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Considered from a Neuropsychological Perspective

• General overview of factors affecting emotional wellbeing
• Differentiating subtypes of people with dementia and caregiving
• Relating neuropsychology to carer wellbeing
• Understanding behavioral symptoms and effects on carers
• Helping carers from a neuropsychological perspective
• Beliefs and caregiving
• Positive and negative aspects of caregiving
• Living well and caring for people with dementia
• Multiculturalism and understanding caring for people with dementia 
• Psychosocial support for carers of people with dementia
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Cartoons by Tony Husband, British Cartoonist used for illustration during the Workshop

General overview of factors affecting emotional wellbeing

‘Dementia Carer’
40,600 articles

(over 100 years reading them at one paper per day)
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What we knew 30 years ago is still relevant to today

Terms used in the context of caregivers of people with dementia

Subjective Burden

Objective Burden

Strain

Emotional Wellbeing at risk

Morris RG, Morris LW, Britton PG (1988). Factors affecting the 
emotional wellbeing of the caregivers of dementia sufferers. 
British Journal of Psychiatry, 153, 147-156.
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1

What we knew then:

2

Emotional Wellbeing 
is reduced 

3

Overall depression is 
higher than in non-
carers and there are 
more likely to be 
mental health 
issues, but this was 
variable between 
studies

4

There is an increase 
in stress and strain

5

Caring for someone 
with dementia was 
more ‘of an 
emotional burden’ 
than caring for 
someone with 
physical disabilities

Emotional wellbeing is not correlated with 
measures of neuropsychological impairment 

or dementia disability

Problems arising from the behaviour of the person 
with dementia 

Elicited main problems were: Sleep disturbance and 
night time wandering, general mobility reduction, 
incontinence, dangerous behaviors, proneness to falls, 
need for constant supervision, inability to engage in 
meaningful activity and apathy.

However, it was difficult to pin down the effect of such 
factors in terms of the impact on emotional wellbeing, 
although there was some link, for example, to apathy 
and withdrawal and with ‘demand problems.’ 
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Zarit SH, Reever KE & Bach-Peterson J (1980) Relatives of the 
impaired elderly: correlates of feeling of burden. 
Gerontologist, 20, 649-655.

There are many mediating factors that impact on caregiving 

Caregiving relationship:

The closer the ‘blood / role relationship,’ the greater the likelihood of 
mental health issues

Women tended to experience higher subjective burden or stress than 
men. 

This was thought to be related at the time to gender expectations, 
including women finding the caregiving role limiting their efforts 
towards more personal fulfilment

‘I am now at a new beginning, in a new phase of life. For the first 
time in many years, I’m unhooked from any obligation as a political 
spouse, unencumbered by other people’s expectations. I have two 
nearly grown daughters who need me less than they once did. I 
have a husband who no longer carries the weight of the nation on 
his shoulders’
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There are many mediating factors that impact on 
caregiving 

Caregiving relationship:

The closer the ‘blood / role relationship,’ the greater the 
likelihood of mental health issues

Women tended to experience higher subjective burden or 
stress than men. 

This was thought to be related at the time to gender 
expectations, including women finding the caregiving role 
limiting their efforts towards more personal fulfilment

There are many mediating factors that impact on caregiving 

Caregiving relationship:

The closer the ‘blood / role relationship,’ the greater the likelihood 
of mental health issues

Women tended to experience higher subjective burden or stress 
than men. This was thought to be related at the time to gender 
expectations, including women finding the caregiving role limiting 
their efforts towards more personal fulfilment

The quality of the relationship impacts on the carer:

• The closer the emotional bond the less the strain on the caregiver
• But lower pre dementia intimacy in a marital relationship predicts 

more strain
• Also loss of intimacy is associated with depression

There are many mediating factors that impact on 
caregiving 

Attributional Style and Coping Strategies:

Perceived loss of control concerning upsetting 
behaviour by the person with dementia is related to 
depression
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There are many mediating factors that impact on 
caregiving 

Attributional Style and Coping Strategies:

Perceived loss of control concerning upsetting 
behaviour by the person with dementia is related to 
depression

Higher levels of self blame are associated with more 
anxiety and hostility

A sense of negative outcome affecting everything is 
associated with depression

There are many mediating factors that impact on caregiving 

Formal Support:

The results are mixed: 

- Sometimes professional support such as ‘home help’ can 
be associated with less build up of strain

- Some studies indicate that more support is associated with 
greater strain, perhaps because support is reactive to 
strain.
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Photograph from Dementia Support, Chichester UK

Informal support 

There are many mediating factors that impact on 
caregiving 

Informal Support:

When a carer is part of an effective social support 
network, mental health is better in the carer. For 
example, more family visits decrease the sense of 
burden

Greater informal support is associated with 
satisfaction with formal services

Support groups may decrease burden and depression 
in the carer

Differentiating subtypes of people with dementia and caregiving
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Does the effect of 
caregiving differ 
between types of 
dementia?

