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Objectives: The aim of this study was to apply a resource model of stress and coping to explaining the relationship between
burden of care, perceived stress, optimism, resilience, self-efficacy, perceived support and psychological distress, and to test the
role of satisfaction with medical care in the process.

Methods: A cross-sectional survey using questionnaire measures was conducted with a group of 269 female cancer caregivers
who were caring for a spouse, a parent or a child with cancer. Participants were accessed via an oncology clinic.

Results: Analysis supported the resource model showing that psychological resources and social support mediate the impact of
burden of care on caregiver mental health. Satisfaction with medical care added to the explanatory power of the model.

Conclusions: This study provides support for a resource model of stress and the potential utility of resource building interven-
tions in terms of increased social support and the development of psychological resources such as resilience skills. In addition
it points to the importance of positive experience of health care services for caregivers and suggests that this may be a fruitful

way to improve their quality of life.
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1 Introduction

Research on caregiving has tended to adopt a pathological
approach based on a literature that has largely shown that
caregiving is a negative experience and has damaging ef-
fects on the health of caregivers.['! This has underestimated
the strengths and resources of caregivers and through a fo-
cus on ill health effects has ignored opportunities to prevent
ill effects and build positive health.[?! The current research
attempts to address this by focusing on the strengths and
resources of care givers which might negate the negative ef-
fects of the care giving role.

One widely used theoretical model in researching the impact

of caregiving is the transactional model of stress.!* In this
model stress is seen as a transaction between the person and
their environment in which demands of life (stressors) exert
an impact on the health and wellbeing of the person.*! The
impact of demands are in turn mediated or moderated by
the individual’s appraisal and coping responses. The model
has generally been applied as a deficit model focusing on
negative outcomes determined by deficits in coping skills.

Since the turn of the century the development of positive
psychology has led to more of a focus on social and psycho-
logical resources and how these might mediate the impact
of stress.[l Social resources focus on social support, while
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psychological resources are include self-efficacy, optimism
and resilience.¥! The identification of social and psycho-
logical resources presents an opportunity to utilise them in
a revised resorce model of stress and coping such as that
presented in Figure 1.

A substantial literature attests to the stress of informal
caregiving and its impact on both mental and physical
health,>~7! with female caregivers experiencing more stress
than male caregivers.[®-1°! Applying the stress model to care
giving would predict a correlation between the burden of
caring and psychological distress.

The emergence of a positive health psychology!'!! inspires
a philosophy that suggests we can learn more from what
makes people well than what makes them ill and encour-
ages a move away from the deficit model of stress to a re-
source model. The established psychological resources of
resilience, optimism, and self-efficacy, and the social re-
sources of support from friends and family!?! enable the de-
velopment of such a resource model as shown in Figure 1.

As well as being well established as mediators in the gen-
eral stress and health literature!?! each of resilience,'?! self-
efficacy,!'® optimism,['* and social support!'>! have been
shown to mediate the impact of stress on health in care-
givers. The emergence of a positive health focus has also
paved the way for a growth in resilience building approaches
to stress and health interventions!'! in both individuals and
families.!!”! Applying a resource model to caregiving will
inform decisions about the efficacy of resilience building as
an intervention.

Psychological
resources

Self efficacy
Optimism
Resilience

*‘i Perceived stress

Burden of caring _— or distress

Perceived&
Observed —

Medical /

Interview
Satisfaction

Figure 1: Proposed caregiver resource model based on
extended modified stress-coping model

Satisfaction with medical care has been widely researched
and shown to reduce negative effects in regard to patients
with chronic illness!'®2%! but the role of satisfaction with
medical care has been largely neglected in regard to their
caregivers. The relationship with health care professionals,
in particular the level of satisfaction with information pro-
vided and communication with medical personnel, has been
shown to mediate the stress of chronic illness!'>'" and is
likely to also impact on the stress experienced by caregivers.
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With caregivers increasingly playing a central role in health
care delivery the coordination between professional and in-
formal caregivers becomes ever more important.”!! Satis-
faction with medical care is likely to be a resource in in-
formal caregiving and makes a useful addition to a resource
model of stress in this area.

The current study proposes to apply a resource model of
stress and coping (see Figure 1) to explaining the relation-
ship between burden of care, perceived stress, optimism, re-
silience, self-efficacy, perceived support and psychological
distress, and to test the role of satisfaction with medical care
in the process.

