thoughts and feelings has been highlighted in 
this section, but only the Pastor had been able to offer the kind of experience that 
facilitated the expression of thoughts and feelings. Being part of the research project 
had led to the participants being enabled to discuss these thoughts and feelings in a 
different way and they felt that this “enabled a communication channel to be opened up 
that wasn’t possible before,” (Jenny-Ron: final interview 219), with each other, and they 
were able to discuss issues pertaining to their diagnosis that they had not previously 
been able to do. Being able to talk with families, friends, or professionals was a crucial 
factor in the emotional processing and also in the shaping of a different identity, and 
indeed in coming to terms with and working towards acceptance and integration. Not 
being able to talk inhibited this process and resulted from participants having to process 
their emotions internally with little opportunity to have these emotions validated or 
indeed invalidated. This concept of integrating will be explored further in the following 
section.

6.4 Re-authoring the story

As people talked about their diagnosis and reaction to it, it became clear that it was in 
the talking that many of the issues had become resolved over time. Their stories needed 
to be told and re-told to reach a point at which they could come to terms with their 
diagnosis and all that it meant to them. They had to re-author their own stories; no-one 
else could do that for them. In the re-authoring, they came to integrate their diagnosis 
into their being. In re-authoring, they came to incorporate that diagnosis into their 
doing. This theme will tell of how people moved from receiving the diagnosis to 
integrating it as part of their lives, and how they adapted their lives to learn to live with 
it. It also tells of a future that had to be faced, a future that for some was just too 
horrendous to contemplate. This story had three temporal influences: past, present and
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future, which shaped the way that people thought about, and adapted to their diagnosis. 
At times, for some, there was great clarity of movement from one domain to another, 
and for others it was extremely blurred and shrouded in a haziness that made it very 
difficult to delineate one from another, and that, to some extent, slowed the process of 
actively moving on. These three domains were named the shadows o f the past, 
learning to live w ithin a lim ited freedom  and facing an unpredictable future.

The people in the study referred to this moving through the dimensions of time 
as ‘coming to terms’ with what life had dealt them. This process was unique to each 
individual, some moving swiftly through while others got stuck on the way. Although 
they are presented here in order of past, present and future, there was no predictable 
pattern or order as to how this re-authoring took place, and some participants were 
unable to complete the re-authoring or integration process -  for their own reasons.

Coming to terms with a diagnosis of Alzheimer’s disease was a daunting task to 
embrace. An account of how the five participants accomplished this will now be 
considered.

6.4.1 Shadows o f the past

Shadows of the past incorporated trying to co-construct a meaning of the present from 
experiences or events in the past. It also gave an insight to the different realities that 
people experienced and wanted to cling on to rather than leave behind. The way that 
people coped with different traumatic incidents in the past had an effect to some degree 
on how they processed their diagnosis, although this was not the case for everyone and 
again all of their processes were unique. This was achieved by re-visiting fantasies and 
horror stories relating to their past and also exploring the impact this had on how they 
were able, or not, to move forward into the present and contemplate the future.

Long standing and well rehearsed coping strategies were implemented to help 
participants ‘come to terms’ with the diagnosis. Beth coped by ignoring it and not 
complaining about it. Her husband George said “she is very good that way. She has had 
a lot of illnesses and she just takes it and she doesn’t complain...she has had burst 
appendix, hysterectomy, varicose veins, quite a few things.” (Beth-George: 2 205). She 
herself talked of just ignoring it, “I just put it to one side.. .1 don’t want to know about it 
to tell you the truth...I talk, I talk quite a lot but I never mention what’s wrong, never.” 
(Beth: 5-233 4-57 5-203).
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She did acknowledge her diagnosis although she would not say the term 
Alzheimer’s disease. She seemed to have made a conscious decision to ignore it rather 
than it being an inability to grasp what was wrong. She also blamed events in the past 
for causing her to have Alzheimer’s disease, citing the stress of having to cope with her 
husband’s sudden admission to hospital to undergo cardiac surgery. She was fearful of 
looking at the future and kept telling herself she would be all right as long as she did not 
get worse and hoped the tablets were “keeping it at bay as far as possible.” (Beth: 4 39). 
This seemed to indicate that she knew what the likely course of events would be but she 
would not be drawn into discussion. The only time she referred to the future was when 
expressing her anxiety about being kept in the ‘health system’ so that “somebody was 
keeping an eye on what we were doing.” (Beth: 4 39).

Skills she had utilised in the past had not successfully transferred into the 
present. She had stopped cooking but blamed that on there only being two of them in 
the household now (her two children had both left home over twenty years ago), and 
said that they ate out rather than cook, as it was just as cost effective. Her family 
confirmed that it had only been in these last two years that she had stopped cooking and 
she had always been happy to cook for them all when they visited with their families. 
Now their parents took them out to a hotel for lunch when they visited, so even if there 
were more than the two of them, they still went out to eat.

Beth blamed past events for the cause of her Alzheimer’s disease. She did not 
talk about it in self-limiting terms, but considered it to be external factors that mitigated 
against her, and she chose to ignore and not discuss the impact it had on her with 
anyone, apart from when she discussed it within the research project. It was difficult for 
her to ‘come to terms’ with her diagnosis.

Exploring horror stories has already been mentioned earlier in this thesis when 
family or media experience can sometimes impact negatively on the person. These 
horror stories and fantasies did influence how people integrated their diagnosis, as did 
operating in different realities. For Jenny, her reality was different from that of her 
husband. She firmly believed that her mother (who had been dead for 12 years, 
according to her husband) was still alive and visiting her. Jenny had found her mother 
(who had suffered from Alzheimer’s disease) dead on the bathroom floor of her flat one 
evening when she was carrying out a routine visit. She could acknowledge that her 
mother had died and that she had arranged her funeral, but she could not acknowledge 
that it was not her mother who came to visit. When pressed about why her mother came
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to visit her, she said “my father knows [the diagnosis], and no doubt he told my mother 
and I think that is why she is, that is two weekends now that they have been down here 
and I think probably that is why she has been down.” (Jenny: 5 515). She could believe 
her mother was visiting her out of concern since she had been given the diagnosis.

Experiencing these different realities caused friction in the marital relationship. 
It also made for a slow journey into the present for Jenny, who resisted accepting her 
diagnosis completely for several months.

Horror stories from the past also affected Ian, as he was anxious about turning 
into an aggressive monster with whom his wife would not be able to live. Indeed, horror 
stories from the past projected themselves through the present and into the future 
because it was the future about which he was fearful.

Making meaning of the present from the experience of the past was frequently 
what happened to the participants in the study. This included exploring horror stories 
and different realities and blaming past events for the diagnosis to acknowledging how 
good life had been to them: “I have had a good life there is no question about that” 
(James: 3 527).

There is no doubt that the events and experience of the past had a very important 
bearing on how participants ‘came to terms’ with their diagnosis. Bringing the shadows 
o f the past into their present day reality was necessary for the co-construction of their 
different identity as someone who was learning to live within a limited freedom with a 
diagnosis of Alzheimer’s disease.

6.4.2 Learning to live w ithin a lim ited freedom

Learning to live within a limited freedom was a pursuit of the present time and was an 
active life choice rather than a passive acceptance. This entailed acknowledging and 
accepting the changes, pragmatic planning, and taking a positive philosophical stance, 
all leading to an integration of the diagnosis into the identity of the participants. This 
was an individual journey that took people down their own path towards integration, 
and was unique to them, although there were similarities between some cases.

The time factor was also different. Of those who had integrated their diagnosis 
by the end of the study, Ian had come to acceptance prior to being diagnosed, James 
took the best part of two months although the process accelerated after two weeks, and 
Jenny took almost all of the six months in which she was in the project. Beth had begun 
to journey towards a tentative acceptance but had not begun to integrate her diagnosis
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and this was similar to Maggie, who had just begun to accept the concept of her
memory problems being related to Alzheimer’s disease.

Five different individuals with five different ways of being and doing, but
nevertheless only three had integrated their diagnosis into their identity by the time they
had completed their commitment to this research project. The process through which
integration appeared to be achieved was through the three different components
mentioned above which will now be explained more fully.

Acknowledging and accepting a change was difficult to achieve without talking
and discussing with a friend, relative, or professional. Acknowledgement of change did
not automatically lead to an acceptance, and while they acknowledged the medical
opinion and the giving of the diagnosis as valid (this is what the tests show and the
doctor said, and I heard that), there was not always a willingness to accept this on a
personal level and believe that this was about them

“I didn’t believe it in the beginning...I could hardly believe that I had it...I still 
feel normal...I am virtually not aware that there is anything unusual...I don’t 
think of myself as being any different... I was surprised anyway. I know when it 
was first mentioned and I thought I haven’t got Alzheimer’s, I couldn’t think 
that I had anything wrong ... but that’s the way it affects me” (Jenny: 1 17, 13, 
147 & 2-33, 53, 131)

This illustrated Jenny’s struggle to acknowledge and then accept that this was 
something with which she, personally had been diagnosed, and also acknowledged that 
in her disbelief that this disbelief too was a facet of the cruel tricks of Alzheimer’s 
disease. Three participants felt little or no change initially, it was family members who 
had encouraged them to seek a diagnosis, with the exception of Ian, who had already 
reached an acceptance earlier than the others because of how he utilised his previous 
knowledge.

James found it extremely hard to accept his diagnosis and because he had always
had a bad memory he could not see that there was any change to acknowledge until
there was evidence presented to him by his wife that he could no longer ignore.
Following his diagnosis, James plunged into a deep depression that he described as

“the picture I had was that things were going to go downhill...I am in the middle 
of a maze and I don’t know where I am going...I retreated into my shell and I 
think I would have closed the shutters down and been miserable.” (James: 5 380 
& 6 366).
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His acknowledgement led to his reaction of wanting to withdraw from the
world which was the most profound reaction that any of the participants disclosed.
However, James’s acceptance of his diagnosis was equally dramatic when he described
how he had been thinking about life and how his diagnosis was affecting him, and from
the profound depression he described what seemed like an epiphany

“It was not too long after my diagnosis [two weeks] that I decided I would go 
for a walk. I have a tendency to go for a long walk if I am thinking about 
something and I don’t know, the sun started to shine brighter, the grass was 
greener, and the birds sang sweeter, everything was just marvellous you know. 
And I had a feeling of euphoria is the only way I can put i t ... I felt that I was 14 
feet tall and the world was my oyster, so I had been rather depressed and 
suddenly I felt elated and I can’t really explain it” (James: 3 58 & 84)

James had been chatting to his friends on the golf course and discovered that none of 
them had treated him differently. He realised he was still the same James as he was 
before he had been given the diagnosis and it did not need to change how he lived his 
life in the immediate future. This feeling of elation was related to James acknowledging 
that his world had not come to an end as he had thought but that he still had 
opportunities to take and choices to make, and accepting that he would have to adjust 
his life accordingly.

Acknowledgement and acceptance of the changes they experienced included 
cognitive deficits, the need for support and backup, unreliable memory, being only 
‘slightly dented’ rather than a complete wreck, slowing wit and a narrowing world. 
Along with these changes was also an acknowledgement that in order to continue to live 
life to the full there would have to be adaptations and adjustments made in order to 
accommodate these changes brought by Alzheimer’s disease. Learning how to live 
with Alzheimer’s disease was a concept that was very much at the forefront of James’s 
thinking when he talked about how he felt about adjusting to his diagnosis. He said 
“your freedom is limited ... but I can learn to work within a limited freedom if you see 
what I mean” (James: 1 524 & 539). Learning to live within the limited freedom 
captured what the meaning of adjustment meant to James. The meaning co-constructed 
from his worldview and through interaction with others epitomised how he had come to 
accept how he would live his life in the wake of such a diagnosis. This living within a 
limited freedom had a clear component of practical application.

Pragmatic planning was something that all participants became involved in even 
if they were loath to acknowledge changes and included different activities such as
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exploring alternatives like moving house, changing from driving a car to buying a 
bicycle or walking, and regular use of a diary for appointments. Making the best use of 
time and not putting things off for years when it might be too late to accomplish was 
encouraged, like trips abroad to far off places. Maximising skills and enlisting support 
were other suggestions, for example, working out the content of a telephone 
conversation beforehand and writing it down so that all points could be certain of being 
addressed, and asking a relative to stay nearby to make sure that this was done. This 
was preferable to relatives taking over the tasks completely. As well as these practical 
solutions, there needed to be a change in attitude if living life to the full and an adoption 
of a positive philosophical stance.

The need for an T can’ attitude, rather than seeing the pitfalls and dangers that 
may befall an Alzheimer’s victim and of continuing life as before were recognised: “life 
goes on, I mean I think we can live with it quite easily, it’s not so serious yet.” (Jenny: 4 
339 & 371); an acknowledgement that life was seen as still worth living and, making 
the best of it: “you make the best of the hand that you get...I can function quite well... 
there is no great problem and life is still sweet” (James: 3-179 & 4-138).

These three elements were incorporated into how people changed in the present 
in order to live within their own limited freedom and assisted in the process of 
integration. This seemed to work well for most of the participants, although when it 
came to facing up to what the future might hold, it was quite a different matter. Coming 
to terms with the future was as important for the integration process as either the past or 
the present and it was not until these fears had been faced and worked through that it 
was possible to weave the diagnosis of Alzheimer’s disease into a changing identity. 
Facing an unpredictable future played a key role in shaping that co-constructed 
identity.

6.4.3. Facing an unpredictable fu tu re

Facing a future with Alzheimer’s disease was never an easy option and it was not one 
that all of the participants chose to explore or examine. The recognition that it was a 
degenerative disease was acknowledged by all five people in the study, but only three 
ventured to pay close consideration to a future that was unpredictable in the extreme, 
and uncertain both in rate and time of decline and deterioration. The thoughts and 
worries of these three individuals are offered here in order to increase our knowledge 
and understanding of the integration process. These can be classified into three distinct
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areas of thoughts and feelings: anxious uncertainty, inescapable knowing, and tentative 
hopefulness.

The feelings of anxious uncertainty encompassed the ‘scariness’ of how their 
Alzheimer’s disease would progress and again shadows from the past influenced this 
uncertainty. People remembered others who had gone along this road before and were 
questioning whether their experience would be similar to people in their family or 
perhaps to figures in the media. The ‘not knowing’ feature weighed heavily on people 
as they pondered over the rate of progression and how it would all end. There was 
ambivalence about their support system because on one hand they wanted reassurance 
that support would be given by their loved one(s) and on the other hand they were 
anxious not to be too great a burden.

The indignity of other people knowing and observing her deterioration was not 
something that Jenny relished, especially when she may not be aware of the extent of 
the decline, “we will just have to see how it progresses, it’s something that you don’t 
know when it is full blown or wearing that way” (Jenny: 5 225). Fears of a diminishing 
self, with questions about not being able to identify themselves were also felt very 
keenly: “when I get to the stage of I don’t know who I am.” (James: 2 371.) The 
question of whether allowances would be made for them as they deteriorated was also 
mooted.

The anxious uncertainty of having to face an unpredictable future alongside a 
backdrop of their past experiences impinging on their thoughts was at times devastating. 
However, despite giving that credence, they did not allow it to dominate their lives, and 
at times the uncertainty was replaced by an inescapable knowing that again pointed to 
that deep resignation to accept the things in life that cannot be changed. “You have to 
take what you get ... I am a bit apprehensive about the long term prospect of this but in 
the long term we’re all dead anyway.” (James: 1-385 & 2-170).

There were many references made to death, from thinking that death would be 
preferable to a long slow decline and thankfulness that whatever the outcome death 
would not be too far away, to the more philosophical attitude that death had to be 
caused by something, so it might as well be Alzheimer’s disease. They knew well that 
this was a progressive disease and that staying the same was not an option, “I know 
there is no cure but it will get worse and there is nothing I can do about it so why 
worry?” (Ian: 1 498). All had the knowledge that it would not get better, “I have no 
doubt that it will worsen,” (Jenny: 5 77), and trying to make meaning of it all was an
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enormous task that has both an emotional and practical element to it, “I think I accept 
the fact that it can be an emotional thing and I do feel it, you can’t level with that all the 
time, so you just accept it and get on with it more or less.” (Jenny: 5 9).

There was also a practical element to some forward planning when James 
informed me that he had been to his lawyer to have him draw up a continuing power of 
attorney and welfare attorney. He had also drawn up a living will and planned his 
funeral, and he informed me of the hymns he had chosen. He had decided that he 
needed to do this so that he could go into the future knowing he had made his wishes 
known.

It was not all doom and gloom and there was a tentative hopefulness that the 
participants had invested in the scientific community. They were hopeful that in the not 
too distant future there would be some sort of cure, but until then they all were hopeful 
that the medication would keep it at bay for as long as possible. James had continued to 
take an interest in the pharmaceutical developments and had read that “vitamin C and E 
taken together can arrest the progression of Alzheimer’s disease and I hope to take this 
further ... I think that it may be more difficult in the future, but I hope that there are 
treatments coming that might alleviate things.” (James: 1 230 & 426). All the 
participants were very keen to be included in future research projects whether they 
involved drug trials or similar projects such as this.

All of this emotional processing, talking about Alzheimer’s disease, and 
integrating their diagnosis into their identity did not happen in a vacuum. The five 
participants all lived within a family context. The relationships that they experienced 
were with close family members with whom they lived, the wider family, friends and 
acquaintances. It would, therefore, be unwise to neglect to mention the impact that the 
diagnosis of Alzheimer’s disease had on their significant relationships and this final 
section of chapter six will concentrate on the different aspects of the relationships that 
were affected.

6.5 The challenge facing relationships

The challenge of learning to live with Alzheimer’s disease has already been discussed in 
the previous section of this chapter. The challenge it brought to the relationships of the 
people within the study was explored and observed. During the six months of data
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collection of this research project, I had the advantage of being invited by the 
participants to meet and talk with their close family members, wider families, friends 
and professionals involved in their lives. The chance to spend time being part of that 
network of relationships was something that I had not envisaged at the outset of the 
study but thanks to their generosity of spirit and keenness to help advance knowledge 
from research, this opportunity was made available to me.

Being able to witness first hand the challenges that Alzheimer’s disease brought 
to these relationships was indeed remarkable. These challenges were characterised by 
the changes that were incurred by the physiological changes in the brain and also by 
how Alzheimer’s disease was perceived and co-constructed within the relationship 
context. These changes had started to take place prior to the diagnosis. Within the 
context of the relationships it was possible to witness these changes as they were 
happening. These changes in turn brought with them some threats to the stability of the 
relationship. These threats were mainly to the reciprocity of the relationship and to the 
autonomy and independence of the person with the diagnosis, which in turn changed the 
positioning of each person within the relationship. The change in the position of the 
person with Alzheimer’s disease was seen as being something that they changed 
themselves, as well as being positioned differently by others. Renegotiation of tasks 
was not something that happened within the relationship.

These threats to the relationship were compounded by poor communications 
between spouses, families and wider social networks. These changes and threats will 
now be explored in more detail.

6.5.1 The changes

There were noticeable changes in every relationship that I encountered. These were 
mainly discreet and unchallenged with a tacit understanding of the change being 
necessary. The changes were in relation to who performed the different household 
tasks, changes in attitude and behaviour and changes in feelings that subsequently led to 
different positions being taken up within the relationships. In most of the relationships 
within the study, the allocation of tasks was well established, but with the onset of 
Alzheimer’s disease, and especially following the diagnosis, the distribution of these 
tasks changed. The person with the diagnosis was never expected to do more! In many 
ways the tasks that they performed over the years which were well rehearsed were now 
no longer seen as their domain.
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Ron had taken over many of the kitchen tasks previously carried out by Jenny, 
however she did not seem to object, stating, “my independence in the kitchen is not 
worth all that much I don’t think, but he can cook a meal quite well and I enjoy that. I 
think he can turn his hand to anything.” (Jenny: 4 199). And although there had never 
been any renegotiation of this task it seemed to suit them both that it was now part of 
Ron’s task to, at least, oversee the kitchen activities, and at times take over completely. 
This seemed to be a gradual acceptance rather than instant change, and although Jenny 
seemed to have no objection that was not always the case. “You didn’t [like me taking 
over] to start with maybe, but that is understandable but I think that you quite enjoy it 
now because I do different meals but you still have your recipes you like for baking,” 
(Jenny: 4 Ron—209), and Ron thereby offered Jenny another reason why he was doing 
the meals apart from because she was less able to manage. He was also quick to say 
what her strengths were in the kitchen too, and each seemed aware of the other’s need to 
know that it was all okay.

Some of the tasks that Ian no longer managed to accomplish were driving and 
managing the finances. “From the time we were married he was very meticulous and 
kept a book, everything that was paid in and everything that was paid out went in this 
book. I don’t do that...but I haven’t gone out and signed big cheques for lots of 
money.” (Ian: 4 Joan 107). Joan did not seem resentful at having to take over this 
money management task and used humour to make light of the fact that she was not as 
meticulous as Ian, but neither was she overspending! She was not so sure of how Ian 
felt about her ‘taking over’ his tasks, but Ian talked about becoming more dependent on 
his wife and eventually thinking that total dependence would mean a wheelchair: “if I 
get a lot worse ... my wife is 81 and I don’t see her pushing a chair, but it might not 
come to that, I might get knocked down by a car on the road.” (Ian: 2 238). Ian had 
recognised the limitations of his wife’s ability to take over the tasks completely and 
hoped that he would not have to face that time.

Maggie had given up many of her kitchen tasks, and it was especially poignant 
for her because this had been her job. Her daughter told her “your soup is not the same 
as it used to be... a lot of things that she does that I can’t do.” (Maggie: 3 138 & 150). 
She had been a chef but her daughter did all the cooking with Maggie’s tasks reduced to 
preparing vegetables since the occasion she had forgotten to turn off the gas. She had 
also been relieved of completing other tasks like “forms to fill in, she [daughter] does 
that for me, I’m no good at filling in forms so she just says just sign your name and I’ll
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tick all the things for you.” (Maggie: 3 182). Maggie blamed her ‘crumbling bones’ 
(osteoarthritis) on the need for her daughter taking over more of the household chores 
despite the fact that she had been forgetting to put off the gas.

There was very little change in the division of tasks with Beth, although she had 
given up cooking. She and her husband either shopped for ready meals or went out to 
eat, so there was not the same erosion of tasks but rather a change in how it was done, 
and who should do it, with appreciation: “George keeps me right, he does it all the time 
... so I don’t need to bother, he is very good.” (Beth: 1 115 & 85).

With James and Mary things were somewhat different. They had very clear 
lines of demarcation. “We have our own spheres of operation, Mary runs the house and 
gets the messages in etc, etc, and I cut the grass, etc. I do that sort of thing, maybe prune 
the roses, but it’s a very pleasant life.” (James: 1 404). However, these tasks, while still 
being performed by James, had to be directed by Mary who said the only assistance she 
was required to give was “I only help you with your memory.” (James 2: 578). The 
direction James needed was minimal, amounting to gentle reminders by Mary.

These were some of the changes in task allocation that happened in the daily 
lives of the participants during the study in their close relationships. Within the social 
network of friends there were some changes, but were limited to offering to do driving 
that would normally have been shared to various outings, and reminding participants of 
meetings and appointments, but otherwise the changes within the friends’ network was 
minimal.

The changes in attitude and behaviour were sometimes attached to tasks while 
others were changes experienced within the relationship itself and were usually much 
more subtle than the changes in task allocation. Changes in attitude and behaviour were 
experienced mostly by Ian, who felt patronised by two of his friends, and others left him 
out of the conversation, “one of these friends, he is an awful man, conversations being 
held with two or three and he barges in with something completely different...last week 
my wife said to him.. .you talk too much.” (Ian: 2 115). Sometimes Ian had difficulty in 
expressing himself, but managed fine if he was given time, however this friend was 
either embarrassed or impatient by Ian’s changing ability and took over the 
conversation, thereby leaving him out. His wife reported, “very often Ian is going to 
say something and he doesn’t get it out and this friend starts talking about something 
different altogether and so then Ian just clams up” (Ian: 2 Joan—302). Such an attitude
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left Ian feeling marginalised by friends and left his wife feeling very angry and needing 
to protect and defend him.

