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Thesis Abstract
Little is known about the psychological experiences of older adults with mild
cognitive impairment (MCI) although there is some evidence that they exhibit high
levels of anxiety. The first paper of this thesis reviews some of the literature on MCI
and goes on to explore possible explanations for anxiety within this group. There is
some evidence that greater anxiety may be related to greater awareness of cognitive
impairment, particularly in social situations. The literature on awareness is critically
reviewed and the potential impact of social factors, particularly social phobia and
social support on those with MCI and dementia is discussed. This paper concludes
with a discussion of potential areas for future research.

The second paper of this thesis describes a study, which has aimed to explore
factors potentially relating to the high levels of anxiety observed in individuals with
MCI, using a mixed qualitative and quantitative methodology. This study found a
nonsignificant trend towards greater anxiety in a group of individuals with MCI
when compared to a group with early dementia (ED) and, as predicted, a significant
relationship between anxiety and awareness. No evidence was found for specific
roles for social anxiety or social support in relation to anxiety or awareness in those
with MCI and ED. The qualitative analysis highlighted areas of concern for
individuals with cognitive impairment, including social interactions, loss of skills
and fears for the future. The implications for clinical practice of these findings are

also discussed.
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Abstract

Mild cognitive impairment (MCI) is a relatively new and controversial diagnosis that
is frequently given to older individuals who show some degree of impairment of
cognitive function, usually memory, but do not meet criteria for a diagnosis of
dementia. There is very little research which has investigated the psychological
experiences or needs of this group, although two studies have found that they have
shown high levels of anxiety compared both to those with dementia and those
without cognitive impairment. As yet no explanations have been provided for these
high levels of anxiety. This review considers possible explanations, mainly drawn
from the literature on anxiety in individuals with dementia.

Research into anxiety in individuals with dementia has suggested that there
may be a relationship between increased anxiety and retained awareness of
difficulties. This may be relevant for those with MCI given that their awareness is
typically intact. The current research base on awareness in dementia is reviewed and
limitations are discussed, particularly the difficulties in measuring awareness and the
role of other psychological factors such as denial.

Research into anxiety and dementia has raised the possibility that anxiety
may relate specifically to social situations, particularly in those with retained
awareness. The implications of this for those with MCI and the potential roles of
social support in relation to anxiety within this group are considered.

Areas for future research are discussed both in relation to enhancing current
understanding of anxiety in MCI and in terms of considering possible psychological

interventions for anxiety in those with cognitive impairment.

Keywords: mild cognitive impairment, dementia, anxiety, awareness, social support.



Anxiety and mild cognitive impairment 4

Introduction

This paper considers the diagnosis of ‘mild cognitive impairment” (MCI), including
the controversy around the diagnosis and the uncertain prognosis it presents for those
who receive it. The review will go on to discuss the lack of psychological research in
this group, particularly in ight of the evidence that individuals with MCI present with
high levels of anxiety. Explanations for this anxiety will be sought, first by
considering research which has looked at anxiety in those with dementia and then by
considering possible links with levels of awareness of cognitive deficits. The review
will then consider the relevance of social factors, and particularly the potential social
anxiety that might result from awareness of deficits and the role of social support.
Finally, there is a brief consideration of how these suggestions might fit within the

current cognitive model of anxiety and a discussion of areas for future research.

The concept of mild cognitive impairment
What is mild cognitive impairment?
The term ‘mild cognitive impairment’ refers to a state in which an older individual is
experiencing impairment of a single cognitive function, usually memory, to a degree
greater than that which would be expected considering their age, but without meeting
the criteria for dementia [1]. Diagnoses of dementia, such as that for dementia of the
Alzheimer’s type, require impairment of memory plus a second cognitive function,
such as language, praxis or executive functioning, plus evidence of impairment of
social or occupational functioning and continuing decline [2].

MCI remains a controversial diagnosis, mainly due to the lack of an
established consensus around diagnostic criteria, but also due to disagreements about

the existence of a state between normal ageing and dementia. The debate centres
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around the competing ideas that either MCI represents one stage on a continuum of
memory functioning which ranges from normality to severe dementia, or it
represents a distinct pathological state [3].

There is evidence in older people of a general decline of recent memory, and
particularly recall [4] . Several terms have been used to describe this memory loss
which is not part of dementia but can occur with age, such as ‘benign senescent
forgetfulness’, ‘age-related cognitive decline’” and ‘late-life forgetfulness’. There are
limitations to all these terms [S]. The most commonly used terms in research
literature are those of ‘age-associated memory impairment’ and ‘mild cognitive

impairment’. These will be considered further.

Age-associated memory impairment

The term ‘age-associated memory impairment” (AAMI) was first used by a US
National Institute of Mental Health group [6]. This group proposed that this term
should apply to individuals over the age of 50 who report subjective memory loss,
exhibit performance at least one standard deviation below the mean established for
younger adults on a specific test of memory functioning, have an adequate IQ level
and do not have any obvious medical or psychiatric cause for their memory problems
[5]. This definition has been criticised particularly for the requirement that the
individual performs simply one standard deviation below the mean for younger
adults on a neuropsychological test, since for some tests this would mean that 90% of
older adults would fall into this category [7]. It also means that a diagnosis of AAMI
is more likely to be given to individuals with poorer educational attainment [8]. A
more appropriate comparison might be with individuals of a similar age and

educational level. The AAMI concept also limits possible cognitive decline to
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memory, when in reality age-related changes may involve other domains of cognitive

functioning [5].

Mild cognitive impairment

While AAMI is intended to define memory changes, which can be part of the normal
ageing process, the concept of MCI has been developed to describe a more extreme
and potentially pathological process [9]. MCI has been defined as a transitional state
between normal ageing and dementia, which in many cases leads on to dementia [7].
There 1s no overall consensus over a definition of MCI although many studies use the
definition offered by Petersen and colleagues [10]. This definition requires
individuals with a diagnosis of MCI to show evidence of memory complaint as well
as objective memory impairment within the context of normal activities of daily
living, otherwise normal cognitive functioning and no diagnosis of dementia. Most
research studies use definitions similar to this, although some suggest that minor
impairments of cognitive functioning other than memory are permissible within the
diagnosis [e.g. 9]. This review will use the term MCI since it is the most widely used
within research and within clinical settings such as memory clinics in which these

individuals frequently receive assessment and treatment.

Prevalence

It is extremely difficult to estimate the prevalence of MCI due to the lack of
consensus around diagnostic criteria [11]. Prevalence rates vary depending upon the
definitions and criteria used. For example one study found that in a sample of 60-64
year olds in good health, 13.5% met criteria for AAMI, 6.5 % met criteria for age-

consistent memory impairment (ACMI) and only 1.5% for late-life forgetfulness
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[12]. However, this study did not consider individuals aged over 64, nor did it appear
to consider any of the helpful definitions of MCl itself, such as that given by
Petersen et al. [10]. A further study found the prevalence of AAMI to vary from
5.8% to 18.5% in a sample of individuals aged over 50 dependent on alterations to
the criteria used [13]. A more recent population-based study estimated the prevalence
of MCI to be 3.2% [14]. It seems that it will not be possible accurately to predict the
prevalence of MCI amongst older people until a general consensus has been reached
with regards to a definition and criteria to define this disorder. The need for
neuropsychological tests specifically aimed at diagnosing MCI has also been
highlighted [15].

One further complication is that estimates of MCI prevalence may include
those suffering from cognitive impairment due to a reversible cause, such as physical
illness, depression or medication [5].

Evidence from one Memory Disorders Clinic suggests that MCI (at least as
defined by Petersen et al., [10]) is a very common diagnosis, being present in

approximately 37% of those attending for an initial appointment [16].

Prognosis

Most studies looking at the prognosis of individuals with MCI have been concerned
with the likelihood of these individuals going on to develop dementia [e.g. 10, 17].
One study looked at mortality rates [18]. This study found, over a 7-year period, that
mortality rates for a group of individuals with MCI were midway between the higher
mortality rates for those with Alzheimer’s disease (AD) and the lower rates for those
without any cognitive impairment. The authors were unable to provide an

explanation for this finding.
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It has frequently been suggested that MClI is a prodromal or preclinical stage
of dementia, usually AD [1,11]. However, a number of studies have refuted this
suggestion. One study found that for a sample of individuals with MCI each year
12% converted from their MCI diagnosis to one of AD, meaning that within 4 years
almost 50% had gone on to develop AD, but 50% had not [10]. This is much higher
than the rate for those of a similar age without a diagnosis of MCI for whom the
conversion rate to either MCI or AD would be 1 to 2% per year [10]. It is not known
what happened to the remaining 50% without AD after the time period of the study.
It is also not known from these results whether any of the participants went on to
develop dementias other than AD such as vascular dementia (VAD) or Lewy Body
dementia (LBD). In general there is very little consideration in the research of MCI
as a precursor of dementias other than AD. This is particularly surprising in the case
of VAD since clinical experience suggests that MCI is frequently seen in older adults
with a history of transient ischemic attacks (TIAs) [19, 20].

A further study found three distinct groups in following up individuals with
MCI an average of 2.7 years after their diagnoses [17]. In this study 20% of those
with MCI went on to develop dementia while 20% returned to normal cognitive
functioning and 60% remained stable. However, this study did not give the range of
times between original diagnosis and follow-up, just an average of this period so this
may have influenced the rate of conversion and a longer follow up period might have
been useful. In combination, these findings suggest that individuals with MCI are a
heterogeneous group. Currently, the diagnosis of MCI does not provide any certainty
with regard to prognosis and cannot be assumed to be a transitional state between

normal cognitive functioning and dementia.
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Some research has sought to investigate factors which may be predictive in
identifying which individuals will progress to AD. Early diagnosis is a particularly
important issue now that there are pharmacological treatments available for AD [11].
It has been suggested that severity of episodic memory deficit is predictive of decline
to dementia [21] and that the presence of mild impairments of other areas of
functioning, such as language and executive functioning may be a warning sign [11].
However, this last finding is less useful since for most diagnostic criteria for MCI,
one of the criteria is that memory is the sole area of cognitive impairment. It has also
been suggested that presence of the apoE4 gene protein [7] and evidence of reduced
volume [11] or functioning [21] of the hippocampal area of the brain may be
predictors of the development of AD. A recent study [22] has found evidence that
impaired olfactory identification may be predictive of the development of AD
amongst a sample of 90 individuals diagnosed with MCL In general these research
findings are theoretically interesting, but more research is necessary to elucidate how
they might be used clinically. No research has focused specifically on the subgroup

of those diagnosed with MCI who do not go on to develop dementia [23].

Interventions for MCI

Based on the assumption that in some cases MCI may be a preclinical period of AD,
research has begun to investigate the efficacy of pharmacological interventions
proven useful in AD for this group [1, 23]. It has been suggested that the desire to
promote MCI as a separate clinical category has been fuelled by drug companies
keen to identify a new market for their products [9]. However, this pathologising of

MCI does at least open the way for treatments for this group.
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Little consideration has been made of non-pharmacological interventions for
this group, although it has been suggested that some individuals with MCI might

benefit from cognitive training techniques, such as learning mnemonics [5].

Characteristics of individuals with MCI

A study investigating the relationship between MCI and poor health [20] found that
individuals with MCI (aged 75 to 95) were more likely to be depressed as well as
having a higher incidence of physical health problems when compared with
individuals without any cognitive impairment. This connection between poor health
and MCI remained even when cerebrovascular disease had been controlled for. There
are limitations of this study, particularly the poor definition used for MCI, which
considers only a reduced performance on the Mini-Mental State Examination [24].
However, the study did use a very large sample and was population based, thus
giving credibility to the findings.

In addition to this study, high levels of both anxiety and depression were
found in a sample of individuals diagnosed with MCI [25] in comparison to both
mndividuals with dementia and those without any cognitive impairment. However, the
definition of MCI used in this study included the need for subjective memory
complaint and an association has been found between memory complaint and
affective state [26].

Another recent study [27] found that those diagnosed with MCI showed
higher rates of both anxiety and depression than a group diagnosed with dementia.
This was an unexpected finding in a study concemed with investigating the impact
on memory clinic patients of being informed of their diagnosis and the MCI sample

is small (n = 7). Also the measure of anxiety used in this study, the Beck Anxiety
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inventory [28] is perhaps not the most appropriate for use with this population who
have a high rate of physical health problems [20] given that it includes a large
number of somatic symptoms. Despite the limitations of this study, the finding that
anxiety was high in individuals with MCI, particularly in the light of the previous
findings [25] is worthy of further investigation. Maguire and colleagues [27]
suggested that this increase in anxiety may have related to the greater awareness of
impairment in individuals with MCI. Importantly this hypothesis had not, as yet,
been tested directly. Therefore, while there is evidence that there may be a
psychological impact of experiencing MCI, particularly in terms of anxiety, no
research has been carried out to attempt to understand why this is the case or to

propose possible interventions aimed at easing anxiety for this group.

Summary

It is now widely accepted that there exists a state between normal ageing and
dementia in which memory is impaired but otherwise functioning remains relatively
normal. This state of MCI has been the subject of research looking at prevalence,
prediction of prognosis and potential pharmacological interventions. Individuals with
MCI are thought to be a heterogeneous group in terms of prognosis, but there is no
evidence that their psychological experiences are heterogeneous. Little research has
looked at these psychological experiences although several recent studies have
suggested that anxiety is high in this group [25, 27]. To the best of the author’s
knowledge, no research has sought to understand the aetiology of this anxiety in
people with MCI, other than the suggestion that awareness may be a factor. It is
important to consider this anxiety further, since it suggests that there may be a need

for the development of appropriate psychological intervention within this group.
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There is some literature relating to the experience of anxiety in individuals with
dementia which may be relevant to consider in seeking an understanding of anxiety
in MCI, particularly since in at least a section of cases of MCI, the disorder
represents a preclinical stage of dementia. Following a consideration of how this fits
within the wider model of dementia research, this review will examine literature

relating to anxiety in dementia.

Context of dementia care

Over the last ten years there has been a shift in terms of understanding and treating
people with dementia from a medical model to a more psychological, person-centred
model. The traditional medical model of dementia [e.g. 29] views dementia only as a
disease process, concerned with neuropathological changes in the brain and the
impact of these upon discrete areas of an individual’s functioning. This model is very
useful in promoting research and particularly the development of pharmacological
treatments which have been shown to halt cognitive decline on a temporary basis in
some people with dementia [30]. However, there have been criticisms of this model,
specifically that people with dementia are seen only in terms of their disease and not
as holistic individuals with personalities, life histories and their own individual social
environments and who also happen to have dementia [31].

Kitwood proposed an alternative model of dementia which promotes the
‘personhood’ of individuals with dementia, defined as the ‘standing or status that is
bestowed upon one human being, by others, in the context of relationships and social
being’ [31, p8]. An appreciation of this personhood requires knowledge and
understanding not just of an individual’s disease process but their personality and life

history. He proposed that this understanding is essential in avoiding processes of
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‘malignant social psychology” which undermine the personhood of people with
dementia and, he believed, have been rife within dementia care settings [31]. This
model has led to attempts to improve the experience of individuals with dementia by
promoting their quality of life as opposed to simply trying to relieve their symptoms.
There is currently a lack of good empirical evidence for this model [32] although it is
widely accepted to have good face validity. This shift towards understanding the
psychological experiences in individuals with dementia care has led to a growth in
research addressing these issues, such as that which has applied attachment theory to
dementia [33] and has looked at the sense of loss experienced by people with
dementia [34]. In addition to these considerations of the internal psychological
experiences of individuals with dementia, recent work has also emphasised the
importance of investigating the social environment and relationships of those with
dementia, and the impact of their difficulties on this aspect of their lives [35].

As yet, there is no research taking this approach with individuals with MCI.
{3iven that that many individuals with MCI will go on to develop dementia, it seems
appropriate to apply the principles proposed for person-centred care in dementia to
this group. It is therefore appropriate to take a psychological approach in
understanding the experiences of individuals with MCI - in this case, their elevated

levels of anxiety.

Anxiety and dementia

Anxiety in older adults

Research looking at the prevalence of anxiety in older adults has found a prevalence
of between 3 and 5% for generalised anxiety disorder [36-38] in large population

samples. The prevalence of individual symptoms of anxiety amongst this population
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1s thought to be much higher, with one study giving a figure of 25% [36]. These
authors also suggest that while prevalence of anxiety disorders decreases with age,
individual anxiety symptoms do not. There is evidence for a high level of
comorbidity between anxiety and depression [36, 39] and a suggestion that an
external locus of control is particularly predictive of anxiety in this older age group

[40].

Prevalence of anxiety in dementia

There have been several attempts to estimate the prevalence of anxiety symptoms
amongst individuals with dementia. One large community study, in which anxiety
was assessed by observation of symptoms of emotional distress thought to be
associated with anxiety, found that 70% of the sample showed at least one symptom
of anxiety [41]. This very high figure may relate to the rating method which relied
on subjective interpretation of symptoms which may be due to anxiety, but may also
have another explanation, such as physical illness. Further evidence comes from a
study investigating anxiety within a memory clinic sample of those diagnosed with
dementia. This found that 29.4% of those assessed using a structured questionnaire
with participants and their informants exhibited one or more symptom of anxiety
while 12.8% showed two or more symptoms [42]. Two other studies, one ina
sample of individuals with dementia recruited from a day hospital and one in
individuals with dementia found that 31% of the former met ‘Research Diagnostic
Criteria’ for generalised anxiety disorder [43] and 5 to 6% of the latter met DSM-IV
criteria for generalised anxiety disorder [44]. The diagnostic rate from this second

study was similar to that found in the general population. However, this same study
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found that 71% of participants showed some evidence of anxious mood, based on
clinician or carer rating.

In a study which used a questionnaire, and was therefore limited to
participants in the early stages of dementia, 38% of individuals (most of whom had
AD) showed evidence of anxiety on the Hospital Anxiety and Depression Scale [45]
compared to a rate of 9% in those without dementia [46].

One study found anxiety to be higher in individuals without dementia when
compared to those with mild to moderate dementia [47]. However, this sample
consisted only of depressed psychiatric patients with a diagnosis of dementia and
therefore cannot be generalised to the population of dementia sufferers.

It is likely that the variation in the estimates of prevalence between the
studies reflects both the different methods used to estimate anxiety and the different
samples used. Despite this, these studies consistently report higher rates of anxiety or

anxiety symptoms than those found in population samples of older adults.

Difficulties in assessing anxiety in dementia
In general there are difficulties in assessing anxiety in people with dementia. Firstly,
symptoms perceived to represent anxiety, such as lack of concentration and sleep
problems, may actually be part of the dementia [42, 48]. Secondly, it is not easy to
measure cognitive states such as worry and rumination in people with dementia who
may have expressive difficulties [44].

Until recently there has been no standardised method of measuring anxiety in
dementia. However, the ‘rating anxiety in dementia’ (RAID) scale has now been

developed [49]. This is an 18-item scale rated by clinicians following interviews with
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the individual with dementia and a carer. It has been shown to have good reliability

and validity [49]. As yet, the RAID has not been used to assess anxiety in MCL

Iuxplanations for anxiety in dementia

A number of studies have sought to explain the anxiety found in dementia. One study
has found anxiety to be higher in individuals diagnosed with VAD (71%) when
compared with AD (38%) as measured on a checklist of anxiety symptoms
developed from DSM-IV criteria [50]. In those with VAD, anxiety was found to
increase with a decrease in MMSE scores whilst the opposite was true in individuals
with AD [50]. This finding leads to the suggestion that anxiety may relate to the
extent of disease pathology in VAD while it is related to psychosocial factors in
dementia. This suggestion could explain why some studies have found anxiety to
increase with cognitive impairment [e.g. 44] while others have found it to be higher
in those with mild impairment [e.g. 51] and others have found no correlation [e.g.
461 These differences may reflect the different proportions of those with particular
dementia types within the samples used in these studies, or the different methods
used for assessing anxiety.

