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Abstract
Increasing attention is being paid to specific difficulties experienced by bereaved family caregivers
(FCs). Limited capacity within health and social care structures results in high intensity of informal
caregiving. The focus of recent research is the identification of specific predictors of adverse FC out-
comes, in order to identify those FCs who will benefit most from intervention and support. Research
is challenged by multiple influencing and confounding variables. This study aimed to evaluate factors
of care associated with higher grief intensity in bereaved adult–child (AC-FCs) and spousal FCs
(S-FCs). Data from the Qualycare study, a mortality follow-back study of bereaved FCs of patients
who died of cancer, was analyzed. Four hundred eighty-four patient–FC dyads were included: 246
AC-FCs and 238 S-FCs. S-FCs received more formal (SPC) (p= 0.026), and AC-FCs more informal
(p< 0.001), support. AC-FCs were more likely to continue to work while caregiving (p< 0.001). Pa-
tients with AC-FCs were more likely to spend time in and die in a nursing home (p< 0.001). Higher
grief intensity was associated with higher caregiving intensity (p< 0.001), as well as other factors.
AC-FCs whose relative died in NH experienced significantly lower grief intensity (p< 0.001). Intensity
of caregiving predicted 11.6% of variance in grief intensity for AC-FCs compared to 0.5% for S-FCs.
The ‘relief model’ of bereavement is relevant for AC-FCs. The support needs of AC-FCs and S-FCs
differ. AC-FCs should be targeted for practical supports and interventions, in order to support
home-death, if desired by patient and FC, and optimize bereavement outcomes.
Copyright © 2016 John Wiley & Sons, Ltd.

Introduction

Increasing attention is being paid to the specific difficul-
ties experienced by family caregivers in bereavement
[1]. Family caregiving describes the informal, unpaid care
provided by family members that goes beyond normative
social support. The role of family caregivers includes pro-
viding support in the home, assisting in personal care and
symptom management, and acting as a proxy for patients.
Between 31 and 94.9%[2], of primary caregivers are
spouses or partners of the patient, and other caregivers
are adult–children, other relatives, friends, and neighbors
[3]. Family caregivers occupy a unique position as both
providers and recipients of support. It has been proposed
that the needs of the caregiver can exceed those of the
patient [4].
Caregiving may represent a rewarding experience, and

families may experience increased cohesiveness [5], and
a sense of meaningfulness,[6]. However, caregiving is
more commonly associated with negative consequences,
including depression, anxiety, and higher grief intensity
in bereavement [7,8]. Complicated grief (CG) describes
a pathological outcome involving psychological, social,
or physical morbidity following a bereavement [9]. CG,

worsens physical and mental health, and is associated with
increased mortality [7]. The incidence of CG in bereaved
caregivers is higher than population norms, ranging from
13 to 40% depending on the population studied and tools
used [10].
Theoretical models describing the bereavement experi-

ences of family caregivers include the ‘depletion model,’
proposing that caregiver stress accumulates over time and
diminishes coping resources for bereavement [11–13],
thus increasing vulnerability to CG. In contrast, the ‘relief
model’ proposes that, following the patient’s death, the
vanished demands of caregiving provide a sense of re-
lief and decreased overload that eases the bereavement
process [14].
Risk factors (RFs) for CG are situational and intra- and

inter-personal characteristics associated with increased
vulnerability to adverse bereavement outcomes,[15]. Diffi-
culties involved in identifying the RFs of caregivers for
CG include the multiple potentially influencing and con-
founding variables involved. The focus for much research
on caregivers to date has been the individual, and the
caregiver–patient dyad; examining variables such as the
influence of caregiver age and gender on their outcomes
in bereavement. However, the broader context of
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caregiving, including factors such as the intensity of care
provided; informal or formal supports available; and the
organizational features of health and social care services
utilized, on caregiver bereavement outcomes have been
examined to a lesser extent [5,16].
Psychosocial interventions which reduce the burden of

