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Abstract

Purpose The Carer Experience Scale (CES) is an index

measure of the caring experience, focusing on six domains:

activities outside caring, support from family and friends,

assistance from the government and other organizations,

fulfilment from caring, control over caring and getting on

with the care recipient. This is an initial study of the

construct validity of the CES focusing on validity in a

heterogeneous group of carers in the UK.

Methods The CES was included in a cross-sectional

quality of life survey conducted in a UK city in 2010. The

survey included a number of questions about the charac-

teristics of the carer, care recipient, caring situation and

motivation for caring. Hypotheses regarding the anticipated

associations between these contextual variables and the

caring experience were developed and statistically tested.

Results Seven hundred and thirty carers fully completed

the CES questionnaire. Associations between variables

hypothesised to relate to the caring experience (such as

recipient health and intensity of caring) and the CES were

largely as expected, providing evidence that the CES

captures the caring experience in a valid way. Most

hypothesised associations were statistically significant in

both carers of older and younger adults.

Conclusions This study provides early encouraging evi-

dence for the construct validity of the CES instrument.

Further investigation is required to examine the validity of

the CES in specific clinical subgroups and to examine the

responsiveness of the CES in detecting changes in the

carer’s outcomes over time.

Keywords Informal care � Caring experience � Economic

evaluations � Construct validity � UK
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Introduction

Informal care has an important role in a patient’s health

and quality of life (QoL). The involvement of unpaid carers

in the provision of care is expected to further increase [1],

highlighting the importance of considering in economic

evaluations the costs and benefits attached to informal care.

Evidence suggests that only a few studies have considered

the value of costs [2] and benefits [3] of unpaid carers in

economic evaluations [4]. A further consideration is that

most existing outcome measures are either not focused on

carers’ concerns (in the case of preference-based measures

of health status) [5] or not preference-based (‘sum score’

measures of carer outcome) [6], and therefore, impacts on

carers may not be appropriately captured or valued in

economic evaluations. These limitations of conventional

instruments highlight the need for preference-based

instruments for measuring the caring experience [7, 8].

The Carer Experience Scale (CES) was developed using

meta-ethnography and semi-structured interviews with ca-

rers with the aim of providing a direct assessment of care-

related welfare that could be incorporated in economic

evaluations [6]. The CES consists of six conceptual attri-

butes: activities outside caring, support from family and

friends (social support), assistance from the government

and other organisations (institutional support), fulfilment

from caring, control over caring and getting on with the
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care recipient. Each attribute has three levels ranging from

few/little/rarely to some (times) and most/a lot. Although

there is some overlap with attributes used in other mea-

sures, the CES incorporates the attribute of control which is

not included in other measures and appears to be of higher

importance in certain carer groups [6]. The valuation of

CES was conducted using best–worst scaling to identify

index values that would assist the incorporation of the

caring experience into economic evaluations [7].

Although content validation was built into the develop-

ment of the CES [6], other psychometric properties of the

measure need to be established. Validity is an important

psychometric property that reflects the extent to which

instruments measure the theoretical concept they are sup-

posed to measure, determining the level of confidence that

can be placed on the results generated. Given that no ‘gold-

standard’ measure of carer-related QoL exists, criterion

validation of the CES is not possible. Furthermore, assess-

ment of predictive validity is less relevant in this context, as

the CES is an outcome measure and not intended as a clinical

tool to identify carers at risk of adverse events in the future.

Instruments exhibit good construct validity when observa-

tions about the existence or not of a relationship between a

measure and other factors are in line with those expected a

priori. This paper conducts a series of investigations to

examine the construct validity of the CES, focusing on

associations between the responses to the CES and a number

of different carer, care recipient, caring situation and moti-

vation-related variables. This is an initial study examining

the construct validity of the CES.

Methods

The assessment of the construct validity of CES used data

from the ‘Quality of Life in your Neighbourhood survey

2010’ conducted in Bristol (UK) [9]. This voluntary survey

was administered to a sample of adults randomly selected

from the electoral register. The survey was postal but could

also be completed online. The survey comprised 61 ques-

tions capturing information about individuals’ local area,

lifestyle, health and well-being and other contextual

information. The CES questionnaire and a number of other

caring-related questions were also included for carers

responding to the survey.

Respondents who were caring for family members,

friends, neighbours or others due to long-term physical or

mental illness, disability or other problems related to old

age and had completed the CES questionnaire were

included in the analysis. Questionnaires with incomplete

and missing data or with more than one answer given to the

questions of interest were omitted from the analysis. Data

from survey respondents were double-entered and analysed

using Stata version 12MP. Index value scores for the CES

response profiles were calculated by summing the utility

weights for each level of the six attributes in the relevant

profile. The index scores for the 729 caring states defined

by the CES range from 0 (worst caring state) to 100 (best

caring state) [7].

Validating measurement tools requires hypotheses about

the interpretive argument to be stated before the evaluation

by taking into consideration all available evidence that

could strengthen the development of constructs [10, 11].

