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Abstract

Development and Feasibility of a Measure of Self in Dementia

Key words: dementia, selfhood, identity, autobiographical memory, cognition,

psychometric measure, cued recall.

Methods

A standardised measurement tool was developed by identifying aspects of self

that can be measured, and research methods that are effective at investigating

self in people without dementia. The measure consists of three sets of

illustrated 6 I a mé 6 s te@dsenting Activiies, Traits and Physical

Characteristics, and Relationships and Occupations. Participants were asked to

(i) sortthese according t o whet her each was o6judédhot i
at al l |siokret mhehée i(ri i6)j ust | ithk gatemendbmosth oi c e s
like them; (iii) describe memories associated with this statement. The measure

was tested with 20 people with dementia to inform refinement. The refined

measure was tested for reliability and validity by comparing results from five

people with dementia and six age-matched people without dementia.

Results

Outcome measures were strength, complexity and quality of self and an

0 e pi s oscbie ceflectipngdthe descriptive richness of memories. The initial
administration to 20 people indicated that the measure was suitable for people
with mild to moderate dementia, and the outcomes were meaningful and
reliable . An O6Obser vat i odeglopefto@anabiemeasuketentva s
of self via gestures and expressions of people with limited verbal abilities. The
second study indicated that the new measure has good test-retest reliability, but
convergent validity was not demonstrated. Participants with dementia
demonstrated strength, complexity and quality of self scores comparable to
participants without dementia. The results suggest that providing visual cues

bypasses the cognitive processes required for effortful recall.
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Glossary

Autobiographical memory: memory that contains information about oneself,

and about personal experiences.

Biopsychosocial approach: considers biological, psychological, and social
factors and their complex interactions in understanding health, iliness,

and care practices.

Dementia: an overall term that describes a group of conditions associated with
decline in memory or other thinking skills, severe enough to reduce a

person's ability to perform daily activities.

Al zhei mer 0:adeddnerative brain disease that is the most common
form of dementia. Symptoms are progressive memory loss, impaired
thinking, disorientation, and changes in personality and mood that cannot

be attributed to other diseases or brain disorders.

Dementia with Lewy Bodies: a progressive condition in which symptoms
include confusion, memory problems, mood changes, difficulty with
everyday tasks, spatial awareness problems, slowed movement and
stiffness, tremors, visual hallucinations and delusions. It is the third most

common form of dementia.

Fronto-temporal dementia: a condition that affects the frontal and temporal
cortical areas of the brain. It can be distinguished from other forms of
dementia by personality change and impaired ability to regulate personal
behaviour (Levine, 2004).

Semantic dementia: a neurodegenerative disease characterised by
semantic memory loss including general knowledge and knowledge of
objects. There are also language deficits such as impaired word finding

and comprehension (Duval et al, 2012).

Vascular Dementia: areas of the brain are affected by mini-strokes. The
disease progresses in a stepwise, uneven rate of decline, and memory
may be affected early in the disease (Mills, 1998). It is the second most

common type of dementia.

Xi


https://www.merriam-webster.com/dictionary/degenerative
https://www.merriam-webster.com/dictionary/dementia

Language, expressive: the ability to put thoughts into words and sentences

that make sense and are grammatically correct.

Language, receptive: the ability to understand the words, sentences and

meaning of what others say or what is read.

Memories, episodic: unique memories of events that are specific in time,
place, and context (who, what, where, or why) that can be stated

explicitly.

Memories, semantic: general world knowledge and basic facts that a person

accumulates over a lifetime.

Memory, long-term: a memory store with unlimited capacity memory that can

retain information over lengthy periods of time.

Memory, short-term: a small amount of information that is held in mind for a
few seconds. Information can be held and available for recall, but not
manipulated. When effort is made to remember the information it passes

into long-term memory.

Mild cognitive impairment: a condition characterised by minor problems with
mental abilities such as memory or thinking. Problems are worse than
would normally be expected for a person of similar age but not so severe
as to interfere significantly with daily life, and are not diagnosed as

dementia.

Objective: the state of not being influenced by opinions or personal feelings

when representing facts.

Personality: the setof personalc har acteri stics that influ

thoughts, actions, emotions and beliefs.

Person-centredcaree mphasi ses a personé6és soci al al
addition to their medical and physical needs, It nurtures remaining
abilities and seeks to promote sense of self. The focus is an ongoing
process of personalised care that is revised to meet the changing needs
of the person (physical, psychological and social), and thus support a

personds sense of self.

Xii



Personhood: a standing or status that is bestowed upon one human being by
others in the context of relationship and social being. It implies

recognition, trust and respect.

Psychosocial interventions: non-pharmacological therapeutic ways to support

people to maintain mental and physical wellbeing.

Retrieval, direct: memories come to mind spontaneously activated by specific

cues.

Retrieval, generative: memories are actively and consciously constructed.

Self-awareness: being aware of different aspects of the self including
behaviours and feelings at a particular time. Essentially, it is a

psychological state in which oned self becomes the focus of attention.

Self-concept: the collection of beliefs about oneself. Generally, self-concept

embodies the answer to "Who am 1?".

Self-consciousness: the tendency to introspect and examine one's inner self

and feelings.

Subjective: the state of being influenced by personal feelings or beliefs.

Xiii



1 Introduction

nSelf 1 s the cor endvidual,ahagpersoe, ar e as a

asahuman-no di sease can (Fazook2e13,phi&d.t away o0

1.1 Background

Fazi o6s gu o uladsiheessercea df thipstudy; the belief that self is a
vital and enduring aspect of all human beings. It has been suggested by some
that dementia may bring about changes in self, or how self is expressed, which
may be brought on by the condition and p
experiences. There are now 50 million people worldwide living with dementia,
who will require psychological, biomedical and social support. The majority of
this support is currently provided by families, with an estimated global societal
and economic cost of £650 billion per year (WHO, 2018). Thus, dementia has
been identified as a public health priority that requires policy change to enhance
the treatment and care of people with dementia, including psychosocial

treatments designed to enhance well-being and personhood in dementia.

1.2 Introduction

The aim of this thesis is to develop an objective measure of self in people living
with dementia. Drawing on the principles and methods of cognitive psychology it
will take the form of a standardised measurement tool that can be used to
assess or measure retained self, and any changes in self over time. It is hoped
that in the future the measure will be useful to dementia practitioners and
researchers for evaluating the efficacy of psychosocial interventions and
informing care approaches that are supportive of self. The aim is that the
proposed measure will recognise the personal nature of self and will be able to
capture, in a robust manner, the subjective, expressed sense of self of a broad

range of people living with dementia.

This introductory chapter starts by providing a definition of self that will be used
throughout this study. It will also introduce a range of self-related concepts such
as identity, personality and personhood, and explain their relationship to
theories of self as well as their implications or application within the proposed

measure of self. An overview of why maintaining self is important for people
1



with dementia will then be presented, thus providing a strong rationale for why a
tool to measure self is needed. The chapter will then outline how self has been
studied in people without dementia and how this contributes to our broader
understanding of self and its measurement, as well as critiquing relevant
general theories of cognitive psychology, and how they inform theories of how
conditions such as dementia affect sense of self. Following this, arguments will
be presented to support the position that there are currently no existing tools
appropriate for measuring self in people with dementia due to a range of issues
associated with tool design and administration. It will outline how the range of
existing measures of self in people without dementia provides a starting point
for the design of a tool that can successfully measure self in people with

dementia.

1.3 What is self?

Self is a concept that has been studied from a broad range of philosophical and
methodological standpoints. There are a wide range of definitions of self and a
range of terms (e.g. identity, personhood, self-concept, personality), which
authors from different disciplines appear to use interchangeably with the term
self. These different terms and their relationship to the concept of self will be
discussed in this section. However, the definition of self that will be used within

this study will be presented first.

William James, the eminent philosopher and psychologist took a broad view of
self that incorporated philosophical and psychological stances. His view has
continued to have a strong influence on the psychology of self up to the present

day;thi s pr oj ect widéfihitioraofiselpt Jamesos

ifa mands Self is the sum total of all th
his psychic powers, but his clothes and his house, his wife and children, his
ancestors and friends, his reputation and works, his land and horses, and yacht
and bank account. All these things gi
(James, 1890, p.292).

This definition fits well with what is already known about self in dementia. As will
be discussed in Chapter 2, existing research on self in dementia has focused on
a broad range of embodied, psychological and social processes, experiences

and behaviours. Therefore, a definition of self which reflects the multifaceted



nature of self, including the context of the lived experience of dementia is
requi red. Jon oisef fits thiseelguiremernt because it argues that
self should not be regarded as a single entity that originates from within the
individual only; but that is inclusive of social and cultural factors that contribute

to how an individual constructs his or her self.

Jamesds definiti thebiopsychasarial smodslthat onderpms t h
current best practice in dementia care. Good quality dementia care is defined as

care which is holistic and addresses the full range of physical, psychological

and social needs of the person with dementia (see section 1.6). The definition

includes aspects of self that can be described objectively, such as physical

appearance, family and social relationships, cherished possessions, favourite

places and previous occupations, and those that can be described subjectively

by a person with the ability vdlues,ahda so, s
memories. These should all be incorporated into a measure, tailored to the

lifetimes of experiences of people with cognitive change.

The broad range of research on self has meant that there is a range of

definitions of self, self-concepts, and dispositions associated with the term (see

glossary). The terms identity and personhood require a fuller explanation since

they are particularly important for understanding self in people with dementia.
Firstly, identity is defined as knowing |
means having a sense of continuity with
story to pr e(Kisvood, 1997b, pB) Gtleer ras@archers regard

identity as a sub-component of self that represents continuity via self-knowledge

and life history (e.g. Addis & Tippet, 2004), thus an agreed feature of identity

appears to be that it is based on a continuous narrative that includes locating an

individual in time (Medved & Brockmeier, 2008), emphasising the importance of

personal memories and a sense of time.

Personhood is fAia standing or status that
others in the context of relationship and social being. It implies recognition,
respect and trusto (Kitwood, 1997b, p.8)
interpersonal communication (Davis, 2004). Thus personhood highlights how
interactions with other people contribute to the individual sense of self. Kitwood
(1997b, p.45) describes how fAmalignant s
personhood of people with dementia if people who care for them disempower

3



and depersonalise them. This may happen because people with dementia are

regarded as having less value than people without dementia. The concept of
personhood relates to Aperson valueodo ( Sk
moral worth as well as the economic value of being able to work and accrue

property and capital. Thus some individuals (e.g. people without work or
pensioners) may sblese@abededuss ey only
and gaps, voids and deficiencieso (Skegg:
worth of people with dementia, Kitwood (197b, p.8) took the view that every

person continues to have absolute value, and should be treated with respect,

and this is not dependent on their actual or perceived economic status or other

contribution to society.

Recognising personhood is a key requirement of high quality person-centred
care (see also section 1.6) and underpins approaches that recognise the
importance of the person as an individual. It highlights the social aspects of self
that result from interactions with other people and which also contribute to the
personal sense of self, helping people with dementia to continue living as full a
life as is possible. It has been claimed that maintaining each aspect of self is
vital for humans because all aspects are associated with psychological and

physical well-being (Sedikides et al, 2013).

1.4 Why do we need to measure self in people living with dementia?
Self can be considered as the core of an individual and having a sense of self
enables a person to be valued as an active member of society (Fazio, 2013).
Loss of self is regarded anecdotally as the most feared consequence of
dementia, and is thought to result from memory loss and cognitive decline
associated with the condition, (Orona, 1990; Corner & Bond, 2004). However,
these beliefs draw on a narrow, cognitive and memory based definition of self;
this chapter proposes that self includes, but is not limited to, having retained
memories. Research into the impact of dementia on self is important in
supporting this position because studies have demonstrated that some aspects
of self are retained by people with dementia even when cognitive impairment is
severe, and thus any measure of self in dementia must look beyond memory
(Cadell & Clare, 2013).



Thus there are theoretical, practical and ethical reasons for measuring self in
people with dementia. These investigations will contribute theoretically to the
ways in which self is affected by dementia, as well as enabling assessment of
whether care interventions help maintain self in people with dementia, and
contributing to the case for valuing people with dementia as equal members of

society. These will be explored in more detail below.

1.5 Theoretical views of self

The theoretical views of self that will be investigated in this thesis are essentially
cognitive and socially focused. Cognitive psychologists examine mental
processes, such as memory and emotion, employing experimental research
methods, and often using questionnaires or structured interviews as
measurement tools. For example, people may be asked to describe memories
of personal events and how they feel when they recall these events. By asking
people how old they were when events occurred, where they were living and
other facts about themselves it has been demonstrated that sense of self is
related to their memories (for example, Conway, 2005). In some instances,
people may have difficulty recalling memories in their totality but may be able to
access sensations associated with the memory; these have been called
subjective feelings. It has been demonstrated that subjective accounts of
feelings associated with the recall of memories can be captured experimentally
(Tulving, 2002; Piolino et al, 2006)
tongued feeling, when they can very
is different from not knowing anything about the fact or event. Thus study of
subjective feelings associated with memory is a valid focus of study (see

Souchay 2007 for a review) which may be useful for understanding self.

Cognitive psychologists who have evidenced theoretical models of self by
comparing cognitively healthy participants with people who are known to have
specific cognitive impairments, demonstrated that some deficits in self may be
related to particular cognitive impairments. For example, it has been shown that
people who have impaired autobiographical memory also have a weakened
self-concept, by using measures of self that require recollection of memories
relevant to self-concept (Addis & Tippet, 2004). Studies of this kind tend to
include participants from clinical populations who have been diagnosed with

. Fol

near |

neur opsychological conditions, such as Al



dementia. They have identified specific types of memories that contribute to a
sense of self. Some of the most recent studies will be presented more fully in
Chapter 2.

Socially focused studies have demonstrated that some aspects of self remain
largely stable over a lifetime, whilst others are more fluid. For example,
research has demonstrated that identity evolves over time and adapts to
changes associated with ageing (Fazio, 2008). Thus, aspects of self may
change over the course of a lifetime, but evidence suggests that a core self
remains the same. The current Measure of Self will attempt to identify changes
in self as well as the ways in which self is stable, with relative stability or change
depending partly on personality traits and lived experiences (Kitwood, 1997a).
This demonstrates the complexity and interconnectedness of various

components of self.

There is also a temporal aspect of autobiographical self such that self has a

trajectory of past, present and future. In order to anticipate oneself in the future

one must have access to a personal past (Bassett & Graham, 2007). Thus

onebs sense of self and continued identi:
life story,andbeing aware of oneds I|ife story requ
(Conway et al, 2004), again demonstrating the interconnectedness of

autobiographical memory, identity and self. Figure 1.1 summarises theoretical

views of self and demonstrates how these can help answer questions

concerning aspects of self that change with age and aspects that remain stable.

Cognitive Theories: Social Theories:
What aspects of self change? What aspects of self remain unchanged?
| |
Mental processes: Some change
Memory Some stay the same
Emotion
Self-awareness

May depend on:
Personality
Lived experiences
Social context

Caused by:
Cognitive impairment

Inevitableloss? Can be maintained by:
Autobiographical memories
Support from other people

Figure 1.1: Theoretical Approaches to Change in Self
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Drawing these theories together, in order to develop a new measure of self, a
theoretical model or framework of self has been developed as part of this
doctoral research, which underpins the measure and its component parts. Itis a
multifaceted model of self developed by examining multidisciplinary theories in
more detail, along with evidence that relates to the aspects of self identified in

the earlier definition. This will be presented in Chapter 2.

1.6 Practical needs for supporting self in people living with dementia

Mai ntaining and supporting mafanddmentat f eel |
human need. Maintaining a positive sense of self throughout the lifespan is

facilitated by frequent validation and support (Charmaz,1983), and for people

with dementia, this validation and support is increasingly provided by other

people as the condition progresses, most importantly by care givers. It is
recognised that the tr adbasedcareshot o medi cal
appropriate for people with dementia because this method of care fails to

recognise the person and thus to support the self (Fazio, 2013). Kitwood

(1997a) claimed that this traditional method of care cannot meet the

psychological needs of the person, one of which is maintenance of identity.

Kitwood (1997b) proposed a method of care, called person-centred care, which

was founded on the principle of personhood, which, as defined above,

emphasises the importance of social relationships for the formation and

maintenance of self. The person-centred approach to care emphasises a

persondés soci al and p dontherimedical and | needs
physical needs. Instead of focusing on the cognitive losses associated with

dementia, person-centred care nurtures remaining abilities and seeks to

promote sense of self. Being sensitive t
means that the focus of person-centred care is the development of an ongoing

process of personalised care that can be revised to fit the changing needs of

the person (physical, psychol ogi cal and

sense of self (Tappen et al, 1999).

Personalised care methods can be enhanced by therapeutic interventions

designed specifically to meet the needs of people with dementia. There is now a

worldwi de O6dementia plandé that states a cor
people with dementia, their families and carers (WHO, 2018). This study

addresses the need for new methods of evaluating innovative solutions. There

7



are still no pharmaceutical drugs that can cure dementia, or any treatment to
permanently prevent worsening or slow the course of the condition. Therefore, a

range of psychosocial interventions have been developed (Vernooij-Dassen et

al, 2010), such as reminiscence and life-story work. These kinds of

interventions are intended to improve quality of life and enhance cognition and
functioning, and reduce rates of institutionalisation (Moniz-Cook et al, 2011). In

order for psychosocial interventions to be accepted as beneficial and thus

widely adopted in health and social care they must be rigorously evaluated to
examine their efficacyand cost effectiveness (Woods,
standardé f or e v al avidehce fmog largedcaderrandomised on's i
controlled trials (RCTs). However, there are currently few outcome measures

that fully capture the non-clinical benefits of psychosocial interventions (Woods

& Russell, 2014), such as maintenance of self. This study will provide a

measure that can fill this gap, based on theories of self that have been identified

and evaluated in the literature review, and which is tailored to the abilities and

strengths of people living with dementia.

1.7 Ethical considerations

As described above with relation to personhood, an ethical requirement of
person-centred care is to value and respect the individuality of persons
(Kitwood, 1997b), and so maintain their standing in society. This standing
should not be negated by needing to be cared for by others, or the presence of
impaired cognitive abilities. One way to fulfil this ethical requirement is to enable
people with dementia to communicate their subjective experiences (Kitwood,
1997a, Nordenfelt, 2014) and thus give them a voice in their own care, in
research and within broader society. Development of a new measurement tool
that is tailored to the abilities of the individual, will enable people with dementia

to be given a voice to help articulate their own sense of self.

1.8 What are the issues surrounding existing measures of self in
dementia?

The small number of experimental studies to date measuring self in people with
dementia have demonstrated important relationships between self, identity and
autobiographical memory (e.g. Jetten al, 2010), and have shown that some
specific aspects of self may be reduced more than others in people with

dementia (e.g. Addis & Tippet, 2004). However, an issue with these studies is
8



that they adopt a deficit focused approach in order to inform our theoretical
models of self, rather than aiming to capture elements of self that are retained.
In addition, there are potential issues with the methodological approaches,

which may lead to skewed detrimental performance for people with dementia.

Typically, people living with dementia face challenges in meeting the conditions
of applied experimental psychology research. For example, Sabat et al (1999)
identified problems likely to be experienced by people with dementia who were
asked to complete questionnaires investigating self-esteem. These problems
included:

1 Restricted vocabulary and options for response.

1 Restricted social context.

T Effects of dementia that I mpair t

comprehend questions and reply explicitly.

Qualitative studies exploring self in dementia (e.g. MacRae, 2010; Sabat &
Harre, 1992; Small et al, 1998), reviewed in more detail in Chapter 2, have
shown self to be maintained in people with dementia across the full spectrum of
severity of the condition. Therefore, this study will aim to develop a measure of
self that is robust, and can be administered in ways that are sensitive to the
abilities of people with dementia, by drawing on techniques and approaches
from qualitative research, and combining these with robust processes for

measurement development, design and administration from cognitive
psychology.

In short, a new measure of self designed specifically for use with people with
dementia is needed in order to evaluate psychosocial interventions that are now
being developed because i) pharmaceutical interventions are not effective, and
i) to provide better standards of care. There are currently no outcome
measures that are suitable for testing the efficacy of these interventions
(Vernooij-Dassen et al, 2010). In order to develop a new measure that will be
considered effective for this purpose, this project draws on the existing body of
evidence related to the design and development of measurement tools focusing
on self and identity for people without dementia, with the unique approach of
identifying potentially novel ways of administering the tests that are more
suitable for people with dementia. This entails combining approaches from

cognitive and socially focused disciplines. This methodology of integrating
9
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approaches is new to this field of research and follows epistemology advocated
by Goldman (1986) who proposes the combination of cognitive and social

knowledge. This approach will be explained more fully in Chapter 3.

1.9 Summary
This project addresses gaps in existing knowledge concerning self in dementia
by:

1 Combining findings from psychological, cognitive and sociological
research to provide a conceptual framework of self in people with
dementia that can be used to develop a multi-faceted measure of self
suitable for use with people with dementia.

9 Using approaches to rigorous data collection that meet the requirement
of robust measurement within cognitive psychology, but which are likely
to maximise the performance of a person with dementia and thus provide

a better measure of self in people with the condition.

An objective measure of self is needed in order to:
1 Measure the experience of self in people with dementia because
maintenance of self is central to good quality person-centred care.
1 Provide a solution to the problem that there is currently no way to
evaluate psychosocial interventions.

1 Provide a basis for further research involving self and dementia.
There is currently no suitable measure for people with dementia because:

1 Existing cognitive measures are not designed for identifying retained self.
1 They are typically administered under strict experimental conditions that

are inappropriate for people with dementia.

Thus this project will contribute to existing knowledge by providing a new
holistic framework of self relevant to people with dementia and by designing a
novel and robust measurement tool sensitive to the abilities of people with
dementia. The literature review will be presented in Chapter 2, to provide a

broad overview of what happens to sense of self in people with dementia.

10



2. Literature Review: Theories and Models of Self in Dementia

Even the everyday tales about shopping or the drudgery of unfulfilling work help
us see the real person behind the dementia. Assembling the stories took no
great skill beyond time and patience and a willingness to make an effort after

meaning. (Clegg, 2010, p.13)

2.1 Introduction

The aim of this chapter is to explore via a literature review what is already
known about self in dementia as interpreted by four broad theoretical
approaches: cognitive, personality, social, and embodied selfhood. This chapter
argues that a multifaceted view of self is most appropriate for explaining and
understanding what happens to the sense of self of a person with dementia.
The literature review includes studies focusing on self in people with various
types of dementia in order to gain a broad view of how concepts of self in
dementia have developed. It investigates how researchers from different
disciplines have highlighted and explored different aspects of self in people with
dementia, and how these aspects of self are expressed by people with

dementia.

There will be an overview of the theoretical approaches (cognitive, personality,
social, and embodied selfhood) followed by outlining the search process that
identified studies for inclusion in the review. Critical reviews of the studies are
organised so that the results relating to the four theoretical approaches are
reviewed in turn. The chapter will end by introducing a conceptual model of self

that will form the basis of the new work reported in the thesis.

In short, this chapter will locate, summarise and evaluate literature that
investigates what is known about self in people with dementia and will position
this with relation to underpinning theories of self, in order to help to explain and

contextualise what is already known.

2.2 Theoretical approaches related to self

The first theoretical approach discussed below relates to cognitive psychology.
Areas of this discipline that relate specifically to the self are outlined, together
with models of self that have emerged from research following this approach.

Much of the research relies on memory recall, therefore, conditions that aid and

11



hinder recall of specific memories are also considered. Finally, the feelings that

a person may experience when remembering an event are discussed.

