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Introduction

Caring for a relative with dementia is associated 
with increased psychological morbidity, posing 
carers at increased risk of anxiety (Joling et al., 
2010) and depression (Mahoney et al., 2005; 
Russo et al., 1995). Although research in under-
standing the processes that shape dementia car-
egiving has been predominantly guided by the 
stress and coping model (Lazarus and Folkman, 
1984), the Common Sense Model (CSM) argues 
that the perceptions that people hold about an 
illness are useful for understanding coping 
behaviours (Weinman et al., 1997). There are 
several dimensions in relation to how an indi-
vidual perceives an illness, reflecting both cog-
nitive and emotional aspects of the illness. 
These are beliefs or models about symptoms 
(identity), the duration of the illness (timeline), 
its cause, outcomes experienced (consequences) 
and the extent to which the disease is easy to 

cure or can be controlled (Leventhal et al., 
1984, 2003).

In line with the CSM of health and illness 
(Leventhal et al., 2003), experiencing a high 
number of consequences (consequences), and 
symptoms (strong disease identity), alongside 
beliefs that the disease will last longer (timeline), 
are associated with decreased psychological well-
being in several patient groups (Hagger and 
Orbell, 2003; Moss-Morris et al., 1996; Petrie 
et al., 1996). Despite the self-regulation model 
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being successful in understanding differences in 
disease outcomes not accounted for by symp-
tom severity, in a wide range of physical 
(Houldin et al., 1996; Millar et al., 2005) and 
mental health problems (Lobban et al., 2003), 
illness representations in dementia caregiving 
have rarely been examined. Such investigations 
are critical for understanding the stigma associ-
ated with dementia and may provide useful 
information for caregiving intervention research 
(Pinenaar and Reynolds, 2015) and for promot-
ing positive psychological resources.

Sense of coherence (SOC) has been identi-
fied as an important resource for carers and is 
increasingly recognised as a useful concept for 
understanding ‘vulnerability’ in dementia car-
egiving (Ekwall et al., 2007; Eriksson and 
Lindstrom, 2007). SOC reflects an individual’s 
ability to adapt to stressors (Hanaken et al., 
2007; Volanen et al., 2007), consisting of 
aspects such as comprehensibility (cognitive), 
manageability (instrumental) and meaningful-
ness (emotional) (Antonovsky, 1993). Carers 
endorsing high levels of SOC are less vulnera-
ble to the consequences of the caring role 
(Matsushita et al., 2014), as they experience 
less psychological distress and burden (Andren 
and Elmstahl, 2008; Valimaki et al., 2009). 
Having a healthy SOC is associated with better 
mental health outcomes (Valimaki et al., 2014), 
less overload of care (Andren and Elmstahl, 
2008; Chumbler et al., 2003) and better subjec-
tive physical health (Andren and Elmstahl, 
2005).

Illness perceptions can influence psycholog-
ical adaptation and coping with illness-related 
stressors (Leventhal et al., 2003). Clare et al. 
(2006) examined illness representations in peo-
ple with early-stage Alzheimer’s disease (AD) 
and found that although most people viewed 
further decline as an inevitable part of AD, they 
attempted to control the disease by keeping 
active and avoiding demanding situations 
(Clare et al., 2006). The study by Lin et al. 
(2012) explored illness perceptions in older 
people with mild cognitive impairment (MCI) 
and found that experiencing MCI did not affect 
the ability to hold and report beliefs about the 

illness (Lin et al., 2012). Although most partici-
pants viewed their condition as chronic, they 
reported high levels of controllability and little 
emotional distress. These findings indicate that 
illness perceptions can help us understand not 
only how individuals ‘view’ dementia as a dis-
ease, but also how illness attributions can influ-
ence psychological adjustment and coping.