Therefore, a set of hypothetical constructs with respect to

the anticipated relationship between CES (attributes and

score) and contextual variables was developed drawing on

a combination of the qualitative research on the develop-

ment of CES [6, 7, 12] and on the broader literature, both

quantitative and qualitative, around the caring experience

(although these studies related to other measures of the

caring experience, rather than the CES). Where there was

no existing evidence, hypotheses were developed based on

the authors’ judgement on possible associations.

For the assessment of construct validity, 23 contextual

variables were extracted from the survey and grouped into

four categories, namely, those that related to the carer,

recipient, caring situation and underlying motivation in

caring. Associations between the responses on CES and

contextual variables were investigated using chi-square

tests for categorical variables and one-way analysis of

variance for continuous variables. Fisher’s exact tests were

used when one or more cells of a contingency table for a

categorical variable had an expected frequency of less than

five. The levels of statistical significance used in the

examination of statistical strength of the associations were

5 and 1 %. In addition to the statistical significance, effect

sizes were also calculated using Eta squared.

Hypotheses about whether the overall CES score is

associated in the expected manner with the caring

context

The CES score is the sum of a set of index values that are

applied to individual responses. The literature points

towards associations between the caring experience and

variables in all four categories selected. More specifically,

the literature indicates strong evidence of (a) positive

association between caring experience and the carer’s

health (overall health, functional state or absence of

chronic disorders) [8, 12–19], recipient’s age [12, 15, 17,

20, 21] and health status [8, 12–14, 16–18, 20] and

(b) negative association of caring experience with the

duration and intensity of caring [8, 12–15, 17, 21–24] as

well as with the relationship proximity [8, 12–14, 19].

Intensity of caring comes about from a range of factors

(such as the underlying health of the recipient and tasks
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undertaken), and therefore, it was generated from a com-

bination of three dummy variables—(1) being a main carer

(or not); (2) assisting in the provision of personal care (or

not); (3) recipient’s health status—which can be assumed

to determine the level of effort required by a carer. Caring

was considered ‘intense’ when all three categories were

fulfilled, ‘relatively intense’ when two categories were

fulfilled and ‘not intense’ when one or zero category was

fulfilled. Evidence on statistically significant relationships

between the CES score and the carer’s age [18, 20], gender

[22–24] and employment [17, 18, 23, 25] was limited and

with contradicting direction of the association, so they were

not included as constructs in this study.

A number of studies have pointed out a strong associ-

ation between the attachment to the recipient and overall

caring experience. However, studies examining associa-

tions between the caring experience and other motivation-

related variables were limited [16, 19]. In this study, five

motivation-related variables were explored. These moti-

vations were driven by: duty, being the closest person to

the recipient, absence of someone else to provide care, lack

of money for paid care and caring by free choice. The

former four were expected to be negatively associated with

CES scores in contrast to the later one that was anticipated

to be associated with higher CES scores. Finally, it was

expected a priori that sleep disruptions, being confined at

home by caring and lack of frequent meetings with family

and friends would all be negatively associated with caring

experience. Overall, from 18 associations hypothesised for

this investigation, 17 were based on available evidence

from the literature and only the variable ‘being confined at

home by caring’ was based on authors’ opinion (given the

lack of previous evidence).

Hypotheses about whether responses to the CES items

are related in the expected manner with the carer

and recipient-related characteristics

Given the more specific nature of the CES attributes, there

was less existing evidence upon which to hypothesise

relationships between the contextual variables and the six

CES items. Of 27 associations between the six CES attri-

butes and carer and recipient characteristics, 16 were based

on the available literature.

• Activities outside caring relate to the ability of a carer

to perform other tasks in personal life. Positive

associations were anticipated with the carer’s health

and employment as well as with the recipient’s health

[12, 13]. Negative associations were expected when the

carer was older [13], when the carer’s frequency of

exercise or meeting with the family or friends was low

and when caring confined carers at home.

• Social support concerns the support (practical and

emotional) carers receive from their families and

friends. A positive association with the carer’s and

recipient’s health was expected [13]. A positive asso-

ciation was also expected when carers were meeting

frequently with family or friends and a negative when

caring confined carers at home.

• Institutional support refers to the assistance a carer

receives from the government or other organisations.

For this attribute, a positive association was expected

when carers were receiving a financial support for

caring (means-tested benefit).

• Fulfilment from caring relates to the positive feelings

derived from caring. On the basis of available evidence,

positive associations were expected with the carer’s

health [26, 27], carer’s age [26, 28] and recipient’s

health [12, 29]. Negative associations were anticipated

for carers with disability [27], female carers [12] and

employed carers [26, 28].

• Control over caring is concerned with the level of

independence in decision-making about the care of a

person. Control was anticipated to be positively asso-

ciated with the carer’s and recipient’s health and the

age of the carer [12]. In addition, positive associations

were expected when carers’ sleep quality was good and

when caring confined carers at home.

• Getting on with the care recipient refers to the quality

of the carer–recipient relationship. Positive associations

were expected with the recipient’s age and when carers

met frequently with their families or friends.