2.2.1 Cognitive theories specifically related to self and memory

A common early symptom of Al zheimerds di
cognitive psychology researchers who have studied self in dementia have

tended to focus on the impact of changes in memory on sense of self. This

reflects the widely held view that sense of self depends on our ability to

subjectively remember our past lives (Schacter,1996). Another widely accepted

view is that memory is not a single entity, but is made up of multiple systems,
therefore Al zhei merdéds disease provides a
types of memory because of the nature of memory changes associated with the

disease. Research studies that have investigated these changes are included in

the literature review. Broadly, memory can be divided into short-term and long-

term memory. Psychologists (for example, Baddeley, 2004) describe short-term

memory as the information that is stored in the mind for very brief periods of

time. Much of this information is forgotten quickly, but some is retained and

memorised as part of the long-term memory system (this is different from the

more widely used lay understanding of short-term memory that consists of
memories that are retained for a day or
interpretation of short-term memory has not been shown to be related to sense

of self so this chapter will focus on long-term memory only.

Long-term memory can be subdivided as shown in Figure 2.1:

Long-Term Memory

/\

Explicit Implicit
(declarative) (Non-declarative)
Episodic Semantic

Figure 2.1: Long -Term Memory Structure

Tulving (1985) was the first researcher to put forward a theoretical model of a
long term memory system consisting of explicit and implicit memories, with

explicit memories further divided into episodic and semantic memories. This has
12



continued to be an influential model that has been used as a basis for many
research studies. Tulving described explicit memories as those that can be
consciously recalled and articul ated
oneself and oneds expldimpleihnemaiesiane t h e
retrieved unconsciously and include procedural memories such as riding a

bicycle or touch typing.

As stated above, explicit memories can be divided into episodic and semantic
sub-systems. Episodic memories are those that are recalled with an awareness
of when, where, how, or why the event occurred; its context, and a feeling at the
time of recall that one was present at the event when it occurred (Tulving,
2002), for example a vivid memory of
memories are those that are recalled with no awareness of when or how they
were first remembered or learnt. For example, knowing that Paris is the capital

of France is semantic (or general) knowledge. However, semantic memories

can also be pertinenttothesel f, f or exampl e, knowing

where one was born, and describing characteristics and traits, such as being a
caring person (Klein & Nichols, 2012). Long term memory as a whole that
pertains to past personal events can also be described as autobiographical
memory. Autobiographical memory consists of episodic and semantic memories
that are specifically related to an
fundamental to the experience and continuity of self over time (Conway and
Pleydell-Pearce, 2000).

2.2.2 A model of memory: The Self Memory System
Conway and colleagues (Conway & Pleydell-Pearce, 2000; Conway et al, 2004;

Conway 2005) proposed a model that describes the associations between

( he

wi d

one

on

ndi:

autobiographical memory and self, namely,the 6 Sel f Memory System

This model has been drawn from a wide range of autobiographical memory
research. It describes the cognitive processes that underpin memory,
specifically how and why we remember events as autobiographical memories

(Conway & Pleydell-Pearce, 2000). There are alternative models of memory

systems, notably the O6modal model 6 whi ch

Shriffin (1968), and consists of three stores of sensory, short-term, and long-

term memories. Memories are stored depending upon how many times they are

repeated or rehearsed. However, the SMS is a more contemporary and widely
13



accepted model which is also more relevant to this study because of the clear
relationship it suggests between self and autobiographical memory, as

described below.

The SMS is theorised as consisting of the working self and the autobiographical
knowledge base. Autobiographical knowledge comprises semantic and episodic
information. It is proposed that the working self plays a major role in the

encoding and re-construction of autobiographical memories ensuring they are

consistent with and support personal goals, motivations and self-images

(Conway & Pleydell-Pearce, 2000). Autobiographical knowledge is

conceptualised as consisting of a base, or records, of semantic events

organised by lifetime periods over three levels that connect to a bank of

episodic memories. The first level of the autobiographical knowledge base
comprises 6general eventsd that span rel.
weddingsorfuneral s. The second | evel of olifeti:]
time units that reflect particular goals, such as undergraduate study, academic
career and so on through oneds | ifeti me.
represent s alifeasawdoleyvcondtuceld @within a particular culture

at a particular time; for example, life as a working mother in 20™ century Britain.

The bank of episodic memories is conceptualised as being separate from the
autobiographical knowledge base, therefore, these memaories are harder to

recall, and more easy to lose (Conway, 2005).

The SMS model also provides a framework to suggest how memories are
recalled. Figure 2.2 (adapted from Conway, 2005) illustrates how the three
levels of the autobiographical knowledge base link with the episodic memory
bank. It also illustrates that information is not arranged temporally, instead it is
theorised that information is organised around experiences that are personally

important.

The diagram illustrates how memories can be recalled once they have become
part of the autobiographical memory system. Bi-directional interconnections
between levels help to explain two methods of memory recall, namely
generative and direct retrieval (Conway & Pleydell-Pearce, 2000). Generative
retrieval is initiated by a conscious need or desire to remember an event or

piece of knowledge. When recall of the general event is triggered, connections
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Life Story Schema
e.g. career, relationships, friends

Lifetime periods
e.g. school, university, marriage

[ 1]

General Events
e.g. exams, meetings, holidays

NS

Episodic Memories
e.g. final exam, wedding,
birth of first child

Figure 2.2: Autobiographical Memory System (Conway, 2005)

are made between relevant lifetime periods and life story schema, and a
retrieval path wil |l be formed that &édril |
followed to specific events in the episodic memory bank (Haque & Conway,
2001). This method of generative retrieval becomes impaired in people with
dementia (Greene et al, 1995) which emphasises the point made in Chapter 1
that methods requiring generative memory retrieval are inappropriate for helping
people with dementia access their autobiographical memories. Alternatively,
direct retrieval is experienced as an unexpected or spontaneous memory that
occurs in response to a specific trigger such as a familiar aroma or piece of
music (e.g. McDermott et al, 2014; Ward & Campbell, 2013). It is believed that
these memories occur because a strong stable pattern of retrieval has been
established by repeated activation over time and so the memory can be directly
triggered by an environmental cue. Taken together these findings imply that
deliberate generative recall of episodic memories in dementia is impaired but

relevant cues or prompts can spontaneously evoke autobiographical memories.

It is important to note that the methods of memory retrieval described in the
SMS are not the only proposed methods of memory retrieval. Alternative
theories describe associative retrieval processes, which include chaining theory
and retrieval context theory (Kahana et al, 2008). However, it is beyond the

15



scope of this thesis to delve more deeply into these theories which are not

specifically associated with the self.

2.2.3 A phenomenon that aids memory retrieval: The Reminiscence Bump
The O6reminiscence bumpd phenomenon has
demonstrating that middle and olderi aged adults remember a larger than
expected number of memories (compared with other time periods) from a period
bounded by adolescence and early adulthood (approximately 15 to 30 years of
age). As yet there is no agreed explanation for the phenomenon, although
Elnick et al (1999) noted that the reminiscence bump coincides with a period of
intense psychological processing of memories at this time, and Rathbone et al
(2008) suggested that the reminiscence bump occurs because a cluster of
memories form that are related to self-images that remain easily accessible to
the rememberer in the later years of life. In the context of the SMS these

findings suggest that if access to these memories is impaired by conditions

such as Al zhei mer 6s di dmageswillalstldieei r associ

weakened, meaning that there will be a correspondingly weaker sense of self.
Conversely, it is possible that memories from the reminiscence bump era may
continue to be more easily accessed in the face of impairment for people with

Al zhei mer 6s di sease and dementi a.
2.2.4 Experimental conditions that hinder memory retrieval

There may, however, be other explanations for poor access to autobiographical
memories and the weakened sense of self associated with this. Some
experimental studies have sought to investigate the nature and extent to which
dementia affects memory recall. However, experimental procedures may cause
overestimation of findings indicative of deficits in self in dementia because the
experimental method has not been designed or validated for use with people
with cognitive impairment, and findings may therefore reflect the impact of the

experimental requirements rather than true decline in selfhood.

2.2.5 Subjective states associated with memory recall in people living with
dementia

The subjective experience associated with memory recall is termed recollective
experience. Investigating subjective states such as these help with

understanding how individuals experience a sense of self. As outlined in
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section 2.2.1, Tulving (1985) proposed a memory system consisting of three
types of memory: episodic, semantic (explicit) and procedural (implicit). Tulving
also proposed a way of differentiating memory systems in terms of the kinds of
consciousness that characterised the experience of remembering. In simple
terms, procedural memory is characterized by anoetic consciousness (no
conscious awareness of remembering something), semantic memory by noetic
consciousness (remembering something with no memory of when, where or
how it was learnt), and episodic memory by autonoetic consciousness
(remembering personally experienced events, with senses and emotions
associated with being at the events). Figure 2.3 illustrates the relationships

between memory systems and types of recollective experience.

Memory System Consciousness
Episodic < > Autonoetic
W \lf
Semantic < > Noetic
| |
Procedural < > Anoetic

Figure 2.3: Schematic Arrangement of Three Memory Systems and

Three Kinds of Consciousness (Tulving, 1985)

It i s possible to experimentally deter mi:
asking if they remember an event with details that make the event unique, or if
they just know that it happened. These recollective experiences are associated

with episodic and semantic memories respectively.

Having stated that Tulving was the first researcher to propose a theoretical
model of long term memory, it is interesting to note that in 1804 the philosopher
Maine de Biran proposed three different types of memory, consisting of
mechanical, sensitive, and representative memories; he also described
differences between implicit and explicit memory. He defined mechanical
memories as unconscious expressions of repeated movements, representative

memory as conscious recollection of ideas and events, and sensitive memories
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as feelings (Schacter,1987). This memory system has never been widely

recognised by experimental psychologists but correlations can be made with
Tulvingds memory systems,; namely mechani
representative with declarative memories and sensitive memories with

recollective experience.

The next section focuses on personality theories and demonstrates that
personality is a component of self that affects how a person visualises him or

herself, and how he or she presents him or herself to others.

2.2.6 Personality Theories: Overview of personality change in people with
dementia

Personalityreferst o t he set of characteristics th.
thoughts, actions, emotions and beliefs. These characteristics are
conceptualised as stable traits that are distinguishing features of how a person
thinks and acts, and which combine to make a person unique and provide a
recognisable identity over long periods of time (McAdams, 1996). Kitwood
(1997) wrote that many relatives and friends of people with dementia talked
about changes in personality, leading them to feel as if they had lost the person
they used to know. It has also been suggested that people with dementia show
change in personality alongside, and sometimes before, other clinical signs of
dementia (Robins Whalin & Byrne, 2010), although this is not universally agreed
(Sabat, 2005). When people with dementia are asked to describe their own
personality traits, they may base their self-description on their pre-morbid
characteristics, as the cognitive changes of dementia may have prohibited them
from updating their self-concept after the onset of the condition. However,
various reasons why change may occur have been investigated and these will

be presented and critiqued in the next section.
2.2.7 Measuring personality over a per sol

Researchers have identified and investigated large numbers of personality traits
and characteristics which have been incorporated into personality
guestionnaires. This illustrates that personality is an extremely complex entity
that may be difficult to measure in people with dementia. Measures
administered to both people with dementia and their relatives or carers have

tended to be shortened versions of personality inventories (e.g. Ruby et al,

18



2009). These may rely on observable traits and characteristics (such as
sociability, being organised or impatient) so that proxy ratings can be used.
They may also omit traits that are more difficult to quantify. In relying on
observable and readily quantifiable characteristics they may ignore other traits
and characteristics necessary to provide a fuller picture of an individual (for

example, time spent daydreaming, feeling guilty or willingness to compromise).

There has been much debate concerning st
personality over their lifetime, centring on whether personality is wholly innate

(and therefore unchangeable) or changed by environmental circumstances, i.e.,

whether it is stable or evolves over a lifetime. Norman (1963) hypothesised that
descriptions of personality could be incorporated into five domains, and Costa

and McCrae (1992) adopted these domains to produce a Five Factor Model of

Personality. Costa and McCrae proposed that the traits that constitute the five

domains are as follows:

1. Openness-to-experience includes traits relating to fantasies, aesthetics,

feelings, actions, ideas and values.

2. Conscientiousness relates to competence, order, duty, achievement,

self-discipline and deliberation.

3. Extraversion includes warmth, gregariousness, assertiveness, activity,

seeking excitement and tenderness.

4. Agreeableness relates to trust, straightforwardness, altruism,

compliance, modesty and tenderness.

5. Neuroticism equates with anxiety, angry hostility, depression, self-

consciousness, impulsiveness and vulnerability.

Costa and McCrea (1992) developed a questionnaire, the NEO Personality
Inventory (consisting of 240 questions) to aid their research into personality,
and found substantial evidence to support their view that traits are stable over
long time periods and can be found across cultures, and that traits can predict
behaviour and experiences. However, in a later paper, McCrae et al (2000)
modified their perspective. They reiterated that innate personality traits follow
prescribed paths largely independent of environmental influences, but also
acknowledged that there may be exceptions to this rule, and that personality

change may occur as a result of life events, such as traumatic events or
19



exceptionally memorable experiences. Rothbart et al (2000) supported this
view, proposing that traits emerge from genetic inheritance that influences, and
is influenced by, the lifetime experiences of each individual. It can be argued
that a diagnosis of dementia, and the resulting change in circumstances, are

events that might lead to personality change.

Caspi and Roberts (2001) provided more detail about how and when personality
may change across the lifespan. They reviewed longitudinal studies to
determine types of continuity and change, and factors that may aid stability and
change such as changing or stable environments and the way a person reacts
to environmental change if it occurs. They concluded that personality continues
to develop until 50 to 60 years of age, but is most likely to become stable at
around 50 years. However, the changes associated with onset and diagnosis of
dementia usually occur after the time of 50 to 60 years of age (when personality

is said to stabilise) and therefore dementia may disrupt this period of stability.

Caspi et al (2005) also reviewed stability and change in personality

emphasising how life changes and role transitions can affect personal

development. This perspective prioritises the view that personality is fluid and

prone to change, especially during periods of rapid physical, cognitive and

social change, all of which may be typical of what can happen to a person after

being diagnosed with dementia. Referring to the Five Factor Model, Caspi et al
suggested that certain personality types are more or less prone to change or

stability across the lifetime. For example, if levels of agreeableness,

conscientiousness and emotional stability increase with age, these are likely to
foster stability and ability tesearchope wi t |
suggestst hese are amongst the traits most |
disease (Robins et al, 2011). This supports the suggestion above that the

premorbid personality of a person diagnosed with dementia may affect the way

they respond to the diagnosis and its consequences. Therefore, it could be

hypothesised that changes in personality that other people observe may in part

be caused by existing personality traits, and personality changes in reaction to

the challenge of dementia rather than the condition itself.

To summarise, a consensus has emerged that some personality traits change
over the life course due to environmental influences. However, this is not a

simple process of cause and effect. It is likely that the type and degree of
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change dependsonapersonds i nnate characteristi

any situations in which they find themselves.

The previous sections have focused on individuals; what types of phenomena a
person remembers, how he or she feels at the time of remembering, and the
characteristics that influence how a person acts, and responds to events. The
following section widens the view to the society and environments in which a
person exists that also affect how he or she experiences and responds to
events. It provides an overview of social approaches that are most commonly
drawn upon for qualitative research into the self in people with dementia,

namely social constructionism and embodied selfhood.
2.2.8 Social Constructionism

The social constructionist movement developed specifically to help explain
social processes such as how people describe, explain and account for the
world in which they live (Gergen, 1985). This approach draws on social history,
emphasising the importance of people operating together, sharing ideas and
acquiring knowledge, primarily through written and verbal forms of language.
Researchers taking a social constructionist stance claim that all knowledge is
co-created through social, interactional processes, which means that there are
mul ti pl e Oratheothah & singletmidreality (Willig, 2001). Different
people may describe a shared event or phenomenon differently from other
people who attended the same event because of the different ways they
perceive and understand it. Social constructionist researchers aim to discover
the various ways that reality is constructed by different people, by investigating

the subjective experiences of everyday life (Andrews, 2012).

Thus the principles of social constructionism may seem to oppose the cognitive
and personality based perspectives of how self is formed and maintained.
Cognitive models and personality theories, whilst permitting some impact of
interaction with the environment on self, reflect an individualised self that is
largely determined by biology and life history, and which is predominantly stable
over time. On the other hand, social constructionism offers a complementary
perspective on self, which may help to fill some of the gaps in explanation and
understanding within cognitive and personality theories. For example, evidence

from cognitive theory suggests that self-related memories are not a consistent
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factual account of a particular event because individual accounts of the same
event vary. Relating this to the Self Memory System (Conway & Pleydell-
Pearce, 2000) it is proposed that the working self consists of perceptual and
meaning making processes that interact with memory processes to determine
which self-related memories are stored and retrieved, and also impact on the
meaning of them to the individual when they are retrieved. Social
constructionism can add to this theory by offering an explanation as to how
meanings are ascribed to memories that contribute to sense of self, because in
social situations remembering is linked with wider social discourses and
positions so what is remembered may result as much from the process of
talking to others as it does from what an individual wants to remember about an
event (Harre, 2002).

Thus, people taking a social constructionist stance aim to reveal the underlying
beliefs and conventions that contribute to the ways individuals construct their
realities, and the way language is used to emphasise prevailing or particular
views and expectations (Cruikshank, 2012). For example, Harre (2002)
proposes Positioning Theory as a development of social constructionism,
stressing that the conventions of current ways of speaking and thinking can put
constraints on the ways individuals think and act. Narrowing this down to

considering societal views of dementia, this has become a stigmatised

condition, with a diagnosis of Al zhei mer
sentence6 (Beard & Neary, 2013). Peopl e
Al zhei merds disease are |ikely to be fea

society will view them (Corona & Bond, 2004). Other people are in turn likely to
devalue and marginalise t hem, resul ting i
is defined as the impact of poor care practices delivered by care workers that

cause erosion of personhood (Kitwood & Bredin, 1992), which, combined with

the loss of cognitive functions, diminishes sense of self.

A study by Orona (1990) and book by Cohen and Eisdorfer (2002) extended the

view of diminishing self to one of inevitable loss of self. Orona (1990)
emphasised the fear of Al zhei meroés disea:
losing their sense of self soon after being diagnosed with the disease,

eventually becoming unrecognisable as the person they used to be. Orona

reported interviews withr el ati ves of people with Al zhe
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specifically asking for descriptions of incidents showing loss of identity, such as
uncharacteristic behaviour. It is apparent that unusual behaviours were

interpreted as meaning that a person had ceased to be the person they once

were, rather than that they had changed in some way. This view was reinforced

by Cohen and Eisdorfer (2002) who emphasised accounts of loss of self given

by relatives of people with Al zheimer 6s

signi ficance of small signs that aspects ¢

Other authors have taken a questioning stance, aiming to change societal views

about dementia. Behuniak (2011) claimed that the social construction of people

with Al zheasmeras daliisving deadd and O6zombi
dehumanisation caused by disgust and terror, fuelled by the zombie genre of
popul ar culture. Naue and Kroll (2008) d
otherd, caused by the prleadswipdoplewgh vi ew t h;
dementia characterising oOdrlyfGilnourandce and
Brannelly (2010) describe the experiences of people with dementia as
O0subalterndé meaning they becamesilencedi se mp
group. All three of these articles aimed to challenge the stigma, and the

stereotypical view that people with dementia no longer have a sense of self.

To conclude, Figure2.4. summari ses how a personds se
affected by being diagnosed and living with dementia, taking a social

constructionist perspective.

Social Interaction
Cultural Environment
Personal + Social History

Autobiographical Memories:

Language How created
Beliefs How recalled
Conventions 1

Current Sense of Self

Negative Stereotypes
Stigmatising Social Discourse

Figure 2.4: Experience of Self in Dementia
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The following section moves away from the impact of wider society to consider

the ways in which individuals express their selves.

2.2.9 Embodied Selfhood

Aswi | | be outlined below, a personds need
through facial expressions and bodily movements. This relates to the theory of
embodiment proposed by the twentieth century philosopher, Merleau-Ponty who

claimed that his theory aided the understanding of self and identity,

consciousness and communication (Carmen,1999). Merleau-Ponty postulated

that embodied consciousness is a form of bodily response that does not require

cognitive awareness, for example scratching an insect bite. This is a basic

bodily action that the body O6knowsd how
conscious activation; other actions can take the form of habits and skills.

Merleau-Ponty argued that the body is intrinsically expressive and as such is

central to the acquisition of language. He claimed that facial expressions,

gestures and periods of silence should all be taken as ways of communicating

the meaning of what is being said, or not said. Maine de Biran (see also section

2.2.5) analysed habits, which he observed as becoming automatic and

unconscious actions with no recollection of when or how the habit was learned
(Schacter,1987). Furthermore, habitual gestures and movement can indicate
intentionality (Dreyfus, 2002), for example leaning towards a person indicates a

desire to listen to what they are saying (Hubbard et al, 2002). Similarly,

gestures and facial expressions can be seen as ways of a person expressing

their feelings, wishes, and needs.

However, other researchers have proposed that autobiographical memories are
associated with embodiment. For example, Bamburg (2011) linked embodiment

to |life stories which he claimed are the
self. Bamburg claimed that narration of these stories can be expressed in a

variety of ways, not only verbally, such as bodily gestures, posture, facial
expressions and gaze. He described two ki
that consist of | andmark events and @smal
construct a sense of who they are. These can be linked to the Self Memory

System, with reference to general events and lifetime periods (see section

2.2.2). Merleau-Ponty claimed that performing embodied actions requires no
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cognitive input, but bodily gestures that Bamburg describes can be likened to

non-declarative implicit procedural memories (described in section 2.2.5).

To summarise, the previous sections have provided an indication of how the
theoretical approaches chosen for this thesis provide opposing and, in some
ways, complementary accounts that aid the understanding of self in dementia.
The following sections report the literature review which provides further
evidence to critically analyse the findings of research studies allied to the

different theories and models of self.

2.3 Critical Literature Review

The purpose of this review is to set out and critique current understanding about
what is known about self and dementia. Quality of studies was assessed by
considering how well they were conducted, the strengths and limitations of
design, participant groups and methods of enquiry. Discussion of quality is

included in each section of the results.

2.3.1 Identification of Studies

An extensive literature search was conducted by the researcher in July 2013,

with further searches in March 2015, February 2017 and November 2018, in

order to identify studies focusing on self and dementia published from 1989

onwards. The year 1989 was chosen as a starting point because this was when

the Autobiographical Memory Interview (Kopelman et al, 1989) was introduced,

which has continued to provide the basis of a wealth of research into memory

specifically related to the self. This also marked the beginning of wide-ranging
research into Al zheimeroés disease and ot |

emergence of articles and books concerning loss of self caused by dementia.

The following electronic databases were searched: MEDLINE, ASSIA, Web of

Knowledge, Web of Science, CINAHL and Psycinfo. The following search

gueries were used; termsonmed @mtt eedd ifidoenstfa |tdy
isalwlairenesso, flautonoetic consciousnesso
Terms related to memory were: fAmemoryo, |
memoryo, and Areminiscenceodo. Terms rel at
constructionismo, fAet hol ogyo, fethnographyo, fexj
Aquantitativeodo, plus Apersonalityo and A
combined with fAdementiad and AAl zhei mer 6.
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or el derl yo. | n aimbdbefore d989 were ielentifiecdand paper
citing studies checked; reference sections of all relevant articles were searched,

and research and citation alerts were set up for key journals (Sage Journals,

Jisc Zetoc Alerts), authors (Academia.edu, ResearchGate) and key words (APA

Research Alerts). Searches during 2013, 2015, 2017 and 2018 yielded 380,879

studies. New areas of research were also identified by attending conferences

and workshops, e.g. fASupporting Personho
2014), Dementia and Rights Quarterly Event in Bradford, (September, 2016)

and Transitions in Dementia and Social Health Public Lecture, Bradford (April,

2017). Figure 2.5 illustrates the continuous, cyclical search process, which

continued throughout the course of the research study.

Database Search

Identify and download
articles, studies,
books chapters etc.

Identify new approaches
based on existing models

Make use of ResearchGate, Scrutinise for key citations,
AcademiaEdu etc. references, researchers,
authors

Set up citation alerts for
journals, studies,
authors etc.