2 Method

A cross-sectional survey design with questionnaire data col-
lection was used to test the efficacy of a resource model
of stress and copy in explaining the relationship between
burden of care, perceived stress, optimism, resilience, self-
efficacy, perceived support and psychological distress, and
to test the role of satisfaction with medical care in the pro-
cess.

2.1 Participants

Permission was obtained from 4 hospitals in the UK to visit
oncology departments and leave questionnaires in return en-
velopes for those using the clinics. It was clearly indicated
that these were for caregivers only and not for patients. In-
clusion criteria were that participants were caregivers for
a relative with cancer, and were not themselves patients.
Those who were patients were excluded. Initially 100 ques-
tionnaire packs were provided to each of the 4 institutions.
On request a further 25 packs were provided bringing the
total distributed to 500 packs. It was not intended to select
a female only sample but only 4 male caregivers responded
and these were removed leaving a total sample of 269 fe-
males. These female family care givers were the primary
caregiver for a relative with cancer.

2.2 Measures

The pack comprised a demographics section and the mea-
sures listed below. The demographic section asked about
age, education, who the care recipient was in relation to the
caregiver, how long it was since the care recipient had been
diagnosed with their illness, and how long they had been
caring for their relative. All participants had been caring for
their relative since their initial diagnosis.

Burden and perceived burden (see Table 1). This was mea-
sured using a list of 19 tasks ranging from physical aid
(lifting, helping to walk) through intimate personal care
(bathing, washing, toileting) to emotional care (comforting,
dealing with emotional outbursts). The list was derived from
structured interviews used in other studies and from discus-
sions of caring tasks with carers.!??! The list was presented
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with two response sets. Firstly participants were asked to
rate on a three point scale (never, sometimes, always) how
often they carried out each task, and secondly to rate on a
four point scale (not at all to extremely) how stressed they

Table 1: Caregiving burden scale

felt when carrying out each task.?>?*! This allowed two

measures to be produced, burden (o = .78) and perceived
burden (o = .87).

Below are a list of tasks that you might do as a carer for

How often do you do this?

How stressed do you feel when doing this?

the person for whom you care. Please rate it. Never

Sometimes

Always Not at all Alittle bit  Quite  Extremely

Feeding them

Bathing or showering them

Dressing them

Lifting them in and out of bed

Taking them to the bathroom or other toileting
Assisting them with walking/getting in or out of a chair
Changing nappies or other continence care

Organizing help from others

Organizing appointments

Organizing transportation to and from appointments
Dealing with health professionals (eg. GP, doctors)
Providing emotional support

Cleaning, doing laundry

Shopping for groceries, preparing meals

Keeping company, doing activities, reading, playing games
Bandaging, assisting with oxygen or other equipment
Administering medication

Providing comfort when they are distressed

Dealing with mood swings or anger outbursts

The perceived stress scale - 10 item version!>! was de-
veloped to assess levels of perceived general stress and is
available in 14 item, 10 item and 4 item versions.?9) In
this study we used the 10 item version. It contains items
which assess how uncontrollable, unpredictable, and over-
loading one’s general life experiences appear and was based
on Lazarus’s theory of stress appraisal.”’! An example of
an item is “How often have you felt that you were unable to
control important things in your life?” An acceptable inter-
nal reliability score was observed in this study (« = .86).

The generalized self-efficacy scale (GSES)?®! is a 10 item
scale developed to assess the construct of self-efficacy. High
scores on the scale evidence a positive belief in one’s abil-
ity to deal with events in life effectively. Items such as “I
am confident that I could deal efficiently with unexpected
events” reflect confidence in coping ability. In the current
study internal consistency was a = .87.

The life orientation test (LOT)!?! is a well established mea-
sure of optimism and pessimism. In the LOT there are 4 pos-
itively worded items which measure optimism (e.g. In un-
certain times, [ usually expect the best), 4 negatively worded
items which measure pessimism (e.g. I hardly ever expect
things to go my way), and 4 filler items. Using principal
component analysis the scale consistently collapses into two
factors reflecting the separate dimensions of optimism, and
pessimism. Items are scored on a 5-point Likert scale, rang-
ing from O (strongly disagree) to 4 (strongly agree). In this
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study, internal consistency was o = .78 for optimism and «
= .72 for pessimism.

