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Abstract
Background: A substantial number of family caregivers go through bereavement because of cancer,
but little is known about the bereaved caregivers’ long-term adjustment. This study aimed to docu-
ment levels of bereavement outcomes (prolonged grief symptoms, intense emotional reaction to the
loss, depressive symptoms, and life satisfaction) among family cancer caregivers 3–5 years post-loss
and to investigate how self-rated preparedness for the patient’s death predicted those bereavement
outcomes.

Methods: Family members participated in a nationwide survey for cancer caregivers 2 years after
the relative’s diagnosis (T1). Of those, 109 were identified as bereaved by 5 years post-diagnosis
(T2). Of those, 88 continued to participate at 8-year follow-up (T3) and provided valid data for the
study variables. Caregivers’ distress risk factors were measured at T1, satisfaction with palliative care
and preparedness for the death of the patient at T2, and time since death of the patient at T2 or T3.

Results: Substantial numbers of family members (18% to 48%) displayed heightened levels of
bereavement-related psychological distress years after the loss. Hierarchical general linear modeling
revealed that perceived preparedness for the death of the patient concurrently and prospectively pre-
dicted better adjustment to bereavement, independent of contributions of other factors studied.

Conclusions: Findings underscore the high prevalence of long-lasting bereavement-related distress
among family cancer caregivers and the role of preparedness for the relative’s death in the level of
that distress. Findings suggest that psychosocial programs among caregivers focus on not only care-
giving skills per se but also preparedness for the death of the patient.
Copyright © 2015 John Wiley & Sons, Ltd.

Approximately 1.6 million people are diagnosed with can-
cer, and more than 570,000 die from cancer each year in
the USA [1]. Although the 5-year survival rate has
improved for all cancers combined, from 50% in 1974 to
66% in 2010 [1], cancer remains the second leading cause
of death in the USA. This results in a substantial number
of families going through end-of-life caregiving and
bereavement processes because of cancer.

Adjustment outcomes to bereavement from cancer

Family members who are bereaved have shown clinical
levels of psychological distress and a lack of meaning in
life [2,3]. For example, during the 6 months after the death
of their relative from cancer, 6% to 25% of bereaved care-
givers have been found to meet the criteria for prolonged
grief symptoms/disorder [4,5]; 7% to 40% met criteria
for post-traumatic stress disorder [6,7]; and 7% to 42%
reported moderate to severe levels of depression symp-
toms [8,9]. In addition, during the 6 months after the loss,

about 40% reported having difficulty establishing a new
worldview [10] and reported lower levels of satisfaction
with life compared with non-bereaved demographically
similar individuals [11,12]. Grounded on these findings,
this study investigated prolonged grief symptoms, post-
traumatic stress disorder-like grief symptoms, depressive
symptoms, and life satisfaction as primary outcomes.

Predictors of bereavement outcomes among cancer
caregivers

A number of theories suggest factors that might predict
differences in the extent of these adverse reactions to
bereavement (e.g., [3,13–15]). The most widely known
caregivers’ characteristics that are related to poorer adjust-
ment to bereavement include younger age and female gen-
der [4,16,17], greater psychological distress [14,18], and
lower spirituality (lack of meaning and purpose in life)
[4,16] prior to the bereavement. Another group of factors
relates to the nature of initial caregiving experiences.
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Greater caregiving burden, from both perceived caregiv-
ing stress [19] and the severity of the cancer [20], has been
related to poorer bereavement outcomes.
A third group of characteristics is more specific to end

of life. Caregivers who report that healthcare professionals
managed the patients’ pain and physical ailments well,
provided clear information about the patients’ prognosis,
and were available for the family caregivers prior to the
death of the patient have reported better adjustment during
end-of-life care and bereavement [21,22]. Despite the fact
that death from cancer is statistically common, family
members often encounter the death as an unexpected
event. Caregivers who reported they were relatively
unprepared have shown poor bereavement outcomes up
to 12 months after the death, in both elevated depressive
symptoms and bereavement-specific distress, such as
prolonged grief symptoms [10,22].