Comparing Carers Across Dementia Causes

Riedijk et al. 2006 

Carers of people with frontotemporal dementia  experienced more 
‘burden’ than carers of people with Alzheimer’s disease. This was 
measured using a visual analogue scale.

The burden was greater in the carers of people with frontotemporal 
dementia when the person was at home and not in residential care

The high burden was attributed to the behavioural disturbance of 
the person with dementia.

Boutoleau-Bretonniere et al. 2008

Functional disability was similar in people with frontotemporal 
dementia and those with Alzheimer’s disease. Nevertheless, the 
caregiver burden was higher in those looking after people with 
frontotemporal dementia (using the Zarit Scale)
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Uflaker A, Edmondson MC, Onyike CU & Appleby BS. (2016). Caregiver burden in 
atypical dementias: comparing frontotemporal dementia, Creutzfeldt-Jakob disease, 
and Alzheimer’s disease, International Psychogeriatrics, 28 (2), 269-273.

Uflaker A, Edmondson, MC, Onyike CU & Appleby BS. (2016). Caregiver burden in atypical dementias: 
comparing frontotemporal dementia, Creutzfeldt-Jakob disease, and Alzheimer’s disease, International 
Psychogeriatrics, 28 (2), 269-273.

Uflaker A, Edmondson MC, Onyike CU & Appleby BS. (2016). Caregiver burden in atypical dementias: comparing frontotemporal dementia, Creutzfeldt-Jakob disease, 
and Alzheimer’s disease, International Psychogeriatrics, 28 (2), 269-273.
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Relating neuropsychology to carer wellbeing

Insight and Caring

Cortex, 103 
(2018)
385-386

Awareness and carer wellbeing

Anosognosia

Perales J, Turró-Garriga O, Gascón-Bayarri J, Rene-Ramirez 
R & Conde-Sala J L (2016). The longitudinal association 
between a discrepancy measure of anosognosia in 
patients with dementia, caregiver burden and depression. 
Journal of Alzheimer’s Disease, 53, 1133-1143.
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Awareness and Carer Wellbeing

Perales J, Turró-Garriga O, Gascón-Bayarri J, Rene-Ramirez R & Conde-Sala J L (2016). 
The longitudinal association between a discrepancy measure of anosognosia in 
patients with dementia, caregiver burden and depression. Journal of Alzheimer’s 
Disease, 53, 1133-1143.

221 DSM or NINCD- SADRDA-diagnosed people 
with dementia and their caregivers

Interviewed at baseline, 12 months and 24 
months

Anosognosia measured using the Anosognosia 
Questionnaire-Dementia (AQ-D)

Carer burden measured using the Caregiver 
Burden Interview (CBI)

Perales J, Turró-Garriga O, Gascón-Bayarri J, Rene-Ramirez R & Conde-Sala J L (2016). The longitudinal 
association between a discrepancy measure of anosognosia in patients with dementia, caregiver burden 
and depression. Journal of Alzheimer’s Disease, 53, 1133-1143; Units: Discrepancy score unless specified; 
SD provided in brackets

baseline 12 months 24 months

Anosognosia discrepancy
(n = 221, 166, 127)

AQ-D total discrepancy 34.0 37.7 40.5
AQ-D total discrepancy (>32) 120 (54.3) 106 (63.9) 84 (66.1)
(%)

Comparing anosognosia and Carer wellbeing (burden)

No burden (n = 129,83,60) 45.9 (1.2) 52.5 (1.1) 58.5 (1.2)
Burden (n = 92, 83, 67) 53.8 (1.3) 59.0 (1.1) 63.6 (1.1)

Kumfor K, Teo D, Miller L, Lah L, Mioshi E, Hodges 
JR, Piguet O and Irish M (2016). Examining the 
relationship between autobiographical memory 
impairment and carer burden in dementia 
syndrome. Journal of Alzheimer's Disease, 51 (1). 
pp. 237-248. ISSN 1387.