caregiving can modify caregivers’ risk of CG [17].
Appropriate risk assessment to identify those at risk of
CG early, allows services and effective interventions to
be targeted appropriately [9]. When preventative interven-
tions are targeted to those at risk, benefits ensue, but inter-
vention targeted at those not at risk may be harmful [7].
However, there remains a paucity of data regarding re-

liable methods of screening for and identifying caregivers
at risk of CG [1,10]. The focus of research is shifting to-
wards identifying specific predictors of caregiver out-
comes, thus aiming to identify caregivers with higher
need for intervention [16],. An integrative approach to risk
assessment is required, which takes into account both spe-
cific risk factors, and the characteristics of individuals
[15]. The pre-bereavement period represents a ‘window
of opportunity’ for risk assessment and intervention which
is often missed [15,18]. Palliative care practitioners are
ideally placed to identify those at risk of adverse bereave-
ment outcomes [7].
Research involving bereaved caregivers is complicated

by factors including conflicting models of grief in this
group; and multiple influencing and confounding vari-
ables [19]. Furthermore, a lack of specificity in key defini-
tions makes it difficult to compare studies, and contributes
to contradictory findings between studies [16]. For exam-
ple, many studies do not or only minimally define terms
such as ‘caregiver,’ ‘care’; durations, and extents, e.g.
‘majority of care’,[16]. Where there is a network of carers,
it may be difficult to identify a primary caregiver, and peo-
ple labeled as ‘carers’ may not identify themselves as such
[20]. Other factors, which challenge comparisons between
studies, include varying methodology, designs, and instru-
ments used [13].
Research to date is predominantly qualitative, retros-

pective, or cross-sectional [13], using small, non-random
convenience samples [16]. There is a paucity of longitudi-
nal data, few interventional studies, and a lack of adequate
comparison groups [21]. In cross-sectional studies, causal
direction is very difficult to interpret and establish, with
possible reciprocal causal pathways existing between
dependent and independent variables.
The current study uses data from the Qualycare study, a

mortality follow-back study, which examined variation in
the quality of care and costs of care provided, patient and
caregiver preferences, and palliative outcomes, associated
with home versus institutional death in cancer [22,23].
The objectives of the current study were to evaluate the
factors of care associated with adverse bereavement out-
comes in spousal and adult–child caregivers of patients

who have died of advanced cancer; and to determine
whether the identified factors influenced the outcomes of
adult–child or spousal caregivers differently. Particular at-
tention was paid to the identification of risk factors which
may be modified following risk-assessment and interven-
tion prior to bereavement, including the burden associated
with caregiving and role strain which is experienced by
adult–child caregivers in particular.

Methods

Study sample

The QUALYCARE study (UKCRN7041) is a case–
control study that used a mortality-follow back postal sur-
vey methodology of bereaved relatives [23]. The study
took place in four health districts in London comprising
1.3 million residents. Participants were identified from
death registrations and approached by the Office for Na-
tional Statistics. Potential participants were persons that
registered the death of an adult who had died from cancer
between March 2009 and March 2010. Of a sample of
1516, 596 relatives of cancer patients completed the ques-
tionnaire, between four and ten months post-bereavement.
Data was collected at one point in time, and a follow-up
telephone interview occurred to clarify information if re-
quired [22]. Data from 484 respondents, representing
484 caregiver–patient dyads, were included in the current
study: 246 sons and daughters of patients (adult–child
caregivers), and 238 spouses or partners of the patient
(spousal caregivers).
Secondary data analysis involves the use of an existing

dataset to answer a new research question, or an innovative
perspective on a research question [24]. Large sample sizes
allow precision in analyzing subgroups [24].