Long-term bereavement outcomes among cancer
caregivers

In the bereavement literature in general, approximately
10% to 15% of bereaved individuals have been found to
display chronic levels of distress and depression for years
after the loss, while others recover gradually over a period
of 1–2 years after the loss [23]. The modal response to
bereavement, however, seems to be acute reactions (about
6 months after the loss) and a return to and maintenance of
levels of psychological functioning comparable with that
of persons who did not experience the loss [23]. In a longi-
tudinal study of bereaved cancer caregivers, by 18 months
post-death, levels of prolonged grief symptoms fell signifi-
cantly (from 40% at 6months post-loss to 27% at 18months
post-loss), but symptoms of depression and anxiety
remained elevated [24]. Further validation of these findings
with family cancer caregivers and investigation of the
longer-term bereavement outcomes and their predictors
are desirable, as the number of families bereaved because
of cancer is substantial and rising.
The study reported here aimed (a) to document levels of

bereavement outcomes among family cancer caregivers 3
to 5 years post-loss and (b) to cross-sectionally examine
and prospectively predict family caregivers’ bereavement
outcomes (in this study, prolonged grief symptoms, inten-
sive emotional reaction to the loss, depressive symptoms,
and life satisfaction) from the variables identified as key
predictors by several bereavement theories and empirical
studies. We hypothesized adverse effects of several
preexisting risk factors: greater psychological distress
and caregiving burden and lower spirituality prior to the
death of the patient, younger age, and female gender.
We also predicted that lower satisfaction with palliative
care and lower level of self-reported preparedness for the
death of the patient would be associated with greater
bereavement-related outcomes. We hypothesized further

that satisfaction with palliative care and preparedness for
death would have stronger association with bereavement-
specific distress than with general distress (depressive
symptoms and lower satisfaction with life).

Methods

Participants

The National Quality of Life Survey for Caregivers [25]
was designed to longitudinally assess the impact of cancer
on the quality of life of family members and close friends
who were caring for cancer survivors. Caregivers were
nominated by the cancer patients for whom they provided
care. The patients were identified using multiple state cancer
registries as diagnosed with one of the 10 most common
cancers [mean age=60.3 years (SD=13.4); 48% female;
92.5% non-Hispanic White; and diagnosed with localized
(22.2%), regional (37.3%), or distant (35.4%) cancer; see
[26] for more information]. Caregivers were adult family
or family-like individuals who provided consistent help dur-
ing a patient’s cancer experience. Eligibility criteria for the
caregiver study also included being (a) 18 years and older,
(b) able to speak/read English or Spanish, and (c) residing
in the USA.
At caregivers’ initial assessment (T1: N=1634), patients

were on average 2.2 years (SD=0.6 years) post-diagnosis.
Follow-up data collection [27] at 5 years (T2) and 8 years
post-diagnosis (T3) [28] included a survey designed for
caregivers whose index patient had passed away by T2 or
T3. A total of 159 caregivers were identified as bereaved
at T2, and 137 of them provided valid data for study vari-
ables at both T1 and T2. Caregivers who provided complete
information for the study variables at both T1 and T2 did not
differ from those with incomplete data (ps>0.19), with two
exceptions. Those with incomplete data, compared with
those with complete data, were more likely to be male and
had been more recently bereaved at T2 (ps<0.03).
At the second follow-up at 8 years post-diagnosis (T3),

88 of the 137 who were bereaved and provided valid data
at T2 continued participation in the study and provided
valid data for study variables. Compared with caregivers
who provided complete data at both T2 and T3, those
who did not provide complete data at T3 did not differ
in study variables at T2 (ps>0.07). Characteristics of
caregivers with complete information are reported in
Table 1.

Procedure

This study was conducted in compliance with the regula-
tions of the Emory University Institutional Review Board.
A packet containing an introductory letter, T2 main survey
(MS), self-addressed stamped envelope, and a $10 gift
card as an incentive was mailed to the sample of nomi-
nated family caregivers who completed T1. The T2 MS
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included an item to identify bereaved caregivers. Care-
givers who responded ‘no’ to the question ‘Is [patient’s
name] alive?’ were instructed to stop completing the MS
and return it to receive the bereaved caregiver survey at
T2. Those who were identified as a bereaved at T2
received the bereaved caregiver survey at T3. Returning
the completed survey served as evidence of informed con-
sent to participate. Two cycles of mailing and telephone
follow-up calls were made during an 8-week data collec-
tion period corresponding to each time point.