The brief resilience scale (BRS)*? is recently developed
brief measure of resilience consisting of 6 items which mea-
sure the ability to bounce back in adverse situations. Items
such as “It does not take me long to recover from a stress-
ful event” are scored on a Likert scale from 1 = strongly
disagree to 5 = strongly agree. Higher scores on the scale
indicate more resilience. The measure has been shown to
have good validity and reliability.!**! Internal consistency in
this study was a = .83.

The medical interview satisfaction scale (MISS-21)B! is a
21 item British version of the original scale devised by Wolf,
Putnam, James and Stiles!*?! in the USA. It provides a global
measure of satisfaction with interactions with health profes-
sional. In this study the scale has an overall Cronbach alpha
of .92, with individual factor alphas range from .67 to .90.
The scale was devised for use with patients and items were
reworded in this study so that they were relevant to a care-
giver.

The perceived social support scales (PSS-Fr and PSS-Fa
scales).?3! In order to consider support from friends sepa-
rately to support from family these two 20-item scales were
used. The scales are very similar and for the most part vary
only in that in one the word “friends” is substituted for the
word “family”. An example of items would be “My friends
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know how to help me if I'm feeling down” vs. “My friends
know how to help me if I'm feeling down”. Scoring is on a
three-point scale “yes”, “no” and “don’t know”. The scale
is designed to measure a different forms of support includ-
ing, emotional, feedback, informational and giving support.
In the current study the reliability coefficient values were

friends support (o = .81), and support from family (o = .83).

The general health questionnaire (GHQ-12)13*33 is fre-
quently used as an epidemiological tool in assessing the
prevalence of generalised affective disorder or distress in
general populations. In this study we used the 12 item ver-
sion. Participants are asked to respond to reflect on how they
had been feeling over the past month and then respond to
statements such as “been feeling unhappy and depressed”.
The scale can be used with a 4 point Likert scoring format
for example by indicating one of the following “not at all”,
“no more than usual”, “rather more than usual” or “much
more than usual”, scored O, 1, 2 and 3 respectively. The al-
ternative GHQ or clinical method®*33 uses a score of 0 or
1 where the Likert scores of 0 or 1 are collapsed to 0 and
the scores 2 or 3 collapsed to 1. Using this method a total
scale score of 12 is possible where a score above 3 is used to
identify caseness (i.e. a distress level that may require clin-
ical intervention). A Cronbach alpha of .87 was obtained in
the current study.

2.3 Procedure

Ethical approval was received from a University Ethics
Committee. Questionnaire packs were left with staff in the
reception areas of the clinics. Questionnaire packs were
presented in return envelopes with an information sheet at-
tached to the outside of the envelope. The information sheet
explained the purpose of the research and that participation
was voluntary and without implication for the carer or their
patient. Participant’s names were not recorded. It also spec-
ified that the research was targeting caregivers and the read-
ers were asked to take and pass on additional questionnaires
to anyone they knew who was a caregiver for a patient with
cancer. Researchers visited the clinics periodically to col-
lect completed questionnaires. Over a period of 10 months
500 questionnaires were provided and a total of 273 were
returned completed.

2.4 Analysis

The analysis involves presenting descriptive statistics and
correlations between variables initially and is followed by
exploring the differences across levels of care recipient us-
ing analysis of variance. Hierarchical multiple regression
analysis (HMRA) is then used to explore relationships with
psychological distress that would be predicted by the stress
model. This is done controlling for care recipient and pro-
ducing separate models for those caring for a parent, a child
or a spouse.
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3 Results

In the sample 101 were caring for a spouse, 81 were caring
for a child, and 87 were caring for a parent. They ranged
in age from 19-74 years with a mean age of 40.8 years,
and had been caring for their relative between 3-46 months
with a mean of 22.5 months. Informal comments suggested
that most participants were quite pleased to be asked to par-
ticipate and found some satisfaction in being the focus of
attention. All participants were female, were the primary
caregiver, and had been caring for the care recipient since
diagnosis.