Although most research has focussed on ill-
ness representations in patients, understanding 
illness perceptions in those caring for someone 
with a chronic illness is considered equally 
important (Weinman et al., 1997). Carers’ ill-
ness perceptions can offer insight in terms of 
how they cope with caring duties (Heijmans, 
1998, 1999) and can predict both carers’ own 
psychological adjustment (Murphy et al., 1999) 
and how well patients adapt to the disease 
(Heijmans, 1999). The first aim of this study 
was to describe illness perceptions in family 
carers of people with dementia. In line with the 
CSM (Leventhal et al., 2003), the secondary 
objective was to examine the extent to which 
beliefs or representations that carers hold about 
dementia are associated with use of positive 
coping responses, measured by carers’ SOC. 
We hypothesised that carers with a strong SOC 
will adopt a more optimistic meaning of demen-
tia as an illness and will report less carer strain 
and better physical and psychological health. A 
secondary hypothesis was that after controlling 
for carer burden and psychological distress, ill-
ness representations will independently con-
tribute to variance in levels of SOC.

Method

Participants

We recruited a convenience sample of carers of 
people with dementia. Inclusion criteria for par-
ticipation were providing approximately 4 hours 
of care per week to a relative with dementia, 
sufficient understanding of the English language 
and being directly involved in the patient’s care. 
All participants were recruited via voluntary 
sector organisations providing support services 
to dementia carers in the United Kingdom. All 
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carers signed an informed consent sheet and 
completed the questionnaires. One hundred and 
fifty five family carers of people with dementia 
took part ranging from 26 to 82 years of age 
(126 females and 29 males).

Materials

Illness representations were assessed using the 
Brief Illness Perception Questionnaire (Brief 
IPQ) (Broadbent et al., 2006). The Brief IPQ 
uses a single-item scale approach to assess ill-
ness perception using a continuous linear scale. 
A total of five items measure cognitive repre-
sentations of the illness: (1) consequences 
(IPQ1), anticipated and expected consequences 
of the illness, (2) timeline (IPQ2), the perceived 
duration and progress of the disease, (3) per-
sonal control (IPQ3), having self-control of the 
illness and whether the illness is easy to cure, 
(4) treatment control (IPQ4), how much can 
treatment help to control the illness and (5) 
identity (IPQ5), symptoms and complaints that 
can be attributed to the illness. Emotional repre-
sentations of the illness are assessed by (6) con-
cern (IPQ6), reflecting worries about the illness 
and (7) emotional representation (IPQ8), repre-
senting the emotional impact of the illness. 
Illness comprehensibility was assessed by (8) 
coherence (IPQ7), indicating how well the carer 
feels he/she understands the illness. All of the 
items were rated using a 0 to10 response scale 
and each dimension was scored separately. To 
make the questionnaire specific to carers, we 
replaced the word ‘illness’ with ‘your relative’s 
illness’. Higher scores on illness consequences, 
timeline, identity, illness concern and emotional 
response indicate a higher perceived impact of 
the illness. Higher scores on personal control, 
treatment control and illness coherence repre-
sent more positive illness representations (i.e. 
control over the illness).

Sense of coherence

The SOC scale (29-items) developed by 
Antonovsky (Antonovsky, 1993) was used, meas-
uring perceived comprehensibility (11 items), 

manageability (10 items) and meaningfulness 
(8 items). The subscale of comprehensibility 
assesses the extent to which one has a perva-
sive, enduring and dynamic feeling of confi-
dence that the stimuli derived from one’s 
internal and external environment are struc-
tured, predictable and explicable; the items of 
the manageability subscale refer to the feeling 
that there are adequate resources to meet the 
demands posed by these stimuli whereas the 
subscale of meaning investigates whether these 
demands are motivating the person towards 
investment and engagement. Each item is 
answered by choosing the number on a scale 
from 1 to 7, which best represents the carer’s 
view. A high total score indicates higher levels 
of SOC. The Cronbach’s α for the SOC scale 
was 0.86.

Anxiety and depressive symptoms, 
burden and physical health

We measured anxiety and depressive symptoms 
with the Hospital and Anxiety Depression Scale 
(HADS) (Zigmond and Snaith, 1983), consist-
ing of 14 items assessing anxiety (e.g. ‘I get a 
sort of frightened feeling as if something awful 
is about to happen’) and depression (e.g. ‘I look 
forward with enjoyment to things’) as two dis-
tinct dimensions. Scoring the HADS as two 
separate subscales of anxiety and depression is 
appropriate in non-clinical populations of older 
men and women, which is validated throughout 
the age range to identify clinically significant 
anxiety and depression (Mykletun et al., 2001). 
In this sample, a Cronbach’s α of 0.83 was 
observed for HADS-Anxiety and a Cronbach’s 
α of 0.85 was observed for HADS-Depression.