Measures

Distress risk factors at T1

Caregivers’ self-reported age and gender were assessed at
T1. Four other measures were assessed as personal pre-
bereavement risk characteristics at T1, which have been
known to be associated with post-bereavement distress.
First, individual differences in pre-bereavement distress
were measured by the 30-item Profile of Mood States-
Short Form [29], using a 5-point response format

(0=not at all, 4 = extremely). A distress score was calcu-
lated by subtracting the vigor subscale score from the
sum of other subscale scores of anger, anxiety, confusion,
depression, and fatigue. Higher scores reflected great
levels of psychological distress. This scale had good inter-
nal consistency in the present study (α=0.74).
A second measure assessed the extent to which the care-

givers reported finding peace and meaning, and relying on
faith (i.e., spirituality) when dealing with the patients’ can-
cer at T1, using the 12-item Functional Assessment of
Chronic Illness Therapy-Spiritual Well-Being [30], using
a 5-point response format (0=not at all, 4 = very much).
The mean of the 12 items represented the overall levels
of spirituality, with lower scores reflecting lower spiritual-
ity. This scale had good internal consistency in our study
sample (α=0.92).
Two measures served to capture caregiving burden at

T1. The extent to which caregivers felt overwhelmed by
tasks and responsibilities was assessed by the 4-item stress
overload subscale of the Pearlin Stress Scale [31], using a
4-point response format (1=not at all, 4= completely).

Table 1. Characteristics of the sample and variables

M SD Scale range

Demographics at T1
Age 55.99 12.50 24–83 (actual range)
Gender (female) 82.5%
Education (>high school) 68.4%
Income (>$40,000) 56.2%
Spouse 57.7%

Caregiver pre-bereavement risk factors at T1
Distress (POMS-SF) 3.41 4.81 �4 to 20
Spirituality 2.78 0.87 1–4
Caregiving stress 1.89 0.73 1–4
Cancer severity 0.37 0.29 0–1

Satisfaction with end-of-life care at T2
Patient pain 3.84 0.86 1–5
Patient physical symptoms 3.89 0.96 1–5
Information 3.92 0.89 1–5
Access 4.11 0.82 1–5

Preparedness at T2 3.00 1.24 1–5
Time since death (years) at T2 (N = 119) 2.87 1.01 0.55–4.96 (actual range)
Time since death (years) at T3 (N = 86) 4.43 1.32 1.13–6.84 (actual range)

Bereavement outcomes Clinical cutoff %1

ICG at T2 17.09 12.69 0–76 >25 24.1
ICG at T3 (N = 88) 16.74 11.06 0–76 >25 18.2
TRIG at T2 40.20 10.79 13–65 >37 61.3
TRIG at T3 (N = 88) 38.32 10.77 13–65 >37 47.7
CES-D at T2 13.85 11.16 0–60 ≥16 36.5
CES-D at T3 (N = 88) 7.85 5.84 0–30 ≥8 44.3
Life satisfaction at T2 4.44 1.47 1–7
Life satisfaction at T3 (N = 88) 4.43 1.32 1–7

N = 137, otherwise noted.
T1, 2 years post-diagnosis of the relative; T2, 5 years post-diagnosis of the relative; T3, 8 years post-diagnosis of the relative; ICG, Inventory of Complicated Grief; TRIG, Texas
Revised Inventory of Grief; CES-D, Center for Epidemiologic Studies Depression Index; SWLS, Satisfaction with Life Scale.
1Proportion of sample who met the cutoff criteria.
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Higher mean scores reflect greater stress from providing
care to the cancer patient. This scale had good internal
consistency in the present study (α=0.86).
A severity index of the care recipients’ cancer was cre-

ated for each patient based on the mortality rate calculated
by type and stage of cancer and the time since diagnosis
[1,32]. This index, ranging from 0 to 1, served as an indi-
cator of the patient’s cancer severity that is comparable
across the 10 most common cancers and different stages
of cancer at the time of diagnosis. Higher scores reflect a
more fatal cancer diagnosis and therefore greater caregiv-
ing strain.

Satisfaction with end-of-life care services

The degree to which caregivers were satisfied with the
end-of-life care for the patient provided by healthcare pro-
fessionals prior to the death of the patient was assessed
using the 18-item FAMCARE [33] at T2. The FAMCARE
includes four aspects of end-of-life care: managing pa-
tients’ pain (three items), managing patients’ physical
symptoms (six items), providing information about the pa-
tient’s prognosis and care coordination to the family mem-
bers (six items), and being accessible for the family
members (three items), using a 5-point Likert-style re-
sponse format (1= very dissatisfied, 3 =undecided,
5 = very satisfied). Higher scores represented greater levels
of satisfaction with the service provided. The subscales
had good internal consistency in this sample (α=0.71,
0.94, 0.91, and 0.79 for pain, physical symptoms, infor-
mation, and access subscales, respectively).