Anxiety has also been found to be higher in those who have awareness of
their condition [49]. However, Shankar et al. [49], used only a simple “present’ or
‘absent’ categorisation of awareness in this study without any consideration that
awareness might represent a continuum. Ballard et al., [42] attempted to categorise
11 of the individuals found to be highly anxious in their study into three groups
depending on the apparent cause of their anxiety. Two were found to be suffering
from comorbid depression and two to be experiencing psychotic symptoms. Of the

remaining seven, six exhibited anxiety confined to specific social situations. All of
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these had awareness of their problems. This suggests that awareness of difficulties
may lead to anxiety in social situations, perhaps because these individuals are
embarrassed by their impairments in front of others. This may be particularly
relevant in people with MCI, who due to the milder nature of their impairments are
likely to retain awareness. This study also found a trend towards an association

between awareness and anxiety in the sample as whole [42].

Comorbidity

Several studies have found high levels of correlation between anxiety and depression
in this group, for example 54% in one study [41]. A correlation has also been found
between anxiety and both impairment of activities of daily living and other
behavioural disturbances such as wandering, sexually inappropriate behaviour and
physically and verbally threatening actions [41]. The direction of causation within

these relationships is not clear.

Interventions

Little research has looked at the management of anxiety in dementia, although it has
been suggested that medications such as anticholinesterase inhibitors recently
licensed for use in AD may have an anxiety-reducing affect [52]. There have also
been reports of case studies in which cognitive-behavioural therapy (CBT) has been
used to treat anxiety in dementia with modifications such as simplified explanations
and the use of carers in developing behavioural programmes [53]. There is evidence
that interventions involving carers can reduce agitation and anxiety in individuals
with dementia, even if they are not themselves involved in the intervention [54]. It is

possible that a modified CBT approach, particularly involving carers, might be useful
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in treating anxiety not only in individuals with dementia but in those with MCI and it

1s certainly an interesting area for future research.

Summary

In conclusion it appears that some degree of anxiety symptomatology is common
amongst individuals with dementia, although actual anxiety disorders do not appear
to occur at a rate higher than in the general population. Several possible explanations
for these high rates of anxiety have been proposed — firstly that there is a relationship
between type of dementia and anxiety [50] and secondly there is again the suggestion
that awareness may be related to anxiety [42, 49]. The suggestion that anxiety is
somehow explained by awareness in both MCI and dementia is worthy of further
consideration. The next section of this review will examine literature on awareness

and cognitive impairment.

Awareness and cognitive impairment

Definition of awareness

The terms insight and awareness, used within the context of psychiatry, refer to an

individual’s understanding and knowledge of their symptoms of mental illness [55].

Insight is the most widely used term to describe this, although other terms used

interchangeably with insight include awareness [56] and anosognosia [57]. The latter

term, anosognosia, refers to unawareness of specific neurological deficits.
Awareness in dementia has been the subject of a great deal of recent research

and is considered an important issue due to the implications of lack of awareness on

dementia sufferers in terms of their safety such as when driving [58], compliance

with treatment and interactions with carers [59]. Reduced awareness has been found
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to relate to increased carer burden independently of dementia stage or severity [60,

61].

Assessment of awareness

Several different methods have been used to assess levels of awareness in people
with dementia and there remains no well-validated measure for this purpose. There
is also a lack of consensus around what should be measured in studies of awareness.

Generalised clinician ratings have been used in assessment of awareness [e.g.
62, 63, 64], often in conjunction with other assessment measures [e.g. 65]. These
usually involve the clinician making an overall rating such as ‘no impairment of
awareness’, or ‘mild’, ‘moderate’ or ‘severe’ impairment, based on interviews with
patients and carers. The criteria used by Verhey and colleagues [63] have been used
in a number of other studies and have more validity than those criteria which are
more idiosyncratic. However, the problem remains that these measures are largely
subjective, and clinicians and researchers need to ensure that this kind of global
assessment incorporates the various dimensions which make up awareness before
drawing conclusions relating to it [58].

Several studies have estimated awareness level by calculating the discrepancy
between a person with dementia’s scores and an informant’s ratings on a scale such
as a measure of activities of daily living [e.g. 60, 66, 67] or a scale of memory
functioning [e.g. 65, 68]. This method requires a certain level of functioning and
language skills within individuals with dementia since it requires them to respond
appropriately to questions regarding their beliefs about their level of functioning. It is
therefore not appropriate for use with individuals with severe dementia or with

particular aphasic difficulties. A difficulty with the use of carer ratings in assessing
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awareness is the possibility that carers may overestimate the impairments of the
person for whom they are caring due to the burden they feel as a result of the caring
role and possible associated depression [66]. Alternatively, it may lead to negative
scores, suggesting that the individual with dementia has rated themselves as more
impaired than their carer. This could be explained by an underestimation or denial of
the dementia sufferer’s deficits by their carer or by anxiety within the individual with
dementia [56].

Some studies have measured awareness by asking individuals with dementia
to rate their cognitive abilities and then look at the discrepancy between these ratings
and their performance on neuropsychological tests [e.g. 67, 69]. This mixed
methodology lacks validity due to the possibility that what is being rated by the
participants and then what is subsequently measured by the neuropsychology is not
the same concept.

There have been attempts to develop questionnaires explicitly for use in
measuring awareness, such as the Awareness of Memory Impairment Scale (AMIS),
a simple six-item scale asking individuals to answer ‘yes’ or ‘no’ to questions about
the presence of deficits [70]. The author of this measure proposes that it is more
helpful than measures reliant on the ratings of carers or clinicians which may be open
to bias [70]. However, the simplicity of this measure is likely to reduce its sensitivity
and it does not give much allowance for the degrees of awareness suggested in other
research. Another study used the anosognosia questionnaire for dementia (AQ — D)
which is completed by both dementia sufferers and their carers [57]. A further
proposal for use in this area is the ‘Assessment of Impaired Insight’ questionnaire
which is also a measure to be completed by both patients and carers [71]. These

questionnaires all remain in an early stage of development and, although promising,
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currently lack the reliability and validity data to back up their use. In addition those
which rely on both patient and carer report are likely to face the same problems as
the use of established questionnaires with carers, as outlined above.

A comparison of several different methodologies for assessing awareness
[72] found that there was no difference in terms of predicting awareness between the
results for the 4-point scale used by Verhey [63], discrepancy scores on an ADL
scale rated by both patients and carers and the use of ratings by patients on a number
of dimensions such as memory ability, mood, independence and confidence rated for
the present and in terms of change from past functioning. This suggests that the
different methodologies are at least measuring the same thing. However, there
remains a need for a well validated and consistently used measure of awareness level
and the lack of one is the greatest weakness of all the research which has currently

been carried out in this area.

Relationship between awareness and severity and type of dementia

There is evidence to suggest that awareness decreases as severity of dementia
increases [62, 66-68, 70] although these studies have only included patients with AD.
Interestingly, no significant correlation has been found between length of illness and
awareness level [56] although this might be explained by the difficulty in pinpointing
the starting point of an insidious illness like AD. Studies looking at changes in
awareness over time have found inconclusive results. One study following up AD
patients over 2 years found that a third of them declined in terms of awareness as
rated by a clinician following a structured interview with this decline more likely to

be associated with more severe dementia [62].
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It has been found that awareness is more impaired in individuals with a
diagnosis of AD when compared with individuals with VAD, controlling for severity
of dementia in terms of ADL [60] and cognitive functioning [69]. This is particularly
interesting when considered alongside the finding that anxiety increases with a
decrease in MMSE scores in VAD but not in AD [50]. Another study did not back up
this research, finding no difference between AD and VAD participants in terms of
levels of awareness, depression and personality change [64]. This contrasting result
could be explained by the fact that this latter study only included those in the early
stages of dementia and it may be that the different presentations of AD and VAD do
not appear until later on in the disorders. In the early stages it is likely that most
individuals retain some degree of awareness, regardless of their dementia type. A
study comparing small groups of individuals with AD and MCI [73] found that the
MCI group showed no diminished awareness of their memory impairments, in
contrast to the AD group. This study also found no deficits of metamemory skills
such as correcting intrusion errors on memory testing amongst the MCI group [73].
This suggests that individuals with MCI retain awareness to a greater degree than

those with dementia.

‘Relationship between awareness and affective state

There is evidence that greater awareness is associated with low mood in individuals
with AD [68, 71, 74], although there is also evidence that under-reporting of
depressive symptoms is more frequent amongst those who lack awareness [75].
Some studies have failed to find an association between depression and awareness

[e.g. 76] although this may have been because this study was looking for major
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depression in individuals with dementia and not just depressive symptomatology,
which is thought to be most prevalent [71].

A recent study [71] also found that depression may be a mediating factor
between impaired awareness and dementia severity. These authors found that
awareness level was only related to severity of dementia when depression had been
controlled for, leading to the suggestion that depression might improve awareness,
although the direction of this relationship is by no means fully understood. There is
also evidence that awareness does not explain the higher rate of depression amongst
those with AD, when compared with those with other types of dementia and those
without dementia [63]. However, this study also found that one item entitled
‘psychic anxiety’ on the measure used correlated negatively with impaired awareness
[63]. This suggests the need for further research more fully addressing the role of
anxiety in maintained awareness.

Some studies have supported the view that there is a negative correlation
between impairment of awareness and anxiety level [56, 74] although these studies
have looked only at individuals with AD. The study carried out by Harwood and
colleagues [74] also needs replicating with a more balanced sample since theirs was
92% male, particularly since there is evidence that women show greater impairment
of awareness than men [77].

There is also evidence of a strong correlation between impaired awareness
and apathy [56, 57]. A possible explanation for this is the idea that individuals who
are highly apathetic may be less reactive to their environments and therefore less able
to make judgements about their abilities [57].

Finally, there has been criticism of the use of questionnaires in studies of

affective state and awareness, in particular that awareness is a pre-requisite for
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questionnaire completion [65]. However, it may be that awareness of emotional state
involves different levels of processing than awareness of cognitive state. There is
evidence that individuals with dementia may retain memory for events which are
strongly emotionally salient for them, as illustrated by the remarkable memory for a

Japanese earthquake amongst a group of dementia sufferers [78].

Dimensions of awareness

There is strong evidence to support the view that awareness is not a state which is
either present or absent but something which exists on a continuum. Studies have
suggested that awareness may vary within individuals for different types of
functioning. For example, Ott et al, [65] found that awareness of ADL functioning
was more impaired than awareness of memory functioning for a small group of AD
sufferers. Another study suggested that there are two domains of awareness — that
which relates to cognitive functioning and that which relates to behavioural abilities
[57]. The first of these domains correlates with cognitive deficits, delusions and
apathy while the second does not correlate with any cognitive factors although it
does show an association with manic symptoms, suggesting a link with inhibition

[57].

Explanations for loss of awareness

A range of explanations for loss of awareness have been proposed. These include
neurological factors as well as more psychological theories, which propose the
potential benefits of having reduced awareness of deficits. In terms of neurological
explanations, there is some evidence that impaired awareness is related to reduced

functioning in the frontal lobes of the brain, particularly the right frontal lobe, as
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measured by use of SPECT (single photon emission computed tomography) scanning
techniques [56, 79].

A more psychological view holds that loss of awareness is in fact functional
for individuals with dementia [80], in that it provides them with a coping strategy to
avoid having to think about the abilities they have lost, thus reducing depression
[57]. An argument against this idea of lack of awareness as a coping strategy comes
from the finding that awareness decreases with increased cognitive impairment. It
seems unlikely that more impaired individuals would be able to implement a coping
strategy more effectively than those who are less impaired [68].

An alternative psychological explanation proposes that awareness in some
cases may not be true unawareness but a denial of difficulties of which they are
really aware, possibly at a subconscious level. They may deny difficulties which they
perceive as a threat to their sense of identity [34]. This denial may be a temporary
stage in the course of the illness, resolved when the individual feels ready to
emotionally process the reality of his or her impairment and the associated losses. It
may be that denial of difficulties presents differently from a lack of awareness of
these difficulties. For example, an individual who is denying his or her problems may
respond to questioning with hostility and resistance whereas an individual who is not
aware of their difficulties may respond with genuine puzzlement about the questions
rather than an emotional response [58]. This kind of emotional denial may also be
most likely to occur in the earliest stages of the disorder, when the experience of
memory loss is most threatening.

In attempting to understand this relationship between lack of awareness and
denial of difficulties, one study has investigated premorbid personality traits

associated with denial and compared this ‘Denial Personality Rating’ with current
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levels of awareness [81]. This study found that those with a higher rating on this
measure showed greater unawareness, suggesting a link between lifelong personality
traits and coping styles and the appearance of impaired awareness in AD. There are
limitations of this study, particularly the somewhat subjective measure used in the
denial personality rating. However, it is an interesting area for future research and
highlights the need to consider an individual’s premorbid characteristics and life
experiences when carrying out an assessment of awareness. This fits with Kitwood’s
[31] ideas of a ‘person-centred care’ approach to dementia, which promotes the need
to view an individual with dementia within the context of their whole lives, including
their premorbid personality and personal history as well as their current difficulties.

There is also an assumption in the literature that awareness is something
relatively stable, which may decline over the course of an illness but does not
fluctuate on a day-to-day basis. Clinical experience suggests that this is not the case
and that levels of awareness may vary over the course of a conversation. This
variation may be due to the environment in which an individual is asked about their
impairment. They are more likely to reveal their fears about their level of functioning
in a non-threatening environment with a professional with whom they feel safe and
have developed a relationship [58]. This is important to consider when carrying out
research in this area. Clinical experience also suggests that this may relate to what is
happening during an interview. For example, an individual with dementia may
display greater awareness of their difficulties if asked about them directly after
performing poorly on a memory task than if asked before completing any tasks.

The understanding of an illness may also be dependent upon the extent to
which an individual has been provided with information and feedback about their

levels of functioning. Pre-existing beliefs and knowledge may also be important. In
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some cases, individuals with dementia are protected, usually by family members,
who do not wish to use words such as ‘dementia’ or ‘Alzheimer’s disease’. Whilst
the motivation behind this is understandable, it may be that this lack of knowledge
maintains a level of unawareness [58].

The possibility of providing interventions to promote awareness in
individuals with dementia has been raised [58]. While this might be beneficial in
terms of promoting treatment compliance and easing the burden on carers, there is a
need to consider the ethics behind such interventions since there is a very real
possibility that promotion of awareness might also increase symptoms of distress,
specifically depression and anxiety.

There is a need formally to address the psychological possibilities relating to

awareness discussed in this section through methodologically sound research.

Summary
There is evidence that awareness is frequently impaired in dementia and that this
impairment of awareness increases with increased cognitive impairment. This fact
coupled with the evidence that deficits in frontal lobe functioning accompany this
decline support the argument for a pathological basis for awareness loss. However,
what are less clear are the psychological correlates of impairment of awareness or
indeed retained awareness. There is also a need to understand the role of denial.
There are several main limitations of this research. Firstly, there remains a
lack of a good, validated measure for assessing awareness. Secondly, most of the
literature on awareness has limited itself to studies of individuals with AD. There is a

need to broaden this research to consider other types of dementia, such as VAD and
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LBD, in which patterns of awareness may be different. There is also a need to
understand more about awareness in MCL

There have been some attempts to understand the experience of losing
awareness in people with dementia, from both a biological and a psychological
perspective but there remains a need for a biopsychosocial model incorporating all of
these factors to promote a full understanding of the phenomenon [82].

While there is some evidence of a relationship between anxiety and
awareness, with anxiety higher in those with more awareness, so far research into
this association has been limited to individuals with AD. There is a need to replicate
these findings in other groups, such as those with VAD and MCI using validated
measures of anxiety.

The process by which anxiety is related to awareness is also not clear,
although one suggestion might be that increased awareness of impairments of
functioning leads to increased embarrassment and worry related to these impairments
in social situations [42]. The next section of this review examines how these social
factors may relate to the experience of anxiety in individuals with cognitive

impairments.

Social factors in anxiety and cognitive impairment

Other than the suggestions made in the study previously described [42], there has
been no research, to the best of the author’s knowledge, related to the particular
experience of social anxiety in individuals with any type of cognitive impairment.
However, it may be useful to see how recent understanding of social anxiety, and
specifically the phenomenon of social phobia can be applied to individuals with

MCI.
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Cognitive model of social phobia

The cognitive model of social phobia is currently the best-researched and most
widely used model. Social phobia as operationalised by this model refers to a
*marked and persistent fear of social or performance situations in which
embarrassment may occur’ (DSM-IV). This model proposes that individuals with
social phobia experience an excessive fear that they will behave in an inappropriate
way leading to the negative evaluation by others in social situations {83, 84]. They
become pre-occupied with these fears and their constant self-evaluation coupled with
symptoms of anxiety may lead to impaired functioning, thus validating their fears.
They are also likely to replay social events in their minds after they have occurred,
focusing on the negative aspects of these events and catastrophising about their
meanings. People with social phobia are known to have more negative thoughts
about social situations [85] and it is thought that they will have more relevant long-
standing beliefs and dysfunctional assumptions, activated by these social situations
[84]. The development of social phobia is thought to relate to events in early life,
with later events possibly acting as triggers to activate the beliefs and assumptions
which maintain the disorder [83].

It is unlikely that the anxiety felt by individuals with cognitive impairment in
social situations is sufficient to warrant a diagnosis of social phobia, and indeed they
would be excluded from this diagnosis since the cause of their embarrassment is an
illness [83]. However, it is possible that a similar process may be occurring for some
individuals. For example, it is likely that in the earliest stages of cognitive decline,
individuals with MCI may notice negative reactions in those they meet to their initial
symptoms such as forgetting names, repeating questions or being unable to find a

correct word. If they have awareness of their difficulties, they may feel
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embarrassment about this happening and over-estimate the reactions of other people.
This could develop into a severe source of anxiety, maintained by repeated social
contacts and the fact that anxiety further reduces cognitive abilities [e.g. 86]. It is
possible that this will relate to premorbid experiences and beliefs, with past anxieties
re-activated by a new situation perceived as threatening. There is a need for further
research in this area, firstly assessing the prevalence of symptoms of social anxiety
amongst those with cognitive impairments and then looking for associations between
these symptoms and current awareness of impairment, and premorbid anxieties and

personality characteristics.

Social factors in dementia

In addition to the suggestion that a subgroup of individuals with dementia might
experience anxiety within the context of retained awareness [42], a number of studies
have investigated social factors in individuals with dementia. One study found that
high levels of social contact predicted anxiety in a group of dementia sufferers in
hospital [87]. This suggests that quality of support may be more important than
quantity with the high levels of social care from relative strangers within a hospital
setting proving anxiety-provoking. This is an opposite pattern to older individuals
without dementia, who show increased anxiety in the absence of social contacts {88].
It was also found that both difficulties in the relationship between an individual with
dementia and their primary carer, and severe life events predicted anxiety in
dementia [87]. These authors went on to conclude that the relationship between
severe life events and anxiety is mediated by depressive symptoms. While these

conclusions are interesting and highlight the need to consider the impact of social



Anxiety and mild cognitive impairment 31

factors, this research would have been greatly enhanced if awareness had also been

measured.

Social support

In general, social support is thought to act as a buffer, blunting the effects of stress
and enabling individuals to cope better with stress [89]. Anxiety in a general sample
of older adults has been associated with having a smaller social support network [39]
and with dissatisfaction with the social network [36]. There is evidence that
increased mortality in individuals with dementia is associated with lack of social
support [90], although this study also found that increased mortality was associated
with poor physical health in the same group. However, these positive effects of social
support may not always be the case with individuals with dementia [87] perhaps
because increased social support provides wider opportunities for embarrassment.
There is also evidence that increased cognitive impairment is associated with reduced
social support [91] although this is thought to be explained by the disability resulting
from the impairments of cognitive functioning leading to reduced social
participation. In the early stages of cognitive impairment, it is unlikely that any
disability would be so severe that social participation becomes impossible.

Therefore while social support and interactions remain as they did before the
difficulties began, the potential for social embarrassment and anxiety remains,

particularly while awareness is also retained.

Synthesis of explanations for anxiety in MCI and dementia
This review has examined some of the literature which may be useful in

understanding why levels of anxiety are so high in individuals with MCI. Due to the
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lack of literature looking at the psychological experiences of people with MCI, this
review has inevitably drawn considerably upon literature relating to dementia.
However, due to the overlap between the two conditions both diagnostically and in
terms of their psychological experience, it is likely that there are similarities between
the anxiety experiences of the two groups. To gain further understanding, it may be
useful to consider these anxiety experiences within the context of the current

cognitive model of anxiety.