Memory and Identity
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Kopelman, MD (1989). Remote and autobiographical memory, 
temporal context memory and frontal atrophy in Korsakoff 
and Alzheimer patients, Neuropsychologia, 27 (4), 437-60,

Autobiographical memory is important in 
supporting identity and awareness of self (Conway 
and Pleydell-Pearce, 2000; Morris and Mograbi, 
2013)

It also facilitates sharing of common experiences 
and so impacts on relationship intimacy (Alea and 
Buck, 2003; Buck 2005)

Kumfor K, Teo D, Miller L, Lah L, Mioshi E, Hodges JR, Piguet O and Irish 
M (2016). Examining the relationship between autobiographical memory 
impairment and carer burden in dementia syndrome. Journal of Alzheimer's 
Disease, 51 (1). pp. 237-248. ISSN 1387.

Measured autobiographical memory in teenage, early 
adulthood, middle adulthood and recent times

Free Recall section is followed by general probes (i.e. 
generic cues to focus on a specific event if this had not 
been achieved during Free Recall)

Following free recall and general probing for all time 
periods, the specific probing section is administered

Specific questions covering five categories (Event, Time, 
Place, Perceptual, Emotion) asked for each of the events 
previously elicited
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Kumfor K, Teo D, Miller L, Lah L, Mioshi E, Hodges JR, Piguet O and Irish M (2016).Examining the relationship 
between autobiographical memory impairment and carer burden in dementia syndrome. Journal of Alzheimer's 
Disease, 51 (1). pp. 237-248. ISSN 1387.

Relating Neuropsychology to Carer Wellbeing

Measured  burden using the Zarit Burden Interview 
(carers personal, health and financial wellbeing)

Depression, Anxiety and Stress Scale (DASS)

Autobiographical Memory Recent

Alzheimer’s
Semantic 
Dementia

bvFrontotemporal
Dementia

-.121 .127 .090
-.509* .044 .486

Kumfor K, Teo D, Miller L, Lah L, Mioshi E, Hodges JR, Piguet O and Irish 
M (2016). Examining the relationship between autobiographical memory 
impairment and carer burden in dementia syndrome. Journal of Alzheimer's 
Disease, 51 (1). pp. 237-248. ISSN 1387.

ZBI
DASS

Correlation coefficients provided: bv – behavioural variant
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Understanding behavioral symptoms and effects on carers

Behavioral and Psychological Symptoms (BPSD)

90% of people with dementia have behavioural 
and psychological symptoms. 

They includes: agitation, aggression, calling out 
repeatedly, sleep disturbance, wandering and 
apathy.

They can be labelled ‘challenging’ when they 
cause distress to the person or others, 
including the caregiver.
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Feast A, Orrell M, Charlesworth G, Melunsky N, Poland F & Moniz-Cook E. 
(2018). Behavioural and psychological symptoms in dementia and the 
challenges for family carers: Systematic review. British Journal of Psychiatry, 
208, 429–434. doi: 10.1192/bjp.bp.114.153684

Systematic review

25 studies met quality criteria (qualitative 8; 
quantitive 14; mixed methods 3)

Identified two third-order constructs in carers:

 Feeling bereft

 Misunderstandings about behaviour

Feeling Bereft
Changes in Communication

Positive communication undermined by repetitive interactions and 
declining conversation

‘Not being able to talk with your wife or communicate in any way is the 
most distressing part of it’

Changes in relationships

Detrimental effect on the relationship

‘I have always been able to trust my mother to support me one hundred 
percent, but little by little all her support has vanished. Before I could 
phone her and ask her things or tell her about everything that was 
happening and I always got an honest answer. I could phone and 
complain and things like that’

Misunderstandings about behaviour
Personal expectations

Struggling with the person being out of character, with loss of control

‘I try to explain them (behaviours) to my mum. She does not understand 
them but it is hard for her to keep them in mind’

Sociocultural expectations

Gender and sociocultural expectations can trigger embarrassment and 
shame for the carer, also leading to distress and perceptions of 
challenging behaviour

‘He did go to the toilet in the bed and I didn’t know what to do the first 
time … I don’t wanna clean it … I’m Italian … my mum still leaves my 
clothes on the bed in the morning … how am I supposed to clean an 80 
year old … I did and then I went outside and spewed my guts out’
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Line of argument synthesis

This was around perceiving the person with 
dementia losing their sense of identity

‘I have come to terms with the fact that my dad is 
not my dad anymore’

Those who struggle with BPSD are more likely to 
view their relative as no longer human

‘It is an awful illness, because Mom no longer exists 
even though she’s still here’