Preparedness for the death of the patient

The extent to which the caregivers reported that the family
was prepared for the death at T2 was assessed by two
items, ‘I was prepared for his/her death’ and ‘My family
was prepared for his/her death’ [34], using a 5-point re-
sponse format (1= strongly disagree, 5 = strongly agree).
Higher mean scores indicated a greater sense of having
felt prepared for the death of the patient. This measure
had good internal consistency in our sample (α=0.92).

Bereavement outcomes

Four indicators served as the family caregivers’ adjust-
ment to the loss at T2 and at T3. The first was prolonged
grief symptoms, the degree to which the caregivers re-
ported functionally debilitating intrusive thoughts about
and yearning for the deceased, resentment, and lack of ac-
ceptance of the death, during the past 4 weeks. This was
measured by the 19-item Inventory of Complicated Grief
(ICG) [35], using a 5-point response format (0=never,
4 =always). Higher sum scores of the ICG represented
greater levels of complicated and prolonged grief. This
scale had good internal consistency in this study
(α=0.93 at T2; 0.92 at T3). A score greater than 25 on

the ICG is considered indicating clinical levels of compli-
cated prolonged grief [35].
Second, the degree to which bereaved caregivers

reported intense emotional reactions to the loss presently
was assessed by the 13-item Present Emotion of Grief
subscale of the Texas Revised Inventory of Grief (TRIG)
[36], using a 5-point response format (1= completely false,
5 = completely true). Higher sum scores of the TRIG rep-
resented greater levels of intense grief that tend to resolve
with the passage of time. This scale had good internal con-
sistency in the present study (α=0.90 at T2 and T3). A
score greater than 37 on the TRIG is considered indicating
clinical levels of intense grief [36]. Both the ICG and the
TRIG are considered as measuring bereavement-specific
distress.
Third, the overall level of depressive symptoms experi-

enced during the past 4 weeks was measured using the 20-
item Center for Epidemiologic Studies Depression scale
(CES-D) [37] at T2 and the 10-item CES-D [38] at T3,
using a 4-point response format (0= rarely or none of
the time, 3 =most or all of the time). Higher sum scores
represented greater depressive symptoms. This scale had
good internal consistency in the present study (α=0.93
at T2; 0.90 at T3). A score greater than 16 on the 20-item
CES-D and a score greater than 8 on the 10-item CES-D
are considered to indicate clinical levels of depressive
symptoms [37,38].
Fourth, the degree to which caregivers were in general

satisfied with their lives during the past 4 weeks was mea-
sured by the 5-item Satisfaction With Life Scale (SWLS)
[39], using a 7-point scale (1= strongly disagree,
7 = strongly agree). Lower average scores represent less
satisfaction with life. This scale had good internal consis-
tency in the present study (α=0.92 at T2; 0.89 at T3).
Both the CES-D and the SWLS are considered as indica-
tors of general distress.

Statistical analyses

Means, standard deviations, and ranges of study variables
are reported in Table 1. The proportions of the study par-
ticipants who met the clinical cutoffs of the scales we used
are also reported in Table 1. We began by examining be-
reavement outcomes at T2. General linear modeling
(GLM) was used to examine the contribution of each var-
iable to the four bereavement outcomes studied simulta-
neously while adjusting inflated type I error by multiple
comparisons. The GLM (also called multivariate analysis
of variance) approach is appropriate to examine outcomes
that are highly correlated with each other yet might have
different predictors [40]. Predictor variables were entered
into the GLM in groups. First, caregivers’ distress risk fac-
tors, such as age, gender, psychological distress, spiritual-
ity, perceived caregiving stress, and patient’s cancer
severity, that were measured at T1 (block 1) were entered
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into the equation predicting bereavement outcomes at T2.
Second, the four aspects of satisfaction with end-of-life
care and preparedness for the death of the patient assessed
at T2 (block 2) were added to the equation, in order to
examine the unique effect of satisfaction with care and
preparedness on bereavement outcomes, controlling for
the effects of factors examined in block 1.
A separate GLM was used to predict bereavement out-

comes at T3. Specifically, the four indicators of bereave-
ment outcomes at T3 were simultaneously predicted by
caregivers’ distress risk factors at T1 (block 1), and satis-
faction with end-of-life care and preparedness for the
death of the patient measured at T2 (block 2). Significance
levels were set at p<0.05. All tests were two sided.