Cognitive model of anxiety

The cognitive model of anxiety, based on the work of Beck [92], proposes that
anxiety develops due to an individual’s overestimation of a situation as dangerous,
and an underestimation of their ability to cope [93]. The model proposes that
individuals are prone to anxiety due to particular beliefs and assumptions they have
developed, possibility due to negative experiences in early life and possibly related to
the situation which is now feared. These beliefs and assumptions are activated by the
{e:ared situation leading to symptoms of anxiety and further thoughts incorrectly
appraising the danger inherent in the situation and the individual’s ability to cope

- [83]. These anxiety symptoms may also be interpreted as more dangerous than they
really are, thus maintaining the anxiety. The individual may develop maintaining
behaviours, such as avoidance of the feared situation.

It is possible to see how individuals with cognitive impairment may view
their difficulties as a threat. There is now much media awareness of dementia and
many people have personal experience of a friend or relative with the disorder.
Therefore, those in the early stages are likely to have some knowledge of how

dementia can develop and are likely to fear this outcome. In the case of MCI the
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prognosis is less clear cut, leaving those given this diagnosis with a sense of
uncertainty. This uncertainty itself may contribute to anxiety. A parallel finding in a
group of people with cancer suggested that those for whom imminent death from
their disease was certain showed lower anxiety than a group for whom death was
probable [94]. It has also been found that telling individuals with dementia their
diagnoses does not increase their anxiety levels [27]. There is a great deal of mystery
around the diagnosis of dementia, with many patients not being told their diagnoses.
It is possible to see how incorrect beliefs and assumptions could develop within this
context. It is also important within the context of this model to consider how the
experience of cognitive impairment could activate beliefs and assumptions

established long before the illness.

Factors contributing to anxiety in MCI and dementia
This review has identified a number of factors that may contribute to the
development and maintenance of anxiety in MCI. One issue which has not been
given much consideration is the idea that this anxiety might have a physiological
basis. There have been suggestions that depression, which occurs frequently in
dementia [95], may not relate just to psychological factors, but also to biochemical
[29] or neurological factors [96]. There is no evidence that this is the case in anxiety,
and indeed it would be surprising since it would be expected that anxiety would
increase with greater physiological damage and increased impairment. Since this is
not thought to be the case [51], psychological explanations may be more appropriate.
The finding that anxiety decreases with increased cognitive impairment in a
similar way to awareness is suggestive of a relationship between anxiety and

awareness. Intuitively, it makes sense that an increased awareness of deficits would
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lead to greater anxiety about the possible development of those symptoms, the
current implications of the symptoms and an individual’s ability to cope, given those
symptoms. This leads onto the idea of the importance of social factors, since social
anxiety may result from an awareness of potentially embarrassing deficits. While
social support may protect against the negative effects of anxiety, it is also possible
to see how a wide social network might increase this anxiety by providing an

individual with a range of different potential environments for embarrassment.

Directions for future research
There are several areas that require further research. There is a need for a more
widespread study of the prevalence of anxiety amongst MCI and comparison
between anxiety levels in this group and other groups, particularly individuals with
dementia and older adults who lack any kind of cognitive impairment. There is also a
need for exploratory studies, possibly using qualitative methodology to explore the
nature of anxiety within this group and produce hypotheses for future research. It
would also be appropriate to investigate the possible relationships between anxiety
and awareness, and the role of social factors in this relationship as highlighted in
previous research.

In addition, there is a need for further research to establish and validate
reliable measures for assessing awareness in those who are cognitively impaired.

Once a clearer understanding of the causes and consequences of anxiety in
MCT have been established, this paves the way for future studies investigating
psychological interventions for alleviating anxiety in those with cognitive

impairment. This might involve the adaptation of established therapies, such as
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cognitive-behavioural interventions for anxiety, or the development of new

interventions, especially designed for this group.

Conclusion

Individuals with MCI pose a new challenge for clinicians and researchers alike. MCI
is a relatively new diagnostic category and one about which there remains
controversy, due to the heterogeneous prognosis and the lack of consistent diagnostic
criteria. At present, there is little understanding of the psychological processes
involved in MCI, and particularly in the high levels of anxiety shown by those with
MCI. Research into anxiety in individuals with dementia has suggested that anxiety
in this group may relate to increased awareness of deficits. This may be particularly
relevant in those with MCI given the high levels of awareness in this group, although
there may be a number of factors contributing to an individual’s awareness of their
deficits, both neurological and psychological. It has also been suggested that
awareness may increase anxiety particularly in social situations, since these
situations provide opportunities for embarrassment and those with MCI, because of
their relatively preserved functioning, are likely to remain engaged with their social
networks. The role of social support in protecting against anxiety in those with
cognitive impairment is not clear although it may be the case that a larger support
network promotes anxiety because it provides more opportunities for embarrassment
while a high quality emotionally supportive system protects against it. It is important
to develop a good understanding of anxiety in MCI so that this group can be offered
appropriate support. This review has highlighted several areas which may be useful
for researchers in reaching an understanding of anxiety in relation to cognitive

impairment and has proposed areas for future research.



Anxiety and mild cognitive impairment 36

Key points

Little is known about the psychological experiences of individuals with mild
cognitive impairment, although some research has suggested that their anxiety
levels are high in comparison to those with dementia and those without cognitive
impairment.

This high anxiety level may relate to the relatively preserved levels of awareness
in those with MCI, as has been found in dementia, although there are limitations
of this research.

Anxiety in MCI may relate particularly to social situations, since they are likely
to be more aware of evidence of their impairment in front of others.

Social support is thought to protect against anxiety in older adults generally
although this may not be the case in those with cognitive impairment.

There is a need for further research to fully understand the role of anxiety in MCI

and to identify and develop appropriate treatment packages.



Anxiety and mild cognitive impairment 37

References

Sherwin BB. Mild cognitive impairment: potential pharmacological treatment
options. J Am Geriatr Soc 2000, 48: 431-441.

American Psychiatric Association. Diagnostic and Statistical Manual of Mental
Disorders, fourth edition. Washington: American Psychiatric Association, 1994.
Dening T. Continuity and discontinuity in dementia. /nt J Geriatr Psychiatry
1993; 8: 881-885.

. Rabbitt P. Memory. In: Grimley Evans J, Franklin Williams T, eds. Oxford
Textbook of Geriatric Medicine. Oxford: Oxford University Press, 1992: 463-
479.

. Jones RW, Ferris SH. Age-related memory and cognitive decline. In: Wilcock
GK, Bucks RS, Rockwood K. eds. Diagnosis and Management of Dementia: a
Manual for Memory Disorders Teams. Oxford: Oxford University Press, 1999:
211-230.

Crook T, Bartus RT, Ferris SH, Whitehouse P, Cohen GD, Gershon S. Age-
associated memory impairment: proposed diagnostic criteria and measures of
clinical change — report of a National Institute of Mental Health work group. Dev
Neuropsychol 1986; 2: 261-276.

Shah Y, Tangalos EG, Petersen RC. Mild cognitive impairment: when is it a
precursor to Alzheimer’s disease? Geriatrics 2000, 55: 62-68.

. Nielsen H, Lolk A, Kragh-Serensen P. Age-associated memory impairment —
pathological memory decline or normal aging? Scand J Psychol 1998; 39: 33-37.
. Ritchie K, Touchon J. Mild cognitive impairment: conceptual basis and current

nosological status. Lancet 2000; 355: 225-228.



10.

12.

13.

14.

15.

16.

18.

19.

Anxiety and mild cognitive impairment 38

Petersen RC, Smith GE, Waring SC, Ivnik RJ, Tangalos EG, Kokman E. Mild
cognitive impairment: clinical characterisation and outcome. Arch Neurol 1999;

56: 303-308.

1. Celsis P. Age-related cognitive decline, mild cognitive impairment or preclinical

Alzheimer’s disease? Review. Ann Med 2000; 32: 6-14.

Schroder B, Kratz B, Pantel J, Minnemann E, Lehr U, Sauer H. Prevalence of
mild cognitive impairment in an elderly community sample. J Neural Transm
Suppl 1998; S54: 51-59.

Barker A, Jones R, Jennison C. A prevalence study of age-associated memory
impatrment. Br J Psychiatry 1995; 167: 642-6438.

Ritchie K, Artero S, Touchon J. Classification criteria for mild cognitive
impairment — a population-based validation study. Neurology 2001; 56: 37-42.
Arnaiz E, Blomberg M, Fernaus S-E, Wahlund L-O, Winblad B, Almkvist O.
Psychometric discrimination of Alzheimer’s disease and mild cognitive
impairment. Alzheimer Rep 2000; 3: 97-104.

Agg M. Personal communication, 2001.

17. Wolf H, Grunwald M, Ecke GM, Zedlick D, Bettin S, Dannenberg C. et al. The

prognosis of mild cognitive impairment in the elderly. J Neural Transm Suppl
1998; S54: 31-50.

Gussekloo J, Westendorp RGJ, Remarque EJ, Lagaay AM, Heeren TJ, Knook
DL. Impact of mild cognitive imapirment on survival in very elderly people:
cohort study. Br Med J 1997; 315: 1053-1054.

Ferrucci L, Guralnik JM, Salive ME, Pahor M, Corti MC, Baroni A. et al.
Cognitive impairment and risk of stroke in the older population. J Am Geriatr

Soc 1996; 44: 237-241.



20.

21,

22.

24.

26.

27

Anxiety and mild cognitive impairment 39

Frisoni GB, Fratoglioni L, Fastbom J, Guo Z, Viitanen M, Winblad B. Mild
cognitive impairment in the population and physical health: data on 1435
individuals aged 75 to 95. J Gerontol A Biol Sci Med Sci 2000; 55A: M332-
M328.

Collie A, Maruff P. Review: the neuropsychology of preclinical Alzheimer’s
disease and mild cognitive impairment. Neurosci Biobehav Rev 2000; 24: 365-
374.

Devanand DP, Michaels-Marston KS, Liu X, Pelton GH, Padilla M, Marder K. e¢
al. Olfactory deficits in patients with mild cognitive impairment predict

Alzheimer’s disease at follow-up. 4m J Psychiatry 2000; 157: 1399-1405.

3. Sramek JJ, Veroff AE, Cutler NR. Mild cognitive impairment: emerging

therapeutics. Ann Pharmacother 2000; 34: 1179-1188.
Folstein MF, Folstein SE, McHugh PR. Mini-mental state: a practical method of
grading the cognitive state of patients for the clinician. J Psychiatr Res 1975; 12:

189-198.

. Christensen H, Henderson AS, Korten AE, Jorm AF, Jacomb PA, Mackinnon AJ.

ICD-10 mild cognitive disorder: its outcome 3 years later. Int J Geriatr
Psychiatry 1995; 12: 581-586.

O’Connor DW, Pollitt PA, Roth M, Brook PB, Reiss BB. Memory complaints
and impairment in normal, depressed and demented elderly persons identified in
a community survey. Arch Gen Psychiatry 1990; 47: 224-227.

Maguire CP, Slinn RM, Bucks RS, Wilcock GK. Should we tell the patient that
they have dementia? A prospective study of patients at a memory disorders

clinic. Submitted.



28.

29.

30.

31

32.

33.

34.

36.

37.

38.

Anxiety and mild cognitive impairment 40

Beck AT, Epstein N, Brown G, Steer RA. An inventory for measuring clinical
anxiety: psychometric properties. J Consult Clin Psychol 1988; 56: 893-897.
Wilcock GK. Living with Alzheimer’s Disease and Similar Conditions. London:
Penguin, 1990.

Forette F, Rockwood K. Therapeutic intervention in dementia. In: Wilcock GK,
Bucks RS, Rockwood K. eds. Diagnosis and Management of Dementia: a
Manual for Memory Disorders Teams. Oxford: Oxford University Press, 1999:
294-310.

Kitwood T. Dementia Reconsidered: The Person Comes First. Buckingham:
Open University Press, 1997.

Adams T. Kitwood’s approach to dementia and dementia care: a critical but
appreciative review. J Adv Nurs 1996; 23: 948-953.

Miesen BML. Alzhimer’s disease, the phenomenon of parent fixation and
Bowlby's attachment theory. Int J Geriatr Psychiatry 1993; 8: 147-153.
Cheston R, Bender M. Understanding Dementia: the Man with the Worried

Eyes. London: Jessica Kingsley Publishers, 1999,

5. Cheston R, Bender M. Brains, minds and selves: changing conceptions of the

losses involved in dementia. Br J Med Psychol 1999; 72: 203-216.

Forsell Y, Winblad B. feelings of anxiety and associated variables in a very
elderly population. Int J Geriatr Psychiatry 1998, 13: 454-458.

Krasucki C, Howard R, Mann A. Review: the relationship between anxiety
disorders and age. Int J Geriatr Psychiatry 1998; 13: 79-99.

Manela M, Katona C. Livingston G. How common are the anxiety disorders in

old age? Int J Geriatr Psychiatry 1996; 11: 65-70.



40.

41.

42.

43.

44.

45.

46.

47.

48.

Anxiety and mild cognitive impairment 41

. Beekman ATF, De Beurs E, Van Balkom AJLM, Deeg DJH, Van Dyck R, Van

Tilberg W. Anxiety and depression in later life; co-occurrence and communality
of risk factors. Am J Psychiatry 2000, 157: 89-95.

Frazier LD, Waid LD. Influences on anxiety in later life: the role of health status,
health perceptions and health locus of control. Aging Mental Health 1999; 3:
213-220.

Teri L, Ferretti LE, Gibbons LE, Logsdon RG, McCurry SM, Kukull WA et al.
Anxiety in Alzheimer’s disease: prevalence and comorbidity. J Gerontol A Biol
Sci Med Sci 1999; 54A: M348-M352.

Ballard C, Boyle A, Bowler C, Lindesay J. Anxiety disorders in dementia
sufferers. Int J Geriatr Psychiatry 1996; 11: 987-990.

Ballard C, Mohan R, Patel A, Graham C. Anxiety disorder in dementia. /r J
Psychol Med 1994, 11: 108-109.

Ferretti L. McCurry SM, Logsdon R, Gibbons L, Teri L. Anxiety and
Alzheimer’s disease. J Geriatr Psychiatry Neurol 2001; 14: 52-58.

Zigmond AS, Snaith RP. The hospital anxiety and depression scale. Acta
Psychiatr Scand 1983; 673 361-370.

Wands K, Merskey H, Hachinski VC, Fisman M, Fox H, Boniferro M. A
questionnaire investigation of anxiety and depression in early dementia. J Am
Geriatr Soc 1990; 38: 535-538.

Alexopoulos GS, Meyers BS, Young RC, Chester J, Feder M, Einborn A.
Anxiety in geriatric depression: effects of age and cognitive impairment. Am.J
Geriatr Psychiatry 1995; 3: 108-118.

Shankar KK, Orrell MW. Detecting and managing depression and anxiety in

people with dementia. Curr Opin Psychiatry 2000; 54: 257-259.



49.

50.

51

52.

53.

55.

56.

Anxiety and mild cognitive impairment 42

Shankar KK, Walker M, Frost D, Orrell MW. The development of a valid and
reliable scale for rating anxiety in dementia (RAID). Aging Mental Health 1999,
3: 39-49.

Ballard C. Neill D, O’Brien J, McKeith IG, Ince P, Perry R. Anxiety, depression
and psychosis in vascular dementia; prevalence and associations. J Affect Disord
2000; 59: 97-106.

Koenders MEF, Passchier J, Teuns G, Van Harskamp F, Van Der Cammen TJM,
Schudel W1J. et al. Trait-anxiety and achievement motivation are positively
correlated with memory performance in patients who visit geriatric outpatients
clinics with amnestic symptoms. Psychol Rep 1993; 73: 1227-1231.

Kaufer DI, Cummings JL, Christine D. Effect of tacrine on behavioral symptoms
in Alzheimer’s disease: an open-label study. J Geriatr Psychiatry Neurol 1996;
9: 1-6.

Koder DA. Treatment of anxiety in the cognitively impaired elderly; can

cognitive-bahviour therapy help? /nt Psychogeriatr 1998; 10: 173-182.

. Haupt M, Karger A, Janner M. Improvement of agitation and anxiety in

demented patients after psychoeducative group intervention with their caregivers,
Int J Geriatr Psychiatry 2000; 15: 1125-1 129.

Mullen R, Howard R, David A, Levy R. Insight in Alzheimer’s disease. /nt.J
Geriatr Psychiatry 1996; 11: 645-651.

Derouesné C, Thimbault S, Lagha-Pierucci S, Baudouin-Madec V, Ancri D,
Lacomblez L. Decreased awareness of cognitive deficits in patients with mild

dementia of the Alzheimer type. Int J Geriatr Psychiatry 1999; 14: 1019-1030.



58.

59.

60,

61.

62.

64.

65.

Anxiety and mild cognitive impairment 43

. Starkstein SE, Sabe L, Chemerinski E, Jason L, Leiguarda R. Two domains of

anosognosia in Alzheimer’s disease. J Neurol Neurosurg Psychiatry 1996; 61:
485-490.

Cottrell VC. Awareness of deficits in Alzheimer disease: issues in assessment
and intervention. J Appl Gerontol 1997, 16: 71-90.

McGlynn SM, Schacter DL. The neuropsychology of insight: impaired awareness
of deficits in a psychiatric context. Psychiatr Ann 1997; 27: 806-811.
DeBettignies BH, Mahurin RK, Pirozzolo FJ. Insight for impairment in
independent living skills in Alzheimer’s disease and multi-infarct dementia. J
Clin Exp Neuropsychol 1990; 12: 355-363.

Seltzer B, Vasterling JJ, Yoder J, Thompson KA. Awareness of deficit in
Alzheimer’s disease: relation to caregiver burden. Gerontologist 1997; 37: 20-24.
McDaniel KD, Edland SD, Heyman A. and the CERAD investigators.
Relationship between level of insight and severity of dementia in Alzheimer

disease. Alzheimer Dis Assoc Disord 1995; 9: 101-104.

63. Verhey FRJ, Rozendaal N, Ponds RWHM, Jolles J. Dementia, awareness and

depression. Int J Geriatr Psychiatry 1993; 8: 851-856.

Verhey FRJ, Ponds RWHM, Rozendaal N, Jolles J. Depression, insight and
personality changes in Alzheimer’s disease and vascular dementia. J Geriatr
Psychiatry Neurol 1995; 8: 23-27.

Ott BR, Lafleche G, Whelihan WM, Buongiorno GW, Albert MS, Fogel BS.
Impaired awareness of deficits in Alzheimer disease. Alzheimer Dis Assoc

Disord. 1996 10: 68-76.



66.

67.

68.

69.

70.

71.

72.

73.

74.

Anxiety and mild cognitive impairment 44

Mangone CA, Hier DB, Gorelick PB, Gagnelen RJ, Langenberg P, Boarman R.
et al. Impaired insight in Alzheimer’s disease. J Geriatr Psychiatry Neurol, 1991
4: 189-193.

McGlynn SM, Kaszniak AW. When metacognition fails: impaired awareness of
deficit in Alzheimer’s disease. J Cogn Neurosci 1991; 3: 183-189.

Seltzer B, Vasterling JJ, Hale MA, Khurana R. Unawareness of memory deficit
in Alzheimer’s disease — relation to mood and other disease variables.
Neuropsychiatry Neuropsychol Behav Neurology 1995;8: 176-181.

Wagner MT, Spangenberg KB, Bachman DL, O’Connell P. Unawareness of
cognitive deficit in Alzheimer disease and related dementias. Alzheimer Dis
Assoc Disord 1997, 11: 125-131.

Sevush S. Relationship between denial of memory deficit and dementia severity
in Alzheimer disease. Neuropsychiatry Neuropsychol Behav Neurology 1999; 12:
88-94.

Smith CA, Henderson VW, McCleary CA, Murdock GA, Buckwalter JG,
Anosognosia and Alzheimer’s disease: the role of depressive symptoms in
mediating impaired insight. J Clin Exp Neuropsychol 2000; 22: 437-444,
Emmerson C, Bucks R. Insight in dementia: a pilot study to examine three
measurement methods. PSIGE Newsletter 1997; 61: 10-15.