Hypotheses about whether responses to the CES items

are related in the expected manner with the caring

situation and motivation for caring

The motivation-related variables were used to capture what

factors influenced the carer’s decision to provide care. The

five factors assessed were the provision of caring because of

duty, being the closest to the person needing care, free choice,

absence of someone else and the lack of money for paid care.

When there was no one else to provide care and therefore

there was an element of ethical obligation, a strong negative

association with most CES attributes was hypothesised. The

exceptions were the attributes of institutional support, where

no association was hypothesised and control, for which a

positive association was expected. When caring was per-

ceived as a duty, it was anticipated that fulfilment from caring

would be lower and getting on with the care recipient dis-

rupted. If caring was perceived as a free choice, a positive

association with fulfilment, control and getting on with the

care recipient was expected. Control and getting on were also

expected to be positively associated with providing care as the

Qual Life Res (2014) 23:1743–1752 1745

123



closest person to the recipient. Furthermore, feeling close to

the recipient was expected to be negatively associated with

the activities outside caring and fulfilment from caring [12,

28]. Finally, if there was no money for paid care, carers were

expected to report lower institutional support and fulfilment

from caring.

There was strong evidence in support of possible asso-

ciations between the CES attributes and the caring situa-

tion, described by the duration and intensity of caring. It

was anticipated a priori that duration and intensity of caring

would be negatively associated with the activities outside

caring [12, 13, 28, 30], social support [13] and getting on

with the care recipient [30]. However, duration and inten-

sity of caring were anticipated to be associated with better

control over caring. Finally, the provision of personal care

was anticipated to be positively associated with institu-

tional support [31] and negatively associated with fulfil-

ment [26, 30]. For this investigation, 18 (53 %) constructs

were based on available evidence, and the rest were

hypothesised by the authors.

Hypotheses about whether the CES demonstrates

construct validity for both carers of older people (65?)

and carers of those aged 18–64

The CES was developed with carers of older people, but the

attributes appear to be common to measures developed for

carers more generally. In this investigation, the associations

between the CES scores and contextual variables in the

analysis were examined for those caring for people aged

18–64 and over 65 separately. The results were then com-

pared with the constructs developed in the first investigation,

with the purpose of examining whether the CES demonstrates

construct validity in carers of both older and younger adults.

Results

The ‘Quality of Life in your Neighbourhood’ survey was

administered to 28,105 adults. In total, 5,187 (19.3 %)

questionnaires were returned and 984 (19 %) of these were

for people who reported being informal carers, 730

(74.2 %) of whom had fully completed the CES ques-

tionnaire as intended. The sample consisted mostly of

female carers (62.5 %), carers below the age of 65 (74 %),

carers in good health (83.4 %), carers without major dis-

ability (86.1 %) and carers without long-term illness

(63.9 %). Carers were mostly caring for older recipients

(75.8 %) and caring for people for whom they described

health as at least ‘fair’ (61.4 %). Full descriptive statistics

and responses to the CES are provided in Tables 1 and 2.

Table 1 Sample characteristics

Caring context Categories Frequency

(%)

Carer

Age (n = 727, mean: 55.56,

SD: 14.40)

18–49 234 (32.2)

50–64 304 (41.8)

65? 189 (26.0)

Gender (n = 725) Male 272 (37.5)

Female 453 (62.5)

Employment (n = 719) No 318 (44.2)

Yes 401 (55.8)

Health (n = 724) Not good 120 (16.6)

Good 604 (83.4)

Disability (n = 693) Non-disabled 597 (86.1)

Disabled 96 (13.9)

Long-term illness (n = 723) No 462 (63.9)

Yes 261 (36.1)

Financial support (means-tested

benefit) (n = 719)

Without MTB 564 (78.4)

With MTB 155 (21.6)

Frequency of meetings with

family (n = 681)

Never 12 (1.8)

Rarely 73 (10.7)

Often 596 (87.5)

Exercise frequency (n = 719) Less than once a

week

101 (14.0)

At least once a

week

618 (86.0)

Being confined at home by

caring (n = 705)

No 609 (86.4)

Yes 96 (13.6)

Overall sleep quality

(n = 725)

Bad 322 (44.4)

Good 403 (55.6)

Motivation

Duty (n = 532) No 134 (25.2)

Yes 398 (74.8)

Being the closest to the care

recipient (n = 567)

No 122 (21.5)

Yes 445 (78.5)

Free choice (n = 533) No 87 (16.3)

Yes 446 (83.7)

Absence of someone else

(n = 463)

No 241 (52.1)

Yes 222 (47.9)

Lack of money for paid care

(n = 431)

No 269 (62.4)

Yes 162 (37.6)

Care recipient

Age (n = 685) 18–64 166 (24.2)

65? 519 (75.8)

Health (n = 726) Bad 280 (38.6)

Good to fair 446 (61.4)

Caring situation

Duration of caring

(n = 754)

\20 h per week 486 (64.5)

C20 h per week 268 (35.5)
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Is the overall CES score associated in the expected

manner with the caring context?