Demographics for the sample are shown in Table 2 below.
They were all female and 101 were caring for a spouse, 81
were caring for a child, and 87 were caring for a parent.
The ranged in age from 19-74 years with a mean age of
40.8 years, and had been caring for their relative between
3-46 months with a mean of 22.5 months. Using the clini-
cal scoring of the GHQ-12 64.7% of the total sample were
identified as exhibiting symptoms of clinical disorder suffi-
ciently severe to indicate a potential need for intervention.

Table 2: Sample demographics

Characteristics  Variables n
Age 19-34 60
31-44 123
46-59 66
60-74 20
Care recipient Spouse 101
Child 81
Parent 87
Timeline since 0-6 months 67
7-12 months 52
13-24 months 51
25 months plus 99
Education Primary 96
Secondary 102
University 71

Descriptive statistics and correlations between variables
were calculated and are shown in Table 3. Perceived stress
correlates statistically significantly with psychological dis-
tress (r = .37, p < .001) as measured by the GHQ12, with
support from friends (» = -.24, p < .01) but not with support
from family, with self efficacy (r = -.26, p < .01), resilience
(r=-.24, p <.01), optimism (r = -.12, p < .05), with overall
satisfaction with health care (r = -.14, p < .05), with burden
of care (r = .43, p < .001) and with perceived burden (r =
.54, p < .001). Psychological distress correlates statistically
significantly with support from friends (r = -.34, p < .001)
and with support from family (r = -.12, p < .05), with self-
efficacy (r = -.51, p < .001), resilience (r = -.50, p < .001),
optimism (r = -.26, p < .01), with medical interview satis-
faction (r = -.23, p < .01), with burden of care (r = .21, p <
.01) and with perceived burden (r = .19, p < .01).
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The aim of this study was to test the resource model of stress
shown in Figure 1. In order to do this HMRA was used with
psychological distress as the dependent variable. The results
are shown in Table 4.

In the analysis, burden and perceived burden were entered
on step 1 as the stress model would suggest there would be a
direct relationship between these variables and the outcome
measure of psychological distress. The psychological vari-
ables of resilience, optimism, and self efficacy were entered
on step 2 as the model would suggest they would be cor-

related with the outcome variable of psychological distress
and might also reduce the impact of burden and perceived
burden. Support from friends and family were entered on
step 3 as the model would predict that they would also corre-
late with psychological distressa dn might further reduce the
impact of burden and perceived burden. The role of medi-
cal interview satisfaction was tested by entering it on step 4.
Again the model suggests that it would be correlated with
psychological distress and might also reduce the impact of
burden and perceived burden. Between them these variables
accounted for 72% of the variance in psychological distress.

Table 3: Correlations and descriptive statistics for study variables

Mean (Sd) 2 3 4 5 6 7 8 9 10
1. Burden of care 21.9(134) 780  -.00 -377 =217 -160 -12 -327 43T 217
2. Perceived burden 12.2 (4.4) -10 =317 31" 237 -09 -247 54T 197
3. Support from family 15.5 (4.2) 267 237" a2 13 237 -10 -12°
4. Support from friends 15.7 (5.0) 207 367 32 A 7/ S V
5. MISS 45 (0.8) .08 .07 15" -14° 0 -237
6. Self-efficacy 2.5(0.8) 317 267 -267  -517
7. Resilience 2.9 (0.8) 257 247 -507
8. Optimism 111 (2.2) -12° 267
9. Perceived stress 19.4 (4.5) 377
10. Psychological distress  15.6 (7.9)
“p < .05 (2-tailed); “p < .01 (2-tailed);
Table 4: Hierarchical multiple regression of psychological health onto study variables
I Step 1 Step 2 Step 3 Step 4
Dependent variable 5 SEB B 5 SEB B B SEB P 5 SEB B
Burden 207 40 33 40 29 .06 59 27 10 64 27 10
Perceived burden 1.56 .45 22* -.04 .32 -.01 -.28 29 -04 -.40 29  -.06
Resilience 287 50 -31° 210 47 -23 -163 .48  -18*
Self-efficacy -36 .07 -29° -19 07 -158 -20 .07 -16°
Optimism -1.33 .25 -28* -87 25 -18* -63 25 -13¢
Family support -45 08 -32° -32 .09 -23
Friend support -.29 07 -188 -25 07 -128
MISS -63 15  -22%
R? Change 24" 41" .05* 028
Overall R? 72¢