Figure 2.5 Cyclical search process

2.3.2 Inclusion and Exclusion criteria

To be included in the review studies needed to be written in English and
published in peer-reviewed journals. They needed to include people with
dementia as participants and make reference to specified theories of self, such
as autobiographical memory systems, personality theory, and social identity
theory, or theoretical approaches, including social constructionism, narrative
identity, and embodied selfhood. They had to report primary research, either
experimental or qualitative, or case studies; and therefore review articles were

excluded. Figure 2.6 illustrates the search process.
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Records identified through database search of terms
n = 380,879

Records screened (abst
n="1

,813

racts read if obtainable)

Articles excluded

Full-text articles assessed for inclusion
n=323

n = 1490

Y

Full text article

n=95

sread in detail

|

n=

Studies included in review

52

.| Full text articles excluded

n=228

Figure 2.6 Study Identification Flow Chart

2.3.3 Results

Fifty-two studies met the inclusion criteria, of which 26 are cognitively focused,

23 socially focused (including embodied selfhood), and three studies relate to

personality theory. It should be noted that the positioning of some studies was

not straight forward due to the overlapping nature of underlying theories upon

which they are based, so may be discussed in more than one section.

The first results based on cognitive theories focus on the impact of dementia on

autobiographical memory. Examining links between this and sense of self can

help in understanding how cognitive changes influence self in dementia. Later

sections will focus on subjective experiences of remembering (self-awareness

and self-consciousness) and how they influence sense of self and identity.

2.3.4 Autobiographical memory and self in people living with dementia

Five studies were identified that focused on the role of autobiographical memory

in relation

to self

and

identity i

Table 2.1) Of these, four studies demonstrated that memory impairments in

dementia were associated with change in aspects of self and identity. Firstly,

27

n

peopl



Table 2.1 Studies Investigating Autobiographical Memory, Self, and Identity in People with Dementia

Study
Authors

Title

Participants

Component/s of
self specified by
authors

Main findings

Addis & Tippet
(2004)

Jetten et al
(2010)

Fargeau et al
(2010)

El Haj & Antoine
(2018)

Eustache et al
(2013)

Memory of myself:
Autobiographical memory
and identity
disease

Declining Autobiographical
memory and the loss of
identity: Effects on well-
being

Al zhei mer 6s
impairment of self

Context Memory in

Al zhei mer 6s
i Wh o o, i Wher
i Wheno

Sense of identity in
advanced Alzheimer's
dementia: A cognitive
dissociation between
sameness and selthood

20 adults with mild to
moderate AD

20 age-matched
controls

15 adults with mild
dementia

16 adults with severe
dementia

17 age-matched
controls

d 47 adults with mild to
moderate AD and
their carers

31 adults with mild AD
L and 35 age-matched
€ controls

16 adults with mild to
severe AD

16 age-matched
controls

Identity

Identity

3 dimensions of
self:

Material, spiritual,
social

Contextual
elements of
autobiographical
memory

Identity as self-

consciousness and

self-description.

Participants with AD demonstrated weaker,
more abstract, vague and less definite sense of
identity compared with control participants.

Loss of AM associated with weakened sense of
identity.

Majority of participants showed impairment in at
least one aspect of self, most often social.
Severity of impairment was correlated with
severity of impairment of semantic memory.

=1}

| mpair ment i n Awhoo,
components shown by participants with AD.
Most difficulty shown in remembering temporal
information.

Sense of identity broadly preserved in people
with AD, although weaker than control group.
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Addis and Tippet (2004) investigated the nature of autobiographical memory

impairment and how this was associated with changes in identity. Twenty
participants with mild to mode-madched Al z he]
people without dementia were asked to remember events from specific time

periods (e.g. childhood, early adulthood, and recent adulthood) based on the
Autobiographical Memory Interview (AMI, Kopelman et al, 1989). Identity was

assessed using the Twenty Statements Test (Kuhn & McPartland,1954) and the
Tennessee Self Concept Scale (Fitts & Warren, 1996). Findings showed a

significant association between childhood and early adult memories and

strength and quality of identity; participants with poor recall of childhood and

early adult memories reported fewer specific statements and vaguer ratings of
self-concept than participants without memory impairment. A later study by

Jetten et al (2010) replicated Addis and
residents of a specialist dementia care home. Jetten et al reported that loss of
autobiographical memory was associated with a weaker sense of identity,

supporting the findings of Addis and Tippet. They proposed that

autobiographical memory provides a foundation upon which identity is built, and

so, when memory is impaired, tirhpairecabi | ity

Echoing Jamesébés definition of self <cited
Fargeau et al (2010) explored changes in material, spiritual and social aspects
of self associated with dementia, finding that 47 participants diagnosed with

mild to moderate dementia demonstrated some degree of impairment of self.
The authors suggested that severity of impairment was associated with poor
semantic memory. Memory was assessed by asking participants to talk about
their autobiographical memories for two minutes (episodic memory) and cite
names of close friends for two minutes (semantic memory). Fargeau et al
concluded that semantic memory was most impaired in participants who
demonstrated impairment in all three aspects of self. Self was assessed using a
scale consisting of 8 questions covering the three aspects of self. However, the
scale was administered to the main carers of participants, rather than the
participants themselves. It can be argued that proxy reports such as this may be
biased towards the views of the carers and not truly representative of the

gualities of the participants.
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El Haj and Antoine (2018) also investigated the episodic memory system,
specifically the contextual el ements, or
They claimed that episodic recall is meaningless without these contextual

elements which are important for retrieving and reliving personal incidents, and

that a profound decline in episodic memo
disease. Thus they hypothesised that their 31 participants diagnosed with mild

Al zhei mer 6s di sease would be impaired in
details compared with 35 adults with no memory impairment. All their
participants were asked to fArcalevenisnt i n d
relating to i) a familial event, ii) a professional event, and iii) a holiday event.

They were allocated three minutes to describe each event. At the end of each

account, they were asked for names of people who they were with at the event,

where the event occurred, and when it occurred (e.g. the year, season, month

or day). The results showed that partici |
impaired memory for the three contextual features compared with the control

group, and t hatmatth e ni whaesr anorienfionpai red t
Awheno which the authors suggest might r
However, these four studies involved experimental methods that may hinder

retrieval by people with dementia by asking for generative retrieval of memories.

In contrast, the fifth study by Eustache et al (2013) addressed the need to use

measures designed specifically for people in the advanced stages of dementia,

who have difficulty communicating. Their study investigated whether sense of
identity was preserved in people with Al
were 16 people in the mild to severe st ai
matched adults without the disease. Using shortened versions of the tests used

by Addis and Tippet (2004), Eustache et al demonstrated that sense of identity

was better preserved than had been demonstrated by Addis and Tippet. They

measured identity using a ten statement version of the Twenty Statements Test

cal |l edAM he sa loAlzhdinteeModerate)y which required participants

to complete 10 61 améod statements orally.
Tennessee Self Concept Scale which they
of 24 descriptive statements which participants were asked to say were true or

false for them. Eustache et al administered their tests in the same format on

two occasions, the second was two weeks after the first assessment, and
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results remained largely consistent over this period of time. The participants

wi t h Al zdiseasewere able to describe aspects of themselves on both

occasions. Eustache et al concluded that sense of identity was broadly

preserved in people with Al zhei merds di s
two aspects to sense of identity. They suggest that one aspect is relatively

general and stable, and not affected by cognitive impairment; they called this

the -©demd di 0 us n eentsod theccorargspects of self, and suggest

that it consists of personal obsemvedandngs an
analyse him or herself. Theayscali lpead otnloe a:
suggest that this varies with time and life experiences and is therefore

susceptible to be weakened by memory loss.

Thus, the study by Eustache et al introduced the possibility of investigating
different aspects of self instead of the overarching concept of identity. Fargeau
et al similarly considered different aspects of self, but asked for opinions of

carers, rather than people with dementia themselves.

Moving on to the specificity of autobiographical memories, five studies

investigated the role of episodic and semantic memories in relation to people

with different types of dementia (summarised in Table 2.2). Firstly, Piolino et al

(2003) carriedoutastudy 1 nvol ving 13 participants ¢
disease, 15 with the frontal variant of fronto-temporal dementia (fvFTD), 10 with

semantic dementia and 18 age-matched controls with no form of dementia. All

participants completed an autobiographical memory recall task that required

them to describe episodic memories from 5 lifetime periods (0 to 17 years of

age, 18 to 30 years, over 30 years, the most recent 5 years, and the last 12

months). The results demonstrated that the groups with dementia each differed

in their profiles of autobiographical memory loss and all were slightly different

from the control group. For the group wi:
memories were better preserved than recent memories. The results were

reversed for the group with semantic dementia who had more preserved recent

memories, and there was no clear difference between recall and age of

memories in the group with fvFTD.
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Table 2.2 Studies Investigating Autobiographical Memory Loss in People with Different Types of Dementia

Study Study title Participants Component/s of Main findings
Authors self specified by
authors
Piolino et al Autobiographical 13 adults with AD Autobiographical Participants with AD showed impaired
(2003) memory and autonoetic 10 adults with SD memory + self- recent memory and preserved remote

McKinnon et al
(2008)

Irish et al
(2011a)

Duval et al
(2012)

consciousness in
neurodegenerative
diseases.

Autobiographical

Memory and Patterns of

Brain Atrophy in
Frontotemporal Lobar
Degeneration

Profiles of recent
autobiographical
memory retrieval in
semantic dementia,
behavioural variant
frontotemporal
dementia and
Alzheimer's disease

What happens to
personal identity when
semantic knowledge
degrades? A study of
the self and
autobiographical
memory in semantic
dementia.

15 adults with fv-
FTD

8 adults with FTD
9 adults with
FTD/SD

16 age-matched
controls

25 adults with SD
15 adults with
bvFTD

17 adults with AD
16 age-matched
controls

8 adults with early to
moderate SD

36 age-matched
controls

awareness

Autobiographical
memory

Autobiographical
memory

Autobiographical
memory and
personal identity

memory; those with SD showed reverse
profile. Participants with AD and fvFTD
showed impaired autonoetic awareness.

Participants with FTD/SD most impaired in
episodic memory, generated excess of
semantic details.

Participants with FTD showed less
impaired episodic memory, and intact
semantic memory.

Participants with SD showed relatively
preserved recent memory compared with
remote memory.

Participants with AD and bvFTD showed
impaired memory for all time periods.

Participants with SD demonstrated
impaired semantic self-knowledge, except
for present self. Identity maintained by
intact episodic self-knowledge.
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In a later study, McKinnon et al (2008) reported that 8 people diagnosed with
frontotemporal dementia (FTD), and 9 people with mixed frontotemporal and
semantic dementia (FTD/SD) were shown to have impaired episodic
autobiographical recall from all time periods. Memory was assessed using the
Autobiographical Interview (Levine et al, 2002). McKinnon et al suggested that
self-referential processing, whereby memories related to the self are easier to
recall than other memories, is fundamental for recall of episodic detail in
autobiographical memories, and this capacity is impaired in people with FTD
and FTD/SD. The implication is that because people with FTD and FTD/SD
cannot recall episodic memories related to their past experiences, their sense of

identity will also be impaired.

Irish et al (2011a) investigated memory retrieval in three groups of participants:

25 people diagnosed with semantic dementia, 15 people with behavioural-

variant fronto-t e mpor al dementia (bvFTD), and 17
disease. Autobiographical memory was assessed by asking participants to

recall memories from four lifetime periods: teenage, early adulthood, middle

adulthood, and the most recent 12 months. Irish et al reported that participants

with semantic dementia showed well-preserved recent memories, whereas
participants with bvFTD and with Al zhei m
for all time periods. The authors concluded that loss of remote memories is due

to a lack of semantic detail, whereas recent memaories, which rely on episodic

details are better preserved in people with semantic dementia. The authors also
suggested that impaired performance in bvFTD is caused by multiple factors

including diminished retrieval abilities and deficits in self-reflective processes

associated with the disease.

Duval et al (2012) looked at how personal identity is affected when semantic

knowledge is impaired and demonstrated that sense of self is well preserved,

supported by intact episodic self-representations and knowledge of identity

traits. Their participants were 8 people in the moderate stage of semantic

dementia; personal identity was tested in terms of the strength and certainty of
se-fconcept using a test requiring three 1t
am | ?0. The answers to this question wer .

Al wi || beéd, and the test was perfor med

once for semantic memories. Duval et al demonstrated that their participants
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had intact episodic memories but were impaired in their ability to recall semantic
self-images. They were also impaired in their ability to produce images of
themselves in the future. However, they were able to describe current identity
traits that demonstrated that they retained a strong self-concept. The authors
suggest that trait self-knowledge is better preserved than other types of
semantic knowledge (such as names of animals and famous people) because it

is stored in areas of the brain that are not affected by semantic dementia.

These five studies demonstrated that people with different kinds of dementia
had different types of memory impairment, therefore the common belief that all
people with dementia have severe memory loss is incorrect. However, all the
studies asked for generative retrieval by all their participants. In contrast,
evidence for broadly preserved semanti c |
disease was reported by Martinelli et al (2013). They used a different method
from Addis and Tippet (2004) for generating autobiographical memories by
asking their participants to describe memories that came to mind after being
presented with cue-words. These were 10 common words such as family,
holiday, love, and occupation. Participants were asked to recall 10 episodic
memories and 10 semantic memories prompted by the cue-words. Memories
were rated as episodic or semantic according to a 9-point episodic scale
according to details such as context and/or any feelings (physical or mental)
associated with the memory. There were three groups of participants: 18 young
adults, 16 older adults with no memory impairments and 10 people with

Al zhei mer 6s di sease. The par tdamonstatedt s wi |
deficits in episodic memory, but their performance was equal to the two control
groups for semantic recall. These results suggest that eliciting memories using
cue words can make it easier for people with dementia to recall semantic
memories than by simply asking for a memory from a specific time period, and
using cue words associated with the self such as appearance or occupation

may elicit personally significant semantic memories.

These studies also provided e)theodyehce t o
distinct memory systems and evidence to suggest that they are stored in

different parts of the brain. The view that semantic personal knowledge is stored

in specific areas of the brain is also supported by two cognitive theories; the

Memory Transformation and Systems Consolidation Theory (Wincour &
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Moscovitch, 2011) and the Multiple Trace Theory (Piolino et al, 2006). These
theories propose that memories that are initially formed in the hippocampus
(located in the medial temporal lobe) are transformed into semantic versions
that are stored in areas outside the hippocampus and the medial temporal lobe.
Episodic memories remain dependent on hippocampal activation for retrieval,
but retrieval of semantic memories does not involve the hippocampus. The
medial temporal lobe is the area of the brain that is principally affected by

Al zhei merés disease (Piolino et al,
areas of the brain may remain access
This provides evidence to explain the findings of Martinelli et al (2013) that
access to semantic memories is prese
Conversely, people with semantic dementia have atrophy in frontal temporal
lobes, often greater in the left side of brain (Duval et al, 2012). FTD is
associated with degeneration of prefrontal area (McKinnon et al, 2008) which is
the area of the brain behind the forehead, some distance from the medial

temporal lobes.

2.3.5 Cues and stimuli that aid memory recall

Moving on to methods of eliciting memory retrieval, five studies (summarised in
Table 2.3) investigated different kinds of cues and stimuli. As described above,
Martinelli et al (2013) demonstrated that in people with dementia, memories
may be more easily triggered by prompts, such as cue words, than requests for
generative recall of memories from specific time periods. Other studies have
also produced evidence to suggest that with appropriate cueing or prompts
people with dementia can be helped to access autobiographical memories. This
raises the possibility of maintaining or strengthening sense of self by devising
met hods to facilitate access to such
activities. Cohen-Mansfield et al (2010) investigated the effectiveness of various
stimuli (such as books, musical instruments, games, office equipment,
needlework items) for engaging people with dementia in activities and
conversation. Their participant group consisted of 193 nursing home residents
who were diagnosed as having probable dementia. Participants were offered
three stimuli on two separate occasions, two stimuli were representative of their
past identity and one was a standard comparison stimulus. The individualised

self-identity stimuli were shown to be the most effective at encouraging
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meaningful activity and conversation. Thus Cohen-Mansfield et al provided
evidence to show that stimuli that were meaningful to individuals because they
were related to their life history were more likely than non-meaningful stimuli to
engage the person. Consequently, such stimuli may trigger memories of

previous roles and relationships that cal

The findings of Cohen-Mansfield et al (2010) were expanded by llem et al
(2015) who demonstrated that photographs taken before the age of 60 were
more accurately recognised than current photographs by people with dementia.
Their study involved 21 long-term care residents with cognitive impairment.
Current photographs were taken of each participant and photographs of them
as young and middle-aged adults (40 to 60 years of age) were provided by their
families. Photographs were presented to each participant in groups of three;
one of the participant and two of familiar people (e.g. other residents). Printed
first and last names of the people shown in the photographs were also visible.
Almost all the participants recognised their own name and more participants
recognised their middle-aged photograph than their current photograph. Their
inability to recognise their current self may be explained by a failure to update
their most recent self-images. This has been explained by Souchay (2007) who
suggested that people with Al zhei merdés di
update self-knowledge and because their memory is impaired, they do not

realise that they have not been able to do this.

Another form of memory cueing was used by El Haj and Antoine (2017) who

investigated whether retrieval of information related to the self would improve

the recall of autobiographicalmemor i es i n people with Al zh
Their participants were 24 adults with p
control group of 27 adults without the disease. They asked their participants to
provide answers to twenty G&Wippet,200d)oh? 0 q U
one occasion, foll owed by being instruct
|l ifed. They were given three minutes to
condition, they were asked to read aloud a piece of general text for one minute,

again followed by being asked to recall an autobiographical memory. The

specificity of the memories recalled was graded on a scale of O to 4, with O

representing a repeated or extended event, and 4 points representing a vivid

account of a specific event. Their results demonstrated that their participants
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Table 2.3 Studies Investigating Cues and Stimuli That Aid Memory Recall

Study
Authors

Study title

Participants

Component/s of
self specified by
authors

Main findings

Martinelli et al
(2013)

Cohen-Mansfield et al
(2010)

llem et al
(2015)

El Haj & Antoine
(2017)

El Haj et al
(2018)

The Influence of Normal
Aging and Alzheimer's
Disease in
Autobiographical
Memory Highly Related
to Self

The underlying meaning
of stimuli: Impact on
engagement in persons
with dementia.

Recognition of Self-
Referent Stimuli in
People With Dementia:
Names and Pictures as

Prosthetic Memory Aids.

Describe yourself to
improve your
autobiographical
memory: A study in

Al zhei mer 6s

From Nose to Memory:
The Involuntary Nature
of Odour-evoked
Autobiographical
Memories in
Disease

10 adults with AD
10 age-matched
adults without AD
18 young adults

193 residents of a
nursing home

27 adults with
cognitive impairment

24 adults with
probable AD
27 adults without AD

28 adults with mild
AD

30 age-matched
controls

Autobiographical
memory and self

Identity

Self

Autobiographical
memory and
conceptual self

Autobiographical
memory

Older adults and adults with AD showed
reduced episodic recall compared with young
adults. All groups performed equally in recall
of semantic memories. Adults with AD showed
more positive and definite sense of self than
other groups.

Adults with dementia were more likely to
engage with objects or tasks that are
meaningful to them.

Self-recognition was facilitated by photographs
taken during early adulthood with their names
printed on them.

Participants with AD recalled memories with
more autobiographical specificity, context
recall and reliving at
reading general text.

Participants with AD showed better episodic
recall (specificity, emotional experience and
mental time travel) after odour exposure and
music exposure than odour- and music-free
condition.
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with Al zheimerdés di sease were able to reiq
performing the 6Who am | ?6 task than aft.
suggestthatper f or mi ng the O6Who am | 6 task trigce
highly related to the self, however, they did not state if the memories recalled

were related to any of the 61 ambé stat emi
tested the hypothesis that exposure to specific odour and exposure to music act

as effective cues for recall of autobiographical memories in people with mild

Al zhei merés disease, and may even allevi
Their participants wer e 2AiBeasedndBOcentrolsi t h mi
without the disease. The odour stimuli were coffee and vanilla, presented

separately in the form of bottles containing essential oil, the musical stimuli

were a piece of classical music, and a song. The control condition was no music

and no odour. Participants were instructed to recall memories using the same

methods as El Haj and Antoine (2017), with the same method of scoring. The

results demonstrated that the odour- and music-evoked conditions triggered

memories more quickly, and with more specificity than the control condition.

Because of the speed of recall of memories, the authors suggest that they are

triggered spontaneously, i.e. direct rather than generative recall (see section

2.2.2).

2.3.6 The Self Memory System

Findings from studies reported above provided evidence to support the SMS.
Addis and Tippet (2004), Eustache et al (2013), Fargeau et al, (2010), Irish et
al, (2008), McKinnon et al (2008) and Duval et al (2012) emphasised the close
relationship between autobiographical memory and self. Evidence for direct
retrieval of memories was demonstrated by Martinelli et al (2013), Cohen-
Mansfield et al (2010), and llem et al (2015), El Haj and Antoine (2017) and El
Haj et al (2018) suggesting that cue words and other types of prompts and

stimuli can help to elicit direct retrieval.

To summarise, the previous sections that have focused on different types of

autobiographical memory and different forms of dementia have shown that:

T Episodic memory i s i megaseiandaghdtsdanse ofAl z hei |
self is weaker in people with Al zhei m

of these are correlated with each other.
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1 However, the degree of impairment may be overestimated by the types
of methods used to test this relationship which rely on lengthy
guestionnaires and deliberate (generative) recall.

1 Cued recall or prompts can help people with quite advanced dementia
engage better with material that have some connection with their past.
This indicates that, at some level, personal autobiographical memories
are still intact, and therefore possibly aspects of self that are related to
autobiographical memory are intact also.

1 Semantic memories may be less impaired than episodic, because
semantic memories that are strongly related to the self are particularly
well established and may be stored in areas of the brain that are less
susceptible to cognitive i mpairment ||
other kinds of memory.

1 Findings from people with semantic dementia have demonstrated that
sense of self can be maintained by intact episodic memory, but ability to
provide factual semantic knowledge about themselves is impaired.

1 Findings from people with FTD demonstrated impaired episodic memory

with intact semantic memory.

The following sections will focus on the phenomenological (subjective)
experiences that have been shown to be associated with memory recall and

other kinds of self-awareness.

2.3.7 Subjective states associated with memory recall in people with
dementia
Six studies (Table 2.4) were identified that investigated recollective experience
in people with Al zhei merds di sease. Dal I ;
Ally et al (2009) demonstrated poor perf.
disease when performing memory recall tasks. Dalla Barba (1997) investigated
6rememberd and Oknow' responses in two e:
with Al zhei mer 6 s -nibicteeardrels withnd memdry a g e
impairment. For the first experiment, all participants were asked to study and
memorise (encode) a list of 50 words, followed by two different recognition
tasks. The second experiment used 50 photographs of unfamiliar faces again
followed by two recognition tasks. The first task was free recognition, in which
participants were given a list of 25 words taken from the encoding list
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(Experiment 1), mixed with 25 new words that were not on the original list, and

a display of 25 of photographs from Experiment 2 mixed with 25 new

photographs. Participants were asked to indicate the words and photographs

that they recognised and state whether t|
or photograph before, with no memory of anything associated with seeing them,

or O0rememberedd seeing them, such as usi |
help remember them. The second task was forced-choice recognition; the

participants were given 25 word pairs consisting of one word from the original

list of 50 words (from Experiment 1), with a new word, and 25 pairs of

photographs (from Experiment 2) with unseen photographs. Participants were

asked to indicate which word or photograph they recalled from each pair and

again state i f this recall was O0knowingo
tests, participants with Al ziecadrespaseds di s
and fewer O6rememberé responses than the
knowd responses were comparable for both
memory performance was impaired in peopl
they had a reduced capacity to consciously recognise an item that they had

previously seen. This deficit was thought to occur in the early stages of the

disease, before semantic memory is affected.