Most CES scores were distributed at the higher end of the

scale (Fig. 1). Associations and effect sizes between the

carer, care recipient, caring situation and motivation-rela-

ted variables and CES scores are presented in Table 3.

Associations that were hypothesised a priori have been

highlighted in italics. In total, 17 out of 19 associations

were captured by the CES, and all were in the expected

direction. In more detail, all strong associations directed by

the literature were identified, 7 (87.5 %) of which were

significant at the 0.01 significance level. Mean CES scores

across different levels of selected variables are presented in

Table 4. Apart from the perception of caring as a duty, all

motivation-related characteristics were statistically signif-

icant at p B 0.01. Further aspects determining the level of

caring intensity, such as being a main carer, and assistance

in the provision of personal care were examined. The

former was associated with CES with p B 0.01, whilst the

latter seemed a less significant driver of the caring expe-

rience or intensity of caring. As hypothesised, the carer’s

age and gender were not associated with CES. Even though

no association between employment and CES scores was

hypothesised, the two variables were found to be positively

associated.

Are responses to the CES items related in the expected

manner with the carer and recipient-related

characteristics?

Associations between the CES attributes and carer and

recipient characteristics are presented in Table 5, with

expected associations highlighted in italics. Regarding the

activities and social support attributes, all associations that

were hypothesised were significant at p B 0.01. Institu-

tional support and fulfilment were not associated as

expected with a number of carer and recipient-related

variables. Control over caring was associated with the

carer’s age and being confined at home by caring as

hypothesised a priori, but not with the carer’s or recipient’s

health. Finally, associations expected between getting on

with the care recipient and the frequency of meetings with

family or friends and recipient’s age were both statistically

significant.

Table 1 continued

Caring context Categories Frequency

(%)

Intensity of caring

(n = 714)

Not intense 465 (65.1)

Relatively intense 170 (23.8)

Intense 79 (11.1)

Main carer (n = 722) No 356 (49.3)

Yes 366 (50.7)

Provide help with

personal care (n = 723)

No 506 (70.0)

Yes 217 (30.0)

Table 2 Responses in each of the six attributes of the Carer Expe-

rience Scale questionnaire (n = 730)

Attributes Frequency

(%)

Activities outside caring

Can do most of the other things you want to do outside

caring

461 (63.2)

Can do some of the other things you want to do

outside caring

163 (22.3)

Can do few of the other things you want to do outside

caring

106 (14.5)

Social support

Get a lot of support from family and friends 334 (45.8)

Get some support from family and friends 274 (37.5)

Get little support from family and friends 122 (16.7)

Institutional support

Get a lot of assistance from organisations and the

government

76 (10.4)

Get some assistance from organisations and the

government

205 (28.1)

Get little assistance from organisations and the

government

449 (61.5)

Fulfilment from caring

Mostly find caring fulfilling 393 (53.8)

Sometimes find caring fulfilling 278 (38.1)

Rarely find caring fulfilling 59 (8.1)

Control over caring

Control most aspects of the caring 313 (42.9)

Control some aspects of the caring 265 (36.3)

Control few aspects of the caring 152 (20.8)

Getting on with the care recipient

Mostly get on with the person you care for 646 (88.5)

Sometimes get on with the person you care for 72 (9.9)

Rarely get on with the person you care for 12 (1.6)
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Fig. 1 Distribution of the Carer Experience Scale scores (n = 730)
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Are responses to the CES items related in the expected

manner with the caring situation and motivation

for caring?

Motivation- and situation-related characteristics were

expected to be important determinants of the caring

experience and significant influences on the responses to

the CES questionnaire. This is reflected in the 34 associ-

ations hypothesised a priori presented in Table 6. All 11

associations hypothesised between the caring situation and

motivation-related variables and the attributes of activities

outside caring and social support were statistically signif-

icant at p B 0.01. Institutional support was found to be

associated with the lack of money for paid care and

assistance in the provision of personal care as expected.

Fulfilment from caring and getting on were significantly

associated with the provision of care due to free choice,

absence of someone else and the lack of money for paid

care. Furthermore, evidence suggested that getting on with

the care recipient is negatively associated with the duration

and intensity of caring [30]. However, a positive and non-

significant association appeared in this study. Finally, and

as hypothesised, control over caring was significantly

associated with all characteristics related to the caring

situation and the provision of care due to being the closest

person to the care recipient at p B 0.01.

Does the CES demonstrate construct validity

for both carers of older people (65?) and carers

of those aged 18–64?

Based on the constructs developed for the CES score and the

contextual characteristics, 17 associations were hypothesised.