" Dependent variable = Psychological distress“ p <.05; *p <.01; * p <.001

Burden and perceived burden accounted for 24% of the vari-
ance on step 1. When resilience, self-efficacy and optimism
were entered in step 2 they added a further 41% to the vari-
ance explained. The addition of these three psychological
variables rendered the correlation between both burden and
perceived burden and psychological distress to nonsignifi-
cance and reduced the beta value for each from 5 = .33 to 3
=.06 and 8 = .22 to 8 = -.01 respectively. Adding support
from family and friends on step 3 added a further 5% to the
variance explained and reduced the correlation between re-
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silience (5 = -.31 to 8 = -.23), self-efficacy (8 = -.29 to
= -.15), and optimism (8 = -.28 to 5 = -.18), and psycho-
logical distress. The addition of satisfaction with medical
care on step 4 explained a further 2% of the variance and
reduced the correlation between family support (3 = -.32 to
B = -.23), and friend support (3 = -.14 to 5 = -.12), and
psychological distress.

The final stage in analysis reran the HMRA substituting
perceived stress for psychological distress as the dependent
variable (see Table 5). This time the overall model ac-
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counted for 71% of the variance in perceived stress. Burden
and perceived burden accounted for 28% of the variance on
step 1. When resilience, self-efficacy and optimism were
entered in step 2 they added a further 37% to the variance
explained. The addition of these three psychological vari-
ables rendered the correlation between both burden and per-
ceived burden and psychological distress to nonsignificance
and reduced the beta value for each from 3 = .31 to 8 =
.05 and 8 = .29 to 8 = -.08 respectively. Adding support
from family and friends on step 3 added a further 5% to the

variance explained and reduced the correlation between re-
silience (8 = -.26 to 8 = -.16), self-efficacy (8 =-.33 to 8
-.18), and optimism (5 = -.25 to § = -.13), and psycho-
logical distress. However only family support produced a
significant beta. The addition of satisfaction with medical
care on step 4 explained a further 1% of the variance and
reduced the correlation between family support (5 = -.40 to
B = -.32), and friend support (8 = -.05 to 8 = -.04), and
psychological distress.

Table 5: Hierarchical multiple regression of perceived stress onto study variables

iable® Step 1 Step 2 Step 3 Step 4
Dependent variable B SEB B B SEB B B SEB B B SEB B
Burden 46 09  31° 08 07 .05 16 .07 117 17 06 127
Perceived burden .49 10 298 13 .08 .08 .05 .07 .03 .03 .07 .02
Resilience -57 12 -26° -35 11 -16" -25 12 -a1”
Self-efficacy -10 02 -33% -05 .02 -188 -05 .02 -188
Optimism -28 06 -25° -14 06 -137 -09 .06 -08
Family support -14 .02 -40 -1 .02 -328
Friend support -02 .02 -.05 -02 .02 -04
MISS -12 04 -188
R? Change 285 37 .05° 01"
Overall R? T

# Perceived Stress; “p < .05; " p<.01; ' p<.001

4 Discussion

Before discussing the specific findings in relation to the aims
and hypothesis it is important to state that a large percent-
age (64.7%) of the sample, were exhibiting clinical levels
of distress. This compares to figures of around 38% for
women of a similar age in general population samples.>®!
While the prevalence in this study is high, it is not unusual
as other studies show caregiver clinical distress rates of up to
62%.1*") The GHQ-12 is used as an epidemiological screen-
ing tool measuring depression, anxiety and somatisation.
Scoring above the clinical cut off indicates a potential clin-
ical level of distress. However, it is only indicative and for
many it may reflect high scores on a few items, e.g. diffi-
culty sleeping, and may not reflect a clinical disorder. What
it does highlight is that a large number of caregivers should
be screened and offered mental health interventions if nec-
essary.

As with previous research both perceived burden and actual
burden of care are related to elevated levels of perceived
stress and psychological distress.['>71 Both are also nega-
tively correlated with support from friends but not related to
support from family. This may help to explain the equivo-
cal findings on the impact of social support on family care-
givers.[38] Previous studies have tended to focus on social
support in general rather than distinguishing between sup-
port from family and support from friends. As a family
caregiver the support from family is likely to be reduced
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as the responsibility is to give support rather than receive
it. Indeed well-meaning family may increase the burden on
caregivers through attempts to support.*®! Having support-
ive friends in such circumstances may enable caregivers to
escape their burden for periods of time. The findings here
would support the conclusion that “social support resources
should be tailored to the caregiver’s support needs and in-
clude assessment on the type of support to be offered”.[3®!
This can also be linked to the negative correlation between
satisfaction with medical care and burden as positive rela-
tions with health care professionals provides an important
support net for family caregivers as well as their patients.

