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The Development of a Care-giving Burden

Scale

J. C. GERRITSEN, P. C. van DER ENDE

Summary

A burden scale is described that is conceptually specific by concentrating on an assessment of different aspects of
distress of care-giving burden and conceptually sensitive by distinguishing two dimensions: the relationship of
the carer and the care-receiver and the limitations in the personal life of the carer.

To develop a burden scale an analysis was carried out on a database of an intervention study in which 89
informal caregivers of psychogeriatric patients were interviewed twice. A principal components analysis was
carried out showing two main factors that could be interpreted as the two dimensions mentioned above.
Reliability analysis showed a Cronbach’s alpha of 0.84 for the total care-giving burden scale (13 items) and 0.77
for both subscales (7 and 6 items), confirmed in an independent sample. An analysis of the hierarchy of items
(Mokken Scale Analysis) showed a strong and moderate hierarchy for the subscales and the total scale,
respectively. Finally, an analysis of construct validity showed strong correlations of care-giving burden with
depression of the carer and deviant behaviour of the patient.

Introduction

The concept of burden is important in care-giving
research because the potentials of informal care are
related to the risk of institutionalization [1, 2]. More-
over, the concept focuses on the heavy impact of
care-giving on informal carers. Depression is often
found in populations of care-givers [3]. Empirical
evidence with regard to burden can show the limita-
tions of a policy aimed at reducing institutional care, or
may indicate that these policy options cannot be
realized without strong support for informal carers.
Although there is consensus on the relevance of the
concept, operationalizations vary widely among studies,
both regarding the scope and the subjective or objective
nature of the concept [4, 5]. This variety and
particularly the lack of specificity of the operation-
alization of burden impede an analysis of deter-
minants and, by implication, the development of
interventions.

The concept of burden presented in this contribution
reflects only the subjective and affective dimensions, in
contrast to objective and cognitive aspects [6].
Furthermore, the concept of burden is confined to
so-called ‘primary and secondary stressors’ [7] of care-
giving burden. An operationalization has been made of
this concept based on a selection of items developed by
Zarit et al. [8] and Vernooij-Dassen [9]. The measure-
ment quality has been assessed using analyses of
reliability and hierarchy of items and an analysis of
construct validity.

Burden: towards conceptual specificity

The burden concept has been operationalized in many
different ways. Poulshock and Deimling {10] used a
narrow definition of the concept, i.e. emotional
reactions to the care process; the approaches of many
others include burden as a result of changes in the
personal and social life of carers [8, 11-14]. A broader
definition of the concept includes reactions to the
impairment itself [6, 15-17] and negative aspects of
social support [18, 19].

Moreover, conceptualizations and instruments differ
with respect to their subjective and/or objective
dimensions [20]. The subjective dimension of burden
relates to (negative) emotional reactions or to cogni-
tions, the objective dimension to ‘disruptions to family/
household life that are potentially verifiable and
observable’ [21]. Often the two dimensions are
combined [4].

The consequence of this conceptual diversity is that
no unequivocal conclusions can be drawn with respect
to the nature of the burden on care-givers and its
relationship to the functioning of those receiving care
and to other psychological characteristics of the carers
themselves [4]. This implies that no sound basis
emerges for interventions and care policy [6]. This
underlines the need for a conceptualization of burden
that is specific and sensitive to its different aspects.