In total, 11 associations appeared to be statistically significant

Table 3 Univariable associations and effect sizes between the Carer

Experience Scale scores and contextual variables, using one-way

analysis of variance (n = 730)

Caring context Categories CES

score

Effect size—

Eta squared

(g2)a

Carer

Health Not good, good \0.001** 0.065c

Disability No, yes \0.001** 0.024b

Limiting long-term

illness

No, yes \0.001** 0.020b

Age 18–49, 50–64, 65? 0.190 0.005

Gender Male, female 0.774 \0.001

Financial support

(means-tested

benefit)

No, yes 0.003** 0.013b

Employment No, yes 0.002** 0.013b

Frequency of

meetings with

family and friends

Never, rarely,

often

\0.001** 0.079c

Exercise frequency Less than once a

week, once a

week or more

0.017* 0.008

Being confined at

home by caring

No, yes \0.001** 0.028b

Sleep quality Bad, good \0.001** 0.055b

Motivation

Duty No, yes 0.078 0.006

Being the closest to

the care recipient

No, yes 0.013* 0.011b

Free choice No, yes \0.001** 0.065c

Absence of

someone else

No, yes \0.001** 0.115c

Lack of money for

paid care

No, yes \0.001** 0.085c

Care recipient

Age 18–64, 65? 0.002** 0.015b

Health Bad, good to fair \0.001** 0.028b

Caring situation

Duration of caring \20 h per week,

C20

\0.001** 0.017b

Intensity of caring Not intense,

relatively

intense, intense

\0.001** 0.028b

Main carer No, yes \0.001** 0.019b

Help with personal

care

No, yes 0.054 0.005

A priori hypothesised associations are shown in italics

* Significant (in the expected direction) at the 0.05 significance level

** Significant (in the expected direction) at the 0.01 significance level
a The values of 0.01, 0.059 and 0.138 represent the cut-off points for

small, medium and large effect size, respectively [33]
b Small effect size
c Medium effect size

Table 4 Mean Carer Experience Scale scores and confidence inter-

vals (CI) for different categories of selected variables (n = 730)

Mean CES score (CI)

Duration of caring

\20 h per week (n = 486) 72.8 (71.4, 74.2)

C20 h per week** (n = 243) 68.3 (66.1, 70.5)

Recipient’s health

Bad (n = 280) 67.9 (65.8, 69.9)

Good to fair** (n = 446) 73.4 (72.0, 74.8)

Intensity of caring

Not intense (n = 465) 73.0 (71.6, 74.5)

Relatively intense** (n = 170) 69.4 (66.9, 71.9)

Intense** (n = 79) 64.8 (60.8, 68.9)

* Significant (in the expected direction) at the 0.05 significance level

** Significant (in the expected direction) at the 0.01 significance level
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in both age groups (Table 7). Generally, associations between

CES and the carer’s health (overall health, existence of dis-

ability or long-term illness), caring by free choice, caring due

to the absence of someone else or due to the lack of money for

paid care as well as the intensity of caring, which were

perceived as major drivers of caring experience, were all

evident in both groups. However, some contextual variables

(providing care due to being the closest person, recipient

health state and providing personal care) were significantly

associated with the CES score in only one of the two groups.

Table 5 Univariable associations between the Carer Experience Scale attributes and carer/recipient-related variables, using chi-square test

unless otherwise is indicated (n = 730)

Caring context Activities outside

caring

Social

support

Institutional

support

Fulfilment Control Getting

ona

Carer

Health \0.001** \0.001** 0.069 0.894 0.798 0.084

Disability \0.001** 0.183 0.182 0.991 0.892 0.052

Limiting long-term illness \0.001** 0.017* 0.780 0.325 0.140 0.672

Age \0.001** 0.533 0.191 0.088 0.021* 0.103

Gender 0.812 0.824 0.383 0.046* 0.383 0.207

Financial support (means-tested benefit) \0.001** 0.017* 0.059 0.906 0.156 0.762

Employment \0.001** 0.002** 0.129 0.516 0.010** 0.334

Frequency of meetings with family and friendsa 0.007** \0.001** 0.002** \0.001** 0.943 0.008**

Exercise frequency (weekly) \0.001** 0.207 0.669 0.181 0.486 0.674

Caring as an impending factor from leaving home \0.001** \0.001** 0.046* 0.701 0.040* 0.604

Sleep quality \0.001** \0.001** 0.051 0.159 0.335 0.203

Care recipient

Age 0.011* 0.010** 0.594 0.669 0.981 0.048*

Health \0.001** 0.001** 0.205 0.134 0.490 0.187

A priori hypothesised associations are shown in italics

* Significant (in the expected direction) at the 0.05 significance level

** Significant (in the expected direction) at the 0.01 significance level
a Using Fisher’s exact test

Table 6 Univariable associations between the Carer Experience Scale attributes and caring situation/motivation-related variables, using Chi-

squared test unless otherwise is indicated (n = 730)

Caring context Activities outside

caring

Social

support

Institutional

support

Fulfilment Control Getting

ona

Caring situation

Duration of caring (weekly) \0.001** \0.001** 0.018* 0.238 \0.001** 0.727

Intensity of caring \0.001** \0.001** 0.658 0.707 \0.001** 0.690

Main carer \0.001** \0.001** 0.270 0.772 \0.001** 0.449

Help with personal care \0.001** 0.010** 0.007** 0.377 \0.001** 0.723

Motivation

Duty 0.008** 0.070 0.418 0.061 0.433 0.122

Being the closest to the care recipient \0.001** \0.001** 0.915 0.390 \0.001** 0.473