Correa DD, Graves RE, Costa L. Awareness of memory deficit in Alzheimer’s
disease patients and memory-impaired older adults. Aging Neuropsychol Cogn
1996; 3: 215-228.

Harwood DG, Sultzer DL, Wheatley MV. Impaired insight in Alzheimer disease:
association with cognitive deficits, psychiatric symptoms and behavioral

disturbances. Neuropsychiatry Neuropsychol Behav Neurology 2000; 13: 83-88.



Anxiety and mild cognitive impairment 45

75. Burke WJ, Roccaforte WH, Wengel SP, Nadolny GC, Potter JF, McArthur-
Campbell D. Depression in dementia of the Alzheimer type. Am J Geriatr
Psychiatry 1996; 4: 356-357.

76. Lopez OL, Becker JT, Somsak D, Dew MA, DeKosky ST. Awareness of
cognitive deficits and anosognosia in probable Alzheimer’s disease. Eur Neurol
1994; 34: 277-282.

77. Sevush S, Leve N. Denial of memory deficit in Alzheimer’s disease. Am J
Psychiatry 1993; 150: 748-751.

78. Ikeda M, Mori E, Hirono N, Imamura T, Shimomura T, Ikejiri Y. et al. Amnestic
people with Alzheimer’s disease who remembered the Kobe earthquake. By J
Psychiatry 1998; 172: 425-428.

79. Reed BR, Jagust WJ, Coulter L. Anosognosia in Alzheimer’s disease:
relationships to depression, cognitive function and cerebral perfusion. J Clin Exp
Neuropsychol 1993; 15: 231-244.

80. Fairbairn A. Insight and dementia. In: Marshall M, ed. State of the Art in
Dementia Care. London: Centre for Policy on Ageing, 1997: 13-18.

81. Weinstein EA, Friedland RP, & Wagner EE. Denial/unawareness of impairment
and symbolic behavior in Alzheimer’s disease. Neuropsychiatry Neuropsychol
Behav Neurology 1994; 7: 176-184.

82. Clare L. Memory and awareness in Alzheimer’s disease: implications for early
intervention. PSIGE Newsletter 1999; 69: 23-24.

83. Wells A. Cognitive Therapy of Anxiety Disorders: A Practice Manual and

Conceptual Guide. Chichester: Wiley, 1997.



Anxiety and mild cognitive impairment 46

84. Wells A, Clark DM. Social phobia: a cognitive approach. In: Davey DCL, ed.
Phobias: A Handbook of Description, Treatment and Theory. Chichester: Wiley,
1997.

85. Stopa L, Clark DM. Cognitive processes in social phobia. Behav Res Ther 1993;
31: 255-167.

86. Eysenck MW. Anxiety, learning and memory: a reconceptualization. J Res Pers
1979; 13: 363-38S5.

87. Orrell M, Bebbington P. Psychosocial stress and anxiety in senile dementia. J
Affect Disord 1996, 39: 165-173.

88. Lindesay J. Phobic disorders in the elderly. Br J Psychiatry 1991; 159: 531-541.

89. Taylor SE. Health Psychology, fourth edition. Singapore: McGraw-Hill Book
Company, 1999.

90. Orrell M, Butler R, Bebbington P. Social factors and the outcome of dementia.
Int J Geriatr Psychiatry 2000; 15: 515-520.

91. Cervilla JA, Prince MJ. Cognitive impairment and social distress as different
pathways to depression in the elderly; a cross-sectional study. Int J Geriatr
Psychiatry 1997; 12: 995-1000.

92. Beck AT, Depression: Causes and Treatment. Philadelphia: University of
Pennsylvania Press, 1967,

93. Beck AT, Emery G, Greenberg RL. Anxiety Disorders and Phobias: A Cognitive
Perspective. New York: Basic Books, 1985.

94. Hinton J. The progress of awareness and acceptance of dying assessed in cancer

patients and their caring relatives. Palliat Med 1999; 13: 19-35.



Anxiety and mild cognitive impairment 47

95. Ballard C, Bannister C, Solis M, Oyebode F, Wilcock G. The prevalence,
associations and symptoms of depression amongst dementia sufferers J Affect
Disord 1996; 36: 135-144.

96. Simpson S, Allen H, Tomenson B, Burns A. neurological correlates of depressive
symptoms in Alzheimer’s disease and vascular dementia. J Affect Disord 1999;

53: 129-136.



Anxiety in MCI and dementia 48

Empirical Paper:

Anxiety in Older People with Mild Cognitive Impairment and Early Dementia

Philippa M. A. Wilson

Prepared as if for submission to ‘Aging and Mental Health’



Anxiety in MCI and dementia 49

Anxiety in Older People with Mild Cognitive Impairment and Early Dementia

Philippa Mary Ayley WILSON

University of Southampton

Running header: Anxiety in MCI and dementia

Address for correspondence:
Philippa Wilson, Doctoral Programme in Clinical Psychology, Psychology

Department, University of Southampton, Highfield, Southampton, SO17 1BJ.



Anxiety in MCI and dementia 50

Anxiety in Older People with Mild Cognitive Impairment and Early Dementia

Abstract
Previous research has found that anxiety levels are high in individuals with mild
cognitive impairment (MCI) when compared to those with dementia and those
without impairment. It may be that greater awareness of cognitive deficits relates to
greater anxiety and that this is particularly apparent in social situations. It is also
possible that social support protects against anxiety if it is of high quality but that a
large social network increases anxiety. No prior research has investigated possible
psychological explanations for anxiety in MCI.

This study explored anxiety in those with MCI and in the early stages of
dementia, first by use of a brief semi-structured interview, and then by use of
questionnaires to test hypotheses related to the roles of awareness and social factors
within this anxiety.

Anxiety was not found to be significantly higher in the MCI group when
compared to those with dementia, although there was a trend in this direction. The
study did find a positive correlation between anxiety and awareness of deficits,
although no relationship was found between social anxiety and awareness or between
anxiety and social support. Qualitative analysis of the semi-structured interviews
highlighted common areas of worry for those with cognitive impairment, including
social interactions, loss of skills and worries about the future. Interestingly, none of
the participants appeared aware of their specific diagnoses.

The implications of these findings and potential areas for future research are

also discussed.
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Anxiety in Older People with Mild Cognitive Impairment and Early Dementia
Introduction
The term ‘mild cognitive impairment” (MCI) refers to a condition, usually occurring
in older adults, in which there is some kind of cognitive impairment, almost always
of memory, with objective evidence of a decline from a previous level of
functioning, but where the difficulties are not so severe or generalised that a
diagnosis of dementia is warranted (Petersen et al., 1999). It is a diagnosis frequently
given in memory clinics, although it remains controversial, due to the lack of
consistent diagnostic criteria for the diagnosis (Jones & Ferris, 1999) and the
question of whether it identifies a group of individuals truly separate both from those
experiencing the affects of normal ageing and those suffering from dementia (Ritchie
& Touchon, 2000). It has often been suggested in the literature (e.g. Celsis, 2000;
Sherwin, 2000) that MCI represents a preclinical phase of a dementia such as
Alzheimer’s Disease (AD). However, evidence suggests that this is not always the
case and that while a subgroup of those diagnosed with MCI progress to developing
dementia, a considerable number also do not (Petersen et al., 1999; Wolf et al.,
1998). These studies have found that approximately 20-25% of those diagnosed with
MCI progress to dementia after two years with almost 50% having moved into
dementia after 4 years (Petersen et al., 1999). This suggests that the group of
individuals with MCI is a pathologically heterogeneous group, some in the early
stages of a degenerate dementia and others suffering from a stable cognitive
impairment of different origin. This also suggests that it is a diagnosis given with an
uncertainty of prognosis.
Some research has attempted to identify factors which might predict the

development of dementia in those with MCI, such as specific areas of brain
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dysfunction using scanning techniques (Collie & Maruff, 2000), a pattern of
cognitive deficits including severe episodic memory deficit (Collie & Maruff, 2000)
and olfactory deficits (Devanand et al., 2000). However, there is no evidence at
present of any differences between those who will go on to develop dementia and
those who will not in terms of their psychological processes in response to the
diagnosis. Indeed, very little psychological research has focused on this clinical
group at all, with most research taking a medical perspective and investigating
underlying pathology (e.g. Collie & Maruff, 2000) or potential pharmacological
intervention (e.g. Sherwin, 2000; Sramek ef al., 2000). There is some evidence that
anxiety is high in those with MCI, both in comparison to non-impaired elderly
controls (Christensen et al., 1995) and those with dementia (Christensen et al., 1995,
Maguire et al., submitted). This is an interesting finding, although in need of
replication since the study by Christensen and colleagues did not use the standard
definition of MCI and that of Maguire et al found their significant result with a
sample of only 7 individuals diagnosed with MCI. Despite the methodological
difficulties of these studies, the strength of the results suggest that this is worthy of
further investigation.

A further understanding of anxiety within this group is important to ensure
that clinicians develop a greater awareness of the possibility of anxiety when
assessing individuals with MCI and in pointing towards the development of
appropriate interventions. Research emphasising the psychological and social
experiences of individuals with cognitive impairment fits within the psychosocial
model of dementia care (Cheston & Bender, 1999a; Kitwood, 1997). Research into
anxiety in this group may also enhance understanding of anxiety in those with

dementia, since there is thought to be an overlap between these two groups.
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It is necessary to consider the possibility that there is some kind of
neuropathological process leading to both cognitive impairment and anxiety in those
with MCI and dementia. However, if this were the case, it would be expected that
anxiety would increase or at least remain stable as impairment progresses, when the
reverse appears to be the case (Christensen et al., 1995). It is also unlikely that a
physiological process could account for the high levels of anxiety in MCI given that
there is not thought to be a common underlying pathology in the disorder and the
heterogeneity of prognosis (Wolf er al., 1998). It is therefore appropriate to consider
the possibility of a psychological explanation for this anxiety.

One possibility is that this anxiety is due to the uncertainty around the future
prognosis of MCI and the possibility of developing dementia. In individuals with
cancer, anxiety has been found to be associated with an uncertain prognosis (Hinton,
1999). However, it has been found that telling individuals with dementia their
diagnosis does not increase their levels of anxiety or depression (Maguire ef al.,
submitted). Despite this, it is possible to see how this diagnosis and its implications
present a threat to those who receive it, in terms of potential future cognitive decline
and associated losses, including possible loss of an individual’s sense of identity
(Cheston & Bender, 1999b) and that anxiety is a possible response to this type of
threat.

There is evidence of high anxiety amongst individuals with dementia (e.g.
Ballard ez al., 1996, Ballard et al., 1994; Teri et al., 1999) and higher rates of anxiety
in comparison to those without dementia (Wands et al., 1990). One study has found
that anxiety is higher in those who have awareness of their impairment (Shankar et
al., 1999) and several others have suggested this as a possible explanation for anxiety

in those with cognitive impairment (Ballard er al., 1996; Maguire et al., submitted).
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None of these studies have directly addressed this relationship and yet it is worthy of
further consideration. There is thought to be a strong negative association between
awareness of deficits and impairment of functioning (Mangone et al., 1991;
McDaniel et al., 1995, Sevush, 1999). Since the milder nature of MCI is suggestive
of a higher level of awareness than that found in those with dementia, this could
explain the discrepancy in anxiety between these two groups. There are some
difficulties with this research, mainly due to the lack of a standardised measure of
awareness (Mangone ef al., 1991) and the need to ensure that research takes place in
an environment in which participants feel comfortable enough to reveal potential
awareness of their difficulties (Cotrell, 1997).

The nature of this relationship between anxiety and awareness is not widely
discussed in the current literature. However, one important issue has been raised in a
study addressing anxiety in dementia (Ballard ef al., 1996) which identified a
subgroup of anxious participants, who displayed anxiety particularly associated with
social situations and all of whom retained awareness of their difficulties. It may be
thét this awareness of difficulties makes social situations particularly anxiety
provoking for those with MCI, because they fear potential embarrassment and the
reactions of others. It is also likely that those with MCI will still be maintaining their
social functioning because their impairment remains mild. While social support is
usually thought to act as a buffer against stress in general (Taylor, 1999) and social
anxiety in particular (Furmark e al., 1999), it may be that a wider social network in
those with MCI actually increases anxiety due to the increased opportunity for
embarrassment provided by a range of social opportunities. High levels of social
contact have been found to predict anxiety in dementia (Orrell & Bebbington, 1996)

while social support protects against anxiety in older adults without dementia
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(Forsell & Winblad, 1998). It may be that cognitive impairment reduces the
protective effect of social support because of the difficulties this impairment leads to
in social situations. It may also be useful to separate the ideas of quality, which may
reduce anxiety, and quantity, which may increase anxiety, when discussing the role
of social support in this relationship.

In summary, there is evidence that individuals with MCI experience high
levels of anxiety in comparison to both those with dementia and those without any
type of impairment (Christensen et al., 1995). As yet, no explanation has been found
for this high level of anxiety. One possibility is that the uncertainty surrounding the
prognosis of MCI contributes to the anxiety. It may also be that an awareness of
cognitive deficits is an important factor since decreased awareness has been found to
correlate negatively with anxiety in dementia (e.g. Shankar et al., 1999) and
awareness is known to be relatively preserved in MCI in comparison to dementia
(Correa et al., 1996). Anxiety in social situations may explain anxiety in a subgroup
of those with MCI since observation of a very small group suggested that this linked
with awareness (Ballard ef al., 1996) and it is also possible that high levels of social
contact increase this anxiety (Orrell & Bebbington, 1996).

The present study planned to examine the question of why anxiety has been
reported to be so high in individuals with MCI and considered some of the
possibilities suggested in the literature as to why this might be the case. The study
initially aimed to replicate the previous finding that anxiety is higher in those with a
diagnosis of MCI than in those with dementia by assessing this in a larger sample
than the most recent study (Maguire et al., submitted) and using measures validated
for these groups. The present study also aimed to explore possible causes of anxiety

by asking participants about their anxiety in a semi-structured interview and carrying
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out a qualitative analysis of the transcriptions of these interviews, with a view to the
development of hypotheses for future research. Finally, the study aimed to
investigate a number of specific hypotheses related to the roles of awareness of
deficits and social factors in the development of anxiety in those with MCI and those
with early dementia (ED). These hypotheses were developed from a review of the
relevant literature.

To the best of the author’s knowledge, this study is the first time that research
has addressed the psychological experiences and needs of individuals with MCI and
particularly their experiences of anxiety. While previous research has established a
link between anxiety and level of awareness of cognitive functioning in those with
dementia, this association has never previously been examined in those with MCI.
No previous study has investigated the possible role of social anxiety in either those
with MCI or those with dementia, or the links between this and awareness level and
social support.

The study predicted that anxiety would be higher in a group diagnosed with
MCI than in a group diagnosed with ED and that greater anxiety would be associated
with greater awareness of cognitive deficits across both groups. The study also
expected that social anxiety would be higher in the MCI group than in those with ED
and that greater awareness would be associated with greater social anxiety. Finally
the study predicted that increased perceived quality of social support would be
associated with lower anxiety while increased quantity of this support would be
associated with greater anxiety.

To control for the potentially high comorbidity of anxiety and depression
(Teri et al., 1999), depression was also measured to ensure that group differences in

depressive symptoms could not account for differences in anxiety.
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Method
Design
The study involved a mixed design, with a between groups comparison of anxiety
levels and a correlational analysis across the two groups of factors potentially
contributing to this anxiety. The study also involved some qualitative analysis,
incorporating thematic analysis (Boyatzis, 1998) of the transcriptions of semi-

structured interviews in which participants were asked about their anxiety.

Participants

There were 36 participants in total, forming 2 groups. Eighteen of the participants
had a diagnosis of MCI and 18 a diagnosis of dementia in the early stages. Only
those with early dementia (ED) were included in the study to ensure they could
openly discuss and reflect upon their experiences of anxiety.

The participants in this study were recruited from two memory disorders
clinics, known as A and B. All those referred to either clinic received a thorough
assessment of their memory complaints. This involved taking a detailed medical
history from the individual referred and an informant, a physical examination, a
neuropsychological assessment, a number of blood tests and a CT scan. During the
neuropsychological assessments, patients completed the National Adult Reading Test
(NART; Nelson & Willison, 1991), which provides an estimate of premorbid 1Q
level.

Those diagnosed with probable Alzheimer’s disease (AD) or probable
vascular dementia (VAD) met the diagnostic criteria for these conditions according

to DSM-IV (American Psychiatric Association, 1994). A diagnosis of mild cognitive
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impairment (MCI) was made using a common sense combination of the principles
inherent in the literature referring to this condition, namely objective evidence of
impaired cognitive performance, usually memory insufficient for a diagnosis of
dementia and without evidence of another reversible cause (Petersen et al, 1999).
There is likely to be some degree of error in these diagnoses, of approximately 10%
(Katzman et al., 1988) due to the lack of a definitive test, other than at autopsy, for
identifying dementia.

All participants were aged 50 years or over. The ED group included those
with a diagnosis of either probable AD, probable VAD or mixed dementia and with a
Mini-Mental State Examination (MMSE; Folstein et al., 1975) score of eighteen or
more. Only those who had attended the clinics within the last six months for either an
initial or follow up appointment were approached to ensure reliability of diagnosis.

Individuals with a history of serious psychiatric illness or evidence of a
bereavement or other significant life event within the past six months were excluded.
Potential participants with comorbid life-threatening physical health problems, such
as malignant conditions, were excluded. However, individuals with chronic and
stable physical conditions, such as arthritis and diabetes were included due to the
prevalence of these conditions within this population.

Participants were approached by letter and followed up by telephone in
memory clinic A. In memory clinic B they were approached either by a doctor while
attending the memory clinic or by letter and asked to respond positively by phone if
they wished to participate. See figure 1 for more details on recruitment. All
participants were provided with an information sheet both for themselves and for a

friend or relative who would act as an informant on their behalf in the study (see
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Appendix III). Those who agreed to participate were contacted and a convenient time
arranged to visit them at home.

Amongst those who declined to participate, some said they thought
participation might be distressing and some were too busy. In some cases relatives of
potential participants declined on behalf of potential participants as they thought the

research might distress their relatives.

Measures

Semi-structured interviews. Participants were asked a number of questions in a semi-
structured interview to explore possible causes of anxiety in a non-directive way.
These questions were developed based on previous research and in consultation with
researchers experienced in qualitative research. Participants were asked about
sources of anxiety, including issues specifically related to their memory problems
and particularly anxiety-provoking situations. They were also asked about recent
changes in anxiety, their feelings about the future, what they believed to be the cause
of their memory problems and the extent to which they found their memory changes
to be a problem (see Appendix V). During the interviews, the researcher did not just
follow the interview schedule, but pursued interesting areas of discussion, gently
persuading participants to expand upon their answers. The need for both sensitivity
and flexibility was paramount during these interviews.

In addition to the scheduled questions, further questions and probes were
used in interviews if the participants did not appear to have fully understood a
question or if their answers appeared incomplete. These involved rephrasing of

questions, or additional questions such as ‘do you have any other worries?’.
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Questions of this type were asked in 7 of the interviews with MCI participants and in
10 interviews with ED participants, usually on only one occasion and never on more
than three. In addition, extra questions aimed at clarifying participants’ responses
were asked in 11 of the MCI interviews and 13 of the ED interviews. Again these
questions were typically asked once or twice during an interview, with three

clarifying questions asked in two interviews.

Mini-Mental State Examination (MMSE; Folstein et al, 1975). Participants
completed this brief test of cognitive functioning which is well validated and widely
used in dementia research as a gold standard of level of functioning. It yields a

maximum score of 30.

Measures of awareness of cognitive deficits. There is no standard measure for
assessing awareness levels. Past research has used a mixture of methods including
global clinician ratings (e.g. McDaniel et al., 1995; Verhey et al., 1993) and
calculations of discrepancies between participants’ and informants’ ratings on scales
of functioning (e.g. McGlynn & Kaszniak, 1991; Seltzer et al., 1995). In this latter
method there is no consistency in the literature with regard to the questionnaires
selected to create these discrepancies.