Hudon et al (2009) similarly used the Remember/Know method to compare the
performances of a group of 10 people witl
control group of 23 age-matched adults. All participants were asked to read and

memorise 30 words, followed by a recognition test consisting of the 30 original

words mixedwith3 0 new words. The participants wi
gave fewer O6remember6é6 and 6just knowd r e:
study by Ally et al (2009) reported comparable results from a study involving 10
participants with peasednd®lage-matthedltaniromer 6 s di
The participants were asked to study and remember three lists, each consisting

of 80 words. These were followed by presenting a second set of lists with old

and new words. Participants were asked to respond according to whether they

thought words were old or new, and how certain they were of their response.
Results again demonstrated that particip:

i mpaired in their abilities to both &ér emi
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Table 2.4 Studies Investigating Recollective Experience in People with Dementia and Mild Cognitive Impairment

Study Study title Participants Component/s of self Main findings
Authors specified by authors
Dalla Barba Recognition Memory and 12 adults with AD Conscious awareness:  Participants with AD made more errors
(21997) Recollective Experience in 12 age-matched remembering and thancontrol s and gave
Alzheimer's Disease controls knowing responses. Number s
responses were comparable between
both groups.
Hudon et al The assessment of 20 adults with MCI Conscious awareness:  Participants with MCI showed impaired
(2009) recognition memory using 10 adults with AD remembering and 6remember 6 response
the Remember/Know 23 age-matched knowing responses were comparable to the
procedure in amnestic controls control group. Participants with AD
mild cognitive impairment showed impairment in both types of
and probable Alzheimer's response.
disease.
Ally et al An evaluation of 11 adults with MCI Conscious awareness:  Participants with MCI and AD showed
(2009) recollection and familiarity 10 adults with AD remembering and i mpairments in both
in Alzheimer's disease and 12 age-matched knowing 6knowingd compared
mild cognitive impairment  controls group.
using receiver operating
characteristics.
Irish et al Impaired capacity for 20 adults with mild AD  Autobiographical Participants with AD had impaired
(2011b) autonoetic reliving during 30 older adults memory and autonoetic episodic memory compared with other

autobiographical event
recall in mild Alzheimer's
disease.

Autobiographical memory

without dementia
30 middle-aged adults

consciousness

groups. Recall of events was fragmented
and depersonalised.
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Piolino et al and autonoetic 13 adults with AD Autobiographical Participants with AD showed impaired

(2003) consciousness in 10 adults with SD memory and self- recent memory and preserved remote
neurodegenerative 15 adults with fv-FTD  awareness memory; those with SD showed reverse
diseases. profile. Participants with AD and fvFTD

showed impaired autonoetic awareness.
The Persistence of the

Tippet et al Self over Time in Mild 15 adults with AD Persistence of self over Participants with AD showed impaired
(2018) Cognitive Impairment and 15 adults with MCI time and episodic memory but sufficient features
Al zhei mer 6 s [ 25adultswith no autobiographical from semantic memory to sustain
cognitive impairment memory feelings of self-continuity.
Key:AD = Al zhei mer 6s di s e as e -FTB3Hfrontal-vamam &anto-teropordl dementia, MG = miltl eognitive
impairment.
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their replies. Thus, the results of Hudon et al and Ally et al disagree to some
extent with those of Dalla Barba (1997).

Three studies specifically investigated autonoetic consciousness in people with

Al z h e i maasepand indpeople with fronto-temporal dementia. A study by

Piolino et al (2003, also described in section 2.4.4 and Table 2.2) demonstrated

that people with Al zhei merds di sease and
of autonoetic consciousness. Their study involved 38 participants with

Al zhei mer 6s disease, fVFTD or semantic d
controls. All participants completed an autobiographical memory recall task that

required them to describe episodic memories from 5 lifetime periods.
Participants were also asked to make Or el
each memory recalled. Participants with
reported fewer remember responses than the control group, demonstrating

impaired autonoetic consciousness.

l rish et al (2011b) also demonstrated i m
participants with Al zheimerdés disease. TI
mi Il d Al zhei merés di sease, anagedtand®@ contr ol

older adults. Participants were asked to recall memories from five lifetime

periods comparable to Piolino et al (200
and O0just knowd judgements, Irish et al i
imagery and whether there were emotions associated with the memories. The
results demonstrated that the participani
impaired autonoetic consciousness causing them to recall autobiographical

events as fragmented, depersonalised semantic accounts of what had once

been evocative events.

More recently, Tippet et al (2018) reported a study that incorporated several
autobiographical memory related theories and models, i.e. episodic and
semantic memory, autonoetic consciousness, the reminiscence bump, and the
Self Memory System. The authors proposed that the process of remembering
the self during episodic recall supports the belief that a person has of being the
same person across his or her | ifespan; |
They propose that diachronic unity is supported by i) autonoetic consciousness
that is experienced through episodic recall and ii) subjective beliefs about the
self that are known via semantic memory. They suggest that if episodic memory
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i's impaired by Al zhei me rmparmeht,dacheosiec or mi |
unity remains intact if it can be supported by semantic memory. They

investigated this hypothesis in their study that involved 15 adults with

Al zhei mer 6s di sease, 15 adults with mild
group of 25 adults with no memory impairment. They performed interviews with

all their participants in order to examine whether they still believed they were

the same person as in their early 20s, and how well they could recount their life
story, dividedar $dmt@0 ftowX4 6charmpds, 15 to 2E
and 51 years to present; the 15 to 25-year period was intended to isolate the

reminiscence bump). These accounts required generative retrieval, with

participants being asked to talk about the most important events in their life, and

the biggest changes that had happened to them. The interviews were

transcribed, coded and scored for self-persistence, global coherence (combined

temporal, causal and thematic elements of the life story) and cultural life script

events (equivalent to lifetime periods of the SMS, section 2.2.2). Their results
demonstrated that the life stories of participants with mild cognitive impairment

were comparable to those of the control group, whereas the life stories of the

group with dementia were less coherent, especially with regard to chronology of

events. However, the reminiscence bump time period showed the greatest

coherence for all groups. Furthermore, the life stories of the group with

Al zhei mer 6s di s e as e lturatlife acript events that appearece s o f
to be sufficient to sustain strong beliefs about self-continuity. Thus, the authors
concluded that semantic memories may enh:
understand and explain their experience of being the same person over their

lifetime.

To summarise, all these studies were investigating cognitive deficits and

demonstrated impaired episodic memory in people with dementia and

Al zhei mer 6s di sease, and the associated
accompanied them. These findings can be explained with reference to the Self

Memory System. Conway and Pleydell-Pearce (2000) proposed that a defining
feature of episodic memories is that the:
which relates to the vividness of memories, and to autonoetic consciousness.

Episodic memories are easily lost because they are outside the

autobiographical knowledge base and therefore event specific knowledge can
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similarly be lost. However, in all the studies researchers used experimental
methods that were cognitively demanding so impairments may have been
exaggerated, but, as results of the final study by Tippet et al (2018) suggest,
sense of self may continue to be supported by semantic memories, particularly

memories of events that occurred during the reminiscence bump period.

The next section moves from subjective experience of remembering to the

subjective awareness of the self, both cognitive and physical.

2.3.8 Studies investigating self-awareness in people living with dementia

Six studies were identified for this section (summarised in Table 2.5). Firstly,
self-awareness was investigated by Gil et al (2001) involving 45 participants

who had been diagnosed with mild and mod
researchers conceptualised self-awareness as multifaceted, including

awareness of oneds body and physical pPOSI
etc.), cognitive abilities, life history, continued identity, past and present

projects, and oneb6és moral stance. Their
consisting of 14 questions relating to the multiple aspects of self-awareness.

Their results demonstrated that awareness of cognitive deficits and ability to

imagine the future were affected more severely than awareness of identity and

body posture. Theresearc her s concl uded that Al zhei me

self-awareness differentially rather than causing total loss of awareness.

Regarding awareness of cognitive function, three studies were identified that
specifically investigated reduced awareness of memory deficits and whether
this affected sense of identity. Naylor and Clare (2008) studied 30 people with
various forms of dementia in the early stages of the condition. They used
measures of autobiographical memory, self-concept and awareness of memory
functioning. Their results demonstrated that reduced awareness of memory
functioning was associated with a more positive and definite identity, thus
Naylor and Clare suggested that reduced awareness of cognitive function may
have a protective role against possible perceived threats to self as a result of

being diagnosed with dementia.

Morris et al (2014) also investigated awareness of memory dysfunction in 46
people with Al zhei merbés disease and 30 p

mild stages of the conditions) compared with a control group of age-matched
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Table 2.5 Studies Investigating Self-awareness in People with Dementia

Study Study title Participants Component/s of Main findings
Authors self specified by
authors
Gil et al Self-consciousness and 18 adults with mild AD Multifaceted self- Awareness of cognitive deficits such as
(2001) Alzheimer's Disease. 27 adults with awareness and imagining the future and moral judgements

Naylor & Clare
(2008)

Morris et al
(2014)

Clare et al
(2008)

Markova et al
(2014)

Awareness of memory
functioning,
autobiographical memory
and identity in early-stage
dementia

Awareness of memory task
impairment versus everyday
memory difficulties in
dementia.

' don't do it like | used to
do": A grounded theory
approach to conceptualising
awareness in people with
moderate to severe
dementia living in long-term
care.

Phenomena of awareness
in dementia: Heterogeneity
and its Implications.

moderate AD

30 adults with early
stage dementia

46 adults with AD

30 adults with VaD
76 carers with no
cognitive impairments

80 adults living with
dementia in care
homes

101 adults with early
stage dementia

identity

Autobiographical
memory and
identity

Self-awareness

Self-awareness
and sense of self

Multi-faceted self-
awareness
described as
6objectséo

were more severely impaired than sense of
identity. No difference between groups.

Participants showed reduced awareness of
memory function associated with poor
recall of midlife memories; also
demonstrated more positive and definite
sense of identity.

Participants with AD and VaD showed
significantly less awareness of everyday
memory impairment than carers group.

All participants demonstrated some aspects
of awareness in relation to self,
relationships, and environment.

Differences in patterns of awareness
depending on 6object
memory, functional, activity, socio-
emotional.
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Simm et al Making sense of self in 49 adults with early- Capacity for self- People with AD have impaired capacity to

(2017) Al zhei mer 6 s d stage AD reflection and understand their thoughts, feelings and
reflective function and 26 adults without memory beliefs, and interactions with other people.
memory dementia
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adults with no cognitive impairment. Results showed that people in the
dementia group had significantly lower levels of awareness of memory
functioning than the control group. The researchers concluded that loss of
awareness can occur without substantial cognitive impairment, also suggesting
a protective function of denying that a problem exists at a stage before more

severe and obvious impairments become apparent.

Simm et al (2017) propose that impaired self-awareness in people with

Al zhei mer 6 s rabultfr@asfieits imtagyr new-learning abilities,

which affect their capacity for understanding their internal thoughts, feelings and

beliefs. Simm et al investigated the effect of personal and social reflective

capacity on sense of selfin peoplewith  mi | d dementia rel ated
disease. They described the capacity for personal and social reflection as a

process that is necessary for maintaining a sense of self, the ability to
understand oneds personal me nt sokcialwodd | d,
and interactions with other people. This capacity was measured by a modified
version of thd&umRefi loarotampedalddod)|(that

consisted of a flexible number of open-ended questions concerning activities

and social interactions that participants had recently experienced. New-learning
ability was measured by the recall of t hi
Memory Scale (Wechsler, 1997). The study participants were 49 adults with

early stage dementia associated with Alz hei mer 6 s di sease and a
of 26 adults without dementia. Their results demonstrated that the group with

dementia had impaired personal and social reflective capacity compared with

the control group, and that this impairment correlated with their new-learning

ability. The authors suggest that people with dementia have a reduced capacity

to understand and reflect on their thoughts, feelings and beliefs about

themselves, i.e. to be self-aware.

However, as previously stated, the experimental studies that used cognitive
measures of self-concept, self-awareness and cognitive abilities, may
overestimate impairment in people with dementia. Qualitative studies have also
investigated self-awareness, for example Clare et al (2008) investigated how
different levels of awareness were manifested in people with dementia, and the

results demonstrated that retained awareness outweighed unawareness, which
48



contradict the findings from cognitive studies of loss of awareness. Clare et al
used grounded theory analysis of conversations with 80 people with moderate
to severe dementia living in residential care homes. All participants were
reported as demonstrating retained awareness in relation to sense of self,
personal relationships and their environment. Thus some retained self-
awareness was demonstrated when multiple aspects of awareness were

considered.

Markova et al (2014) emphasised the diversity of explanations for impaired

awareness by describing it as a cognitive symptom of the dementia process,

along with impaired awareness caused by the reaction of an individual to

changing socio-cultural factors. They reported an approach that investigated

three 6o0objectsd of awareness, |i.e. memor"
socio-economic functioning. They used three different measures in their study

that focused on each of these types of awareness, namely the Memory

Awareness Rating Scale (MARS, Clare et al,2002), the Functional Activities

Questionnaire (Pfeffer et al, 1982) and the Socio-Emotional Questionnaire

(Bramham et al, 2009). Their participants were 101 people diagnosed with early

stage Al zhei merds disease, vascular deme]
vascular dementia. The same questionnaires were administered to relatives or

carers of these participants and results were compared to determine

discrepancy scores. Their results demonstrated that the views of participants

did not always coincide with those of their relatives and carers, according to the

object of awareness. The most significant discrepancies occurred in relation to
socio-emotional awareness. Markova at al suggested that this occurred

because appraising oneds self when one i
complex than rating oneds memory and fun.
the need to not view awareness as a single phenomenon, instead it should be
considered in relation to the &édobjectd o

abilities or social interaction).

Thus, focusing on multiple aspects of self-awareness has demonstrated that it
is possible to combine cognitive experimental research approaches with
gualitative data to provide a fuller picture of the abilities of people with

dementia.
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The next section focuses on personality theories demonstrating that personality
is a component of self that can affect how a person with dementia visualises

him or herself, and how he or she presents him or herself to others.

2.4 How does dementia affect a person
Three studies were identified that focused on change in personality in people

with dementia (Table 2.6). All three studies suggested that personality change

occurs in people with dementia, and the authors reported negative changes. For
example, Talassi et al (2006) asked the caregivers of 52 people diagnosed with

Al z h e i maasedogatedthanges of personality in the people they cared for.

Talassi et al reported that the changes carers perceived included reductions in

sociability, happiness, enthusiasm and kindness. Likewise, Aitken et al (1999)

asked relatives of peoplediagn o s ed wi th dementi a about t
personality before and after the onset of the condition. Relatives reported

personality changes associated with apathy, irritability, passivity and agitation

with these increasing as dementia progressed. However, in contrast to Talassi

et al (2006), Aitken et al (1999) found that relatives reported that some positive
personality traits were retained including kindness, affection, fondness for

company and generosity.

However, there are a number of limitations to these studies in terms of their
contribution to understanding of personality and sense of self in people with
dementia. Firstly, both studies (Talassi et al; Aitken et al) used proxy (caregiver)
reports of personality, with Talassi et al rejecting self-report as a method,
claiming that self-reports by people diagnosed with dementia cannot be
considered reliable because of impaired insight, judgement and memory. There
is merit in the argument as to why people such as a carer, who have known a
person with dementia for many years may be considered better able to describe
personality change than the person themselves, particularly in light of studies
already discussed in this chapter which indicate that awareness may be
reduced in people with the condition. However, there is a wide body of evidence
that indicates that self and proxy reports of personality to not correlate well,
even in the general population; i.e. others do not see us as we see ourselves. In
view of this, Clare et al (2002) question the use and reliability of carer, or other
informant, ratings suggesting they may be biased by variables such as the

guality of relationship, personality and quality of life of the carer. A study by
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Table 2.6 Studies Investigating Personality in People with Dementia

Study
Authors

Study title

Participants

Component/s of
self specified by
authors

Main findings

Talassi et al
(2006)

Aitken et al
(1999)

Ruby et al
(2009)

Personality changes in
Alzheimer's disease.

Personality Change in
Dementia

Perspective taking to
assess self-personality.
What's modified in A.D.?

Proxy ratings by
carers of 52 adults
with AD

Proxy ratings from
carers of 99 adults
with AD and other
forms of dementia

14 adults with mild
dementia, and their
relatives

17 age-matched
controls

Personality traits

Personality traits

Personality traits

Evidence for personality change in adults
with AD, mostly perceived as negative by
carers. More pronounced change with
advancing cognitive decline.

Evidence for change in personality, mostly
described as negative, associated with
severity of condition.

Participants with AD showed impaired
judgements of their own traits compared
with the opinions of their relatives.
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Ruby et al (2009) supports the use of self-report and suggests that in the early

stages of dementia at least, people are able to assess their own personality

traits and characteristics. Using a personality questionnaire that they had

devised specificallyforpeopl e di agnosed with mild Al z
their relatives (spouses or children), they found that there were no significant

di fferences between participantsodé6 and r el
though, that some minor differences between the ratings indicated that the

ability of people with Al zhei mero6s disea:
was impaired to some degree, signifying that despite their intentions to promote

the use of self-report, the proxy report was still considered to be more accurate

than self-report.

The second critique of existing studies on personality change in dementia is
their reliance on observable behaviours such as irritability, agitation, apathy and
passivity as indicators of change in underlying personality traits. These

behaviours feature in clinical assessment and descriptions of dementia where

they are often given | abels such as 06chal
2005), Obehavioural and psychological syl
2000), and Oneuropsychiatric symptoms&d (|

from clinical practice (e.g., Lyketsos, 2007; Gauthier et al, 2010) suggests that
despite the labels given to these behaviours, many are not a direct result of the
dementia disease process but are reactions to the fear and confusion caused
by having dementia and exacerbated by unhelpful or unsupportive care
practices. This therefore suggests that studies reliant on observation of
behaviours by proxy as an indicator of underlying personality change may not in
fact be measuring personality and thus cast doubt on the validity of such

studies.

The following section introduces socially focused theories and approaches to
the study of self in dementia. It also illustrates overlapping views about

personality, self and identity.

2.5 Social approaches to the study of self in people with dementia
The approaches that are most commonly drawn upon for qualitative research
into the self in people with dementia are based on social constructionism and
embodied selfhood. Studies based on these two approaches will be discussed

and critiqued in the following sections. Twenty-one studies, mostly taking a
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social constructionist approach, investigated the lived experiences of people
with dementia. Seven studies were identified as investigative or exploratory
(summarised in Table 2.7) and 14 provided evidence to support the persistence

of self in people diagnosed with dementia (summarised in Tables 2.8. and 2.9).

2.5.1 Exploratory studies of the lived experience of people with dementia
Each of the exploratory studies had the overall aim of investigating what it is like
to live with dementia by asking for the views of the people who experience it.
Holst and Hallberg (2003) explored the meaning of everyday life in 11 people
diagnosed with dementia. The researchers used a biographical method, asking
participants to talk about events that had special meaning for them. Their
findings demonstrated that many of their participants felt shame, sorrow and
sadness after being diagnosed with the disease, but were able to look ahead to
a more manageable life and so expected to be able to maintain their sense of
self. Graneheim and Jansson (2006) painted a less positive picture given to
them by three people diagnosed with dementia living in a residential home.
They carried out a series of informal interviews and reported that their
participants experienced poor maintenance of self, mainly due to a collapse of
relationships between the people they interviewed and the people who cared for

them. Granheim and Jansson concluded that nursing care was dependent on

the view the carers had of their resi

den

behavioursd such as aggression, screamini

only way a resident could communicate and try to maintain their sense of self.

Steeman et al (2007; 2013) also portrayed living with dementia as a struggle to
maintain feelings of being valued. Steeman et al (2007) used grounded theory
methodology, interviewing 20 people diagnosed with mild dementia and their
families. They concluded that being valued was a central concern; they felt that
dementia posed a threat because of reactions from other people. Steeman et al
(2013) conducted a follow up study, interviewing 17 of their original participants.
They reported that maintaining a sense of self had become the main concern,
due to the losses caused by dementia, such as loss of independence, self-
esteem and the sense of no longer being valued by others. However,

parti ci p atssuggeésted tbat ibwas still possible to maintain a sense of
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Table 2.7 Studies Exploring the Self-reported Lived Experiences of People with Dementia

Study Study title Participants Component/s of self Main findings

Authors specified by authors

Holst & Hallberg Exploring the meaning of 11 adults with mildto ~ Sense of self Participants expressed feelings of
(2003) everyday life, for those moderate AD shame, sadness and sorrow, but also

Graneheim & Jansson
(2006)

Steeman et al
(2007)

Steeman et al
(2013)

Tranvag et al
(2014)

suffering from dementia

The meaning of living with
dementia and disturbing
behaviour as narrated by
three persons admitted to a
residential home.

Living with dementia from
the perspective of older
people: Is it a positive
story?

Managing identity in early-
stage dementia: Maintaining
a sense of being valued.

Crucial dimensions
constituting dignity
experience in persons living
with dementia.

2 adults with AD
1 adult with VaD

20 adults with mild
dementia and their
family members

17 adults with early
stage dementia

11 adults with AD
1 adult with MCI

Personal self and
social self

Identity

Sense of self

Self and life stories

indicated feelings of hope that they
would be able to adjust to living with the
disease and maintain their sense of self.

Participants reported poor maintenance
of self because of lack of support from
other people, and feeling trapped and
restricted in their home.

The need to feel valued was most
important to the participants, rather than
loss of cognition or identity.

Participants reported their main concern
to be maintaining their sense of self,

they described a shift from being valued
for 6édwhat you dod t
self can be maintained by adjusting to
losses caused by dementia.

Evidence found for persistence of self by
participants recounting their life stories
and recognising their own values.
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Harris & Keady

(2009)

O6Sul
(2014)

i van

Selfhood in younger onset
dementia: Transitions and
testimonies

 Action research: Changing
history for people living with
dementia in New Zealand.

23 adults diagnosed Selfhood and identity
with younger onset
dementia

11 adults with mild to  Self-respect
moderate dementia
and their carers

Participants expressed desires to
maintain family and social roles that they
felt were integral to their identities.

Participants expressed their desires to
continue living positively with dementia
whilst having to endure negative societal
attitudes
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self by finding value in the person they had become. Tranvag et al (2014)

focused on maintaining dignity, which they defined as an inherent and

sacrosanct quality of every human being. They conducted qualitative interviews

with 11 people diagnosed with Alzh ei mer 6 s di sease, and i de
aspects of dignity that could be maintained whilst living with dementia, including
acknowl edging onedés | ife history, recogni

according to internal values and being part of a caring community.

Harris and Keady (2009) explored the meaning and construction of self in

people with young onset dementia (any form of dementia in which symptoms

started before the age of 65). They conducted interviews with 23 people

diagnosed with younger onset dementia, and reported that their participants

wanted to maintain existing social and family roles which they felt were integral
aspects of their self. Finally, O06Sull i v
continued to be a need for attitudinal change of view away from the dominant

negative discourse of loss of all mental capacities and people with dementia

being an increasing burden to their car el
people diagnosed with mild to moderate dementia and their carers, who

expressed their desire to continue living positively with dementia, whilst still

enduring negative societal attitudes.

Overall, these seven studies emphasised the desire of people with dementia to
maintain a sense of self, knowing that this requires the support of other people.
A number of the studies also emphasised how difficult this can be in the face of
societybébs negative i mages of dementia, wl

peopl eds s e asdescribed inseatiort 2(2.8.

2.5.2 Studies demonstrating the preservation of self in dementia

The following 11 studies (Table 2.8) provide evidence that a sense of self can

be preserved in dementia. Sabat and Harre (1992, 2002, 2005) have

consistently promoted the view that some aspects of self can be preserved in

people with dementia. They developed a framework of self, based on social
constructionism, that other researchers have used as a basis for further studies.

Sabat and Harre (1992) started by proposing that self does not require a fully
intactmemory,and t herefore Al zhei merds disease

complete loss of self. They presented two case studies to support their claim
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Table 2.8 Studies Investigating Persistence of Self in People with Dementia

Study Authors

Study title

Participants

Component/s of self

Main findings

Sabat & Harre
(1992)

Sabat
(2002)

Sabat
(2005)

Small et al

(1998)

Tappen et al
(1999)

Mayhew et al
(2001)

The Construction and
Deconstruction of Self in
Alzheimer's Disease

Surviving manifestations of
selfhood in Alzheimer's
disease

Capacity for Decision-
Making in Alzheimer's
disease: Selfhood,
Positioning and Semiotic
People

The discourse of self in
dementia

Persistence of Self in
Advanced Alzheimer's
Disease.