Measures

Four validated outcome measures were included in the
questionnaire. The Client Service Receipt Inventory
(CSRI) [22] measures health and social care service use.
The Palliative Outcome Scale (POS) [25] is a self-report
tool which evaluates patient palliative outcomes, inclu-
ding physical symptoms, emotional, spiritual, and infor-
mation and support needs, during the week prior to
death. The EQ-5D [26] is a health-related quality of life
measure which measures problems in five areas (mobility,
self-care, usual activities, pain, and anxiety) and generates
a single index value for health status.
The Texas Revised Inventory of Grief (TRIG) was de-

veloped in order to identify deviant grief reactions and
to measure changes in grief intensity over time [27]. The
grief intensity of spousal and adult–child caregivers, as
measured by TRIG scores, was measured and compared
[22]. The TRIG questionnaire is a 21-item scale composed
of two Likert-like sub-scales: the first eight-item subscale
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measures feelings and actions at the time the patient’s
death (TRIG I—past feelings); and the second 13-item
subscale measures feelings at the time of questionnaire
completion (TRIG II—present feelings). The tool there-
fore measures changes in grief over time [15,27]. The
TRIG tool has been shown to demonstrate good internal
consistency for comparing groups, with a Cronbach’s al-
pha estimate of 0.86 (TRIG 1) and 0.93 (TRIG II) [28].
TRIG scores were recorded for analysis, so that higher
scores were indicative of higher grief intensity.
In addition, whether the bereaved relative sought formal

support in bereavement was used as an independent out-
come measure indicating higher grief intensity. Information
on eight individual physical symptoms experienced by the
patient during the last week of life was also collected, and
rated in terms of severity by the bereaved relative.

Ethics

The QUALYCARE study was approved by the King’s
College London Research Ethics Committee (ref:
09/H0909/85). No further new data was gathered from
participants for the purposes of the current study. The
storage, handling, and supervised secondary analysis of
QUALYCARE data complied with the Data Protection
Act and the King’s College guidelines, and the ethical
approval of the original study.

Specific limitations

There is evidence for higher attrition rates for male than for
female respondents in similar studies, which may lead to the
impact of bereavement being underestimated for widowers,
and overestimated for widows [8]. The range of duration
following bereavement at which the bereaved caregiver
completed the survey was four to ten months, however the
analysis demonstrated no association between duration fol-
lowing bereavement and grief intensity (p=0.821). The
TRIG scores in this sample were overall higher than popu-
lation norms reported by Faschingbauer in the original
TRIG manual, probably relating to the order of questions
in the questionnaire [29]; however, this does not impact
on the within-group analysis.

Statistical analysis

Data was checked and cleaned prior to secondary analy-
sis. Independent variables were: patient and caregiver
circumstances; characteristics of care which the patient
received during the last three months of life; and charac-
teristics of the patient experience during the last week of
life, e.g. physical symptoms. Dependent variables were
the bereavement outcomes of the bereaved caregiver.
Data was analyzed using IBM SPSS Version 22 for
Windows. All tests were conducted at a 5% significance
level. Missing data was dealt with using listwise deletion.

P-values and 95% confidence intervals were calculated
for each analysis. Independent samples t-tests were used
to compare groups, and χ2-tests were used to compare pro-
portions. Pearson and Spearman correlation were used to
examine the strength of association between variables.
Multiple regression analysis was used in order to deter-

mine which variables could explain variations in bereave-
ment outcomes within the group of caregivers as a whole;
and in order to determine which variables, or confounding
factors, could explain the differences in bereavement
outcomes between the two groups of caregivers.

Results

Sample characteristics

Data from 484 respondents, representing 484 caregiver–
patient dyads, were included in the analysis: 246 sons
and daughters of patients (adult–child caregivers), and
238 spouses or partners of the patient (spousal caregivers).
Both adult–child and spousal caregivers were more

likely to be female than male. Spousal caregivers were
significantly older than adult–child caregivers (mean
68.4 vs. 50.7 years; t(474)=18.885, p<0.001) (Table 1).