To increase the specificity of the concept, only the
subjective dimension should be operationalized,
because distress is regarded as the core of agreement
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on what constitutes burden, i.e. ‘worry, anxiety,
frustration, depression, fatigue, poor health, guilt and
resentment’ [13]. The meaning of burden primarily
relates to the subjective interpretation of informal
carers and not to ‘objective facts and circumstances’
[10]. Moreover, the subjective dimension expresses the
care-givers’ personal experiences and their interpreta-
tion of the impact and meaning of care-giving. It can be
assumed that the carers’ assessment of burden should
have more implications for their behaviour than an
‘objective assessment’ by others. The same objective
situation can be experienced as difficult by one care-
giver but not by another [6]. A direct assessment of
distress provides an unequivocal picture in this respect.
Within the subjective dimension, the specificity of
the concept can be improved further by concentrating
on the affective aspects of care-giving burden, i.e.
‘distress arising from dealing with the care-receivers’
physical dependence and mental incapacity’ [6, 7). This
approach makes it possible to assess more clearly the
impact on the carer of providing care because
cognitions are excluded. It is not clear if and to what
degree cognitions, although they are of a subjective
nature, are stressful to individuals. For instance the
item: ‘You cannot leave your spouse alone, he/she needs
you continuously’, does not tap the way in which the
supervision is stressful to the carer. When he or she
does not mind remaining at home or when there are
possibilities of having someone else to look after the
patient occasionally, the situation will be less stressful.
The item reformulated as: ‘You feel yourself limited in
your possibilities to go out, because your spouse needs
you continuously’ would be a more accurate indication
of the impact of supervision on the carer., Therefore a
combination of affect/distress and cognitions in the
same instrument obscures the experience of problems
by the informal care-giver and is vulnerable to
contaminations of descriptions and evaluations [5].
Conceptual sensitivity can be enhanced by accounting
for different dimensions within the care-giving burden.
A unidimensional definition or representation of care-
giving burden obscures its different components.
Potentials for interventions will be limited, because
specific aspects of burden cannot be distinguished. An
instrument to measure care-giving burden should at
least reflect distress in providing care and distress on
the effects of care-giving over one’s life [6]. This
corresponds largely to the conceptualization of Pearlin
et al. [7] of primary and secondary stressors related to
care-giving. Primary stressors are conceived of as the
emotions involved in care-giving itself, secondary
stressors refer to the emotional perception of the
consequences of care-giving for roles and activities
outside care-giving. In this respect primary stressors
are the direct consequence of care-giving, secondary
stressors the indirect effects. Pearlin ef al. [7] argued
that this by no means implies that secondary stressors
are of minor importance. The same conceptualization is
present in the work of Whitlatch et al. [22]. They also
found two dimensions: ‘personal strain’, reflecting

primary stressors and ‘role strain’, which is close to
secondary stressors. Conceptually, the distinction
between primary and secondary aspects of care-giving
burden can be used as a guide for instrument
development that takes into account the main dimen-
sions of burden. In the operationalizations the approach
in this paper differs from those of Pearlin et al. [7] and
Whitlatch et al. [22] because cognitions regarding care
are excluded. In terms of distress, cognitions cannot be
interpreted unequivocally. Moreover, the present
approach of secondary aspects involves only ‘feelings
on impact’ and not an assessment of ‘intrapsychic
strains’ and ‘the diminishment of self-concepts’ [7]. In
our view the effects on mental health or psychological
changes should be operationalized and measured
separately. Feelings about changes in health (impact),
however, are secondary aspects of burden.

In this paper the development of an instrument to
measure care-giving burden is described, based on
earlier work [8, 9, 23, 24]. A central question in this
paper is how subjective care-giving burden as a
narrower (sub)concept of burden can be operationalized
while maintaining high or at least sufficient measure-
ment qualities.

Methods

The items of a previously developed instrument [24] have
been used as a starting point, because in this study the
subjective aspect of care-giving burden is the central issue.
Vernooij-Dassen [9], however, chose a different way of
measurement development which stressed ‘competence’
rather than ‘burden’. In our study the same 27 items of
Vernooij-Dassen are used to represent subjective aspects of
care-giving burden, using the conceptual framework outlined
in the Introduction.

The measurement quality of the instrument is assessed by
analysing the reliability, construct validity and the hierarch-
ical structure of the scales. Most often, only data on reliability
have been reported. However, with scales comprising many
items, high reliability is readily obtainable because of the so-
called ‘test-extension’ effect [25]. Therefore, in addition to the
analysis of reliability, the hierarchy of items within a scale
should be analysed, because a distinct order of the items
within a scale indicates a less arbitrary character of items and a
comparable content (of items) for respondents when sum
scores are equal.