Free choice \0.001** \0.001** 0.772 \0.001** 0.336 \0.001**

Absence of someone else \0.001** \0.001** 0.066 \0.001** 0.766 0.003**

Lack of money for paid care \0.001** \0.001** 0.036* 0.037* 0.390 0.060

A priori hypothesised associations are shown in italics

* Significant (in the expected direction) at the 0.05 significance level

** Significant (in the expected direction) at the 0.01 significance level
a Using Fisher’s exact test
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Discussion

This study examined whether the CES captures the caring

experience in a valid way in a heterogeneous sample of carers

of people over 18 years of age. Positive findings would

enhance the case for using the measure in evaluations and

resource allocation decisions involving carers. A number of

investigations were conducted to examine whether associa-

tions between the CES attributes and score and contextual

variables would be observed as anticipated. Overall, 73 % of

the constructs hypothesised (including constructs related to

the carer, recipient, situation and caring motivation) were

significant at p B 0.05, indicating that the CES is an instru-

ment that largely measures what it purports to in a valid way.

The findings of this study were in line with the available

literature in the field. More specifically, the carer’s health,

disability or long-term illness, the provision of care due to

being the closest to the person needing care, recipient’s age

and health, duration and intensity of caring were signifi-

cantly associated with the caring experience. Similarly, the

carer’s age and gender were not associated with the overall

caring experience. Employment was positively associated

with CES responses, which is in line with the findings

observed in a sample of caregivers of stroke survivors in

South Korea [23] despite most studies indicating a non-

association [8, 12–15] or a negative association [17, 18,

25]. Employment may create the opportunity for social

relationships and to ‘have a life outside’ caring, and these

factors may help to alleviate the carer’s sense of burden.

Nevertheless, more attention needs to be placed on

understanding the inevitably complex relationship between

employment and the caring experience. In the present

study, the positive association can be partially explained by

the larger proportion of employed secondary carers (64 %)

in the sample (with the secondary caring role potentially

being a lot less stressful than a primary caring role).

In addition to what was already known, this study sheds

more light on the factors associated with the caring expe-

rience, where comprehensive evidence was lacking. The

ability of a carer to perform activities outside caring and

the level of social support available within caring were

significantly associated with all four categories of caring

context (carer and recipient characteristics, motivations

and caring situation). However, carer and recipient char-

acteristics were not particularly associated with institu-

tional support, fulfilment, control of caring and getting on

with the care recipient. These aspects of the caring expe-

rience were more closely related to the caring situation and

motivation variables.

More specifically, caring by free choice, caring because

of the absence of someone else or the lack of money for

paid care were significantly associated with the level of

fulfilment derived from caring and the carer–recipient

relationship (getting on), indicating that the emotional and

interpersonal aspects of the caring experience are poten-

tially driven by the underlying motivation in caring.

Likewise, the caring situation was associated with the level

of institutional support and control over caring. As has

been mentioned earlier, control over caring is an attribute

of CES that has not been incorporated in any other carer-

specific measure of QoL. Given that most studies focus on

the negative implications of the intensity and duration of

caring in the carer’s QoL, this study shows that other

variables related to the caring situation potentially have a

positive impact on caring as they are, on average, associ-

ated with better caring experience, capturing the need of

carers to have control over the caring process [6].

Table 7 Univariable associations between the Carer Experience

Scale (attributes and score) and contextual variables for those caring

for people aged 18–64 and 65?, using one-way analysis of variance

(n = 730)

Caring context CES score

18–64 65?

Carer

Health \0.001** \0.001**

Disability 0.022* 0.005**

Limiting long-term illness 0.028* 0.002**

Age 0.041* 0.907

Gender 0.442 0.515

Financial support (means-tested benefit) 0.063 0.179

Employment \0.001** 0.144

Frequency of meetings with family and

friends

0.002** \0.001**

Exercise frequency (weekly) 0.103 0.049*

Caring as an impending factor from leaving

home

0.003** 0.012*

Sleep quality \0.001** \0.001**

Motivation

Duty 0.330 0.052

Being the closest to the care recipient 0.137 0.041*

Free choice 0.002** \0.001**

Absence of someone else \0.001** \0.001**

Lack of money for paid care \0.001** \0.001**

Care recipient

Health 0.067 \0.001**

Caring situation

Duration of caring (weekly) \0.001** 0.285

Intensity of caring 0.039* 0.002**

Main carer 0.003** 0.034*

Help with personal care 0.025* 0.494

A priori hypothesised associations are shown in italics

* Significant (in the expected direction) at the 0.05 significance level

** Significant (in the expected direction) at the 0.01 significance level
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The work has some limitations worth highlighting. The

first potential limitation is that around 25 % of individuals

who reported being carers did not fully complete the CES.