James felt that it was too early in the disease trajectory for him to detect changes 
in attitudes and behaviour of friends and thought that this would become more obvious 
as the disease progressed. He did experience one man he had told reacting differently, “I 
am sure he made a special effort...he greeted me very warmly” (James: 3 856). The 
changes of attitudes and behaviours within the close family relationships were evident 
too. Jenny’s daughter became more concerned about her and visited more regularly. 
She also made a point of taking her mother out every Sunday for coffee and enjoyed 
spending the extra time with her which is something that she would not have made the 
effort to do before the diagnosis. Jenny’s husband had become much more protective 
and fearful

“She stands very near the gas flame when she switches it on...I try to say to her 
don’t do that, let me do all that bit ... Iam  anticipating much more than I would 
have done before...I am not sure that is a good thing, maybe I am anticipating 
too much at times...if she was hanging out clothes and she fell, I would never 
forgive myself for not being there...I am following her like a mother hen now” 
(Jenny: 4 & 5 Ron—231, 255 & 267)

He had not only taken over the things Jenny could no longer do, but tried to take over 
everything she could still do

“I keep saying to Jenny all the time she has done all this kitchen bit and the 
washing bit and everything and now is the time to relax and let it all go...it’s 
less traumatic than it used to be, but for a while I could not understand why she 
wasn’t happy about it...I thought that there would be loads of people that would 
be only too pleased for me to step in and get on with things and not have 
anything to do... I do let you go out to the library... I don’t sort of smother you” 
(Jenny: 5 Ron—283 & 301)

This change in attitude and behaviour towards Jenny as someone who should just sit 
down and let it all happen had a detrimental effect on their relationship, and the erosion 
of her position as being a competent, capable housewife was in jeopardy and very 
disempowering for Jenny.

Beth did not experience much change in attitude or behaviour towards her 
because she had not told anyone apart from the family and change, she noted, was 
minimal, “not a lot because I don’t want them to become involved and I am quite happy 
here doing it with George, they are very good, we go and see them so we really just 
continue as it was before I had this more or less.” (Beth: 5 171). For George it was a
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little different; he had become more protective of Beth and their privacy and continued 
to help her maintain the fagade in front of her friends. This led to him colluding with 
Beth to continue as normal, but he would talk about it to the family because he felt so 
stressed about the situation. This was a change in his behaviour because he would not 
normally have discussed anything like this with the family. He also discussed the 
changes and what was happening with his GP who commenced him on tranquillising 
medication.

The main change for Maggie was that her daughter sometimes drew 
comparisons between her and the residents of the care home where she worked. When 
she tried to persuade her mother to take medication for Alzheimer’s disease, Maggie 
related

“I wasn’t going to take the tablets, I was sitting looking at them, she says they 
will not do you any harm, Mum. She says two or three of them up at the home, 
they have them for that and it’s the same tablets as you and she says it’s not 
going to kill you ... as long as you take the tablets and do what you are told ... I 
didn’t believe in taking a lot of tablets ... I get constipated ... she says the 
tablets do that because some of the old ones up at the home, they are constipated 
with all the tablets too” (Maggie: 3 29, 154, 204).

Julie was positioning her mother in a different way by comparing her to the residents in 
the care home. While this was to try to reassure her mother, it seemed that she had 
categorised her as someone who could not look after herself.

The changes in attitude and behaviour were mainly associated with relatives and 
friends. The participants were not immune from these changes in attitude and behaviour 
and there were observable differences, although often not stated differences. Ian 
adopted a ‘can’t be bothered’ attitude, while at times Jenny became argumentative and 
belligerent. This happened when she and her husband became caught up in their 
different realities, when Jenny was adamant that her parents had visited and her husband 
tried to argue that they had not. Jenny’s parents had been dead for many years. Maggie 
was actually acquiescent much of the time and this became more pronounced as the 
months passed and she looked to her daughter for a lead in all things. Beth became 
more secretive and dependent on her husband to keep her right, and James’s attitude to 
others about his diagnosis changed from being very closed to extremely open. He also 
struggled to continue to pull his weight in the spousal partnership.

The feelings that these changes elucidated were a sense feeling closer, “I know 
that she has got a problem, I am protective and that makes me feel closer, you know ...
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we have always been close but we are closer now, absolutely.” (Jenny: 5 Ron— 251 & 
239). Feelings of increased appreciation and intimacy were also evident, “he is still a 
honey-pot...we get on fine...we don’t often have any problems.” (Beth: 5 409). James 
thought that he has “the best wife in the world...the lady looks after me with a lot of 
care. I am a happy chappy...thanks to my wife who is the pillar around which 
everything revolves...the only thing she can’t do is help me with my golf’ (James: 3, 4 
& 5 100,374 &396).

Along with these feelings of intimacy and appreciation were also feelings of 
being taken over, of frustration and impatience, and resentment: “he resents me having 
to do all these things” (Ian: 2—Joan 378). The changes experienced within the 
relationships of spouses, family and friends were sometimes expressed pragmatically 
when ‘taken for granted’ task allocation had to be altered, sometimes as changes in 
attitude and behaviour, and at other times as changes in feelings -  but none of the 
changes were verbalised outside of the research project.

Without the facility to discuss these changes there was a real threat to the 
relationship.

6.5.2 Threats
The relationships observed were constantly under different threats as the people in the 
study struggled to understand and make meaning of the changes in themselves and 
others within their social relationships. The two major threats were to the reciprocity of 
the relationship and to autonomy and independence. Renegotiation of roles within the 
relationships was found, to a certain extent, to be a myth and rather than open 
discussion there was a tacit shift in the power base as positions within each relationship 
altered in response to Alzheimer’s disease. The threat to the reciprocal arrangements 
that were well established in the relationships came about mostly by the people with 
Alzheimer’s disease feeling that they were becoming an increasing burden both in the 
present, and in the future, as expressed in a conversation between James and Mary

J: I am sorry because I would have liked to think of Mary and me to be helping
each other, instead of me being the one who needs all the help
M: Oh but you help me still
J: It’s not a one way thing I admit that
M: I only help you with the memory
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J: I’ll do my best to help obviously, but it gets me slightly anxious that I
sometimes can’t remember (James: 2 572)

The promise to do his best was voiced as a hope that the reciprocity enjoyed in the past 
would continue and although anxious about his continued ability, James wanted a 
relationship in which he could continue to be as independent as possible, as helpful as 
possible, and in which he could make decisions. He also said, with a touch of humour, 
that he was glad that this relationship had a good and lasting contract in which he had 
invested his faith: “Okay it may be for better, for worse, for richer or poorer or in 
sickness and in health but so much the better.” (James: 5 400). Although he reiterated 
the marriage vows he had taken over forty years ago he was still vexed at the thought of 
the sickness clause coming into force, “this is not what I want at all ... being a big 
burden on Mary’s back.” (James: 5 380). He had always done his share within the 
relationship and the thought of it being weighted to Mary’s disadvantage was causing 
him sadness and anxiety.

The reciprocity enjoyed by Beth and George appeared to continue on the 
surface, although it seemed from how they acted together that George had taken on 
more responsibility than previously and Beth relied on him for many things. Beth, 
however, still described their activities as being shared, like playing bridge together and 
going to different meetings together, and she had alternatives arranged for her when he 
went out. “George goes to golf and I meet a friend and go downtown.” (Beth: 1 175). A 
few months later she was still adamant that they managed everything together, “we just 
plutter and do our best with each other and you know, you fit in as and when.” (Beth: 3 
162). Doing things together was very important for Beth, but when I spoke with her 
family they were very keen to try to interest her in something of her own so that her 
husband could have some time to unwind. He found it all very stressful and had 
consulted his GP about it. Although the threat to their reciprocity was not coming 
directly from George, the family was heading someway towards endangering it.

There were many other instances of threat to reciprocity and sometimes it had 
already been breached, although Maggie’s daughter would have embodied the notion of 
delayed reciprocity and stated that she was paying her mother back for all the years of 
care that she had given her. Maggie herself did not feel this and experienced an erosion 
of her position in the household. For Ian and Jenny the hope of true reciprocity was 
fading into a distant memory, with Ian’s wife confessing that she had become impatient
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and sh e w ish ed  “h e w o u ld  still keep  d o in g  th in gs.” (Ian: 2 31 8 ). Jenny w a s resigned  to  
lo s in g  the equality sh e had shared as her husband took  on m ore and m ore o f  the  
resp on sib ilities in  the relationship , “w e ll, in  on e w a y  it’s com forting  and in  another not 
com forting at all, but eh, it ’s just h ow  it g o es, I g u ess .” (Jenny: 5 2 7 1 ). S h e also  
ack n ow led ged  that sh e w as n ot the o n ly  person in  the relationship  to exp erien ce the 
d ifficu lties o f  A lzh e im er’s d isease

“It can’t b e  ea sy  to l iv e  w ith  som eb od y  w h o ’s w ell not all there as you  w ou ld  
say, you  know  I think that you  m ust a lw ays m ake a llow an ces and I d o n ’t k n ow  
w hat e lse . It can ’t b e ea sy  you  know . It is  certainly no easier for a carer than for 
m e, in  fact it m ust b e  w o rse  . . .  i f  som eon e  is  com pos m en tis enough  in  the past 
you  anticipate that to continue, you  k n ow , instead that it is  not g o in g  to, not b y  
any m anner o f  m ean s” (Jenny:5 125)

In p osition in g  her husband as carer she had ack n ow led ged  that this relationship  had  
changed already and w ou ld  continue to do so , w ith  le ss  hope o f  reciprocity  than before.

Other instances o f  a threat to the reciprocal nature o f  relationships ou tsid e  the  
fam ily  have been  h igh ligh ted  e lsew h ere  in this section , for exam ple, w h en  friends o f  Ian 
b egan  to treat h im  in a patronising m anner and Jam es’s friends took  over all the travel 
arrangem ents for their g o l f  outings and other m eetin gs. T his cou ld  also  b e  c la ssified  as 
part o f  the other m ajor threat that th ese  f iv e  p eo p le  experienced  in  their relationsh ips -  
the threat to their a u to n o m y  and in d e p e n d e n c e .  A s  w ith  the other them es and sub
them es, there w as an overlap.

R elationships and all their com ponent parts do not fit n eatly  into pre-prepared  
categories and so it w as w ith  a u to n o m y  and in d e p e n d e n c e , w h ich  w ere interlinked. 
F o llo w in g  the lab ellin g  o f  the d iagn osis, the participants expressed  a greater dread o f  
b eco m in g  m ore and m ore dependent, and adm itted that they  w ere  in  fact b eco m in g  
m ore dependent, but continued  to find w a y s o f  m aintaining so m e indep en d en ce -  a very  
am bivalent place: “you  keep  an ey e  on m e. I d o n ’t need  k eep in g  an ey e  on  really , I do  
forget things but I am  quite go o d  w ith  m y  diary, it’s easy  to refer to .” (B eth: 1 119). 
B eth  stated that she did not need  as m uch  ‘care’ as her husband w as g iv in g  her, thus 
adm itting to the problem , but really  say in g  that it w as quite sim p le  for her to b e  
independent, all she n eeded  w as her diary, not a (re)m inder. S h e w as dependent on  both  
G eorge and her diary to get through her day.

Jenny’s husband w as v ery  p u zzled  w hen  h e had tried to ex c lu d e  her from  
kitchen  chores and found her unhappy about this. H e w as happy to do the chores and  
said h e  w as very  able to take everyth ing  over, “it’s less traum atic n o w  than it used  to b e
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...b u t  o f  course it ’s lo s in g  independ en ce, that’s right” (Jenny: 5 R on — 30 1 ). H e  
even tu a lly  realised  w hat h e  w as d o in g  and w a s able to pull back  from  a com plete  
takeover w hen  Jenny said “I fee l that I can’t exp ect you  to do everyth in g , oh  no, I feel 
that I should  b e  d o in g  som eth in g” (Jenny: 5 30 3 ).

John feared the p h ysica l and m ental d ep en d en ce and M agg ie  tried to find things 
to do w h en  her daughter w as out at w ork, “I’v e  g o t to do it b ecau se you  ca n ’t ju st sit on  
your bum  all the tim e” (M aggie: 3 123). T he restrictions that M a g g ie ’s daughter w as  
u n w ittin g ly  p lac in g  upon  her m other w ere sim ilar in a w a y  to h o w  Jenny w as b ein g  
p osition ed  b y  her husband, ev en  although th ey  had spent a life tim e ‘d o in g ’ tasks in the 
h ou se  and w ere still p erfectly  capable o f  carrying out the m ajority o f  th o se  tasks. T h ey  
w ere b e in g  d isem p ow ered  b y  th e anxieties o f  their loved  ones. Jam es’s w ife  w ou ld  
hardly entertain the thought o f  h im  go in g  anyw here independently, “I a lw ays go  w ith  
him  anyw here” (Jam es: 4  M ary— 26 2 ).

Further on in the study, M ary w as able to b eco m e m ore con fid en t that Jam es
cou ld  still go  to fam iliar p la ces h im self, w ithout b ein g  accom panied , and h is ‘lim ited
freedom ’ w as, therefore, reinstated. T his reflected  autonom y as w e ll as independence.
B e in g  able to m ake h is ow n  d ec is io n s independ en tly  w as ju st as im portant as b ein g  able
to carry out tasks independently . M aking the d ec ision  to tell h is Pastor about h is
condition  w as Jam es’s ow n  d ecision , w h ich  h e m ad e in the realisation that

“I m igh t not b e able to perform  certain functions in the church . . .  lik e  standing  
at the door w e lco m in g  p eo p le  and forget w h o  they were; this sort o f  th ing m ight 
b e  em barrassing both for m e and for them , so I fe lt it w as as w e ll h e  k n ew  about 
it so that is  w hat I d id  . . .  I am  not as active  as I w as but I w ou ld  b e  very  
reluctant to g iv e  up g o in g  to church” (Jam es: 3 39)

In m aking this autonom ous d ec isio n  about revea lin g  h is condition , h e adopted a p ositive  
p osition , in  order to preserve d ign ity  in  h is relationships w ith in  the church. H e valued  
th ose relationships and w as not prepared to g iv e  up all church activ ities, ju st th ose  he  
felt unable to fu lfil and that m igh t risk h is relationship  w ith  others.

T he im portance o f  relationships to p eop le  in  the study cannot b e  overstated. In 
the co-construction  o f  m ean in g  o f  the exp erien ce that had b een  the d iagn osis o f  
A lzh e im er’s d isease, and subsequent s ix  m onths o f  learning to liv e  w ith  the d iagnosis, 
they  w ere essentia l. W ithout relationships it w as not p o ssib le  to co-create  a valued  
socia l identity.

A lzh e im er’s d isease  in itia lly  brought very  subtle changes to th ese  relationships, 
w ith  a gradual erosion  o f  p osition s and resp on sib ilities. C hanges in attitudes, behaviour
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and fee lin g s  w ere noted , as w as the threat to relationships. T h ese  threats centred on  
reciprocity  w ith  an added danger o f  lo s in g  autonom y and in d ep en d en ce.

For all the participants the renegotiation  o f  these areas in  the relationship  w as a 
m yth. P ow er balance sh ifted  m o stly  in  a tacit w a y  w ith  no real d iscu ssion , but rather as 
a ‘taken for granted’ assum ption  b y  th ose in the relationship that th is w as n ow  h o w  it 
had to b e. R enegotiation  is  a reciprocal activ ity  and the d im in ish in g  h op e o f  reciprocity, 
coupled  w ith  the u n w illin g n ess to d iscu ss the d iagn osis and its im p lication s a long  w ith  
the protective stance taken b y  som e o f  the p eop le  in c lo ser  relationships, m ad e  
renegotiation  a m yth that d isem pow ered  p eo p le  and d im inished  the contributions th ey  
cou ld  m ake. T his w as d on e b y  p eop le  w ith  the b est o f  in tentions w h o  hoped that their  
actions w ould  b en efit the p eo p le  w ith the d iagn osis. T his w a s not a lw ays h o w  it 
w orked out.

6.6 Dealing with the aftermath: conclusions

T his chapter has presented detailed find ings from  ethnographic observation and  
in terv iew s w ith  f iv e  p eo p le  d iagnosed  w ith  early A lzh eim er’s d isease , during the s ix  
m onth period fo llo w in g  the d iagnosis. T he chapter provides a rich d escrip tive account 
o f  the ch allen ges faced  b y  th ese  p eop le  and their fam ilies, and the strategies th ey  
adopted to deal w ith  a changed life . A lthough  there w ere im portant d ifferen ces b etw een  
each o f  the research participants, it w as found that the exp erien ce o f  all o f  them  w a s  
dom inated b y  these four them es: s tr u g g l in g  w ith  th e  e m o tio n a l  im p a c t  o f  th e  d ia g n o s i s , 
d a r in g  to  ta lk  a b o u t  A l z h e im e r ’s  d is e a s e , r e -a u th o r in g  th e ir  s t o r y , and th e  c h a l le n g e  

f a c i n g  r e la t io n s h ip s .  A  detailed  sum m ary o f  the m ain findings arising from  the chapter, 
and h o w  they relate to the research questions w h ich  the th esis  seek s to address, is  
provided  b elow , in  Chapter 7 at S ection s 7 .1 .4 , 7 .1 .4 .1  and 7 .1 .4 .2 . T he aim  o f  th is  
con clu d in g  section  is to h igh ligh t the m ost sign ificant aspects o f  this chapter in  the liv e s  
o f  a group o f  p eop le  w h o  have b een  d iagnosed  w ith  dem entia, as p erceived  b y  them .

L isten ing  to th e accounts that participants gave  o f  rece iv in g  the d iagn osis, and  
com in g  to terms w ith  it in  the ensuing w eek s, on e o f  the m o st con sisten t e lem en ts o f  
their experience w as the strength o f  their em otional response to  the d iagn osis. A  w id e  
range o f  em otion s w as felt, but the predom inant em otion  w a s fear. H ow ever, at the  
sam e tim e it w as a lm ost im p o ssib le  for participants to express th is em otion  to the other
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p eop le  in their liv es . T h ey  reported few  opportunities to exp lore  and exp ress em otion s, 
although all o f  the participants ack n ow led ged  that they b e liev ed  that it w a s im portant 
for them  to speak  about their fee lin g s. T he source o f  m uch  o f  th is fear had its orig in s in  
n egative im ages and stigm a, w h ich  form ed the backdrop for participants o f  their  
experience during th is six -m onth  period.

T he other constant thread through the stories o f  the research participants w as the 
extent to w h ich  the m eaning o f  A lzh e im er’s d isease  for them  w as bound up in  the  
netw ork o f  relationsh ips w ith in  w h ich  their liv e s  w ere lived . It w a s in interactions w ith  
fam ily , friends and com m unity  representatives that a n ew  narrative, o f  b e in g  a person  
w ith  dem entia, w a s co-constructed. It w a s notable that health  p rofession a ls d id not 
figure to any great extent w ith in  this w eb  o f  relationships. T heir m eetin gs w ith  their o ld  
age consultant had a pow erfu l im pact, but this took the form  o f  b ein g  a recip ient o f  
inform ation and treatm ent from  a pow erfu l other, rather than b e in g  a relationship  w ith in  
w h ich  d ia logu e and re-authoring m ight take place.

T he act o f  te l l in g  em erged as a central preoccupation  for this group o f  p eop le . 
There w as the painful and som etim es con fu sin g  task o f  a ssim ila tin g  the inform ation  
they had been  told  b y  their doctor. T here w as then a co m p lex  set o f  d ec is io n s to b e  
m ade about w h o  to tell am ong the p eo p le  in their liv es, and h o w . F inally , there w a s the  
im portance o f  h o w  the telling  w as received . On the w h o le , th ese  p eop le  w ith  dem entia  
found that others responded m ore p o sitiv e ly , in  term s o f  stigm atisin g  attitudes, than 
they  had exp ected  them  to

“I w ou ld  lik e  p eop le  to k n ow  that th is is  not the end o f  life  you  k n ow , life  g o es  
on, you  can still p lay  g o lf, you  can still b e  part o f  so c ia l intercourse, yo u  d o n ’t 
need  to c lim b dow n into a h o le  and shut the door beh ind  you . P eo p le  are m uch  
m ore approachable and m uch m ore sym pathetic than I ever thought. I think  
p eop le  are actually  n icer than I ever thought th ey  w ou ld  b e about it, so  I w ou ld  
say, d on ’t b e  shy, b e straightforward and tell p eo p le  and you  w ill  get an 
am azin g ly  sym pathetic resp on se” (Jam es 6 : 756 ).

A lo n g sid e  this, o n ly  on e o f  the participants reported on e o cca sio n  in w h ich  the te llin g  
resulted in an op en  and honest exploration  o f  the fears and other personal issu es  that had  
been  triggered b y  the diagnosis.

R ece iv in g  a d iagn osis o f  dem entia w as experienced  b y  the research participants 
as the b eg in n in g  o f  a n ew  chapter in  their liv es. It w as an even t o f  im m en se  personal 
sign ifican ce. T h ey  described the afterm ath o f  the d iagn osis not in  term s o f  any dram atic  
changes to life s ty le  and relationships, but instead as a subtle y e t profound alteration o f
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their sen se  o f  s e l f  in relation to others. T he d iagn osis  represented a m a ssiv e  ch a llen ge  to  
their spirit and their sen se  o f  w hat m ight b e  p o ss ib le  in  life . T h e d iagn osis  w as  
experien ced  alm ost as an in v itation  to accept a sen se  o f  b e in g  a le sser  person, a 
dim in ish ed  self.

T h e p eop le  w ho took  part in this study d iffered  in  the w a y s in  w h ich  they  
responded to th is existentia l ch a llen ge. In the final chapter o f  the th esis (S ec tio n  7 .2 .6 ), 
a tentative theoretical fram ew ork is  o ffered , as a m ean s o f  m aking sen se  o f  the interplay  
b etw een  s e l f  and others in  the period  fo llo w in g  an early  d iagn osis o f  dem entia .
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Chapter 7

Discussion and Conclusions

7.0 Introduction

T he aim  o f  this th esis has b een  to contribute to our understanding o f  h o w  a d iagn osis o f  
early  dem entia affects the liv e s  o f  different p eop le . B y  adopting a so c ia l constructionist 
persp ective , I have b een  able to exp lore w hat early dem entia m ean s to tw o sp ec ific  
groups o f  p eop le , the d ia g n o s t ic ia n s  and the d ia g n o s e d .  T h e w ork has taken into  
account the historical and cultural context, and has challenged  so m e taken for granted  
assum ptions. I ack n ow led ge that w hat is presented  here is  m y  ‘truth’ as I h ave co m e to  
k n o w  it. It is  a form  o f  ‘lo c a l’ k n o w led g e , h o p efu lly  o f  va lu e  for this tim e and this  
p lace. It is  k n ow led ge  that has b een  co-constructed  w ith  the p eo p le  w ith  w h om  I h ave  
interacted along  the w ay.

T his final chapter w ill b e  presented in  four section s. In the first sec tio n  the  
original research qu estion s that w ere sp ec ified  at the end o f  C hapter 2 w ill b e  revisited , 
and k ey  findings from  the em pirical research w ill b e  related to th ese  questions, in  a form  
that sh ow s h ow  the research q uestions h ave  b een  addressed in  detail w ith in  the thesis. 
In the secon d  section  o f  the chapter, th ese  fin d in gs are d iscu ssed  in  relation to p revious  
theory and research. T he intention  here is  to dem onstrate the w a y s in  w h ich  the current 
study both confirm s and exten d s p revious k n o w led g e  in  the area o f  early dem entia. In 
the third section  o f  the chapter, the m eth o d o lo g ica l strengths and w ea k n esses o f  the  
study are d iscussed . S ection  four considers so m e  o f  the im p lication s o f  th is study for  
future research, p o lic y  and practice. T h e final section  o f  the chapter offers so m e  
personal reflection s on the m ean in g  o f  the study.

There is  a certain am ount o f  repetition  across S ection s 7.1 and 7 .2  o f  this  
chapter. S ection  7.1 item ises the find ings o f  the study in the co n tex t o f  the research  
qu estion s. Section  7 .2  d iscu sses  the sam e fin d in gs in relation to p reviou s theory and 
research. T his strategy w as adopted in  order to deal w ith  the ten sion  b etw een  b e in g  
d esign ed  to fu lfil the requirem ents for the P h D  (S ection  7 .1 ), w h ile  at the sam e tim e  
addressing broader issu es  (S ectio n  7 .2).
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7.1 Return to the research question

T h e m ain goal o f  th is study w as to gain  an understanding o f  the im pact o f  a d iagn osis o f  
early dem entia on  the p eo p le  w h o  w ere  g iv en  such  a d iagn osis and on  the m ed ica l 
p rofession . In C hapter 2 , a critical rev iew  w as undertaken o f  theory and research that 
w as considered relevan t to this top ic. T h is critical rev iew  generated a set o f  research  
questions, w h ich  in  turn functioned  as the b asis for tw o em pirical studies. T h e aim  o f  
th is section  o f  the con clu d in g  chapter is to sh ow  h o w  th ese  questions h ave been  
answ ered through the research. Initially , I w ill present the find ings o f  Study 1, w h ich  
concentrated on the d ia g n o s t i c ia n ’s  p erspective. I w ill then present the find ings o f  
Study 2, w h ich  exp lored  the exp erien ces o f  p eop le  w h o  had b een  d ia g n o s e d .  In addition  
I w ill report on fin d in gs that cross over into each study as w e ll as presenting the unique  
p erspective o f  the person  w h o  had b een  d iagnosed . T h is d oes not h ave a bearing on  the  
d iagn ostic ian ’s p ersp ective  and is  ou tsid e the shared process and is  sim ilarly  outw ith  the  
d iagnosticians u n iqu e experience. T h e section  is  structured in  term s o f  the actual 
research questions that w ere  form ulated in  Chapter 2 , and look s at each question  in  turn.