The population of our study consisted of 89 carers of
psychogeriatric patients, referred by general practitioners to a
geriatric outpatient clinic of a psychogeriatric nursing home
[26]. The main diagnoses of the patients were senile dementia
of Alzheimer’s type (SDAT) (n = 33), amnestic disorder
(n = 13), organic psychosyndrome (n = 18) and multi-infarct
dementia (MID) (n = 6). The carers were 60.1 years of age on
average; 67 (74%) of the carers were women. The relation-
ships of carers and care-receivers were: 37 wives, 7 husbands,
24 daughters and 21 others. In our study two measurements
were available, one (M1) conducted just before and one (M2)
3 months after the examinations in the outpatient clinic. Both
measurements were used for the present analysis.

The analysis comprised five steps. The first step was to
control the items for face validity. Secondly, factor analyses
using varimax rotation were carried out. A third step was an
analysis of reliability using Cronbach’s alpha coefficient.
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The fourth step was to analyse the hierarchy of items within
the total scale and the subscales. For this analysis Guttman-
scaling is often used, which is based on a deterministic model
of hierarchy. In this study, however, it was decided to use a
procedure that accounts for errors due to chance. The
Mokken Scaling Procedure (MSP) is based on a probabilistic
model and produces a scalability statistic H [27-29]. When
the H coefficient is high, the scales have a stronger hierarchical
structure. This implies that equal sum scores for different
respondents have a comparable content of items. Norms for
the H coefficient are: a strong hierarchy if the coefficient is
0.50 or over, a moderate hierarchy if H ranges from 0.40 to
0.49, a weak hierarchy with an H of 0.30 to 0.39, no hierarchy
if H is lower than 0.30 [30]. The MSP programme also gives
H(i) coefficients for individual items, i.e. their contribution to
the hierarchy of the scale. In addition, the MSP provides a
direct estimation of reliability by the rho coefficient. The rho
can be conceived as an improvement on the common
Cronbach’s alpha coefficient, because the latter represents a
lower boundary of reliability.

The fifth step consists of the evaluation of the construct
validity of the instruments developed. First, the relationships
between the concept of care-giving burden and its two sub-
dimensions, relationship and personal consequences, are
explored. It is assumed that both are related but not very
strongly. Moreover, the relationships of the total and the
subscales with health indicators of the carers and the care-
receivers have been evaluated.

Positive correlations were expected between care-giving
burden on the one hand and depression of the carer, deviant
behaviour and memory and orientation of the care-receiver on
the other. In particular, a strong impact of deviant behaviour
on care-giving burden and its subscales was expected. Lower
correlations were expected for care-giving burden and ADL
of the care-receiver, because ADL care is assumed to be not a
very great source of tension as there is less uncertainty.

Depression of the carers was assessed with the self-
reporting depression scale of Zung [31]. A sufficient
reliability was found (a = 0.74). Characteristics related to
the needs of the care-receiver were assessed in the interview
with the informal carer. ADL of the care-receiver has been
assessed with a polychotomous scale developed by Kempen
and Suurmeijer [32] (Reliability o = 0.87). Deviant beha-
viour and memory and orientation of the care-receiver have
been assessed with “four-item subscales of a behavioural
problems checklist [33, 34]. Deviant behaviour consisted of
four items: ‘suspicion’, ‘anger’, ‘reluctance’ and ‘difficult to
get on with’. Memory and orientation included a lack of
orientation in time, place and person and memory problems.
Answer categories were ‘never’, ‘seldom’, ‘sometimes’, ‘often/
always’. Reliabilities of the deviant behaviour scale and the
memory and orientation scale were: o = 0.81 and a = 0.76

[26].

Results

Selection of items: Vernooij-Dassen started her study
by selecting 55 items on subjective care-giving burden
from the Zarit Burden interview [8, 23], and other items,
partly based on the social breakdown model of Bengtson
and Kuypers [35]. These items were judged by a panel
comprising academics, care-providers and students
(n = 39). After factor analysis an instrument called
‘Sense of competence’ was constructed comprising 27

items and having good reliability (a = 0.88) [9, 24].