Characteristics of care

The nature of care provided by spousal and adult–child
caregivers was similar, although spousal caregivers
spent significantly more time providing personal care;
assistance with medical procedures; and assisting around
the home. However, spousal caregivers also spent sig-
nificantly more time with their relative in a non-caring
capacity than adult–child caregivers (p<0.001). Three
hundred thirty-five patients (69.2%) received specialist
palliative care (SPC) input (hospice, palliative care,
Marie Curie, or Macmillan nursing) at home. Patients
with spousal caregivers were more likely to receive
SPC input at home than patients with adult–child care-
givers (χ2=4.926, p=0.026).
Two-thirds of respondents received additional informal

help from family members or friends. If this was the case,
a mean of 2.56 other people, excluding the respondent
(n=304; 95% CI 2.41 – 2.71) helped them. Adult–child
caregivers were more likely to have additional informal
support than spousal caregivers (p<0.001). However,
adult–child caregivers were significantly more likely to
continue working unchanged hours outside the home, in
addition to caregiving, than spousal caregivers, who were
more likely to reduce their working hours or to give up
work while caregiving (χ2 =23.28, p<0.001).
Approximately one-third of patients died at home (their

own home or that of a relative or friend); one-third died in
a hospice; and one-third died in either a hospital or a nursing
or residential setting. Patients with adult–child caregivers
were significantly more likely to spend time in a nursing
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or residential home in the last three months of life, than
patients with a spousal caregiver (χ2=17.940, p<0.001).
Patients with adult–child caregivers were significantly more
likely than patients with a spousal caregiver to die in a
nursing residential home (t=38.75, p<0.001).

Characteristics of care associated with higher grief
intensity

Independent samples t-tests demonstrated that spousal care-
givers experienced significantly higher intensity of grief than
adult–child caregivers, in terms of both their past and present
grief intensity: TRIG I score 21.53 vs. 19.92 (p=0.032);
TRIG II score 49.00 vs. 41.44 (p<0.001). One-third of
spousal caregivers experienced prolonged grief (TRIG I
and II scores both above the 50th centile), compared to
one-quarter of adult–child caregivers. Spousal caregivers
also sought formal bereavement supports more frequently
than adult–child caregivers (χ2=13.007, p<0.001).
Female caregivers experienced significantly higher inten-

sity of both past and present grief than male caregivers
(p<0.001), and sought formal bereavement help more
often thanmale caregivers (p=0.048). An inverse correlation
was demonstrated between grief intensity and the age of the
deceased patient (p<0.001). A shorter duration of illness
experienced by the patient was associated with higher grief
intensity for adult–child caregivers (Spearman’s r=0.141,
p=0.038); but not spousal caregivers (r=0.003, p=0.973).
Higher caregiving intensity (measured by hours/week

spent caregiving) was associated with higher grief inten-
sity (Spearman r=0.244, p<0.001). One-way ANOVA
demonstrated that the highest grief intensity was seen in
those caregivers whose relative died in hospital, compared
to home or hospice. The lowest grief intensity was seen in
those respondents whose relatives died in a nursing home
or residential center. Post hoc tests (Tukey HSD)

conducted in order to control for alpha-inflation indicated
that the greatest difference in total TRIG scores were be-
tween death in hospital and death in a nursing or residen-
tial home (p<0.001). When the place of death was a
nursing or residential home, adult–child caregivers experi-
enced significantly lower grief intensity than spousal care-
givers, although this represented a small subset of the total
sample (n=31, p<0.001) (Figure 1).

Greater symptom burden associated with higher grief
intensity

Higher total POS scores, reflecting higher patient physical
and psychological distress, during the last week of life,

Figure 1. Total TRIG scores and place of death: spousal and adult–
child caregivers

Table 1. Patient characteristics

Characteristic
Patients with adult–child

caregivers (n = 246)
Patients with spousal
caregivers (n = 238)

Gender
Male (%) 94 (38%) 162 (68%) χ2 (1, 254) = 43.27 p< 0.001
Female (%) 152 (62%) 76 (32%)

Age years (SD) 79.6 (9.7) 70.6 (11.5) t(482) = 8.82 p< 0.001
Marital status

Married/partner 65 (26%) 238 (100%)
Widowed 140 (57%)
Divorced 24 (9%)
Never married 3 (1%)

Days spent at home * (SD) 63.6 (26) 68.3 (24) t(431) = 1.946 p= 0.052
Place of death