Stress specific to caregiving was measured 
by the Relative’s Stress Scale (RSS) (Greene 
et al., 1982), asking carers to complete 15 
5-point Likert items (not at all/never, a little/
rarely, moderately/sometimes, quite a lot/fre-
quently, considerably/always). These are scored 
from 0 to 4 and are summed to calculate a total 
scale score (ranging from 0 to 60). The RSS 
comprises three factors which are personal dis-
tress experienced by the relative in relation to 
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the patient, life upset related to caring duties 
and negative feelings towards the patient. A 
Cronbach’s α of 0.88 was observed for the 
scale.

We measured physical health status by the 
EuroQoL-Visual Analogue Scale (EQ-VAS) of 
the EQ-5D (EuroQoL, 1990). The EQ-VAS 
records the respondent’s self-rated health on a 
vertical, VAS, providing a quantitative measure 
of health outcome as judged by individual 
respondents.

Procedure

All carers completed the questionnaires at home 
and were asked by the researcher to return the 
forms at their earliest convenience. We col-
lected information on age, gender, level of edu-
cation, relationship to the patient, marital status 
and total time caring for the person with demen-
tia. Ethical approval was obtained by the 
University College London Research Ethics 
Committee.

Statistical analysis

We carried out all statistical analyses using 
SPSS (Version 22.0). Descriptive statistics 
(means and standard deviations (SDs)) were 
calculated for all variables including demo-
graphic and clinical characteristics for both 
patient and carer. The relationship between 
carer and patient characteristics and carers’ 
Brief IPQ scores were investigated via analysis 
of variance (ANOVA) or two-tailed Student 
t-tests. For correlations of continuous variables, 
Pearson’s r was used, whereas for discontinu-
ous variables, Spearman’s rho was used instead. 
To determine the unique contribution of each of 
the Brief IPQ items in predicting SOC (depend-
ent variable), multivariate regression analysis 
was performed (stepwise multivariate regres-
sion). A logistic model predicting carer SOC 
was used and adjusted for age, gender, physical 
health, stress related to caregiving, anxiety and 
depression. The level of statistical significance 
was set at p = 0.05.

Results

Demographics and the Brief IPQ

A total of 81.3 per cent of the sample were 
female, 64.6 per cent were spouses and 23.1 per 
cent were sons/daughters, whereas the remain-
ing carers (12.3%) were another relative/friend 
or partner. A total of 51.5 per cent left school at 
18 years of age, 46.1 per cent at 14 years and 
2.4 per cent left school before the age of 14. A 
total of 19.7 per cent was caring for 2–4 years, 
24.6 per cent for 4–6 years, 13.5 per cent was 
providing care to their relative for 1–2 years, 
with the remaining carers (42.2%) providing 
care for 6 years or above. Of the 155 carers, 
73.5 per cent were married, 14.8 per cent were 
single and 11.7 per cent were widowed or 
divorced. The majority were White/European 
(94.5%).

Of the 155 care recipients, 69.5 per cent were 
females, 64.4 per cent were married and 33.3 per 
cent were widowed/separated or never married 
(2.3%). More than half of the sample left school 
at the age of 14 (67.5%), 27.2 per cent left 
school at the age of 18 years, with a total of 
5.3 per cent leaving school before the age of 14. 
The majority (93.6%) were White/European.

