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ABSTRACT

This exploratory qualitative study was designed to investigate the way that couples
talk to each other when one partner has early-stage dementia. It specifically set out to
explore whether there was evidence of Kitwood’s positive and negative elements of
interaction in conversations between couples, as utilised in Dementia Care Mapping,
what concerns couples raise with one another with regards to memory difficulties, and
whether couples find it helpful to discuss their concerns. Seven couples participated in
this study. They were asked to hold a conversation about any concerns they had
regarding the memory difficulties experienced by one of them. Following this
conversation each member was interviewed separately to explore their experience of
this conversation, and whether they found it generally helpful to discuss concerns
with their spouse. The data were analysed using content analysis and Interpretative
Phenomenological Analysis. Evidence of some of Kitwood’s negative and positive
elements were found throughout the conversations though differing patterns of
elements were shown between different couples, and between the people with
dementia and their spouses. During the conversations there was great variation in the
amount that the couples focused on the memory difficulties and their concerns, with
some couples appearing to avoid this topic to a greater or lesser extent. Through the
conversations and the interviews it was found that the majority of the couples
involved in this study did not discuss their concerns about dementia with one another,
and a number of different reasons were given for this. The findings are discussed in
relation to the existing literature, and a speculative model is proposed linking the
observations with social constructionist theories in relation to dementia. Clinical

implications and methodological limitations of the study are considered.
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CHAPTER ONE

INTRODUCTION

This study aims to explore the ways in which couples talk to each other when one of
them has early-stage dementia, and the conversational support they may or may not
provide to one another. This is an area that has previously been neglected by research.
It is an important area to investigate as dialectical models and social constructionist
theories of dementia have shown that interactions with other people can influence the
well-being of a person with dementia, and other research has shown that in the
context of various illnesses and disabilities the support offered by spouses can be
extremely beneficial. The findings from the current study might be clinically relevant
in thinking about ways to help couples where one partner has received a diagnosis of

dementia.

In this chapter the literature relevant to this study will be presented. Firstly, the
literature relevant to dementia, particularly early-stage dementia, will be described,
and issues relating to the impact on marriage and communication will be considered.
Secondly, the existing literature on mutual support in couples where illness is present

will be discussed.

The review will begin with an overview of recent research on dementia and advances
in theory, along with a discussion of the impact this has had on research, and a

consideration of practical issues surrounding research with people with dementia.



Background

Until relatively recently dementia was viewed mainly from the perspective of a
medical model in which the experience of the person with dementia was accredited
purely to a disease process and seen as a physical condition (Kitwood, 1997). With
this view came statements about people with dementia being “unable” to
communicate (p.15, Killick and Allan, 2001). The result of this paradigm was that
psychological research into dementia focused primarily on the perspectives of, and
effects of dementia on, caregivers, and little attention was given to the person with

dementia.

Recent developments in the literature on dementia have questioned the traditional
medical model and encouraged a new paradigm in which the “personhood” of the
individual with dementia is considered important. This has largely arisen from the
work of Kitwood (e.g. 1997) who argued that neurological changes cannot wholly
explain how dementia manifests in specific cases. Kitwood developed a dialectical
model which accredited the process of dementia to a number of different aspects, each
of which interact and account for a person’s specific presentation at any given time.
These aspects include neurological impairment; however, they also include malignant
social psychology, individual coping mechanisms, environmental support and the
personality of the person with dementia. This interactive process highlights the
importance of personhood and sense of well-being. Kitwood has suggested that with
optimum conditions, ie. by preventing a situation in which malignant social
psychology occurs, a process of rementia may arise — whereby the effects of dementia
may be reduced or slowed down. Based on this, research is beginning to look at the

means by which well-being and personhood might be maintained. The focus should



be on “the person, who they are, how they understand and experience their world and
what they need to maintain their sense of self” (Killick & Allan, 2001). Kitwood
(1997) states that the one encompassing need people with dementia have is for love,
and that arising from this is a need for comfort, attachment, inclusion, occupation, and
identity. As a result of the emergence of this person-centred approach to dementia,
more and more research is now beginning to look at the experience of those with
dementia as well as their carers (Cotrell & Schulz, 1993). As Cotrell and Schulz
(1993) write:

“Much can be gained from changing our view of the person with dementia

from someone to be studied to someone whose perspectives can help us
understand AD” (p.210)

A further development in dementia care has been the emergence of
acetylcholinesterase-inhibiting medication, which has been shown to slow down the
deterioration of organic functioning in people in the early stages of dementia (e.g.
Corey-Bloom, Anand & Veach, 1998). The combination of anti-dementia medication
and the emergence of person-centred perspectives have led to a focus on early
detection and to increasingly frequent disclosure of diagnosis to people with
dementia. These two aspects are promoted in the UK within the National Service
Framework (Department of Health, 2001) which was developed with a focus on older
adult care (Clarke & Keady, 2002). Although there is still reluctance amongst some
professionals and carers to disclose the diagnosis (Pratt & Wilkinson, 2001), in
general this has meant that there are now many more people with early-stage
dementia who are aware of their diagnosis. In turn this has led to an increase in
psychological research exploring the experience of dementia from the perspective of

the person with early-stage dementia, as well as that of the partner, or family member.



The perspective of people with dementia
With the emergence of research focusing on the person with dementia as well as the
caregiver, questions have arisen over whether this is a worthwhile way of exploring

dementia, and whether it is ethical to do so.