It is im portant to ack n ow led ge that the sum m ary and overv iew  o f  research  
find ings that are presented in this sec tio n  are n ecessarily  tentative, and need  to b e  read  
in  the context o f  an appreciation o f  the lim itations o f  the study. T his research w as  
carried out on  a sp ec ific  group o f  patients and doctors, in  a sp ec ific  setting. A n y  
generalisation  for th ese  fin d in gs n eed s to b e  m ade w ith  appropriate caution. S o , w h ile  
the findings are described  in  a straightforward w ay , in  an attem pt to b e  as clear as 
p o ssib le  about the y ie ld  o f  the study, th ey  are put forward as o n ly  a prelim inary and 
tentative attem pt to m ap out an area o f  inquiry in  w h ich  a great deal m ore research is  
required.

7.1.1. How do doctors (GPs and Old Age Psychiatrists) construct the meaning o f early 

dementia? What are the linguistic and cultural resources and practices that they 

utilise in making sense o f this illness?

In lin e  w ith  the soc ia l construction ist stance adopted w ith in  this study, a central research  
question  concerned  the cultural, personal and lin gu istic  resources and practices that 
doctors u sed  to construct the m ean in g  o f  early dem entia  and its d iagnosis. T h is question  
is  o f  central im portance in  relation to understanding the p rocess o f  w hat happens to  
p eop le  w ith  dem entia  early on  in  their illn ess, b ecause, typ ica lly , the m edica l
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construction o f  dem entia large ly  controls the actions that are taken, and the m eaning  
context w ith in  w h ich  issu es are explored . T he ev id en ce  arising from  this PhD  in  
relation to d octors’ construction o f  the m ean in g  o f  dem entia is  m a in ly  found in  Chapter 
4  (S tu d y 1), w ith  so m e supplem entary findings in  Chapters 5 and 6 (S tudy 2 ). In 
Chapter 4  it w as found that doctors prim arily constructed the m ean in g  o f  early dem entia  
b y  re ly in g  on  p rofession a l, sc ien tific  k n o w led g e  w h ich  th ey  had gleaned  from  training  
and continued  p rofession al d evelop m en t (Chapter 4  S ection  1.2). H ow ever, their 
understanding o f  this con cep t w as not confined  to a purely m ed ica l m eaning. T h ey  
w ere also  in flu en ced  b y  a h istorical p ersp ective, b e in g  aware o f  h o w  the process o f  
d iagn osis had changed  over the years s in ce  A lzh eim er first described  th is syndrom e on e  
hundred years ago (Chapter 4  S ection  1.4). A nother sphere o f  in flu en ce  w as through  
their ow n  personal exp erien ces and socia l interactions w ith  p eop le  w ith  early dem entia  
over a period  o f  years, and w hether th ese  socia l relationships w ere w ith  relatives, 
friends or patients, each had an in flu en ce  on h o w  the doctors co-constructed  their 
m ean in g  o f  early  dem entia (C hapter 4  S ection  1.5). T he n egative  stereotypical im ages  
and fantasies o f  dem entia  that doctors saw  as b ein g  portrayed b y  so c ie ty  also inform ed  
h o w  th ey  constructed their m ean in gs (C hapter 4  S ection  1.7). T heir understanding o f  
w orking  in  the fie ld  o f  early dem entia  w as that it w as a d ifficu lt and com p lex  area 
(Chapter 4  S ection  3), w h ich  w a s under-resourced (Chapter 4  S ection  3 .1 ), w ith  a lack  
o f  support for the em otional im pact (Chapter 4  S ection  3 .3 ) that this w ork  engendered, 
w ith  d ifficu lt d ec ision s to b e  m ad e and d ilem m as (Chapter 4  S ection  3 .4 ) to w restle  
w ith  in  the face o f  a fragm ented health care system  (Chapter 4  S ection  2). Further 
ev id en ce  relating to d octors’ constructions o f  dem entia w as reported in  Chapters 5 and
6.

In Chapter 5 (S ection  3 .1 ) there w as ev id en ce  to sh ow  that G Ps seem ed  to g iv e  
greater im port to third parties rather than the subjective reporting o f  sym ptom s o f  
dem entia  -  on e  participant had to ask three tim es for a referral to the sp ecia list serv ices  
w h en  h e  consu lted  the GP b y  h im self. T he other four participants, w h o  w ere all 
accom panied  b y  relatives, w ere  referred to the sp ecia list after their first v is it  to the GP. 
F inally , taking the ev id en ce  as a w h o le , it appeared that there ex isted  a large degree o f  
d iversity  am on g doctors. T o  so m e  extent, the w a y  that early dem entia  w a s constructed  
b y  G Ps w as different from  psychiatrists, reflectin g  their com plem entary  professional 
roles and resp on sib ilities. H ow ever , even  w ith in  each o f  th ese  groups, a range o f  
d iscu rsive  practices w as found from  a collaborative and in c lu siv e  stan ce w h ich  w as
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patient focu sed  through to a distant, ob jective , sc ien tific  stance w h ich  did little to 
en gage the c lin ic ian  in  a m eaningfu l encounter for the patient, but w a s m ore focu sed  on  
sym p tom s to b e m anaged  rather than p eop le  to b e  listened  to. T h is w ill b e exp la ined  in  
m ore depth in  the fo llo w in g  section .

7.1.2 How do doctors (GPs and Old Age Psychiatrists) understand their role in 

relation to their management and approach o f patients presenting with probable early 

dementia?

H ow  doctors understand their role is o f  fundam ental im portance and w ill d ictate h ow  
th ey  act in  relation to the presenting patient and their fam ily/supporter. T he tim e o f  
d iagn osis is  a crucial po in t in  the p atien ts’ jou rn ey  and w hat the doctor d oes and says at 
th is tim e has the potentia l to shape h o w  the patient b egins to construct their ow n  
m ean in g  o f  b e in g  d iagn osed  w ith  early dem entia. A s  w ith  the p revious section , the  
ev id en ce  pertaining to the role o f  the doctor is  found m ain ly  in  Chapter 4  o f  th is thesis  
(from  Study 1), w ith  additional references m ade to Chapters 5 and 6 . T h is section  w ill 
b e  d iv id ed  into three segm en ts dealing w ith  different, but nevertheless connected  points  
in  the p atien ts’ jou rn ey , th ese  b e in g  the p r e - d ia g n o s i s ,  d ia g n o s is  and p o s t - d ia g n o s i s  
phases.

In Chapter 5 (S ectio n  5 .3 .1 ) it w as established  that G Ps w ere the first po in t o f  
contact in  the p r e - d ia g n o s i s  phase, w ith  m ost patients b e in g  accom panied  to the  
consu ltation  b y  a relative. G Ps v iew ed  their function  at this juncture as a ssessin g  the  
patient b y  taking a h istory  o f  sym ptom s, perform ing b asic  cogn itive  testing and physica l 
exam ination  in clu d in g  taking routine b lood  sam ples. S om e G Ps w ou ld  a lso  se e  their 
role  as o ffer in g  a tentative d iagn osis in  d iscu ssio n  w ith  the patient (Chapter 4  S ection
4 .1 ) w ith  referral for confirm ation  o f  d iagn osis b e in g  m ade to the C onsultant (C hapter 4  
S ection  2 .1 .4 ). C onsultants understood their function as ordering rad io log ica l 
exam inations that G P s cou ld  not access, taking a m ore detailed  history and further 
co g n itiv e  testin g  (C hapter 4  S ection  4 .1 ). T h ese  w ere the functions that doctors  
understood as their tasks in  the p r e -d ia g n o s t ic  period.

A t the tim e o f  d ia g n o s is  the task o f  the doctor seem ed  to take on  greater 
m agnitude w h ich  w a s reflected  b y  ev id en ce  in  Chapter 4. D ia g n o sis  o f  early dem entia  
w as a d iagn osis o f  ex c lu sio n  (Chapter 4  S ection  1.3), seen  as a d ifficu lt and com p lex  
task and w as v iew ed  as on e  o f  the m ajor ch a llen ges b y  the m ed ica l practitioners in  this
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study. M aking the d iagn osis w a s seen  as a shared enterprise b etw een  patient, 
supporter, GP and C onsultant. H ow ever, g iv in g  the d iagn osis w as a task u su a lly  
undertaken b y  the C onsultant. S om e G Ps saw  the g iv in g  o f  the d iagn osis as a task they  
w ou ld  lik e  to perform  as they felt that the doctor-patient relationship  had a longer  
h istory (Chapter 4  S ection  4 .2  and 6 .6). D octors reported that te llin g  so m eo n e  th ey  had  
a d iagn osis o f  dem entia  w as on e o f  the m ost d ifficu lt tasks undertaken b y  them  (Chapter 
4  S ection  4 .6 ). It w as found that the language u tilised  in  ‘te llin g ’ w as a contentious  
issu e  w ith  no real con sen su s as to w hat to tell. A rgum ents about truth te llin g  versu s the 
u se  o f  eu p h em ism  and m etaphor, and the avoidance o f  the term ‘d em en tia ’ w as  
com m on  practice. T he w ord ‘A lzh e im er’s ’ w as used  b ecau se  it cou ld  b e  attached to the  
h op e g iv en  b y  pharm acological treatm ents (Chapter 4  S ection  6.1); h ow ever , it w as  
p refixed  b y  the w ord ‘probable’ or ‘p o ss ib le ’ in order to avoid  litig iou s p roceed in gs and 
to denote the lack  o f  any sc ien tific  test to confirm  d iagn osis. S om e practitioners u sed  a 
standard form at for d isc lo sin g  the d iagn osis, w h ile  others tailored their approach to the  
ind ividual patient (C hapter 4  S ection  6 .3 ).

T h e study sh ow ed  that it w as rare for doctors to ask the patient’s p erm ission  to 
in v ite  the relative into the d iagn osis g iv in g  interview ; there seem ed  to b e  a taken for 
granted n otion  that this w ou ld  b e acceptable to the patient (C hapter 4  S ection  6 .2 ). It 
w as found that G Ps favoured te llin g  the patient the d iagn osis over a series o f  
appointm ents w h ile  C onsultants told in  one interview . T he tim in g  o f  appointm ents m ay  
b e an im portant factor in  this d ecision  as GP appointm ents last for ten m inutes w h ile  the  
duration o f  the C onsultant appointm ents can b e  as lo n g  as an hour (C hapter 4  S ection  
6 .5 ). D octors felt that the best tim e for d iagnosis d isclosure w a s at the b eg in n in g  o f  the 
d isease  trajectory, but then on ly  w h en  the patient w as ready. There is  no sc ien tific  
m easurem ent o f  p atien ts’ readiness and doctors u sed  their intuition, sk ill and k n ow led ge  
to d ecid e the b est tim e (Chapter 4  S ection  6 .5 ). D octors w ere  aware o f  a sen se  o f  
stigm a w h ich  pervaded the tim e o f  d iagn osis and ack n ow led ge the stigm atisin g  p ow er  
o f  the doctor w h en  g iv in g  the d iagn osis (Chapter 4  S ection  6 .8). C onsultants w itn essed  
the reaction to the d iagn osis d ifferen tly  from  the G Ps. C onsultants reported that 
patients w ere ob served  as b ein g  relieved , not often  shocked  or surprised, and exhib ited  
little  em otional reaction at the tim e o f  d iagn osis (Chapter 4  S ection  6 .9 .1 ) . T he  
exp erien ce o f  G Ps w as different and patients expressed  strong n egative  fee lin g s  m ore  
readily  in clu d in g  anger, anxiety , fearfulness, depression , devastation , shock , 
unhappiness, and su icidal thoughts w h ich  could  lead to clin ica l depression  (C hapter 4
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S ection  6 .9 .2 ). G Ps also reported that patients acted on these fee lin g s , so m e setting  
affairs in  order, som e exp erien cin g  a g r ie f  lik e  reaction, w ith  others so c ia lly  
w ithdraw ing. T his w ou ld  seem  to be, in  part, b ecau se  there w as a lon ger  tim e lapse  
b etw een  patients consu lting their G Ps and patients had tim e to p rocess and react to their  
fee lin g s and em otions (Chapter 4  S ection  6 .9 .3 ) . D octors again  reflected  their 
in d iv id u ality  as practitioners. H ow ever, there w a s a v ery  clear d istinction  b etw een  h ow  
C onsultants and G Ps experienced  the patients reaction  to the d iagn osis. T h ese  w ere the 
k ey  find ings concerning the tim e o f  d iagn osis w h ich  w ere m ain ly reported in  Study 1.

A  w ealth  o f  m aterial w as co llected  around h o w  the doctors understood their 
function  in  the p o s t - d ia g n o s i s  period. D octors concentrated their thoughts prim arily on  
pharm acological treatm ents and perceived  their task as prescribing and m onitoring the  
effec ts  o f  m edication . M ost C onsultants m onitored  the effects o f  m ed ication  on  p eop le  
w h o had a d iagn osis o f  A lzh eim er’s d isease but it w as rare that patients w ith  other types  
o f  dem entia w ere m onitored to the sam e extent. T h ey  w ere m ain ly  referred back  to the 
GP for prescribing m ed ication  to treat vascular d isea se  (Chapter 4  S ection  4 .3 ) and G Ps 
recogn ised  that p eop le  w ith  A lzh eim er’s d isea se  seem ed  to get the m o st in ten sive  
fo llo w  up from  P sychiatric S erv ices (Chapter 4  S ectio n  5). G Ps in  particular noted that 
patients required em otional support fo llo w in g  d iagn osis, id en tify in g  stron gly  n egative  
em otional responses experienced  b y  patients. A lth ou gh  Consultants w ere aw are o f  a 
need  for em otional support, they  rarely w itn essed  th ese  strong em otion al resp on ses, as 
patients behaved  differently  tow ards C onsultants and G Ps (Chapter 4  S ection  5 .1 ). T he  
lack  o f  appropriate em otional support w as seen  b y  Consultants as lim ited  b y  resources, 
neverth eless the need for im m ediate p ost-d iagn ostic  supportive fo llo w  up w as  
h igh ligh ted  as a gap in  the serv ice  b y  both G Ps and Consultants (C hapter 4  S ection  5 .1). 
T h ey  both put forward ideas for h o w  this gap sh ou ld  b e  filled , w ith  a resource akin to  
‘fam ily  type therapy’ b e in g  favoured w ith  a debate around w h o sh ou ld  d eliver  this 
service: C P N s w ith  m ore cou n se llin g  training or a sp ecia list dem entia cou n sellor  trained 
in  different aspects o f  the illn ess  (Chapter 4  S ection  5 .2 ).

D octors also understood their function as b e in g  referral agents. H ow ever , there 
w ere few  serv ices to w h ich  they could  refer and across the area there w ere  
in co n sisten c ies and no referral protocols, w ith  so m e doctors referring everyon e to C PN  
S erv ices w h ile  others referred few  patients and v iew ed  this as a luxury serv ice  for 
p eo p le  w ith  early dem entia due to scarce resources (Chapter 4  S ection  4 .4 ). H avin g  to  
deal w ith  this situation w ith in  the lim ited  resources took  its toll on  doctors.
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D octors in th is study recogn ised , and sp ok e freely  about the em otional im pact o f  
w ork in g  w ith  p eop le  w ith  an early d iagn osis o f  dem entia (C hapter 4  S ection  3 .2 ), w ith  
b oth  personal and p rofession a l elem ents in v o lv ed . T h ey  a lso  recogn ised  a lack  o f  
form al provision  o f  p rofession al su p ervision  and support. M an y doctors had derived  
their ow n  system  o f  d ea lin g  w ith  the stress o f  the job  but m ost w ou ld  have w e lco m ed  
support and supervision  on a regular b asis to h elp  com bat so m e o f  the stress.

T h ese w ere the k e y  findings from  Stu d y 1, in w hich  7 C onsultants and 12 G P s  
w ere  interview ed. T h e ev id en ce  o f  h o w  doctors understood their ro le  sh ow ed  that there  
w ere certain tasks w h ich  w ere particular to Consultants and others w h ich  w ere  
particular to G Ps, w ith  so m e b ein g  neither the provin ce o f  on e or the other but cou ld  b e  
seen  as interchangeable reflectin g  their shared m edical background. T he lan gu age  
u sed , or not used , w h en  g iv in g  the d iagn osis  seem ed  to be sim ilar, w ith  m ost doctors  
a v o id in g  the u se o f  the w ord dem entia. T h e m ost dram atic d ifference w as their  
observation  o f  patients’ reactions to the d iagn osis, w here C onsultants saw  little  
ev id en ce  o f  raw em otion  w h ile  G Ps reported strong negative em otion al reactions.

T he question o f  h o w  the person rece iv in g  the d iagn osis (the patient in  the  
reporting o f  the d octors’ study) exp erien ces the ro le  o f  the doctor and understands w hat 
is  m eant b y  their early d iagn osis o f  dem entia  w ill n ow  b e  rev iew ed .

7.1.3 Wliat is the patient’s pathway, into and through an early diagnosis o f dementia? 

T h e sign ifican ce o f  th is question  is in  relation  to reaching an understanding about w hat  
happens to p eop le  seek in g  a d iagnosis o f  early  dem entia. The q u estion  is o f  param ount 
im portance in understanding the patient’s p ath w ay and it is im perative that w e  trace its  
b eg in n in gs and con textu a lise  the pathw ay, that has in fluenced  h o w  participants in  this 
study b eg in  to form  their identity as so m eo n e  w ith  A lzh eim er’s d isease . T he ev id en ce  
pertaining to this qu estion  can b e  found m a in ly  in  Chapter 5.

It w as found that four o f  the f iv e  participants in this study did not seek  a 
d iagn osis b y  their o w n  volition; rather it w a s pursued on their b e h a lf  b y  their relatives  
(C hapter 5 S ection  2 .3 ). Prior to seek in g  a d iagn osis , ev idence su ggested  that changes in  
m em ory  function had to b e  ack n ow led ged  b y  the participants (Chapter 5 S ection  2 .2 ). 
T h is acceptance seem ed  to a llow  relatives to instigate m edical in vestigation s. E v id en ce  
o f  acknow ledgem ent o f  change w as presented  in  different w a y s. S p ec ific  even ts  
reported b y  three o f  the participants h igh ligh ted  their changes, w h ile  other less  dram atic 
realisations o f  change w ere  apportioned to the rem ain ing participants (C hapter 5 S ection
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5 .2 .3 ). F indings indicated that n egotia tin g  the healthcare system  w as co m p lex , 
geographically , p sy ch o lo g ica lly  and p h y sica lly  (Chapter 5 S ection  3 and 3 .2 ) w ith  each  
person entering the system  v ia  the sam e route w h ich  w as the GP, but arriving at the  
sp ecia list C onsultant v ia  d iverse routes, w ith  different w aitin g  tim es (C hapter 5 S ection
3 .1). It w as clear that initial contact w ith  Psychiatric S erv ices w as an anxiety  p rovok in g  
experience (C hapter 5 S ection  3 .2 ). F o llow -u p  appointm ents also evok ed  strong  
em otional fee lin g s, as p eop le  w aited  in  anticipation to rece iv e  their d iagn osis. W aitin g  
tim es for d iagn osis varied from a few  w eek s to several m onths, w h ilst the d iagn osis  o f  
one participant changed  over a tw o year period (Chapter 5 S ection  3 .3 ). E v id en ce  in  
this thesis su ggested  that there w ere  several k ey  issu es  pertaining to rece iv in g  the  
diagnosis: h ow  the d iagn osis w as delivered; doctor-patient interaction; len gth  o f  
diagnostic appointm ent (Chapter 5 S ection  4 .1); and the reaction to the d iagn osis  
(Chapter 5 S ection  4 .2 ). Four out o f  the fiv e  participants w ith  dem entia did not seek  the  
d iagnosis but w ere  persuaded to con su lt their doctor b y  a relative in order that a 
d iagnosis cou ld  b e  offered  (Chapter 5 S ection  5). Four out o f  the fiv e  participants w ere  
shocked b y  their d iagn osis (Chapter 5 S ection  4 .2 ), w ith  the predom inant fee lin g  b e in g  
fear (Chapter 5 S ection  4 .2 ).

O verall, ev id en ce  from this th esis suggested  that the pathw ay into and through  
an early d iagn osis o f  dem entia w as c learly  a unique exp erien ce for patients. W h ilst 
there w ere so m e sim ilarities, there w ere  no tw o cases ex a ctly  the sam e and each  
em braced their ow n  individual encounter w ith  A lzh e im er’s d isease  a long  the pathw ay  
that led  to their d iagn osis.

7.1.4 How do people who have received a diagnosis o f dementia integrate this 

knowledge into their lives and relationships? What are the issues that face people 

who have received a diagnosis, and what strategies do they use to address these 

issues?

H ow  p eop le  integrate their d iagn osis into their daily  liv e s  and relationships has n ot yet  
been  fu lly  understood. T he im portance o f  understanding such  a p rocess cou ld  h ave  
potential b en efits  to serv ice  providers to h elp  them  d esign  serv ices to m eet the n eed s o f  
p eop le  w ith  a n ew  d iagnosis. It could  a lso  have a b en efit to the p eop le  w ith  dem entia  
th em selves to in form  them  o f  w hat w a s happening to them  w ith in  their relationship  
context. T he ev id en ce  w h ich  inform s th is question is m ain ly  reported in C hapter 6 o f  
this thesis w ith  so m e supplem entary ev id en ce  b e in g  reported in  Chapter 5.
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Integrating the d iagn osis  into their daily  liv e s  and relationships w as a com p lex  
p rocess that all participants w ere in vo lved  in  but not all had com p leted  b y  the end o f  
their s ix  m onth  in volvem en t in the study. Integration m eant m ore than ju st acceptance  
in  this study, it also m eant that A lzh e im er’s d isease  had b eco m e in terw oven  into the  
identity  o f  the person w ith  the d iagn osis.

Integration seem ed  to b eg in  fo llo w in g  a form al d iagn osis o f  A lzh e im er’s d isease  
b y a doctor. Four out o f  the f iv e  participants w ere shocked  b y  w hat the doctor said  
desp ite h av in g  acknow ledged  ch an ges, and even  although on e person had exp ected  this 
diagnosis, it w a s n evertheless a traum atic event in all o f  their liv e s  to w h ich  they  had to 
respond in  so m e w a y  (Chapter 5 S ection  4 .1 ). There w as ev id en ce  to su g g est that this  
d iagn osis led  in itia lly  to em otion al turm oil and w as in flu en ced  b y  participants’ previous  
k n ow led ge and personal exp erien ce  o f  A lzh eim er’s d isease  w h ich  in turn in fluenced  
their exp ectation s o f  their future experience o f  h av in g  the illn ess  (C hapter 6 Section  
1.1).

F earfu lness w as the m o st strongly  and frequently experienced  em otion , centring  
prim arily on  fear o f  the future and fear o f  the ju d gem en t o f  others. O ther fee lin g s  
expressed  w ere  o f  uncertainty, bitterness, lo ss  and r e lie f  (C hapter 6 S ection  1). 
E xpressing em otion s and b e in g  ab le to d iscuss the d iagn osis w ith  others w as part o f  the  
integration p rocess but there w ere few  opportunities to have conversations that focu sed  
on their d iagn osis (Chapter 6 S ection  2.4); and at tim es p eo p le  struggled trying to 
process em otion s internally, w h en  speaking to others w as not p o ssib le  or not their  
preferred op tion  (Chapter 6 S ectio n  2 .4 ). B e in g  able to speak to friends and fam ily  
about the d iagn osis w as very  ch a llen g in g  and dem anding, indeed  te llin g  anyone w as  
difficu lt. T e llin g  others appeared to b e a crucial factor in the integration p rocess and 
this w as instrum ental in  p eo p le  m o v in g  from a secretive  stance to b e in g  m ore op en  and 
at ease  w ith  their d iagnosis (C hapter 6 Section  3 .1 ).