This study used a mixture of these two methods to establish convergent
validity. Participants and informants completed a short form of the Informant
Questionnaire on Cognitive Decline in the Elderly (IQCODE) which is based on the
original. Both the original and the shortened IQCODE have been shown to have
good validity and reliability within dementia samples (Jorm & Jacomb, 1989; Jorm,

1994). The short version has been found to have psychometric properties very similar
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to the long version, including good item-total correlations, test-retest reliability and
correlations with other tests of cognitive functioning (Jorm, 1994). Since the
IQCODE was originally designed for completion by informants, the wording of
questions was changed slightly for completion by participants, with ‘he/she’ replaced
with ‘I’. A test of internal consistency was carried out to ensure the validity of this
participant completed version of the short IQCODE.

Secondly, a global rating of awareness was used with judgements made by
the researcher on the 4-point scale suggested by Verhey et al. (1993). This scale
provides criteria for categorising participants as having ‘adequate awareness’,
‘mildly impaired awareness’, ‘moderately impaired awareness’ or ‘severely impaired
awareness’ (See Appendix VI). This judgement is made on the basis of an interview

with participants and their carers.

The Hospital Anxiety and Depression Scale (HADS; Zigmond & Snaith, 1983)

This is a well-validated 14-item scale that provides a brief measure of both anxiety

and depression. It is a useful measure for older people, as it does not include many

items relating to the somatic symptoms of anxiety and has been validated for use in
this population (Kenn et al., 1987). It has also been used in previous research into

anxiety in individuals with dementia (Wands ef al., 1990).

The Brief version of the Fear of Negative Evaluation Scale (FNE, Leary, 1983).

This brief measure of social anxiety has been adapted from the full version of the
FNE, both of which have been shown to have good reliability and validity and to
correlate highly together (Leary, 1983; Watson & Friend, 1969). For the purposes of

this study the scoring of the brief FNE was simplified from a 5-point scale to a
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dichotomous scale identical to that used in the full-length version of the FNE, to
ensure that the measure could be adequately completed by those with cognitive
impairment. It was not thought that this simplification would affect the psychometric

properties of the scale (Leary, personal communication, 2001).

The Short Form Social Support Questionnaire (SSQ6,; Sarason et al., 1987). This
brief scale provides measures both of number of social supports and perceived
satisfaction with social support. It has been found to be valid and reliable (Sarason et
al., 1987). No norms are currently available for this scale, but it can be used to make

comparisons between and within groups.

Measures with informants
In addition to completion of the IQCODE as previously described, further measures
of anxiety and depression were also completed by the researcher based on interviews

with an informant of each participant in the research, as follows:

The Rating Anxiety in Dementia Scale (RAID; Shankar et al., 1999). The RAID is a
recent measure, developed specifically for use with individuals with dementia. It is
scored by a clinician based on informant interview. It has been shown to be valid and

reliable (Shankar et al., 1999)

Cornell Scale for Depression in Dementia (Alexopoulos et al., 1988). The Cornell
scale has been developed to assess levels of depression in individuals with dementia,
based on a clinician’s interview with an informant. It has been used widely and has

been found to be valid and reliable (Alexopoulos ef al,, 1988).
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Trait anxiety measure. Lifelong participant anxiety was estimated using a crude
measure in which informants were asked to mark on an analogue scale where they
perceived their relative or friend to fall between two extremes of ‘never anxious’ and
‘very anxious’. These marks were measured in millimetres from the ‘never anxious’
end of the scale and higher scores interpreted as suggestive of higher trait anxiety.
This measure was used to ensure that differences in lifelong anxiety could not

account for differences in present anxiety as measured in the study.

Procedure
Participants were visited in their homes by the researcher. They were initially asked
to complete a consent form (see Appendix IV).

Following screening for inclusion and exclusion criteria, suitable participants
then completed the semi-structured interview. Following this the MMSE was
administered and the questionnaires completed with the researcher on hand to answer
queries and explain ambiguous questions. The researcher was also alert to both
verbal and non-verbal signs of distress throughout the participation as has been
recommended in carrying out research with cognitively impaired individuals
(Berghmans & TerMeulen, 1995).

In most cases the informant completed the IQCODE and the interview on
which the RAID and Cornell were scored directly after the participant had completed
his or her questionnaires. However, in several cases, carers completed their
questionnaires and returned them to the researcher by post, with further explanation

given by the researcher by telephone if necessary.
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Data analysis

The semi-structured interviews were transcribed and analysed using a process of
thematic analysis and coding as described by Boyatzis (1998). Goodness of fit tests
were carried out to ensure the data fitted within a normal distribution and non-
parametric tests (Mann-Whitney tests and Spearman’s rank correlations) used for
those that did not. The rest of the data were analysed by use of between groups t-
tests, analysis of variance tests, an analysis of covariance test and by use of bivariate

correlational statistics.

Results
Goodness of fit tests
Kolmogorov-Smimov tests were conducted on the data to ensure they met the
assumption of normal distribution (see table 1). There was no evidence that any of
the variables were not normally distributed, with the exception of years of education
(Z=1.54, p<0.05) and the SSQ6 — satisfaction scores (Z = 1.54, p < 0.05).
Therefore parametric statistics were used for all tests other then those involving these

two variables.

Insert Table 1 about here

Demographic data

There were 18 participants in each of the MCI and ED groups. Of those with a
diagnosis of dementia, 14 had a diagnosis of probable AD, 3 had a diagnosis of
probable VAD and one had a diagnosis of probable mixed dementia. Demographic

data relating to these two groups can be seen in table 2.
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Insert Table 2 about here

There were no significant differences between the groups on years of education

(U =134, p>0.05), NART scores (t = 1.07, df =33, p> 0.05) or gender (x2 (1, n=36)
=1.03, p > 0.05). There were also no differences between the two groups on the
HADS depression subscale (t = 0.93, df =34, p > 0.05) or the Cornell (t = 0.69, df
33, p > 0.05), although there was a significant correlation between these two
measures (r = 0.45, p <0.05). There were no differences between the two groups on
the trait anxiety measure (t = 1.90, df = 33, p > 0.05) although this measure did
correlate significantly with both the HADS anxiety scale (r = 0.57, p <0.05) and the
RAID (r =040, p < 0.05). As expected, the early dementia group was significantly
older than the mild cognitive impairment group (t = -2.87, df = 34, p < 0.05) and had

significantly lower MMSE scores (t = 3.23, df = 34, p<0.05).

Anxiety measures
There was a significant correlation between the two anxiety measures used in this
study, the HADS anxiety subscale and the RAID (r =0.38, p < 0.05).

In order to compare anxiety levels between the MCI and ED groups, t-tests
were performed on the two anxiety measures. There were no significant differences
between the two groups on either of these measures; the HADS anxiety subscale (t =
1.88, df = 34, p > 0.05) and the RAID (t=1.08, df = 33 p > 0.05). However there
was a trend towards a significant difference between the groups on the HADS (p =
0.07) with anxiety levels higher in the MCI group. See table 3 for descriptive data for

the anxiety measures.
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Insert Table 3 about here

Since there were significant differences between the MCI and ED groups on
age and MMSE scores, correlations were carried out between these two variables and
the anxiety measures to determine whether they had influenced the results of the t-
tests. The only significant correlation was between the HADS anxiety measure and
MMSE (r=0.37, p <0.05). Therefore, the comparison between the groups for the
HADS anxiety scale was repeated with MMSE score entered as a covariate. This

only altered the result very slightly (F[2, 33] =3.16, p = 0.06).

Measures of awareness

Patient/carer discrepancy method

The participant completed version of the IQCODE was found to have adequate
internal consistency (Cronbach’s alpha = 0.819).

Several methods were used to estimate participants’ levels of awareness of
their memory difficulties. One method sought to estimate awareness by subtracting
the score given by each participant on each item of the IQCODE from the score
given by their informant for that same item. This produced some negative scores,
since participants sometimes rated themselves higher (suggesting greater
impairment) than their informants. It is possible to argue that by summing these
scores, including those which are both positive and negative, a score for awareness
will be produced which cancels out the natural ups and downs in the reports of the
participants and informants. These aggregated discrepancy scores were found to be

significantly higher in the ED group than in the MCI group (t=-2.70, df =33, p <
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0.05). To test the hypothesis that greater awareness will be associated with greater
anxiety, a correlation was carried out between these scores and the HADS anxiety
subscale. This was found to be significant (r =-0.56, p < 0.05), thus supporting the
hypothesis. However, there was no significant correlation between the aggregated
discrepancy scores and the RAID (r = -0.30, p > 0.05).

An alternative interpretation of these discrepancy scores might suggest that
any difference between the score of a participant and their informant represents a
lack of awareness. Therefore it is appropriate to sum the total of these discrepancies
regardless of whether they are positive or negative to create an absolute discrepancy
score. This absolute discrepancy score was significantly higher for the ED group (t =
-2.86, df = 33, p<0.05). Again there was a significant negative correlation between
these discrepancy scores and the HADS anxiety subscale (r =-0.45, p <0.05) but no
correlation with the RAID (r=-0.10, p > 0.05).

A further way of interpreting these scores involved looking at the differences
between the mean of the informant’s scores on the total 16 items of the IQCODE and
the mean of the participant’s scores on these items in terms of the standard deviation
of the informant’s scores. If this difference was greater than two standard deviations,
the participant was considered to lack awareness (M[participant] > M[informant] +
2SD[informant]). This was the case for 8 participants. This method of scoring also
highlighted 3 participants for whom their mean score was more then two standard
deviations higher than that of their informant, indicating that they considered
themselves to be significantly more impaired than their informant did. One-way
ANOVAs were carried out between these three groups (collapsed across diagnostic
group), namely the group with participant scores more than two standard deviations

above informant scores, the group with participant scores within two standard
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deviations of informant scores and the group with participant scores two standard
deviations below informant scores. These found a significant difference between the
three groups on the HADS (F[2,32] =4.02, MS = 54.7, p < 0.05). A post-hoc
analysis found the differences between the three individual groups to be approaching
significance on a Scheff¢ test. There were no significant differences between the
groups on the RAID (F[2,32] = 1.84, MS = 30.6, p > 0.05).

Clinician rated method

Awareness was also rated according to the criteria suggested by Verhey et al (1993)
with each participant assigned to a specific group as shown in table 4. Those three
participants who rated their mean score on the IQCODE as more than two standard
deviations above their informant’s rating on the same score all fell into the ‘adequate
awareness’ group. Of the eight participants that rated their performances more than
two standard deviations below that of their informant’s ratings, two fell into the
‘mildly impaired awareness’ group and the other six into the ‘moderately impaired
awareness’ group. None of the participants were rated as having severely impaired

awarcness.

Insert Table 4 about here

A one-way ANOVA found a significant difference between the three levels
of awareness (collapsed across diagnostic group) on the HADS anxiety subscale (F
[2,33] =6.4,MS = 76.1, p<0.01). A post-hoc Scheffé test found there to be a
significant difference between the adequate awareness and moderately impaired

awareness groups, with anxiety higher in the adequate awareness group. There were
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no differences between the mildly impaired awareness group and either of the other
two groups.

There were no significant differences between the three groups on the RAID

(F<1.

Social anxiety
Anmalysis of the adapted brief FNE scale used in this study found it to have good
internal consistency (Cronbach’s alpha = 0.842).

A t-test carried out to determine if there was a difference between the MCI
and ED groups on FNE score proved not to be significant (= 0.236, df =34, p>
0.05).

To determine if greater awareness was associated with greater levels of social
anxiety, awareness scores (both aggregated and absolute) were correlated with FNE
scores. No evidence of a significant relationship was found (aggregated discrepancy
score with FNE, r=-0.26, p > 0.05; absolute discrepancy scores with FNE, r = -
0.12, p>0.05).

Additionally, ANOVA comparing the three awareness groups as categorised
11sing the standard score method and the Verhey criteria found no significant
differences between the groups (standard score method, F < 1; Verhey rating criteria,

F<1).

Social support
There were no significant differences between the MCI and ED groups on the
measure of number of social supports (t =-0.41, df = 34, p > 0.05) or the measure of

satisfaction with social support (U = 155.5, p > 0.05).
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To determine whether social support was associated with greater anxiety,
correlations were carried out between both of the social support measures and the
HADS anxiety subscale, the RAID and the FNE, for both the MCI or ED groups, and
the total of all the participants (see table 5). None of these correlations were
significant with the exception of that between SSQ6 satisfaction scale and the RAID
(Spearman’s rho = -0.49, p < 0.05). However, the use of repeated correlations

requires a Bonferroni correction, which would leave this result nonsignificant.

Insert Table 5 about here

(ualitative analysis

Semi-structured interviews were carried out with 16 of the participants with MCI and
16 with ED. Data from the remaining four participants was unusable due to problems
with recording equipment. The semi-structured interviews were transcribed and the
researcher spent time reading and re-reading the transcripts, in order to become
familiar with their content. The data were then analysed using the principles of
thematic analysis as outlined by Boyatzis (1998). This involved selecting a random
sub-sample of the transcripts. These were summarised and themes emerging from
each section of the interviews were identified and compared across the sub-sample.
These themes were developed into a series of codes to describe and identify the
themes. One code was developed to describe the themes emerging relating to worries
about memory problems, one for suggested causes of memory problems, one for
severity of memory problems, one for changes in amount and type of anxiety and one

for thoughts about the future. Once these codes had been developed they were
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applied by both the researcher and an independent rater to the whole sample of
interviews. Not all participants provided responses in each section of the interview.
There was found to be good consistency between the two raters in identifying the
themes with percentage agreement on the presence of each theme of 86% and a
significant correlation in terms of frequencies of each theme (Spearman’s rho = 0.96,
p <0.01). This suggests satisfactory interrater reliability. Discussions between the
two raters around the definition of each category within the code aimed to establish

the validity of the thematic code.

Themes for types of worries

Participants were initially asked about their worries in general terms. In addition to
memory-related worries, many participants also identified worries related to their
health, concerns about family members, environmental and social issues and
financial matters. All of the participants with MCI went on to discuss specific areas
of concern related to their cognitive failings, as did eleven of the sixteen ED
participants. The remaining five denied any worries at all. Five themes for memory-
related worries were identified from the analysis. These are described in order of the
frequency with which they occurred within the sample. See table 6 for frequencies of

all responses across both groups.

Insert Table 6 about here
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1. Worries within a social context.
The most common type of worries were those relating to social interactions with
others, such as forgetting names of friends and acquaintances, finding conversation

to be limited and embarrassment relating to these limitations. For example:

‘probably the most embarrassing thing is not remembering people’s names. Now, I'm not
talking about people I haven’t seen for a long, long time, 1’m talking about people I see every
week... Someone I've known for a while and I just cannot remember their name. It’s totally
embarrassing’ (Mrs A, MCI).

The consequences of this embarrassment was apparent in terms of social withdrawal:
‘My conversation is limited. It’s not as free as it used to be before the problem. So, I feel in
some senses, 1 feel withdrawn from other people’ (Mr B, MCI).

Similarly, concerns were expressed about the reactions of others and some

participants mentioned trying to hide their difficulties:

‘I'm playing golf three times a week but I find that when we’re at lunch.... Well, I find that

I’m not talking as much as I used to because I’m just a bit wary of, you know, slipping up

and making a fool of yourself® (Mrs C, AD).

2. Worries about forgetting something important.

Participants commonly expressed a worry that their difficulties would lead them to
forget something important, such as medical appointments or taking the necessary
items when going out. These worries were often expressed with examples of past

events when important things had been forgotten, such as the following example:

‘T'm so used to wandering about the house without glasses, I jump in the car and drive to

or somewhere without even realising I haven’t got my glasses on’ (Mr D, AD).

This example shows the possible dangerous implications of forgetfulness in this

context.
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3. Loss of specific skills
Participants mentioned their worries about the loss of skills that had previously been
important, and the limitations that the loss of these skills put upon their social and

leisure activities. For example:

‘I have lost interest in terms of reading, because I've just found that it’s a waste of time. I'll
read a book.... And two weeks later I can’t remember anything that I’ve read about it” (Mr E,
MCI).

In addition to reading, there were mentions of loss of skills in relation to driving,
cooking, DIY and playing bridge. Again, these concerns often related to safety.

4. Worries about the future

Participants expressed their fears about the future. In some cases this was directly

related to the potential decline of their memory problems:
‘The thing I worry about is being il or being bed bound or suddenly going completely
bananas so one day they find me wandering in the street and have to lead me back to my
wife’ (Mr F, MCI)

These worries were sometimes related to past experiences of caring for someone

with dementia;
‘T have this worry about Alzheimer’s disease because my mother died, she’d been suffering
from senile dementia for five or six years before she dies... I remember the terrible time that
it was, you know, how absolutely ghastly, her decline...” (Mr B, MCI).

In addition, participants worried about their abilities to cope in the future, and the

possible burden upon family members of caring for them.

5. Worries about loss of professional skills
Some participants expressed concerns in relation to their difficulties coping with

professional roles, either in a work or voluntary context. For example:
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‘I’m a group organiser for holidays and people ask me sometimes, oh we went to so-
and-so and they want to know some of the details and I can’t remember at all. Who did 1

contact to organise it? Sometimes I just can’t remember’ (Mrs A, MCI).

These worries, which were only expressed by those with MCI, were often closely
linked with worries relating to social situations.

A chi-square test was conducted to compare the frequencies of worries
between the MCI and ED groups. This found no significant difference between the
proportions of the different types of worries in the two groups (x* (4, n=32) = 3.41, p
> 0.05). However, considerably more worries were identified in total in the MCI

group (42 as opposed to 19).

Causes of memory problems

Participants were asked what they believed to by the cause of their memory
problems. Eleven said that they did not know what had caused their difficulties (four
from the MCI group and seven from the ED group) and another eleven attributed
their difficulties to ‘old age’ (five from the MCI group and six from the ED group).
Several participants connected their memory problems with a physical illness or
injury. For example:

‘Well, I think they’ve got to go along with the fact that this started after I came out of

hospital’ (Mr G, AD).

In some cases, memory problems were explained as a consequence of not keeping
the mind active. A number of participants also suggested that their difficulties might

be due to a psychological cause, such as stress or worry:

‘I thought it was stress related. I thought it was this sort of thing where you don’t want to

know, you really don’t want to remember or easier to forget’ (Mr F, MCI).
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None of the participants said that they believed their difficulties to be due to a form

of dementia.

Severity of memory problems.

When asked to rate how much of a problem they saw their memory difficulties as
being, most of those participants who provided an answer stated that they saw their
difficulties as small (6 with MCI and 7 with ED). Two participants from the MCI
group and three from the ED group saw their difficulties as a medium problem. Only
two participants, both with MCI, rated their difficulties as a big problem. Three
participants,k all from the ED group said that they did not see their memory changes

as a problem at all.

Changes in amount and type of worrying,

Participants were asked if they felt that there had been any changes recently in the
amount they worried or the things they worried about. Most participants (50% of
those with MCI and 79% of those with ED) said there had been no change. Three
participants (2 with MCI and 1 with ED) said there had been a reduction in their
worrying while eight said there had been an increase. Of these, seven were from the
MCT group. Most of these explained their increase in worrying by stating that they

had new issues to worry about:

‘I do worry more because I don’t seem to be getting any better’ (Mrs H, MCI).
“Well I suppose I worry more now than I used to a few years ago. It’s just, you know, I didn’t
have any of these problems when I was younger’ (Mr I, AD).

Typically, the increase in worrying was attributed to fears for the future, as discussed

previously, and potential inability to cope with failing physical and mental health.
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Thoughts about the future

Participants were asked how they felt about the future. Analysis of responses in this
section of the interview resulted in the identification of four themes. These will be

discussed in the order of the frequency with which they occurred (see table 6).

1. Acceptance
Participants made comments suggesting that they were resigned to the future,

whatever it might bring:

‘I feel as though I don’t get any worse, you know, I can survive... whether I shall survive that
long, well you don’t know really... Well, nobody knows how long they’ve got to live’ (Mr 1,
AD)

Some participants clearly accepted the inevitability of their own death and appeared
to accept that the future involves uncertainty. Several participants suggested the need

to ‘take each day as it comes’.

2. Hope
Several participants expressed general feelings of hope and optimism about the

future:

‘Well, I look forward to a good future’ (Mr J, MCI).

Some participants also mentioned looking forward to particular events, such as social

activities and holidays.