Helping carers from a neuropsychological perspective

Challenge Possible  Management Strategies Potential 
underlying dementia
cognitive subtype
deficit

Loses Memory Reassurance Often 
belongings Reflect feelings Alzheimer’
and accuses (e.g. you seem upset) but could be
others Assist with finding them any other

Use memory aids, cues type
and structure

Planning and Provide structure and visible cues
organisation (e.g. keep organisation things in a

visible set place)

Shifting Complete on task before proceeding
attention with next
an flexibility Avoid multi-tasking
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Challenge Possible  Management Strategies Potential 
underlying dementia
cognitive subtype
deficit

Shouts and hits Implusivity Provide empathy and set limits Fronto-
Whilst receiving and reasoning temporal

Do not take actions personally dementia
Avoid overstimulation
Take time out and re-approach
when the situation has settled
Provide person with limited choices
and a sense of control

Distractibility Reduce distractions
Breakdown tasks into simple steps
Complete one thing at a time

Beliefs and caregiving
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Everybody has Beliefs

Carer Beliefs

Caregivers may minimise symptoms

Symptoms may be attributed to ageing, life 
events or the person never had a good 
memory  

(Askham, 1995; Gray, Jimenez, Cucciare, Tong 
& Gallagher-Thompson, 2009; Morgan & 
Laing, 1991;  Paton, Johnston, Katona & 
Livingston, 2004; Quinn et al., 2008). 

National Institute of Aging
Health Information
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Carer Beliefs

Carers may misattribute symptoms to the 
detriment of caregiving

Problematic behaviours may be attributed to 
the person and not to dementia (Paton et al., 
2004). 

Making a negative attribution about behaviour 
may be linked to carer resentment and 
depression (Martin-Cook, Remakel-Davis, 
Svetlik, Hynan & Weiner, 2003). 

Carer Beliefs

It is therefore important to understand 
underlying beliefs of the carer, since this 

can influence their response to the 
situation

Common Sense Model (CSM)

A person will develop individualised illness representations to make 
sense of symptoms

These may have five aspects:

- Labelling – the name or label of the condition

- Attributing cause – the causal mechanism

- Illness timeline – the time trajectory

- Controllability – what can be done to manage    or control
- Consequence – the implications

Hagger, M.S. & Orbell, S. (2003). A meta-analytic review of the 
Common Sense Model of illness representations. Psychology and 
Health, 18(2), 141-184. doi:10.1080/088704403100081321
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Quinn C, Jones IR, Clare L (In Press). Illness 
representations in caregivers of people with 
dementia. Aging and Mental Health, 21(5), 553-561. 

https://ore.exeter.ac.uk/repository/handle/10871/27
297

First study of Illness representations in carers of people with dementia

Catherine Quinn

Ian Jones

Linda Clare

MIDAS: Funded by the Economic and Social Research Council (ESRC).
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- 50 carers involved in the study

- The interviews lasted from 14 to 46 minutes

- These interviews were tape-recorded for later 
transcription

- The interviews followed a semi-structured interview 
schedule

- Caregivers were asked about any changes in the person 
with dementia since the researcher last visited, and about 
the perceived impact of these changes on both the 
caregiver and person with dementia.

Quinn C, Jones IR, Clare L (In Press). Illness representations in caregivers of 
people with dementia. Aging Mental Health, 21(5), 553-561. 

Quinn C, Jones IR, Clare L (In Press). Illness representations in caregivers of people 
with dementia. Aging Mental Health, 21(5), 553-561. 

Specific topics were then introduced to explore caregivers’ illness 
representations:

" What do you call the condition your relative/friend has and what 
does this label mean to you? " 

“What do you think caused or causes this condition?”

" What can be done about this condition?”

“Are there any kinds of treatment (e.g. medication) that could help?”

“Are there things that people can do to help themselves? " 

Characteristics of the caregivers

Gender (female) 30 (60%) 

Age (M, SD) 66.49 (14.51)

Ethnicity White British 48 (96%) White Irish 1 (2%) White Other 1 (2)

Relationship to person with dementia: Spouse 30 (60%) Partner 1 (2%) 
Son/daughter 14 (28%) Sibling 2 (4%) Niece/nephew 2 (4%) Friend 1 

(2%) 

Residing with person with dementia (Yes) 35 (64.8%)

Length of caregiving in months (M, SD) 46.8 (28.4)

How many hours do they provide help for < 36 hours per week 23 
(46%) >36 hours per week 27 (54%)
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Labels

66% gave medical label such as Alzheimer’s disease or vascular 
dementia

Many used labels interchangeably e.g. Alzheimer’s disease and 
dementia

Some had been given more than one diagnosis and this caused 
confusion

Some carers questioned use of label because of stigma

Negative connotations were associated with labels and some 
preferred those with less perceived negativity

“She was, when she was put on 
Aricept she knew she was on it, and 
the words used were short-term 
memory loss, the word dementia 
or Alzheimer’s never, ever used in 
front of her … because I think it 
would be far too distressing 
(R014).”