Wilkinson (2002) explores research looking at the perspectives of people with
dementia, and consideré aspects including whether this is a worthwhile exercise, how
it is best approached, and ethical considerations. She states that conducting research
involving the perspectives of people with dementia is important since we need to
develop our understanding of the experience of living with dementia. Her rationale for
this is that if we can improve our understanding of a person’s experience we are in a
much better position to provide adequate and appropriate care, based on a person’s
actual needs rather than their perceived needs. Within this book Clarke and Keady
(2002) also talk about the importance of viewing people with dementia as “experts”

from whom we can learn a great deal.

In terms of interviewing people with dementia, Cohen and Eisdorfer (1986) present
case studies and suggest that individuals in the early stages of dementia are fully
capable of articulating their feelings and concerns. Cotrell and Schulz (1993) report
that in-depth interviewing and administration of psychological tests are fully possible

in the early and moderate stages of dementia.

Having considered the general background to the area of early-stage dementia and
research, this literature review will now focus on some of the previous research which

relates more specifically to the present study. This will begin with a consideration of



relationships and people with dementia. These topics are central to this study which

focuses on the marital relationship.

Personhood and the importance of relationships and communication
As mentioned above, with the emergence of Kitwood’s work researchers are
endeavouring to explore the concept of personhood and how this may be maintained
or undermined in people with dementia. Personhood has been described as being
essentially social in nature as it refers to people in relation to other people (Cheston &
Bender, 1999a). In relation to this, Killick & Allan (2001) have looked specifically at
communication in people with dementia with one of the authors spending a great deal
of time communicating with adults with dementia in residential care settings. The
authors conclude that to maintain a sense of well-being and personhood people with
dementia have a need to continue in relationships with others. Killick and Allan
(2001) state:
“.the quality of personhood is made real through relationships with
others...central to the business of relationships is communication” (p.18)
and
“We cannot be truly in relationships with others if we are not in
communication with them” (p.18)
Though Killick and Allan focus mainly on working with people with dementia in the
later stages, what they are saying applies to people with early-stage dementia, and

indeed to anyone who is in relationships with others.

In another piece of research Harris and Stein (1999) explored the concept of the

definition of self in people with dementia, and furthermore how this might be



preserved. They concluded that the social interactions people with dementia

experience impact on their sense of self.

Therefore, central to the concept of personhood and self-esteem in people with
dementia is the nature of their relationships with those they come into contact with.
The focus of this study is the marital relationship. This relationship is a key
relationship in the lives of many people, where individuals have a role as husband or
wife. If people can maintain a sense of belonging in this role, and continue to function
within the marital relationship, it would be hypothesised, from what has been outlined
above, that this could have extremely beneficial effects on personhood as well as on

the marriage.

This recognition of the importance of interactions and communication in maintaining
or disrupting personhood links both with the dialectical model of dementia and with
social constructionist theories. These will be presented in turn, firstly with a more in-
depth focus on Kitwood’s dialectical model of dementia and his notion of a

“malignant social psychology” which is centred around a focus on interactions.

The dialectical model of dementia and “malignant social psychology”

As outlined in the previous section personhood is said to be demonstrated, and to
arise, thrqugh interactions with others (Kitwood & Bredin, 1992). Kitwood (1997)
examined interactions between people with dementia and caregivers. He identified
seventeen elements that may contribute to a “malignant social psychology” and
damage the personhood and well-being of the person with dementia. These include

disempowerment, infantilisation and intimidation. In contrast to this he also identified



twelve elements of positive interaction that can help maintain, or improve, the
personhood of the person with dementia. These include recognition, negotiation and
validation. The negative and positive elements are listed in Table 1 and Table 2
(overleaf). Kitwood suggested that all these forms of interaction represent forms of
care, with the person with dementia at the receiving end. He also identified two types
of interaction where the person with dementia takes the lead role and the caregiver is

offering an empathic response. These types of interaction are listed in Table 3.

Kitwood (e.g. 1990, 1997) was largely concerned With how carers could be helped to
stop using negative ways of interacting, which contribute towards a malignant social
psychology, and how more the positive ways of interacting could be encouraged, and
positive person work created. Kitwood (1990) suggests four possible reasons why
dementia seems to create a situation of malignant social psychology. These are: good
caregiving requires high levels of empathy, imagination and flexible thinking and
these are aspects which are “lacking in the everyday world” (p.185); the pressure that
many caregivers face means that they cannot give their best to people with dementia;
there is a tendency to not acknowledge people with dementia as persons and as having
value, and so people with dementia do not get treated with the respect given to other
people; being with a person with dementia may arouse a person’s own fears about
their own future and immortality and a malignant social psychology may arise as a
result of wanting to keep people who remiﬁd us of our fears at a psychological

distance.



Table 1: Negative interactive elements as defined by Kitwood (1997)

Element Definition

Treachery Using forms of deception to distract or manipulate a person, or
force them into compliance.

Disempowerment | Not allowing a person to use the abilities that they do have; failing
to help them to complete actions that they have initiated.

Infantilisation Treating a person very patronisingly, as an insensitive parent
might treat a very young child.

Intimidation Inducing fear in a person, through the use of threats or physical
power.

Labelling Using a category such as “dementia”, as the main basis for
interacting with a person and for explaining their behaviour.

Stigmatisation Treating a person as if they were a diseased object, an alien, or an
outcast.