Communication from
Individuals with Advanced
DAT: Can it Provide Clues
to Their Sense of Self-
Awareness and Well-
Being?

2 adults with AD

1 adult with moderate
to severe dementia

1 adult with probable
AD

17 adults with
dementia

23 adults with mid to
late stage AD

15 adults with mild to
severe dementia

Self 1: personal self
Self 2: personae
presented to others

Selves 1 and 2

Self 3: personae
created with support
from others

Selves 1, 2 and 3

Selves 1 and 2

Sense of self and

personal identity

Self

Self 1 remained intact despite impaired
cognitive function. Self 2 remained intact
to some degree into later stages of AD.

Evidence to suggest that aspects of all 3
selves remained to some degree.

Selves 1 and 2 intact. Self 3 vulnerable if
others focus on dysfunctional aspects of
Self 2 caused by AD.

Participants displayed evidence of
retained selves verbally and non-
verbally.

Participants displayed evidence of
retained self by frequent use of first
person indexical.

Participants showed awareness of
cognitive deficits and continued to
express sense of self by using personal
pronouns and expressions of humour.
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that self and identity can continue even if memory is impaired. Stressing the
linguistic principles that underlie social constructionism they suggested that the

use of first person pronouns (I, me, myself, mine) confirm the continued

exi stence of self and identity; they call

two peoplewhohad been | iving with Al zhei merds
years who attended a day centre. One participant was able to communicate
verbally, the other by using gestures. Both showed evidence for the existence of
Self 1, either by frequent use of I, me and my (first participant) or pointing
gestures, such as indicating a desire to sit in her own chair (second participant).
Sabat and Harre also identified Self 2 which they defined as personae that are
presented to others, and that require the cooperation of others. Both
participants displayed evidence that the personae presented as Self 2 were
being lost. The first participant was not able to express his academic past whilst
he was at the day centre, and so was unable to feel the status that he used to
have. Conversely, the second participant was able to express the helpful and
caring aspect of herself by helping to serve meals and looking after other
residents, but whilst at home, her husband perceived her as requiring help with
all her activities. Because he thought she could no longer perform housework or
care for herself her husband regarded her as confused and helpless. Sabat and
Harre use this as evidence to demonstrate that when a person is diagnosed
with dementia, behaviours suggesting confusion and misunderstanding can be
interpreted as symptoms of cognitive impairment, rather than lack of sensitivity

and patience of the people around them.

In later papers, Sabat (2002, 2005) revised the model to include three selves by

extending the initial conceptualisation of Self 2:

1 Self 1: the personal identity that underlies the publicly presented
personae
Self 2: a persondés past and present
Self 3: the multiple personae that are constructed with the help and

cooperation of others.

Self 1 is considered relatively robust and resistant to change, but Sabat (2002)
emphasised the need for other people to provide continuing recognition and
support for Selves 2 and 3. With reference to the two case studies above, the

first participant could be seen as not receiving support for his Self 2 at the day
58
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centre; the second participant was receiving support for Self 2 and 3 at the day

centre, but not from her husband.

Also taking a social constructionist stance, Small et al (1998) used Sabat and
Harrebés (1992) model of self as -wrbdbasi s |
behaviours demonstrating retained aspects of self in people diagnosed with

dementia. Their detailed analysis of interactions between 17 residents of a care

home and members of staff demonstrated that Self 1 and Self 2 could be

revealed by a variety of verbal and non-verbal behaviours, and there was

evidence to show that people who could not express themselves verbally were

still conscious of their own desires and rights. For example, if they refused to sit

down it was because they were exerting their right to choose between sitting in

the room and standing. Small et al concluded that self can be manifested in

varied ways, and be shown to be resilient to cognitive impairment.

Sabat and Harreds first model of self 1insp
who demonstrated persistence of self in 23 people diagnosed with middle to

| ate stage Al zhei merd6s disease. Their pal
and showed awareness of their cognitive impairments. Similarly, Mayhew et al

(2001) reported that 15 people with advanced dementia were aware of their

cognitive decline, continued to used personal pronouns, and could express

pleasure and humour by smiling and laughing.

2.5.3 Support for self with help from other people

Eight studies focused on how self could be supported by others (summarised in
Table 2.9). Kelly (2010) observed 14 people diagnosed with dementia who were
staying in hospital old age mental health wards, and collected evidence to
demonstrate that Selves 1, 2 and 3 could be supported by occupational therapy
staff who were trained to recognise all levels of self. However, ward staff who
were trained in observing the physical condition of individuals generally only
supported Self 1. Smebye and Kirkevold (2013) also investigated the value of
relationships for 10 people diagnosed with dementia and reported that the
relationships that were most likely to support the self were family carers and
professional caregivers with whom they had close emotional bonds.

Relationships that diminished personhood were those characterised by carers
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who were task-oriented and reluctant to help in other ways. Similarly, Hedman

etal (2012)usedsemi-st ruct ured i nterviews, based o
model, to determine how 12 people diagno:
expressed their sense of self. Results showed that Self 1 was expressed

verbally by the use of first person indexicals and Self 2 was displayed with

minor changes which were seen as positive because they included new skills

that helped the person manage life with AD. Self 3 was supported to some

extent by sympathetic carers, thus, overall people perceived themselves as still

basically the same as before they were di

Beard and Fox (2008) interviewed 40 peopl
disease who attended support groups. They found that being a member of a

support group helped to provide a new sense of identity aided by other

members of the group and by incorporatin
Al zhei mer 6s diseased into t hasrelatingmw i den:
Sabatdés Self 2, in that it is concerned

and characteristics, showing that this was updated and maintained through the

process of meeting with others with dementia.

Eight women diagnosed with dementia who were living on their own were
studied by Frazer et al (2012) who demonstrated that these women were able
to maintain their identities in spite of having the condition. Their interviews
covered themes such as the impact of memory impairment on maintaining their
independence, past and present views of themselves, relationships with others
and coping strategies. The authors analysed their findings with reference to
Sabat O6s Three Selves model awid reported
participants to maintain Self 2 by using a variety of coping strategies, such as
staying creative by participating in previous hobbies and leisure activities, and
actively maintaining relationships with neighbours, friends and attending social
clubs. The women were able to accept lost aspects of their previous selves and
adapt to their changing sense of self. A similar theme of coping strategies was
investigated by Pearce et al (2002), but their participants were 20 men who had
been diagnosed with dementia, and their wives. They were interviewed as
couples and the authors reported that coping comprised an on-going combined

process of maintaining, reappraising and reconstructing their selves and
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Table 2.9 Studies Investigating Persistence of Self with Support from Others

Study Study title Participants Component/s of Main findings
Authors self specified by
authors
Kelly Recognising and supporting 14 adults with mildto  Selves 1, 2 and 3 Participantsdinteraction with staff was
(2010) self in dementia: a new way severe dementia living limited on wards so little support for

Smeybe & Kirkevold
(2013)

Hedman et al
(2012)

Beard & Fox
(2008)

to facilitate a person-
centred approach to
dementia care.

The influence of
relationships on

personhood in dementia

care: a qualitative,
hermeneutic study.

How people with
Al zhei

Anal ysi s
theory of selfhood.

Resisting social
disenfranchisement:
Negotiating collective

identities and everyday life

with memory loss.

How older women who live

mer 6s
express their sense of self:
us i

d

n

in hospital setting.

10 adults with
dementia each with a
family carer and
professional carer

12 adults with mild to
moderate dementia

40 adults with MCI or
early onset AD

8 adults (all women)

Self and personhood

Selves 1, 2 and 3

Collective identity

Selves 2 and 3. Activity sessions provided
more interaction giving support for all
selves.

Relationships that sustained self were
those with a close emotional bond (family)
and good professional carers.
Relationships that reduced personhood
were task-centred only.

Participants demonstrated preserved Self
1, minor changes to Self 2. Self 3 was
supported by others to some extent.

Social disenfranchisement leads to re-
negotiation of interactions with others and
personal identities that need to be
incorporated into new self-identity.

Participants described coping strategies
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Frazer et al
(2012)

Pearce et al
(2002)

Surr
(2006)

Cohen-Mansfield et al
(2000)

alone with dementia make
sense of their experiences:
An interpretative

phenomenological analysis.

Managing sense of self.
Coping in the early stages
of Alzheimer's disease.

Preservation of self in
people with dementia living
in residential care: A socio-
biographical approach.

Self-identity in older
persons suffering from
dementia: preliminary
results.

with AD or mixed
dementias

20 adults (all men)
with early stage AD

14 adults with
dementia

38 adults with
dementia, and carers
and family members

Selves 2 and 3

Sense of self and
identity

Self

Self-identity via
different role
identities.
Sense of self

and support needed from others to help
maintain Selves 2 and 3.

Participants attempted to manage sense
of self by balancing wish to maintain
previous selves with need to construct
new selves.

Participants demonstrated evidence of
retained self via relationships with family
and other residents, by adopting social
roles and by telling stories.

Most role identities deteriorated but some
were preserved, notably family role.
Evidence for preserved sense of self even
in later stages
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identities. Often this consisted of downgrading and adapting to less preferred
identities as their abilities changed, but their selves continued to be maintained
through the continuation of previous roles where possible, and the creation of

new roles through new relationships.

The relevance of a sociobiographical theory of self was investigated by Surr
(2006) who integrated interpersonal relationships, social context and the life
stories of 14 people living with dementia in residential care homes. Surr
reported that social relationships with family and care staff were important for
maintenance of self. Biographical details such as social roles related to
occupations, and caring for others were particularly important, and being able to
talk with others about life events. The participants continued to generate life
stories, despite having memory impairments, and position their present

experiences in relation to their past lives in order to maintain their sense of self.

Concentrating on social aspects of self, Cohen-Mansfield et al (2000) used a
6Sdldfenti ty i n Dement i sgecifallyasSelf 3pwhicla i r e,
they divided into four types of social identity:

1 Professional
1 Family
9 Leisure activities

1 Personal attributes related to group membership

Participants were 38 residents of a nursing home who had been diagnosed with
various forms of dementia. Cohen-Mansfield et al took the view that participants
in the later stages of dementia would not be able to communicate successfully,
so informants were also interviewed, specifically family members or
professional carers who knew the participants well. Their results demonstrated
that some aspects of self continued to exist into the later stages of dementia,

notably family roles.

2.5.4 Conclusions concerning stability and change in self

These studies provided evidence to support the assertion of Sabat and Harre
(1992) that Self 1 is maintained in spite of dementia, and that Self 2 may
change in some ways. There is also some evidence to suggest that despite

others perceiving changes in Self 2, people with dementia still saw themselves
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as the same, but through contact with others, they started to construct a new
sense of self that accommodated their dementia. Furthermore, the studies
suggested that if retained aspects of self are recognised by others Self 2 and
Self 3 can be supported. There is, however, criticism that interview and
observational methods based on individual case studies are context dependent,
S0 may not be reliable or generalisable to a wider population. However, studies
by Tappen et al (1999), Mayhew et al (2001), and Surr (2006) involved numbers
of participants with dementia that were comparable to the experimental studies
described in the early sections of the chapter, and studies by Cohen-Mansfield
et al (2000,2010), involved considerably larger numbers of participants so could

be regarded as robust and applicable to a wider population.

To summarise, the majority of the studies in this section based on social
constructionism have demonstrated that various aspects of the self are affected
by relationships and the social conditions in which a person with dementia is
situated. Studies using social constructionist approaches have revealed that
Sabat and Harredéds models of self <can
investigations into self in dementia. These investigations have demonstrated
that aspects of self can be retained, especially with the support of people with
whom a person with dementia has a close relationship. The studies also
provided evidence to show that even in the later stages of dementia, people can
express meaningful aspects of themselves, actively continue to maintain

previous identities, and may also be able to adapt to new ones.

The following section covers embodied selfhood which is especially relevant for
people in the later stages of dementia who may have difficulty expressing

themselves verbally.

2.6 Embodied Selfhood in people with dementia

Three studies were identified for inclusion in this section that investigated
evidence for retained embodied self in people with dementia (summarised in
Table 2.10). Firstly, Kontos (2004) echoed Merleau-Ponty and claimed that self
persists in people with dementia because it is an embodied element of the
human condition. Kontos proposed that it is characterised by observable

understanding of a situation, the capacity to improvise according to abilities, and

signs of O6being in the worldé (Kontos,

sustained by the bodyos i ntri nscultaralabi
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Table 2.10 Studies Investigating Embodied Selfhood in People with Dementia

Study Study title Participants Component/s of self Main findings

Authors specified by authors

Kontos Ethnographic reflections on 13 adults with Embodied selfhood Participants demonstrated selfhood
(2004) selfhood, embodiment and moderate to severe through bodily actions. They showed

Ward & Campbell
(2013)

Hubbard et al
(2002)

Alzheimer's disease.

Mixing methods to explore
appearance in dementia
care.

Beyond words: Older
people with dementia using
and interpreting nonverbal
behaviour.

AD

Adults with dementia
in various sites
including hospitals,
day-centres, private
and residential
homes.

10 adults with
dementia attending
a day centre

6 members of staff

Communication and
embodied selfhood

Communication and
embodied selthood.
Personal self
Personality

awareness of their surroundings and were
able to engage with the world.

Authors reported need to understand
embodied experiences of people with
dementia to learn how people with
dementia use their bodies and senses to
create meaningful worlds.

Participants used and understood non-
verbal behaviours, which helped them
retain their sense of personal self. Were
able to take oimcobtexp |
of shared meanings and interpreting
meanings of otherso
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conventions. Kontos based this view on observations of 13 people living with
moderate to severe cognitive impairments in residential homes. Her
observations included evidence of embodied selfhood such as attention to
physical appearance and social etiquette, gestural communication, and
expressions of caring, personal preferences and individual style. These
observations link with those made by researchers reported in section 2.5.2.
Sabat (2002) emphasised the need for social engagement to enable the
expression of Self 2 and Self 3, and Surr (2006) identified embodied aspects of
self related to physical attractiveness, and suggested that theories of self should
include embodiment in order to create a more holistic model of self. Similarly, by
observing participants over multiple sites including hospitals, day-centres,
private homes and residential homes, Ward and Campbell (2013) highlighted
that engaging with the embodied experiences of people with dementia (such as
hairdressing) can help in the understanding of how their bodies are used to

make meaning in their worlds.

Furthermore, Kontos (2004) described expressions such as concern for

appearance and social etiquette as being activated without a need for

conscious thought; such actions represent aspects of our social and cultural

selves (again echoing Sabat & Harre 1992) that are deeply embedded as habits

that enable the activation of the bodyds
not be affected by cognitive decline. This links with views of Burkitt (2002) who
explored the notion of habPonty Bukittihabi t us
described habits as dispositions that set in motion specific actions in specific

contexts; an individual is aware of performing actions but will not necessarily

know why. Burkitt claimed that humans will have been taught, or absorbed,

habits and values from early childhood such as practical skills and moral

virtues. For example, a person with dementia making humorous facial

expressions (e.g. Hubbard et al, 2002, see below) may be demonstrating a

habit that began in childhood which was an expression of his or her self at that

time, suggesting that an aspect of him/herself is preserved.

Small et al (1998), followed a social constructionist approach (see also section
2.5.2), but also recognised the importance of non-verbal behaviours for
demonstrating retained aspects of self. The researchers observed care home

residents, who had been diagnosed -likd t h Al
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memory loss, during interactions between other residents and members of staff.
Examples of non-verbal expressions of self included people defending their
rights as individuals, such as wanting to sit in a particular chair, or to remain
standing. However, echoing Sabat and Harre (1992), the authors reported that
these actions were regarded as negative behavioural symptoms of dementia by

care staff, rather than positive demonstrations of retained aspects of self.

Examples of meaningful non-verbal behaviours were also reported by Hubbard
et al (2002), who investigated non-verbal communication in 10 people
diagnosed with dementia whilst they were attending a day centre. The
researchers identified many examples of meaningful behaviours such as
physical contact and proximity to others in order to initiate conversation. These
kinds of behaviours demonstrated retained aspects of self, that were related to
social roles and the deeply embedded habits associated with those roles
(Kontos, 2004).

To summarise this section, theories of embodied selfhood have provided
evidence that people with dementia can continue to express themselves non-
verbally through gestures and body movements that can be interpreted as
meaningful expressions of self. Linking this with other disciplines, embodiment
can be associated with social constructionism because some expressions may
be learned implicitly through social interaction, and there may also be cognitive

input in the form of implicit and procedural memories.

2.7 Discussion

The aim of this chapter was to investigate what is already known about self in
dementia by drawing together the body of research across four broad
theoretical approaches: cognitive, personality, social and embodied self. Both
guantitative and qualitative methods have been used to study self in dementia,
and within these paradigms, research designs have varied considerably,
reflecting the varied models of self that underpinned the studies. These
fundamental differences make it impossible to directly compare the results of
these studies. However, the aim of the review is to provide a broad, in-depth
account of how self is experienced and expressed by people living with

dementia.
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Studies that have not specified types of dementia should be interpreted with
caution. For example, a person diagnosed with semantic dementia will have
difficulty expressing him or herself verbally, and will have a reasonably intact

memory, but if he or she cannot describe memories fluently, it may appear that

the personbés memory is also impaired.

disease may also have trouble describing memories, but in this case this would

genuinely result from impaired memory function.

Also, as a person ages, they may experience sensory changes such as
impaired hearing and eyesight that will affect their ability to perform tasks, so
again results of cognitive tests should be interpreted with caution, as poor
performance could be influenced by sensory and not only cognitive changes.
Furthermore, it is necessary to consider the way evidence is interpreted by
researchers because pre-existing beliefs will affect the way evidence is selected
and reported. Thus, some studies only report evidence for or against

persistence of self and do not consider contradictory evidence.

As mentioned in Chapter 1, measures used in quantitative studies, such as
structured interviews and questionnaires, require intact comprehension and the
ability to formulate answers quickly, which may be challenging for people even
in the early stages of dementia. For this reason, methods used by qualitative
researchers that are more sympathetic
highlighted, that may be preferable for gaining valid information. In view of this,
these will be incorporated into the ways the new measure of self is
administered; for example, carrying out tests in natural surroundings may reveal
communication abilities that would not be observed in objective experimental

settings.

An issue that occurs with some of the quantitative and qualitative studies
presented in the review is small sample size, arising because of difficulties in
obtaining large numbers of participants from clinical populations, and the ethical
requirements that must be considered when wanting to involve people with
impaired mental capacity. This means it is difficulty to claim generalizability of

results, emphasising the need to repeat studies.

A final issue concerns the ways that different studies reflect the constructs of
self that were defined in Chapter 1; some studies consider the self as

multifactorial, whilst others focus on particular components of self. Traditionally
68
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empiricist cognitive psychology and social constructionist approaches to self
have remained distinct. However, this review has demonstrated that links can
be made between disciplines and approaches, for example, to enhance
understanding of embodied selfhood and autobiographical memory. This thesis
will aim to develop knowledge concerning self in dementia by making these
links explicit, basing the next research phase on the framework of self illustrated

in Figure 2.7.

Autobiographical
Long-term memories

Life stories
Social -
Constructionist Cognitive
Self
Test 5 |
Social erson?
Family PTfrsona ity
Friends Self-concept
Occupational AP\D"Elarance
Leisure alues
Personality

Figure 2.7: A Conceptual Framework of Self

This conceptual framework illustrates how the components of self are
connected as revealed by investigating the different theoretical approaches.
The blue framework represents the multiple components of self that were
identified in the literature review as being relevant for people with dementia. The
red framework demonstrates theoretical approaches that provide evidence to
link the components of self. This framework will be used during the
development to the new measure to ensure that all aspects of self are covered
by it.

2.8 Summary: What has been learnt about self in dementia?
The literature review has demonstrated that it is possible to combine findings
from studies associated with different disciplines, approaches and

methodologies to provide a holistic view of self in dementia, specifically:

1 Quantitative studies based on cognitive and personality theory have

provided evidence to show that there is loss and change in sense of self
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in people with dementia, specifically self-concept, identity, and some

types of self-awareness.

1 Studies focusing on autobiographical memory have demonstrated that
not all types of memory are impaired in people with dementia; semantic
memory has been shown to be relatively unimpaired in people with
Al z hei mer faad thikse sypea &f memory may continue to

support a sense of self.

9 Studies focusing on self-awareness have demonstrated multidimensional
aspects of self, of which some aspects may be more impaired than

others in people with dementia.

1 Conversely, studies based on social constructionism and embodied
selfhood have shown that aspects of self are retained, and that people
with dementia can actively maintain their self and identity and learn to

cope with their changing abilities and situations.

1 Studies based on social constructionism and embodied selfhood provide
a wealth of information that broadens the narrower understanding of
cognitive studies. They have also demonstrated that links that have not
previously been explored can be made between disciplines, for example

social factors affect the ways memories are encoded and recalled.

Thus, integrating evidence from multiple disciplines has addressed a gap in the
knowledge base concerning self in people living with dementia that can be used
to develop a new, multifaceted framework of self that incorporates cognitive,
personality, social and embodied aspects and expressions of selfhood into

account.

Chapter 3 will present reasoned arguments for the methodology that was used
for this research study, specifically aiming to combine experimental quantitative

methods with investigative qualitative methods.
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3. Methodology

APsychical states, i f they mean the vary
|l east in principle be compared and
(F.H. Bradley, 1895, p.3)

3.1 Introduction
The previous chapters have provided background to the research project and
reviewed literature in relation to self in people with dementia. This chapter

considers the ontological perspective of the PhD and the methodology.

3.2 Philosophical Paradigms

Paradigms are the belief systems or world views that guide investigators in their
choice of methodology and methods (Guba & Lincoln, 1994). The dominant
paradigm in the field of scientific research is positivism, which underlies
experimental investigation and objective measurement in the natural sciences.
Positivist approaches use scientific methods to discover accurate answers to
research questions in order to reveal general truths or laws about the way the
physical world works (Millar, 1999). This approach has been extended from the
natural into physical and social sciences; it requires the collection of empirical
data to allow measurement of variables and to minimise influences other than
the core variable(s) of interest. Such data is usually analysed using statistical
and mathematical models and therefore this approach is also typically
6guantitatived (Guba & Lincoln, 1994). T
psychological or social science implies a belief that human beings have real and
measurable attributes and exist in a world of tangible, definable characteristics.
Thus, the pursuit of knowledge is advanced in these areas using hypothetico-
deductive methods. This means formulating theory-based hypotheses that can
be tested experimentally in order to gain new knowledge, or support or question
existing knowledge (Meheus,1999). Studies are usually undertaken in controlled
settings, as this allows the influence of confounding or contextual variables to
be isolated or minimised. This point leads to one of the criticisms of positivism
which is that it is too reductionist. For example, critics question whether all

natural processes can be reduced to chemical or physical happenings, and
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likewise social processes reduced to relationships between the actions of

individuals.

An alternative paradigm is interpretivism (which can also be called
constructivism), which was developed to address limitations of using a
positivistic approach to the understanding of human beings and their
experience. The interpretivist view is based on the belief that human knowledge
is constructed through our experience of the world and social relationships.
From this perspective an independent, objective reality does not exist; there can
be any number of worlds, shaped by human minds (Praetorius, 2003), so
knowledge of the world cannot be gained via a single scientific method but
needs to take individual meaning and interpretations into account. Associated
research methods involve in-depth interpretation of verbal accounts given by
individuals, of their experiences, beliefs and values, aiming to explain how

people make sense of the external world in which they live.

These two paradigms represent widely held complementary philosophies. In
terms of sense of self, the literature review demonstrated that both paradigms
can provide information about how self is manifested in human beings, and how
individuals with dementia perceive and describe their own sense of self.
However, the purpose of this study is to develop a measure of self which is in
itself suggestive of a positivist approach. Theories grounded in cognitive
psychology have been used for measuring self in people with dementia,
however, studies using interpretivist approaches have identified that such
methods are inappropriate for administering to people with dementia, because

they do not focus on the socially constructed nature of self.