Future research may examine whether some groups of

carers feel certain questions on the CES do not apply to

them. Another limitation is the lack of information col-

lected on the relation between carer and recipient. This

could have added more context to the data as well as

potentially allowing the testing of differential responses

between spousal carers and others. Finally, further inves-

tigation is required to examine the psychometric properties

of the CES. These investigations could include examining

the construct validity of the CES in specific clinical sub-

groups (for example dementia) and in relation to other

established measures of caring burden (such as the Zarit

burden scale) [32]. Investigation of the responsiveness of

the CES in detecting changes in the carer’s outcomes over

time would also be valuable.

The key strength of this study is the large sample size

and wide range of variables referring to the context of

caring. This has enabled a comprehensive examination of

construct validity and an examination for the performance

of the CES amongst carers of younger (18–64) and older

(65?) adults. Although some hypothesised associations

were not found to be significant, in general the findings are

encouraging with respect to using the CES to measure

outcomes for a heterogeneous group of carers in the UK.

Acknowledgments Thanks are due to all those who participated in

the survey, members of the Bristol Partnership who funded the sur-

vey, Bristol City Council and particularly to Phil Chan.

References

1. Pickard, L., Wittenberg, R., Comas-Herrera, A., Davies, B., &

Darton, R. (2000). Relying on informal care in the new century?

Informal care for elderly people in England to 2031. Ageing &

Society, 20(6), 745–772.

2. Stone, P. W., Chapman, R. H., Sandberg, E. A., Liljas, B., &

Neumann, P. J. (2000). Measuring costs in cost-utility analyses.

Variations in the literature. International Journal of Technology

Assessment in Health Care, 16(1), 111–124.

3. Brouwer, W. B. (2006). Too important to ignore: Informal

caregivers and other significant others. Pharmacoeconomics,

24(1), 39–41.

4. Goodrich, K., Kaambwa, B., & Al-Janabi, H. (2012). The

inclusion of informal care in applied economic evaluation: A

review. Value in Health, 15, 975–981.

5. Al-Janabi, H., Flynn, T. N., & Coast, J. (2011). QALYs and

carers. Pharmacoeconomics, 29(12), 1015–1023.

6. Al-Janabi, H., Coast, J., & Flynn, T. N. (2008). What do people

value when they provide unpaid care to an older person? A meta-

ethnography with interview follow-up. Social Science and Med-

icine, 67(1), 111–121.

7. Al-Janabi, H., Flynn, T. N., & Coast, J. (2011). Estimation of a

preference-based Carer Experience Scale. Medical Decision

Making, 31(3), 458–468.

8. Brouwer, W. B., van Exel, N. J., van Gorp, B., & Redekop, W. K.

(2006). The CarerQol instrument: A new instrument to measure

care-related quality of life of informal caregivers for use in

economic evaluations. Quality of Life Research, 15(6),

1005–1021.

9. Bristol City Council (2011). Quality of life in Bristol. Quality of

life in your Neighbourhood, Survey results 2010. http://www.

bristol.gov.uk/sites/default/files/documents/council_and_democ

racy/consultations/iqol%202011%20finalv2.pdf. Accessed 25

Jan 2013.

10. Cronbach, L. J., & Meehl, P. E. (1955). Construct validity in

psycological tests. Psychological Bulletin, 52, 281–302.

11. Kane, M. T. (2001). Current concerns in validity theory. Journal

of Educational Measurement, 38(4), 319–342.

12. Al-Janabi, H., Frew, E., Brouwer, W. B., Rappange, D., & Van

Exel, J. (2010). The inclusion of positive aspects of caring in the

Caregiver Strain Index: Tests of feasibility and validity. Inter-

national Journal of Nursing Studies, 47(8), 984–993.

13. van Exel, N. J., Brouwer, W. B., van den Berg, B., Koopmans-

chap, M., & van den Bos, G. (2004). What really matters: An

inquiry into the relative importance of dimensions of informal

caregiver burden. Clinical Rehabilitation, 18(6), 683–693.

14. Hoefman, R. J., van Exel, N. J., Looren de Jong, S., Redekop, K.,

& Brouwer, W. B. (2011). A new test of the construct validity of

the CarerQol instrument: Measuring the impact of informal care

giving. Quality of Life Research, 20(6), 875–887.

15. Hoefman, R. J., van Exel, N. J., Foets, M., & Brouwer, W. B.

(2011). Sustained informal care: The feasibility, construct

validity and test–retest reliability of the CarerQol-instrument to

measure the impact of informal care in long-term care. Aging &

Mental Health, 15(8), 1018–1027.

16. Scholte op Reimer, W. J. M., de Haan, R. J., Rijnders, P. T.,

Limburg, M., & van den Bos, G. A. M. (1998). The burden of

caregiving in partners of long-term stroke survivors. Stroke, 29,

1605–1611.

17. van Exel, N. J., Scholte op Reimer, W., Brouwer, W. B., van den

Berg, B., Koopmanschap, M., & van den Bos, G. (2004). Instru-

ments for assessing the burden of informal caregiving for stroke

patients in clinical practice: A comparison of CSI, CRA, SCQ and

self-rated burden. Clinical Rehabilitation, 18(2), 203–214.