The DSM – 5 have replaced the 
term ‘dementia’ with ‘mild 
cognitive disorder’ and ‘major 
neurocognitive disorder’
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Cause 

Cause was discussed in 78% of interviews

The caregivers identified multiple causes of dementia, 
attributing it to controllable factors such as lifestyle or 
uncontrollable factors such as ageing or genetic causes

Cause

Most prominent explanation was biological in reference to 
changes in the brain and vascular problems

‘The blood supply not getting through and … sometimes it 
does and sometimes it doesn’t and, you know, that’s why 
some days he’s a lot clearer than another day, because 
there’s odd days when he’s in a fog, it’s as though he’s in a 
total fog, and I only, can only assume that the blood 
supply’s not getting through very well (R010)’

Medical explanations were used, with terminology such as 
stroke or TIA

Caregivers would also use their own metaphors. e.g. ‘the 
riverbed silting up’

Decline or change related to such notions as the brain 
‘dying’ or ‘shrinking’ or brain cells ‘dying’ or a chemical 
imbalance in the brain.
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Understanding was not complete:

I know it’s, it’s to do with the brain but I don’t know what actually 
what causes it. I mean nobody really has gone into it except it’s, just 
they say it’s a chemical imbalance and, and what not but exactly 
what it does to the brain I don’t, I just do not know (R062)

Some indicated that the cause of dementia was not known

‘Well does anybody know [the cause of dementia]? Well if nobody 
knows. What’s the cause of it? If they knew the cause they would 
cure it wouldn’t they?’(R089).

Cause

In 8% of interviews, caregivers identified controllable factors 
related to lifestyle or environmentalfactors

Explanations are worry or stress linked to stressful life-events e.g. 
bankruptcy

Two caregivers spoke of a lack of stimulation, which although it 
may not have directly caused dementia may have contributed to 
its occurrence: 

‘She had no stimulus, nothing … no hobbies, nothing, and I do think 
it’s a contributory factor … no doubt’ (R014). 

Control 

Control discussed in 88% of interviews 

56% of caregivers discussed personal control

62% of caregivers discussed control through medication

Personal control included:

- Motivating the person to do things and stay occupied

- Keeping the person active and getting out and about

- If the person was left to sit and do nothing, this would accelerate 
decline
Techniques were sought from health care professionals:

‘The people that she speaks to and you know all the little exercises and 
things, like the little cards with the days and writing things down it’s all 
helped her to, you know, keep some kind of maintenance system going 
(R065).’
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Timeline

Discussed in 70% of interviews

‘He starts to lose more of his, erm, functioning abilities doesn’t he and 
then, erm, he’s going to need more and more help with cooking and 
cleaning and then he won’t be able to stay in the house on his own, so 
he’ll have to move with us or he’ll go to an old people’s home … and 
then … do … eventually do they like lose … all his … err, the ability to 
walk and … go to the toilet and things as well? (R031)’

18% of carers uncertain about progression.

Some did not know, and others felt it would be difficult to predict.

‘I hear that it stabilises and then you just go down again. I don’t know. 
So I don’t know’ (R019)

‘I explain it to myself like this is a gradual process. It isn’t going to get 
better’ (R082)

Control Through Medication

‘Well, if they’re giving her tablets, I can’t see 
that it’s doing any good… let’s put it that way, 
you hear of these people that turn round and 
say, 'Oh, I took so-and-so and so-and-so, and 
my God, I’m back to normal again now. There’s 
no way that she’s anywhere near normal’ 
(R024). 

Control

8% were hoping the condition would stabilise, including 
medical treatment would halt progression

‘Oh I dread to think about it [the future], I, I just hope that he 
doesn’t really get any worse’ (R026).

34% of carers thought the person would deteriorate.