3. Fear and despair
In contrast to the previous category, some participants expressed fear and despair

about the future. Some described specific fears:
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‘It is on my mind. How much worse will I get?... 1’1l have to have things done for me, that

horrifies me.” (Mrs C, AD).
Other participants expressed a more general negativity towards the future:

‘I don’t find I’ve got too many dreams and visions currently, so I’m not terribly optimistic
about the future’ (Mr E, MCI)

Six MCI and 2 ED participants made comments falling into this category.

4. Avoidance
A sub-group of participants, mainly from the ED category, said that they avoided
thinking about the future and therefore were unable to comment on whether or not

their viewed it positively or negatively. Most made comments such as:

‘I don’t really think about the future’ (Mrs N, AD).

Discussion
Anxiety levels
This study did not find a significant difference between the anxiety levels of
individuals with MCI and individuals with ED as had been predicted based on
previous research (Christensen et al., 1997, Maguire et al., submitted). However, a
trend towards increased anxiety in the MCI group was found using the self-report
measure, the HADS anxiety subscale. This may have been due to the relatively small
sizes of the sample and the possibility of a type 2 statistical error. As has previously
been mentioned, the diagnoses given within the memory clinics can only be
considered to be 90% accurate (Katzman ef al., 1988) and therefore it is likely that
some of these participants were wrongly categorised. Indeed, when the most
impaired MCI participant and the least impaired ED participant were omitted from

the analysis, the difference between the two groups became significant on the HADS
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anxiety subscale (t =2.63, df = 32, p <0.05) with the MCI group significantly more
anxious. It may, therefore, not be actual diagnostic criteria that are important, but
severity of impairment. Since the majority of participants in this study seemed
unaware of their diagnosis, their anxiety is likely to be based not on diagnosis, but on
their subjective interpretations of their experiences.

The second measure of anxiety, the RAID, did not yield significant
differences between the groups, and only correlated moderately with the HADS
anxiety subscale. It could be argued that the participants were inaccurate in their
completion of the self-report measure, as has been found previously with dementia
participants on a self-report measure of depression (Burke er al., 1996). However, the
choice of only mildly impaired participants and a measure previously successfully
used with individuals with dementia (Wands et al., 1990) should preclude against
this. In addition the trend towards significantly higher anxiety in the MCI group
using the HADS anxiety scale is consistent with previous research supporting the
validity of the HADS. It may be that the RAID, although developed for use with
individuals with dementia, is not suitable for those in the earliest stages of the
disorder, because of its reliance on explicit behavioural symptoms of anxiety that
may not be so apparent in those with only mild impairments. It is also a measure
which has only recently been developed (Shankar et al., 1999) and has never
previously been used with individuals with MCI.

The study did not find any significant differences between the groups in
terms of the depression measures, which suggests that the trend towards a significant
difference between the groups in terms of anxiety is independent of depression. In
addition, no differences were found between groups on trait anxiety, although the

measure used is both crude and subjective and lacks any reliability or validity data.
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Anxiety and awareness

The study found evidence of a significant positive correlation between anxiety and
awareness of deficits using the HADS anxiety scale and each of the methods of
estimating awareness employed by this research, supporting previous research with
individuals with dementia (e.g. Ballard er al.,1996; Shankar et al.,1999). This is the
first time this association has been established in individuals with MCI, and
considering the high levels of awareness in MCI individuals, may go some way
towards explaining anxiety within this group. However, given the correlational
nature of these results, it is not possible to establish the direction of this relationship.
Since the participants in this study were not aware of their diagnoses, it seems that
their awareness is of their actual deficits, not of a label put upon them. This suggests
that the anxiety associated with awareness precedes knowledge of diagnosis, thus
arguing against the view that individuals should be protected from their diagnosis
because of the distress this knowledge may cause (see Marzanski, 2000).

Despite the previous criticisms of measures used in awareness research
(Cotrell, 1997), the use of a number of different measures, with consistent results
supports the validity both of the measures and the established association between
awareness and anxiety.

The study identified an interesting subgroup of three participants who rated
their levels of impairment to be significantly higher than the ratings given by their
informants and showed high levels of anxiety. This may be due to the association
between memory complaint and anxiety, which is true even in the absence of
objective memory decline (Jorm et al., 1997) or to an underestimation of impairment

by a subgroup of informants, as has been previously observed (Derousné et al.,
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1999). In this study this subgroup is very small and therefore further investigation

would be necessary before it is appropriate to draw conclusions about them.

Social factors

The study did not find any significant difference in social anxiety levels between the
two groups. Again, this may be because it is not diagnostic category that is
important in understanding this relationship, but a combination of factors, including
those not measured by this study, such as prior anxieties and coping.

The study also did not find a significant association between social anxiety
and awareness of deficits as had been predicted. However, the qualitative analysis
found that issues related to social interaction and embarrassment were the most
frequently mentioned type of memory-related worries. It may be the brief FNE is not
appropriate for detecting the specific subtle social anxieties that are particular to
those with cognitive impairment and that population-specific measures are needed to
establish the true nature of the relationship between this type of anxiety and
awareness. It may also be the case that social anxiety is an issue for a subgroup of
individuals with cognitive impairment.

The study also did not find any kind of relationship between social support
and anxiety. Previous research has found both that social support protects against
anxiety in older adults (Beekman e al., 2000) and that increased levels of social
contact predicts anxiety in a sample of dementia sufferers (Orrell & Bebbington,
1996). Neither of these patterns were evident within this sample, although this needs
to be considered within the context of the measure used. This measure asked
participants to identify individuals to whom they would turn for emotional support in

times of anxiety and distress, but did not ask about the overall size of social network,
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which may contribute more to anxiety. In addition, there are limitations in measures
of satisfaction, as noted in previous research (Ross et al., 1995). In this case,
participants almost universally rated themselves as very satisfied with their social
support, thus reducing the likelihood of any differences between groups or
significant correlations. This may have been due to the poor sensitivity of the
measure, or to the phenomenon of ‘acquiescence’, which suggests that participants
tend to rate satisfaction as high, because they think this is what others want to hear.
This has been found to be a particular problem in older research participants (Ross et
al., 1995). It is also possible that because participation in this research also involved
the participation of an informant, those with the lowest levels of social support were

not included.

Semi-structured interviews
The analysis of the semi-structured interviews carried out in this study suggested that
individuals with MCI and ED worry about the social implications of their deficits,
about forgetting important things, about loss of skills and about the future. However,
the further analysis of the questions asked in the interview directly relating to the
future suggest that only a subgroup, mainly consisting of those with MCI, voiced
feelings of anxiety and despair in relation to the future. Interestingly some
participants, mainly with ED, showed avoidance of thinking about the future. This
could be construed as a form of denial of the current situation of these participants.
There may be links between this apparent denial and the phenomenon of
unawareness (Weinstein et al., 1994).

Interestingly, none of the participants believed their difficulties to be due to

dementia. In the case of the MCI group, it is likely that they had been reassured that
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they currently did not have dementia, although this would not have been the case
with those with AD or VAD. In some cases, it was apparent from discussions with
carers that participants had been told their diagnosis. This again raises the question of
denial as a coping strategy (Cotrell, 1997), although given that participants freely
spoke about highly personal worries, it seems unlikely they would not reveal their
diagnoses. It may be that diagnoses, if given, were forgotten, perhaps because they
are merely labels and were not meaningful. Instead, it is the subjective experiences of
these individuals which are meaningful.

The analysis of the semi-structured interviews found the pattern of worries to
be similar across both groups, but that those with MCI spoke more about their
worries. Although this may be because these worries are more important for those
with MCI, other explanations need to be considered. For example, it may be that the
more severe cognitive difficulties of the ED group prevented them from recalling
such worries or speaking so fluently about them. Despite this, it was interesting to
note that it was only amongst the MCI group that participants saw their difficulties as
representing a big problem, and it was mainly MCI participants who noted a recent
increase in their levels of worrying. These differences may relate to the increased

awareness of the MCI group although they were not formally analysed.

Limitations of the study

In addition to the problems already identified relating to the use of specific measures,
and accuracy of diagnoses, several other issues deserve consideration. In terms of the
generalisability of the results, it must be remembered that this study did not include a
population sample but one recruited from a memory clinic. It may be that those who

attend a memory clinic are more anxious than is typical within the whole population
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of those with cognitive impairment, although they are those most likely to be in need
and in a position to receive services. Conversely, it is likely that the most anxious of
those approached to participate were in fact too anxious to take part.

There may also be questions about the reliability of the responses of the
participants. The importance of providing a safe and unthreatening environment for
assessment of individuals with cognitive impairment has been highlighted (e.g.
Cheston & Bender, 1999b; Cottrell, 1997). This study also raises questions about the
capacity of individuals with cognitive impairment to complete self-report measures.
There is some evidence that this may be a problem (Burke et al., 1996). However,
the decision to include participants only with a relatively mild level of impairment
and the choice of relatively simple measures aimed to avoid this. In terms of the
semi-structured interviews, it may have been the case that participants failed to recall
significant areas of worry. However, there is evidence that memory is enhanced for
emotionally salient events, even in those with moderate and severe dementia (Ikeda

etal., 1998).

Areas for future research

This study highlights a number of useful areas for future research. It would be
helpful to repeat the comparison of anxiety levels between the MCI and ED groups
in a larger sample, perhaps also including individuals with more severe dementia,
and separating those with different forms of dementia. It would be interesting to see
whether these sources of anxiety identified in the semi-structured interviews are
shared by a wider sample of individuals with MCI and dementia, and to examine
further the differences between these two groups. While awareness of deficits does

appear to be relevant to anxiety, the exact nature of this relationship is not clear. For
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example, does increased anxiety lead to greater awareness or vice versa? It may be
that it will be easier to answer questions such as this if improved methods of
measuring awareness are developed. It would also be useful to address the
differences between unawareness and denial of deficits.

The relationship between social anxiety and awareness needs further
consideration. This study did not find a significant relationship between these two
factors, although the frequent mention of social worries in the semi-structured
interviews suggests social concerns may be an important issue at least for a sub-
group of those with cognitive impairment. Further research is also needed to
investigate the role of social support in anxiety in this group, either to confirm the
finding of this study, that there is no relationship, or through the use of better
methodology to elicit the true nature of this relationship. There is also a need to
consider the role of individuals’ personal histories, particularly prior anxiety and
coping styles in understanding the development of anxiety in those with cognitive
impairment, particularly in terms of identifying those who are most at risk.

Finally, there is a need for research to assess the utility of psychological
interventions, such as cognitive-behavioural therapy, in alleviating symptoms of

anxiety in this group.

Summary and implications

This study goes some way towards supporting previous research which has suggested
that anxiety levels are particularly high in individuals with MCI in comparison to
those with dementia. It also shows a relationship between this anxiety and greater
awareness of deficits, using a range of methodology to ensure the validity of these

results. The role of social factors in contributing to anxiety remains unclear, although
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analysis of the semi-structured interviews found this to be an important issue. The
study did not elucidate the relationship between social support and anxiety in this
group, possibly due to the limitations of the methodology used.

The results of this study have implications for those working with individuals
with MCI and ED, for example underlining the importance of assessing for
symptoms of anxiety when working with these individuals, particularly if they retain
awareness. The qualitative analysis of the semi-structured interviews suggests issues
that may be involved in these worries, highlighting areas for useful questioning in
clinical assessment. There is also a need for clinical psychologists to consider
interventions for anxiety with this group, and particularly the adaptations that will
need to be made to accommodate their memory impairments.

Although this study is concerned with drawing conclusions about common
patterns of psychological experience in individuals with MCI and ED, it also
highlights areas that may be relevant only for a sub-group, such as concerns about
social situations. This supports the view that individualised assessment of anxiety
and relevant beliefs is important, and is in keeping with the person-centred care
approach within dementia care (Kitwood, 1997). This work also represents the first
study that has specifically addressed the psychological needs of individuals with
MCI, and the first attempt at considering the anxiety experiences of individuals with
memory impairment within the framework of a psychological model and not, as is

the case with previous research, within medical or psychiatric models.
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Figure 1: Flow — diagram to illustrate recruitment of participants into this study.
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Table 1: Goodness of fit scores to demonstrate how well the data fit within the
assumption of a normal distribution

Variable Kolmogorov-Smirnov P
Goodness of Fit Z Statistic (two-tailed)

Age 0.75 0.62
Years of education 1.55 0.02*
NART predicted 0.99 0.28
premorbid IQ scores

MMSE 0.77 0.60
HADS depression subscale 1.15 0.14
Cornell 0.70 0.71
HADS anxiety subscale 0.63 0.82
RAID 0.90 0.39
FNE 0.72 0.68
SSQ6 — support 0.88 0.42
SSQ6 - satisfaction 1.54 0.02*
IQCODE discrepancy 1.19 0.12

scores — aggregated

IQCODE discrepancy 0.63 0.82
scores — absolute

Trait anxiety measure 0.86 0.45

* p <0.05. This suggests that these variables are not selected from a normally
distributed population and it is inappropriate to use parametric statistics in analysis
involving them.
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Table 2: Demographic data for participants

Mild cognitive
impairment (MCI)

n=18

Early dementia (ED)

n=18

Age

Years of ed.
NART predicted
premorbid IQ
scores

MMSE

HADS depression
subscale

Cornell

Trait anxiety
measure

Gender

Marital status

Informants

M (SD), range
M (SD), range

M (SD), range

M (SD), range

M (SD), range

M (SD), range

M (SD), range

Male (%), Female
(%)

Married (%),
Widowed (%),
Never married
(%)

Spouse (%)
Daughter (%)
Niece (%)

Friend (%)

No informant (%)

69.8 (7.5), 60 - 82
10.8(2.2),8- 16
109.2 (11.9), 89 -
123

25.0 (3.5), 17 - 30

5.4(3.0),1-10

6.1(2.6),2-12

64.0 (27.7), 27 —
120

9 (50)
9 (50)

16 (89)
2(11)
0

15 (83)
2(11)
1(6)

0

0

76.7 (6.9), 63 - 91
10.2 (2.1),9- 16
104.8 (12.8), 85 —
127
21.4(3.2),15-27

46(2.8),1-13

55(2.9),1-12

45.1 (28.7), 13-91

12 (67)
6 (33)

13 (72)
4(22)
1(6)

14 (77)
2(11)
0

1(6)
1(6)
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Table 3: Descriptive data for the MCI and ED groups on anxiety and depression
measures.

Mild cognitive Early dementia (ED)
impairment (MCI)
n=18 n=18§

HADS anxiety M (SD), range 7.7(3.7),0-13 54(3.9),0-14

subscale

RAID M (SD), range 9.2 (4.4),3-20 7.7 (4.0),3 - 15
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Table 4: Distribution of awareness levels across the MCI and ED eroups.

Mild cognitive Early dementia
impairment (MCI) (ED)
Adequate awareness 11 3
Mildly impaired awareness 7 7

Moderately impaired awareness 0 8
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Table 5: Results of correlations between social support and anxiety measures.

Correlations between: MCI ED Total
n=18 n=18 participants
n=736
SSQ6 — support + HADS 0.30 -0.02 0.14

anxiety subscale (Pearson’s r)

SSQ6 — support + RAID -0.05 -0.22 -0.12
(Pearson’s 1)

SSQ6 — support + FNE -0.06 0.20 0.03
(Pearson’s 1)

SSQ6 — satisfaction + HADS -0.24 -0.08 -0.16
anxiety subscale (Spearman’s rho)

SSQ6 — satisfaction + RAID -0.49* -0.22 -0.32
(Spearman’s rho)

SSQ6 - satisfaction + FNE -0.17 0.28 0.01
(Spearman’s rho)

* significant at the p < 0.05 level
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Table 6: Frequencies of particular responses given in the semi-structured interviews
for the MCI and ED groups (based on agreements between the two raters).

Mild cognitive Early dementia
impairment (MCI) (ED)
n=16 n=16
Memory related worries:
Worries within a social context 11 6
Worries about forgetting 9 6
something important
Loss of specific skills 9 4
Worries about the future 7 3
Worries about loss of professional 6 0
skills
Cause of memory problems
Unknown 4 7
Old age 5 6
Hlness/injury 2 4
Psychological cause 2 2
Not keeping the mind active 5 0
Severity of memory problems
Not a problem at all 0 3
Small problem 6 7
Medium problem 2 3
Big problem 2 0
Changes in worrying
More worries 7 1
Fewer worries 2 1
No change 8 11
Thoughts about the future
Acceptance 8 5
Hope 4 5
Fear and despair 6 2
Avoidance 3 5
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Appendices

Appendix I: Letters of Ethical Approval
¢ Swindon Research Ethics Committee
e North Bristol NHS Trust Research Ethics Committee
¢ University of Southampton Ethical Approval

Appendix II: Recruitment letters
* Kingshill Research Centre version (as approved by Swindon REC)
¢ BRACE Centre version (as approved by North Bristol REC)

Appendix III: Information sheets (for participants and informants)
* Kingshill Research Centre version (as approved by Swindon REC)
¢ BRACE Centre version (as approved by North Bristol REC)

Appendix IV: Consent Form
Appendix V: Semi-structured interview schedule
Appendix VI: Clinician’s ratings of awareness (based on Verhey ez al., 1993).

Appendix VII: Measures used in the study
e The Informant Questionnaire on Cognitive Decline in the Elderly
(IQCODE) - participants’ version
* The Informant Questionnaire on Cognitive Decline in the Elderly
(IQCODE) — carers’ version
Mini-Mental State Examination (MMSE)
Hospital Anxiety and Depression Scale (HADS)
Brief Fear of Negative Evaluation Scale (FNE)
Short Form Social Support Questionnaire (SSQ6)
Rating Anxiety in Dementia Scale (RAID)
Cormnell Scale for Depression in Dementia

Appendix VIII: Examples of two transcripts of the semi-structured interview with
research participants.
e MCI participant
¢ ED participant

Appendix IX: Instructions for authors of target journals
e Age and Ageing
e Aging and Mental Health
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Appendix I: Letters of Ethical Approval
¢ Swindon Research Ethics Committee
e North Bristol NHS Trust Research Ethics Committee

e University of Southampton Ethical Approval
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Dear Ms Wilson
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The above application, which included the documents listed below, was
considered at the meeting of the Swindon Research Ethics Committee on 13
November 2000:

a) Protocol
b) Application Form

The study was approved.

Any changes or extensions to the protocol, or additional investigators, should
be notified to the Committee for approval. Adverse events should also be
reported to the Committee. May we remind you of the Data Protection Act
1998, and the need to conduct the trial in accordance with the Good Clinical
Practice guidelines.

The Committee is required to audit progress of research and to produce a
yearly report to the Wiltshire Health Authority and Department of Health.
You are therefore required to provide a brief yearly report and a short final
report.

The Swindon Research Ethics Committee is fully compliant with the
International Conference on Harmonisation/Good Clinical Practice (ICH)
Guidelines for the Conduct of Trials Involving the Participation of Human
Subjects and undertakes to adhere to the relevant clauses of the guidelines
for clinical practice adopted by the European Union in January 1997.

Dr Norbert Elesing
Vice Chairman - Swindon Research Ethics Committee
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Dear Ms Wilson

Project 2001/10 Anxiety in older people with mild cognitive impairment and
early dementia (Short title: Anxiety and memory probiems)

Thank you for your letter of 1 April 2001 in response to the points raised by the
members of the Avon Health Authority, North Bristol NHS Trust (Frenchay) Research
Ethics Committee (the Frenchay Local Research Ethics Committee), regarding the
above project, which Dr Dow e-mailed to you on 22 March 2001. | am pleased now
to confirm the Committee’s approval of the project subject to ratification at the next
meeting of the Committee which is currently scheduled for 20 April 2001. We have
assumed that the BRACE data only includes people who have signed a consent form
for their clinical information to be used for research purposes. You may begin your
project as soon as you have attended to the aspects in the following paragraphs.
Unless there are any significant matters raised at the Committee’s meeting regarding
this project, | shall not need to write to you again in respect of it.

I'would just draw your attention to the following paragraphs which are in respect of
the standard requirements which apply to all projects approved by this Committee,
where appropriate.