Outpacing Providing information, presenting choices, etc., at a rate too fast
for a person to understand; putting them under pressure to do
things more rapidly than they can bear.

Invalidation Failing to acknowledge the subjective reality of a person’s
experience, and especially what they are feeling.

Banishment Sending a person away, or excluding them, physically or
psychologically.

Objectification Treating a person as if they were a lump of dead matter: to be
pushed, lifted, filled, pumped or drained.

Ignoring Carrying on (in conversation or action) in the presence of a person
as if they were not there.

Imposition Forcing a person to do something, overriding desire or denying the
possibility of choice on their part.

Withholding Refusing to give asked for-attention, or to meet an evident need.

Accusation Blaming a person for actions or failures of action that arise from
their lack of ability, or their misunderstanding of the situation.

Disruption Intruding suddenly or disturbingly on a person’s action or
reflection; crudely breaking their frame of reference.

Mockery Making fun of a person’s ‘strange’ actions or remarks; teasing,
humiliating, making jokes at their expense.

Disparagement Telling a person that they are incompetent, useless, worthless, etc.,

giving them messages that are damaging to their self-esteem.
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Table 2: Positive interactive elements as defined by Kitwood (1997)

Elements Description

Recognition The person with dementia is acknowledged as a person, known by
name, affirmed in his or her uniqueness.

Negotiation The person is consulted about his / her preferences, desires and
needs, rather than being made to conform to others’ assumptions.

Collaboration Two or more people are aligned on a shared task, with a definite
aim in view. Working together.

Play Play has no goal outside the activity itself, it is simply an exercise
in spontaneity and self expression.

Timalation Forms of interaction in which the prime modality is sensuous, for
example through aromatherapy or massage.

Celebration The form of interaction in which the division between caregiver
and cared-for comes nearest to vanishing completely as all are
taken up in a similar mood. Any moment in life which is
experienced as intrinsically joyful.

Relaxation This form of interaction has the lowest level of intensity and the
slowest pace.

Validation Acknowledging the reality of a person’s emotions and feelings, and
giving a response on the feeling level.

Holding To provide a safe psychological space, a “container”; hidden
trauma and conflict can be brought out, areas of vulnerability
exposed.

Facilitation Enabling a person to do what otherwise he or she would not be able

to do. To enable interaction to get started, to amplify it and to help
the person gradually fill it out with meaning.

Table 3: Types of interaction where the person with dementia takes the leading
role, as defined by Kitwood (1997)

Interaction Description

Creation The person with dementia spontaneously adds something to the
social setting from his or her stock of ability and social skill.
Common examples are beginning to sing or dance.

Giving The person with dementia expresses concern, affection or

gratitude; makes an offer of help or presents a gift.

11




Kitwood (1990) suggests that each of the negative interactive elements contribute
towards a malignant social psychology because they damage the self-esteem of the
person with dementia and diminish personhood. Therefore it is important to explore
situations in which there may be a development of a malignant social psychology, and
to find ways to combat this. The interactive elements defined by Kitwood and
outlined in Tables 1 and 2 have been utilised for this purpose with the development of
Dementia Care Mapping (e.g Bradford Dementia Group, 1997; Brooker, Foster,
Banner, Payne & Jackson, 1998), whereby interactions in residential care settings are
observed and recommendations made to remove any aspects of malignant social
psychology that may be impacting on people with dementia in these settings. Cheston
and Bender (1999a) advocate that there should now be a focus on addressing the ways
people with dementia and their carers can be helped to develop effective ways of
interaction in their own family homes, since this is where the majority of people with

dementia reside.

Social constructionism and deméntia

Related to Kitwood’s dialectical model are social constructionist theories about
dementia (e.g. Sabat, 2001; Sabat & Harré, 1992). Social constructionism explores
“how we make our worlds and are in turn made by our worlds” (Harding '& Palfrey,
1997, p.9). Central to social constructionism is a focus on discursive practices, with

conversation being crucial.
Sabat (2001) describes social constructionist theory and how this relates to dementia

in detail. Social constructionist theory posits not one single fixed entity that is the self

but that there are multiple selves, which are constructed in the context of social

12



interactions and relationships. Sabat suggests that “selfhood” is manifested in a
number of ways, termed as Self 1, Self 2 and Self 3. Self 1 is a sense of personal
identity, with all of us experiencing ourselves as the same person from moment to
moment — this is expressed linguistically through the use of personal pronouns such as
“I” and adjectives such as “Mine”. Self 2 relates to the unique set of attributes that
each of us has which makes us different to others, and our beliefs about these
attributes. These attributes are mental and physical, and may be stable or change over
time. Self 3 relates to the way people present themselves in the world, which
fluctuates in different social situations. For example the way we present ourselves to
colleagues at work is generally different from the way we present ourselves to our
friends. What is important, and highly relevant to the present study, is that to be able
to present a particular Self 3 persona, e.g. loving wife, the co-operation of others is
required, in this case the spouse. Sabat concludes that in people with dementia the
Self 3 persona is particularly vulnerable because of this reliance on others and
interpersonal interactions. The person with dementia must be “positioned” by the
other as a loving spouse in order for him/her to continue to uphold this role.
Unfortunately many people with dementia are often positioned in terms of their illness
and as “patients”, and people respond to them as such. Therefore it is hard for people
with dementia to uphold any other Self 3 personae, with the danger being that as a
result of this process their sense of self, and therefore their self-esteem, may be

greatly undermined.