Knowing the dementia would progress was linked to 
depression and anxiety
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Positive and negative aspects of caregiving

Positive versus Negative Aspects of Caregiving

Mary Hubley ©

Positive  versus Negative Aspects of Caregiving

Uplift Strain
Gratification Burden
Growth Suffering
Mutuality Stress
Fulfilment Anxiety
Satisfaction Depression
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Positive  versus Negative Aspects of Caregiving

Uplift
Strain

Growth
Suffering
Fulfilment
Depression

Gratification
Burden

Mutuality
Stress

Anxiety
Satisfaction

39 Studies identified, including quantitative, qualitative and mixed

Four Domains Identified

Feelings of accomplishment and gratitude

Mutuality in the dyadic relationship

Opportunity for family cohesion and 
functionality

Personal growth and gaining a purpose in life
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Additional Findings

Caregiver efficacy leads to self affirmation and so is a positive 
experience

(links with efficacy expectations)

Acceptance of the person with the dementia diagnosis and the 
associated caregiving situation is necessary to achieve positive aspects 

of caregiving, including positive refocusing

Intrinsic motivation to care makes it more likely that meaning will be 
found

A good premorbid relationship predicts positive aspects of care

Positive religious coping strategies are associated with a positive 
experience

Living well and caring for people with dementia

Living Well
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Michael Ellenbogen ‘was 
diagnosed with early-onset 
Alzheimer’s at the age of 49 but 
he doesn’t let that stop him from 
living life. In fact, he uses it as a 
reason to live life more.’

https://togetherinthis.com/alive-
alzheimers-skydiving-adventure/

IMPROVING THE EXPERIENCE OF DEMENTIA AND ENHANCING ACTIVE LIFE (IDEAL)
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- 1283 Participants were from the IDEAL study.
- A longitudinal cohort study of people living with 

dementia and their caregivers throughout Great 
Britain (England, Scotland and Wales).

- People with dementia living in the community were 
recruited through memory clinics and other specialist 
services in 29 National Health Service sites between 
July 2014 and August 2016

IMPROVING THE 
EXPERIENCE OF 
DEMENTIA AND 
ENHANCING ACTIVE 
LIFE (IDEAL)

Clare L, Wu Y-T, Quinn C, Jones IR, Victor CR, Nelis SM, Martyr A, Litherland R, Pickett 
JA, Hindle JV, Jones RW, Knapp M, Kopelman MD, Morris RG, Rusted JM, Thom JM, 
Lamont RA, Henderson C, Rippon I, Hillman A & Matthews FE, on behalf of the IDEAL 
study team. (in press). A comprehensive model of factors associated with capability 
to ‘live well’ for family caregivers of people living with mild-to-moderate dementia: 
Findings from the IDEAL study. Alzheimer’s Disease and Associated 
Disorders.[Accepted October 2018]
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Satisfaction with Life Scale

Clare et al. 2018

IMPROVING THE 
EXPERIENCE OF 
DEMENTIA AND 
ENHANCING ACTIVE 
LIFE (IDEAL)
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World Health Organization-Five Well-Being 
Index (WHO-5)

Clare et al. 2018

IMPROVING THE 
EXPERIENCE OF 
DEMENTIA AND 
ENHANCING ACTIVE 
LIFE (IDEAL)

0

0.2
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0.8

1

1.2

World Health Organization QoL-BREF 
(WHOQOL-BREF).

Clare et al. 2018

IMPROVING THE 
EXPERIENCE OF 
DEMENTIA AND 
ENHANCING ACTIVE 
LIFE (IDEAL)

Note:

1 added to 
the outcome 
scores

Ian Beesley
From: ‘The 

Allotment of ti
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Latent Variable

Capitals, assets and resources 

(CAR)
Frequency of social contact, Social resources, Civic participation

Social location (SL) Social comparison, Perceived social status, Perceived community status

Psychological characteristics 

and health (PSY)
Neuroticism, Optimism, Loneliness, Depression, Subjective age, Self-

esteem

Physical fitness and health 

(PHY)
Smoking, Eyesight, Self-rated health

Managing everyday life with 

dementia (MEL)
Distress at neuropsychiatric symptoms of the person with dementia

Relationship with person with 

dementia (CR)
Current relationship quality

Experiencing caregiving (EC) Social restriction, Role captivity, Stress

Psychological characteristics and health

WHOQOL-BREF

SwLS

WHO-5Living well

2.53

1.34

3.420.68

1.48

1 (fixed)

0.40

Physical fitness and health

Experiencing 
caregiving

Capitals, assets and 
resources

0.06

0.28

Social location

-0.22

Managing everyday life 
with dementia

Current relationship

Clare et al. 2018

IMPROVING THE 
EXPERIENCE OF 
DEMENTIA AND 
ENHANCING ACTIVE 
LIFE (IDEAL)

Clare et al. 2018

IMPROVING THE 
EXPERIENCE OF 
DEMENTIA AND 
ENHANCING 
ACTIVE LIFE (IDEAL)
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Multiculturalism and understanding caring for people with dementia

Black, Asian and 
other Minority 
Ethnic (BAME)

The Independent, 2017

‘The number of people with dementia from BAME 
communities

is expected to increase sevenfold’

APPG (All-Party Parliamentary Group) on Dementia. (2013). 
Dementia does not discriminate. 