A related question is whether self is objectively lost for people with dementia, or
whether it is theirsdéd or ot her slfcouldber cept |

explained in different ways:

1 Neurodegeneration of the brain. For example, cognitive psychologists
might suggest that self is lost because people are unable to lay down
new memories, but other evidence from cognitive approaches suggests
that self per se is not lost, but limited access to, and retrieval of,

memories create the impression that self is lost.
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T A personds ability to communicate asp:
disease process. For exampl e, Davis (2004) sugc
i ved experiences create -nithe-wdrlcande of
that dementia O6derailsé this process,
Obeingdé, that affect a persondés sense

communicate with others.

1 Thesocialsituat i on and wider attitudes of soO:«
ability to express their self. For example, Sabat (2005) argues that
people living with dementia continue 1
that their behaviour continues to be motivated and driven by an
understanding of the world around them. Thus people with dementia can
understand and evaluate how they are treated by others, and an inability
to express themselves may be brought about by disabling social
situations, not solely neuropathology. Furthermore, frustrations and
anger caused by such situations may exacerbate the neuropathological

effects making a person even more incapacitated.

This research project will not be able to answer the fundamental questions
concerning deterioration of self itself, or the impaired ability to communicate a
sense of self, but it will be firmly grounded in the belief that the external situation
can affect the way a person responds to questions and thus the ease or

difficulty they may have in expressing themselves.

In conclusion, the goal of developing an objective measure of self means that

this projectés methodol ogy will be predo
interpretivist findings. This corresponds with the view of Michell (2009) that

positivism should not be identified solely with the isolation and measurement of

discrete variables because psychological attributes such as self-concept are

constituted within sociocultural and historical aspects of human life

(Martin,2003), thus incorporating qualitative interpretivist approaches.

The following sections will address ontological and epistemological issues
relevant to the projectdéds aim of devel opi

people with dementia.
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3.3 Ontology

Ontology concerns the form and nature of reality, what is known, and what can

be known about reality. Thus ontological enquiry must relate to real phenomena

(Guba & Lincoln, 1994). The phenomenon under investigation in this study is

sense of self, which is a psygholtgwdl ogi cal
attribute can be considered a O0real é phel
2013; Maul, 2013). An ontological position allied with positivism is realism

(Guba & Lincoln, 1994; Maul, 2013) which states that some phenomena exist
independently from the mind and therefore can be measured scientifically

(Maul, 1994). This poses the question of whether the subjective sense of self

can be considered as being independent of the mind. These questions can be

investigated with relation to the ontologic a | position of &éScient
2013). This position combines the traditional realist view with the belief that by

building robust scientific theories helpful explanations can be provided of both

observable and non-observable aspects of the world, including psychological

attributes (Maul, 2013). Therefore, scientific realism is an appropriate stance to

adopt in order to obtain a useful account of the sense of self of people living

with dementia.

Conversely, an ontology allied to interpretivism is relativism which asserts that

realities exist as multiple, subjective mental constructions that depend on the

cultural and social situations, experiences and interactions of individuals or

groups. Exploring these subjemdev® Ipaes ce|
value when researchers aim to explain how and why people with dementia

experience loss or change of self, but is not as helpful for determining

objectively how sense of self can be measured. Many of the studies reviewed in

Chapter 2 took an interpretivist approach and the design of the measure has

drawn upon interpretivist studies whilst still taking a realist stance.

3.4 Epistemology

Epistemology concerns the methodological relationship between the knowledge
to be discover ebeknanwnedr ot h(eG ucohapla&4,q.108), and
the type of knowledge that the methodology aims to produce (Willig, 2001). This
project aims to develop an objective measure of self that can be used by

anyone (would-be knowers) with minimal training, in order to provide knowledge
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concerning sense of self in people with dementia in the form of reliable and

valid outcome measures.

Sense of self is a psychological attribute and as stated in Section 3.2
psychological attributes are best considered as being situated within social and
historical contexts, including the context of living with dementia. This echoes the
view of Goldman (1986a) who proposed that human knowledge should be
viewed as being shaped by psychological and social factors. He developed a
conceptual epistemology that combines cognitive and social knowledge,
proposing that primary (cognitive) epistemology is concerned with cognitive
processes, structures and mechanisms, and secondary (social) epistemology
requires the investigation of how different patterns and arrangements of social
intercourse affect the way truth is acquired. Praetorious (2000) similarly claims
that human cognition is constructed through interaction between individuals and
the world and that in order to understand human psychology, other factors
should be taken into account, such as context, physical environment and social

relationships.

An opposing epistemological approach associated with interpretivism is social
constructionism. Advocates of this approach claim that knowledge is socially

constructed (Willig, 2001), and knowledge is formed in the context of socially

agreed customs and practices (Praetorious, 2003). During the research process

there is a reciprocal relationship between the researcher and person being

studied such that participants6é and rese;
contribute to the research findings. Therefore, from a positivist perspective, the
requirement of researcher objectivity is compromised, and for this reason, a

purely social constructionist approach to this study is not appropriate.

However, in this project these approaches will be combined. Toomela (2008), a
cognitive psychologist, argues for interpretivist input into positivist studies, so
that psychologists can consider the meaning of facts as well as analysing facts
statistically. Sabat (2014), who promotes social constructivism, asserted that
intact psychological, cognitive and emotional abilities of people with dementia
cannot be identified by their performances on standard neuropsychological
tests. In other words, quantitative analysis alone could not provide a complete
understanding of what a person with dementia experiences. A fuller
understanding could be achieved by combining qualitative analyses with the
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examination of quantitative data. To date there have been few published studies
taking this type of combined approach to researching self in dementia;
therefore, this study will be novel by being driven by a cognitive approach whilst

incorporating methodologies associated with qualitative disciplines.

Chapter 4 will report the preliminary stages of development of the new Measure
of Self, including planning and collecting together the contents of the measure,
devising methods of administration, and piloting the first version whilst

considering the requirements of people living with dementia at all stages.
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4. Methods: Measure Development and Pilot Study

AMorris and | are far more than di sease

personality with emotions, experiences
(Bryden, 2015, p.17)

4.1 Introduction

The previous chapters introduced the research topic of self in dementia,
reviewed the literature concerning methods of investigating self in people with
and without dementia, and outlined the methodological approach to developing
a new objective measure of self. The remaining chapters of this project concern
the development (i.e. content and administration) and validation of the Measure
of Self following a seven-stage measurement development process, advocated
by Smith et al (2005), illustrated in Figure 4.1. This process ensured that the
development of the Measure of Self followed a rigorous and established

approach to measure development and validation (Rattray & Jones, 2007).

There are already a wide range of existing validated measures of self, reviewed
in more detail in the first stage of the development process. In developing a
measure of self appropriate for people with dementia, the first stage in the
process was to select a pool of measures designed to measure cognitive, social
and embodied aspects of self. The new measure was constructed by adapting
and combining elements of existing measures of self to ensure that it was
suitable and valid for use with people with differing levels of communication
abilities, and could be used to gain a rounded, holistic measure of self. This
chapter describes the development and piloting of the Measure of Self by
reporting Stages 1 to 3 of Figure 4.1, including justification for the methods
used. Following this, Chapter 5 reports Stages 4 to 7 of Figure 1, presenting
Study 2 which investigated the psychometric properties of the Measure of Self

in terms of test-retest reliability and convergent validity.
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Assess tests identified for measures pool for:

A4

Stage 1 *  Reliability and validity

* Appropriateness of content and administration for
people with dementia

Consult with service users and expert advisors

Stage 2

\

Create first version of the Measure of Self

/\

A

Obtain ethical approval for pilot study

Y

Recruit participants for pilot study

Stage 3 [

Perform pilot study

I

Refine and amend Measure of self

.

Finalise study design for testing reliability and

validity
'

Stage 4

Obtain ethical approval for Study 2

v

Recruit two groups of participants:
*  People with dementia
* Control group of people without dementia

l

AN

Data collection for Study 2:
Time 1 and Time 2

Stage5 ——— |

Data analysis for Study 2
Stage 6
h 4
Investigate the psychometric properties of the
Measure of Self
Produce a psychometrically valid
Stage 7 Psy y
Measure of Self

Figure 4.1 Seven-stage Measure Development Process
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4.2. Stage 1: Creating a pool of measurement tools related to self

and identity

The literature review described in Chapter 2 identified 23 studies that used

measures focusing on self, identity, autobiographical memory and personality,

some of which have been used with people with dementia. Stage 1 of the

development process was addressed by assessing which of the 23 measures

were suitable to be further assessed by expert advisors for using as a basis for

the new Measure of Self. The 23 measures were chosen because they covered

multiple aspects of self based on cognitive, social or embodied approaches.

They are summarised in Table 4.1.

Table 4.1: Measures of Self, Identity, Memory and Personality

Name of Measure

Adjective Checklist/Creative
Personality Scale (Gough, 1979)

Autobiographical Interview (Levine et
al, 2002)

Autobiographical Memory Interview
(AMI, Kopelman et al, 1990)

AMI-Extended (Naylor & Clare, 2008)
Brooks and McKinlay Personality
Inventory

(Brooks & McKinlay, 1983)

IMAGE Test (Eustache et al, 2013)

Life Orientation Test (LOT, Scheier &
Carver, 1985)

Personal Self-concept Questionnaire
(PSCQ, Goni et al, 2011)

Physical Self-concept Scale for Older
Adults (PSCS-OA, Hsu & Lu, 2013)

Aspects of Self Covered

Identifying creative talent within an individual.

Focus on episodic and semantic features of
autobiographical memories over different
lifetime periods. Used to identify age-related
changes in autobiographical recall.

Recall of semantic facts and specific
episodic memories from three time
periods: childhood, early adulthood,
recent times. For use with amnesic
patients and healthy controls.

As AMI with additional middle-age time period.

Assessment of personality change over time.

Measures three components of self-concept:
identity, behaviour and self-satisfaction.

Measures tendency to be optimistic, i.e. a
personf6s expectations
outcomes.

Four scales measuring personal, as opposed
to social, self-concept: i) self-fulfiiment,

i) autonomy, iii) honesty, iv) emotional
self-concept.

Examines physical characteristics and
abilities of older adults.
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Name of Measure

Questionnaire of Self-representation
(QSR, Duval et al, 2012)

Rosenberg Self-Esteem Scale
(Rosenberg, 1965)

Self and Identity in Dementia
Questionnaire (SIDQ, Cohen-Mansfield
et al, 2000)

Self-concept and Identity Measure
(SCIM, Kaufman et al, 2015)

Self-consciousness Questionnaire
(S-CQ, Gil et al, 2001)

Self-consciousness Scale (SCS,
Fenigstein et al, 1975)

Sense of Belonging Scale (Hoffman et
al, 2002-3)

Social and Personal Identities Scale
(Nario-Redmond et al, 2004)

Tennessee Self Concept Scale |l
(TSCS-I, Fitts, 1965)

The 3-1 Test (Duval et al, 2012)

The Oral I-AM Test (Eustache et al,
2013)

Aspect/s of Self Covered

Examines self-concept: physical, moral,

personal, family, cognitive, social, emotional.

Examines thoughts

worth and importance.

Examines four kinds of role identities:
i) professional, ii) family-role, iii) leisure
activities, iv) personal attributes.

Self-report questionnaire to identify
healthy and problem identity functioning
and personality disturbance.

Examines aspects of self-consciousness:

and f

ee

identity, knowledge of cognitive impairment,

affective state, physical state, prospective

memory, capacity for introspection,
moral judgement.

Examines private self-consciousness:
beliefs, aspirations, values and feelings,
and public self-consciousness: overt
behaviour, mannerisms, and expressive
gualities.

Measures experience of feeling part of a
group or environment.

Examines social identity: categorising
oneself in terms of group identities,
and personal identity: self distinct from
in-group relationships.

Measures multi-dimensional self-concept:
physical, moral, personal, family, social,
academic/work.

Assesses structural identity: trait self-
knowledge, autobiographical memory,

and functional identity: self-consciousness,

self-projection, related to past, present
and future

Asks for 10 61 ambd
6l diocentricbé = per
states, physical features, preferences.
6 Smarbubandlargegr oup 6 =
interdependent self.
OAl |l ocent ri
dependent on

co6d =
ot her
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Name of Measure Aspect/s of Self Covered

The Relational, Individual and Measures self-aspects:
Collective Self-aspects Scale (RIC, i) O6Rel ational d: relation
Kashima & Hardie, 2000) roles, characteristics shared with others.
ii) o6l ndividual 6: persona
autonomous.
iii) 6Collectived: derive

groups and social categories.

Thinking About Life Experiences Measures 3 functions of

Scale (TALE, Bluck & Alea, 2011) autobiographical memory:
i) Self function: to maintain sense
of being the same person over time.
i) Social function: to develop,
maintain and enhance social bonds.
i) Directive function: to guide present
problem solving and direct future
behaviours and thoughts.

Twenty Statements Test (TST, Kuhn &  Asks for 20 answers to the question
McPartland, 1954) OWho am | ?6 to identify a

attitudes about oneself.

Assessing the pool of measures for reliability and validity and use with
people with dementia

The next stage of assessing the quality of the 23 measures entailed
consideration of whether the measures had been tested for reliability and
validity. There are a variety of ways of testing measurement tools for reliability
and validity; the following methods were identified as having been used to
assess the quality of the 23 measures. See Appendix | for a table summarising

reliability and validity as reported for each measure.

Reliability refers to the internal consistency, stability, and ability to be applied
to a wider population. This means the extent to which the tool produces the
same results each time it is used (known as test-retest reliability), that all
components of the tool measure the same phenomena, in this case, aspects of
self (tested by split-half reliability) and the extent to which different investigators
using the measure produce the same scores (inter-rater reliability). Each type of

reliability is explained more fully below:

Test-Retest Reliability assesses the consistency of a test across time. It
requires that the same test is used with the same group of participants on two

separate occasions. The two sets of data are correlated with each other to
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determine whether or not the participants produce the same score on each
occasion. High reliability is demonstrated by a value of 0.75 to 0.8 (Coolican,
2004). The length of time between presentations should minimise the risk of
participants remembering their previous responses, but not be so long that the
phenomenon being measured would have fundamentally changed. A suggested
time scale in clinical settings is more than one day and less than one month
(Watson, 2013).

Inter-rater or Inter-observer Reliability assesses the level of agreement
between raters or observers. The aim is to ensure that a measurement tool will
produce the comparable results regardless of who administers the test. One
method is for two investigators to administer the same test to the same

participants, and the results are compared by correlation (Watson, 2013).

Validity demonstrates that a measurement tool measures what it is intended to
measure. There are several types of validity that are relevant to the measures
of self and identity (adapted from Rattray & Jones, 2007):

Construct Validity relates to how well the content of the measure represents
the underlying concept; it is usually assessed by factor analysis which looks for

correlations between sub-scales or sub-classes of a measure.

Convergent Validity is a sub-type of construct validity that is demonstrated by
comparing the measurement tool that is being assessed with a related measure

in order to demonstrate a correlation between the two measures.

Discriminant Validity is also a sub-type of construct validity and is
demonstrated by correlating the tool with an unrelated measure with the
expectation that the two measures will not show a strong relationship with each

other.

Content and Face Validity require the opinions of experts who should agree
on the soundness of the content of the measurement tool and therefore should
be experts in the phenomenon being tested. Face validity can also be

assessed by the general public.

Criterion or Concrete Validity relates to how data from the new measure
relates to other known data in ways that can be predicted. It is often divided into

concurrent and predictive validity.
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Concurrent Validity is demonstrated by comparing the measurement tool with

a similar test or older version of the new test.

Predictive validity is the extent to which scores on a new test predict scores

on a test that is measuring the same phenomenon.

External Validity assesses whether the findings of a particular measure can be

extended to a population

The third stage of assessment involved consideration of whether reliability had
been assessed in studies involving people with dementia; each of the 23

measures was scored according to the following criteria:

1. Evidence of assessment of reliability and validity, based on the above
types and definitions, with people with dementia.

2. Whether or not the scoring and administration of the measure were
adapted for, or specifically designed for, people with dementia.

3. Use with people with different types of dementia and at different stages
of the conditions.

4. Numbers of participants with dementia who completed the measure.

5. Components of the framework of self that were covered by the measure.

Each study was graded by:
9 Being allocated scores of 0 or 1 according to whether points 1, 2, and 3
had been reported, i.e. 0 indicated that none of the points were
addressed, 1 indicated one of the points, 2 two points, and 3 that all the

points were addressed

1 For point 4, up to 20 participants with dementia scored 1, up to 40 scored

2, and more than 40 scored 3.

1 For point 5 the score was simply the number of components of self

shown in Figure 2.6 that were covered, the maximum score would be 6.

Total scores (maximum 12) were calculated and details of 16 measures with the
highest scores were sent to the expert advisors (see Appendix | for a table
showing the scores for each measure). It should be noted that none of the
measures scored more than 5, this demonstrates that no existing measure
covers the multiple aspects of self, and methods suitable for people with
dementia, that are the aims of the proposed Measure of Self.
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Seven of the measures were discarded, based on the criteria listed above. Six
were discarded because they had not been used with people with dementia;
one measure (the Self-Consciousness Questionnaire) involved people with
dementia, but the number of participants was small (n=18). Furthermore, the
guestionnaire consisted of a small number of questions (n=14) aiming to cover
seven aspects of self-consciousness so none of the aspects were covered in
depth. Table 4.2 gives more details of the reasons for the seven measures
being discarded.

Table 4.2: Measures Considered Unsuitable for Further Consideration

Measure Reasons for discarding
Brooks and McKinlay 9 \Validity only reported for participants with
Personality Inventory head injury

1 Test-retest reliability for personality ratings
given by care givers only

1 All participants were care givers of people
with dementia, no participants had diagnosis
of dementia

1 Only personality traits covered

Personal Self-concept Scale No reliability assessment

No participants with dementia, none over
65, majority adolescents and university
students.

1 Only personality aspects of self covered

=a =4

The Relational, Individual and 1 No participants with dementia,
Collective Self-Aspects Scale undergraduate students only.
1 Only social aspects of self covered.

Self-Concept and Identity 1 No participants with dementia,
Measure undergraduate students only.
1 Used to identify individuals with identity
confusion or disturbance in clinical settings.

' No validity assessment
Self-Consciousness Looking for deficits and impairment of
Questionnaire private and public self-consciousness
related to AD

=a =

1 No validity assessment
Self-Consciousness Scale 1 Developed for student population only

1 No participants with dementia.
Thinking About Life 1 Emphasis on functions of autobiographical
Experiences Scale memory rather than content of memories.
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The 16 remaining measurement tools were selected to be sent for review by
expert advisors (section 4.2.3.). Written details of each measure were sent
along with copies of Table 4.3, which summarised indicators of the criteria listed
above and, if specified, the stages and types of dementia of the participants.
The table also includes a column in which a diagram of the Model of Self
highlights the relevance of each measure to the model by indicating which

aspect/aspects of self are covered by the measure.

4.2.2 Stage 2: Consult with service users and expert advisors

A key component of this research study was to take advice from representatives

of the population who would ultimately benefit from the research (people living

with dementiaor6 ser vi ce userso6), and from expert
research into self, and specifically sel!/
advisorsdéo). The intention of these consul

the face and content validity of the Measure of Self, meaning that it would be
representative of the concept it was intended to cover, for the population who

would be asked to complete it.

Service users
This stage in the development of the Measure of Self aimed to determine, by
consulting people living with dementia,
with dementia were willing and happy to talk about themselves. Three residents
of a dementia care home, who were members of the University of Bradford
Experts by Experience panel, were consulted. Experts by Experience are
people who have specialist knowledge, through their experience as service
users (McLaughlin, 2009). Care home residents, with moderate to severe
dementia were consulted as this is the group that the Measure of Self is aimed
at helping the most, because risk of loss of self is more likely as the condition
progresses. The three residents were OEr |
The researcher talked to them informally, asking questions such as what having
a sense of self meant to them, and how they described themselves. Notes of
the questions and replies are presented in Appendix Il. The conversations
demonstrated that these three people with dementia could talk about their
current and past selves, and that different aspects of self (associated with the
Model of Self in Chapter 2), such as personality, family and social roles and
activities were still important to them. For example, Sandra thought that having
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a sense of self meant that someone was taking notice of her (i.e. social aspect
of self), whereas Eric talked about his past life and personality traits (i.e.
individual aspects of self). Thus, the aspects of self that were identified from the
literature review as being important for providing a holistic view of self were also
identified by experts by experience as being important to them, and therefore

appropriate for including in the Measure of Self.

Expert Advisors

Professor Steven Sabat, Professor Pia Kontos and Dr Clare Rathbone
consented to act as expert advisors for the project. They were invited because
of their expertise and knowledge of social constructionism, embodied selfhood,
and experimental research into self and autobiographical memory in people with
and without dementia, consequently their studies featured in the literature
review. The purpose of consulting expert advisors was to gather a range of
expert opinions to inform decisions made about the content and methods of
administration of the new measure, such that these elements would be

appropriate for people at different stages of dementia.

Withtheaimofiget t i ng t he most from &2 piAael of
each panel member was sent details of the objectives of the instrument and its

purpose, with details of the questions to be considered. To this end, interviews

were arranged with each of the experts in person or via Skype. Given the

differing theoretical and methodological backgrounds of the three experts they

were asked to only comment on measures that were representative of their area

of expertise.

Questions for the expert advisors
A set of questions was sent to the experts before their interviews to allow the
gathering of their opinions. Details of the administration of all 16 measures (see

Appendix 1) and Table 4.3 were sent with the questions, which were as follows:

General overview of a new measure of self:
1. What do you think are the most important points to consider when

developing an interview-based measure of self for people with dementia?
2. What are the main challenges?

3. Is it feasible for [the researcher] to devise one measure that will cover

differing levels of ability, or should there be two versions of the measure?
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With reference to the conceptual model of self on which the measure will
be built:
4. Is the model self-explanatory or do you have any queries about it? Are

there any aspects of self that you think should be included in the diagram?
With reference to the 16 measures summarised in the table:

5. What are your first thoughts about the measure and how applicable is it

for people with dementia?

6.Does the measure relate to a 6holistic

self, with reference to the model?

7. Could the test be adapted so that it does not have to rely as heavily on
verbal communications, e.g. by use of pictorial or object cues when asking
the questions, and pointing at words or images, or observation of gestures
for responses?

8. Do you have any comments about the instructions for participants and/or

methods of analysis of their responses?