Sabat (2001) goes on to link this theory in with Kitwood’s notion of a malignant

social psychology. He suggests that caregivers may show behaviour and interactions

that undermine the personhood of the individual with dementia, and that this may not
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be intentional but may arise as a result of how the person with dementia has been
positioned by the caregiver, e.g. as a patient, defective, weak, etc. Sabat suggests that
one way to combat this is for carers to be able to see what remains intact in the person

with dementia:

“By attending to and supporting those remaining intact abilities, caregivers
can avoid positioning the afflicted incorrectly, decrease the likelihood of
engaging in forms of malignant social psychology, and minimise excess
disability” (p.108)

Therefore Kitwood’s theory of a malignant social psychology and social
constructionist theories as applied to dementia are both relevant to this study. The
focus of this study is on the ways in which people with dementia and their spouses
talk to each other about the memory difficulties, with an exploration of which types of
interactions might be helpful and which might be damaging to a person’s sense of self
and therefore his/her personhood. The conversational interactions between people
with early-stage dementia and their spouses is an area which has been largely
neglected. However, there have been a number of studies which look at interactions
between caregivers and people with more ad‘vanced dementia, and these will be the

focus of the following section.

Studies of interactions with people with dementia

In light of the dialectical model and social constructionist theories of dementia a
number of studies have looked at the quality of interactions between people with
dementia and their carers, largely focused on professional caregivers (e.g. Bohling,
1991), though a few studies have looked at communication between people with

dementia and their informal caregivers, who mostly tend to be family members (e.g.

14



Gallagher-Thompson, Dal Canto, Jacob & Thompson, 2001; Small, Geldart &
Gutman, 2000). However, these studies have focused mainly on the losses in
communication skills as a result of the dementia, and on negative interactions, rather
than also looking at conversation and communication as a potential support, or as a
coping strategy for dealing with the diagnosis and impact of dementia. They have also
tended to focus on people with more severe dementia rather than those in the early
stages, and have used somewhat artificial tasks to explore their questions. This study
aimed to explore an area previously neglected, through looking at the interactions
between people with early-stage dementia and their spouses. There was a focus on
how people may or may not support each other, rather than focusing on deficits in
communication, with an aim of exploring how people with dementia and their
relatives can “be helped to develop effective and sustainable patterns of interaction

within their own homes” (Cheston & Bender, 1999b, p.144).

Shakespeare (1998) has extensively studied verbal interactions between ‘confused’
and ‘normal’ speakers, mainly by examining interactions during interviews between
professionals and people with dementia (‘confused’ speakers) and their caregivers.
She has identified a number of problems which arise in talk between these speakers,
and that there are many variations in the way that those who are ‘confused’ talk,
distinguishing between minimally, moderately and very active speakers. She draws on
the work of Goffman (e.g. 1983) who explores what kind of self emerges in everyday
social interactions, and the implications for individuals of their success or failure in
interaction, with the idea that people will attempt to present as ordinary when their
identity is impaired in some way. Shakespeare looks at some of the ways people with

dementia make attempts to maintain ‘face’ during their interactions with others, and

15



says that because of the problems ‘confused’ people may have in their talk with others
(such as being unable to remember biographical details of their lives and answer
specific questions) the act of talk can put a person’s sense of self as a valued person in
a precarious position. Shakespeare also states that some problems in these interactions
may result from people with dementia having been placed in a degraded position by
others and therefore when ‘normal’ speakers talk to ‘confused’ speakers they
sometimes do unusual things, such as asking questions testing the person with
dementia, and interrupting them, which in turn leads to further threats to the person
with dementia’s sense of self, and as a result they may engage in defensive or evasive
talk in order to try and save face. Shakespeare also identifies that some people with
dementia take little part in the development of conversational topics, and therefore
often ‘normal’ speakers must work hard to maintain a conversation through the

introduction and development of topics.

More recently a study was designed to explore task-oriented talk between people with
early-stage dementia and their spouses (Clare and Shakespeare, in press; Shakespeare
and Clare, submitted). In the context of a wider study of the subjective experience of
developing dementia, couples who consented, and where individual interviews had
revealed no evidence of significant marital difficulty that might be exacerbated by
participating, were asked to hold a five-minute conversation and to come up with a
short statement that summed up their current situation. It was found that the spouses
of the people with dementia established more ‘interactional rights’ through various
conversational means; however, there was also evidence of the people with dementia
making various attempts to be heard, with differing responses from the spouses. The

authors conclude that the way couples manage the conversational process may be an

16



early factor which can help maintain well-being and avoid the development of a
malignant social psychology. They propose that there is a need to attend to
relationships and interactions from the earliest stages of dementia, and that there
should be a focus on looking at the process of conversation in couples where one has
early-stage dementia to explore the potential supports or hindrances which couples
may provide to each other during conversation. The current study sought to explore

these issues further.

Having introduced the idea of the importance of relationships, and in particular the
importance of communication and the marital relationship, this chapter will now turn
to a focus on each of these areas in turn, and consider how each of these may be

affected by dementia.