Results

Bereavement-specific and general distress levels

As shown in Table 1, caregivers who participated in this
study were overall middle-aged, more female, relatively
educated and affluent, and most often spouse to the
deceased. While the caregivers were providing care to
the patient around the time of cancer diagnosis and treat-
ment (T1), they reported mild levels of caregiving stress.
Their care recipient had mild to moderately severe type
and stage of cancer. Caregivers reported elevated levels
of distress at that time (around 2 years after their relative’s
initial cancer diagnosis), on average being higher than the
US norm [29] (p<0.001). On the other hand, their spiritu-
ality levels were comparable with those found in cancer
patients [30]. Caregivers reported neutral to slightly favor-
able levels of satisfaction with the end-of-life care pro-
vided prior to the death of the patient, and the levels of
satisfaction across the four aspects of the end-of-life care
services were highly correlated with each other
(0.70< rs<0.92, ps<0.001). Caregivers also reported
on average that they were moderately prepared for the
impending death of the patient.
Caregivers who were bereaved at the first follow-up

(T2) had been bereaved an average of almost 3 years;
the average bereavement at the second follow-up (T3)
was approximately 5 years. Approximately one-fourth of
the bereaved caregivers at T2 and one-fifth at T3 had
prolonged grief symptoms that were greater than 25 on
the ICG, implying clinically meaningful levels of
prolonged grief. In addition, about two-thirds of the care-
givers at T2 and half at T3 had intense emotional reactions
to the loss that were greater than 37 on the TRIG, which is
a clinical cutoff for intense grief. Approximately one-third
at T2 had 20-item CES-D scores of 16 or above, and close
to half of the caregivers had 10-item CES-D scores of 8 or
above at T3, the usual criterion for moderate depression.
The percentages of bereaved caregivers who met the criteria
for prolonged grief symptoms (χ2=1.10, p=0.29) and

intense emotional reactions to the loss (χ2=4.01, p=0.045)
fell from T2 to T3, but the percent meeting criteria for
elevated depressive symptoms tended to rise from T2
to T3 (χ2 = 1.37, p=0.24). Despite this, however,
bereaved caregivers at both T2 and T3 reported satisfac-
tion with life at a level that was comparable with that of
elderly caregivers [41].

Predicting bereavement outcomes at 5 years
post-diagnosis

Next, we examined associations of concurrently reported
satisfaction with care and preparedness for the death of the
patient with bereavement outcomes at 5 years post-
diagnosis (T2) simultaneously. The bereavement outcomes
were significantly correlated with each other (|0.46|< r< |
0.81|, ps<0.001). As shown in Table 2, caregivers’ distress
risk factors measured at T1 were entered into the equation
first (Block 1). Younger and more distressed caregivers at
T1 reported greater levels of prolonged grief symptoms,
more intense emotional reaction to the loss, greater depres-
sive symptoms (not significant with age), and lower levels
of satisfaction with life, after the loss. Caregivers who had
higher spirituality scores at T1, on the other hand, reported
lower levels of prolonged grief and depressive symptoms
(marginal), and greater levels of satisfaction with life, after
the loss. Caregivers whose patient had a less fatal kind of
cancer reported less intense emotional reaction to the loss
and greater satisfaction with life at T2.
Among the variables entered at block 2 (controlling for

effects of factors entered in block 1), the degree to which
caregivers were satisfied with the healthcare professional
managing their patient’s physical ailments during the
end-of-life care phase was significantly associated with
lower levels of prolonged grief and depressive symptoms
after the loss. Caregivers who perceived they were pre-
pared for the death of the patient reported less prolonged
grief symptoms, intense emotional reaction to the loss,
and depressive symptoms.