The Trust's Chief Executive has requested that the Trust's Directors for Clinical
Services be advised of all research being undertaken within their Directorate to
ensure that there are no operational implications affecting their departments and for
their interest and information. You have obtained the signature of Dr J Pounsford.
May | ask you as a matter of courtesy to advise any other relevant Directors for
Clinical Services of the arrangements being made if you are undertaking any part of
your project within their departments and seek their signatures of approval, if you
have not already done so, on copies of your application form and provide copies
bearing the signatures for the Committee’s file.
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The Committee is required to monitor research it has approved in accordance with
Good Clinical Practice Guidelines of the European Community and the standard
operating procedures for Local Research Ethics Committees. Also, in accordance
with the ICH Harmonised Guideline for Good Clinical Practice, an annual, as well as
end-of-study report is required. Therefore, it would be appreciated if you will report
annually, and notify the Committee when your research is completed. We will
be grateful if you would complete and return the enclosed form with your project
report after each year and at the end of the study. Should the results be published,
the Committee would like to receive a copy for information and for the benefit of any
future research that may be undertaken in this field. Failure to notify outcome will be
viewed seriously by the Committee.
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ask that you complete and return the enclosed research project registration form to
the Trust’'s R&D Office as information from your application may need to be extracted
for the Trust's R&D Support Costs Funding and the submission to the National
Research Registry. Unless we hear within two weeks of this letter, we will assume
that you have no objections.

Please note that anyone mentioned as involved in this study who is not already a
member of the Trust's staff may need an honorary contract. You would need to
contact the Trust's Medical Manpower Department if they are medical and
Mr K Spencer, Employment Services Officer, Frenchay Hospital, Frenchay Park
Road, Bristol, BS16 1LE for everyone else.

I should also like to point out that if the project involves the use of drugs, it is
necessary for you to notify and discuss the implications with the senior pharmacist
in the hospital in which your research is being carried out and to ensure he is given:
(a) a copy of the protocol
(b) a copy of the randomisation schedule, and
(c) plans for the receipt, storage and issue of the drugs you will be
using (i.e. where, how, etc.,) -it is incorrect to assume that the
pharmacy will automatically store and issue trial medicines.

If the project is a clinical trial and it involves pathological or radiological investigations
other than those which are being undertaken as part of normal patient care, please
arrange this with the appropriate consultant.

Data Protection Act 1998 : If a project involves any data which relates to a living
individual, we ask researchers to please contact Ms C Adams, Data Protection
Officer, Information Management Department, Somerset House, Southmead Hospital,
Westbury-on-Trym, Bristol, BS10 5NB; telephone No. (0117) 959 6205 (direct dial);
e-mail: Adams_Ch@southmead.swest.nhs.uk.


mailto:Adams_Ch@southmead.swest.nhs.uk

May ! just remind you that costs may be involved should you need Trust medical
records to be pulled in connection with your project. If you do need medical records
to be pulled, you should speak to the Operational Director of the directorate where
carrying out your project and Miss R Wood, Senior Medical Records Manager to
determine how these costs should be covered, whether or not you have made an
application for funding which included this aspect.

Now that your project has been approved, we ask that you add "Frenchay LREC
approved final version, dated 6 April 2001" to all the approved documents (ie the
information sheet for patients, the information sheet for relatives/friends, the consent
form, the GP letter, the letter from Professor G Wilcock) in the top left hand corner.
Also, the information sheets enclosed with your letter of 1 April 2001 should be
labelled Version 2 - April 2001 not Version 1 - February 2001 to differentiate them
from the earlier versions which have been replaced. We would appreciate copies of
your documents once this has been done, for our file.

Should you find you need to extend your project to the area of responsibility of the
Southmead LREC you would need to send a copy of our approval letter with a copy
of your application to Mrs S Bowman, the Southmead LREC Administrator and ask
if the Southmead Chair's approval can be given.

Whenever contacting the Committee about this project, and/or any amendments or
extensions which should be submitted for approval before initiating, it will be
appreciated if you quote 'Project 2001/10’ as this will enable us to identify it easily.
We should also be notified of any serious adverse events.

Yours sincerely

Mrs K M Matthews
Research Ethics Administrator
Encl.

cc Dr L Dow/Mr | Pople, Joint Chairs Frenchay LREC
R&D Office
Ms J Gibbs, Operations Director, Directorate of Medicine



University Department of
Psycholo
of Southampton yenotosy

3 November 2000

Philippa Wilson

Department of Clinical Psychology
University of Southampton
Highfield

Southampton SO17 1BJ

Dear Philippa,

Re: Application for Ethical Approval

University of Southampton
Highfield

Southampton

SO17 18]

United Kingdom

Telephone +44 (0)23 8059 5000
Fax +44 (0)23 8059 4597
Email

1 am writing to confirm you that your ethical application titled “Anxiety in older people with

mild cognitive impairment”, has been given approval by the department.

Should you require any further information, please do not hesitate in contacting me on (023)

80 593995.

Yours sincerely,

Kathryn Smith
Ethical Secretary
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Appendix II: Recruitment letters
e Kingshill Research Centre version (as approved by Swindon REC)

o BRACE Centre version (as approved by North Bristol REC)
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Research Centre

Victoria Hospital
Okus Road
Swindon

Wilts

SN1 4HZ

Telephone: {01793) 481182
Facsimile: {01793) 437521

Email: info@kingshill-research.org
Internet: www.kingshill-research.org

Dear

I am a trainee clinical psychologist from the University of Southampton and I am
carrying out a research project with the support of the Kingshill Research Centre. As
part of this project I would like to speak to people who have experienced difficulties
with their memories.

The Kingshill Research Centre gave me your name and address because they thought
that you might be interested in taking part in my project. I have enclosed an
information sheet that you can read to help you decide if you would like to take part.

The Kingshill Research Centre also gave me your telephone number and I will phone
you about a week after you receive this letter to see if you would like to be involved
in my project and answer any questions you might have about it. If you would not
like me to phone you, you can leave a message with someone from the psychology
section of the Kingshill Research Centre and they will let me know that you would
prefer it is I did not contact you.

I hope that you will find my project interesting and I look forward to speaking to
you.

Yours sincerely

Philippa Wilson


mailto:info@kingshill-research.org
http://www.kingshill-research.org

North Bristol

NHS Trust

Frenchay LREC approved final version, dated 6 April 2001

The BRACE Centre
Blackberry Hill Hospital
Manor Road

Fishponds

Bristol

BS16 2EW

Dear

One of my colleagues is carrying out a research project with the support of the
BRACE Centre. Her name is Philippa Wilson and she is a trainee clinical
psychologist from the University of Southampton. As part of her project she would
like to speak to people who have experienced difficulties with their memories. She is
particularly interested in the things which people with memory difficulties tend to
worry about. Attached is an information sheet which explains more about the project.

If you would like to take part in this project, please contact the BRACE Centre on
0117-9186851 and ask to speak to Dr Judy Haworth. She will get in touch with
Philippa who will then contact you to arrange a convenient time to visit you.

Thank you for taking the time to read this letter. I hope you will find the project
interesting.

Yours sincerely,

Professor Gordon K Wilcock BSc., DM (Oxon.), FRCP
Consultant in Care of the Elderly
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Appendix III: Information sheets (for participants and informants)
e Kingshill Research Centre version (as approved by Swindon REC)

¢ BRACE Centre version (as approved by North Bristol REC)
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used for this project. No one will find out what you have said to me
as part of the project.

It is entirely your decision to take part in the project. If you choose
to take part in the project but then change your mind, you can stop
at any time. If you decide to stop, you don’t have to give a

reason. This will not affect any help you are getting now or might
get in the future.

If you have any questions about the project or if there is anything
you would like to talk about after completing the questionnaires, |
can be contacted at the following address:

Philippa Wilson

Training Course in Clinical Psychology
Shackleton Building (44)

University of Southampton

Highfield

Southampton

S0O17 1BJ

You can also contact me at this address if you would like to know
the results of my project.

| will also be giving your friend or relative a sheet like this one so
they will know how to get in touch with me as well.

Thank you very much for giving up your time to take part in this
project. Your help is appreciated a lot and | hope you will find the
questionnaires interesting.



U I’IiVGl"Sity Department of University of Southampton

Psychology Highfield

of Southam pton Southampton
Doctoral Programme in 5017 1BJ
Clinical Psychology United Kingdom

Telephone +44 (0)23 8059 532
Fax +44 (0)23 8059 2588
Email

INFORMATION SHEET for relatives/friends

Project: Anxiety and Memory Problems.

| am a trainee clinical psychologist, based at the University of Southampton.
As part of my training, | am carrying out a research project investigating
anxiety in people who have memory problems.

I am planning to investigate kinds of things which people with memory
problems tend to worry about and factors which contribute to these worries.
This is what this research project intends to add to existing research. It is
hoped that by understanding more about what it is like to experience memory
problems, and by increasing our knowledge of common concerns in this
group, we will be able to develop better ways of helping this group of people.

If your relative or friend decides to take part in the project, | will ask them to
complete a consent form to make sure that they are clear about what the
project will involve and that participation is entirely voluntary. Your relative or
friend will be provided with an information sheet a bit like this one and will
have the opportunity to ask questions about the project.

If your relative or friend gives their consent to take part in the project, | will
visit him or her at home. Taking part in the project will involve answering a
series of brief question about the kinds of things he or she worries about. The
answers to these questions will be tape-recorded. These tapes will be kept in
a safe place and will be marked with a number not a name. Results will be
presented anonymously. The tapes will only be used for the project and will
be wiped clean at the end of the project. No one other than myself will have
access to the tapes.

As part of the project, | will also ask your relative or friend to complete some
questionnaires. Each of the questionnaires comes with instructions and | will
be there while he or she completes the questionnaires so that he or she can
ask me about any questions that are unclear.

I will also be asking you to complete some questionnaires about your friend
or relative. You can complete these at the same time as you friend or relative
completes their questionnaires so you will be able to ask me questions about
the questionnaires.

Participation in the project is confidential. Participants will not be
recognisable from their results and these results will only be used for
research purposes. No distress or discomfort should be felt during the
project. However, if your relative or friend does appear to be getting upset
during participation in the project, | will stop at once. Participation is entirely



114

voluntary. If your friend or relative decides that he or she would not like to
take part in the project, or if they would like to withdraw form the project at
any point, they can do so. They do not need to give a reason. This will not
affect their current or future medical care at all.

If you have any questions about this project, if there is anything that arises
from completing these questionnaires that you would like to discuss further,
or if you would like to receive information regarding the outcomes of the
study, | can be contacted at the following address:

Philippa Wilson

Training Course in Clinical Psychology
Shackleton Building (44)

University of Southampton

Highfield

Southampton

SO17 1BJ

You can also contact me at this address if you would like to know more about
the results of the project after it has been completed.

Your relative or friend also knows that | can be contacted at this address.
Thank you very much for giving up your time to take part in this project. |

hope you will agree that it is a worthwhile and interesting project. Your help
and that of your relative or friend is appreciated



University Department of University of Southampton
Psychology Highfield

of Southam pton Southampton ~
Doctoral Programme in S0O17 1B]
Clinical Psychology United Kingdom

Telephone +44 (0)23 8059 532

Fax +44 (0)23 8059 2588
Frenchay LREC approved final version, dated 6 April 2001 Email

Contact number:

INFORMATION SHEET

Project:_Anxiety and Memory problems

Reasons for the project

My name is Philippa Wilson and | am a trainee clinical
psychologist, based at the University of Southampton. | am
carrying out a research project to find out more about anxiety in
people who have difficulties with their memories. | want to find out
what kinds of things people with memory problems worry about. |
also want to look at how some other factors, such as how much
support you get from other people, affects these worries.

| hope that by knowing more about what it is like to have memory
problems, and the kinds of things which people with memory
problem worry about, we will be able to develop better ways of
helping people in a similar position.

What does this mean for you?

If you would like to take part in the project, | will come to visit you
at home. You will be able to ask me more questions about the
project then and | will ask you to sign a consent form.

Taking part in the project will involve answering a few questions
about the things that you worry about. | will be tape-recording the
answers to these questions. These tapes will be kept in a safe
place and no one apart from me will be able to listen to them.
After the project is finished, the tapes will be wiped clean.

As part of the project, | will also ask you to complete some
questionnaires. Each of the questionnaires comes with
instructions and | will be there while you complete the
questionnaires so that you can ask me about any questions that
are unclear.
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I will also ask a friend or relative who knows you well to complete
some brief questionnaires.

If you decide to take part in the project, your results will be kept
confidential. The questionnaires that you complete will be marked
with a number and not your name, and the results will only be
used for this project. No one will find out what you have said to me
as part of the project. | will write a short letter to your GP, telling
him or her that you have taken part in the project, but he or she
will not have access to what you have said to me.

It is entirely your decision to take part in the project. If you choose
to take part in the project but then change your mind, you can stop
at any time. If you decide to stop, you don't have to give a
reason. This will not affect any medical care you are getting now
or might get in the future.

If you have any questions about the project or if there is anything
you would like to talk about after completing the questionnaires, |
can be contacted at the following address:

Philippa Wilson

Training Course in Clinical Psychology
Shackleton Building (44)

University of Southampton

Highfield

Southampton

SO17 1BJ

You can also contact me at this address if you would like to know
the results of my project.

| will also be giving your friend or relative a sheet like this one so
they will know how to get in touch with me as well.

Thank you for reading this information sheet. | hope that you will
decide to take part in my project and that you will find it
interesting.



University Department of University of Southampton

Psychology Highfield

of Southampton SOuthampzo}q 17
Doctoral Programme in 5017 18]
Clinical Psychology United Kingdom

Telephone +44 (0)23 8059 532
Fax +44 (0)23 8059 2588
Email

Frenchay LREC approved final version, dated 6 April 2001

Contact number:
INFORMATION SHEET for relatives/friends

Project: Anxiety and Memory Problems.

Reasons for the project

| am a trainee clinical psychologist, based at the University of Southampton.
As part of my training, | am carrying out a research project investigating
anxiety in people who have memory problems.

I am planning to investigate kinds of things which people with memory
problems tend to worry about and factors which contribute to these worries.
This is what this research project intends to add to existing research. It is
hoped that by understanding more about what it is like to experience memory
problems, and by increasing our knowledge of common concerns in this
group, we will be able to develop better ways of helping this group of people.

What does this mean for vour relative?

If your relative or friend decides to take part in the project, | will ask them to
complete a consent form to make sure that they are clear about what the
project will involve and that participation is entirely voluntary. Your relative or
friend will be provided with an information sheet a bit like this one and will
have the opportunity to ask questions about the project.

If your relative or friend gives their consent to take part in the project, | will
visit him or her at home. Taking part in the project will involve answering a
series of brief question about the kinds of things he or she worries about. The
answers to these questions will be tape-recorded. These tapes will be kept in
a safe place and will be marked with a number not a name. Results will be
presented anonymously. The tapes will only be used for the project and will
be wiped clean at the end of the project. No one other than myself will have
access to the tapes.

As part of the project, | will also ask your relative or friend to complete some
questionnaires. Each of the questionnaires comes with instructions and | will
be there while he or she completes the questionnaires so that he or she can
ask me about any questions that are unclear.
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What does this mean for you?

| will also be asking you to complete some questionnaires about your friend
or relative. You can complete these at the same time as you friend or relative
completes their questionnaires so you will be able to ask me questions about
the questionnaires.

What will happen to the results of the project?

Participation in the project is confidential. Participants will not be
recognisable from their results and these results will only be used for
research purposes. | will write a brief letter to your friend or relative’s GP,
informing him or her that your friend or relative has taken part in the project.

No distress or discomfort should be felt during the project. However, if your
relative or friend does appear to be getting upset during participation in the
project, | will stop at once. Participation is entirely voluntary. If your friend or
relative decides that he or she would not like to take part in the project, or if
they would like to withdraw form the project at any point, they can do so.
They do not need to give a reason. This will not affect their current or future
medical care at all.

How can you find out more?

If you have any questions about this project, if there is anything that arises
from completing these questionnaires that you would like to discuss further,
or if you would like to receive information regarding the outcomes of the
study, | can be contacted at the following address:

Philippa Wilson

Training Course in Clinical Psychology
Shackleton Building (44)

University of Southampton

Highfield

Southampton

S017 1BJ

You can also contact me at this address if you would like to know more about
the results of the project after it has been completed.

Your relative or friend also knows that | can be contacted at this address.
Thank you for reading this information sheet. | hope that your friend or

relative will decide to take part in my project and that you will find it
interesting.
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Appendix IV: Consent Form



: H Department of Lniversity of Southampton
UmverS|ty Psychology Highfield
Of Southampton Southampton
Doctoral Programme in 5017 18]
Clinical Psychology United Kingdom
CONSENT FORM Telephone +44 (0)23 8059 532
Fax +44 (0)23 8059 2588
. . Email
Project: Anxiety and Memory Problems
I have spokento ............................... (name of researcher) about this
projecton........................ ...
Have you read and understood the information sheet about this
project? YES/NO
Have you had the chance to ask questions about the project? YES/NO

Do you understand that it is entirely your choice to take part in the
project? YES/NO

Do you understand that if you take part in the project, you can stop
at any time, without giving a reason? YES/NO

Do you understand that if you do not want to take part, or if you stop
taking part, this will not affect any medical care you are getting now
or in the future? YES/NO

Do you understand that as part of this project, your relative/friend
............................. (name) will also be answering some YES/NO
questions?

Do you agree to having a section of the interview with the
researcher recorded on an audio-tape? YES/NO

Do you agree to your GP being informed that you are taking part

in the project? YES/NO
Do you agree to take part in the project? YES/NO
Signed ..o Date.....................
NaMIE

Signed (researcher)...................cocoiiiiii i Date.....................
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Appendix V: Semi-structured interview schedule
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Semi-structured interview schedule

These questions are asked by the researcher. The responses of the participants are
then audio-taped.

1. What kinds of things do you worry about?

2. Do you have any worries that are particularly related to your health or memory
problems?

3. What do you consider to be the cause of your memory difficulties?

4. How much of a problem do you see the difficulties with your memory as being?
(rated as “very much’, ‘a moderate amount’, ‘a little” or ‘not at all’)

5. What are the situations which make you feel particularly worried?

6. Have you noticed any changes recently in the amount you worry and the things
you worry about?

7. How do you feel about the future?
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Appendix VI: Clinician’s ratings of awareness (based on Verhey et al., 1993).
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Ratings of awareness (based on Verhay et al, 1993)

4. Adequate awareness
Patient has adequate knowledge of his or her cognitive deficits. Spontaneous
complaints about memory or other cognitive dysfunction.

3. Mildly disturbed awareness

Patient has some knowledge of his cognitive deficits, but with some gaps.
Spontaneous complaints about memory. History of the patient shows some
discrepancies with the history of the informant.

2. Moderately disturbed awareness

Patient has only vague and passive knowledge of cognitive deficits. No spontaneous
complaints, admits to memory deficiencies only when questioned about them.
Obvious discrepancies with the history of the informant.

1. Severely disturbed awareness
Denies any deficits. No complaints about memory whatsoever, even after explicit
questioning.
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Appendix VII: measures used in the study

The Informant Questionnaire on Cognitive Decline in the Elderly
(IQCODE) — participants’ version

The Informant Questionnaire on Cognitive Decline in the Elderly
(IQCODE) - carers’ version

Mini-Mental State Examination (MMSE)
Hospital Anxiety and Depression Scale (HADS)
Brief Fear of Negative Evaluation Scale (FNE)
Short Form Social Support Questionnaire (SSQ6)
Rating Anxiety in Dementia Scale (RAID)

Comell Scale for Depression in Dementia



The IQCODE —

Short Form

Compared with ten years ago how are you at:

10.

1.

12.

13.

14.

15.

Remembering things about
family and friends, e.g.
occupations, birthdays,
addresses

Remembering things that have
happened recently

Recalling conversations a few
days later

Remembering your address and
telephone number

Remembering what day and
month it is

Remembering where things are
usually kept

Remembering where to find
things which have been put in a
different place from usual

Knowing how to work familiar
machines around the house

Learning to use a new gadget or
machine around the house

Learning new things in general

Following a story in a book or
onTV

Making decisions on everyday
matters

Handling money for shopping

Handling financial matters, e.g.
the pension, dealing with the
bank.

