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Awareness and the self in early-stage dementia Self-ratings of memory functioning by people with dementia
and parallel informant ratings by carers

Self-ratings of memory functioning by participants 
with dementia on the MARS Memory Functioning 
Scale (n = 80)

Informant ratings on the same measure made by 
carers (n = 57)

Clare, Whitaker & Nelis, in press

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

Healthy older controls vs. informants (n = 236)
Corrected discrepancy scores: mean -.016, range 
-.78 to .58

Participants with dementia vs. informants (n = 57)
Corrected discrepancy scores: mean .5, range 
-.59 to 1.85

Corrected discrepancy scores are calculated by subtracting the informant score from the participant score and dividing
The result by the mean of the two scores to control for numerical differences in scoring. A score of zero indicates no 
discrepancy. Scores above zero indicate that the participant rating was more positive than the informant rating. 
Scores below zero indicate that the informant rating was more positive than the participant rating.

• A significant proportion of people with dementia overestimate 
their memory functioning compared to parallel carer ratings or
objective test scores. Around two-thirds show positive 
discrepancies that are outside the normal range for controls using 
percentile-based norms. This is described as showing a lack of 
awareness.

• This phenomenon has often been conceptualised as similar to a 
neurologically-caused anosognosia arising from a specific brain 
insult. However, dementia with its slow, insidious onset differs in 
key characteristics  from such conditions.

• There is a need to consider how we should understand awareness 
in relation to dementia, and how we as clinicians may respond most 
helpfully to patients showing different degrees of awareness.

Awareness in dementia

What do we mean by awareness?

Working definition:
A reasonable or realistic perception or appraisal of a given aspect
of one’s situation, functioning or performance, or of the resulting
implications, which may be expressed explicitly or implicitly.

Awareness is a broad concept, and empirical research needs to 
focus on a specific phenomenon that can be elicited and measured

In delineating the specific phenomenon of interest , we can consider
• Level of awareness
• Focus of awareness (domain and object)
• Scope of awareness (past, present, future)
• Type of expression anticipated (verbal vs.behavioural)

Clare et al., 2008
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Defining the focus and scope of awareness

Clare et al., 
2008



Consciousness

Arousal
(brainstem)

Wakefulness &
reflex responses

Awareness
(cortex)

Sensory
Registration
Making sense 
of, and 
responding 
purposefully
to, incoming 
stimuli

Performance 
monitoring
Engaging in
goal-directed
behaviour;
monitoring 
and regulating
own
behaviour

Evaluative
judgement
Accurately
appraising own 
and others’
functioning
and behaviour

Meta-
representation
Engaging in
meta-cognitive
reflection;
appraising
sense of 
self and 
identity

Influence of neuro(psycho)logical factors

Influence of psychosocial factors

Defining the level of awareness
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Factors influencing the expression and measurement 
of awareness at each level

A biopsychosocial framework for understanding awareness

A biopsychosocial framework predicts that the experience, expression and 
measurement of awareness is influenced by a range of neurological, psychological 
and social factors, and that the relative contributions of these factors varies according
to the level, focus and scope of the awareness phenomenon under investigation and 
the measurement approach adopted (Clare, 2004). For example, drawing on available
evidence, our research has considered the following factors :
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Memory
performance
discrepancy 

MMSE -MMSE -

Self-concept +Self-concept +

Significant predictors of discrepancy-based awareness
indices at the level of performance monitoring

Ra2 .332

MIDAS Study data

Memory 
functioning
discrepancy

ADL 
functioning
discrepancy

Social 
functioning
discrepancy

Social 
functioning
discrepancy

Self-concept +Self-concept +

Depression -Depression -

Age  +Age  +

Conscientious
ness -

Conscientious
ness -

Stress +Stress +

Quality of 
relationship -

Quality of 
relationship -

Stress +Stress +

Naming +Naming +

Letter fluency +Letter fluency +

Anxiety -Anxiety -

Age +Age +

Perceived 
severity +
Perceived 
severity +

Self-concept +Self-concept +

Socio-economic 
status -

Socio-economic 
status -

Significant predictors of discrepancy-based awareness indices 
at the level of evaluative judgement

Ra2

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

• Psychological and social factors significantly influence scores
on measures of awareness alongside illness-related and 
neuropsychological factors.

• We need to understand the phenomenon in relation to the 
whole person in context.

• Self-concept emerged as one important variable influencing the 
expression of awareness in our research.

• The impact that dementia has on the self may help to shape the 
way in which the individual experiences and expresses 
awareness. 

Understanding awareness in relation to 
the whole person in context



The impact of dementia on the self
o The onset of cognitive impairments poses a threat to the self:

Self as cognitive structure - direct impact on cognition; failure to 
update self-knowledge resulting in an outdated self-concept.
Self as social construct - impact on social positioning 
and presentation of self, and responses of others to the socially-
presented self.

o Threats to self result in attempts to cope and adjust, e.g. defensive 
denial, avoidance or minimisation. Some coping styles could be 
mistakenly viewed as signs of unawareness.

o Ways of coping are influenced by characteristic coping styles and past 
experience; personality factors; information available and current 
knowledge; understanding  of the condition; social and interpersonal 
context.