Predicting bereavement outcomes at 8 years
post-diagnosis

Next, we predicted bereavement outcomes 3 years later
(T3) prospectively from measures assessed at T1 and T2.
The four bereavement outcomes were once again signifi-
cantly correlated with each other (|0.37|< r< |0.78|,
ps<0.001). As shown in Table 3, age and distress at T1
remained significant predictors of bereavement outcomes
at T3 other than life satisfaction. Caregiving stress
assessed at T1 emerged to predict less prolonged grief
symptoms and intense emotional reaction to the loss at
T3, about 5 years post-loss for the most of participants.
Controlling for these factors, caregivers’ satisfaction

with management of their patients’ pain at T2 was signif-
icantly associated with greater satisfaction with life at T3,
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approximately 3 years after T2. Satisfaction with the pa-
tients’ physical ailments at T2 remained to predict less
intense emotional reaction to the loss and depressive
symptoms at T3. Satisfaction with healthcare providers
being available for them reported, unexpectedly, greater
levels of prolonged grief symptoms, intense emotional re-
action to the loss, and depressive symptoms years after the
loss. Finally, caregivers who perceived themselves and
their family members as being prepared for the death of
the patient reported lower levels of prolonged grief symp-
toms and intensive emotional reactions to the loss years
after the loss.

Discussion

Long-term adjustment outcomes of bereavement to
cancer

Our bereaved caregivers reported substantial difficulty with
bereavement 3–5 years after the loss. Such heightened
levels of both bereavement-specific distress—prolonged
grief symptoms and intense emotional reaction to the loss
—and of general distress—depressive symptoms—have
commonly been found among those bereaved less than
6 months [5,9]. However, our study is the first to document
bereavement outcomes of family caregivers 3 to 5 years af-
ter the death of cancer patients. It is noteworthy that both
bereavement-specific and general distress remained quite
high at both 3 and 5 years after the loss and the prevalence
of bereaved caregivers who met the criteria, indicating clin-
ical levels of both bereavement-specific and general distress
was strikingly high at both times.

The prevalence of caregivers who met the criteria for
heightened bereavement-specific distress tended to de-
cline, whereas that of general distress tended to increase
between 3 and 5 years post-loss, which is directionally
consistent with that found by Guldin et al. [24]. This sug-
gests the utility of examining profiles of these two corre-
lated types of distress separately in future research. Our
findings suggest that mental health professionals should
be cognizant of the long-lasting impact of the loss to can-
cer on the surviving family. Findings also suggest that be-
reavement support programs should be delivered to family
caregivers beyond the acute phase of the bereavement and
that those programs should target not only prolonged grief
symptoms and intense emotional reactions to the loss but
also general depressive symptoms.

Correlates and predictors of long-term adjustment
outcomes of bereavement to cancer

We examined several characteristics known to be predic-
tors of adjustment to bereavement months after the loss,
looking now for their role in adjustment years later.
Unsurprisingly, greater levels of pre-bereavement distress
predicted greater levels of prolonged grief symptoms,
intense emotional reaction to the loss, and depressive
symptoms at both 3 and 5 years after the loss. Higher
levels of pre-bereavement spirituality, on the other hand,
predicted better bereavement outcomes only at 3 years
post-loss. These findings support the notion that some
persons are more vulnerable than others to the adverse ef-
fects of stress [42,43], including loss of a family member
to cancer.

Table 2. General linear modeling predicting bereavement outcomes at 5 years post-diagnosis (T2)

Bereavement outcomes at T2

ICG TRIG CES-D SWLS

B t p η2 B t p η2 B t p η2 B t p η2

Block 1: distress risk factors at T1
Age �0.16 �2.03 0.05 0.03 �0.01 �2.13 0.04 0.03 �0.10 �1.54 0.13 0.02 0.02 2.71 0.01 0.05
Gender �4.44 �1.76 0.08 0.02 0.10 0.60 0.55 0.00 �0.75 �0.35 0.73 0.00 0.36 �1.25 0.21 0.01
Distress 0.84 2.49 0.01 0.05 0.05 2.37 0.02 0.04 0.89 3.09 0.01 0.07 �0.11 �2.80 0.01 0.06
Spirituality �3.41 �2.24 0.03 0.04 �0.17 �1.67 0.10 0.02 �2.32 �1.79 0.08 0.02 0.35 2.00 0.05 0.03
Caregiving stress �1.77 �1.01 0.31 0.01 �0.22 �1.83 0.07 0.03 0.13 0.09 0.93 0.00 0.21 1.04 0.30 0.01
Pt cancer severity �4.54 �1.38 0.17 0.01 �0.56 �2.50 0.01 0.05 �3.44 �1.22 0.23 0.01 0.77 2.05 0.04 0.03