Demographics and their relationship 
with Brief IPQ

In relation to demographic characteristics of 
carers, we found that older carers were more 
likely to experience their relative’s illness as 
chronic (r = 0.22, p < 0.05). Females endorsed 
that the illness had greater consequences for 
their daily lives, t(1, 148) = 6.08, p < 0.05 and 
reported higher levels of emotional impact 
related to the disease (emotional representa-
tion), t(1, 147) = 6.82, p < 0.01. There was a sig-
nificant effect on carer’s education in the 
subscale of control, F(2, 143) = 4.11, p < 0.05. 
Post hoc comparisons with Tukey’s honest sig-
nificant difference (HSD) test indicated that 
carers with high levels of education (leaving 
school at 18 years) reported greater control of 
the disease (M = 8.86, SD = 1.78) compared to 
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those reporting lower levels (leaving school at 
the age of 14) (M = 6.60, SD = 3.47).

When the person with dementia was of 
younger age, carers’ levels of anticipated and 
expected consequences were greater (r = 0.21, 
p < 0.05). Carers perceived the illness to have 
greater consequences for their daily lives, t(144, 
130.60) = 3.17, p < 0.05, and reported experi-
encing greater symptoms, t(142, 139.19) = 2.01, 
p < 0.05, when caring for a male relative with 
dementia (consequences; M = 8.96, SD = 1.32, 
symptoms; M = 5.19, SD = 3.12), as opposed to 
caring for a female (consequences; M = 7.80, 
SD = 2.25, symptoms; M = 3.96, SD = 3.08). 
They also reported greater concern and worries 
about the illness for males (M = 9.30, SD = 1.50), 
t(144, 132.46) = 2.22, p < 0.05, compared to 
females (M = 8.70, SD = 1.88).

The marital status of the person with demen-
tia influenced carer ratings on the subscale of 
consequences, F(2, 143) = 7.40, p < 0.01, con-
trol, F(2, 143) = 3.42, p < 0.05 and concern, F(2, 
143) = 4.73, p < 0.05. Carers reported that 
dementia had greater consequences for their 
daily lives if they cared for someone who was 
married (M = 8.65, SD = 1.36), compared to a 
relative who was single (M = 6.63, SD = 2.88) or 
widowed/separated (M = 7.79, SD = 2.33). They 
reported greater personal control of the disease, 
when caring for those who were married com-
pared to those who were single (married; 
M = 8.00, SD = 2.74, single; M = 8.75, SD = 1.75), 
but greater concern about the illness, when their 
relative was married (married; M = 9.28, 
SD = 1.09, single; M = 7.63, SD = 3.20).

Illness representations

Overall, carers scored highly on the subscale of 
perceived consequences of dementia as an ill-
ness (consequences) and reported high levels of 
concern and worry about the disease (concern). 
They viewed their relative’s dementia as an ill-
ness of a long duration (timeline), but one that 
has possibilities of cure (treatment control). 
Despite viewing dementia as having high levels 
of perceived consequences, they reported high 
levels of personal control over their relative’s 

illness (control). They reported that dementia 
has a strong emotional impact (emotional repre-
sentation) indicative of generally negative emo-
tional representations of the illness. This was 
observed despite a moderate to weak illness 
identity in relation to symptoms (identity). With 
regard to illness comprehensibility, carers 
reported low levels of illness coherence, sug-
gesting that most feel they have little under-
standing of the disease (comprehensibility). 
These results are presented in Table 1.

Illness representations, SOC, burden, 
physical health and psychological 
distress

Correlational analyses showed that reporting 
greater consequences of dementia as an illness 
(consequences) was associated with lower lev-
els of SOC and worse physical health. Carers 
who perceived that dementia had little effect on 
their life (consequences) were less likely to 
experience high levels of depression and carer 
burden. In line with the CSM, carers perceiving 
the disease as lasting longer (Brief IPQ-
timeline) reported higher levels of burden. 
Experiencing greater symptoms due to the dis-
ease (identity), suggestive of a strong illness 
identity was associated with higher levels of 
depression, anxiety and burden, but lower lev-
els of physical health and SOC.

Carers expressing higher levels of concern 
about the disease (concern) reported greater 
burden, whereas lower coherence was associ-
ated with higher SOC, better physical health 
and lower levels of depressive symptoms. 
Carers reporting negative emotional responses 
(emotional representation) were more likely to 
report anxiety, and carer burden, and endorsed 
lower levels of SOC. All correlations are 
reported in Table 2.