The experience of black, Asian and minority ethnic 
communities. London: Alzheimer’s Society

People from BAME communities are likely to be 
underrepresented in specialist services

When services are accessed this is more likely to be at a later 
stage of dementia
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The word ‘dementia’

The Chinese National Healthy Living Centre Dementia Peer 
Support and Information Project, London

‘Tui-zhi-zheng’ 
means 
decreasing or 
decline, the 
ability to think 
or remember 
things and 
disease or 
syndrome. The 
traditional 
Chinese word 
for the 
condition, 
‘Chīdāi’, 
means crazy 
and chaotic

Subitha Baghirathan

Richard Cheston
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University of Bristol

In Bristol, where 
this study took 
place:

Over 90 
different 
languages 
spoken

People born 
from at least 50 
different 
countries

More that 45 
different 
religions
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Grounded Theory Study Design

Aimed at studying experiences of three different BAME 
communities who provide care for people living with dementia:

Caribbean, South Asian and Chinese heritage

Carers were both informal carers and volunteers  and staff from 
the BAME led Voluntary and Community Service Organisations

Method used:

Constant Comparative approach to identify common themes

Focus group or individual interviews with recording
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1. Recordings transcribed

2. Data coding by SB and modifications through weekly 
meetings with RC

3. ‘Memos and Treasury of Quotations’

4. Summary of codes and emergent categories and linked 
themes were circulated to the directors of voluntary care 
in three representative communities

5. This led to a ‘story line’ or theory for the project.

6. Emergent theory fed back to 73 participants from 
community and commissioners
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The need for support had to be balanced against the need not to be 
diminished by that support

Caribbean:

Risk of being ‘locked up’

‘When people do have dementia, the family member really has to put 
their foot down, to let someone in (to provide care). The person with 
dementia gets paranoid about letting someone in … it is an invasion.’

Cultural appropriateness

‘I spent ages looking for a day centre that was culturally appropriate … 
You know: Caribbean meals. I went to a lot of different places and one 
place I almost … a place ( … ) that offered day care. They had quite a lot 
of people who came from BME backgrounds but they did not have any 
spaces and it was more expensive than a lot of places.’

The need for support had to be balanced against the need not to be diminished by 
that support

South Asian:

Lack of knowledge

I don’t think it is talked about. People are just getting their head round mental health. I 
don’t think it has even occurred to people to think this is an issue that we have got to 
deal with. They are still coming to terms with taboo around mental health. Dementia 
will be the next thing to tackle …’

But not universal

A Sikh man was asked if the wider community at the Gurdwara would be open to 
hearing about dementia:

Yes. Yes. Any message you want to give, we announce from the stage. Nearly 70, 80, 
100 people get to hear
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The need for support had to be balanced 
against the need not to be diminished by that 
support

Chinese:

Being looked down on because it exposed part 
of one’s self, and ones family to outside 
judgement

(about talking about dementia) Because it was 
not appropriate and ( … ) people might look 
down on them

Protection

Caribbean

Hiding vulnerabilities and so not engaging with support services, 
including the attitude of ‘managing the person’s dignity’

South Asian

Reluctance to engage with services that were culturally 
inappropriate

Chinese

Where a person’s behaviour is being evaluated by others, there is 
an attempt to save face in terms  of preserving dignity, self-
respect and the notion of fulfilling social obligations in front of 
other people
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Psychosocial support for carers of people with dementia

Psychosocial Interventions for Carers of People with Dementia

1. Dementia education

2. Therapies aimed at improving coping 
strategies e.g. CBT

3. Behavioural management 
approaches

4. Peer support and befriending

Psychosocial Interventions for Carers of People with Dementia

Dementia Education

Focus on information 
about dementia

Dementia Carer Count, UK
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Psychosocial Interventions for Carers of People with Dementia
Therapies focused on  coping