R2 = 0.265 R2 = 0.212 R2 = 0.304 R2 = 0.290
Block 2: satisfaction with end-of-life care and preparedness at T2

Pt pain 0.70 0.40 0.69 0.00 0.11 0.92 0.36 0.01 �0.16 �0.11 0.91 0.00 �0.21 �1.02 0.31 0.01
Pt physical symptoms �6.16 �2.25 0.03 0.04 �0.34 �1.84 0.07 0.03 �7.27 �3.18 0.01 0.08 0.12 0.39 0.70 0.00
Information 2.89 1.16 0.25 0.01 �0.03 �0.18 0.86 0.00 3.41 1.64 0.10 0.02 0.06 0.22 0.83 0.00
Access 2.56 1.09 0.28 0.00 0.24 1.52 0.13 0.02 2.74 1.41 0.16 0.02 0.17 0.61 0.54 0.00
Preparedness �2.43 �2.91 0.01 0.06 �0.15 �2.73 0.01 0.06 �1.83 �2.63 0.01 0.05 0.18 1.82 0.07 0.03

ΔR2 = 0.079 ΔR2 = 0.087 ΔR2 = 0.107 ΔR2 = 0.040

N = 137. Time since death was referenced at T2. Gender = 1 for female, 0 for male.
ICG, Inventory of Complicated Grief; TRIG, Texas Revised Inventory of Grief; CES-D, Center for Epidemiologic Studies Depression Index; SWLS, Satisfaction with Life Scale;
Pt, patient.
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The findings also suggest that palliative care programs
should target caregivers who were displaying elevated
levels of psychological distress and difficulties with find-
ing meaning, while providing cancer care. The programs
should provide coping skills training [44] to help manage
distress both then and when they would face the further
stressful event of the death of the patient. Such programs
may become even more effective in reducing bereavement
difficulties by incorporating a spirituality or meaning-
based component, as this has been associated with lower
levels of bereavement-specific distress and higher levels
of life satisfaction in our study and other bereavement
studies [45].
Beyond these individual characteristics, satisfaction

with palliative care, consistent with existing findings that
quality of palliative care provided to the patients [21,22],
particularly for managing physical functioning, also
played a significant role in surviving family members’
adjustment to the loss. On the other hand, the perception
that palliative care professionals were accessible was un-
expectedly related to greater depressive symptoms years
after the loss. This association might be attributable to
patients’ poorer physical functioning and caregivers’
own heightened psychological distress, creating greater
needs for having the medical professionals available. Palli-
ative care professionals may have sensed the needs of more
depressed caregivers and made themselves more available
for that reason. These potential contributing factors, how-
ever, had been accounted for in our modeling, suggesting
that the target association was significant beyond the effects
of patients’ illness severity, caregivers’ psychological dis-
tress, and other individual and caregiving characteristics
we studied. Further information about the circumstances

in which family members needed palliative care profes-
sionals and whether family members actually sought out
them would help clarify how the perceived availability of
healthcare professionals during the end-of-life care phase
links to better or worse bereavement outcomes of the family
members years after the death of the patient.
Another variable shown to be important in bereavement

outcomes here was the degree to which family members re-
ported being prepared for the death of the patient. Prepared
family caregivers displayed less severe bereavement-specific
symptoms, such as prolonged grief symptoms and intensive
emotional reactions to the death for an average of 5 years
after the death. These associations were significant after
accounting for caregivers’ other individual and caregiving
characteristics as well as their perceptions of quality care
given to the patient during the end-of-life care period. This
finding highlights the critical need for cancer survivorship
and palliative care programs to pay close attention to family
caregivers, not only for improving their caregiving skills and
competency and enhancing their well-being while they are
actively providing care to the patients but also to help them
to be prepared for inevitable death of the patient. Family
members will benefit from such integrative caregivership
programs during various phases of their patients’ illness
and after the loss.