T here w ere  different com p on en ts o f  the te llin g  and the question  o f  w hether to 
tell or not (C hapter 6 S ection  3 .2 ) addressed one o f  the d ilem m as p eo p le  faced  about 
their d iagn osis, and various reason s w ere offered  for each sid e  o f  the argum ent. 
A nother d ilem m a w as w h o should  te ll, the person to w h om  the d iagn osis b e lon ged  or  
the relative w h o  w as w ith  them  at the tim e o f  d iagnosis. There is ev id en ce  to su ggest  
that the p rocess o f  telling or d isc lo s in g  the d iagn osis to others m ay  hold  the k ey  to the  
integration process, and it w as o n ly  w h en  p eop le  started to tell their ow n  story  about 
their d iagn osis that integration b eca m e m ore than a p o ssib ility  (Chapter 6 S ectio n  3 .3 ).
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T h e study su ggested  that a se lection  o f  p eop le  w ith in  the person w ith  dem en tia’s socia l 
netw ork w as inform ed o f  the d iagn osis and not everyon e should b e , or w as told  about it 
— o n ly  a se lected  au d ien ce heard the ‘te llin g ’ from  those w ho w anted  their story heard. 
There w ere both p o sitiv e  and n egative  im p lication s o f  te llin g  (C hapter 6 S ection  3 .4 ), 
but it w as the reactions to the te llin g  that help ed  to shape the n ew  id en tity  o f  the person  
w ith  A lzh e im er’s d isease . S o m e felt that their d iagn osis had b een  m in im ised  and th is in  
turn led  to a barrier to integration (Chapter 6 S ection  3 .6 ) w h ile  others felt affirm ed  
w h ich  encouraged them  to te ll their story again , w hich  led  to a greater sen se  o f  
integration. D esp ite  the affirm ation that p eo p le  gave, there w a s  o n ly  on e  occasion  
w here som eon e  w as prepared to d iscu ss the im p lications o f  the d iagn osis w ith  the  
person (C hapter 6 S ectio n  3 .6 ). A ll o f  the p eo p le  w ithin  the stu d y  recogn ised  and 
ack n ow led ged  their need  to d iscu ss the d iagn osis and their thoughts and fee lin g s  about 
th is and b e able to raise d ifficu lt issu es, w h ich  their fam ily  w ere  not prepared to do  
(C hapter 6 S ection  3 .7 ). T h is w as seen  as p ivota l to the integration p rocess, w h ile  not 
b ein g  able to talk o p en ly  about the illn ess w as ack n ow led ged  as h indering the process.

T he process o f  the te llin g  or re-authoring o f  the story had a tem poral elem en t in  
w h ich  w ere  w o v en  stories from  the past and projections for the future into the  
experienced  present (C hapter 6 S ection  4 ), en com p assin g  horror stories and fantasies as 
w e ll as different realities, in  w h ich  p eop le  w ith  dem entia had a different v ie w  o f  w hat 
w as real to their spouse. For exam ple, on e person  felt the presen ce o f  her parents but her 
husband did not share the experience. T he p rocess o f  re-authoring w as central to the 
act o f  m aking m eaning o f  current reality  (Chapter 6 S ection  4 .1 ). E v id en ce  from  this 
study su ggests that learning to liv e  w ith  the d iagn osis w a s an active  ch o ice  b y  
participants and the w ork  th ey  had to do to a ch iev e  this incorporated ack n ow led g in g  
and accepting  changes, pragm atic p lanning taking into account th ese  changes, and 
taking a p o sitiv e  p h ilosop h ica l stance (C hapter 6 S ection  4 .2 ). It led  to adjusting  
life sty le  to accom m odate the changes and adapting to a life  that w as d ifferent but could  
incorporate and continue m any aspects o f  life  as th ey  knew  it, and cou ld  still b e  liv ed  to  
its fu ll potential w ith in  a lim ited  freedom  (Chapter 6 S ection  4 .2 ).

F acing  a future w ith  A lzh eim er’s d isease  w as an im portant facet in  the 
integration process d esp ite  fears o f  a d im in ish in g  sen se  o f  s e l f  and an x ieties around an  
in ab ility  to k n ow  w h o th ey  w ou ld  b ecom e; fearful o f  not even  reco g n is in g  th em se lv es  
or sign ifican t others in  their liv es. O nce th ey  had w orked through th is fear, th ey  cam e  
to a fee lin g  o f  deep resignation  about their in ab ility  to change the path o f  the d isease.
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T h ey  a lso  recogn ised  that h o w  they  lived  w ith  it w as their ch o ice  to so m e  degree  
(Chapter 6 S ection  4 .3 ), coupled  w ith  h op efu ln ess that in the future sc ien ce  w o u ld  find  
a cure.

T he im pact o f  the d iagn osis integrated into relationsh ips often  in a covert, tacit 
m anner b ecau se  o f  the in ab ility  o f  fa m ily  m em bers and friends to d iscu ss the d iagn osis  
and its im p lications. A s  a result p eo p le  took  over tasks that the person w ith  the  
d iagn osis could  still do, but n egotiation  w as not part o f  this p rocess (C hapter 6 S ectio n
5). T h is led to relationships b ein g  threatened and p eo p le ’s au ton om y b ein g  underm ined  
and again it w as not until there w as d iscu ssion  about these issu es  that the im p lication s  
o f  the d iagn osis could  b eg in  to b e  integrated into the relationship . Friends seem ed  to  
factor in  the d iagn osis to relationships and m ake the n ecessary  adjustm ents w ithout 
d iscu ssion , but there w as an avoid an ce o f  the subject w ith  p eo p le  w h o accepted  the 
d iagn osis, accom m odated  it into their relationship  but continued  to refuse to have open  
d iscu ssion  (Chapter 6 S ection  5.1 and 5 .2 ). There w ere  a lso  threats to the relationship  
w h ich  w ill b e  addressed in the next section  on issu es that p eo p le  face o n ce  th ey  h ave  a 
d iagnosis.

7.1.4.1 Issues to be faced following diagnosis

It w as evident from  this thesis that p eo p le  had to face m an y issu es  in the p ost-d iagn ostic  
period, the m ost prom inent o f  th ese  b e in g  the stigm a associated  w ith  A lzh e im er’s 
d isease  and any type o f  dem entia. W ithin  this study p eo p le  feared b e in g  stigm atised  b y  
their fam ily , friends and w ider so c ie ty , w ith  the fear o f  b e in g  treated d ifferen tly  on ce  
their d iagn osis w as d isc lo sed  (Chapter 6 S ection  2 .2 ). It w as clear there w ere  also  
issu es  about stigm atising  th em selves from  their ow n  personal persp ective  about h o w  
they  perceived  A lzh e im er’s d isease  (C hapter 6 S ectio n  1). Other issu es  h igh ligh ted  
w ith in  the study w ere: a d ifficu lty  in  exp ressin g  em otion s about the d iagn osis (Chapter 
6 S ection  2 .4 ); the ow nership o f  and sharing inform ation about the d iagn osis (the  
te llin g) (C hapter 6 S ection  3.3); d ea lin g  w ith  lo ss  o f  autonom y and indep en d en ce  
accom panied  b y  a d im in ish in g  sen se  o f  s e l f  (Chapter 6 S ection  2 .3 ); the lack  o f  
w illin g n ess  o f  anyone to enter into d iscu ssio n  about the d iagn osis (Chapter 6 S ection  3); 
and the changing  balance o f  p ow er and p osition  w ith in  relationships (C hapter 6 . 5).

T h is study cla im s that m any o f  the n egative  issu es exp erien ced  b y  the person  
w ith  the d iagn osis hinder the integration process.
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T he d evelop m en t o f  strategies to cop e w ith  the issu es  arising fo llo w in g  d iagn osis  w as  
reported b y  the participants in this study as both practical and co g n itiv e  and th ey  w ere  
d ev ised  either b y  th em selves or in conjunction  w ith  their c lo se  relatives and friends. 
Stigm atisation  w as dealt w ith  in  tw o  different w a y s and w as felt to b e  caused  b y  the  
thought o f  other p eop le  k n o w in g  about their d iagn osis. T h is led  either to b ein g  
secretive  (C hapter 6 S ection  2 .2 ) so  that the n eg a tiv e  feedback  th ey  exp ected  w as  
avoided , or to b ein g  open  about the d iagn osis and its lim itin g  factors (C hapter 6 S ection
3 .2 )  , thus em bracing the external soc ia l stigm a. T h e stigm a w ith in  w a s dealt w ith  again  
in  a sim ilar m anner, b y  either ch o o sin g  to ign ore the d iagn osis and fee lin g s  associated  
w ith  it (Chapter 6 S ection  2 .4 ) and trying to liv e  as i f  everyth ing w as the sam e as before  
(Chapter 6 S ection  3 .3 ), or b y  exp ression  o f  their em otion s during the research project 
w h ich  then enabled the em otion al p ro cessin g  in  order to deal w ith  their sen se  o f  inner  
stigm a (Chapter 6 S ection  2 .4 ).

It w a s found in  this stu d y that on e o f  the d ifficu lties  that inhib ited  the expression  
o f  fee lin g s  and em otion s about the d iagn osis w as b eca u se  other p eo p le  d id n ot w ant to  
listen  or en gage in d ia logu e about the d iagn osis. T h is led  to a lack  o f  opportunity for 
p eo p le  to d iscu ss fee lin g s (C hapter 6 S ection  3 .7 ), and the research project again  
b ecam e a v eh ic le  to a llow  such d iscu ssio n  to take p lace.

Issu es around the ow nersh ip  and sharing o f  the d iagn osis w ere w orked out 
tacitly  w ith in  the fam ily , w ith  little  d iscu ssion . P eop le  w ith  a n ew  d iagn osis o f  
A lzh e im er’s d isease  do not a lw ays get the opportunity to m ake the d ec isio n s about h ow  
or even  w hether this in form ation  shou ld  b e  d issem in ated . There is  ev id en ce  in  th is study  
to su ggest that the strategy adopted b y  m ost p eo p le  is  co llu sio n  w ith  w hat their 
sp o u se /fa m ily  think is b est, w ith  exam p les o f  th is b e in g  relatives o f  Jam es and M aggie , 
w h o m o v ed  their p osition  to accom m od ate others w ith in  the fam ily  (C hapter 6 Section
3 .3 )  .

L oss o f  autonom y and in d ep en d en ce (C hapter 6 S ection  5 .2 ) w ere cou p led  w ith  
m an y pragm atic strategies w h ich  enabled d ec is io n  m aking sk ills  and ‘lim ited  
in d ep en d en ce’. T h ese w ere fin d in g  n ew  and d iverse  w a y s o f  so lv in g  potential problem s 
and included  en listin g  the h elp  o f  fa m ily  and friends in  rem inding p eo p le  o f  
appointm ents m ade, ask ing friends to drive to m eetin g s, bu ild in g  a routine and u sin g  a

7.1.4.2 Coping strategies used by people who have received a diagnosis
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diary for all engagem ents. M ax im isin g  sk ills  and recording in  w ritin g  different steps o f  
procedures and fo llo w in g  th ese  steps in  a m ethodical w ay  w ere  all w a y s o f  pragm atic  
planning  in order to p ro lon g  th e fee lin g  o f  independ en ce. E xploring alternatives such as 
eatin g  out instead o f  co o k in g , taking a taxi or b u y in g  a b icy c le  instead  o f  driving w ere  
ju st so m e exam p les o f  h o w  practical so lu tion s w ere b e in g  explored  (Chapter 6 S ection
4 .2 )  . T h ese  strategies w ere  a lso  practical w a y s in  w h ich  a d im in ish in g  sen se  o f  s e l f  w as  
o v ercom e. C ogn itive  strategies u tilised  in cluded  relating the cau se  o f  the d isease  
p rocess to external factors, at tim es ex istin g  in  a different reality, b y  accepting the  
d iagn osis  but a ctiv e ly  ch o o sin g  to ignore the inherent changes and b y  exp loring  such  
q u estion s as ‘w h o  w ill I b e  w h en  I d ie? ’(C hapter 6 S ection  4.1 and 4 .2 ). Em bracing the  
fears o f  the future w as balanced  out b y  the tentative h op efu ln ess and investm ent in  
sc ien ce  to find a cure (C hapter 6 S ection  4 .3 ).

Issues w ith in  relationships relating to the balance o f  p ow er  and changing  
p o sitio n  w ere dealt w ith  in  several d ifferent w a y s. There w as ev id en ce  o f  acq u iescen ce  
as all o f  the participants accepted  different p o sitio n s assigned  to them . There w as a lso  
ev id en ce  o f  p eo p le  circum venting  th ese  p o sitio n s b y  finding w a y s o f  continuing to b e  
independent w h en  the supporting relative w a s absent. T he other m ethod  o f  dealing  w ith  
th is w as to confront and refu se  to b e p osition ed  in  a n egative  w a y  (Chapter 6 S ection
5 .2 )  . Through the d iscu ssio n s w ith in  the research project m an y  o f  these issu es w ere  
reso lved  b ecau se there w as a third party present, how ever, th ese  d iscu ssion s w ere rare 
and m ost o f  the issu es  w ere dealt w ith  in  a covert and tacit m anner, w ith  n egotiation  
b ein g  v ery  rare.

7.2. Integrating findings with previous theory and research

T h e purpose o f  this section  o f  the th esis is  to d iscu ss and integrate the find ings from  this  
study in  relation to p rev iou s theory and research. There are a num ber o f  p laces that the  
fin d in gs m ake a contribution to the debates and therefore this section  m ay  appear 
repetitive in  nature.

7.2.1 Doctors’ construction o f meaning

W ithin  the m edica l literature, the m ean in g  o f  early dem entia has b een  studied around  
three or four m ain top ics, w ith  the predom inant focu s on the debate centring on w hether  
the d iagn osis o f  dem entia  shou ld  b e  d isc lo sed  to the patient or not. In Chapter T w o  o f
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th is th esis, the literature on  th is subject w as rev iew ed  and the k ey  con c lu sio n s w ere that 
there w ere m u ltip le  cau ses o f  this syndrom e (Jacques and Jackson 2 0 0 0 ) w ith  questions  
over  w hether or not it w as an exten sion  o f  norm al aging  (B rayne and C allow ay  1988), 
and that it w as d ifficu lt to d iagn ose and differentiate b etw een  early dem entia  and M ild  
C ogn itive  Im pairm ent (C hertkow  2 0 0 2 ). A nd  a d iagn osis can o n ly  b e  certain at p ost
m ortem  (Ballard 2 0 0 0 ). Early d iagn osis m eant early on in  the d isease  trajectory (K e lly
1995) and the im perative o f  m aking an early d iagn osis w as h igh ligh ted  b y  m any (B ond  
Chapm an, et al. 2 0 0 2 , B ryans, et al. 2 0 0 3 , D eK o sk y  2 0 0 3 , G ustavo 2 0 0 3 , H am ilton  
2 0 0 1 , L oG uid ice 2 0 0 2 , M anthorpe, I liffe  and Eden 2 0 0 3 , Rait, W alters and Iliffe  1999 , 
W ackerbarth and Johnson  2 0 0 2 ). T h ese  find ings are in  k eep in g  w ith  th ose  reported  
earlier in this thesis.

H ow ever, d octors’ constructions o f  early dem entia in  this study w ere also  
in flu en ced  b y  their o w n  personal encounters w ith  p eop le  w ith  dem entia, w hether in  
personal relationsh ips or socia l interactions and not confined  to purely  sc ien tific  
k n ow led ge. T his cou ld  account, in  so m e part, for the great d iversity  b etw een  the  
doctors in the study regarding h ow  th ey  constructed early dem entia. T he sc ien tific  
k n ow led ge  that th ey  gained  from  training and continuing p rofessional d evelop m en t  
w ou ld  b e  sim ilar in  both groups o f  doctors. I f  they w ere constructing their m ean in g  
purely  on  sc ien tific  k n o w led g e  then there w ou ld  have b een  m uch m ore o f  a sim ilarity  in  
h o w  doctors v iew ed  early dem entia and responded to patients. H ow ever, s in ce  th ey  
h ave all had very  different personal encounters and experiences o f  early dem entia, 
w hether w ith  relatives, friends or patients, this could  go  so m e w a y  to exp la in in g  the 
diverse  practice w h ich  w as w itn essed  in this research project. T his has not been  
p rev iou sly  reported.

T he debate around the d isclosu re o f  a d iagn osis h igh ligh ts and reflects m an y  
different aspects o f  h o w  doctors construct early dem entia. D isc lo s in g  a d iagn osis o f  
early dem entia had an ethical stance (D rickam er and Lachs 1992, Erde, N adal and 
S ch o ll 1988 , P inner 2 0 0 0 ) and w as likened  to the d iscu ssion  around d iagn osis  
d isclosu re to that o f  earlier attitudes to cancer (N ovack , et al. 1979 , O ken 1961). It w as  
thought each individual case  should  b e  evaluated but as a rule m ost p eop le  should  b e  
to ld  their d iagn osis o f  dem entia (D rickam er and Lachs 1992, V a ssila s and D on ald son
1998). H ow ever, th is w as not a v ie w  h eld  b y  all (H esketh  2 0 0 1 , M arkle 1993) and  
few er  than 50%  o f  doctors inform ed their patients about the d iagn osis accord ing  to later 
studies (C lafferty, B row n  and M cC ab e 1998 , Johnson, B oum an and Pinner 2 0 0 0 ), and
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the patient’s persp ective  w as m u ch  le ss  in ev id en ce  although so m e studies have asked i f  
p eo p le  liked  the idea o f  h av in g  a co p y  o f  their d iagn osis in  w riting  (E aton 2 0 0 2 , Jha, 
Tabet and Orrell 2 0 0 1 , Sm ith , et al. 2 0 0 1 , Sm ith and B eattie  2 0 0 1 ). W h ilst this  
inform ation w as m oderated b y  patients’ relatives m any felt that it w o u ld  b e  b en efic ia l to 
h ave a w ritten d iagn osis. H ow ever , rarely w a s the patient consu lted  and m ore norm ally  
it w as their fam ilies w h o  w ere asked for their v ie w s  (M cG uire, et al. 1996 , P ucci, et al. 
2 0 0 3 ).

In th is study there w as little  debate around w hether p eop le  shou ld  b e  told or not. 
It w as exp ected  that patients w o u ld  b e  told their d iagn osis u n less there w ere exceptional 
circum stances cited  such as th e person w ith  dem entia h avin g  a concurrent term inal 
illn ess. For th is group o f  doctors in vo lved  in  the study the debate around w hether to te ll 
has m oved  on, although it seem s from  the literature still to b e  an o n g o in g  d iscu ssion  
(D e  L epeleire, B untinx and A ertgeerts 2 0 0 4 ) in  various parts o f  the w orld . N o n e  o f  the  
doctors in  th is study offered  a w ritten d iagn osis to the patient or fam ily . H ow ever, the 
study opened  up so m e n ew  top ics lik e  w h o  w as the best p laced  to g iv e  the d iagn osis, the  
GP or the C onsultant, thereby ch a llen g in g  the taken for granted assum ption  that it 
should  b e  the Consultant, w ith  so m e G Ps arguing that they should  b e  the on es to g iv e  it 
to the patients w ith  w h om  th ey  already h ave a w e ll established relationship. It also  
high ligh ted  the question  about w h o  should  rece ive  the d iagnosis, shou ld  it b e  the patient 
alone or should  the relatives au tom atically  b e  included  in  the d iagn osis g iv in g  interview  
w ith  the Consultant? A gain  th is is  som eth in g  that happens au tom atically  and it w as  
stated that o n ly  on e  o f  the n in eteen  doctors in terview ed sought p erm ission  from  the  
patient to in clu d e the relative. T h is  w as sim ilar to the findings o f  C onnel et al. (2 0 0 4 ).

A  reluctance to tell had  a lso  b een  noted in  the literature w h ich  found m any  
different reasons w h y  p eo p le  should  not b e told , includ in g stigm atization , harm, 
protectiven ess, degree o f  dem entia , em barrassm ent at u sin g  the w ord dem entia, 
p rovisional d iagn osis, uncertainty, fear o f  causing  p sy ch o lo g ica l d istress, lo ss  o f  hop e  
or risk o f  su ic id e  (B o ise , et al. 1999 , B rodaty, et al. 1994, Fortinsky, L eighton  and 
W asson  1995 , Johnson, B ou m an  and Pinner 2 0 0 0 , R ice  and W arner 1994 , R ohde, 
P eskind  and R askind 1995, V an  H out, et al. 2 0 00).

D octors in  this study w ere  aware o f  th ese  barriers to g iv in g  a d iagn osis but they  
did not g iv e  them  as reasons w h y  p eop le  should  not b e  inform ed o f  their d iagn osis, 
although so m e o f  th ese  issu es  w ere  m entioned  in  d iscu ssion  as potential prob lem s for  
the patient. T h ey  all agreed that it w as a d ifficu lt and com p lex  task. H ow ever, th ey
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w ere m ore focu sed  on  the language that they  used w hen  g iv in g  the d iagn osis and  
debated w hether it w a s acceptable to u se  m etaphor and euphem ism  rather than say in g  
the w ord dem entia. M an y doctors, although not shying  aw ay from  g iv in g  a d iagn osis, 
did not w ant to u se  the w ord dem entia for m an y  o f  the reasons noted in the literature 
reported above. T h e d ifferen ce w as that th ey  w ere all con v in ced  that p eop le  shou ld  b e  
g iv en  a d iagnosis, but not sure ju st h o w  m u ch  inform ation, or w h at type o f  inform ation  
patients should have. S o m e doctors seem ed  to tailor the d iagn osis to suit the individ ual 
patient w h ile  others u sed  a sim ilar approach for all.

7 .2 .2  T h e  d o c to r s ’ u n d e r s ta n d in g  o f  th e i r  r o le  in  e a r ly  d ia g n o s i s

T h e literature reported in  Chapter 2  S ection  2 .3  relates to the ro le  o f  the doctor. T h is  
section  o f  the th esis w ill argue that doctors co-construct m ean in g  from  the tasks that 
th ey  undertake in  conjunction  w ith  h ow  they  see  their role. M any o f  the tasks  
undertaken b y  both groups o f  doctors in  this study are sim ilar, w ith  assessm en t, 
d iagn osis, m anagem ent and treatment cited  as the m ain duties (D raper 20 0 3 , V an  H out, 
et al. 2 0 0 0 ), w ith  G P s concerned m ore about the pre-d iagnosis phase o f  the d isease , and 
norm ally  referring on  to C onsultants in  O ld A g e  Psychiatry for form al d iagnosis (V an  
H out, et al. 2 0 0 0 , W attis 1996). A lthough  G Ps w ere referred to in  the literature as 
h old in g  a p ivotal p osition  (D o w n s 1996 , D o w n s, et al. 2 0 0 0 , W ilk inson  and M iln e  
2 0 0 3 ), there w as no ev id en ce  in  this study to su ggest that G Ps p erceived  th em selves in  
th is light, and d ifferin g  attitudes as to the im portance o f  early d iagn osis prevailed  in  
k eep in g  w ith  studies reported (E efsting, et al. 1996, V assilas 1999 , W ind, et al. 1994).

O ne o f  the d ifferen ces betw een  G Ps and C onsultants in  this study w a s the  
d isclosu re o f  the d iagn osis  and although it has b een  reported above, the taken for  
granted role o f  the C onsultant appears to incorporate the d isclosu re and m ost o f  the G Ps 
too  saw  this as part o f  the task o f  the C onsultant (Draper 2 0 0 3 ) , although so m e G Ps 
w ou ld  have w anted to g iv e  the d iagnosis th em selves.

A nother d ifferen ce w as that G Ps seem ed  to b e  m ore aw are o f  the em otion al 
resp on se to rece iv in g  the d iagn osis (D e  L epeleire, B untinx and A ertgeerts 2 0 0 4 ), 
w hereas C onsultants found that p eop le  felt r e lie f  and rarely w ere  shocked  or surprised  
b y  their d iagn osis and it w as noted that patients seem ed  to present d ifferently  in  c lin ic  
situations to that o f  the GP surgery.

D octors saw  th em selves as referral agents (V an H out, et al. 2 0 0 0 ). H ow ever , 
apart from  G Ps referring to C onsultants and v ic e  versa, there w ere  few  agen cies that
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w ere availab le for them  to refer to e sp ec ia lly  w h en  it cam e to em otional support for  
patients and fam ilies , and the lack  o f  p sy ch o lo g ica l support serv ices w as a gap that w as  
identified  b y  both  groups and recom m en ded  in  H D L  4 4  (2 0 0 4 ).