Home (own or family/friend) 74 (15%) 84 (18%) t(431) = 1.946 p= 0.052
Hospital 67 (14%) 63 (13%)
Hospice 73 (15%) 85 (18%)
Residential setting/nursing home 31 (6%) 4 (0.8%)

*During the last three months of life.
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were significantly associated with higher grief intensity in
the bereaved relative (Pearson r=0.199, p<0.001). The
domains of the POS especially associated with higher
grief intensity were: whether the patient felt depressed;
whether the patient was anxious or worried about their ill-
ness or treatment; and whether family or friends were anx-
ious or worried about the patient.
Physical symptom burden, in particular drowsiness and

weakness, during the last week of life, was significantly
associated with higher TRIG I and total TRIG scores
(r=0.215, p<0.001; r=0.171, p=0.002); and to a lesser
extent, with TRIG II scores (r=0.106, p=0.049). A cu-
mulative score for total symptom burden in the last week
of life (sum of physical symptom intensity and total POS
scores) was also significantly associated with higher grief
intensity (r=0.245, p<0.001).

Regression analysis

Based on the findings of the bivariate analysis, variables
were grouped into three models, of which model 1, demo-
graphic characteristics (lower age of deceased and female
gender of caregiver), explained the greatest proportion of
variance in total TRIG scores (20.6%). Of modifiable
variables, symptom burden, as measured by POS scores
and total physical symptom intensity (total symptom bur-
den), explained 6.1% of the total TRIG score. When POS
and the physical symptom intensity were combined into a
single variable (total symptom burden), linear regression
analysis demonstrated that the total TRIG score could be
predicted by this measure of total symptom burden in the
last week of life (β=0.260, p<0.001).
In order to determine whether these models applied

differently to spousal and adult–child caregivers, multiple
regression analysis was performed on each group of care-
givers separately using the same models. Total symptom
burden remained a significant predictor of grief intensity
for both groups of caregivers. Demographic characteris-
tics (age of deceased patient and gender of caregiver)
again explained the greatest proportion of variance in
total TRIG scores (24.2% for adult–child caregivers and
8.3% for spousal caregivers).
Significantly, the intensity of caregiving provided, as

measured by the number of hours of care provided per
week, was a more significant predictor of higher grief
intensity for adult–child caregivers than for spousal care-
givers, with the burden of care predicting 11.6% of vari-
ance in total TRIG scores in adult–child caregivers
compared to 0.5% in spousal caregivers.

Discussion

It is difficult to define a ‘good outcome’ in bereavement,
but the concept has several aspects which are often related
to one another: a return to feelings of well-being; a

regained capacity to cope with problems of everyday life;
and a decline in preoccupation with grief [7]. Informal
family caregivers are becoming an increasingly integral
part of the system of caring for patients with life-limiting
conditions, and service providers are mandated to ensure
that caregivers receive appropriate interventions both
during caregiving and in bereavement to maximize the
possibility of a ‘good outcome’[16].
Several findings of the current study are in concordance

with previous research. Spousal caregivers have been
shown to experience more intense and prolonged grief
than adult–child caregivers [30]. This pattern of prolonged
grief is in contrast to the evidence that, in general, grief in-
tensity lessens with time. However, further investigation is
required to disentangle the effects of relationship effects
versus age or generational effects [16,20].
The death of younger patients has been shown to be

associated with higher grief intensity, possibly relating to
a relative expectation of, and the ability to find meaning
in, the death of older people [31]. There remain unan-
swered questions regarding the effect of caregiver gender.
Female spouses are more likely to be the sole caregiver for
husbands, while male spouses are shown to receive more
assistance from adult children in caregiving [32]. How-
ever, female caregivers have been shown to self-select
into research studies, potentially introducing bias [8].
Higher physical symptom burden has been shown to be

significantly associated with higher grief intensity, corres-
ponding with evidence that witnessing distressing death
events predicts future use of bereavement services [33],
and that physical symptoms are used by caregivers as a ba-
rometer to indicate impending death, representing a source
of distress [5].
An understanding of non-modifiable risk factors should