Marital relationships and the impact of dementia

Research has shown that, following declines in marital satisfaction in middle age,
marriages generally become stronger and more positive as couples enter older age
(Carstensen, Gottman & Levenson, 1995). However, dementia is a serious, terminal
condition, the onset and progression of which can cause a great deal of distress for
both the person who is affected and their spouse, and may negatively affect the
marital relationship, as with any major crisis. In particular dementia may disturb the
established balance and interfere with continuity and meaningful interactions in
married couples (Ingebretsen & Solem, 1997). There has been much research on the
impact on dementia on familial caregivers, including partners of people with
dementia, since the largest group of familial caregivers of people with dementia are

spouses, with wives as the predominant caregivers (Jansson, Nordberg & Gratstrom,
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2001; Pollitt, Anderson & O’Connor, 1991). O’Connor (1993) states that though only
one person in the relationship has dementia there are two victims, the person with

dementia and his or her spouse.

Research has found that communication difficulties in people with Alzheimer’s
disease are a major source of caregiver strain because of the psychological and
interpersonal burden they present (Heridryx-Bedalov, 2000), though other research
has noted that individuals with dementia are able to engage in meaningful
communication which can be interpreted by others (Acton, Mayhew, Hopkins &
Yauk, 1999). Some research has found that strain in the caregiver is more related to
the quality of the marital relationship (Morris, Morris & Britton, 1988) and to social
support (Zarit, 1986) than to the symptoms and behaviour shown by the person with

dementia.

Other research has explored the impact of dementia on the marital relationship,
focusing on the losses and negative aspects resulting from the illness (e.g. O’Connor,
1993; Bull, 1998). Bull (1998) looked at the losses spouses experienced when their
partner had dementia, and found through content analysis a number of loss themes,
these being loss of the “person”, loss of sharing or interaction, loss of contact (with
the outside world), loss of family functioning, loss of a way of life, and loss of role
functioning. To combat these losses, Bull found that families employed a number of
strategies to maintain their sense of belonging together and of functioning as a family,
these being keeping in touch, sustaining the partner relationship, changed role
performance and changing family boundaries. This research focused only on the

losses and coping of the caregiver and did not consider the perspective of the person
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with dementia (at the time of the research the partners with dementia were in
residential care and in the later stages of dementia). In another study exploring the
main difficulties and rewards faced by spouse caregivers, the main difficulty-related
themes to emerge were: loss of companionship through diminished quality of
communication; loss of reciprocity as carers experienced their partners’ growing
dependency; and deterioration in the partners’ social behaviour. In terms of
satisfactions, the main themes were: a feeling of job satisfaction; continued
reciprocity and mutual affection; companionship; and the fulfilment of a sense of duty
(Murray, Schneider, Banerjee & Mann, 1999). Therefore, if the marital relationship,
in terms of reciprocity and affection, can be maintained, this can lead to greater well-

being and less carer strain.

Other research has explored levels of depression in people with dementia and their
spouses. Depression in people with early-stage dementia has been shown to contribute
to variance in cognitive impairment and functioning, including the realm of
communication (Fitz & Teri, 1994). Research has also shown that carers of people
with dementia are at increased risk of mental health problems (Schneider, Murray,
Banerjee & Mann, 1999) and that for husband carers a closer marriage is associated
with depressive symptoms (Tower, Kasl & Moritz, 1997). Psychological morbidity in
caregivers is associated with depression in people with dementia (Brodaty &
Luscombe, 1998). Therefore, if ways to reduce depression in people with dementia
and their spouses can be found this would improve well-being in both partners, and
this in turn could improve communication which would help the relationship, and

enhance the sense of well-being for both partners, further.
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Throughout much of this research communication difficulties in the person with
dementia have been identified as a cause of stress and sense of loss of relationship.
Communication may be affected in early-stage dementia in a number of ways which

will be outlined in the next section.

Early-stage dementia and communication

During the early stages of Alzheimer’s disease there are a number of language
impairments which ariée and which affect communication. Predominant among these
are word-finding difficulties and naming difficulties, which can lead to
circumlocutory discourse, with people talking around the word they cannot find

(Morris, 1999).

In one study (Chesla, Martinson & Muswaswes, 1994) spouses reported that the
biggest challenge facing them following the diagnosis of Alzheimer’s disease in their
partner was communication with their spouse. Common problems reported by spouses
include the person with Alzheimer’s disease having difficulty finding words,
understanding directions or sustaining conversations, and frequent repetition.
However, research has also found that people in the early and middle stages of
Alzheimer’s disease are able to uphold the requirements of orderly conversations, i.e.

they can abide by turn-taking rules (Ripich, Carpenter & Ziol, 1997).
Therefore people with early-stage dementia may show some aspec‘ts which may cause

some annoyance to their spouses during interactions; however, they remain capable of

conducting conversations.
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Having considered the impact of dementia on the marital relationship and
communication, the focus of this chapter will turn to ways in which people may cope
with their memory difficulties, as this study also aims to consider how couples cope

and adjust.

Coping in dementia

Dementia, as with any serious illness or disability, places enormous demands on
coping resources (Cottrell & Lein, 1993) and the development of coping mechanisms
is essential in order to optimise well-being in dementia. Many researchers have stated
that a psychological understanding of dementia needs to take into account how an
individual copes with the changes which ari.se (e.g. Cottrell & Schultz, 1993; Woods
& Britton, 1985; Clare, 2002a). In contrast, this study is also designed to explore how
couples cope with the changes, and, specifically, whether they can help each other to
cope by supporting each other effectively. However it is important to think about how

individuals may cope, since this will impact on how people may cope together.

There have been a number of studies exploring individual coping mechanisms in
dementia. The importance of investigating coping mechanisms in dementia is that a
better understanding will provide a basis for developing effective psychological
interventions to help maximise well-being and personhood, particularly for those who
have the greatest difficulty in adjusting and developing efficient coping mechanisms.