There is  a lso  ev id en ce in  this study that su ggests there is  an em otional im pact on  
the doctors w h o  describe a fee lin g  o f  sad n ess for the patients and also felt that th ey  had  
to present a p o s it iv e  im age on w hat th ey  perceived  to b e  a particularly n eg a tiv e  
prognosis. T here is  ev idence o f  this in  a study b y  M cW illiam s (1 9 9 8 ) w h o  a lso  
recom m ended that Consultants sh ou ld  h ave  access to professional support. D octors in  
th is study a lso  expressed  a need for support.

T he resultant stress incurred as part o f  their ro le w as ack n ow led ged  (M cIntosh , 
et al. 1999) as w a s the lack o f  support and supervision  provided  (B en b ow  and J o lley
1999).

7.2.3 The patients’ pathway

T h e patient’s pathw ay towards d iagn osis has not been  reported to any great extent in the 
literature b eca u se  it is  b y  its very  nature retrospective, but anecdotal ev id en ce  te lls  us  
that it is rarely patients th em selves w h o  seek  a d iagn osis, but their relatives w h o  
norm ally prom pt them  to seek  a d iagn osis. T his is ev id en ced  im p lic itly  in stud ies such  
as Fortinsky, L eighton  and W asson  (1 9 9 5 ) and H anson (1 9 8 9 ). T his w as a lso  the case  
in  this study, w h ere four out o f  f iv e  participants sought d iagn osis as the result o f  
prom pting from  fam ily  m em bers. T h ey  fo llo w ed  the p athw ay o f  b ein g  seen  b y  the GP  
and referred b y  the GP to the C onsultant (V an H out, et al. 2 0 0 0 ), w ith  the d iagn osis  
b ein g  m ade in  all cases at an early period in  the trajectory (K e lly  1995). D ifferen t tim es  
for the d iagn osis to b e  clarified resulted b ecau se o f  the lack  o f  d efin itive  testin g  (K aw as  
2 0 0 3 ) and the ch an ge b etw een  M ild  C ogn itive  Im pairm ent (M C I) and dem entia  (V isser
2 0 0 2 ). T he p athw ay continued w ith  h istories b ein g  taken from  the person  and their 
fam ily  m em ber, a lon g  w ith  form al co g n itiv e  testing, p h ysica l and n eu rop sych olog ica l 
testing and n eu ro-im aging (Santacruz 2 0 0 1 ). F o llo w in g  results from  th ese  tests, 
diagnosis w as g iv en  to the person and their fam ily  together (C onnel 2 0 0 4 ). T here w as  
no d ilem m a about w hether p eop le  shou ld  get the d iagn osis or not, un like m u ch  o f  the  
literature (B iem a ck i 20 0 3 , Fahy, et al. 2 0 0 3 ), although the language used  w as, in  som e  
cases, couched  in  euphem ism  and m etaphor (Johnson, B oum an and Pinner 2 0 0 0 , D e  
L epeleire, B untinx  and A ertgeerts 2 0 0 4 ). W hilst C onsultants felt that patients and  
fam ilies accepted  the d iagnosis and did not seem  surprised, th is w as actually  in  contrast
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to h o w  th ey  felt, as described w h en  four out o f  f iv e  o f  them  reported that th ey  w ere  
shocked  b y  the d iagn osis (C onnel 2 0 0 4 ) w ith  the predom inant fee lin g  b e in g  fear 
(H usband 2 0 0 0 ).

W hat stands out as d ifferent from  earlier literature reports is  the dearth o f  
inform ation about the patients’ jou rn ey  towards d iagn osis  and the actual d iagn osis, but 
this has to b e  anecdotal and retrospective. There h a v e  b een  no studies reported that 
have en gaged  p eop le  w ith  a d iagn osis as early in  the post-d iagn ostic  phase as th is study, 
w h ich  had all participants recruited w ith in  15 days o f  the d iagnosis. T h is study  
therefore g iv e s  a unique persp ective  on the p erson’s exp erien ce and h ow  th ey  integrated  
their n ew  d iagn osis o f  A lzh e im er’s d isease  into their liv es.

7.2.4 The integration process -  learning to live with a diagnosis o f dementia 

Learning to liv e  w ith  a d iagn osis o f  early dem entia is  a d ifficu lt and com p lex  p rocess as 
has b een  seen  throughout Chapter 6 o f  this thesis. It w ou ld  seem  that there is  a process  
taking p lace  that leads to the integration o f  such a d iagn osis into the p eo p le ’s d a ily  life. 
T his p rocess takes different len gth s o f  tim e for d ifferent p eop le  and in so m e cases it 
d oes not happen. It has been  evident, particularly in  the case  o f  Jam es, that o n ce  it d oes  
happen, as relatively  norm al a life  as p o ssib le  can b e  enjoyed , but this can b e  som eth in g  
o f  a d elica te  balancing act b etw een  the need  to continue as before and h av in g  to 
construct a different identity  (Pearce, Clare and Pistrang, 20 0 2 ).

T h is thesis increases our understanding o f  the p rocesses w h ich  are experienced  
b y  p eo p le  w h o  are n ew ly  d iagn osed  w ith  early dem entia .

In com m on  w ith  the study o f  H usband (2 0 0 0 ), fo llo w in g  the d iagn osis the initial 
fee lin gs w ere predom inantly o f  fear and other n egative  em otions con n ected  w ith  fear, 
w h ich  w ere fear o f  b e in g  ju d ged , fear o f  others fin d in g  out, fear o f  future depen d en ce  
m ost o f  w h ich  w as shaped to so m e  extent b y  p rev iou s experiences o f  dem entia . T his 
process is  com p lex  and unique.

A  crucial part o f  the integration process is te llin g  others but there has b een  little  
reference to im portance o f  th is in  the literature w ith  the excep tion  o f  P h in n ey  (2 0 0 2 )  
w ho qu estion s the ow nership  o f  the d iagn osis story b e liev in g  it to b e  a shared narrative 
rather than ju st b elon g in g  to o n e  person. There w a s a reluctance to tell the d iagn osis to 
others for fear o f  h ow  they  w o u ld  b e  evaluated b y  others and h ow  th ey  w ou ld  b e  
treated. W ithout b ein g  able to tell others there w a s no p ossib ility  o f  k n o w in g  h ow  
others w ou ld  react. Scant referen ce w as m ade to the te llin g , although for th e purposes
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o f  integration it w as found to b e  a crucial part o f  the process in  this study and it w as in 
the te llin g  that p eop le  began  to form  a different sen se  o f  s e l f  T his d ifferent sen se  o f  
s e l f  w as ach ieved  through the p rocessin g  o f  thoughts, b e lie fs  and fee lin g s  centred on the 
im pact o f  the d iagn osis and the projected future. There w as a need  for m aintain ing  
m u ch  o f  the o ld  s e l f  a lon gsid e  k n ow in g  that a co-construction  o f  a d ifferent s e l f  w as  
required (Pearce, Clare and Pistrang, 2002; M en n e, K inney and M orhardt, 2 0 0 2 ). T his  
tim e in  the integration p rocess is  c la ssified  as b e in g  in  a state o f  flu x  (Harris and Sterin,
1999) w ith  a need  to confront fears o f  the future. F acing  th ese  fears and nam ing them  
w ere found to b e  n ecessary  to m o v e  on (H usband 2 0 00).

7.2.5 The importance o f ‘the other’ in relationship
' jSabat’s (2 0 0 1 ) exp osition  on  the s e l f  personae leads us to b e lie v e  that w e  are 

dependant on  the cooperation o f  others for jo in tly  constructing a soc ia l identity. H anson  
(1 9 8 9 ) offers a m od el o f  h o w  fam ilies construct either p o sitiv e  or n egative  socia l 
identity  for p eop le  w ith  dem entia  either as defin itional deficit or d efin itional equality. 
T h e d efic it fam ilies indulge in  m alignantly  p osition in g  the person w ith  dem entia and 
m ake d ecision s w ithout con su ltin g  them  and generally  exclu d e them  from  d ecision  
m ak in g p rocesses, w h ile  the equality  fam ilies are m uch m ore in c lu siv e  and p ositive . 
W ithin  th is study it w as not quite as clear as an ‘either or’ position . Jam es b elon ged  for 
the m o st part to w hat H anson (1 9 8 9 ) w ou ld  describe as a defin itional equality  fam ily; 
although h e  did not d iscu ss h is d iagn osis w ith  h is fam ily, he d iscu ssed  everyth ing w ith  
h is w ife . H is fam ily  w ere not liv in g  w ith in  the fam ily  hom e. Ian w as part o f  an 
eq u ality /d efic it sp lit fa m ily  b ecau se  som etim es h e  w as consulted  and at other tim es  
ignored. T his w as sim ilar for Jenny although her fam ily  had m o v ed  from  b e in g  a d efic it  
to m ore o f  an equality  fam ily . B eth  and M a g g ie  both b elon ged  to d efin itional d efic it  
fam ilies w here th ey  w ere u su a lly  g iven  instruction rather than b e in g  consu lted  about 
w hat w as happening, and b ein g  the recip ients o f  m alignant p osition in g , although their 
fam ilies had their w elfare at the centre o f  all th ey  did, and thought that th ey  w ere d o in g  
w e ll b y  not burdening them  w ith  d ec ision s to m ake or d iscu ssion s to h ave  about their 
d iagn osis. F am ily  relationsh ips w ere param ount in  h ow  p eop le  learned to liv e  w ith  
their n ew  d iagnosis.

C ou p les’ reactions to the d iagn osis had both p o sitiv e  and n egative  e ffec ts  
accord ing to R obinson , Clare, and E vans (2 0 0 5 ), w ith  fee lin g s o f  relief, and 
understanding w h ile  others fe lt d ifferently  w ith  no alleviation  o f  their uncertainties.
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T h ey  also describe a p rocess o f  adjustm ent and lo ss  akin to m o d els  o f  grief, w ith  the  
p rocess o f  a ck n ow led g in g  lo ss  an im portant part in the overall process. L osses  
included: previous lifesty le; roles; independence; w h ile  ch an ges in the relationship  
resulted in inequality  o f  pow er, and their ro le w ith in  the relationship  also changed. For  
the m ost part the co u p les in  th is study w ere  m o stly  shocked; in itia lly , n o n e  expressed  
r e lie f  at their d iagn osis. T h ey  did exp erien ce changes in  ro les w ith in  the relationship  
w ith  Ian g iv in g  up driving and financial m anagem ent and h is w ife  taking on  th ese  roles, 
w h ile  M agg ie  struggled to b e  a llow ed  to do the cook in g  w h ich  she u sed  to do for a job , 
and had to do things behind  her daughter’s back b ecause her daughter w as fearful o f  her  
d oin g  too m uch. M ary and Jam es continued w ith  their separate ro les although  
adjustm ent had to take p lace  and M ary fe lt that her role had extended rather than 
changed  b ecau se sh e w as a lw ays the organiser and m anager. Jenny and R on  had 
changed  roles w ith  R on  trying to b e  over protective and thereby stiflin g  Jenny’s 
autonom y. D u  V u gt (2 0 0 1 ) reported changes in  the marital relationship  w ith  a d eclin e  
in  happiness, sexu a l expression  and equality. In this study the subject o f  the sexual 
activ ities w as n ever d iscu ssed  and n o-on e reported a change in  happin ess but the  
equality  o f  the relationship  w as affected  as reported earlier. S o m e partners experienced  
deterioration in the relationship  although at the sam e tim e felt m uch  closer. T h is w ou ld  
b e  true for o n ly  R on  (Jenny’s husband) and M ary (Jam es’s w ife ) , w h o  described  b e in g  
m ore open  about the situation th ey  w ere  in  than they had ever b een  in  all their married  
liv es.

Others p layed  a considerable part in  shaping a different s e l f  and th is cou ld  b e  
both  affirm ative and n egative  (Harris and Sterin, 1999), but w as a lw ays w as ach ieved  
through socia l interaction (Pearce, Clare and Pistrang 20 0 2 , Sabat 2 0 0 1 ). T h e n egative  
reaction o f  others w a s m ain ly  seen  as a result o f  stigm a w h ich  had an e ffec t on  se lf 
esteem  (Sabat 2 0 0 1 ) and p eop le  in this study tried to avoid  th is stigm a b y  b e in g  
secretive  about their d iagn osis, and this w as the m ain reason th ey  w ou ld  not share their 
d iagn osis. On the other hand, on ce  so m eo n e  had integrated their d iagn osis th is fear o f  
te llin g  w as less  lik e ly  to b e  avoided  and the person w ou ld  b e  m ore lik e ly  to d ev e lo p  a 
sen se  o f  agen cy  sharing their d iagn osis.

There w as no doubt that w ith in  the relationships, reciprocity  and m utuality  had  
d im in ished  to a greater or lesser  extent as w as show n b y  B aik ie  (2 0 0 2 ). A lth ou gh  they  
w ere dim inished , there w as an increase in  shared activ ities (H ellstrom , N o la n  and  
Lundh 2 0 0 5 ). T h is had little  to do w ith  reciprocity and m utuality and m ore to do w ith
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an increased sen se  o f  appreciation o f  the relationship  w here in o n e  instance, Jenny’s 
daughter m ade a point o f  m eetin g  her m other for co ffee  every  w eek  w h ich  is  som eth in g  
that sh e had not d on e before. On the other hand sp ou ses had b eco m e m ore protective  
and encouraging o f  d ep en d en cy  and le ss  lik e ly  to encourage au ton om y such  as Jenny’s 
husband w anting  to b e w ith  her all the tim e. M a g g ie ’s daughter n o w  included  her 
m other in the annual ho lid ay  abroad and this did not happen before. Jam es and M ary  
n o w  both p layed  b o w ls  b ecau se  M ary w as an xiou s about Jam es m ak in g  h is o w n  w a y  to  
the b o w lin g  a lley  so she decided  to take up the sam e hobby. T h ese  are all instances  
w ith in  the study o f  increased shared activ ities.

T he im portance o f  relationships cannot b e over em phasised . T h e extent to  
w h ich  the person w ith  dem entia is  supported p o sitiv e ly  or not dep en d s v ery  m uch on  
the quality o f  the relationships th ey  experience. H ow  a person learns to liv e  w ith  
dem entia is  v ery  m uch dependent on  their soc ia l relationships. H ow ever , it is  d ifficu lt  
to encourage supportive p o sitiv e  relationships in a clim ate o f  secrecy  and s ilen ce  w hen  
so m e o f  the participants w ere not w illin g  to share their d iagn osis ev en  w ith in  their ow n  
fam ilies. T h ose  w h o  did w ant to share their d iagn osis found that p eo p le  w ou ld  not 
a llow  them  to express raw em otion , but c lo sed  them  d ow n  w h en ever th ey  d ecid ed  to tell 
the d iagnosis, and that inhibited the process. T h ese  w ere com m on not o n ly  w ith  friends  
and fam ily , but w ith  the health care p rofession als too  as p eop le  w ere  m alignantly  
p osition ed  as dysfunctional patients, or co g n itiv e ly  im paired patients. T h is com p lex  
p rocess w ill n o w  b e  theoretica lly  analysed.

7.2.6 The process o f constructing a valued social identity with Alzheimer’s disease: 

the interaction between negative se lf and positive se lf

T he aim  o f  th is section  is to offer  a tentative theoretical form ulation that seek s to m ake  
sen se  o f  h o w  p eo p le  w h o  have b een  g iven  a d iagn osis o f  dem entia en g a g e  w ith  others in  
their life  to m ake m eaning  out o f  th is life  event. From  the m aterial presented  in  chapters 
4, 5 and 6 , it is  clear that a co m p lex  set o f  p rocesses and interpersonal interactions take  
p lace  at the tim e o f  d iagn osis and during the subsequent s ix  m onths. T he person  
d iagnosed  w ith  dem entia is in fluenced  b y  broader socia l attitudes; b y  the w a y  that 
p eo p le  around h im  or her understand and talk about the condition , and b y  their ow n  
characteristic w a y s o f  cop ing . W ithout w ish in g  to d eny the co m p lex ity  o f  w hat happens 
during this period, I w ou ld  w ish  to argue that there is  on e critical p rocess that stands at
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the centre o f  the ch a llen ge  faced b y  the person at th is period in  their life . T he fin d in gs o f  
this study su ggest that:

The key to the formation of a valued social identity in early dementia is 
linked to the capacity to tell others about the diagnosis. However, the 
significance of this act does not only lie in the ‘telling’ but in who is 
listening, how they listen and whether they are prepared to respond with 
compassion and love and are able to respond in a way that meets the needs 
of a person expressing the emotional meaning that the condition holds for 
them.

T he rem ainder o f  th is section  com prises an attem pt to articulate this statem ent m ore  
fu lly , back it up w ith  ev id en ce  from  the study, and exp lain  w h ere and h o w  it con n ects  
w ith  ex istin g  theory.

T he socia l construction ist notion o f  s e l f  and se lfh ood  that w as introduced earlier  
in th is thesis com p rises three aspects to selfh ood : s e lf1, se lf2, and se lf3 (Sabat 2 0 0 1 ,  
2 0 0 5 ) w h ich  a ffects h o w  a person is p osition ed  (Harre and van  L an gen h ove 1999 , Sabat 
and Harre 1992, 1 9 9 9 ) .  S e lf1 is  the s e l f  o f  personal identity, and expressed  through the  
u se  o f  personal pronouns, se lf2 is the s e l f  o f  ph ysica l and m ental attributes, past and  
present and se lf3 is  the soc ia l personae constructed w ith  the n ecessary  h elp  o f  others. 
W ithin  this study there is  ev id en ce  to su ggest that w h en  this theory is  applied to p eo p le  
w ith  a n ew  d iagn osis it g iv e s  a fresh understanding o f  the em otion al p rocess o f  the  
person. E ssentia lly , w h en  som eon e  rece iv es a d iagn osis o f  early dem entia, th is m ean s  
that a n ew  se lf2 attribute has been  added to that p erson ’s attribute system . T his n ew  
attribute can b e  seen  to con sist, at on e lev e l, o f  a self-statem en t a lon g  the lin es  o f  “I 
h ave A lzh e im er’s d isea se” . A t a less  overt lev e l, h ow ever, the d iagn osis activates w hat 
can b e  understood as a set o f  latent attributes, arising from  stigm atisin g  and n egative  
socia l im ages o f  and attitudes toward a person w h o  has “dem entia” . T his cluster o f  
n egative  and frightening attributes p o ses a threat to the stab ility  o f  that se lf2 attribute 
system  as a w h o le , as the person struggles to accept this latest attribute assign ed  to them  
b y  their doctor (in  th is study, the C onsultant in O ld A g e  Psychiatry).

In trying to assim ila te  the im plications o f  th is n ew  attribute, the person re lies  on  
their previous exp erien ce o f  w hat dem entia m eans to them , w h ich  m ay  b e a pretty  
n egative  and frightening picture, described  in  th is th esis b y  the them e ‘horror stories  
and fan tasies’ (C hapter 6 Section  4 .1 ). T h is n egative  im age m ean s that they  w ill h ave  a 
strong tendency  p osition  th em selves (re flex iv e  p osition in g ) accord in g  to that set o f
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undesirable attributes, as a person  w h o  is w orth less or has a “sp o iled  identity”. In other  
situations w h ere a person  is assign ed  an undesirable attribute (e .g . rece iv in g  n ew s that 
on e has not b een  su ccessfu l in  a jo b  application), it m ay  often  b e  p o ssib le  for the person  
to en gage in an internal d ia logu e in  w h ich  they  are ab le to  p lace  the bad n ew s “in  
p ersp ective”, for exam ple, b y  u sin g  read ily  availab le form s o f  accounting  such  as “I 
n ever w anted the jo b  anyw ay, I’m  happy w ith  w hat I’v e  go t”, and not a llow  it to have  
any m ajor im pact on their sen se  o f  se lf. In the case  o f  a d iagn osis o f  dem entia, h ow ever, 
the im p lication s o f  the n ew  attribute are so  total and overw h elm in g , and the lik e lih ood  
o f  rem edial se lf-d ia lo g u e  so lo w  (g iv en  the u n w illin g n ess o f  m em bers o f  our culture to 
speak  p o s it iv e ly  about dem entia), that the person in  the p ost-d iagn ostic  period  is  lock ed  
into a n ew  sen se  o f  s e l f  that is  frightening, underm ining and im m ovab le .

In order to m o v e  on from  that im age, the d iagn osed  person  m ust rely  on at least 
on e other person  in  order to co-construct a va lu ed  socia l id en tity  ( s e l f  ). For the person  
w ith  a n ew  d iagn osis this is  d ifficu lt to ach ieve. F indings from  this study reveal that 
p eo p le  are loath e to b eco m e in v o lv ed  in  any exch an ge o f  d ia logu e that w ill support the  
form ation o f  a p o s it iv e  s e l f  . O f  the 5 participants w h o  w ere in v o lv ed  in the study, o n ly  
on e  instance is  recorded o f  so m eo n e  b e in g  prepared to h ave  open  d ia logu e that 
em braced the em otion a l state o f  the person. Participants in  the study found that doctors  
treated em otion s as sym ptom s, e.g . p o ss ib le  depression  to b e  treated b y  drug therapy or 
a v is it  from  a nurse. D octor u sed  eu p h em ism s to avoid  sp eak in g  d irectly  about the 
condition . Friends and fam ilies ju st w o u ld  not en gage in  d iscu ssion  about h o w  the  
d iagn osis a ffected  the fee lin gs o f  the participant. Interactions w ith  doctors, and w ith  
fam ily  and friends, w ere largely  characterised b y  inform ation  exch an ge rather than  
dia logu e and m eetin g . T he result o f  all th is w as that em otion s had to b e suppressed and  
internalised, w ith  no opportunity to extern a lise  them . T h e attribute system  therefore  
rem ained in  an un stab le  state, b eca u se  o f  the con flict w ith in  the participant o f  trying to  
co m e to term s w ith , and assim ilate the n ew  attribute o f  b e in g  a person  w ith  dem entia.

A n y  conversation  or interaction that w ou ld  a llo w  the person  o p en ly  to d iscu ss  
the real personal m ean in g  o f  the d ia g n o sis  w ou ld  in ev itab ly  in v o lv e  the exp ression  o f  
em otion , for tw o  reasons. First, to im a g in e  b e in g  a person w ith  end-state dem entia  is  in  
i t s e l f  a terrifying proposition. S econ d , all o f  the n ew  se lf2 attributes associated  w ith  the  
d isease  set up co n flic t w ith  the p re-ex istin g  se lf2 attributes that had p rev iou sly  gu ided  
the participant’s life  as a h ealth y  person . For exam p le, a fee lin g  o f  lo ss  cou ld  b e  
understood as th e e ffec t o f  dem entia-dom inated  “b leak  future” attributes ob literating
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p rev iou sly -h eld  hopefu l future attributes. A ll o f  th e participants in  this study (and in 
other stu d ies) reported fee lin g  strong em otion s o f  fear, anxiety, lo ss  and frustration in  
the p ost-d iagn ostic  period. H ow ever , there w ere  v ery  few  reports or observations o f  
interactions w ith  other p eo p le  in  w h ich  em otion  w as o p en ly  expressed . W ithout 
exp ression  there w as no reso lu tion  and no m o v in g  on  to p o sitiv e  p osition in g . T he  
em otional p rocess w as not b e in g  a llow ed  to flo w , therefore there w as no reso lu tion  o f  
inner se lf2 con flict.

In order for a p o s it iv e  p osition in g  exp erien ce  to  take p lace  there had to b e  
opportunity to tell p eop le  about their d iagn osis (not m erely  inform  them ), and h o w  they  
fe lt about it. O n ly  then w ere  th ey  able to regain their personal a g en cy  and reposition  
th em selves. T h e p rocess that is  b e in g  described lo o k s  som eth in g  lik e  this:

D ia g n o sis  o f  early dem en tia  received  —> p osition  s e l f  n eg a tiv e ly  —► g iven  
opportunity b y  a sign ifican t and trusted other to express em otion s about 
d iagn osis  —> affirm ation g iv en  —►  b eg in n in g  o f  form ation o f  a valued  social 
id en tity  —► regain personal ag en cy  and b e  ab le take control o f  life  again  —> learn  
to liv e  w ith in  a lim ited  freedom .