Responses from the expert advisors and actions taken
A summary of the responses given by the expert advisors is presented in
Appendix 1V, and sample transcripts of their interviews can be found in

Appendix V. The key points gathered from the advisors were:

1. The most important points to consider when developing an interview-
based measure of self for people with dementia.

i) CR: Self is multifaceted so a tool needs to cover all aspects, but one tool that
covers all aspects may be too complex for non-experts to deliver. One option is
to produce a tool that covers one aspect of self in depth, that also enables

people with advanced dementia to describe their identity.

i) SS: The researcher needs to establish trust and rapport with the participant.
This may take more than one visit in order for the participant to trust the
researcher. They may not remember the re:

remember a feeling that they have with the researcher as it builds up over time.
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Table 4.3 Measures Sent to Expert Advisors

Name of measure | Reliability Validity Reliability/ Used with | Type of Severity of | No. of | Relevance to model
+ relevant Studies | General General Validity pwd | pwd dementia | dementia | ppts | of self¢ aspects highlighted
Measures focusing on personal and social aspects of self
1. Self and Identity | Internal Yes Dementia | Mean 38
in Dementia consistency = (3 studies) MMSE =
Questionnaire 0.83 8.7 —
CohenMansfield et | Testretest Mean 93 Corstructionst
al, reliability = MMSE =
2000,2006, 2010 0.86 1058 | | e\ o
Mean 193
MMSE =
7.2
2. Social & Personal| Internal 6 studies No >1000
Identities Scale consistency = | demonstrated (6 studies) oo

Nario Redmond et
al,
2004

0.8 for personal
scale;

0.79 for social
scale.
Testretest
reliability=

0.77 for
personal scale;
0.82 for social
scale.

criterion and
construct validity c.f.
similar measures of
identity

Social
Constructionist

Social
Family
Friends
Oezupational
Leisure

Life stories

1 Personality I

Cognitive

Perscnal
Personality
Self-Concept
Appearance
Values
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3. Sense of Internal Convergent validity No 463
Belonging Scale consistency = | established c.f. one
Hoffman et al, 2002 | 0.9 measure of goodnes
3 of fit (CFI)
Tovar & Simon, 201
Measures focusing on personality scales
4. Adjective Check | WL y & S NE ( Criterion validity = No >1600
List/Creative reliabilities WY2RSNI (S
Personality Scale | ranging from
Gough, 1979 0.731t0 0.98
5. Life orientation Internal Convergent and No 150
Test (LOT) consistency = | discriminant
Scheier & Carver, 0.76 validity
1985 Testretest demonstrated
reliability =
0.79
6. Rosenberg Self |WD22RQ Wl A3IKQ O2) No 420
Esteem Scale consistency and validity c.f. other
Rosenberg 1965 test-retest measures obelf
Martin-Albo et al, reliability concept
2007
Measures focusing on autobiographical memory
7. Autobiographical | Reliability = Wt 2AA0A BS Yes Vascular |Wa2RSN3
Memory Interview | 0.83 to 0.86 Ot ARAGE ( dementia
(AMI) t SNE2Y T Al
Kopelman et al, FYR W/ NB @)
1989 Differential validity:

WRAZAONK YA
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aA3 )/7\ TA OI ) Autobiographical

Long-term memaries
08GsSSy Wi [

Addis & Tippet, 2004 participants and Yes £ 1 KS/ Midto 20 o | Conitive |
controls. disease mod.
MMSE = 13 _ |
to 24 s':: pemtty
cccupatine Aopesents
8.AMI-Extended . . Values
Yes Mixed Mild to 30
Nay|0l’ & C|al’e, ZOOE dementlas mOd Personality
Subramaniam et al. |— T 1
2014 Social Cognitive
Constructionist
Yes Dementia | Mild to 24
mod re. Sodal wo——
CDR b sotconcep
I Personality
9. Autobiographical | Inter-rater Construct validity = No 30

Interview reliability = 0.79| 0.68 c.f. AMI
Levine et al, 2002 | to 0.96

aSladaNBa o6FaSR 2y 4L FYXé YSGiK2RaA

10. Twenty Testretest Coefficient of
Statements Test reliability = 0.85| reproducibility = 0.9
(TST)

Kuhn & McPartland,
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1954
Addis &Tippet, 2004

No

Social

Autobiographical

Long-term memories
Life stories
Cognitive

Yes £ 1 KS 7 Mildto 20 Comstructionis
Rathbone et al, 2008 disease m(l\)/ld. _
SE =13
(Ten Statements) No to 24
11. The Oral-AM Testretest | Yes I £ 1 KS ] Mean 16 v
Test reliability disease MMSE = 14
(10statement demonstrated
version of TST)
Eustache et al, 2013
12. The 3 Test Yes Semantic | Early to 8
Duval et al, 2012 dementia | mod.
(adapted from TST) MDRS
mean = 117
Measures based on setfioncept scales
13. Tennessee Self | Series of Convergent and No 343 e
Concept Scale Il exploratory and | discriminant validity
(TSCSI) confirmatory determined c.f¥{ -S
Fitts, 1965 factor analysis | description
Addis & Tippet, 2004 Questionnaire Yes £ 1 KS ] Mildto 20 et
disease mod. | | L5
MMSE=13
to 24
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14. The IMAGE Tes{ Testretest Yes I £ 1 KS /] Mean 16 R

Life stories

Eustache et al, 2013 reliability disease MMSE = 14 ‘ _

(Adapted from TSGS demonstrated

Il for people with Self

I £ 7T KSAYSN Test \ [
i ot et

Ocoupationa Appearance
eeeeee Valus

15. Questionnaire of Yes Semantic | Early to 8 st mance
SeltRepresentation dementia | mod. R
(QSR) Mean Consracionbt
Duval et al, 2013 MDRS = Self
117
Eustache et al, 2013 Yes rET kS, e
disease Mean 16 |
MMSE =
14
Measure of physical selfoncept
16. Physical Self Wt NBt A Y Content validity No 10 ingrem et
Concept Scale for | reliability and | determined by pilot (2 studies) (pilot) R :
Older Adults confirmatory study.
Hsu & Lu, 2013 factor analysis | Construct validity = 233 self
established. 0.65+0.75 c.f. Test proel |
measures of *r:"n}
subjective wellbeing ot 1

Key:pwd = people with dementia; MMSE = Mini Mental State Examination; CDR = Clinical Dementia Rating Scale; MDRS = MatRd&ieig&tale
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iii) PK: There is tension between the different discourses on selfhood;
measuring self is associated with a particular discipline (cognitive psychology)
so incorporating work associated with embodied self may be problematic.
Theoretical backgrounds of the perspectives that are incorporated must be
explained. Can one measure capture self that is complex, multidimensional and

multifaceted?

Actions taken:

i) It was decided to develop a measure that covered multiple aspects of self
because findings from the literature review (Chapter 2) emphasised the
importance of taking a holistic view, and that people with dementia find some
aspects of self easier to describe than others. This could be due to their
cognitive problems but could also be because people with and without dementia
place different levels of importance on different aspects of self. The measure
was developed so that it is simple to present and to record data, so that non-

experts would not require extensive training in order to administer it.

i) Where possible, the researcher made herself known to participants before
they agreed to take part in the study and arranged to visit them in their homes
or somewhere familiar to them. Some participants lived with a partner or carer
who was able to remind them that the researcher was visiting and prepare them
for the interview. The researcher phoned the participant, partner or carer before

the visit to ensure that they were still happy to be interviewed.

iii) The theoretical approaches for all aspects of the Model of Self and ways of
investigating and measuring sense of self and identity were covered in the
literature review, and a reasoned proposal for combining embodied selfhood

with social and cognitive approaches was given at the end of the review.

2. The main challenges to producing an interview based measure

i) CR: There is a tension between producing a measure that taps into all
aspects of self in a sophisticated way but that can be delivered briefly to people
with cognitive impairment, especially in care homes. It should not need a large
number of props which will be unwieldy. Therefore, as a starting point, take a
simple option which could be developed later. It is not useful to develop a very

complicated tool that is never used.
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i) SS: The researcher needs to know not what a person feels but why they feel
as they do, which takes time for the participant to establish trust with the

researcher.

i) PK: How can expressions of self be observed and their meanings
understood? For example, behaviours regarded as symptomatic of dementia
may have specific meanings in specific contexts. Previous occupations may be
relevant so how can the researcher learn about these without lengthy

investigation?

Actions taken:

i) The new Measure of Self was based on existing measures that have been

widely used to measure aspects of self covered by the Model of Self. Their

methods of administration were considered and only those that could be
performed verbally, or with simple d6penci
the pool of measures. These materials were adapted by combining them with

visual cues (stimuli) to act as prompts for memory recall.

i) A person-centred approach was taken by the researcher. For example, if a
spouse or carer was present, the researcher kept her focus of attention on the
participant, often repeated that there were no right or wrong answers, and that

whatever the participant said was noted.

iii) The pilot study for the Measure of Self incorporated observational methods
by using video recordings of the interviews to observe gestures and facial
expressions that enhanced or emphasised what the participants said. These
were used to create an observational checklist (section 4.5.5) that was used to
interpret the responses of participants who were unable to express themselves
verbally. Previous occupations formed part of one set of stimuli (section 4.2.3)

So it was possible to take note of these.

3. The feasibility of devising one measure covering differing levels of
ability

i) CR: One measure is preferable so that results can be compared over time
and between different groups; it is not reliable to use different levels of
guestions for different stages of a condition. Similarly, if participants stop at

different stages during a measure it is difficult to compare results.
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i) SS: Converting words into numbers is difficult, it must be clear what the
numbers signify. The researcher may have to adjust their way of talking to a
participant to meet their level of understanding, e.g. using different words,
repeating things, providing an example, which are not usually possible with

strict measurement tools.

i) PK: Regarding cueing memories to help people of differing abilities, the way
the cue works may affect how the person completes the measure so it will be
difficult to standardise the results. If the cue does not work, there is a need to

consider why the cue did not work.

Actions taken:

i) Having a single measure was the most practical option in terms of putting

together materials for the Measure of Self that were generic and recognisable

for all parti ci p a rstimuli) wefetbaseddmtheassiverton s 6 (i
two simple questions AWho am | ?20 or fAWho
grading of questions as the interview progressed. The pilot study investigated

the suitability of the materials and demonstrated that participants were able to

remain engaged over the timespan of the interview, and that their results could

be compared effectively.

i) The methods of administration and numerical outcome measures for the first
phase of the Measure of Self were based on the format of the Twenty
Statements Test (Kuhn & McPartland, 1954) which has short and simple
instructions, that can be repeated if necessary without affecting the response of
the participant. The second phase of the Measure of Self was also based on
guestions and scoring used in the Autobiographical Memory Interview
(Kopelman et al, 1990) which have been standardised and shown to be valid if
prompts are given for memory recall. Thus the administration of the Measure of
Self is based on well-used outcome measures and standardised questions that

allow for prompting without negating the results.

iii) The pilot study investigated the effectiveness of generic images as cues,
rather than images tailored for individuals; see also section 4.2.3 for details of

how the type of stimuli used was determined.

4. With reference to the conceptual Model of Self, is it comprehensible and

are there aspects of self that could be added to it?
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J)CR:The diagram covers much of -kwhawl edge & ¢
described by James (1890),i . e. 6 med6 (how people descri
whichisselffconsci ousness and more difficult toc
about the futured could be added; curren:

stages.

i) SS: Some aspects (e.g. personality, self-concept) vary according to the
situation and some are interconnected (e.g. personality with family, friends and

occupation) so the interconnectedness of the diagram is appropriate.

iii) PK: There are other kinds of self-expression that can be included such as
religious practices, creativity (singing, dancing, painting), behaviours that

express previous occupations, etiquette, relationships.

Actions taken:

i) The Model of Self can be traced back to James (1890) because it was

influenced by his quotation cited in Chapter 1. Aspects of self-consciousness

were considered in the literature review (Chapter 2) which demonstrated that
self-consciousness is multifaceted, for example, life history, moral stance, past

and present activities (Gil et al, 2001), which are included in the Measure of

Self. O6Thinking about the futured was coOl
add extra burden time-wise, and would be difficult to interpret as there are few

studies for comparison.
i) No action required.

iii) It was not feasible for practical reasons to include wider aspects of self-
expression as part of the Measure of Self. However, embodiment was used to

create the observational framework.

To summarise, the key challenges were:

1 How to capture the interconnectedness of the multiple aspects of self in a
single measure.

1 How to ask/prompt questions in a standardised way that enabled all
participants, especially those with more severe dementia to respond,
whilst being person-centred and responsive to the abilities of all
participants.

1 Finding ways of observing responses by people who had limited verbal
communication abilities. Their responses had to be meaningful in terms
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of what they represented, whilst bein
converted into numbers so that data could be analysed statistically.
Thesegeneralpoi nts were considered when anal ys

specific opinions about each of the 16 measurement tools that had been sent to

them. Their responses are summarised in Table 4.4, see also Appendix VI for

more detailed presentation of their responses.

Table 4.4: Expert Opinions For and Against Each Measurement Tool

Measurement Tool For Against
The Autobiographical CR: CR:
Memory Interview (AMI, | Useful Episodicity Rating Long task.

Kopelman et al, 1989)

AMI Extended (AMI-E,
Naylor & Clare, 2008))

The Autobiographical
Interview (Al, Levine et al,
2002)

The Twenty Statements
Test (TST, Kuhn &

Scale as outcome
measure.

Includes assessment of
semantic as well as
episodic events.

Could be adapted to use
visual or audio prompts for
recall.

CR:

More probes than AMI so
better chance for
participants to recall
memories.

Restrictive because it
depends on generalised
events that not everyone
has experienced, e.g.
getting married.

SS:

Participants are expected
to answer questions on
command, may remember
details at a later date i
only get a snapshot.
Participant may also talk
about something
unrelated, but that they
have remembered, so
difficult to score.

CR:

As above, makes
assumptions about what
peopleds | i ve
they havenot
specific events, may score
unfairly low.

CR:

Requires training to
administer.

Probes may not elicit
memories that are
significant for identifying
self, so not really a
measure of self.

Series of instructions may
be difficult for people with
short-term memory
impairment.
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McPartland, 1954)

The IMAGE Test
(Eustache et al, 2013)

The Oral I-AM Test
(Eustache et al, 2013)

The 3-1 Test (Duval et al,
2012)

The Tennessee Self-
Concept Scale (TSCS,
Fitts, 1965)

The Self and Identity in
Dementia Questionnaire

CR:

Possible to adapt to Ten
Statements.

Mor e
test.
Useful for people with
dementia.

Measures of semantic

autobiographical memory.

Open-ended so people
can say what is important
to them.

Can use pictures as cues.

CR:

Similar to the Twenty
Statements Test because
of open-ended questions.

CR:

Taps into memories that
are important to a person,
i.e. self-knowledge.

CR:

Can be made
friendl yod.
Can be informative
because of the sub-
scores.

Can use pictures as
prompts.

speci fic

¢

CR:

Generating 20 statements
is challenging.

Asking people to simply
point at pictures that they
like (if used as cues) may
not tap into what is
idiosyncratic to them.
Need to think carefully
about how to
you?d and hoy
respond. Could give
examples as prompts, but
need to say same to

everyone.
CR:

Measure of ho
6sadbdb peopl e

particular times i could
depend on social
circumstances rather than
individual differences.
Does saying you have a
particular characteristic
Afsome of the
you have a high or low
sense of self?

Specific questions that
could be challenging for
people with dementia if
they depend on complex
memaories

CR:

Difficult to use pictures i
how can they be rated
6some of the

CR:

Difficult to adapt using
pictures as prompts.
Future thinking not part of
the Model of self diagram.
Difficult to score.

SS:

Questions are situational
social component affects
how people respond to
guestions.
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(SIDQ, Cohen-Mansfield
et al, 2000)

The Creative
Personalities Scale
(Gough, 1979)

The Questionnaire of
Self Representation
(QSR, Duval et al, 2013)

The Sense of Belonging
Scale (Hoffmann et al,
2002-3)

The Life Orientation
Task (LOT, Scheier &
Carver, 1985)

The Rosenberg Self-
Esteem Scale
(Rosenberg, 1965)

The Physical Self-
Concept Scale for Older

CR:

Brings in social element,
traits and semantic and
autobiographical
memories, so holistic view
of self.

Can use pictures as cues.
Many of the activities in
the scale are relevant to
people in the older age

group.

CR:
Covers memory, social,
personality so holistic.

CR:

Does not liking a particular
activity suggest a strong
or weak sense of self?

CR:

Being creative is only one
possible attribute of self so
measure is of limited
value.

CR:

May be difficult for people
with dementia because
statements depend on
memoaries.

Some questions are

di fficult, e.
generally attentive to my
inner feeling

If a participant is unsure
about a question, s/he
may choose midpoint
unfairly suggesting a weak
sense of self.

SS:

Cannot assume that
people with dementia are
part of, or feel part of a

group.

CR:

Used with people with AD
but difficult for them to
remember scores for
responding.

CR:
The new measure is not
about self-esteem.

SS:

Allows researcher to know
what a person feels but
not why. Starting point for
conversation rather than
end in itself.

Need more nuanced rating
scale.
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Adults (PSSOA, Hu & Lu, CR:

2013) More like a wellbeing
scale. People tend to talk
about roles and social
relationships as enduring
aspects of identity, rather
than physical things.

v) Eliminating measures

Table 4.4 enable comparisonoft he expertsé views fo
measure and it is clear to see that for 7 of them there were no points in favour
of using them. Considering points made against the measures, four (AMI, AMI-
E, Al and QSR) were considered to be largely reliant on effortful recall of
autobiographical memories which would be challenging for people with more
advanced cognitive impairment. Also, the instructions for completing the
interviews were complex so would be difficult for this group to follow. Therefore,
these measures were discarded. Five measures (Creative Personalities Scale,
Sense of Belonging Scale, LOT, Rosenberg Self-esteem Scale and the
PSSOA) were considered to relate only to specific aspects of self (such as
creativity and self-esteem) so would be of limited value to the Measure of Self,
or had complicated response scales that would be difficult for participants to
remember. The IMAGE test was thought to contain questions that were too
challenging for people with more severe dementia. The Oral I-AM Test and the
3-1 Test cover all aspects of self in the Model of Self (see Table 4.3) but they
were discarded because the experts noted that the Oral I-AM would be difficult
to adapt to using visual images as prompts, and the 3-I Test incorporated future

thinking that had not been included as a component of the Model of Self.

Thus, three measures were retained and these were chosen to provide the
basis of the Measure of Self, namely the Twenty Statements Test, the
Tennessee Self-concept Scale and the Self and Identity in Dementia
Questionnaire. Taken together these measures covered all the aspects shown
in the proposed new Model of Self, and the administration methods could be
adapted to use visual and auditory stimuli rather than only written or verbal

instructions.
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4.2.3 Creating the first version of the Measure of Self

The following section outlines how the elements of the new measure were
determined, specifically how to adapt the questions and what sort of stimuli to
use to elicit responses, and how to group and present the stimuli. Methods of
scoring were considered, and ways of observing responses of people who had
difficulty expressing themselves verbally.

Deciding on the content of the Measure of Self

The aim at this stage was to adapt elements of the three tests to create a tool

suitable for people with cognitive impairment by providing stimuli that would

enable participants to choose between, rather than generate, self-statements

themselves. It was decided that this could be done by creating stimuli that

would allow participants to indicate which aspects of self they identified with, i.e.

were most like them. It was envisaged that the stimuli could consist of
photographic images with words printed al

gar dener 0. thd@wsuabsenulg theof@lowing steps were taken:

i) Deciding on the nature of the stimuli sets.

i) Deciding on the nature of the stimuli (e.g. visual, auditory, physical objects).
iii) Locating the stimuli.

iv) Deciding on methods of responding to the stimuli.

The nature of the sets of stimuli

The sets of stimuli and items within them were informed by several sources.

Theywer e initially informed by bDaddldesiiyns of
in Dementia Questionnaire (Cohen-Mansfield et al, 2000), namely family

relationships, work role/s, leisure activities, and identity related to group

membership, traits and achievements. Additionally, Rathbone and Moulin

(2017) had published a &elf-image databaseéo f r esponses to 61 a
statements, divided into 6categoriesd (s
and O0specificsdéd (such as wal kinglongt al | o1

with the domains of identity from the Self and Identity in Dementia
Questionnaire, provided the basis for three sets of stimuli for the Measure of

Sel f: O6Activitiesdéd, ORelationships and O
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Char act eAsthesdatabase élso provided frequencies of generation of
specific statements and ages of respondents, it was possible to identify
statements to use as stimuli that were more commonly given by middle-aged
and older people. However, there was not a large enough number of results
from older people (over 65 years) to restrict statements to this age group, so
statements with high frequencies in the middle-age group (40 to 65 years) were
also used to guide the choice of stimuli. Statements from the 100-item
Tennessee Self Concept Scale (Jamaludi et al, 2009) were compared with this
list to double check the relevance of self-images, and this also provided
suggestions for others that were not included in the database. Additionally, in
order to produce a wide range of work roles and occupations, the Standard
Occupational Classification (2000) document was consulted. Table 4.5 provides
an overview of the self-images taken from the database, self-concept scales
and classifications described above, that were initially considered for

representation as stimuli.

Table 4.5: List of Possible Self-related Statements that were Considered
for the Measure of Self

Activities Relationships & Traits and Physical
Occupations Characteristics

Animal lover Brother Academic Always busy | Height
Artistic Daughter Accountant Anxious Build
Care for others Father Air hostess Calm Hair colour
Creative crafts Grandfather | Ambulance driver | Clever Wrinkled skin
Dancing Grandmother | Antique dealer Confused Body is stiff
Cooking Husband Architect Curious Able to walk a
Eating out Wife Baker Easy-going long way
Gardening Mother Barmaid/man Elegant Get tired easily
Going to cinema | Sister Builder Forgetful Clean house
Going to theatre | Son Business man Frightened without help
Hobbies Carpenter Funny
Household Chef/cook Good
chores Chi | dr e n 6 manners
Listening to Cleaner Happy
music Dentist Healthy
Outdoor activities Doctor Helpful
Physical exercise Driver Honest
Playing sports Engineer Interested in
Politics Estate agent others
Puzzles and Farmer Lazy
games Female executive | Lonely
Reading Fireman Musical
Religious Hairdresser Punctual
activities Lab Technician Shy
Shopping Lawyer Thoughtful
Singing Miner Worried
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Socialising
Spending time
with family
Travel for leisure
Volunteering
Walking and
jogging
Walking pets
Watching sport
Watching
television

Nurse

Office worker
PE teacher
Plumber
Policeman/woman
Receptionist
Removal man
Scientist
Seamstress
Secretary
Shop assistant
Stockman
Surveyor

Tailor

Teacher
Waiter/waitress
Welder

The three sets of stimuli (Traits and Characteristics, Relationships and

Occupations, and Activities) were divided into 10 subsets:

1.

© 0 N o g bk wDd

10. Abstract, e.qg. artistic

The

Characteri

Traits, e.g. honest

Physical characteristic, e.g. fair haired

Family roles, e.g. wife/husband

Occupations, e.g. engineer

Sports, e.g. football

Hobbies, e.g. model-making

Outdoor activities, e.g. walking

Indoor activities, e.g. reading

Social activities, e.g. dancing

initi al

stoABAcsbDi

numbers of
dd.

aindi

sti mul

f ORe |

i for

at.i

onshi

of a set for male and a set for female participants; the male set consisted of 52

stimuli, and the female set 41 stimuli. As far as possible occupations were

matched, e.g. postman/postwoman, hairdresser/barber, but for some

occupations, such as miner and welder, there was no female equivalent for the

time periods relevant to the current participants, causing the numbers of stimuli

to be unequal. Also, a compromise had to be made between offering a wide

range of occupations for participants to choose from without presenting so

many that they became disinterested. Appendix VIl lists some of the
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occupations presented in the Standard Occupational Classification document

and demonstrates that covering the whole range would have been impractical in

terms of the number of stimuli required, and the time taken to present all the

stimuli to participants. Eleven categories of occupation are presented in the

table, with between 6 and 20 specific occupations in each category. It was,

however, necessary to keep to the methodological requirement of providing

cues for participants, rather than simply asking them to say what their
occupation/occupations had been. Therefore, to reduce the number of stimuli,
specificoccupati ons wer e merged into one type wh
bus, train and coach driver, and 6shop a:

Appendix VIII contains tables of stimuli represented in the Measure of Self.

Choosing stimuli: sounds, objects or images?

All three expert advisors commented on the importance of presenting
appropriate stimuli, rather than words alone, to act as cues for eliciting opinions
from the participants about aspects of themselves. For example, Pia Kontos
described occasions when a religious book and a religious song elicited
powerful memories in people with severe dementia. Therefore, artefacts, music
and images were considered as stimuli, for example the sound of a telephone
ringing with the picture of a telephone with a dial, or part of a relevant song with
the picture of a vinyl record. However, ultimately only images were presented as
this was the most practical option in terms of collecting a large enough number
of stimuli, and ensuring simplicity of administration. Furthermore, using sounds
and objects would have introduced more variables and it would not have been
possible to determine if it was the object and/or sound and/or image that was

eliciting a response if one occurred.