Regression analyses

All independent variables that were found to be 
significant in the correlation analyses were 
simultaneously entered in the regression model. 
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Table 2. Illness perceptions, sense of coherence, burden, physical health and psychological distress in 
carers.

Brief IPQ subscales Variables

 SOC RSS EQ-VAS HADS-Depression HADS-Anxiety

Brief IPQ1 Consequences −0.33** 0.55** −0.28** 0.29** 0.17
Brief IPQ2 Timeline −0.03 0.22* −0.12 0.02 0.07
Brief IPQ3 Personal control −0.05 0.13 0.06 0.10 0.19
Brief IPQ4 Treatment control 0.02 0.13 0.09 −0.15 −0.06
Brief IPQ5 Identity −0.29** 0.31** −0.42** 0.24** 0.27**
Brief IPQ6 Concern −0.12 0.29** −0.14 −0.03 0.05
Brief IPQ7 Coherence −0.21* 0.13 −0.29** 0.22* 0.03
Brief IPQ8 Emotional representation −0.50** 0.42** −0.15 0.15 0.22*

Brief IPQ: Brief Illness Perception Questionnaire; SOC: Sense of Coherence; RSS: The Relative Stress Scale; EQ-VAS: 
EuroQoL-Visual Analogue Scale; HADS: The Hospital Anxiety and Depression Scale.
*p < 0.05; **p < 0.01.

Table 1. Brief IPQ scores.

Brief IPQ subscales Means and SDs Item

Brief IPQ1 Consequences 8.33 (1.99) How much does your relative’s illness affect your life?
 (0 – no affect at all to 10 – severely affects my life)
Brief IPQ2 Timeline 7.88 (2.83) How long do you think your relative’s illness will 

continue?
 (0 – a very short time to 10 – forever)
Brief IPQ3 Personal control 8.34 (2.40) How much control do you feel you have over your 

relative’s illness?
 (0 – absolutely no control to 10 – extreme amount of 

control)
Brief IPQ4 Treatment control 7.20 (2.87) How much do you think your relative’s treatment can 

help his/her illness?
 (0 – not at all to 10 – extremely helpful)
Brief IPQ5 Identity 4.50 (3.10) How much do you experience symptoms from your 

relative’s illness?
 (0 – no symptoms at all to 10 – many severe 

symptoms)
Brief IPQ6 Concern 9.02 (1.57) How concerned are you about your relative’s illness?
 (0 – not at all concerned to 10 – extremely 

concerned)
Brief IPQ7 Coherence 2.13 (2.52) How well do you feel you understand your relative’s 

illness?
 (0 – don’t understand at all to 10 – understand very 

clearly)
Brief IPQ8 Emotional 
representation

7.76 (2.53) How much does your relative’s illness affect you 
emotionally? (e.g. does it make you angry, scared, 
upset or depressed?)

 (0 – not at all affected to 10 – extremely affected)

SD: standard deviation; Brief IPQ: Brief Illness Perception Questionnaire.
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Scores on the SOC scale were entered as the 
dependent variable and age of relative, gender 
of carer, gender of relative, caregiving rela-
tionship, physical health (EQ-VAS), stress 
specific to caregiving (RSS), anxiety 
(HADS-AS), depression (HADS-DS), Brief 
IPQ1 (consequences), Brief IPQ5 (identity), 
Brief IPQ7 (coherence) and Brief IPQ8 (emo-
tional representation) were entered as inde-
pendent variables. This analysis showed that 
almost 55 per cent of the variance in carer SOC 
was accounted for by the variables entered, 
F(5, 64) = 13.61, p < 0.001. Gender of relative, 
physical health, levels of burden, disease 
coherence and emotional representations of 
dementia made an independent contribution in 
predicting SOC scores. These results can be 
seen in Table 3.