I w ill n o w  illustrate this n ew  theory  u tilis in g  tw o o f  the case  study ind ivid uals, on e  w h o  
had this exp erien ce and the other w h o  did not.

Jam es w as a 68 year o ld  retired pharm acist. H e  w as norm ally  o f  a jo v ia l nature 
and very  active  in  h is church and in  h is com m unity, had lots o f  friends, h ob b ies and w as  
a m em ber o f  various clubs. H e  received  a d iagn osis o f  early A lzh e im er’s d isea se  from  
the C onsultant.

Jam es b ecam e very  d ep ressed  and d istressed  fo llo w in g  h is d iagn osis. H e felt 
that h is w orld  had com e to an end, and en v isaged  h is future as v ery  qu ick ly  
deteriorating (n egative  v ie w s  o f  the n ew  attribute o f  h av in g  A lzh e im er’s d isease) and he  
shared this w ith  m e on our secon d  m eeting: “the th in g  that w orries m e is  that this is  
g o in g  to go  on  deteriorating, and I w o n ’t k n ow  w h o  I a m .. .w hat I rea lly  dread is i f  it 
gets w o rse  and w orse and I forget w h o  you  [w ife ] are” (Jam es 2: 4 1 5 ). H ere, h e  is 
clearly  p o sitio n in g  h im se lf  n eg a tiv e ly  (m alignant p osition in g): “this is  a degenerative  
con d ition  for w h ich  there is  no  cure” (Jam es 2: 5 0 8 ). H e  v iew s  h im se lf  as deteriorating  
into o b liv io n . T his w as the picture o f  dem entia that h e  w as liv in g  b y  and th is w as h ow
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h e attributed dem entia to h im s e lf  (se lf2). It w a s d ifficu lt for h im  to lea v e  that p osition  
w ith ou t exp ressin g  h is fee lin g s . H is w ife , w h ile  very  supportive and reassuring, did not 
d iscu ss the em otional im pact o f  the d iagn osis. T his w as not their usual w a y  o f  
interacting. H e told  (in form ed) tw o p eop le , on e  h is insurance m an and one o f  h is fe llo w  
choir m em bers, both o f  w h o m  said th ey  w ere  sorry but d id not en gage in  any  
m ean in gfu l d iscu ssion  about h o w  this w ou ld  a ffect him . It w a s n ot until h e  decided  to  
share h is  fee lin g s about h is d iagn osis w ith  h is m inister that h e  w a s able to b eg in  
constructing a p o sitiv e  s e l f . W hat happened b etw een  him  and h is m inister w as a very  
in tim ate exchange. H e w a s ab le  to share the n ew s o f  h is d iagn osis w ith  h im , and to tell 
h im  that h e fe lt that h is w orld  w as co m in g  to an end. H is account o f  h is v is it  to the  
m in ister  is as fo llo w s

“H e w as ex ceed in g ly  good , h e  knelt d ow n  and prayed w ith  m e  and I fe lt that 
w as a very  good  thing. I think it released , I d on ’t know , a fee lin g  o f  tension  you  
k n ow , that I had actu ally  told so m eb o d y  and they w ere  sy m p a th etic ...I  felt a 
sen se  o f  r e lie f  at that p oin t that I had to ld  som eb od y  and go t it o f f  m y  c h e st... it 
w a sn ’t a shut out p rocess, [he d id n ’t say] you  can’t co m e back  to church or 
anything lik e  th a t...n o b o d y  e lse  has talked about h ow  I fe lt about it” (Jam es 3: 
35 & 47  6: 320 ).

In en ab lin g  Jam es to exp ress h is em otion s the m inister w as d o in g  som ething very  
p reciou s that Jam es had not experienced  anyw here e lse . H e w as listen ed  to, em braced, 
va lu ed , affirm ed and reassured o f  h is con tin u in g  p lace in  the church and in  h is o n go in g  
relationship  w ith  the m inister. It w as not ju st in  the act o f  sharing inform ation that 
Jam es w as able to co-construct h is valued  socia l identity, b ecau se h e had inform ed tw o  
other p eop le . It w as o n ly  in  the exp ression  o f  h is em otion  through the te llin g  o f  h is  
story that h e  w as able to d im in ish  the n egative  se lf2 attribute and a llo w  a p o sitiv e  se lf3 to  
form . From  that tim e Jam es, w ent on to te ll m an y other p eop le , but b y  then h e had  
recla im ed  h is ow n  p ow er and therefore w as ab le to p osition  h im se lf  in  relation to these  
others. H e w ou ld  tell p eo p le  h e  had a d iagn osis  o f  early A lzh e im er’s d isease  and h e  
to ld  them  that h e hop ed  that it w ould  not d im in ish  their relationship . H e w en t on  to  
integrate h is se lf2 attribute o f  A lzh e im er’s d isea se  as som eth ing  h e  cou ld  learn to liv e  
w ith  and adapted h is  life  to w hat h e ca lled  T eam ing to liv e  w ith in  a lim ited  freedom ’. 
W ith  the help  o f  h is m in ister in itially , h e  progressed  to b ein g  ab le  to form  a valued  
so c ia l identity. T he m in ister  had not p osition ed  Jam es m alignantly, but affirm ed him  as 
a person.
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T his reluctance o f  the person  w ith  dem entia to risk te llin g  the d iagn osis, w h ich  
w a s also  a find ing  in  th is study, gave  few  opportunities for th is kind o f  exch an ge to b e  
offered . H ow ever, ev en  i f  participants w ere  w illin g  to tell their d iagnosis, there w ere  
v ery  few  p eop le  w h o  are w illin g  to facilitate and w itn ess the expression  o f  such  raw  
em otion . A lthough  all o f  the participants w ere able to d iscu ss their em otional reaction  
to their d iagn osis w ith in  the context o f  the study, w ith  m e as researcher, the incident 
b etw een  Jam es and h is pastor w a s so m eh o w  very  different. It occurred w ith  so m eo n e  
w h o  h eld  a respected p osition  in  Jam es’s com m unity  and w h om  h e trusted. T h is tw en ty  
m in u te exch an ge a llow ed  Jam es to co-construct a p o sitiv e  m eaning  that a llow ed  h im  to  
m o v e  from  a p osition  o f  b e in g  stuck w ith  a n egative  se ll2 attribute to a p o sitiv e  se ll2 
persona.

Sabat (2 0 0 1 ) contends that “there can b e  a relationship b etw een  the p rocess o f  
p o sitio n in g  certain se lf2 attributes and the construction and m anifestation  o f  se lf3 
personae” (p. 20). T he relationship  described ab ove leaves little  doubt that there is a 
d efin ite  relationship  b etw een  the se lf2 and the se lf3, p o ss ib ly  on e that is m ore v is ib le  at 
the b eg in n in g  o f  the trajectory than later in  the d isease  process. Later in  the d isease  
p rocess, the pattern o f  se lf2 attributes o f  the person w ill have form ed into a m ore static  
pattern. A lso , at a later stage the co g n itiv e  and lin gu istic  e ffec ts  o f  the d isea se  w ill both  
m ak e it harder for the person  to en gage in  the kind o f  ep isod e that Jam es described , and 
at the sam e tim e reinforce the set o f  n egative  se lf2 attributes that lead to m alignant se lf
p osition in g .

T he antithesis o f  Jam es’s exp erien ce is  that o f  M aggie . M agg ie  w as 69  years o f  
a g e  w h en  she entered the study. Sh e w as a retired ch ef, w h o had b een  w id o w ed  four  
years earlier. She w a s a quiet reserved lady, w h o  shared her h om e w ith  her daughter 
and grand-daughter. S h e had a lim ited  netw ork o f  socia l relationships, w ith  very  few  
contacts outside her fam ily . H er m ain  pastim e w as w atch ing  the te lev isio n . M aggie  
rece iv ed  a d iagn osis o f  probable A lzh e im er’s d isease  from  a Consultant. S h e did not 
seek  th is d iagn osis for h erse lf  but w as encouraged to go  to the doctor b y  her daughter. 
M a g g ie  w as quite sh ock ed  b y  the d iagn osis and cou ld  not understand h o w  sh e got 
A lzh e im er’s d isease. S h e w as a very  private individual and did not even  w ant her sons  
to k n ow . H er daughter k new  b ecau se  she had accom panied  her to her appointm ent. 
A lth ou gh  she w as q u estion in g  her identity  and had w orries about w h o she w ou ld  b e  
fo llo w in g  her d iagn osis, “after that I still d o n ’t k n ow  w h o I am ” (M agg ie  2: 4 73  ). She  
p osition ed  h erse lf  n ega tive ly , b e in g  fearful about say in g  the w rong th ing in  front o f
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p eop le . She w orried about her deterioration too, although her o n ly  exp erien ce o f  p eop le  
w ith  dem entia w as lim ited  to w hat she had g lean ed  from  te lev ision . M a g g ie ’s daughter 
a lso  p osition ed  her m alignantly , although not deliberately so , b y  com paring her to  
p eo p le  w ith  dem entia in  residential care, and b y  taking over tasks that sh e  could  ea sily  
still m anage. M agg ie  w as therefore stuck in  a set o f  n egative  se lf2 attributes o f  
A lzh e im er’s d isease , w ith  little  h op e o f  m o v in g  on b ecau se she w o u ld  not a llow  others 
to b e  told  o f  her d iagn osis and therefore denied  h erse lf  the p o ssib ility  o f  a valued  socia l 
identity. H er reluctance around te llin g  trapped her in a m alignant p osition . It is  
d ifficu lt to anticipate h ow  M agg ie  m ight cop e w ith  her d iagnosis as tim e p asses, sin ce  
she had n o -o n e  e lse  w ith  w h om  to share her thoughts and fears. A lth ou gh  sh e had been  
allocated  a com m unity  nurse, they did not d iscu ss the d iagnosis or h o w  sh e fe lt about it, 
but instead en gaged  in  p leasant socia l exch an ge w ith  the nurse ch eck in g  h o w  she w as  
reacting to the m ed ication  sh e w as taking.

There is ev id en ce  (F ratiglion i, et al. 2 0 0 0 ) that the strength o f  a p erson ’s socia l 
netw ork is  p red ictive o f  h o w  vulnerable the person  is  liab le to b e  fo llo w in g  a d iagnosis  
o f  dem entia, but there is no ev id en ce  yet as to h o w  an active soc ia l netw ork w ou ld  
sustain  the person on ce  that d iagn osis w as g iven . The case m aterial presented here  
su ggests that the s ig n ifica n ce  o f  an active soc ia l netw ork m ay  lie  in  the fact that it 
p rovides the person w ith  dem entia a w ider range o f  p eop le  w ith  w h om  to have the kind  
o f  em otion a lly  h on est conversation  that Jam es had w ith  h is pastor.

T he im portance o f  p o sition in g  fo llo w in g  an early d iagnosis o f  dem entia cannot 
b e  overestim ated . It can in flu en ce  the pathw ay that is taken b y  the person  and h is/her  
fam ily  and socia l netw ork. T h e n egative  p icture painted o f  dem entia  b y  m any p eop le  
has its roots firm ly  entrenched in  the latter end o f  the d isea se  trajectory. T he  
opportunities afforded b y  p o sitiv e  p osition in g  at the tim e o f  d iagn osis  h ave m ajor 
im p lication s for h o w  the pathw ay o f  the entire process is  lived  and m anaged , both b y  
the person  and their fam ily . It also has m ajor im p lications for the p ro fession a ls serving  
this group o f  p eop le .

There are still m any questions around this theory that need  to b e  answ ered  
perhaps b y  further research. H o w  fixed  is  a n egative  se lf2 attribute? W hat can d islod ge  
it? Can p o sitiv e  p osition in g  do this? Can in v itin g  the expression  o f  em otion  do this? 
W hen is  the m ean in g  ascribed to a se lf2 attribute -  w h en  is  it laid  dow n? W hat activates  
it? There are a lso  practice oriented questions around the potential ro le  o f  health
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professionals in promoting “telling” and both accepting and facilitating the expression 
of emotion.

7.2.7 Therapeutic Tasks

The findings of this thesis have [raised] a number of possible implications in the 
development of counselling services for people diagnosed with early dementia. One 
way of beginning to make sense of the role of counselling in dementia is to identify the 
distinctive therapeutic tasks that are most relevant to working with people with early 
dementia.

A model of therapeutic tasks can operate as a set of guidelines for people in the 
helping professions in their efforts to support and enable people to come to terms with 
their diagnosis of early dementia. A therapeutic task is a goal-focused activity that is 
seen as something that therapist and client can work on together. Once a goal has been 
agreed, it is possible to break that goal down into much smaller steps or tasks. Some 
tasks may be self-directed while others may be engaged in collectively.

The idea that there is a set of tasks that need to be carried out also gives a very 
useful and straightforward explanation to clients and others of what therapists can do in 
this situation. These tasks listed below are derived both from the findings of the present 
study, and a reading of the wider literature.

The tasks appear below in no particular order, as there is no hierarchical 
structure to them. It is envisaged that some patients may require to explore one or two 
tasks in depth, while others may need help to engage with all of the tasks.

These tasks are offered as a tentative guide for therapists working with people 
with dementia and may be added to over time as more research in this area is 
undertaken.

1. Exploring the possibility of life as normal
Studies conducted by Phinney (1998) and Menne, Kinney and Morhardt (2002) both 
reveal the need of people with a diagnosis of dementia to continue with their normal 
pattern of life despite the challenge and struggle to maintain this. This has also been 
evident from this study, “we just do away as we did previously, more or less...as long 
as we can keep going the way we are I have no complaints” (Beth 3: 162 & 4: 57). The
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task of exploring what ‘life as normal’ has been for them and enabling and empowering 
them to continue with as much of that lifestyle as possible if they choose, is a crucial 
element of the counselling process. The use of problem solving skills to explore new 
ways of continuing would be useful in this task of continuing life as near normal as 
possible.

2. Evaluating the usefulness of different sources of information
People all have their own picture of what dementia means to them. In exploring what 
people think dementia is, there is an opportunity to dispel any myths and to help 
contextualise their own experience. This is also a time to evaluate and offer sources of 
useful information such as books or the internet and also to give information in a form 
that will be useful and meaningful to the person. Putting them and their families in 
touch with organisations such as Alzheimer’s Scotland and giving pertinent local 
information can be useful. For example, the Alzheimer Scotland 24 hour helpline, 
which operates a freephone service and received 5785 calls last year, and is accessed 
mainly by carers and families but is becoming an increasingly utilised resource for 
people with a diagnosis of dementia. 49% of these callers were seeking emotional help 
and this is increasing. (Helpline Report 2004/5). Other forms of help may come from 
psycho-educational resources and personal experience of working with people with 
dementia.

3. Understanding changing roles and relationships
Many people, at this stage in their lives, have well established relationships which 
undergo changes as an inevitable consequence of this diagnosis. Taken for granted 
roles, whether physical or emotional within relationships are under threat (Wright 1993, 
Pearlin et al. 2001) and mutuality and reciprocity is challenged (Baikie 2002). Not only 
do the people with the diagnosis have their own picture of what dementia is, but people 
with whom they have social relationships also have their own perceptions. These 
changes occur, as people position themselves and others differently, often in a tacit way, 
and frequently a slow erosion of power and autonomy takes place within meaningful 
relationships as people tend to take over tasks and roles once held by the person with 
dementia although they may still be able to complete these tasks. An understanding of 
these changes has important implications for members of the social network both now 
and in the future as Jenny explains: “if somebody has been compos mentis enough in
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the past you expect that to continue, you know instead that it is not going to, not by any 
manner of means” (5: 129), and her husband states why the relationship is changing, “I 
know that she has got a problem and I am more protective of her” (Ron 5: 251). Ideally 
counselling would be offered to partners and families, as well as people with the 
diagnosis, so that both parties would have an understanding of the process, and 
therefore more chance of preventing this erosion of power and autonomy.

4. Understanding the emotional process
Much of what characterises the strong emotional response to a diagnosis of dementia is 
the feeling of fearfulness, especially about the future, as was found in this study: “I feel 
worried that this is going to progress and I’m going to get worse and I feel distressed 
about that” (James 1: 379). When someone receives a devastating diagnosis like 
dementia it is understandable that they would experience emotional turmoil as they try 
to make sense of what is happening to them. There is a threat to their personhood and it 
is important that there is someone there for them to discuss this with as it is often too 
painful for the relatives and friends to discuss with them. Studies by Husband (1999,
2000) Moniz-Cook et al. (1998) and Brierly et al. (2003) have shown that different 
forms of counselling can help to facilitate the emotional process and provide support.

5. Addressing deep philosophical questions around personal identity
“The thing that worries me is that this is going to go on deteriorating and I won’t know 
who I am” (James 2:415). In the normal day to day lives we lead we rarely think that we 
will be different people when we die (Boden 1997), or indeed that we will be struggling 
with and trying to protect our sense of self (Sabat 2001). For someone with a 
progressive degenerative brain disease such as dementia, there is the question of how 
much of themselves will be lost in the process, and fears such as who they will be and 
will they remember their partners name are questions which frequently occupy the 
thoughts of people with dementia. Few opportunities arise to discuss this fully with 
someone who has the necessary listening skills and it is not something that people 
readily engage with. However, these issues are very real and occupy the thoughts of 
how the disease process will affect them. These are very difficult issues both to come to 
terms with and to share with people and the worries and fears of the future can be seen 
as part of the counselling agenda.
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6. Facing up to and embracing stigma
Stigma associated with a diagnosis of dementia was a common phenomenon 
experienced in this study: “it is a stigma...I wouldn’t like to broadcast it ...I would 
never think of telling the lady next door” (Jenny 5:61), and was the biggest single 
barrier to disclosing the diagnosis. The fear of what people would think of them 
following the diagnosis was powerful: “they look at you in a different light now and 
they begin to watch what they say and what you say...they would put you in a category 
and think there is not a lot of point in saying mu eh... anybody who knows would think 
less of you (Jenny 4: 205 65 & 81). People with dementia are stigmatised by society, 
by their families and by their friends, because they are portrayed as ‘other and different’ 
but sometimes the stigma comes from within. They stigmatise themselves and present 
themselves as having a spoiled identity (Goffman 1963), are stigmatised by association 
(Blum 1991), or are humiliated during assessment that highlights their deficits (Sabat 
2001).

7. Creating a modified personal and social identity
As people coming to terms with any type of debilitating diagnosis can experience, it is 
difficult to accept and then think of life never being the same following that diagnosis. 
Creating a different identity which incorporates that diagnosis is quite a complex 
process. This process is explored by Werezak and Stewart (2002) and Clare (2002). 
Sabat (2001) offers a social constructionist perspective which implicates the place of 
others in the co-construction of a different identity. This notion of co-construction is 
dependent on how others react to the person with dementia and whether they position 
them in a positive or negative way, and whether the diagnosed person accepts or rejects 
their positioning. From this study it is also seen as dependent on how the person 
positions themselves. The therapist has two main tasks here. First to explore identity 
that the person has assigned to themselves in relation to their diagnosis and second, to 
co-construct a positive position that can lead to a valued social identity.

8. Telling and retelling their story
The telling of their story in order that they are heard and their diagnosis becomes 
integrated into their lives and becomes part of them is a necessary part of the process of 
integration. Arthur Frank (1995) believes that ill people have to learn to think 
differently and the telling of the story is part of forming a different self. Telling a friend
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or family member that you have been given a diagnosis of Alzheimer’s disease or other 
type of dementia is a very difficult task and is something that people rarely discuss. A 
task of the counsellor would be to discuss this with the person and to help them 
formulate the words and phrases, to rehearse how they are going to tell and provide a 
safe space for them to practice the telling before they do this on their own. It is in the 
telling and the retelling of their story that it becomes both real to them and part of who 
they are. This could also become part of ‘family type therapy’ as according to Phinney 
(2002) this story is not only affecting the person but the family and it is a story which is 
jointly lived and therefore jointly told. It is in the joining in of telling the story that it 
becomes a shared experience.

9. Find a way through the health system
Finding your way through the health care system can be a challenge at the best of times 
when people are young and relatively fit. However, when the person trying to make 
sense of it all is older, and can at times become overwhelmed by details, then it is useful 
to have someone who would guide them through the process. It is therefore ideal if 
there is the offer of pre- and post-diagnostic counselling in order to provide support for 
the person and their family. One participant described her first visit to the clinic as “a bit 
of a nightmare” (Beth 1: 348), and to have someone explain what could be expected 
would go some way to addressing this ‘nightmare’. It would also help to make this 
process less Byzantine.

The tasks that have been identified here are useful for the training of dementia 
counsellors and health professionals using counselling skills in their work with patients, 
because they map out the training agenda. They are also neutral from the perspective of 
the psychotherapeutic models and are easily transferable through the different 
theoretical models of working. The existence of these tasks may hopefully go some way 
to offering a way of implementing aspects of the new knowledge that has been 
generated by this research study.

This list is not exhaustive. There are other helping activities that counsellors could 
provide such as psycho-educational counselling, and informing people of other helping 
bodies, such as Alzheimer’s Scotland, or the Alzheimer’s Society. There are also many 
issues that need to be raised regarding counselling people with dementia, such as the 
issue of who is best placed to do it. Should counselling be provided by CPNs with 
counselling training, or by counsellors with specialist knowledge of dementia? There
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are also important issues around the appropriate training and supervision of dementia 
counsellors. These are questions for further research.

7.3 Methodological issues raised by the study

This section of the thesis concentrates on the methodological issues highlighted by the 
study, such as the strengths and limitations of the research design, and possible changes 
that would be made in future studies.

7.3.1 Limitations of the research
At the outset of this study there was a only a restricted literature available which 
addressed the methodological issues pertaining to engaging the two different groups of 
people whose experiences I wished to explore. Writers on methodologies within this 
field were only beginning to call for inclusive and collaborative research design 
(Wilkinson 2002), and highlighting the potential benefits for research partnerships with 
people with dementia (Sabat 2003). To gain the perspectives of both groups, a decision 
was made to adopt different methods of data collection in Study 1 and Study 2. This 
strategy represents one possible limitation of the study, since it restricted the 
opportunity directly to bring together observations from doctors and patients. The other 
main limitation of the study lies in the relatively small sample size. It may well be that a 
larger sample size, reflecting a diversity of Health Board areas, might yield further 
themes and categories in relation to the experiences of both doctors and people with 
dementia.

7.3.2 Strengths o f the research
The main strength of this study was that it allowed the voice of the doctors and the 
voice of people with dementia to be listened to within one study. Methodologies 
engaging doctors in most previous studies have been quantitative and have not 
addressed many of the issues highlighted in this study. Rarely are doctors’ feelings 
reported, and rarely have they accepted the invitation to express their views in interview 
format. Similarly, people with dementia had rarely been invited to collaborate in the 
research design and most previous studies have not been ethnographic, but more 
frequently employed interviews. By utilising an ethnographic methodology it has been 
possible to include not only the person with dementia and their carer, but to incorporate
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the wider social network of relationships. Spending time sharing the lives of people 
with a new diagnosis of dementia has allowed deeper understanding of their experiences 
and perspectives. My own background as a health professional working within the 
region in which data were collected has, on balance, been advantageous, because it has 
allowed me access to informants that might have been denied to a researcher who was 
more of an ‘outsider’.

7.3.3 How the study might have been improved
Much has been learned from the people who have participated in this study and by the 
inclusive, collaborative research design. With hindsight, changes that may have 
benefited this study would have been to design it as one fully inclusive ethnographic 
study rather than adopting two different methods. To incorporate both groups would be 
a challenge but with the experience, my proposition would be to follow the patient’s 
pathway more closely and include their own GPs in the study, rather than selecting a 
different group of GPs who had no knowledge of the patients in the study. It would also 
have been useful to have spent time ‘hanging out’ with the Consultants for longer and to 
witness more closely what early dementia meant to them actually in practice. I was able 
to witness this with only three of the consultants who had enrolled the patients into the 
study. It would also be useful to follow people up over a longer period than six months 
to monitor the changes taking place within the social relationships. Despite these 
suggested changes, I have been privileged in gaining access to researching two groups 
of people who are rarely available to researchers.