These 27 items were the starting point for a screening
on face validity of care-giving burden and (direct
assessment of) distress carried out by the researchers
with the aid of colleagues. All 27 items relate to care-
giving burden. Seven of the 27 items were cognitions
and did not assess emotional reactions explicitly and
directly; they were therefore deleted. Three items
referred to evaluations, for instance ‘Because of my
involvement with my spouse, I don’t have time for
myself’. Three other items reflected opinions on the
care-receiver, for instance ‘My spouse wants to
manipulate me’, and one item related to a desired
future situation: ‘I wish my spouse and I had a better
relationship’.

Results of the factor analysis: A principal components
analysis was performed in both measurements on the
remaining 20 items. The results of the factor analysis
are summarized in Table I. The numbers of the items
correspond to the numbers in the Appendix. In both
measurements there were six factors explaining 60.4%
(M1) and 62.5% (M2) of variance, respectively. Only
the first two factors, however, could be interpreted.
A strong first factor in the first measurement and a
weaker factor in the second measurement—‘Personal
Consequences’—is the subjective impact of care-giving
on the lives of the carers. A second factor in the first
measurement and a strong first factor in the second
measurement is ‘Relationship’, i.e. a negative evalua-
tion of the care relationship. These two factors
explained 34.4% (M1) and 37.6% (M2) of variance. It
can be concluded that there are two factors in both
measurements that reflect the conceptual distinction
of ‘primary’ and ‘secondary’ aspects of care-giving
burden.

The differences of the factor structure, in particular
the varying importance of factors, need attention. In
general, the fact that a number of items have been
selected as a first factor means that the correlations
between items are higher than the correlations of items
on the second factor (and other factors). Probably the
increasing coherence of items on ‘Relationship’ and
decreasing coherence of items on ‘Personal Conse-
quences’ can be explained by the intervention of the
outpatient clinic. After the intervention more
attention may have been given to the impact of the
treatment and its effects on the interaction of patients
and carers. Moreover, on some aspects of personal
consequences a change was established by the
intervention of the outpatient clinic [26]. The inter-
vention included special attention to carers by a
psychologist.

Based on the factor analyses, six items have been
selected for analysis of reliability with respect to
personal consequences (1,2,4,6,7,11) and eight items
for relationship (3,5,8,9,10,12,13,15). Items were
selected when they loaded high enough on the same
factor in both measurements in the first analysis and
when the content reflected the conceptual distinction
between primary and secondary aspects. T'wo exceptions
have been made because of the content of the items:
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item 1 has been allocated to personal consequences (‘I
never feel free from the care for my spouse’) and item
15 to relationship (‘I feel useful in my interactions with
my spouse’). Both items loaded on the respective
factors in one of both measurements. When an item
loaded on two factors in the two measurements (items 3
and 11) decisions were made by looking at the content
of the items (provided the factor loadings were
satisfactory). Item 3 relates to ‘strain’ in the relation-
ship with the elderly person and has been allocated to
‘Relationship’. Item 11 refers to ‘health consequences’
for the informal carer and has been allocated to
‘Personal Consequences’. Item 14 was dropped
because of an unexpected negative loading on factor 1
indicating potential technical or validity problems. The
remaining five items did not load on both factors.
Moreover, there was no other.reason (for instance
skewed distribution, but adequate content) to justify
inclusion in either factor. Therefore, these five items
were dropped.

Results of the analysis of reliability and the hierarchy of
items: An analysis of reliability was carried out in both
measurements using Cronbach’s alpha and the rho
coefficient. Hierarchy was assessed using the MSP
programme. The results, i.e. the means and H
coefficients of the individual items are presented in
Table 1I. The hierarchy of items is almost equal in the
two measurements. Therefore, only MSP analysis of
the first measurement will be presented below.
Deviations will be accounted for.

The total ‘Care-giving Burden Scale’ consists of 13
items and has an adequate reliability in both measure-
ments as assessed with Cronbach’s alpha and the rho-
statistic. It was decided to drop item 15 to increase
reliability in both measurements. The total scale has a
moderate hierarchy (H coefficient). The order of items
is almost the same in both measurements, except for
items 3 and 6 which were a little more difficult in the
first measurement and item 8 which was somewhat
more difficult in the second measurement.