Discussion

Our main aim in this study was to describe ill-
ness representations in carers of people with 
dementia and to examine their contribution in 
explaining SOC. Our results showed that carers 
perceived their relative’s dementia as a disease 
that has high levels of negative consequences 

for their daily lives. Although carers reported 
high levels of concern, most reported exhibiting 
high levels of personal control over the disease 
symptoms, viewing dementia as an illness that 
can be controlled by treatment. This is encour-
aging, given that control-related cognitions 
have protective effects on well-being, making 
individuals feel empowered regarding the effec-
tiveness of their coping behaviours and promot-
ing their psychological adjustment (Hagger and 
Orbell, 2003).

Most carers perceived dementia as an illness 
of a long duration and one that has high emo-
tional impact. These findings indicate that carers’ 
negative illness perceptions towards dementia 
are particularly noteworthy and may require 
intervention, as they may hinder emotional 
adjustment to the caring role. In relation to ill-
ness identity, the disease was characterised as 
moderately affecting carers, with most endorsing 
little understanding of the disease and its symp-
toms, indicating that carers feel confused and are 
often unclear about their relative’s condition. 
These findings have significant implications in 
terms of treatment planning, as greater under-
standing of dementia may encourage accessing 
support services earlier.

Table 3. Demographics, illness perception, burden, physical health, anxiety and depression predicting 
carer sense of coherence.

Variable B SE B β p ΔR2

Age of relative 0.06 0.13 0.02 0.866  
Gender of carer −0.53 4.13 −0.18 0.201  
Gender of relative −1.27 1.54 −0.21** 0.011  
Caregiving relationship −2.01 3.84 −0.09 0.601  
EQ-VAS 0.82 0.05 0.18* 0.049  
RSS −0.27 0.13 −0.25* 0.033  
HADS-AS −0.31 0.34 −0.13 0.295  
HADS-DS −0.53 0.37 −0.15 0.161  
Brief IPQ1 Consequences 0.67 0.44 0.17 0.332  
Brief IPQ5 Identity 0.98 0.39 0.03 0.805  
Brief IPQ7 Coherence −1.38 0.41 −0.27* 0.015  
Brief IPQ8 Emotional representation −1.44 0.58 −0.29* 0.005  
 0.54**

Brief IPQ: Brief Illness Perception Questionnaire; SOC: Sense of Coherence; RSS: The Relative Stress Scale; EQ-VAS: 
EuroQoL-Visual Analogue Scale; HADS: The Hospital Anxiety and Depression Scale.
*p < 0.05; **p < 0.01.
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In relation to carer demographics, we found 
that young carers were less likely to view 
dementia as a chronic illness, whereas those of 
higher education endorsed greater personal 
control over symptoms. Female gender was a 
strong marker of negative illness perceptions 
overall. Female carers reported that dementia 
had a greater emotional impact in their lives and 
a greater number of consequences. Our findings 
that female carers are more likely to form nega-
tive emotional representations and report more 
emotionally affected by the disease, are in line 
with studies showing that they suffer greater 
emotional distress and depressive symptoms 
compared to males (Beach et al., 2000; Schulz 
et al., 1995).

As hypothesised, illness perceptions pre-
dicted both physical and psychological health 
in carers. Reporting greater consequences asso-
ciated with the disease was predictive of higher 
burden, lower physical health and higher levels 
of depressive symptoms. When the illness was 
perceived to have a short timeline, carers were 
less likely to experience high burden. However, 
when carers endorsed a strong illness identity, 
they were more likely to report psychological 
distress and worse physical health. In line with 
our second hypothesis, we found that after con-
trolling for demographic factors and stressors 
of caring (burden, physical health, anxiety and 
depression), illness perception made an inde-
pendent contribution in explaining self-reported 
levels of SOC. Thus, the way in which carers 
perceive dementia as an illness influences their 
SOC.

Results showed that emotional representa-
tions of dementia in particular and its compre-
hensibility as an illness contribute towards 
explaining SOC, indicating that carers’ illness 
perception profile influences adaptation to the 
caring role. These findings support a ‘parallel-
processing’ CSM in which carers form simulta-
neously cognitive and emotional representations 
of dementia (Leventhal et al., 1984). Although 
there is conceptual overlap between illness 
coherence and the comprehensibility subscale of 
SOC, our results show that these constructs show 
low levels of collinearity overall. This may be 

due to the fact that illness coherence reflects 
beliefs that are specific to the disease (e.g. a 
sense of having a comprehensive understanding 
of the illness; Weinman et al., 1996), versus com-
prehensibility for events in one’s life in general 
that is not disease specific (e.g. the extent to 
which events in one’s environment can be read-
ily understood and predicted; Antonovsky, 
1996).