Limitations and future directions

Besides the limitations of the study described earlier, other
domains of adjustment to bereavement, such as benefit
finding/post-traumatic growth, spirituality, physical health,
and their attitude and practice in healthy lifestyle behaviors,
need to be investigated, as they have important implications

Table 3. General linear modeling predicting bereavement outcomes at 8 years post-diagnosis (T3)

Bereavement outcomes at T3

ICG TRIG CES-D SWLS

B t p η2 B t p η2 B t p η2 B t p η2

Block 1: distress risk factors at T1
Age 0.19 2.25 0.03 0.06 0.01 1.10 0.28 0.02 0.09 2.17 0.03 0.06 0.00 0.38 0.71 0.00
Gender �2.07 �0.81 0.42 0.01 0.23 1.14 0.26 0.02 0.03 0.03 0.98 0.00 0.31 0.89 0.38 0.01
Distress 1.10 3.25 0.01 0.17 0.08 2.97 0.01 0.10 0.58 3.39 0.01 0.12 �0.06 �1.32 0.19 0.02
Spirituality �3.09 �1.96 0.05 0.05 �0.18 �1.39 0.17 0.02 �1.45 �1.82 0.07 0.04 0.23 1.07 0.29 0.01
Caregiving stress �4.04 �2.27 0.03 0.06 �0.44 �3.06 0.01 0.10 �0.32 �0.35 0.73 0.00 �0.20 �0.84 0.40 0.01
Pt cancer severity �3.13 �0.94 0.35 0.01 �0.33 �1.24 0.22 0.02 0.21 0.12 0.90 0.00 0.13 0.30 0.77 0.00

R2 = 0.364 R2 = 0.273 R2 = 0.420 R2 = 0.198
Block 2: satisfaction with end-of-life care and preparedness at T2

Pt pain �0.90 �0.50 0.62 0.00 �0.10 �0.66 0.51 0.01 0.22 0.24 0.81 0.00 0.68 2.83 0.01 0.10
Pt physical symptoms �3.61 �1.29 0.20 0.02 �0.45 �2.00 0.05 0.05 �2.91 �2.04 0.05 0.05 �0.33 �0.89 0.38 0.01
Information �0.70 �0.28 0.78 0.00 0.23 1.12 0.27 0.02 �0.15 �0.12 0.91 0.00 0.30 0.89 0.38 0.01
Access 5.80 2.34 0.02 0.07 0.40 2.00 0.05 0.05 2.90 2.30 0.02 0.07 �0.24 �0.72 0.48 0.01
Preparedness �1.83 �2.13 0.04 0.06 �0.14 �1.95 0.05 0.05 �0.50 �1.15 0.25 0.02 0.11 0.96 0.34 0.01

ΔR2 = 0.075 ΔR2 = 0.082 ΔR2 = 0.059 ΔR2 = 0.119

N = 88. Time since death was referenced at T2. Gender = 1 for female, 0 for male.
ICG, Inventory of Complicated Grief; TRIG, Texas Revised Inventory of Grief; CES-D, Center for Epidemiologic Studies Depression Index; SWLS, Satisfaction with Life Scale; Pt,
patient.
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in examining how and whether the cancer death compro-
mises the surviving family members’ health. Another limi-
tation is that the sample was of relatively high education
and income, and primarily Caucasian. Although the sample
is moderately large and collected nationwide and prospec-
tively across a substantial period of time, it will also be
important to replicate these findings with ethnic minorities,
and individuals of lower socioeconomic status. Other indi-
vidual and caregiving characteristics, such as personality,
coping styles, caregiving duration, specific types of care
provided, and care network, need also to be investigated
in future studies. Developing and validating a measure
assessing the degree to which family caregivers are medi-
cally, cognitively, and affectively prepared for the impending
death of the patient [22] and prospectively testing the effects
of preparedness in bereaved family members’ long-term
adjustment are also important next steps.

Conclusion

Our findings are relevant to survivorship, palliative care,
and bereavement research and clinical practice for family
cancer caregivers. Importantly, better medical care of the
dying patient and emotional preparation of their caregivers
both seem to improve bereavement outcomes. The nature
of the period of dying, both medically and emotionally,
influences long-term psychological outcomes. The results
highlight the need for provision of good palliative care

and also bereavement services beyond the acute phase of
grief to surviving family members, particularly distressed
caregivers. Findings also suggest programs for cancer care-
givers during survivorship and end-of-life care phases must
incorporate ways in which the family caregivers prepared
for the death of the patient in addition to psychoeducational
and symptom management training. Family members will
benefit from such integrative programs not only while they
are providing cancer care but also years after the death of the
patient by enhancing their psychological adjustment across
the caregivership trajectories.
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