18. Bobinac, A., van Exel, N. J., Rutten, F., & Brouwer, W. B.

(2010). Caring for and caring about: Disentangling the caregiver

effect and the family effect. Journal of Health Economics, 29(4),

549–556.

19. Almberg, B., Grafstrom, M., & Winblad, B. (1997). Caring for a

demented elderly person—burden and burnout among caregiving

relatives. Journal of Advanced Nursing, 25(1), 109–116.

20. van den Heuvel, E. T., deWitte, L. P., Schure, L. M., Sanderman,

R., & Meyboom de Jong, B. (2001). Risk factors for burn-out in

caregivers of stroke patients, and possibilities for intervention.

Clinical Rehabilitation, 15(6), 669–677.

21. van Exel, N. J., Koopmanschap, M. A., van den Berg, B.,

Brouwer, W. B., & van den Bos, G. A. (2005). Burden of

informal caregiving for stroke patients. Cerebrovascular Dis-

eases, 19(1), 11–17.

22. Peters, M., Fitzpatrick, R., Doll, H., Playford, D., & Jenkinson, C.

(2011). Does self-reported well-being of patients with Parkin-

son’s disease influence caregiver strain and quality of life? Par-

kinsonism and Related Disorders, 17(5), 348–352.

23. Choi-Kwon, S., Kim, H. S., Kwon, S. U., & Kim, J. S. (2005).

Factors affecting the burden on caregivers of stroke survivors in

South Korea. Archives of Physical Medicine and Rehabilitation,

86(5), 1043–1048.

24. Bugge, C., Alexander, H., & Hagen, S. (1999). Stroke patients’

informal caregivers. Patient, caregiver, and service factors that

affect caregiver strain. Stroke, 30(8), 1517–1523.

Qual Life Res (2014) 23:1743–1752 1751

123

http://www.bristol.gov.uk/sites/default/files/documents/council_and_democracy/consultations/iqol%202011%20finalv2.pdf
http://www.bristol.gov.uk/sites/default/files/documents/council_and_democracy/consultations/iqol%202011%20finalv2.pdf
http://www.bristol.gov.uk/sites/default/files/documents/council_and_democracy/consultations/iqol%202011%20finalv2.pdf


25. Tooth, L., McKenna, K., Barnett, A., Prescott, C., & Murphy, S.

(2005). Caregiver burden, time spent caring and health status in the

first 12 months following stroke. Brain Injury, 19(12), 963–974.

26. Brouwer, W. B., van Exel, N. J., van den Berg, B., van den Bos,

G., & Koopmanschap, M. (2005). Process utility from providing

informal care: The benefit of caring. Health Policy, 74(1), 85–99.

27. Grant, J., Bartolucci, A., Elliot, T., & Newman Giger, J. (2000).

Sociodemographic, physical, and psychosocial characteristics of

depressed and non-depressed family caregivers of stroke survi-

vors. Brain Injury, 14(12), 1089–1100.

28. Montgomery, R., Gonyea, J., & Hooyman, N. (1985). Caregiving

and the experience of subjective and objective burden. Family

Relations, 34, 19–26.

29. Pozzilli, C., Palmisano, L., Mainero, C., Tomassini, V., Marinelli,

F., et al. (2004). Relationship between emotional distress in

caregivers and health status in persons with multiple sclerosis.

Multiple Sclerosis, 10(4), 442–446.

30. Orbell, S., Hopkins, N., & Gillies, B. (1993). Measuring the

impact of informal caring. Journal of Community and Applied

Social Psychology, 3, 149–163.

31. Jones, D. A., & Vetter, N. J. (1985). Formal and informal support

received by carers of elderly dependants. British Medical Journal

(Clinical Research Edition), 291, 643–645.

32. Zarit, S. H., Reever, K. E., & Bach-Peterson, J. (1980). Relatives

of the impaired elderly: Correlates of feelings of burden. The

gerontologist, 20(6), 649–655.

33. Cohen, J. (1988). Statistical power analysis for the behavioral

sciences. Hillsdale, NJ: L. Erlbaum Associates.

1752 Qual Life Res (2014) 23:1743–1752

123


	An investigation into the construct validity of the Carer Experience Scale (CES)
	Abstract
	Purpose
	Methods
	Results
	Conclusions

	Introduction
	Methods
	Hypotheses about whether the overall CES score is associated in the expected manner with the caring context
	Hypotheses about whether responses to the CES items are related in the expected manner with the carer and recipient-related characteristics
	Hypotheses about whether responses to the CES items are related in the expected manner with the caring situation and motivation for caring
	Hypotheses about whether the CES demonstrates construct validity for both carers of older people (65+) and carers of those aged 18--64

	Results
	Is the overall CES score associated in the expected manner with the caring context?
	Are responses to the CES items related in the expected manner with the carer and recipient-related characteristics?
	Are responses to the CES items related in the expected manner with the caring situation and motivation for caring?
	Does the CES demonstrate construct validity for both carers of older people (65+) and carers of those aged 18--64?

	Discussion
	Acknowledgments
	References


