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Discrepancies between self- and informant ratings of
memory functioning in people with dementia and heahy controls

Frequency
Frequency

Healthy older controls vs. informants Participants with dementia vs. informants (n = 57)
Corrected discrepancy scores: mean - Corrected discrepancy scores: mean .5, range
- 7810 .58 -59101.85
Corrected discrepancy scores are calculated by subtractininfbemant score from the participant score and dividing
The result by the mean of the two scores to control for nusaiifferences in scoring. A score of zero indicates no
crepancy. Scores above zero indicate that the participant radisgnre positive than the informant rating
Scores below zero indicate that the informant rating was moréiyghian the participant rating

What do we mean by awareness?

Working definition:

A reasonable or realistic perception or appraisébogiven aspect
of one’s situation, functioning or performance afithe resulting
implications, which may be expressed explicitlynaplicitly.

Awareness is a broad concept, and empirical relseseds to
focus on a specific phenomenon that can be elieitedmeasured

In delineating the specific phenomenon of interese can consider
* Level of awareness

» Focus of awareness (domain and object)

* Scope of awareness (past, present, future)

« Type of expression anticipated (verlalbehavioural)

Clare et al., 2008

Self-ratings of memory functioning by people with @mentia
and parallel informant ratings by carers

Total MFS subjectve rating Total MFS informant rating

Self-ratings of memory functioning by participants ~ Informant ratings on the same measure made by
with dementia on the MARS Memory Functioning  carers (n = 57)
Scale (n = 80)

Clare, Whitaker & Nelis, in press

Awareness in dementia

« A significant proportion of people with dementiaepestimate
their memory functioning compared to parallel cae¢ings or
objective test scores. Around two-thirds show pessit
discrepancies that are outside the normal rangeofutrols using
percentile-based norms. This is described as stypaviack of
awareness.

* This phenomenon has often been conceptualisedhiarsio a
neurologically-caused anosognosia arising from aifipdrain
insult. However, dementia with its slow, insidicusset differs in
key characteristics from such conditions.

* There is a need to consider how we should undetstamareness
in relation to dementia, and how we as cliniciarzymespond most
helpfully to patients showing different degreesinfareness.

Defining the focus and scope of awareness
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Clare et al.,
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Factors influencing the expression measurement

Defining the level of awareness
of awareness at each level

Consciousness

Arousal Awareness
(brainstem) (cortex)

I
Wakefulness & ’—'—‘—'—[

reflex responses :
f Sensory Performance Evaluative Meta-

Registration monitoring  judgement  representation

Making sense  Engaging in Accurately Engaging in

of, and goal-directed appraising own  meta-cognitive

responding behaviour; and others’ reflection;

purposefully monitoring functioning appraising

to, incoming and regulating  and behaviour  sense of

stimuli own self and
behaviour identity

Influence of psychosocial factors
Influence of neuro(psycho)logical factors

A biopsychosacial framework for understanding awareess Significant predictors of discrepancy-based awarerss

A biopsychosocial framework predicts that the experiencegsgfum and indices at the level of perform nce monitoring
measurement of awareness is influenced by a range aflogieal, psychological

and social factors, and that the relative contributidribese factors varies according

to the level, focus and scope of the awareness phenomenon undégation and

the measurement approach adopted (Clare, 2004). For exarapiéyglon available

evidence, our research has considered the following gactor
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MIDAS Study data

Significant predictors of discrepancy-based awarerss indices
at the level of evaluative judgement Understanding awareness in relation to
the whole person in context

« Psychological and social factors significantly irghce scores
on measures of awareness alongside illness-redatid
neuropsychological factors.
Memory ADL
functioning functioning

- " » We need to understand the phenomenon in relatidreto
discrepancy, discrepancy.

whole person in context.

« Self-concept emerged as one important variableentting the
expression of awareness in our research.

« The impact that dementia has on the self may tee§hape the
way in which the individual experiences and expesss

IRE? awareness.

Memory .632
ADL .386
Social .436 MIDAS Study data




The impact of dementia on the self

o The onset of cognitive impairments poses a threttd self:
Self as cognitive structure - direct impact on ctign; failure to
update self-knowledge resulting in an outdatedcsaifcept.
Self as social construct - impact on social positign
and presentation of self, and responses of othatetsocially-
presented self.

o Threats to self result in attempts to cope andsadgug. defensive
denial, avoidance or minimisation. Some copingestylould be
mistakenly viewed as signs of unawareness.

o Ways of coping are influenced by characteristicitgstyles and past
experience; personality factors; information av@éaand current
knowledge; understanding of the condition; soafal interpersonal
context.