enable effective risk assessment and intervention; and
identification of modifiable risk factors enables appropriate
interventions to be put in place, with the potential to not
only improve caregivers’ outcomes in bereavement, but
in addition to improve patient outcomes and experiences.
Previous research has demonstrated that greater inten-

sity of care provided by family caregivers in general is as-
sociated with adverse bereavement outcomes [16]. In the
current study, adult–child caregivers were significantly
more likely to continue working outside the home while
caregiving. Although adult–child caregivers received more
informal help at home, spousal caregivers were more likely
to be supported by SPC services at home. Adult–child
caregivers were younger than spousal caregivers, and it
has been shown that younger caregivers exhibit more care-
giver strain [34]. The concept of role strain describes the
overlapping responsibilities that accompany simultaneous
family roles [12]. It can be hypothesized that, in addition
to the difficulties associated with caregiving experienced
by all family caregivers, an additional element of caregiver
strain is imposed upon adult–child caregivers arising from
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the competing demands of caregiving, and work outside
the home. Multiple regression analysis demonstrated that,
for adult–child caregivers, intensity of caregiving pre-
dicted 11.6% of variance in total TRIG scores, compared
to 0.5% of variance amongst spousal caregivers.
In this study, a shorter duration of illness of the de-

ceased relative was associated with higher grief intensity
for adult–child, but not spousal, caregivers. Younger care-
givers who provide care for less than 12 months are more
likely to describe the experience as negative than those
who undertake longer-term care [35]. When the duration
of caregiving is short, support networks for caregivers
have little time to form [36]. This may result in higher
caregiver burden for younger, adult–child caregivers as
compared to older, spousal caregivers.
It has been shown that most people with advanced cancer

would prefer to die at home [22]. Having a caregiver is the
single most important predictor of home death, where this is
the wish of both the patient and the caregiver [2,37]; how-
ever, a principal cause of unplanned patient admissions is
caregiver strain [38]. In the current study, patients with an
adult–child caregiver were more likely to spend time in a
nursing or residential home during the last three months of
life, and more likely to die in a nursing or residential home.
Adult–child caregivers whose relative died in a nursing or
residential home experienced lower grief intensity than
spousal caregivers whose relatives died in the same setting.
The ‘relief’model of bereavement is likely to be particularly
relevant to the experience of adult–child caregivers.
Therefore, it appears that, for adult–child caregivers, a

shorter, more intense and burdensome period of caregiv-
ing, is associated with higher grief intensity and a higher
likelihood of adverse outcomes in bereavement, than is a
longer, less intense duration of caregiving, supported by
SPC services, for spousal caregivers. These results should
be taken into account when planning care for patients and
their adult–child caregivers.
Limited capacity within formal health and social care

structures can result in high intensity of informal caregiving

[1]. Pre-bereavement interventions designed to support and
to enhance outcomes for family caregivers include: ser-
vices focused on the coping, knowledge, and skills of the
caregiver; spiritual support; respite; financial support; and
practical help, for example with transportation or bathing
[16]. Adult–child caregivers may particularly benefit from
practical supports such as respite care, or support with
practical tasks such as patient transportation, and should
be targeted for such interventions, as well as SPC input
at home.
Studies, which evaluate caregiver satisfaction with

formal supports, do not always differentiate between the
caregiver’s satisfaction with care provided to the patient,
and care provided in order to support them as caregiver
[16]. The needs of caregivers may be different to the
patients’ needs. Caregivers already experiencing role strain
have limited personal resources to engage in support activ-
ities such as support groups and psychotherapy, and may
perceive such activities as an additional burden. The model
of community SPC provision for adult–child caregivers
may need to be different to that provided to spousal care-
givers, for example, more flexible. Valuable resources
should be targeted thoughtfully. Empirical evaluation of
the effectiveness of such targeted interventions, using
validated bereavement outcome measures, is required.
As research into this topic evolves, and research into

caregiving and bereavement become increasingly inte-
grated, clinical practice should improve, with parallel im-
provements in outcomes for this group of important and,
often unacknowledged, individuals.
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