The first subscale ‘Relationship’ has sufficient
reliability. It consists of seven items and has a
moderate to strong hierarchy of items. The order of
items is the same in both measurements, except for
items 3 and 8.

The second subscale ‘Personal Consequences’ has a
good reliability. Here the rho (direct indicator) and
alpha statistic (lower boundary) differed considerably.
However, by the standards of the alpha, reliability is
still adequate. The hierarchy of items in this subscale
is strong in both measurements. The order of items is
consistent in both measurements except for item 6.

Because the reliabilities were calculated on the (same)
sample that was used for scale construction, it was
decided to control the reliabilities on an independent
sample, containing the same items as those that were
included in the scales. A new analysis has been carried
out on a small sample of carers of diagnosed Alzheimer
patients (n = 42, 60.5 years of age on average, 62% are
women, 34% are partners of the patients) [36]. Because

Table IT. Results of the reliability and MSP analysis of the Care-giving Burden Scale and subscales: Relationship and Personal
Consequences, two measurements [M1 (n = 89) and M2 (n = 89)]

Care-giving Burden Relationship Personal Consequences
Item Item Item
no. Mean H(i) no. Mean H(i) no. Mean H (i)
1 0.74 0.61 3 0.57 0.59 1 0.74 0.71
2 0.62 0.60 S 0.40 0.43 2 0.62 0.62
3 0.57 0.54 8 0.36 0.54 4 0.53 0.51
4 0.53 0.51 9 0.35 0.51 6 0.40 0.44
S 0.40 0.39 10 0.26 0.46 7 0.37 0.48
6 0.40 0.31 12 0.20 0.34 11 0.25 0.63
7 0.37 0.37 13 0.20 0.54
8 0.36 0.47
9 0.35 0.42
10 0.26 0.46
1 0.25 0.53
12 0.20 0.35
13 0.20 0.54
M1 M2 M1 M2 M1 M2
H 0.46 0.48 0.49 0.51 0.55 0.60
Rho 0.86 0.87 0.78 0.81 0.80 0.83
Alpha 0.84 0.83 0.77 0.77 0.74 0.77
Mean 5.58 5.04 2.48 2.36 3.07 2.78
SD 3.54 3.45 2.11 2.06 1.87 1.80
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of the chance that deviant patterns have a larger impact
in smaller sample sizes, the test of reliability is more
critical than in larger sample sizes. In the analysis
sufficient reliabilities were found (Care-giving Burden
Scale: « = 0.84; relationship « = 0.77; personal con-
sequences o = 0.75).

Construct validity: In Table III the results of the
analysis of construct validity are presented. It was
decided to conduct analyses for both measurements,
but to report only the results of the first measurement
since the results proved comparable. The data on the
mental health and functional ability of the care-
receivers have been collected in interviews with the
carers. Therefore these data represent perceptions of
the carer and not an ‘objective’ assessment.

The coherence of the dimensions of the concept of
care-giving burden can be evaluated. Both dimensions
have high positive correlations with the total scale 0.90
and 0.87). The correlation between the two subdimen-
sions is substantial but not very high (0.58), confirming
the distinct character of the two dimensions.

There are positive correlations between care-giving
burden and depression, deviant behaviour and memory
and orientation. These correlations were particularly
high with respect to deviant behaviour and depression.
Technically a correlation does not indicate a direction
of the relationship. Depression can be either conceived
of as a (strong) predisposing factor to or a consequence
of burden. Correlations with ADL were not significant
for Care-giving Burden. The correspondence of burden
and depression of carers has also been found by others
[10, 18, 37]. A relationship with deviant behaviour of
the care-receiver has been found by Pearson et al. [38],
while Vitaliano et al. [37] and Kinney and Stephens [18]
found a correspondence between cognitive functioning
(memory and orientation) and burden.

Deviant behaviour was most strongly related to
Relationship and somewhat less strongly to Personal
consequences. The difference between both correlations
is not significant. Depression shows a strong relation to
both Personal Consequences and Relationship.