Handling other everyday
arithmetic problems, e.g.
knowing how much foed to buy,
knowing how long between
visits from family or friends

1
Much
improved

Much
improved

Much
improved

Much
improved

Much
improved

Much
improved

Much
improved

Much
improved

Much
improved

Much
improved

Much
improved

Much
improved

Much
improved

Much

improved

Much
improved

2
A bit
improved

A bit
improved

A bit
improved

A bit
improved

A bit
improved

A bit
improved

A bit
improved
A bit
improved

A bit
improved

A bit
improved

A bit
improved

A bit
improved

A bit
improved

A bit

improved

A bit
improved

3
Not much
change

Not much
change

Not much
change

Not much
change

Not much
change

Not much
change

Not much
change
Not much

change

Not much
change

Not much
change

Not much
change

Not much
change

Not much
change

Not much

change

Not much
change

A bit
worse

A bit
worse

A bit
worse

A bit
worse

A bit
worse

Abit
worse

Abit
worse

A bit
worse

Abit
worse

A bit
worse

A bit
worse

A bit
worse

A bit
worse

A bit

worse

A bit
worse
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Much
worse

Much
worse

Much

WOorse

Much
worse

Much
worse

Much
worse

Much
Wworse

Much
worse

Much
worse

Much
worse

Much
worse

Much
worse

Much
worse

Much
worse

Much
worse
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16. Using your intelligence to Much A bit Not much Abit Much
understand what’s going on and  improved  improved  change worse worse
to reason things through



The IQCODE —

Short Form

Compared with ten years ago how is your friend or relative at:

1.

10.

11.

12.

13.

14.

15.

Remembering things about
family and friends, e.g.
occupations, birthdays,
addresses

Remembering things that have
happened recently

Recalling conversations a few
days later

Remembering her/his address
and telephone number

Remembering what day and
month it is

Remembering where things are
usually kept

Remembering where to find
things which have been put in a
different place from usual

Knowing how to work familiar
machines around the house

Learning to use a new gadget or
machine around the house

Learning new things in general

Following a story in a book or
onTV

Making decisions on everyday
matters

Handling money for shopping

Handling financial matters, e.g.
the pension, dealing with the
bank.

Handling other everyday
arithmetic problems, e.g.
knowing how much food to buy,
knowing how long between
visits from family or friends

1
Much
improved

Much
improved

Much
improved

Much
improved

Much
improved

Much
improved

Much
improved

Much
improved

Much
improved

Much
improved

Much
improved

Much
improved

Much
improved

Much

improved

Much
improved

2
A bit
improved

A bit
improved

A bit
improved

A bit
improved

A bit
improved

A bit
improved

A bit
improved

A bit
improved

A bit
improved

Abit
improved

A bit
improved

A bit
improved

A bit
improved

Abit

improved

A bit
improved

3
Not much
change

Not much
change

Not much
change

Not much
change

Not much
change

Not much
change

Not much
change

Not much
change

Not much
change

Not much
change

Not much
change

Not much
change

Not much
change

Not much

change

Not much
change

A bit
worse

A bit
worse

A bit
worse

A bit
worse

A bit
worse

A bit
worse

A bit
worse

A bit
worse

A bit
worse

A bit
worse

A bit
worse

A bit
‘wOorse

A bit
worse

A bit

wWOorse

A bit
worse
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Much
worse

Much
worse

Much
worse

Much
worse

Much
worse

Much
worse

Much
worse

Much
worse

Much
worse

Much
worse

Much
worse

Much
worse

Much
worse

Much
worse

Much
worse
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16. Using his/her intelligence to Much A bit Not much A bit Much
understand what’s going onand  improved improved change worse worse
to reason things through



Mini-Mental State Examination

Section 1: Orientation
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1. What is today’s date?

2. What is the year?

3. What is the month?

4. What day is it today?

5. Can you tell me what season it is?

6. What is the address of the place where we are?
7. What floor of this building are we on?

8. What town or city are we in?

9. What county are we in?

10. What country are we in?

Section 2: Immediate Recall

Ask the participant to repeat the following three words:

Ball
Flag
Tree

Section 3: Attention and Calculation

93 D
Start with 100 and take away ‘7’ five times 86 L

79 R
AND spell the word ‘world © backwards. 72 @)

65 W

Section 4: Recall

Can you recall the words I said earlier?

Ball
Flag
Tree

Section 5: Language

What is this?  (Watch)

And this? (Pencil)

Repeat after me: ‘No ifs, ands or buts’
“Take this piece of paper in your right hand,
Fold it in half,

And put it on your knee’

Read and do: ‘Close your eyes’

Write a sentence

Copying pentagons

Total:
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Hospital Anxiety and Depression Scale

This questionnaire is designed to help us understand more about how you feel. Read
each item and circle the answer which comes closest to how you have been feeling in
the past week. Don’t take too long over your replies; your immediate reaction to each
item will probably be more accurate than a long thought-out response.

1. Ifeel tense or ‘wound up’
Most of the time
A lot of the time
From time to time, occasionally

Not at all

2. Istill enjoy the things I used to enjoy
Definitely as much
Not quite so much
Only a little
Hardly at all

3. Igetasort of frightened feeling as if something awful is about to happen
Very definitely and quite badly
Yes, but not too badly
A little, but it doesn’t worry me
Not at all

4. Ican laugh and see the funny side of things
As much as I always could
Not quite so much now
Definitely not so much now

Not at all

5. Worrying thoughts go through my mind
A great deal of the time
A lot of the time
From time to time but not too often

Only occasionally
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6. I feel cheerful
Not at all
Not often
Sometimes

Most of the time

7. I can sit at ease and feel relaxed
Definitely
Usually
Not often
Not at all

8. Ifeel asif I am slowed down
Nearly all the time
Very often
Sometimes

Not at all

9. Iget asort of frightened feeling like ‘butterflies’ in the stomach
Not at all
Occasionally
Quite often

Very often

10. T have lost interest in my appearance
Definitely
I don’t take as much care as I should
I may not take quite as much care

I take just as much care as ever



11.

12.

13.

14.

I feel restless as if I have to be on the move
Very much indeed

Quite a lot

Not very much

Not at all

I look forward with enjoyment to things
As much as I ever did

Rather less than I used to

Definitely less than I used to

Hardly at all

I get sudden feelings of panic
Very often indeed

Quite often

Not very often

Not at all

I can enjoy a good book or radio or TV programme

Often
Sometimes
Not often

Very seldom

133



10.

11.

12.

Brief Fear of Negative Evaluation Scale

I worry about what people will think of me even when I know it
doesn’t make any difference

I am unconcerned even if [ know people are forming an
unfavourable opinion of me

I am frequently afraid of other people noticing my shortcomings

I rarely worry about what kind of impression I am making on
someone

I am afraid that others will not approve of me
I am afraid that people will find fault with me
Other people’s opinions of me do not bother me

When I am talking to someone, I worry about what they may be
thinking about me

I am usually worried about what kind of impression I make
If I know someone is judging me, it has little effect on me

Sometimes I think I am too concerned with what others think of
me

I often worry that I will say or do the wrong things

YES

YES

YES

YES

YES
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NO

NO

NO

NO

NO

NO

NO

NO

NO
NO

NO

NO
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Short form Social Support Questionnaire (SSQ6)

Instructions

The following questions ask about people in your environment who provide you with
help or support. Each question has two parts. For the first part, list all the people you
know, excluding yourself, whom you can count on for help or support in the manner
described. Give each person’s initials and their relationship to you. Do not list more
than one person next to each of the numbers beneath each question. Do not list more
than nine people per question.

For the second part, using the scale below circle how satisfied you are with the
overall support you have.

6 5 4 3 2 1
Very Fairly A little A little Fairly Very
satisfied satisfied satisfied dissatisfied  dissatisfied  dissatisfied

If you have no support for a question, tick the words ‘No one’, but still rate your
level of satisfaction.

1. Whom do you feel that you can really count on to distract you from your
worries when you feel under stress?

No one 3. 6. 9.
1. 4, 7.
2. 5 8.
How satisfied?
6 5 4 3 2 1
Very Fairly A little A little Fairly Very
satisfied satisfied satisfied dissatisfied  dissatisfied  dissatisfied

2. Whom can you really count on to help you feel more relaxed when you are
under pressure or tense?

No one 3. 6. 9.
1. 4, 7.
2. 5 8.
How satisfied?
6 5 4 3 2 1
Very Fairly A little A little Fairly Very

satisfied satisfied satisfied dissatisfied dissatisfied dissatisfied
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3. Who accepts you totally, including both your worst and best points?

No one 3. 6. 9.
1. 4. 7.
2. 5. 8
How satisfied?
6 5 4 3 2 1
Very Fairly A little A little Fairly Very
satisfied satisfied satisfied dissatisfied  dissatisfied  dissatisfied

4. Whom can you count on to care about you, regardless of what is happening

to you?
No one 3 6. 9.
1. 4 7.
2. 5 8.
How satisfied?
6 5 4 3 2 1
Very Fairly A little A little Fairly Very
satisfied satisfied satisfied dissatisfied  dissatisfied  dissatisfied

5. Whom can you count on to help you feel better when you are feeling
generally down-in-the-dumps?

No one 3. 6. 9.
1. 4, 7.
2. 5 8.
How satisfied?
6 5 4 3 2 1
Very Fairly A little A little Fairly Very
satisfied satisfied satisfied dissatisfied  dissatisfied  dissatisfied

6. Whom can you count on to console you when you are very upset?

No one 3. 6. 9.
1. 4. 7.
2. 5 8
How satisfied?
6 5 4 3 2 1
Very Fairly A little A little Fairly Very

satisfied satisfied satisfied dissatisfied  dissatisfied  dissatisfied



This questionnaire is rated by the researcher on the basis of a semi-structured

RAID (Rating Anxiety in Dementia)
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interview with a friend, relative or carer of the individual with memory problems.

Scoring system;

U: unable to evaluate. 0: absent. 1: mild or intermittent. 2: moderate. 3: severe.
Rating should be based on symptoms and signs occurring during two weeks prior to

the in

terview.

No score should be given if symptoms result from physical disability or illness.
Total score is the sum of items 1 to 18. A score of 11 or more suggests significant

clinical anxiety.
Score

Worry

1. Worry about physical health.

2. Worry about cognitive performance (failing memory, getting lost when goes out,

not able to follow conversation).

3. Worry over finances, family problems, physical health of relatives.

4. Worry associated with false belief and/or perception.

5. | Worry over trifles (repeatedly calling for attention over trivial matters).
Apprehension and vigilance

6. Frightened and anxious (keyed up and on edge).

7. Sensitivity to noise (exaggerated startle response).

8. Sleep disturbance (trouble falling or staying asleep).

9. | Irritability (more easily annoyed than usual, short tempered and angry outbursts).

Motor tension

10. | Trembling

11. | Motor tension (complaints of headache, other body aches and pains).

12. | Restlessness (fidgeting, cannot sit still, pacing, wringing hands, picking clothes).

13. | Fatigueability, tiredness.

Autonomic hypersensitivity

14. | Palpitations (complains or heart racing or thumping)

15. | Dry mouth (not due to medication), sinking feeling in the stomach)
16. | Hyperventilating, shortness of breath (even when not exerting).

17 | Dizziness or light-headedness (complains as if going to faint).

18. | Sweating, flushes or chills, tingling or numbness of fingers and toes.

Phobias: (fears which are excessive, that do not make sense and which involve avoidance - e.g. fear o
crowds, going out alone, being in a small room, or being frightened by some kind of animals, heights
etc). Describe:

Panic attacks: (feelings of anxiety or dread that are so strong that they think they are going to die or
have a heart attack and they simply have to do something to stop them, like immediately leaving the
place, phoning relatives etc). Describe:

Total:
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Cornell Scale for Depression in Dementia

This questionnaire is rated by the researcher on the basis of a semi-structured
interview with a friend, relative or carer of the individual with memory problems.

Scoring system:

a: unable to evaluate. O: absent. 1: mild or intermittent. 2: severe.

Rating should be based on symptoms and signs occurring during the week prior to
the interview.

No score should be given if symptoms result from physical disability or illness.

A score of 8 or more may indicate depression.

Mood-Related Signs

1. Anxiety (anxious expression, ruminations, worrying)
2. Sadness (sad expression, sad voice, tearfulness)
3. Lack of reactivity to pleasant events.

4. Irritability (easily annoyed, short-tempered).

Behavioural disturbance

5 Agitation (restlessness, hand wringing, hair pulling).

Retardation ( slow movements, slow speech, slow reactions).

6.

7. Multiple physical complaints (Score 0 if GI symptoms only).
8. Loss of interest (less involved in usual activities, score only if
change occurred acutely, i.e. in < one month).

Physical signs

9 Appetite loss (eating less than usual)

10. | Weight loss (score 2 if > 51bs in one month).

11. | Lack of energy (fatigues easily, unable to sustain activities, score
only if change occurred acutely, i.e. in < one month).

Cyeclic functions

12. | Diurnal variation of mood (symptoms worse in the morning)

13. | Difficulty falling asleep (later than usual for this individual).

14. | Multiple awakenings during sleep.

15. | Early morning awakening (earlier than usual for this individual)

Ideational disturbance

16. | Suicide (feels life is not worth living, has suicidal wishes or makes
suicidal attempt).

17. | Self-deprecation (self-blame, poor self-esteem, feelings of failure).

18. | Pessimism (anticipation of the worst).

19. | Mood congruent delusions (delusions of poverty, illness, loss).

Total:
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Appendix VIII: Examples of two transcripts of the semi-structured interview with
research participants.
e MCI participant
e ED participant
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Participant A: Transcription of qualitative interview

(P = participant, R = researcher)

R: First of all, can you tell me a little bit about the kinds of things that you tend to
worry about, just generally?

P: Mainly, as I said to you about, reading a book is not as easy as it was, because I
just forget who the characters are. I’ve got to go back through the book, oh that’s
who that was. And another thing which is probably the most embarrassing thing, is
not remembering people’s names. Now, I’m not talking about people I haven’t seen
for a long, long time, I’'m talking about people I see every week. We belong to
the_ , acrowd of us, we’re in various groups and I organise group holidays for
them. I just have a blank. Someone I’ve known for a while and I just cannot
remember their name. It’s totally embarrassing. I think, well, other people are like it
probably. But I never used to be like this. Maybe it’s just something to do with age. I
don’t know.

R: But it’s a change?
P: Yes, certainly.
R: Do you have any other worries about your health or your memory difficulties?

P: No. I remember to take medication. I remember to remind [husband] to
take his. That sort of thing. Silly things. We’ve got a very old grandfather clock and
it needs to be wound up every week and I have to put the key out to remind me to do
it. Otherwise, things like that, I just wouldn’t remember to do. I don’t know. It has
got worse, but I won’t say it’s getting worse now. But it’s worse than it used to be
when I was younger, but possibly everybody gets like it. And yet, some people
appear not to.

R: We’ve talked about what the doctor thinks is going on with your memory, that
they’re not really sure, I think. But what do you consider to be the cause of your
memory difficulties?

P: 1don’t know. Everybody tells me that Alzheimer’s is not hereditary so.. but I
thought well, I don’t know. I mean nobody else in my mother’s family had it. She
came from a family of about twelve and she was the only one in the whole family so
it obviously hasn’t passed through their family. And hers came from shingles, after
she had a very bad bout of shingles — whether that did something I don’t know.

R: How much of a problem do you see the difficulties with your memory as being.
Would you say they’re not a problem at all or a little problem or a big one or
somewhere in between?

P: An annoying problem. Because I’ll tell you one thing now which I want to do. I
want to go on a computer training course, because I bought a computerised sewing
machine which is very with-it and if I had a computer and could use a computer, I
could do ever such a lot more designing on it because it has all the technology but I
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haven’t got a computer. And I’d like to go on a course, but I’m sure I just wouldn’t
remember anything from one week to another and this is what — it’s things like this.
It’s no good me going on a course. I wouldn’t remember. It’s hard taking the theory
driving test now. Because when I took it the first time, you didn’t do a theory paper,
you only did a practical. But doing the theory now. I found that very very hard. In
fact, in some ways it was worse than the practical. It’s just remembering things like
that.

R: You’ve answered this already really, but are there any other situations which
make you feel particularly worried?

P: No, I don’t... sometimes... I’'m a group organiser for holidays for groups,
and people ask me sometimes, oh we went to so-and-so and they want to know some
of the details of it and I can’t remember at all. Who did I contact to organise it?
Sometimes I just can’t remember.

R: OK. Have you noticed any changes recently in the amount that you worry or the
things that you worry about?

P: Well, since he’s [husband] been like this, yes. There’s more to worry about. You
worry going out, that’s he’s not going to flake out or something’s going to happen. 1
mean, you do worry. You know, I’ve not got the freedom I used to have. I make
myself do things. I make myself travel the world with my friend. I’ve still got the
confidence to do that.

R: And one final question for this section. How do you feel about the future?

P: Well, I feel that you just have to get on with it really. I must admit, to a certain
extent, I feel when you feel yourself you’ve had enough, I wish you could say to the
doctor, put me down, like an animal is put down. I don’t agree with seeing the way
my mother was. She’d have a few lucid moments. I arranged to go to hospital one
day and she said can you take me to the toilet. She said can you take me to the toilet.
She said I do hate the nurses having to do it. Oh god, I don’t want to be like that.
Who knows what, that sort of thing. If it happens..,. I suppose, people tell me if it
happens I won’t know. I suppose you don’t, but new treatments are coming out,
aren’t they? New drugs to treat it?

R: They are, yes. I’ll stop that now. Thank you.



142

Participant B: Transcription of qualitative interview

(P = participant, R = researcher)

R: First of all can you tell me a little bit about the kind of things, if anything, that you
tend to worry about?

P: Quite worried about my health... erm.. At the moment I’ve had to write to the
DVLA about my driving license, and er... Mr... worked at the , Professor

, he said I had to do this, and so I’ve done it, and they’ve sent me off the form
to fill in which I’ve sent back, and this is quite some time now and I haven’t heard
from them yet, so I’m wondering whether, you know, I shall be able to keep my
driving license. It expires in January anyway, but you know, I’m a bit anxious about
that, I want to go on driving if possible, but you know if they say I can’t then that’s
it. They’re going to approach Professor and my doctor, my surgery doctor, to
find out about my health in general. So I’m just waiting for something to happen
really. So really that’s my main worry at the moment.

R: Do you have any other worries connected with your memory at all?

P: Yes, I’'m worried about my memory. The way I sort of go into a room for
something, I think “well what did I come in here for”, you know. Go back, find, you
know, I’ve put something down and I can’t find it, and, you know, silly little things
really I suppose lots of people put up.. have to put up with this when they get to my
age. I do look after the garden and everything. Erm, been a bit of a problem lately
because we haven’t had any rain for a long time. I go out watering it every evening.

R: OK, we talked about what the doctors think might be wrong with your memory.
What do you think is the cause of your memory problems?

P: I suppose mainly it’s getting old. I think that’s the main thing really. And it’s
worrying me about my eyes, I’m finding it more and more difficult to read,
especially in the evenings with the light, the artificial light. I can’t read any small
print now at all and there’s nothing I can do about it. I can’t get stronger lenses or
anything. The only thing I can do I suppose is use a magnifying glass, which I do
sometimes.

R: How much of a problem do you see the difficulties with your memory as being?
Would you say that they’re not really a problem at all, that it’s a small problem, a
medium problem, or a big problem?

P: Well, certainly a problem. I suppose it’s... a small problem at the moment, but I
suppose it will gradually get worse.

R: Are there any situations that make you particularly worried about your memory or
about your health?

P: Hmm... Well remembering appointments and things like that... you know.. no...
can’t really think of anything.
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R: Have you noticed any changes at all recently in the things that you are worrying
about or the amount that you worry?

P: Well I suppose I worry more now than I used to a few years ago, it’s just you
know I didn’t have all these problems when I was younger.

R: I’ve got one final question for this section. How do you feel about the future?

P: Well, I feel as though I don’t get any worse, you know I can survive. I dare say of
course I don’t know. I'm 78 now, getting on for 80, whether I shall survive that long,
well you don’t know really when you get to... Well nobody knows how long they’ve
going to live, but... No that’s the only thing really.

R: OK, I'll stop that now... I’ll stop recording, thank you very much for that.
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e Age and Ageing
e Aging and Mental Health
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