Self-efficacy, optimism and resilience are negatively related
to both burden and stress suggesting that they might me-
diate the relationship and providing a basis for testing the
resource model proposed. The utility of considering the im-
pact of caregiving in terms of a resource model of stress is
illustrated from the HMRA which provides general support
for the model in regard to both the outcome variables of psy-
chological distress and perceived stress. The ability of both
psychological and social resources, as well as satisfaction
with medical care, to explain significant amounts of vari-
ance in the outcome variables, and their ability to reduce the
relationship with burden and perceived burden, suggests po-
tential mediating effects. The success of the resource model
of stress in this data points to possible interventions. The
need to apply a resource building approach in supporting
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family carers is indicated; a focus on increasing social sup-
port, particularly support based on needs assessment, along-
side the development of resilience should improve the qual-
ity of life for caregivers and should go well beyond just en-
abling them to survive. Improving the relationship between
health and medical care services and caregivers is empiri-
cally supported in this study as one aspect of a more positive
approach to providing support. There is a growing literature
on resilience building interventions which can be adapted to
caregiver needs.*!

Limitations and future directions

The main limitation of the study was that it was cross sec-
tional and cannot be generalised to males. A longitudi-
nal approach would enable more definite conclusions to be
drawn and provide the opportunity for more causal infer-
ences. One conclusion from this and previous research,8
is that support services need to be targeted to needs of care-
givers. In order to address this in future the inclusion of
qualitative interviews either as part of a mixed methods ap-
proach or as a separate study would allow more in depth
analysis of the experiences of care givers. The current sam-
ple were all female because very few males responded but
there is a need to include males and in the case of children
to include both parents. This would require more targeted
sampling. On the other hand most carers are female and as
indicated the stress of caregiving is generally more severe
for them.!®”! There seems to be general agreement across
the UK, Europe and the US that over one third of caregivers
are female.*>*!1 One could argue that understanding the
impact and related variables in a female sample will give a
better steer to supporting the work they do.

5 Conclusion and recommendations

Given the important role played by caregivers in health care
delivery, understanding the variables that might be targeted
in enabling them to avoid the negative health consequences
of caregiving is essential. This study provides support for a
resource model of stress and the potential utility of resource

building interventions. The findings suggest that focusing
on increasing social support and on developing psychologi-
cal resources such as resilience skills, could make the care-
giving role more manageable.>!

The inverse relationships between demand and psychologi-
cal and social resources reminds us that we still need to fo-
cus on ways to reduce the care load for caregivers as higher
levels of demand correspond with lower levels of resources.
In cross-sectional data we cannot establish causality though
previous research would suggest that high levels of stress
can reduce the individual’s coping resources. The corre-
lation between demand and psychological distress in this
sample confirm that caregiving is a high stress occupation.
Support services must continue to find ways of reducing or
removing the load from family caregivers where possible.
However where it is inevitable that family members shoul-
der the burden of care there is a need to ensure that the nega-
tive health consequences for them are prevented or reduced.

There are a growing number of positive psychology inter-
ventions aimed at building resilience and empowering indi-
viduals which can be drawn on to help caregivers.*®! This
is a move away from a treatment approach which is ap-
plied when caregivers become ill themselves, and the cur-
rent study provides some support for such a move. The main
clinical implication is that support services need to engage
more in prevention and early intervention with caregivers.

In addition the finding that satisfaction with medical care
mediates the stressful impact of caregiving points to the im-
portance of positive experience of health care services for
caregivers and suggests that this may be a fruitful way to
improve their quality of life. It is very widely known that
patient focused care and effective communication between
health professionals and patients not only improves adher-
ence to medication but also aids recovery and rehabilita-
tion.['® 191 Where recovery is not a potential outcome, sat-
isfaction with health care enables patients to have a better
quality of life.'”) What this study suggests is that what
works for patients may also work for caregivers.
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