7.4 Implications of the findings of this study

The implications of this study are wide ranging and have the potential to influence 
change in many different spheres. In this section I will discuss separately the 
implications for different groups: the research community, doctors, health service 
planners and providers, the policy makers and lastly and most importantly, people who 
have received a diagnosis of early dementia.
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7.4.1 Implications for further research
By adopting a social constructionist perspective it has been possible to challenge taken 
for granted assumptions that people with dementia should not or could not be active 
participants and collaborators in such a research endeavour. Without exception the 
people in this study really wanted to be part of it, even although they were unsure what 
it entailed initially. The main reason for people wanting to be involved in this project 
was to help other people who would be diagnosed after them, which was a truly 
altruistic motive, with only one person thinking that it might be of benefit to them. 
They also wanted to contribute to the body of knowledge which they saw as important. 
They saw themselves as being of benefit to others, and in turn felt that their diagnosis 
would not have been in vain. People with a diagnosis of dementia should not be 
excluded from research, but offered to be part of the process from the earliest possible 
moment so that they can become collaborators or partners in such research endeavours. 
Whilst the research community should be mindful of not exploiting people, it needs to 
rise to the challenge of finding new ways to be as inclusive as possible when it comes to 
working with this group of people. Cognitive decline should not be seen as a barrier to 
including people in all parts of the process of research. When asked the question 
‘would you think about becoming involved in further research?’ there was an 
unequivocal answer, which was yes. People with a diagnosis of dementia can 
contribute so much to our knowledge and understanding; they are just waiting to be 
asked. Furthermore, with notable exceptions of authors such as Gloria Sterin, Steven R. 
Sabat and Tom Kitwood, the position of the researcher in the research endeavour is 
largely invisible. Reflexivity is an important methodological issue and one that needs to 
be considered in view of the emotive element of working with people with dementia.

7.4.2 Implications for medical practitioners
Some doctors viewed their input in the life of the diagnosed following a diagnosis of 
dementia as minimal. While that may be the case, a relationship with their doctors is 
nevertheless a crucial part of the patient journey. What is said by doctors and how it is 
said at the time of diagnosis is highly significant for a person receiving a diagnosis and 
can have far reaching implications for both the person and their family. From the 
findings of this study, I would like to suggest the following in relation to this aspect of 
patient care.
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In order to enhance the process of integration of a diagnosis, doctors should first 
of all offer the diagnosis to the patient on his or her own, rather than include the family 
without previous consultation. It is taken for granted that relatives being present will 
support the patient through the receiving of the bad news; however, it could impede the 
integration process as the person with the diagnosis no longer has ownership of the 
diagnosis, as it is usually shared from the very outset and denies the person the 
opportunity to tell their own diagnosis story.

There is also a stigma felt by the medical profession around the word dementia 
and most practitioners in the study avoid the use of this word. If the profession is 
serious about tackling such stigma, and literature suggests that this is the case, doctors 
need to be much more at ease with the use of the terminology. Patients can detect when 
there is a hesitance on the part of the doctor and this only serves to increase the stigma 
felt by the patient and can compound their own difficulties about feeling unable to use 
the word in discussion with friends and family.

When a diagnosis has been given it is important to check out the picture that 
people have in their minds of Alzheimer’s disease or other forms of dementia. There is 
evidence in this study to suggest that people think of the end stage of the disease 
trajectory. Doctors could influence a different co-construction of meaning for the 
person receiving an early diagnosis. The emotional impact of a diagnosis should not be 
underestimated or neglected and doctors could refer patients for psychological therapies 
that could address this, with each patient having their own unique interventions 
designed with them rather than doctors perhaps prescribing short term post-diagnostic 
follow up, making it much more patient led.

There does not appear to be a consistent model of practice in Old Age 
Psychiatry throughout Tayside, and it would seem timely as a Managed Care Network 
develops that the fragmentation of the service could be addressed to work towards 
greater uniformity and cohesion while enhancing the patient journey, and sharing of 
good practice. The support offered to people with an early diagnosis requires urgent 
review in the light of these findings.

7.4.3 Implications for people with an early diagnosis of dementia
People with early diagnosis for the most part are struggling with negative images of 
dementia and learning to live with this diagnosis can be problematic. This study has
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shown that this does not have to be the case and things can be different if there is 
professional support for them in the immediate post-diagnostic period.

There is an emotional process to go through in order to integrate this diagnosis 
into the daily lives of people with dementia. This process can be facilitated by 
professional workers who can engage people in that emotional process to help make 
meaning out of the emotional turmoil to show people that it is not just a set of 
symptoms to be managed but emotions to be processed and in the process people find 
their own limited freedom within which they can live life to the full.

People with a diagnosis of early dementia still have the ability to make choices 
and have some control over how they live with dementia, providing they have someone 
there to guide them through their initial emotional process. However, it is not just the 
person receiving the diagnosis who has to process emotions pertaining to the diagnosis. 
It is also true for family members and it is important for families to be willing to share 
their feelings openly with the person who has the diagnosis. Although this is a painful 
process for all concerned it is nevertheless a necessary part of the coming to terms with, 
and learning to live with dementia. This is difficult to achieve without the facilitation of 
this process by a third party who is trained and has experience of the therapeutic 
process.

7.4.4 Implications for health service planners and providers
Services for people with an early diagnosis are very limited. The NHS HDL (2004) 44 
sets out clearly that people with a new diagnosis and their families should have access 
to support to assist with forward planning. However, there is work to be done before 
people can think of planning a future. There is a need for someone to facilitate them 
through the emotional trauma of receiving a diagnosis and coming to terms with it. The 
psychological wellbeing of the person is of paramount importance and little is suggested 
in the way of counselling or psychotherapeutic interventions. It is at the time of 
diagnosis that there is an opportunity to make a difference. By offering a 
counselling/psychotherapeutic input at this time, it will not only enhance the patient 
journey but will help to shape it into a more positive experience in learning to live with 
the diagnosis. When someone is diagnosed with cancer or AIDS, there is a multiplicity 
of services offered and available to the newly diagnosed person. However, this study 
shows that this is not the case for people being diagnosed with dementia. Analysis of 
the data has shown nine therapeutic tasks which will have implications for practice.
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Early intervention models of care have been largely dominated by a biomedical model 
in which treatment equals medication. Whilst this model is effective in many ways, it 
should not be the only perspective that is employed. This study has highlighted the need 
for psychological support at the time of diagnosis and has identified nine different 
therapeutic tasks that could be a useful guide to the therapist undertaking this work 
(Weaks, McLeod and Wilkinson 2006).

People who are diagnosed with dementia are very frequently older and have 
perhaps been in a loving relationship for many years. A diagnosis of dementia threatens 
that relationship as it brings a different ending from that which might have been 
perceived. This thesis has increased the evidence base around the importance of 
relationships within the context of an early diagnosis of dementia. Many of these 
relationships have endured over fifty years. The challenge to health service planners 
and professionals alike is to design a service that would find a way forward to protect 
and sustain these valued and enduring relationships and to help create valued social 
identities within the limited freedom that people with a new diagnosis of early dementia 
have to learn to live by.

7.5 Final reflections

This thesis has sought to bring a deeper understanding of how people with a new 
diagnosis of dementia learned to accept, adapt and integrate what it meant to them, and 
how they began the journey of this new and frightening chapter of their lives in which 
they had to ‘learn to live within a limited freedom’ that the diagnosis of Alzheimer’s 
disease had imposed on them. One of the prime objectives of the study was to hear the 
voice of the people involved in the diagnostic process of dementia. This has been 
achieved by employing in-depth qualitative methodologies that have sought to allow the 
experiences of participants to permeate throughout the research process. By engaging 
the doctors in qualitative interviews, it has been possible to gain a comprehensive 
insight into their practice, something which has rarely been accessed before. This has 
deepened our understanding of the process of the disclosure of diagnosis and the 
doctors’ role. The voice of the person with early dementia also has been heard. By 
engaging participants in the design process of Study 2, and by adopting an inclusive, 
collaborative ethnographic methodology, it has been possible to gain access to the
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emotional process which follows the diagnosis and the impact of the diagnosis on 
relationships within the social context in which people live.

From the findings of these two studies it has been possible to apply the 
theoretical perspectives of Sabat to people with a new diagnosis. His concept of a 
‘valued social identity’ has been elaborated to encompass the time of early diagnosis, 
which expands our understanding of how a valued social identity is developed or not 
from the outset. This concept embodies the key message of this thesis, that of the 
significance of ‘telling’ the story of the person with dementia and of the importance of it 
‘being heard’ and enacted upon.

Having completed this study, there are many fresh challenges that demand 
further attention. For example, the development of the theoretical perspective outlined 
in Chapter 7 Section 2.6 invites further research and elaboration. In addition, as an 
experienced practitioner I am very aware of the gap between research and practice. A 
major challenge that faces me is to publish work from this thesis in a way that will 
affect practice and encourage practitioners to adopt ways of co-constructing valued 
social identities among those diagnosed with early dementia. I believe that publications 
that convey the similarities found in the way both professionals and people with 
dementia co-construct their own meanings of the concept of early dementia may 
represent an important way forward, one that might lead to more of a possibility of 
partnership between patients and professionals and may help to counteract the 
propensity of professionals from treating people with dementia as ‘other’.

I also believe that the opportunities offered in a counselling relationship have the 
potential to encourage the development of the valued social identity and to offer ways of 
sustaining and supporting enduring relationships in those with dementia and their wider 
social networks. There are many issues to confront in this area around who would 
deliver counselling, and the need for training and evaluation in this field. No-one to 
date has developed a model of counselling specifically designed to meet the needs of 
people with dementia. Instead, studies that have reported on the use of counselling in 
early dementia have attempted to adapt theories and methods that are already available, 
without giving due consideration to whether or not new ways of counselling may 
require to be developed. Working together with colleagues to devise methods of 
offering counselling that are of maximum benefit to people with dementia, and which 
integrate with existing patterns of service delivery, is a substantial task for the future.
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I  would like to close this thesis by offering some final reflections on its 
meaning for me. This thesis opened with a preamble which took the reader through a 
potted history of how my career had developed to date, following the changing patterns 
of how people with dementia were treated within the health service. This personal 
journey has travelled from long term wards within mental hospitals in the mid-1970s to 
being involved in seeking further counselling training in order to offer more appropriate 
interventions to people with an early diagnosis of dementia, then to the decision to 
undertake further study. This career development found me turning to the research 
process in order to gain answers to some of the questions that were developing within 
me from a practice perspective. At the outset of this research endeavour I was a 
pragmatic practitioner seeking a way of coming to a better understanding of how the 
patients I had been working with constructed and made meaning from their experience 
of having been given a diagnosis of early dementia.

Throughout this journey into a new chapter of my own life, which involved 
embracing the relatively unknown world of academia, I could relate to the fearfulness of 
the people in this study. Metamorphosis is an uncomfortable state and I struggled at 
times to come to terms with the change from pragmatic practitioner to my new self2 
attribute of academic researcher. Now as I write the concluding phrases of this thesis I 
ponder the future. Reaching a new understanding is not an end in itself but rather the 
beginning of an opportunity, not just to follow trends in health service practice but to 
co-construct new practice and policies. From that new understanding, my hope is of 
being able to influence the future research, practice, policy and planning of how people 
with a new diagnosis are treated within the health service. My personal challenge is to 
tell the story of the people in this thesis who are learning to live within their limited 
freedom, in a form that can be heard by those who can make these changes possible.
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U N IV E R S IT Y

A B E R T A Y  D U N D E E

D e a r  D o c to r ,

"Psychosocial impact on patients and medical practitioners of diagnosis of 
patients presenting with changes in memory function
I w r it e  to  in v it e  y o u  to  ta k e  p a r t in  th is  q u a lita t iv e  s tu d y ,  w h ic h  is  b e in g  c a rr ied  
o u t  w i t h in  T a y s id e  a n d  is  f u n d e d  b y  T a y s id e  P r im a r y  C a re  T ru st.
Y o u  w o u ld  b e  r e q u ir e d  to  a g r e e  to  a n  a u d io -r e c o r d e d  s e m i-s tr u c tu r e d  
in te r v ie w , w h ic h  w o u ld  la s t  fo r  a p p r o x im a te ly  6 0 -9 0 m in u te s  o f  y o u r  t im e . T h e  
p u r p o s e  o f  th is  in te r v ie w  is  to  m a p  c u r r e n t g e n e r a l p r a c tic e  th in k in g  w i t h in  
T a y s id e  o n  th e  su b je c t  o f  e a r ly  d ia g n o s is  o f  d e m e n t ia  a n d  h o w  th a t  im p a c ts  o n  
p a t ie n ts  a n d  m e d ic a l  p r a c tit io n e r s  w i t h in  th e  f ir s t  6  m o n th s  o f  a  d ia g n o s is  
T h e  in fo r m a t io n  fr o m  th e  in t e r v ie w s  w i l l  b e  c o d e d  a n d  s to r e d  in  a  s e c u r e  
c a b in e t  a n d  y o u  c a n  b e  a s s u r e d  o f  a n o n y m ity  a n d  c o n f id e n t ia l ity . W h e n  th e  
s t u d y  is  c o m p le t e d  th e  ta p e s  w i l l  b e  w ip e d .  A r o u n d  1 2  o f  y o u r  c o l le a g u e s  w i l l  
a ls o  b e  in v i t e d  to  ta k e  p art.
If y o u  a re  in te r e s te d  in  b e in g  in t e r v ie w e d  p le a s e  r e tu r n  th e  tea r  o f f  s l ip  a t  th e  
b o t to m  o f  th e  p a g e  a n d  r e tu r n  i t  to  m e  in  th e  s ta m p e d  a d d r e s s e d  e n v e lo p e  
s u p p lie d .  I w i l l  th e n  c o n ta c t  y o u  to  a r r a n g e  a su ita b le  t im e  a n d  v e n u e  fo r  u s  to  
m e e t  a n d  d is c u s s  th is  r e se a r c h  to p ic .
If y o u  w o u ld  l ik e  to  k n o w  m o r e  a b o u t  th is  r e se a r c h , p le a s e  d o  n o t  h e s ita te  to  
c o n ta c t  m e: T e le p h o n e  0 1 3 8 2  3 0 8 0 0 0  e x t  7321  o r  e -m a il  0 0 1 4 2 7 9 @ a b er ta y .a c .u k

Y o u r s  s in c e r e ly

D o t  W e a k s  
P h D  S tu d e n t

N A M E .............................................................
ADDRESS..........................................................
CONTACT TELEPHONE NUMBER.......................................
E-MAIL............................................................

Thank you for taking the time and interest in this study and 
for agreeing to be interviewed.
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The Aims and Objectives of the Study

1 . T o  e x p lo r e  th e  p a t ie n ts 7 e x p e r ie n c e  o v e r  th e  f ir s t  s ix  m o n th s  f o l lo w in g  a n  
e a r ly  d ia g n o s is  o f  d e m e n t ia ,  in  c o n ju n c t io n  w i t h  th e  fa m ily  m e m b e r .

2 . T o  d is c o v e r  w h a t  th e  s u b je c t iv e  v i e w  o f  th e  p a t ie n ts 7 s u p p o r t  n e e d s  a re  o v e r  
th a t  p e r io d , in  c o n ju n c t io n  w i t h  th e  fa m ily  m e m b e r .

3 . T o  a n a ly s e  fa c to r s  w h ic h  f a c i l i t a t e / in h ib i t  s p e c ia l is t  c o n s u lta n ts  in  o ld  a g e  
p s y c h ia tr y  c o m m u n ic a t in g  a n  e a r ly  d ia g n o s is  o f  d e m e n t ia  a n d  a s c e r ta in in g  
h o w  th e y  s e e  th e ir  r o le  w i t h in  th e  f ir s t  s ix  m o n th s  o f  p a t ie n t  c o n ta c t .

4 . T o  a n a ly s e  h o w  G P s s e e  th e ir  r o le  w i t h  p a t ie n ts  w h o  h a v e  b e e n  g iv e n  a n  
e a r ly  d ia g n o s is  o f  d e m e n t ia  a n d  d u r in g  th e  f o l lo w in g  s ix -m o n th  p e r io d .

D e s i g n  o f  t h e  S t u d y
T h is  s t u d y  w i l l  b e  d iv id e d  in to  t w o  p h a se s :
1] M a p p in g  c u r r e n t p r a c tic e  o f  G P s  a n d  C o n s u lta n ts  in  O ld  A g e  P s y c h ia tr y
2] E x p lo r in g  p e r s o n a l e x p e r ie n c e  o f  p e o p le  w h o  h a v e  r e c e iv e d  a n  e a r ly  
d ia g n o s is  o f  d e m e n t ia

P h a s e  1: M a p p in g  c u r r e n t p r a c t ic e  ( J u ly — D e c e m b e r  2003)
P h a s e  o n e  w i l l  b e  a q u a lita t iv e  s t u d y .  D a ta  w i l l  b e  c o lle c te d  u s in g  s e m i-  
s tr u c tu r e d  in -d e p th  in te r v ie w  to  g a th e r  th e  v ie w s  a n d  e x p e r ie n c e s  o f  a ll th e  
C o n s u lta n ts  (n = 8 ) in  O ld  A g e  P sy c h ia tr y  in  T a y s id e  a n d  a n u m b e r  o f  G e n e r a l  
P r a c t it io n e r s  in  T a y s id e  (a p p r o x  1 0 -1 5  u n t il  s a tu r a t io n  o f  d a ta  is  r e a c h e d ) . T h e  
in t e r v ie w s  w i l l  e x p lo r e  c u r r e n t p r a c tic e  a n d  v ie w s  a s  w e l l  a s  ca r e  o f fe r e d  to  
p e o p le  w i t h in  th e  f ir s t  s ix  m o n th s  o f  a n  e a r ly  d ia g n o s is  o f  d e m e n t ia .  T h e  d a ta  
w il l  b e  a n a ly s e d  u s in g  th e  s ta n d a r d  q u a lita t iv e  te c h n iq u e  o f  g r o u n d e d  th e o r y  
a n a ly s is  (S tra u ss , A . a n d  C o r b in , J. 1 9 90). T h is  m e th o d  is  w id e ly  u s e d  in  h e a lth  
r e se a r c h , a n d  e n a b le s  s y s te m a t ic  c a te g o r is a t io n  o f  in fo r m a n ts ' a c c o u n ts  to  
p r o d u c e  a  s tr u c tu r e d  u n d e r s ta n d in g  o f  th e  m e a n in g s  o f  m e d ic a l  p r a c t it io n e r s 7 
e x p e r ie n c e s  o f  ca re  o f  p e o p le  w i t h  a n  e a r ly  d ia g n o s is  o f  d e m e n t ia .

The Sample
T h e  s a m p le  fo r  p h a s e  o n e  o f  th e  s t u d y ,  w h ic h  is  a  p u r p o s iv e  s a m p le ,  w i l l  b e  a ll 
c o n s u lta n ts  in  O ld  A g e  P sy c h ia tr y  in  T a y s id e  a n d  a  n u m b e r  o f  G e n e r a l  
P r a c t it io n e r s  fr o m  a c r o ss  T a y s id e .  G e n e r a l P r a c tit io n e r s  w i l l  b e  r e c r u ite d  u s in g  
a  s n o w b a ll  s a m p lin g  m e th o d . T h e  n u m b e r  o f  G e n e r a l P r a c tit io n e r s  is  a s  y e t  
u n k n o w n  b u t  w i l l  b e  a p p r o x im a te ly  1 0 -1 5  a n d  w i l l  b e  d e te r m in e d  b y  h o w  
m a n y  in te r v ie w s  are n e c e s s a r y  to  r e a c h  sa tu r a t io n  o f  th e  d a ta . S a tu r a t io n  
o c c u r s  w h e n  n o  n e w  c a te g o r ie s  a p p e a r  w it h in  th e  p r o c e s s  o f  a n a ly s is .
T h e  r e a s o n s  fo r  th is  s a m p le  o f  m e d ic a l  p r a c t it io n e r s  to  b e  c h o s e n  to  s t u d y  is  
that:
1 ) G e n e r a l P r a c tit io n e r s  a n d  C o n s u lta n ts  in  O ld  A g e  P sy c h ia tr y  a re  u s u a l ly  th e  
f ir s t  a n d  fr e q u e n t ly  th e  o n ly  c o n ta c t  th a t  p e o p le  w i t h  a n  e a r ly  d ia g n o s is  o f  
d e m e n t ia  a n d  th e ir  fa m ilie s  h a v e  w i t h  th e  h e lp in g  p r o fe s s io n s .
2 ) T h e y  a r e  th e  o n ly  p r o fe s s io n s  e q u ip p e d  a n d  le g a l ly  e n t it le d  to  g iv e  a  m e d ic a l  
d ia g n o s is .
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P h a s e  2: E x p lo r in g  p e r s o n a l  e x p e r ie n c e  (O c to b e r  2 0 0 3 -D e c e m b e r  2 0 0 4 )
P h a s e  t w o  w i l l  e m p lo y  a  q u a lita t iv e  m e t h o d o lo g y  u s in g  a n  e th n o g r a p h ic  
a p p r o a c h  to  d a ta  c o lle c t io n . In it ia lly  s e m i-s tr u c tu r e d  in  d e p th  in t e r v ie w s  w i t h  
u p  to  15  p u r p o s iv e ly  s e le c te d  p e o p le  a c r o s s  T a y s id e  w h o  h a v e  b e e n  g iv e n  a n  
e a r ly  d ia g n o s is  o f  d e m e n t ia  b y  a s p e c ia l is t  in  O ld  A g e  P s y c h ia tr y  a n d  th e ir  
fa m il ie s  w i l l  b e  in v it e d  to  p a r tic ip a te . F o l lo w in g  th e  in it ia l e n c o u n te r ,  
n e g o t ia t io n  w i l l  ta k e  p la c e  b e t w e e n  th e  p a t ie n t , fa m ily  a n d  r e se a r c h e r  a s  to  th e  
fr e q u e n c y  o f  c o n ta c t  th e y  w i l l  h a v e  o v e r  th e  n e x t  6  m o n th s .  T h e  p u r p o s e  o f  
e m p lo y in g  a n  e th n o g r a p h ic  a p p r o a c h  to  th is  s t u d y  is  to  e n a b le  th e  c o lle c t io n  o f  
r ich , d e s c r ip t iv e  d a ta  in  o r d e r  to  g a in  a  b e tte r  u n d e r s ta n d in g  a n d  in s ig h t  o f  th e  
e f fe c ts  o f  b e in g  g iv e n  th e  e a r ly  d ia g n o s is  o f  d e m e n t ia ,  w h ic h  c a n n o t  p o s s ib ly  b e  
o b ta in e d  in  o n e  in t e r v ie w  w i t h  a  s tr a n g e r . T h e  r e se a r c h e r  ta k e s  o n  th e  r o le  o f  
p a r t ic ip a n t  o b s e r v e r  a n d  p a r t ic ip a te s  in  th e  l iv e s  o f  th e  r e s e a r c h e d  e .g .  
a c c o m p a n y in g  th e  p a t ie n t  to  th e  c lin ic , w h i le  k e e p in g  a p r o fe s s io n a l  d is ta n c e  in  
o r d e r  to  a l lo w  r e c o r d in g  o f  d a ta  fr o m  th e  o b s e r v a t io n s . F u r th e r m o r e  it  w i l l  
a l lo w  a  d e e p e r  a w a r e n e s s  o f  th e  p r o c e s s  b e in g  e x p e r ie n c e d  a n d  th e  s u p p o r t  
r e q u ir e m e n ts  th a t  p a t ie n ts  a n d  th e ir  fa m il ie s  r e q u ir e  a t th is  s ta g e  in  th e ir  l iv e s .

The Sample
T h e  s a m p le  fo r  th is  p h a s e  o f  th e  s t u d y  w i l l  b e  p u r p o s iv e  a n d  p a t ie n ts  w h o  h a v e  
b e e n  g iv e n  a  d ia g n o s is  o f  e a r ly  d e m e n t ia  w i l l  b e  in v it e d  to  p a r t ic ip a te  in  th e  
s t u d y  b y  th e  c o n s u lta n t  m a k in g  th is  d ia g n o s is .  It is  a ls o  a n t ic ip a te d  th a t  f a m ily  
m e m b e r s  w i l l  b e  in v i t e d  to  b e  in t e r v ie w e d  d u r in g  th e  s tu d y .  It is  n o t  k n o w n  
h o w  m a n y  fa m ilie s  w i l l  b e  ta k in g  p a r t  a n d  a g a in , a s  in  p h a s e  o n e , it  w i l l  d e p e n d  
o n  h o w  m a n y  in t e r v ie w s  a n d  e n c o u n te r s  it  w i l l  ta k e  in  o r d e r  to  r e a c h  s a tu r a t io n  
o f  d a ta  d u r in g  th e  p e r io d  o f  a n a ly s is .