This will be true at an individual and at a couple level.

Cotrell and Lein (1993) interviewed caregivers of people with dementia and asked

how they felt the person with dementia had coped. They found that in the early stages
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of dementia people were inaccurate about their deficits. Furthermore in all but one
person a realistic perception was correlated with depressive symptomatology. If
confronted with their difficulties the people with dementia would employ strategies
where they would react strongly and blame others, withdraw from social contact or
deny their problems. However, this study explored coping in the person with dementia
by asking their spouse, rather than asking the person with dementia directly, and

therefore cannot be wholly reliable as it is based on secondary sources.

Clare (2002a; 2003) interviewed people with early-stage Alzheimer’s disease and
their partners and identified the coping mechanisms they employed. She proposed a
model of awareness and coping in early-stage dementia involving the processes of
registering changes, reacting to changes and trying to make sense of them,
experiencing their emotional impact, and adjusting. Within these processes, responses
fell on a continuum ranging from ‘self-maintaining’ responses on the one hand to
‘self-adjusting’ responses on the other. Self-maintaining styles of coping included
‘holding on’ and ‘compensating’ - strategies employed to help maintain the prior self-
concept and a sense of normality. Self-adjusting coping styles included ‘fighting’ and
‘coming to terms’ - strategies involving confronting the threats of dementia head on,
viewing them as a challenge, and allowing the self-concept to change in response. She
found that most respondents used strategies tending more towards self-maintaining
rather than self-adjusting styles. In terms of reactions, explanations and emotional
responses to dementia there was a tension between needing to “put on a protective
coating” (self-maintaining) and “spend time in the depths” (self-adjusting). This
model highlights the individuality of coping mechanisms — some people seem to cope

by avoiding the issue of the dementia and normalising their experiences, whilst others
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cope by confronting the dementia, and many may use a combination of the two
approaches. The tensions between these two positions had also been noted in previous

studies (Keady & Nolan, 1995; Keady, Nolan & Gilliard, 1995).

Pearce, Clare and Pistrang (2002) investigated coping in men with early-stage
dementia and specifically explored whether there were differences in coping shown
by men from different occupational backgrounds. They conducted semi-structured
interviews with twenty men and their wives and used Interpretative Phenomenological
Analysis to identify themes relating to coping with early-stage dementia. As had been
found previously, and as outlined above, they found that the men were balancing a
wish to maintain their sense of self with a need to reappraise and construct a new
sense of self. Furthermore they found that the individual strategies people used were
based on their own personal resources, but also on their social environment, their
interpersonal relationships and socio-political factors. Relevant to the current study,
they found that the wives of men with dementia expressed confusion about how they
and their husband should cope as a couple. Some consciously tried to reassure their
husbands that their difficulties were normal, whilst others would not share the
diagnosis at all or preferred not to remind their husbands of their illness and seemed
to collaborate in the denial. Some of the coping strategies employed by the men to try
and maintain their sense of self involved reconstructing their role in relation to their

wives and devising ways of feeling needed in relationships.
As mentioned above, all of these studies have explored coping in the individual, and

how each partner copes separately, rather than looking at dyadic coping. Pearce et al

(2002) found that couples were unsure how to cope together, and the present study
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was designed to think about support and ways of coping that may be evident in

couples.

Having considered the literature relevant to early-stage dementia and coping this
chapter will now turn to the other area of research which has guided the present study,
with a review of the literature on coping in couples where one person is ill, and

studies of social support in general and in the context of ill-health.

Social support in couples

Away from the dementia field, some research has focused on investigating coping in
couples in general, with an emphasis on social support and help-intended
communication. Cutrona (1996) has written extensively on this subject. She writes
that the spouse is often the first person to whom one turns in times of crisis, and that
relationships function to provide, amongst other things, emotional support, esteem
support, information support and tangible assistance. Importantly, and highly relevant
to this study, she argues that the primary benefit of social support is as a protection
against deterioration of health and well-being. Support within the marital relationship
may promote a positive emotional tone and prevent the acceleration of negative
interactions, and well-timed and sensitive support from a spouse can provide a way
for the couple to remain in emotional contact. As evidence of this, Cutrona cites
research that found spousal support can lead to a decrease in rates of depression

(Brown & Harris, 1978).

Cutrona goes on to examine social support in couples when they are facing serious

illness. She states that chronic illness changes the context in which social support is
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given and received, since the ill spouse is placed in a position of dependence, and the
well spouse is placed in a carer role which may overwhelm him or her. As the illness
progresses, so do these imbalances, which may lead to heightened tensions, and the
role of appropriate support becomes even more crucial. Research has shown that the
onset of illness is a time of crisis for married couples, and both the ill and well
partners have an equal risk of developing psychological distress (e.g. Thompson &
Sobolew-Shubin, 1993). Open communication has been found to be a critical
component in maintaining high quality relationships within the context of serious
illness; however, support from the spouse can also backfire and may interfere with the
extent to which a person with illness regains strength or functional capabilities.
Therefore Cutrona concludes that the partners need to find ways of interacting which
do not reinforce helplessness, but equally do not ignore the patient’s need for love and

nurturance.