Problem solving

Active coping including developing instrumental coping strategies and 
planning

Emotional Focused

Focused on getting emotional support, including gaining understanding, 
positive reframing; acceptance based approaches

Identifying dysfunctional coping strategies

Focus on understanding and identifying  potentially dysfunctional 
approaches, such as denial, self distraction, substance abuse, venting 
unpleasant feelings

Psychosocial Interventions for Carers of People with Dementia

Peer support and 
befriending

Helping with 
support groups or 
facilitating 
befriending

Ways of Coping Group developed by Robin Morris and 
Robert Woods

Session Purpose

1. Individual interview of carer: Assess the level of dependency of the person with 
dementia and the degree of stress and strain. Explain the
purpose of the group meetings.

2. Understanding dementia (group): Introduce the carers to each other and enable them to (group)
explain their current situation. Describe main aspects of 
dementia conditions. Introduce methods for observing
the behaviour of people with dementia

3. Generating Solutions (group): Discuss the use of a recording sheet and share problems
encountered. Discuss ways of reframing problems. 
Introduce ways of generating and evaluating solutions 
(e.g. pros and cons)

4. Coping with Stress (group): Review ways of tackling problem behaviours. Introduce 
different ways that carers cope with stress to evaluate 
positive and negative coping strategies
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Ways of Coping Group developed by Robin Morris and 
Robert Woods

Session Purpose

5. Formal and informal support Review success of strategies for coping with stress. 
Describe what is available in terms of local community 
support

6. Conclusion Discuss the outcome of task assignments. Review 
problem solving to improve coping strategies. To provide
feedback in terms of the evaluation of the course.

7. Individual interview Assess level of strain and stress of care. Evaluate changes
in coping strategies. Obtain individual evaluation of the 
course. Provide further information.

Individual interview repeated after three months. For each session material to take away

Stress coping versus 
emphasis on the 
positive aspects of 
caregiving.

• ‘It has been 
suggested that 
psychosocial 
interventions 
should stress 
the positive 
aspects of 
caring and 
increase 
positive events 
in order to 
maintain and 
improve 
carers’
involvement.’

• Dickinson et 
al. 2017

Do psychosocial interventions work?
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‘It is believed that there is now good evidence that psychosocial 
interventions for carers of people with dementia can reduce carers’ 
psychological morbidity and delay relatives’ entry into a formal care 
setting.’ 

‘Well conducted systematic reviews have concluded that multicomponent 
interventions are effective: however, despite numerous evidence 
syntheses, it is not clear which elements are important, and why. Clarity 
on these issues is needed in order to facilitate practical translation into 
real world settings’

‘Our findings reveal the most effective interventions to maintain the 
psychological health of carers should incorporate both an educational 
component, focused on enhancing carers’ knowledge of dementia and the 
caring role, and a therapeutic component, for example, CBT/ cognitive 
reframing.’

Dickinson, Dow, Gibson, Hayes, Robalino and Robinson, 2017

(based on evaluating 13 reviews, culled from 31 reviews)
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Focus on psychoeducational 
programmes and CBT based 
psychotherapeutic interventions 
as previous reviews have 
suggested that these have a 
better impact on emotional 
wellbeing.

Use of randomized control led 
trials that used a condition solely 
focused on carers and also a non-
active control condition

Study yielded 16 
psychoeducational skill building 
and 15 CBT-based 
psychotherapeutic interventions

Dr Naoko Kishita presenting a poster on 
her systematic review @AlzheimerEurope
#27AEC @NNETLabs @UEA_Health
#Berlin

Psychoeducational
-skill building

No effect on 
depression

Small effect on 
burden

(also no effect on 
quality of life)
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CBT based psycho-
therapeutic 

Large effect on 
anxiety (0.84) 
reduced when one 
study using ACT 
was left out (0.38)

CBT based psycho-
therapeutic 

Moderate effect on 
depression (0.53) 
reduced to 0.15 
when ACT removed

No effect on 
burden
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The Wellbeing of Caregivers of People with Dementia 
Considered from a Neuropsychological Perspective

• General overview of factors affecting emotional wellbeing
• Differentiating subtypes of people with dementia and caregiving
• Relating neuropsychology to carer wellbeing
• Understanding behavioral symptoms and effects on carers
• Helping carers from a neuropsychological perspective
• Beliefs and caregiving
• Positive and negative aspects of caregiving
• Living well and caring for people with dementia
• Multiculturalism and understanding caring for people with dementia 
• Psychosocial support for carers of people with dementia
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