The continuum model of adjustment in
early-stage dementia

REGISTERING changes
REACTING to the changes
EXPLAINING the changes
EXPERIENCING the emotional and practical impact
ADJUSTING to life with dementia

Not knowing
Minimising

Normalising
Covering up
Maintaining

Acknowledging
Fearing
Understanding
Despairing
Fighting

Compensating Accepting

Self-maintaining Self-adjusting ... 2002: 200:

Process 2: Reacting to the changes

Minimising

It's nothing major. I'll go down the cellar and tik, what

am | down here for, but that's only minor sortloifigs. (Steve)
Fearing

Immediate is zero, nichts... anything new will justish
IERES N GETIEY)

This is the beginning of the feeling that, um, goaifinally
and utterly gaga (lain)

The process of adjusting
tod i

Cognitive and beliefs
physical changes experiences relationships

resources and interactions

:
ervices -
REACTING - EXPLAINING diagnosis

information

medication
EXPERIENCING support

ADJUSTING
Response, or account of
experience

Clare, 2003

Process 1. Registering the changes

Acknowledging

The changes... | think you're half aware of them amtdqite

sure what was going on, if anything was going oayloe like when
you're getting older that's well, so what? Um, Ilun as it
speeded up... I'd think ‘| wish | wasn't like this’...cathen my wife
began to notice things as well and | thought ‘wiedire’s somethin
wrong, even if she’s not always right’ (lain)

My GP, | always thought of him that he thinks | affitle bit
of a hypochondriac... but he did eventually send me to
where they have these scans. (Paula)

Not knowing
I don’t know why | went to the clinic (Oliver)

Process 3. Explaining what's happening

Normalising

When you're getting nearly 80 | don’t suppose yamn ¢
remember a lot, can you? (Kath)

Understanding

| must admit I'm wondering whether this is the begigs
of senile dementia. (Neil)




Process 4. Experiencing the emotional and practicanpact
Covering up

I like not to think about it all the time, or tadbout it.

Process 5. Adjusting to the changes
Maintaining/compensating

I might get a miracle cure at any time, you neves. (lain)

| don't think it would be good for me to contemplat
about it. (Joel) We function because we have a system. (Paula)
Fighting/accepting
Despairing

We'll fight it as long as we can. (lain)
This business of needing to spend some time idetpids...
Somehow you've got to get right to the bottom.dtreatter
of feeling reality, not kidding yourself or makiegcuses. (lain)

In a way I'd be a better Samaritan now than | wiassome
ways | could be grateful for what's happened. Yeamn a lot
in the process. (lain)

Acknowledging the impact of dementia creates dilemas Impact on everyday life: personal and interpersonatiilemmas

ILLNESS
REPRESENTATION Personal dilemmas: where do | standf
It will get worse

| want to be méutthere are losses

Carrying onvs.putting an end to it

Actively fighting it vs. passively accepting it
Wanting to understangs.avoiding thinking about it

Interpersonal dilemmas: the line is crossed

Differences in perspective

Dementia has changed how people treat me
Betrayal

Professionals don't treat you how you would expect

Some people tell me things, some don’t
Harman & Clare 2006

Tackling the dilemmas of dementia: the ‘DASNI effet

Describing the interpersonal dilemmas

I'm misconstrued and misunderstood until I...blow
They wouldn’t have done that had they not knowhlthad dementia

People tend to talk about [things] behind your baather than
to your face

If 'm a patient, nobody seems to care
Nobody has ever said anything about symptoms, ever

Information should be there if the person concerwadts to know

Clare, Rowlands & Quin, 2008




Theme 1. Dementia Land

Loneliness, loss, exhausting struggle, uncertainty
Riding the diagnostic merry-go-round

No one really understands how hard it is to life like this

Tomorrow I'll have little memory of today — makes living today
like pushing the rock up the hill knowing it will roll back

Written off as being devoid of feelings and needsvas clear to
me that my dementia negated the things that | said

Theme 3. A valuable contributing member of society

Pride, purpose, feeling valued, helping othersgasing
awareness, dealing with upsets effectively

The world is more informed because of DASNI andpoinciples
Valued and appreciated for the things | still haveffer

1 do it in hopes that people with dementia will ine be treated
with more respect and dignity

| know that | am helping other people to improveitidifficult lives

Making sense of difficulties with awareness

« It can be difficult for people with dementia to &wte their own situation
and functioning accurately, even in the early stage

« This is not just a cognitive symptom. It arisemiira combination of
biological, psychological and social influencess limportant to try to
understand the person, and the way in which s/resfonding and
adjusting to living with dementia, if we are to reagense of difficulties
with awareness.

« Difficulties with awareness present major challenfye the individual
and, in particular, for carers. For example, theyymlace limits on
independence or lead to the breakdown of careraeho

« There are some possible ways in which we can bedppport the
development and expression of awareness, or matifigalties with
awareness, at each level.

Theme 2. Collective strength

No longer alone, new friends and family, feelinglarstood,
giving and receiving support

Living with dementia is no longer a one-person éven

| could not do what | do or feel as | feel or legtwr even have
accepted the disease if it were not for my DASNVIEA

Intelligent friends who actually know what I'm ggithrough
| have gotten real down two times in the last 4 then.| felt

helpless and hopeless. Thank God for...DASNI stickityme and
helping me to crawl out

Theme 4. There is life after the diagnosis of deméa
Confronting fears, engaging more in life, findiminigs easier
Staring down the throat of the dragon

It has been proven by thousands of early stage R\fiBople

with dementia] to be capable and intelligent beings
moving a little slower

Everything is a little easier, not normal but easie

How can we support awareness?




Awareness and the self in dementia

» Awareness is important because difficulties wittaeamess

have significant implications for pwd, carers a@adecproviders.

« Difficulties with awareness should be understood in
biopsychosocial framework taking account of the wehmérson
in context — for example, considering the impaai@rfentia on
the self and the way in which the person is adjgsto life with
dementia.

« This will allow us to work effectively to supponvareness
and manage difficulties with awareness.

Thank you for

Further information:

l.clare@bangor.ac.uk
http://staff.psychology.bangor.ac.uk
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