It would seem that the marital partner can be a great source of support in times of
stress, and this has been shown to be helpful for people who have been diagnosed
with serious illness, depending on issues such as the nature of the relationship. Open
communication and disclosure of concerns have been shown to be helpful for those
suffering from a number of serious illnesses, such as breast cancer, myocardial
infarction, and rheumatoid arthritis (e.g. Manne & Zautra, 1989; Pistrang & Barker,
1995, Pistrang, Clare & Barker, 1999). Specifically, the marital relationship has been
shown to be crucial to adjustment and psychosocial recovery following a heart attack
(e.g. Coyne & Smith, 1994), and in breast cancer good communication with the
partner has been shown to be associated with the psychological well-being of the

woman with cancer (e.g. Pistrang & Barker, 1995). Furthermore social support has
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been shown to increase survival time in patients with cancer (Funch & Marshall,
1983). Therefore, open communication and social support can improve emotional

functioning and well-being, but can also improve physical functioning.

This is an area which has previously been unexplored within the literature on
dementia, specifically looking at the support that married couples may provide to each
other following a diagnosis of dementia. Open communication has been shown to be
helpful to partners where one of them is suffering from a chronic illness; however, we
do not know whether the same can be said for people with dementia and their spouses.
Indeed there may be a number of aspects which hinder couples from talking about this
diagnosis and their concerns. It has already been mentioned that many carers feel the
diagnosis should be withheld from the person with dementia. If this is so, it would
seem likely that these same people may shy away from talking to their partners about
their concerns surrounding the dementia. Previous research, not specific to dementia,
has shown that chronic illness can have negative effects on open communication,
since the well spouse may fear harming the ill spouse by focusing on and talking
about unpleasant topics (Dunkel-Schetter & Wortman, 1982), or may believe that
talking about death can lead to a worsening of disease (Lichtman, Taylor & Wood,
1987). Therefore some well spouses have a tendency to avoid conversations involving
negative emotions and information. This may be compounded in dementia by a
person’s own fears about this illness — for many the prospect of “losing one’s mind”
may be an ultimate fear and so something to shy away from to avoid facing one’s own
feelings. Furthermore, spouses may know little about dementia and therefore be
reluctant to open up discussion about it as they may feel unable to answer questions.

However, Cohen and Eisdorfer (1986) suggest that creating an open environment for
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the person with dementia can often lead them to a stage of greater openness and
acceptance. They state that many individuals in the earlier stages of the disease often
welcome the chance to discuss their experiences of dementia, and express needs that
can be met by supportive open discussion. Cheston and Bender (1999b) also explore
this idea and suggest that the use of denial in the person with dementia may be an
indication of an impoverished psychosocial environment where the person with
dementia is unable to explore his or her experiences. They state that if the person is
given a supportive context they may be able to move through this stage of denial, as

has been shown to be the case for people who have been bereaved.

The aims of the current study

As mentioned above, to date it seems there has been very little research looking at the
conversational support that the couple may provide to each other when one of them
has early-stage dementia, and whether this kind of support functions as a coping
mechanism in dementia, or whether some communication between partners may have
a negative impact. This is an area that may also be of considerable interest now
because there is a move towards earlier diagnosis of dementia. This means that more
people are being given their diagnosis when communication skills are still relatively
intact, and so are in a position to be capable of both giving and receiving social
support from their spouse, which in turn may enhance the well-being of both partners.
Conversely, some communication may have a negative impact and decrease the sense
of well-being of either partner. The aim of the current study was to explore these ideas
and to look at communication between couples where one partner has early-stage
dementia, particularly looking at how they may or may not support each other with

concerns about the illness.
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The purpose of this study

There were a number of reasons for developing this study. The first was, as already
mentioned, that this is a previously neglected area. It was hoped that this study would
provide an insight into how spouses talk to each other when one has early-stage
dementia, and in particular how they talk about memory difficulties. The aim of this
was to find out what couples may do to help each other, and in turn what may not be
so helpful and may damage the personhood of the person with dementia. It was hoped
that, by understanding the processes that are more supportive and less supportive,
ways could be found by clinicians to promote more positive interactions between
people with dementia and their spouses, thereby lessening any malignant social

psychology. As Sabat (2001) states:

“There is, at present, no medical intervention which can prevent or stop the
progress of brain damage produced by Alzheimer’s disease. If, on the other
hand, we can identify problems whose origin is not the disease itself, but can
be found in dysfunctional social interactions which are fuelled by incorrect
assumptions about the afflicted person, it may be possible to minimise those
dysfunctional interactions and thereby improve the lives of the afflicted and
caregivers alike.” (p. 2-3)

The research questions

This study is designed to look at the conversational support spouses may or may not
provide to each other following the diagnosis of dementia, and their conversations
about the diagnosis of dementia and impact of memory problems. It aims to explore a

number of aspects of couples’ communication:

Whether there is evidence of Kitwood’s elements of interaction in the conversations

between people with early-stage dementia and their spouses. This study aims to look
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at the process of conversations and to see how partners interact when talking about
issues related to the onset of dementia or memory problems, exploring how
personhood may be being maintained or damaged. Kitwood’s ideas of positive and
negative interactions will be utilised to explore whether the significant elements he
identified can usefully be applied to couples where one partner has early-stage
dementia, as they have been applied to people with later-stage dementia, and in
institutions, through Dementia Care Mapping. However, in contrast to the emphasis of
this work on quality of care interactions, the present study will assume reciprocity, i.e.
that the person with dementia, as well as the carer, may show some or all of

Kitwood’s aspects of interaction.