The correlation of memory and orientation with

care-giving burden is in accordance with expectations.
Memory and orientation problems make continuous
supervision necessary. ADL of the care-receiver relate
only (weakly) to Personal Consequences. The lack of
strong correlations with Relationship confirms our
expectations.

Conclusions

In this study a Care-giving Burden Scale has been
developed, taking into account three conceptual
conditions: (1) the instrument reflects a direct assess-
ment of distress, (2) the instrument concentrates on
care-giving burden and not on burden by impairment,

and (3) the instrument is multidimensional and

distinguishes primary (care-giving itself) and secondary
aspects (consequences for other activities and roles) of
care-giving burden.

The Care-giving Burden Scale consists of 13 items
and comprises two subscales: ‘Relationship’ (seven
items) and ‘Personal Consequences’ (six items). The
psychometric qualities of the Care-giving Burden Scale
and its subscales are satisfactory. The reliability of the
total scale and its subscales is relatively high. There-
fore, these subscales can be used as separate measures.
In this way a more detailed analysis of care-giving
burden is possible. Within all scales a moderate to
strong hierarchy of items was found. This implies that
there is a strong probability that the individual scores
on items are the same with equal sum scores. This adds
to the measurement quality of the scales because the
possibilities for comparison of scores are increased.

An analysis of the construct validity of the care-
giving burden scale showed high positive correlations
with deviant behaviour of care-receivers and depression
of carers and somewhat less high positive correlations
with memory and orientation. There was no significant
correlation with ADL of the care-receiver.

Discussion

We propose a concept of burden that is limited to
affective components and to primary and secondary

Table 111. Construct validity of Care-giving Burden: total scale and subscales, Pearson correlations

1 2 3 4 5 6 7
Carer
1. Care-giving Burden -~
2. Relationship 0.90 -
3. Personal Consequences 0.87 0.58 -
4. Depression 0.53 0.43 0.52 -
Care recetver
5. ADL 0.18 0.08 0.24 0.21 -
6. Deviant behaviour 0.53 0.53 0.40 0.27 0.01 -
7. Memory/orientation 0.31 0.19 0.36 0.35 0.36 0.25 -

All correlations r > 0.24; significant p < 0.00.

Correlations: ADL with Personal Consequences and Depression; Memory and orientation with Relationship, p < 0.05.
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stressors. Its operationalization has resulted in a new
preliminary instrument to assess care-giving burden.
This construct should be further analysed in larger and
independent samples before it can be accepted as a
standard instrument.

For the present, the Care-giving Burden Scale
provides a specific viewpoint for the evaluation of
stressors experienced by the care-givers directly related
to the care process. An improvement seems to be that
this assessment is not contaminated by objective
evaluations of health, income and social support. When
the latter variables are considered as essential in the light
of research questions they should be operationalized
separately. With the specific operationalization, deter-
minants of care-giver burden can be identified and
. interventions can be developed that are directly attuned
to these determinants. Results of the construct-validity
analysis suggest that deviant behaviour of the elderly
patient might be such a determinant. Interventions then
might include for instance the development of non-
corrective emphatic interaction styles for informal
carers. The Care-giving Burden Scale in its present
form therefore has potentially scientific relevance
(specificity of the analysis of burden) as well as practical
relevance (development of interventions). Further work
on measurement quality, however, is a first priority.