Inclusion  criteria for p eo p le  w ith  dem entia in  this study are:
I n te r v ie w e d  n o t  m o r e  th a n  s ix  w e e k s  a fter  b e in g  g iv e n  th e ir  d ia g n o s is  o f  
d e m e n tia ;  p e r s o n  h a s  b e e n  in fo r m e d  o f  th e ir  d ia g n o s is  b y  a c o n s u lta n t  in  O ld  
A g e  P sy c h ia tr y ;  s u f f ic ie n t  c o g n it iv e  c a p a c ity  a n d  m e m o r y  to  c o n tr ib u te  v e r b a l ly  
to  a  c o n v e r s a t io n  a n d  b e  a b le  to  d is c u s s  i s s u e s  o f  d a ily  l iv in g ;  a b s e n c e  o f  o th e r  
m e n ta l  d iso r d e r s . I n c lu s io n  c r iter ia  fo r  th is  s t u d y  a re  b a s e d  o n  h a v in g  
c o g n it iv e  c a p a c ity , a l t h o u g h  I a m  a w a r e  o f  th e  A d u lt s  w i t h  In c a p a c ity  A c t  o n  
re se a r c h .

3) Few studies have invited medical practitioners' views by the interview
method. Frequently, data has been collected from medical practitioners by
questionnaire, which rarely allows their voice to be heard in depth or detail.

Qualitative Research
D u e  to  th e  n a tu r e  o f  q u a lita t iv e  r e se a r c h , c h a n g e s  n o r m a lly  o c c u r  o v e r  th e  t im e  
o f  th e  s tu d y , w h ic h  a re  n o t  a p p a r e n t  a t  th e  d e s ig n  p h a s e , in  o r d e r  to  
a c c o m m o d a te  e m e r g in g  i s s u e s  fr o m  th e  p a r t ic ip a n ts . I w i l l  e n d e a v o u r  to  
in fo r m  th e  c o m m it te e  o f  a n y  s ig n if ic a n t  c h a n g e s  th a t  m a y  o c c u r  d u e  to  th e  
n a tu r e  o f  th is  r e se a r c h  m e th o d .
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Appendix B

C onsent Form  for all participants’ w ritten  consent.



CONSENT FORM

N B . T his form  m ust b e  com p leted  by the patient and sign ed  in the p resence o f  the Principal Investigator* or 
his/h er deputy w h o  m ust b e  a m ed ica lly  qualified  co-investigator* .

Please tick (^ )  appropriate box

H ave you  read and understood the Subject Inform ation Sheet?

H ave you  been  g iv en  an opportunity to  ask questions and further d iscu ss  this study?

H ave y ou  received  satisfactory answ ers to  all o f  your questions?

H ave you  n o w  received  enough inform ation  about this study?

W ho h ave you  spoken to? D r/M r/M rs/M iss .................................................................................................

D o  you  understand that your participation is  entirely voluntary?

D o you  understand that you  are free to w ithdraw  from  this study:

A t any tim e?

W ithout havin g  to g iv e  a reason for w ithdraw ing?

W ithout th is affecting  your present or future m edical care?

D o  y ou  agree that your records in th is research and supporting m ed ica l records be m ade ava ilab le  for inspection  b y  
m onitors from:

Y e s  □ N o D

Y e s  □ N o  □

Y es  □ N o D

Y e s  □ N o  □

Y e s  □ N o D

Y e s  □ N o  □

Y e s D N o D

Y es  □ N o D

(N am e o f  spon sor com pany)?
N H S  T aysid e m onitors?
R egulatory authorities?
D o  you  agree to  take part in this study?

D o  you  agree to  any tissu e  (sp ec ify ) u sed  in this study being  
retained for u se  in future research?

Y es  □  N o  □  
Y es  □  N o  □  
Y es  □  N o  □  
Y es  □  N o  □

Y es  □  N o  □  N o t app licab le □

Subject’s s ig n a tu r e ..........................................................................................  D a t e .....................................................

Subject’s  nam e in b lock  capital le t te r s .............................................................................................................................

T elep h on e contact (Subject) .......................................................... (H om e) ...................................................... (W ork)

D octor’s s ig n a tu r e * .............................................................................  D a t e ..........................................................

D octor’s nam e in b lock  capital letters ..........................................................................................................................
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Appendix C

Interview  S ch ed u le  for D octors



Doctors Interview Schedule Prompt

1. C heck that inform ation w as rece ived  about the study and ask i f  they  h ave  any  
questions about it.

2 . E xplain  about confidentia lity  and audio-taping.

3. A sk  for in form ed consent form  to b e  signed

4. A sk  a b it about their practice, h o w  lo n g  they have b een  there etc ju st as a w arm  
up

5. D iscu ss issu es  around in the literature about doctors p la y in g  a central/p ivotal 
role in  the d iagn osis and m anagem ent o f  early dem entia

Aide Memoire and Question prompts
Professional and Practice Issues
W hen you  think o f  early dem entia, w hat sort o f  picture co m es to m ind?

T ell m e h o w  yo u  se e  your role in the d iagn osis o f  early dem entia?

W hat w ou ld  your m anagem ent strategy be?

I w onder i f  y o u  could  take m e through the m ost recent patient jou rn ey  that you  
experienced  w ith  som eon e w ith  an early  d iagn osis o f  dem entia. W hat w en t w e ll  
and w hy? C an you  think o f  a tim e w h en  things w en t ‘not so  w e l l ’?

W ho do you  think should m ake a d iagn osis  o f  early dem entia?

W hat about g iv in g  the d iagnosis?  w o u ld  that b e  som eth in g  that you  w ou ld  do? W h o  
w ou ld  you  tell?  H ow  w ou ld  you  tell?  W hat ch o ice  o f  lan gu age w ou ld  you  m ake?

Is there any fear o f  getting the d iagn osis w rong? Can yo u  te ll m e  about that?

Can you  tell m e  o f  any tim e w hen  the fa m ily  m em ber has asked  you  to w ith  h o ld  a 
diagnosis?

W hat reaction do you  observe as m o st com m on  w h en  p eo p le  rece iv e  a d ia g n o sis  o f  
early dem entia?

W hat w ou ld  b e  your ideal serv ice  for p eo p le  w ith  early dem entia  in  the in itia l p eriod  
fo llo w in g  d iagn osis?  W ho do you  think w ou ld  b e  b est p laced  to d eliver  this 
service?

W hat w ou ld  y o u  en v isage  the serv ice  should  b e for the first s ix  m onths after the  
diagnosis?
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W hat basic  and o n g o in g  education h ave you  had that covers the subject o f  an early  
d iagn osis o f  dem entia?

Personal Issues
I w ant to ask yo u  so m e personal qu estion s n o w , but p lease  fee l free not to answ er them  
i f  you  w ou ld  rather n o t . ..

H ave you  ever had a c lo se  relative w h o  has had dem entia?

H ow  did that a ffect you  at the tim e? W ere yo u  in v o lv ed  in  their care?

H ow  do you  think that im pacts on you r present practice?

D o you  u se  the k n o w led g e  you  h ave ga ined  from  your exp erien ce in  practice?

D o  you  ever share that w ith  patients and fam ilies?

H ow  do you  fee l w h en  you  b egin  to su sp ect that so m eo n e  com in g  to your su rgery/clin ic  
m ight have early dem entia?

Is it a d iagn osis you  w orry about?

Is there anyth ing e lse  that you  w ou ld  w ant to d iscu ss w ith  m e in  relation to the top ic  o f  
the in terv iew  or anything you  w ant to elaborate on  or tell m e about?

Last Question
I k n ow  that this is  som eth in g  that doctors d on ’t gen erally  get in v o lv ed  in  (research  
in terv iew s) and I ju st w ondered  i f  w hat your thoughts on the exp erien ce  are. Is there 
anything that you  w ou ld  recom m end I cou ld  ch an ge in  any w a y  to im prove the  
in terview  situation?

Thank you  very  m uch  indeed  for tak ing part in  this in terview .
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Appendix D

Patient Inform ation Sh eet

F a m ily  M em ber Inform ation Sheet



U N IV E R S IT Y

A B E R T A Y D U N D E E

PATIENT INFORMATION SHEET

Psychosocial impact on patients and medical practitioners of a diagnosis of 
patients presenting with changes in memory function

I in v ite yo u  to participate in  a research project. I b e liev e  it to b e  o f  potential 
im portance. H ow ever , before you  d ec id e  w hether or not you  w ish  to participate, I need  
to b e sure that y o u  understand firstly  w h y  I am  d o in g  it, and seco n d ly  w hat it w o u ld  
in v o lv e  i f  yo u  agreed . I am therefore provid in g  you  w ith  the fo llo w in g  inform ation. 
Read it carefu lly  and b e  sure to ask an y  questions you  have, and, i f  you  w ant, d iscu ss it 
w ith som eon e  you  trust. I w ill do m y  b est to explain  and to p rov id e  any further 
inform ation yo u  m a y  ask for n o w  or later. Y o u  do not h ave to  m ake an im m ediate  
d ecision  and y o u  can contact m e  at th e ab ove address, T elep h on e 01 3 8 2  3 0 8 0 0 0  i f  you  
have any qu estion s.

THE BACKGROUND TO THE STUDY

•  T his research is  about trying to understand w hat it is  lik e  for som eon e to b e  g iv en  an 
early d iagn osis, fo llo w in g  in v estig a tio n  o f  changes in  m em ory  function, and h o w  
their d a ily  liv e s  are affected  over a 6m onth  period.

•  T his research is  b e in g  d one to find ou t w hat w ou ld  help  and support p eo p le  b est in  
this situation. T h e results o f  this stu d y  w ill help  to d esign  future serv ices.

•  T aysid e Prim ary H ealth  Care Trust is  sponsoring the study.
•  Y ou  h ave b een  ch osen  to participate in  the study b ecau se  th e d iagnosis yo u  h ave  

been  g iv en  b y  the c lin ic  doctor m atch es the criteria o f  the stu d y  and w e  fee l that you  
are in  the b est p o sitio n  to inform  u s o f  w hat that is  lik e  for you.

•  There w ill  b e  around 15 other p eo p le  w h o  w ill also b e  in v ited  to take part, all liv in g  
w ith in  T aysid e.

WHAT DOES THE STUDY INVOLVE?
® O nce your c lin ic  doctor has ad v ised  m e  that you  are w illin g  to take part I w ill  

telephone y o u  to arrange a su itab le tim e  for us to m eet. I w ill  b e  happy to co m e to  
your h o m e for th is m eeting.



•  I w ou ld  lik e  to in terv iew  y o u  and, w ith  your p erm ission , record th is on an audio  
recorder so  that I can go  over w hat you  h ave to say. T he kind o f  q u estion s that I am  
lik e ly  to ask are “W hat w a s it lik e  to b e  g iven  a d iagn osis?” “W hat d ifferen ce has 
that m ade to you?” and “w hat has happened sin ce  then?” T he in terv iew  w ill last 
b etw een  3 0 -4 5  m inutes, but you  can stop this at any tim e.

•  A fter the in terv iew  I w ill ask i f  you  are w illin g  for us to m eet again  to continue to 
fo llo w  your progress o v er  the 6m onth period.

•  I w ill a lso  seek  to in terv iew  your c lo se  fam ily  m em ber w ith  your p erm ission .
•  T h is study m ay  not b en efit you  personally, but b y  sharing your exp erien ce  and 

h av in g  your v ie w s  heard, you  are ab le increase the k n ow led ge o f  others and 
in flu en ce  w hat kind o f  serv ices p eo p le  w ho h ave the sam e d iagn osis as you  m ay  
b en efit from  in  the future.

WHAT WILL HAPPEN TO THE INFORMATION COLLECTED IN THE
STUDY?
•  A ll in form ation  that you  g iv e  m e  w ill  be treated as confidential and I w ill a ssign  a 

co d e  nam e or num ber so  that yo u  w ill not b e  able to b e  identified . T he o n ly  p eop le  
to h ave  a ccess to the in form ation  w ill b e  m y  u n iversity  supervisors.

•  T he inform ation, both w ritten  records and tape recorded, w ill b e  kept in  a locked  
filin g  cab inet and destroyed  fo llo w in g  the com p letion  o f  the research.

•  In order that other p rofession a ls can learn from  the findings o f  this study, som e  
articles and papers m ay  b e  published , h ow ever your nam e w ill not b e  u sed  and i f  
you  w ish , a co p y  o f  any pu b lication  using  inform ation you  have g iv en  can b e  sent to 
you.

WHAT ARE MY RIGHTS?
•  Participation in  this study is  entirely  voluntary and you  are free to refuse to take part 

or to w ithdraw  from  the study at any tim e w ithout having  to g iv e  a reason.
•  T his w ill not a ffect your future m ed ica l care or your relationship w ith  m ed ica l s ta ff  

lo o k in g  after you  in any w ay.
•  Y o u  can obtain  further inform ation about this study b y  ask ing your c lin ic  doctor or  

b y  w ritin g /e-m ail/ te lep h on in g  m e  at the address/num ber b elow .
•  P lea se  fee l free to d iscu ss th is study w ith  friends and relatives or your GP before  

d ecid in g  to take part.
•  Y o u  can refu se  to take part or w ithdraw  from  the study at any tim e, even  i f  you  

agree to take part n ow

THE TAYSIDE COMMITTEE ON MEDICAL RESEARCH ETHICS

•  T he T aysid e  C om m ittee on  M ed ica l R esearch E thics, w h ich  has resp on sib ility  for 
scrutin ising all proposals for m ed ica l research on  hum ans in  T ayside, h as exam ined  
the proposal and has raised no  ob jection s from  the point o f  v ie w  o f  m ed ica l eth ics.

•  It is  a requirem ent that your records in  this research, together w ith  any relevant 
m ed ica l records, b e m ade availab le  for scrutiny b y  m onitors from  N H S  T aysid e  and 
the R egu latory  A uthorities.
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Thank-you for taking the time to read this information sheet.

I can be contacted at

Dorothy A. Weaks
TAYSIDE INSTITUTE for HEALTH STUDIES
UNIVERSITY OF ABERTAY DUNDEE  
S ch o o l o f  S ocia l and H ealth  S cien ces  
U n iversity  o f  A bertay D u n d ee  
D u d h op e C astle  
D U N D E E  
D D 3 6 H F
Telephone 01382 308000 
e-mail 0014279@abertay.ac.uk
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U N IV E R S IT Y

A B E R T A Y D U N D E E

FAMILY M EM BER INFORMATION SHEET

Psychosocial impact on patients and medical practitioners of diagnosis of patients 
presenting with changes in memory function

I in v ite  you  to participate in a research project. I b e liev e  it to b e  o f  potential 
im portance. H ow ever, before you  d ecid e  w hether or not you  w ish  to participate, I need  
to b e  sure that you  understand firstly  w h y  w e  are doin g  it, and secon d ly  w hat it w o u ld  
in v o lv e  i f  you  agreed. I am therefore provid in g  you  w ith  the fo llo w in g  inform ation. 
R ead it carefu lly  and b e sure to ask an y  questions you  have, and, i f  you  w ant, d iscu ss it 
w ith  outsiders. I w ill do m y  best to exp la in  and to provide an y  further inform ation you  
m ay ask for n o w  or later. Y o u  do not h ave  to m ake an im m ed iate  d ecision  and yo u  can  
contact m e at the ab ove address, T elep h on e 01 3 8 2  3 0 8 0 0 0  i f  you  h ave any questions.

THE BACKGROUND TO THE STUDY

•  T h is research is  about trying to understand w hat it is  lik e  for som eon e to b e  g iv en  an 
early d iagn osis, fo llo w in g  in vestigation  o f  changes in  m em ory  function, and h o w  
their d aily  liv e s , and that o f  their fam ilies, are affected  over  a 6m onth period.

•  T his research is  b e in g  done to find out w hat w ou ld  help  and support p eo p le  b est in  
this situation. T he results o f  this study w ill help to d esign  future services.

•  T aysid e Prim ary H ealth Care Trust is  sponsorin g the study.
•  Y ou  h ave b een  chosen  to participate in  the study b ecau se  th e d iagn osis your fa m ily  

m em ber has b een  g iven  b y  the c lin ic  doctor m atches the criteria o f  the study.
•  There w ill b e  around 15 other p eo p le  w h o  w ill also b e  invited  to take part, all liv in g  

w ithin  T ayside.

WHAT DOES THE STUDY INVOLVE?

•  O nce your c lin ic  doctor has ad vised  m e  that you  are w illin g  to take part I w ill  
telephone y o u  to arrange a su itable tim e for us to m eet. I w ill b e  happy to co m e to  
your h o m e for th is m eeting
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•  I w o u ld  lik e  to in terview  y o u  and, w ith  your p erm ission , record th is on  an audio  
recorder so that I can go  over  w hat you have to say. T he kinds o f  q u estion s that I 
am  lik e ly  to ask are “W hat w as it lik e  for you  w h en  your fam ily  m em b er w as g iven  
a d iagn osis?” “W hat d ifferen ce has that m ade to yo u ? ” and “w hat has happened  
sin ce  then?” . T he interv iew  w ill last betw een  3 0 -4 5  m inutes, but you  can stop this 
at any tim e.

•  A fter the in terview  I w ill ask i f  yo u  are w illin g  for us to m eet again to con tin u e to 
fo llo w  your progress o v er  the 6m onth  period.

•  T his study m ay not b en efit yo u  personally, but b y  sharing your exp erien ce  and  
h avin g  your v iew s heard, you  are able increase the k n ow led ge o f  others and 
in flu en ce  w hat kind o f  serv ices p eo p le  w h o  h ave the sam e d iagn osis as your fam ily  
m em ber m ay  benefit from  in the future.

WHAT WILL HAPPEN TO THE INFORMATION COLLECTED IN THE
STUDY?
•  A ll inform ation that you  g iv e  m e  w ill b e  treated as confidential and I w ill  a ssign  a 

cod e nam e or num ber so that yo u  w ill not b e  ab le to b e identified . T h e o n ly  p eop le  
to h ave  a ccess to the inform ation w ill b e m y  u n iversity  supervisors.

•  T he inform ation, both w ritten records and tape recorded, w ill b e  kept in a lock ed  
filin g  cabinet and destroyed fo llo w in g  the com p letion  o f  the research.

•  In order that other p rofession a ls can learn from  the findings o f  this study, som e  
articles and papers m ay b e  published , h o w ever  your nam e w ill not b e  u sed  and i f  
you  w ish , a cop y  o f  any p ublication  usin g  inform ation  you  have g iv en  can  b e  sent to 
you.

WHAT ARE MY RIGHTS?
•  Participation in this study is  en tirely  voluntary and yo u  are free to refu se  to take part 

or to w ithdraw  from  the stu d y at any tim e w ith ou t h avin g  to g iv e  a reason.
•  T h is w ill not affect your future m edical care or your relationship w ith  m ed ica l s ta ff  

lo o k in g  after you  in any w ay .
•  Y o u  can obtain further inform ation  about this study b y  asking your c lin ic  doctor or 

b y  w ritin g /e-m ail/ te lep h on in g  m e at the address/num ber b elow .
•  P lease  fee l free to d iscu ss th is study w ith  friends and relatives or your G P b efore  

d ecid in g  to take part.
•  Y o u  can refuse to take part or w ithdraw  from  the stu d y  at any tim e, ev en  i f  you  

agree to take part n ow

THE TAYSIDE COMMITTEE ON MEDICAL RESEARCH ETHICS

•  T h e T aysid e  C om m ittee on  M edica l R esearch E th ics, w h ich  has resp on sib ility  for 
scrutin ising all proposals for m ed ica l research on  hum ans in  T ayside, h as exam ined  
the proposal and has raised no  objections from  the point o f  v iew  o f  m ed ica l ethics.

•  It is a requirem ent that you r records in this research, together w ith  any relevant 
m ed ical records, be m ade availab le  for scrutiny b y  m onitors from  N H S  T a y sid e  and 
the R egulatory A uthorities.
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Thank-you for taking the time to read this information sheet.

I can be contacted at the address below:

Dorothy A. Weaks
T a y sid e  Institute for H ealth  Studies
University o f  Abertay Dundee
S ch o o l o f  Socia l and H ealth  S cien ces
U n iversity  o f  A bertay D u n d ee
D u d h op e C astle
D U N D E E
D D 3 6 H F
Telephone 01382 308000 
e-mail 0014279@abertay.ac.uk

mailto:0014279@abertay.ac.uk


Appendix E

L ist o f  presentations g iv en  from  this research project
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Presentations and Publications from this PhD Study

Presentations

T he P sy ch o so c ia l Im pact on  P atients and M edical Practitioners o f  an Early D ia g n o sis  o f  
D em entia: P o s t e r  p r e s e n t e d  a t  th e  B r i t is h  S o c ie ty  o f  G e r o n to lo g y  a n n u a l  c o n f e r e n c e  in  
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Design of the Study
Phase I o f  th e stu d y  w ill References

Aims of:
• To the subjective experience of the

person with dementia following diagnosis for a 
6 month period

• To the subjective view of the support
needs over that period

• To how GP’s and consultants in old age
psychiatry view their role over the first 6 months 
following a patient’s diagnoses of early 
dementia

Background
The importance of an early diagnosis of dementia has 
been highlighted both in recent research (Audit 
Commission Update 2002) and in a report from the 
National Institute for Clinical Excellence (2001), 
however the subjective experience of early dementia, 
until fairly recently, has had scant attention from the 
research community.
The pivotal role of the GP (Wilkinson & Milne 2003) and 
the Consultant (Pinner 2000;) has been acknowledged 
especially from the perspective of giving a diagnosis of 
dementia. Recent research reports that people with 
dementia want to know the truth about their diagnosis 
(Pratt & Wilkinson 2001)
Diagnosis usually involves the person with dementia and 
their family, the GP and the Consultant in Old Age 
Psychiatry, and according to Cheston and Bender (1999) 
diagnosis should serve as the beginnings of a 
collaborative long term relationship.

This study has chosen to concentrate on the three key 
stakeholders in this collaborative relationship; the person 
with dementia, the GP and the Consultant in Old Age 
Psychiatry and their experience of the first 6 months 
following diagnosis.

• map current practice of GP’s and Consultants
• utilise qualitative methods
• collect data via semi-structured interviews
• concentrate on a single area Health Board in 

Scotland
• use informants’ accounts to produce a 

structured understanding of the meanings of 
medical practitioners’ experiences of care of 
people with an early diagnosis of dementia.

Phase 2 o f  th e stu d y  w ill

A b o u t th e  R esearch

Initial analysis of the interview material is already 
highlighting areas that can have a potential impact on 
practice within the first six months following an early 
diagnosis of dementia. Both benefits and barriers to a 
wide variety of support services have been identified and 
explored. The research is currently in the midst of the 
data collection and analysis of phase 1.

Audit Commission (2002) Forget Me Not 2002:
Developing mental health services for older people in
England. London Audit Commission
Cheston, R., & Bender, M (1999). The Man with the
Worried Eyes. London, Kingsley
Pinner, G. (2000). Truth-telling and the diagnosis of
dementia. British Journal o f Psychiatry 176: 514-515.
Pratt, R., & Wilkinson,H. (2001). Tell me the Truth: The 
effect of being told the diagnosis of dementia from the 
perspective of the person with dementia. The Mental 
Health Foundation.
Wilkinson H and Milne A (2003) Sharing a diagnosis of 
dementia -  Learning from the patient perspective Aging 
and Mental Health. 7 4 300-307

Funding
This study is funded by N H S  T ay sid e
If  you  w ou ld  like m o re  in fo rm a tio n  a b o u t th is

D o t W e a k s1 is employed by N H S  T a y s id e  and is 
currently seconded to Tayside Institute for Health 
Studies by N H S  T a y sid e  for 3years on a Research 
Training Fellowship.
The training and the research project are being 
supervised by P ro fe sso r  J o h n  M c L e o d 2,University 
of Abertay Dundee and D r H ea th e r  W ilk in so n 3, 
Centre for Research on Families and Relationships at 
Edinburgh University.

p ro je c t  p lease  c o n ta c t :

 



The two published articles cited below have been 
removed from the e-thesis due to copyright 
restrictions



Appendix F

W eaks, D ., W ilk inson , H  and D avid son , S . (2 0 0 5 ) F am ilies, relationsh ips and the  
im pact o f  dem entia— in sigh ts into the ‘ties that b in d ’. In L. M cK ie  and S. C unningham - 
B u rley  (ed s) F a m il ie s  a n d  S o c ie ty  : B o u n d a r ie s  a n d  R e la t io n s h ip s : B risto l. T he P o licy  
P ress pp. 149 -167 .

342



Appendix G

Weaks, D. A ., M cLeod, J. and Wilkinson, H. A. 2006 . Dementia. Therapy Today. 17(3):

p p .12 -15 .

343


	Blank Page