SELF
beliefs

experiences
resources

Cognitive and 
physical changes

Social context -
relationships

and interactions

REGISTERING

REACTING EXPLAINING

EXPERIENCING

ADJUSTING

Context in which response, 
or account of 

experience, is elicited

Services -
diagnosis 

information
medication

support

Response, or account of 
experience

The process of adjusting 
to dementia

Clare, 2003

The continuum model of adjustment in 
early-stage dementia

Not knowing
Minimising
Normalising
Covering up
Maintaining

Compensating

Acknowledging
Fearing

Understanding
Despairing
Fighting

Accepting

Self-maintaining Self-adjusting
Clare, 2002; 2003

REGISTERING changes
REACTING to the changes
EXPLAINING the changes

EXPERIENCING the emotional and practical impact
ADJUSTING to life with dementia

The changes… I think you’re half aware of them and not quite 
sure what was going on, if anything was going on, maybe like when 
you’re getting older that’s well, so what? Um, but then as it 
speeded up… I’d think ‘I wish I wasn’t like this’… and then my wife 
began to notice things as well and I thought  ‘well there’s something 
wrong, even if she’s not always right’ (Iain)

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

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

Acknowledging

Process 1. Registering the changes

Minimising

It’s nothing major. I’ll go down the cellar and think, what 
am I down here for, but that’s only minor sort of things. (Steve)

Fearing

Immediate is zero, nichts… anything new will just vanish 
in a flash (Paula)

This is the beginning of the feeling that, um, you are finally 
and utterly gaga (Iain)

Process 2: Reacting to the changes

Normalising

When you’re getting nearly 80 I don’t suppose you can 
remember a lot, can you? (Kath)

Understanding

I must admit I’m wondering whether this is the beginnings
of senile dementia. (Neil)

Process 3. Explaining what’s happening



Covering up

I like not to think about it all the time, or talk about it. 
I don’t think it would be good for me to contemplate
about it. (Joel)

Despairing

This business of needing to spend some time in the depths…
Somehow you’ve got to get right to the bottom. It’s a matter
of feeling reality, not kidding yourself or making excuses. (Iain)

Process 4. Experiencing the emotional and practical impact

Maintaining/compensating

I might get a miracle cure at any time, you never know. (Iain)

We function because we have a system. (Paula)

Fighting/accepting

We’ll fight it as long as we can. (Iain)

In a way I’d be a better Samaritan now than I was. In some 
ways I could be grateful for what’s happened. You learn a lot 
in the process. (Iain)

Process 5. Adjusting to the changes

ILLNESS
REPRESENTATION

It will get worse

LIVED EXPERIENCE
I want to be me

PERSONAL 
DILEMMAS

Where do I stand?

INTERPERSONAL
DILEMMAS

The line is crossed

SENSE OF SELF

Acknowledging the impact of dementia creates dilemmas

Harman & Clare 2006

Personal dilemmas: where do I stand?

Interpersonal dilemmas: the line is crossed

I want to be me but there are losses
Carrying onvs. putting an end to it
Actively fighting it vs. passively accepting it
Wanting to understand vs.avoiding thinking about it

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

Impact on everyday life: personal and interpersonal dilemmas

Describing the interpersonal dilemmas

I’m misconstrued and misunderstood until I…blow

They wouldn’t have done that had they not known that I had dementia

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

If I’m a patient, nobody seems to care

Nobody has ever said anything about symptoms, ever

Information should be there if the person concerned wants to know

Tackling the dilemmas of dementia: the ‘DASNI effect’
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Theme 1. Dementia Land

Loneliness, loss, exhausting struggle, uncertainty

Riding the diagnostic merry-go-round

No one really understands how hard it is to live 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 needs…It was clear to 
me that my dementia negated the things that I said

Theme 2. Collective strength

No longer alone, new friends and family, feeling understood,
giving and receiving support

Living with dementia is no longer a one-person event

I could not do what I do or feel as I feel or lecture or even have 
accepted the disease if it were not for my DASNI FAMILY

Intelligent friends who actually know what I’m going through

I have gotten real down two times in the last 4 months…I felt 
helpless and hopeless. Thank God for…DASNI sticking with me and 
helping me to crawl out

Theme 3. A valuable contributing member of society

Pride, purpose, feeling valued, helping others, increasing 
awareness, dealing with upsets effectively

The world is more informed because of DASNI and our principles 

Valued and appreciated for the things I still have to offer

I do it in hopes that people with dementia will begin to be treated 
with more respect and dignity 

I know that I am helping other people to improve their difficult lives 

Theme 4. There is life after the diagnosis of dementia

Confronting fears, engaging more in life, finding things easier

Staring down the throat of the dragon

It has been proven by thousands of early stage PWIDs [people 
with dementia] to be capable and intelligent beings just 
moving a little slower

Everything is a little easier, not normal but easier

Making sense of difficulties with awareness

• It can be difficult for people with dementia to evaluate their own situation 
and functioning accurately, even in the early stages. 

• This  is not just a cognitive symptom. It arises from a combination of 
biological,  psychological and social influences. It is important to try to 
understand the person, and the way in which s/he is responding and 
adjusting to living with dementia, if we are to make sense of difficulties 
with awareness.

• Difficulties with awareness present major challenges for  the individual 
and, in particular, for carers. For example, they may place limits on 
independence or lead to the breakdown of care at home.

• There are some possible ways in which we can help to support the 
development  and expression of awareness, or manage difficulties with 
awareness, at each level.
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How can we support awareness?



Awareness and the self in dementia

• Awareness is important because difficulties with awareness 
have significant implications for pwd, carers and care providers.

• Difficulties with awareness should be understood in a 
biopsychosocial framework taking account of the whole person 
in context – for example, considering the impact of dementia on 
the self and the way in which the person is adjusting to life with 
dementia.

• This will allow us to work effectively to support awareness 
and manage difficulties with awareness.
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