What concerns couples raise with regard to the dementia and the impact of memory
problems. The study will explore what topics people raise with their partners and wish
to discuss, and what concerns people voice about their own or their partner’s memory

problems.

Whether couples find it helpful to have these conversations. As previously
mentioned, open communication and disclosure of concerns has been shown to be
helpful in some cases of serious illness. It will be interesting to explore with couples
whether this is true for people with dementia and their spouses, particularly since, as
outlined above, denial has been highlighted as an important coping strategy for some

people, whilst facing up to difficulties is a strategy used by others.

This chapter has introduced the literature relevant to the current study, and presented

the aims and the research questions being asked. The following chapter will focus on
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the design of this study and the methods that were employed to answer these specific

research questions.
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CHAPTER TWO

METHOD

This is a qualitative study which aims to look at conversations between people with
early-stage dementia and their spouses. Specifically, the study has been designed to
explore whether there is evidence of Kitwood’s interactive elements in conversations
between such couples, what concerns couple raise with regards to memory difficulties
and, if the couples talk about such concerns, whether they find these conversations

helpful.

This study was part of a programme of research looking at the impact of developing
dementia, and took place in conjunction with another study which was also looking at
couples where one member had early-stage dementia. The authors of these two
studies were both involved in recruitment and visited participants together, each
taking responsibility for a separate aspect of data collection as required by the two
distinct components of the research programme. This chapter will mainly focus on

aspects relevant to the study presented in this thesis.

The following sections will consider the participants who took part in this study,
ethical issues, the procedures followed and the methods of analysis, and ways in

which the quality of the research was ensured.

Participants

The study included heterosexual couples aged between 65 and 85 where one member

of the couple met diagnostic criteria for probable or possible Alzheimer’s disease as
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defined by NINCDS-ADRDA (McKhann et al., 1984), or probable or possible
vascular dementia as defined by NINDS-AIREN (Roman et al, 1993). People with
dementia were in the early stages and showed only mild or minimal impairment, as
indicated by a score of 18 or above on the Mini Mental State Examination (MMSE;

Folstein, Folstein & McHugh, 1975).

To be included in the study, couples had to have been living together for at least five
years. All the couples in this study were married. Though it was not necessary to be of
UK origin, all the participants were required to have been living in the UK for a
substantial amount of time, and to have a reasonable level of fluency in English, in
order to ensure a relatively homogeneous group who had been exposed to the same

cultural images of dementia.

Recruitment process

Participants were recruited from memory clinics and community mental health teams
across the North Thames region. Clinicians identified potential participants known to
their services. Those who met the inclusion criteria were then sent an invitation letter
and information sheet detailing the study (see Appendix 1). This was followed up
about a week later by a telephone call from one of the researchers to invite
participants to take part. If couples agreed to take part a meeting was set up at the
location of their choice (in practice, all couples chose to be seen in their homes) at

which time the consent form was completed and the research conducted.
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Characteristics of the sample'

Seventeen couples were approached to take part in this study. Nine couples declined
the invitation to participate and one couple changed their minds having initially
agreed to take part. Proportionately more couples where the wife had received the
diagnosis of dementia agreed to take part. Although the couples did not have to give a
reason why they did not wish to take part, some people mentioned their partner not
wanting to take part, or not wanting to take part because they were participating in

some other research.

Seven couples took part in this study. In four of these couples the wife was the partner
who had received the diagnosis of dementia. Details of the participants can be seen in
Table 3 overleaf. For each couple, the name of the person with dementia is given first.
Details have been changed to ensure anonymity. The MMSE scores given are those
that were recorded by other professionals. All these scores were obtained within the
four months before the researchers’ visit. The scores represent a mark out of a

possible 30. Scores ranged from 18 to 29 (mean = 22.29; SD = 3.95).
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Table 4: Details of the couples who participated in this study

Ann and Ahmad

Ann and Ahmad have been married for over forty years and
have two children. Ann is 74 and is Scottish. She worked as
a history teacher. Ahmad is 76 and from the Middle East but
has been resident in the UK for more than 40 years. He was
an engineer.

Ann and Ahmad reported having had a turbulent marriage.

Ann has received a diagnosis of probable Alzheimer’s
disease and had an MMSE score of 23.

Bill and Betty

Bill and Betty have been married for more than fifty years
and have one daughter. Bill is 75 and is English. He was in
the army and then did a variety of skilled jobs. Betty is also
75 and English. She has held a number of part time jobs
such as cleaning and waitressing.

Bill and Betty reported being happily married but having led
fairly separate lives until Bill became ill.

Bill has received a diagnosis of probable vascular dementia
and had an MMSE score of 23.

Clive and Charlotte

Clive and Charlotte have been married for less than ten
years though they have known each other for much longer.
Clive is 79. He was born in Germany but moved to the UK
when young. He worked as a doctor. Charlotte is 69 and
English. She still works part time as a therapist.

They reported having a very happy marriage and sharing
many interests and activities.

Clive has received a diagnosis of probable Alzheimer’s
disease and had an MMSE of 29.

Doris and Donald

Doris and Donald have been married for over forty years
and have two children. Doris is 73 and English. She worked
in administrative jobs. Donald is 71 and also English. He
worked as a baker.

They reported having had a very happy marriage though
Donald said that Doris’ illness had changed all that.

Doris has received a diagnosis of probable Alzheimer’s
disease and had an MMSE of 19.
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