In order to refine the provisional instrument,
attention should be paid to at least two issues. First
the theoretical domain of the (sub)scales should be
assessed. Does the present selection of items provide a
complete assessment of the primary and secondary
stressors, respectively? This issue is particularly
important because the operationalization of the
secondary stressors (Personal Consequences) is
culture-dependent and reflects in its present form a
culture in which health, social participation and privacy
are highly valued. In contrast, competing demands like
work and family might be under-represented (one
combined item). Although a uniform construct has the
advantages of (cross-cultural) comparison, it may
neglect issues that are relevant to other cultures. One
strategy is to formulate additional items so that both
comparison and a specific cultural assessment are
possible. The same solution might apply to another
issue in the measurement of burden, i.e. the specific
backgrounds of carers with respect to sex, generation
and relationship. Various studies have revealed that
these carer backgrounds are related to the nature and
level of burden [39-41]. These studies show that
burden is related to loneliness and depression for
wives, whereas burden for children is related to
conflicting demands. Moreover, the level of burden
for daughters seems higher than for wives due to
additional obligations to their own families and social
life [41]. Men are under-represented as carers com-
pared with women. Available data, however, indicate
that burden is higher for women than for men. An
explanation might be that burden for men is associated
with instrumental and practical tasks, while they are
able to maintain emotional distance from the care-

receiver, whereas women become more emotionally
involved [40]. Because the Care-giving Burden Scale
has two domains, the different nature of burden for the
respective subgroups of carers will be reflected by
different scores on Relationship and Personal Con-
sequences. In a similar way as for culture it might be
hypothesized that particularly with respect to Personal
Consequences there are aspects of burden that need a
more elaborate operationalization for a particular
subgroup of carers. The particular problem of
‘women in the middle’ [42]—daughters of care-
receivers who also have their own families to care
for—warrants additional items or a subscale to capture
this specific aspect of burden. Furthermore, for the
spouse who is a co-resident the stress stemming from
continuous supervision, changes in the marital relation-
ship and isolation needs more attention in the
operationalization. We propose to use a common
standard that applies to all carers in order to make
valid comparisons and in addition to develop items or
subscales to capture subgroup-specific aspects of
burden. In summary, in further work on the Care-
giving Burden Scale the proposed instrument should be
tested on independent populations, and new additional
scales or items using the conceptual approach of affect/
distress are to be developed to assess more culture- and
subgroup-specific components of care-giving burden.
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Appendix. Care-giving Burden Scale (CBS)

The items are presented in order of difficulty, first the so-called easy items, then the more difficult ones (see Table I).

*1

*2.

13.
*4,
$5.
*6.
*7.
18.
19.
+10.
*11.
+12.
+13.

. I never feel free from the care for my spouse (V)

The responsibility for my family, my other family members, my job etc. and on top of it the responsibility for my
spouse is a heavy burden on me (B/V)

I feel strained in my interactions with my spouse (Z)

I feel nervous or depressed about my interactions with my spouse Z)

I feel pleased about my interactions with my spouse (Z, to be recoded in opposite direction)

I feel that the present situation with my spouse doesn’t allow me as much privacy as I'd like (Z)

I feel that my social life has suffered because of my involvement with my spouse (Z)

I feel that my spouse makes requests which I perceive to be over and above what he/she needs (Z)
I feel angry about my interactions with my spouse (Z)

I feel that my spouse doesn’t appreciate what I do for him/her as much as I would like (Z)

I feel that my health has suffered because of my involvement with my spouse (Z)

I feel embarrassed over my spouse’s behaviour (Z)

I feel resentful about my interactions with my spouse (Z)

Subscales: *Personal Consequences; Relationship

Response categories: 1 = disagree very much; 2 = disagree; 3 = agree on the one hand, disagree on the other; 4 = agree;

5 =

agree very much (recoded to dichotomies (1,2 = 0) (3,4,5 = 1).

Z = Zarit, V = Vernooij-Dassen, B/V = Vernooij-Dassen based on the model of Bengtson and Kuypers.

Items loading on one of the two main factors that have been deleted for technical reasons (14) and reliability (15):

14.
15.

I feel that my spouse seems to expect me to take care of him/her as if I were the only one he/she could depend on (Z)
I feel useful in my interactions with my spouse (Z, to be recoded in opposite direction).

The other five items that were included in factor analysis but loaded neither factor:

16.

I feel that I’m not capable to care for my spouse (B/V)

I feel that I don’t do as much for my spouse as I should or must do (B/V)

I feel that in the past I haven’t done as much for my spouse as I should or must have done (Z)
I feel guilty about the interactions with my spouse (Z)

I feel that whatever I do my spouse does not benefit (B/V).
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