Our findings in relation to understanding 
dementia as an illness are intriguing. We found 
that carers who reported greater knowledge of 
the disease were more likely to experience 
worse health, lower SOC and higher depressive 
symptoms. This finding is in line with reports 
that greater knowledge of dementia can result in 
greater psychological distress in carers (Graham 
et al., 1997; Proctor et al., 2002). It is important 
to acknowledge, however, that this item asks 
carers to report how well they feel they under-
stand the illness as opposed to assessing demen-
tia knowledge per se. Further research is 
required to investigate how carers perceive and 
respond to that item. It is possible that increased 
awareness of dementia as a progressive disease 
heightens feelings of stress and depressive 
symptoms by increasing awareness of immi-
nent loss (Sefasi et al., 2008).

Current findings have important implica-
tions in terms of understanding psychological 
adaptation to the caring role. Considering some 
of the most important aspects of SOC, such as 
the ability to reframe stressors as challenges, 
find meaning and feeling confident to manage 
demanding situations, our study shows that 
these dispositions are closely connected to cog-
nitive and affective aspects of perceptions of 
dementia as an illness. Illness beliefs therefore 
can explain individual variations in emotional 
and behavioural responses to dementia caregiv-
ing. Carers who endorse negative representations 
of dementia, are also more likely to perceive life 
as less meaningful, leaving them with fewer 
resources to cope with difficult events, as they feel 
less able to manage. On the other hand, carers 
who endorse higher SOC will appraise their rela-
tive’s illness more favourably, which may contrib-
ute to a better caring environment. Interventions 
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for promoting dementia caregivers’ mental 
health at present include mainly components of 
problem solving skills training, and stress man-
agement (Schulz et al., 2002; Vernooij-Dassen 
et al., 2011). Our findings suggest that treatment 
strategies focussing on enhancing SOC, per-
sonal strengths and promoting positive illness 
appraisals of dementia and dementia caregiving 
(Pinenaar and Reynolds, 2015) will assist carers 
in managing the caregiving environment, help-
ing them to cope better with the stressors of the 
caring role.

Limitations

It is significant to acknowledge the limitations 
of this study. Most carers and people with 
dementia were well-educated and the high per-
centage of female participants poses limitations 
to the external validity of our study. Further 
studies are required with more representative 
samples, to ensure our findings generalise to all 
populations of dementia carers. Future work 
should reconsider the general IPQ-R phrasing, 
‘my relative’s illness’ to more condition-specific 
terminology such as ‘my loved one’s memory or 
thinking difficulties’ (Lingler et al., 2006).

We did not measure disease-specific varia-
bles such as type of dementia, or disease sever-
ity, factors that are likely to affect carers’ 
perception of the illness. We were not able to 
control for patient cognitive status in our analy-
ses, although prior studies show that carer-
related factors (i.e. depressive symptoms), as 
opposed to disease-related (i.e. cognitive func-
tion), are more likely to be predictive of carers’ 
SOC and positive coping resources (Valimaki 
et al., 2009). The additional use of qualitative 
methodologies could give a broader and deeper 
insight into the research question of this study. 
Future studies therefore could well include 
mixed methods designs exploring the constructs 
being measured in more detail.

Conclusion

Our results indicate that carers’ attributions  
of dementia as an illness contribute towards 

explaining positive psychological recourses 
which may be crucial in terms of adaptation to 
the caregiving role and general well-being. This 
study is the first to examine the extent to which 
illness perception in dementia can affect psy-
chological outcomes for carers. Our study pro-
vides the first evidence of the usefulness of the 
CSM in understanding dementia caregiving. 
Illness representations in dementia carers 
should be an important scientific enquiry for 
future studies, given that they play an important 
role in shaping psychological adaptation to the 
caring role.
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