Therefore, the next phase of development was to search the Internet for freely

available images that would represent all of the statements of self required. For

each statement both photographic and drawn (or cartoon) versions were

sought, so that a decision could be made about using either photographs or
drawings, or both types of image. The i m

A

Commons O wwds:Asearch.aeativecommons.org/) , fi |l tering fc

commer ci al r eus e Itwastndt possidld to find ghatdgiaghic 6r .
drawn versions for al |l the statements of
0

othersé was difficult to represent visual
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owal k a |l ong waybdanobetusei weTd aceommoddie 6 p 6 6
this, these characteristicswererepr esent ed i n t Rhsladddcti viti
wal ker®l, aamdgood at haonuds e hno Itdh ec hdéoTrreasit s a
Characteri st i c sAnsteetcorsideratioh was that theairnagds

should relate to the time periods relevant to when participants would have

performed the activities or been employed, and coincide with the reminiscence

bump era of the participants. For example, 1950s and 1960s dance halls would

be recognised more easily than modern nightclubs, similarly a secretary using a
typewriter rather than a person sitting in front of a computer. However, this also

restricted the option of the researcher using photographs taken by herself

because such pictures would be too contemporary and might not be memorable

for older people.

Consulting service users about selection of stimuli
Service users were consulted again at this stage primarily to ensure face
validity of the stimuli in terms of the most appropriate ways of presenting them
to participants with dementia. A new group of service users (clients attending a
day care centre) were consulted in order to gain views about what types of
stimuli to use and how they should be presented to participants, specifically:
1 Whether to present a single image to convey a concept or whether to
present two images.
Whether to present photographs or drawings/cartoons.

Whether to present colour or black and white images.

Examples of each mode of presentation were shown in a display folder, some of

the images are shown below.

1 am a gardener | am a gardener

single image double image
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I am a gardener | am a gardener

colour photo v. cartoon black and white photo v. cartoon

The consensus of opinion was that photographs were preferable to drawings or
cartoons, because photographs are more familiar and therefore meaningful to
older people. Single images were preferred to double because one image was
sufficient to convey the concept, and colour to black and white, because colour
images were more true to life. Feedback suggested that the core activity, trait or
relationship should be the central focus of the image, with minimal background

as this could distract from the construct the image was intended to display.

Choice of response

The requirements for the stimuli were that they had to be presented clearly, be
easily understood and not give so many choices that participants became
confused. The most commonly used methods for responding to psychometric
tests used by cognitive psychologists which were considered for the Measure of

Self are described below:

Dichotomous ltems:t hese are questions that requi-r
6fal sed response, that can be assigned Vv,
simplest ways of extracting data and have been shown to be reliable in, for

example, personality inventories (Kline, 2000) . A third o6dondt
may also be used, but Kline suggests that this middle category may be too

tempting for participants who find it difficult to make definite choices, so three-

item scales may be less valid than two-item scales.

Likert-type Rating Scales: Likert scales commonly present a series of 4,5,7 or

9 responses, ranging from such choices a:
stronglyd to 6di sagree strongly6é (e.g. D
and against each range of choices; a small number can result in poor

discrimination, but too many can lead to fatigue, confusion and frustration

(Lehane & Savage, 2013). Also, there is a tendency for participants not to
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choose extremes, and a middle category may encourage participants to not

make a decision for or against a statement (Kline, 2000).

Forced Choice Items: participants must select a response that provides a
specific answer to a question, for example being asked to choose a liking for
tea, coffee or hot chocolate, which could be scored 1, 2, or 3. However, these
may not be truly informative because once one item is chosen another cannot
be selected, and participants may be forced to choose an answer that may not

actually be true for them.

Visual analogue scale (VAG, Stern et al, 1997). The VAG consists of a
horizontal or vertical line, anchored at each end by extreme representations of
the variable being considered, e.g. extremely sad to extremely happy. The
participant indicates by drawing a mark on the line his or her position on the

scale.

After considering each of these options it was decided to have three choices of
response: AJustkel me®d meda, AMNALtbiatt lail | (T ¢
reasons. Addi s and Tippet (2004) asked partic
disease to choose their responses to the Tennessee Self Concept Scale from a

5-point Likert Scale in order to be able to assess quality and positivity/negativity

of identity. However, considering advice given by our expert advisors, it was

agreed that a 5-point scale was likely to be too demanding for people with

dementia. A dichotomous scale would be less demanding, but would not enable

analysis of the desired outcome measures of strength, complexity and quality of

identity (see section 4.3.4). Using the VAG would mean displaying two images

for each stimuli (one at each end of the line); as stated above, the consensus

from the group of experts by experience was that single images would be

preferable. Therefore, it was decided that the VAG would not be used, and the

t hr eemebd irkeesponse options were chosen, to

Choice of observational methods for collecting behavioural data

This project intended to develop a measure that did not require verbal

responses, therefore the aim of the project was to develop an observational

framework with which to capture responses of participants who were unable to

say these explicitly, i.e. which of the

them, or indicating t hei nfapalti@parddoulcdonbt i nt e
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say or show where to position a stimulus it was proposed that their facial

expressions, bodily gestures or interaction with the stimulus might indicate how

interested they were in the stimulus and thus how meaningful it was for them. It
wasenvi saged that a checkl i st obedesigneda me wo
to code actions as aligning to 6Just | i ki
The reasoning behind this is that these expressions and gestures are

behaviours whicharelearnt and become O6embodi edd, so
automatically without conscious awarenes:
also Chapter 2, section 2.2.9). Studies have shown that people with advanced

dementia are able to express a range of emotions, such as furrowing of the

brow (bewilderment), fidgeting (anxiety), exasperated voice tone (frustration) as

well as smiling and laughter to display happiness (Mayhew et al, 2001). It was
proposed that these actionscouldi ndi cate participantso re

Measure of Sel f sti mul.i and thus how o1l ik

The most appropriate method for observing behaviours was determined by

investigating a number of established observational methods, namely

behavioural analysis, functional analysis, and interaction analysis (see

Appendix IX for more detail and examples of studies using these methods).

Behavioural analysis (Oyebode et al, 2008) was chosen as the most

appropriate method because it has been used successfully with people with

moderat e Al zhei merd6s di sease who found it d
guestionnaires. Functional analysis (Beaton et al, 2006) was not appropriate for

this project because it is intended to investigate why behaviours occur,
specifically behaviours that are judged
analysis (Jordan & Henderson,1995) was also not appropriate because itis a

method for investigating interaction of human beings with each other.

To generate a set of potential observable items that would allow accurate
identification of non-verbal responses, the items within a number of
observational tools that had been used with people with dementia were
considered: the 6-item Philadelphia Geriatric Centre Rating Scale (Lawton et al,
1996), the Greater Cincinnati Chapter Well-being Tool (Sauer et al, 2014), and
the Positive Response Schedule for Severe Dementia, (Perrin, 1997; see also
Appendix X for details of these measures). Rather than choose only one of

these instruments to use, the behaviours included in each of them were listed

108



and from this a smaller number of observable behaviours was generated that

were thought to be most relevant to the Measure of Self. Table 4.6 lists these

behaviours and defines them as indicators of engagement, i.e. suggesting

interest in an item, and neutral indicators suggesting lack of interest.

Table 4.6: Observational Behaviours Demonstrating

Engagement or Neutrality

Type of response

Engaged

Eyes follow object

Eyes follow person
Visual scanning

Facial or motor feedback
Maintain eye contact
Turn towards object
Turn towards person
Conversation

Seeks approval
Expression of assertiveness
Sustained attention
Comfortable position
Smooth facial muscles
Lack of tension

Slow movements
Smiling

Laughing

Stroking

Touching with approach
Nodding

Singing

Humming

Arm or hand reaching out
Open arm gesture

Eyes crinkled

Body response

Neutral

Passivity

Staring into space
Leaving activity area
Shrugs shoulders
Sighing

Asks what is happening
Physical restlessness
Mumbling

It was proposed that the testing sessions during the pilot study would be video-

recorded (when participants consented to this). Evidence of embodied

behaviours would be looked for and noted by the researcher with the purpose of

devel oping a codi

i Not

ng

framewor k

equi val ent

at aTalle 416 fokned thra starting point for analysis of the video
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recordings made during the pilot study interviews which will be reported fully in

section 4.6.

4.3 Pilot study: Procedure

The overall aim of the pilot study was to ensure that the content and outcome
measures of the new Measure of Self was suitable for use with people with
dementia and that the methods of administration were also suitable for people
with dementia, and that it could potentially be used easily by other researchers

and practitioners without requiring extensive training.

This was to be achieved by:
1. Refining, if necessary, the numbers of items shown in the three sets of
i mages forming the Measure of Self, i

Physical Characteristicsé and iii) O6R

2. Clarifying the optimum numbers of images to be shown for each item, i.e.
one image on one side (shown first) and four images on reverse side.
The four images were intended to act as additional prompts by being
shown to participants when they were unable to respond to the single

image on the front of the stimulus.
3. Refining if necessary the instructions for participants.

4. Checking the effectiveness of the thr

me 0 , 6A bilt |l i ke meod. ONot at al |l I i k

5. Establishing a framework of observed behaviours for participants with

limited vocabulary.

6. To produce preliminary findings about self in dementia.

The following sections outline the preliminary procedures that were undertaken

before field testing could begin, followed by accounts of the testing in practice.
4.3.1 Stage 3: Obtaining ethical approval for the pilot study

The ethical approval process required review by two committees, the University
of Bradford Ethical Review Panel and a local NHS HRA Research Ethics
Committee. The study was approved by the University review panel and was
then sent to Yorkshire & The Humber-Leeds West Research Ethics Committee.

The REC committee requested some amendments to the original proposal,
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specifically that people without capacity to consent should not be recruited for
the study. The protocol sent to the committees can be found in Appendix XI with
full details of the ethical considerations and consent procedures. Approval was
agreed (16/YH/0473, IRAS project ID: 190354, see Appendix XII).

4.3.2 Stage 3: Recruitment of participants for pilot study

Twenty participants were recruited. This number was determined by following
the recommendation of Watson (2013) for a study of this kind intended to

demonstrate content validity of a questionnaire. Inclusion criteria were:

9 Adults with a diagnosis of probable dementia who had capacity to make

an informed choice to participate in the study.

1 English-speaking and able to understand spoken and written words, with

hearing aids if necessary.

9 Vision (with glasses) needed to be sufficient to clearly view images and

words printed on A4 paper.
The exclusion criterion was people who lacked capacity to consent.

Prospective participants were identified and recruited by the researcher who
contacted dementia support groups in Bradford and Leeds via Bradford

Al zhei mer s Society, Leeds Al zhei mer 6s
Concern and Bradford Senior Power. Additional contact was made with social
groups and day care centres for older people in Bradford and Leeds. The
groups included ones that were held monthly, weekly and every two weeks,
focusing on activities such as reminiscence, singing for the brain and varied
social activities. The researcher visited managers from these groups and
organisations, giving them posters and information leaflets to distribute to
individuals who they thought would be interested in taking part. Inclusion and
exclusion criteria were explained to the managers and organisers. People who
wished to find out more about the study were asked to contact the researcher
directly (contact details were on the posters and leaflets), ask a relative or friend
to do this for them, or tell staff or managers of their interest. Approximately 24 to
48 hours later the researcher contacted the support groups and care homes
again to determine whether any attendees or residents had expressed an
interest, and if so, arranged to visit the group in person to approach prospective

participants personally and provide further information. Alternatively, names of
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individuals who were interested were passed on to the researcher who
contacted them by telephone in order to discuss the purpose and requirements
of the study and arrange times to visit participants in their own homes or in

support group locations.

Eighteen support groups and organisations were visited by the researcher,
resulting in the recruitment of 20 participants (9 female), age range 66 to 93
years (mean = 77.9. SD = 7.2). Two participants were recruited from a weekly
service users group, three from a monthl"
Society, seven from monthly reminiscence focused groups, three from a
monthly singing group, four from general groups for older people held weekly,
and one was recruited after the researcher visited a care home. Before
confirming that prospective participants wished to take part, the researcher
gave them an information sheet describing the study (Appendix XIII). As well as
details of the study, and what was required of participants, ethical requirements
such as confidentiality, right to withdraw and who to ask for further information
were stated. The researcher advised participants that they could keep the
information sheet for a day or more, to show to family or friends if they wished,
to help them consider whether or not to take part in the study. However, all
participants were happy to continue with the interview during the initial visit, and
the researcher asked them to sign a consent form (Appendix XIV). If a
participant had difficulties reading and/or writing, the researcher read through
the consent form with them before assisting them to complete the form. There
were two versions of the form; one with text only and one with pictures and
fewer words (Appendix XIV). The researcher asked the participants which they

preferred to look at and/or keep.

The majority of participants did not have a specific diagnosis of dementia (n=

12). Diagnoses that were given were dementia (n=4) mixed dementia (n=1),

Al zhei merds disease (n=1) vascul ar demen:
(n=1). Nine participants were taking dementia related medication. One

participant lived with his spouse in a care home, eleven lived alone in their own

homes, and eight lived with a spouse or live-in carer, in their own homes.

Written informed consent was obtained from all participants, and 19 consented

to being video recorded.

Collection of background information and neuropsychological data
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Background information was collected before the participants were interviewed,
specifically, demographic information consisting of date of birth, gender and
level of education, and the FAST Scale of functional abilities (Reisberg, 1988)
for participants who were unable or not willing to complete the ACE-IlI (see

below).

The following tests were also conducted after completion of the Measure of Self
to provide more detailed information about mood and severity of cognitive
functioning related to dementia.
1 The 4-item Geriatric Depression Scale (GDS4, Shah et al, 1997)
T The Addenbrookeds Cogni-tlliHgethetEalx2018) nat i

The 4-ltem Geriatric Depression Scale (GDS4) is a self-assessment tool that

screens for depression in older adults. The test takes about 1 minute to

complete with a score of 2 to 4 indicating possible depression. It is known that
depression can impair memory (Williams et al, 2007) and that depressed mood

may have affected the way participants responded to the Measure of Self, by

thinking more negatively about their responses. Fourteen participants

completed the GDS4. Seven scored 0 indicating no symptoms of depression,

five scored 1 i nd ifiwaartcipagts sooted atiger 22oad, n6 and

suggesting that they were experiencing symptoms of depression.

Some participants declined to complete the ACE-Ill and were not asked to give
reasons for this; their rest of their data was still used. The ACE-III provided
information about the cognitive abilities of the participants measuring memory,
attention, language and visuospatial function, which are all pertinent to
completing the Measure of Self. Cut-off scores of 82-88 out of 100 (Noone,
2015) indicate suspected dementia. Thirteen participants completed the ACE-
lll. The range of scores was from 49 to 90, (mean = 62.5, SD = 14.3). One
participant scored above the cut-off of 88 but her data were included because
her lowest score was for the memory component of the test with full scores for
the other components. This suggests that her memory was impaired but other

cognitive functions were not impaired.

For participants who did not complete the ACE-Ill the FAST Scale of functional
abilities (Reisberg, 1988) was completed by consulting a relative or carer who

knew the participant well. The FAST scale describes 7 stages of dementia
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related to physical and cognitive abilities. Stage 1 indicates no cognitive decline,
and Stage 7 indicates severe dementia. The FAST scores ranged from 3 to 5,

indicating mild to moderately severe cognitive decline.

4.3.3 Study design

The study took the form of one-to-one interviews. Each participant was
interviewed on one occasion. All participants were able to go at their own pace
and the researcher asked at the end of each phase (see section 4.4.3) if they
were happy to continue, or would like a break. Everyone was happy to continue
the sessions without a break. The Measure of Self took approximately 30 to 40
minutes to complete. There was an option for the testing to be spread over
more than one session, but no participants wished to continue the interview at a

later date.

Materials
The materials for the new measure comprised a range of stimuli relating to the
multiple aspects of self and, as described in section 4.2.4 above, were divided

into 3 sets and 10 subsets:

Set A: Activities: 6 subsets, with a total of 44 stimuli.

Set B: Traits and physical characteristics: 2 subsets, with a total of 27

stimuli.

Set C: Relationships and occupations: 2 subsets for male and female
participants, also with 2 subsets each. When presented to participants, each
subset contained up to 13 stimuli, depending on which category of occupation

they chose.

Each stimulus consisted of pictures and

or 61 waséd printed in | arge font (size
example 61 am football fand; 6l was a sci
ikemedé, O6A bit | ike me, d6édand é6Not at all |

least size 56) on laminated cards measuring 21x5 cm. There were images on
both sides of the stimuli. The O6fronté c
statement above it;the6r ever sed consi sted of the sam

different images relating to the statement.

Front of stimulus: | am a football fan
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Reverse of stimulus:

The examples presented above are fromthe6 Sport sé subset of t|

set. The OActivitiesd set consisted of 4 4 st

responses (Rathbone and Moulin, 2017), t|
Characteristicsd set consisted ®eff- 27 sti
Concept Scale Il (Fitts & Warren, 1996).
set was initially informed by the 00Occup:

of the Self and Identity in Dementia Scale (Cohen-Mansfield et al, 2000), and
was divided into two subsets: one for male and one for female participants.
There were 5 relationships specified for each gender (e.g. father/mother,
brother/sister), and 7 categories of occupation (e.g. professional, skilled trades),
with an average of 7 occupations per category, taken from the Standard
Occupational Classification 2000 (ONS, 2000). Over the whole of the Measure

115



of Self each participant was presented with a maximum of 106 stimuli,

depending on the number of occupations they were shown.

Answer sheets (see Appendix XX) for the use of the researcher were included

for each set of stimuli and phases described in section 4.3.3. Standardised

instructions were printed on each sheet so that the researcher gave the same

instructions to each participant. Responses were written on the answer sheets,
identified by participantsd I D numbers ol
sheets relating to the Matching Phase and the Sorting and Memory Phase.

There were answer sheets for each of the three sets of stimuli presented during

the Matching phase (Appendix XX); each sheet comprised five columns

headed: 6Just I ike med, OA bit I ike mebo,
OReview questions/ commentsdéd. A record of
the relevant column, forexa mpl e é mot her 6 in the 6just |

to qgquestions asked during the review pha

column.

The answer sheet for the Sorting and Memory Phase (Appendix XX) comprised

three columns headed mpeséai bedodb Rmemewyd
guestions/ comment so. Descriptions expr e
the 6Detail s6éb column as accurately as po:
expressions when these were observed by the researcher. These descriptions

were augmented when viewing video recordings. Recording the number and

types of prompts given by the researcher provided additional information for the

Review Phase questions. If a participant talked quickly making it difficult for the

researcher to write down all details of a memory the researcher aimed to note

features of the memory that were indicative of episodicity, e.g. specific time and

place. The Episodicity/Level of Interest score (see section 4.3.4) was also
recorded on the 06Sort i etglfapartdipaMelkedr y 6 an s\
about a specific person who was identified by name, or a place that identified

the participant, the names of people or places were changed when data was

recorded for analysis or when written in a report.

4.3.4 Procedure
The administration of the Measure of Self consisted of 6 phases:
1. Practice phase

2. Matching phase
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Review of Matching phase
Sorting and Memories phase

Review of Sorting and Memories phase

o 0 b~ w

Finishing the interview and debriefing

Phases 2 to 5 were video recorded. If a participant had wished to perform the
test over two sessions a suitable division would have been between Phases 3

and 4. Figure 4.2 below illustrates the administration of Phases 2 to 5.

Practice Phase

This phase was intended to show the participants what they would be asked to

do and enable the researcher to judge if they would be able to complete the
procedure. The 3 response cards | abell ed
at al l |l i ke med were positionedrchern front
confirmed that the participant was able to read and understand what was

printed on each card. Three sti mul. (e. g
am caringd6) were given one at a time to
t h&kedlmebd cards according to how | ike the
statements were. The researcher read from an instruction sheet: il am goi ng
show you a picture. Do you think this picture is like you? Can you place it in

front of the card that describesitbest : &é6Just | i ke med, O6A b
| i k e Padicip&nts either placed the stimuli in front of their chosen response,

told the researcher where to place it, or pointed to where it should be placed.

The researcher reminded the participant what to do if necessary by repeating

the instructions, and prompting with further standardised questions, such as

AWould you say you are a friendly person’
Oyesd the reBWaukctdeyoaskag aebintg Ifirk ee nydd u
60j ust | iftheparicpandd® dot respond verbally or did not place the

stimulus in front of a response card the researcher observed his or her gestures

and facial expressions to judge where the stimulus should be placed, and

placed it for the participant. The researcher observed the participant again to

judge if this was correct. If a participant was still unsure about what to do, the
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Traits Relationships
Activities ) And o And
stimuli N=4a4 Physical Characteristics Occupations
N=27 N=13
Sort into:
- h 4 -
Responses Just like me | | A bit like me | | Not at all like me |

Review
Phase

[ Review Matching phase

Stimuli Just like me

J

I Choose most important description of self |

T~

Responses Elicit memories Observe physical responses

Sorting and
Memories
Phase

Review
Phase

Review Sorting and Memories phase

Figure 4.2: Administration of the Measure of Self

researcher repeated the practice procedure. At the end of the practice
procedure the researcher asked the participant if he/she was happy to continue

with the rest of the interview. All participants were happy to do so.

Matching Phase

This phase required the participant to look at each of the stimuli in turn and
place each one under the desired response. Before starting the researcher
asked the participant if they were still happy to be video recorded and if the
participant agreed to this the researcher started the video recording. A compact
HD digital video recorder was used. It was fitted to a tripod placed in front of the
participant on a table, on the floor or on a suitable surface nearby. The intention
was that the participant should not feel uncomfortable or overly conscious of

being recorded.

The interview began by the researcher placing the first set of stimuli on the table

next to the participant. The three response cards were in front of the participant.
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The researcher handed the participant the stimuli one at a time and read from
the instruction sheet: Al am going to show you a pici
picture is like you? Can you place it in front of the card that describes it best:

6Just |l i ke meo, O0A Dbit |l i ke meb, or O Not

The researcher allowed time for the participant to think about his or her

response, and to put the item on the table before giving him or her the next

stimulus. Prompts were given if necessary to help the participant make a

choice,suchasi Ca n y o (antodtasiorkwhen you did this/were like this?,

and i f so, AWas it | ug¢AppehdixX¥9 you or a bi:

If a participant was unsure about the meaning of the image on the front of the

stimulus, the researcher turned the stimulus over to show four more related

images. If a participant was unable to place the stimulus in front of a response

card but showed indications of how much like him or her the stimulus was, the

researcher placed the stimulus in front of the relevant response card, and asked

the participant if this was correct. The researcher observed the participant to

check that this was the correct position, for example nodding or smiling. If the

participant was still unsure the researcher put the stimulus to one side and
categoribednot ksowo. The procedure conti
the first set had been considered; the procedure was then repeated for the

remaining sets.

Review of Matching Phase
This is the first of two review phases which were intended to identify aspects of
the Measure of Self that needed changing or refining, by asking participants the
following questions:
1 Inthe task we have just completed did you think the instructions were
easy to understand?
How well did you think the pictures matched the written statements?
Was it easier to look at one picture or four pictures? (if the participant

had looked at pictures on the reverse of the stimuli)

Sorting and Memory Phase
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The purpose of this phase was to determine which one out of all the stimuli
chosensasl doke med a participant consider
him or herself, and then establish whether this stimulus triggered a significant

autobiographical memory (semantic or episodic) for the participant.

When the participant was ready to continuea |l | t he sti muli chose
med6 were selected and two stimuli from t|
participant who was asked to choose which one was most like him/her. If the

participant was unsure how to choose between the two the researcher asked

guestions depending on which set (Activities, Traits etc.) the stimuli were part

of. Etheril f you had to choose between one of

you like to do the most?6ori Whi ch of these de&cribes yo

The researcher kept hold of the stimulus that the participant chose as most like

him/her and put the discarded stimulus to one side. The researcher took the

next stimulus from the 6Just | i ke med pi l
choose between the two stimuli. Theé most | i ked sti mul us was
the discarded one put to one side. This |
' i ke med sti muld. had been studied and a

considered to be the most important self-description. If the participant was

unable to complete this sorting phase, the researcher finished the interview.

When the most important stimulus had been chosen the researcher read
guestions relevant to the stimulus to act as prompts, with reference to the

Autobiographical Memory Interview (Kopelman et al, 1989):

1 Please can you look at this picture again? Can you tell me about a

memory you have about beingé [whatevel
1 Please try and tell me all the things you remember about it.
1 Can you tell me a little more about it?

If a participant was unsure, the researcher showed him/her the four pictures on
the reverse of the chosen stimulus and allowed the participant to respond to the

pictures.

Review of Sorting and Memory Phase
120




















































































































































































