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Abstract
Purpose  We investigated relationships between domains of quality of dying and death in patients with advanced cancer and 
their caregivers’ bereavement outcomes and the moderating effect of patient age at death.
Methods  Bereaved caregivers of deceased patients with advanced cancer who had participated in an early palliative care 
trial completed measures of grief (Texas Revised Inventory of Grief [TRIG]), complicated grief (Prolonged Grief Inventory 
[PG-13]), and depression (Center for Epidemiologic Studies-Depression [CESD-10]). They also completed the Quality of 
Dying and Death measure (QODD), which assesses patients’ symptom control, preparation for death, connectedness with 
loved ones, and sense of peace with death.
Results  A total of 157 bereaved caregivers completed the study. When patient age × QODD subscale interactions were 
included, greater death preparation was related to less grief at patient death (past TRIG: β =  − .25, p = .04), less cur-
rent grief (present TRIG: β =  − .26, p = .03), less complicated grief (PG-13: β =  − .37, p = .001), and less depression 
(CESD-10: β =  − .35, p = .005). Greater symptom control was related to less current grief (present TRIG: β =  − .27, 
p = .02), less complicated grief (PG-13: β =  − .24, p = .03), and less depression (CESD-10: β =  − .29, p = .01). Signifi-
cant patient age × connectedness interaction effects for current grief (present TRIG: β = .30, p = .02) and complicated 
grief (PG-13: β = .29, p = .007) indicated that, with less connectedness, younger patient age at death was associated 
with greater caregiver grief.
Conclusion  Better end-of-life death preparation and symptom control for patients with cancer may attenuate later caregiver 
grief and depression. Less connectedness between younger patients and their families may adversely affect caregiver grief.
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Introduction

Family caregivers play a central role in the care of patients 
with advanced cancer throughout the course of illness, 
including at the end of life [1]. However, the stress of 
caring for severely ill loved ones, coupled with their sub-
sequent death, can engender significant caregiving burden 
and long-term emotional distress after patient death, even 
when caregivers report satisfaction from providing care 
[2]. A recent meta-analysis reported that 17% of bereaved 
caregivers had symptoms of prolonged grief disorder [3]. 
Prolonged grief, also termed complicated grief, is defined 
as an intense grief reaction that is distinct from depression, 
that persists for at least 6 months after the death of the 
loved one, that can be characterized by difficulty accepting 
the loss and moving on with life and by traumatic distress 
symptoms such as numbness, and that is associated with 
impaired daily functioning [4].

Caregiver bereavement outcomes can vary depend-
ing on patient-related factors such as patient quality of 
dying and death at the end of life [5–8] and patient age at 
death [8, 9]. Patient quality of dying and death, a multi-
dimensional, subjectively determined construct reflecting 
patients’ dying experiences in the last days of life [10], 
may influence caregiver bereavement because family car-
egivers may be distressed by patients’ suffering or feel 
responsible for supporting patients’ quality of dying and 
death [11, 12]. Caregivers’ perceptions of poor patient 
quality of dying and death and traumatic patient death 
have been linked to depression and complicated grief in 
bereaved caregivers [5–8, 11], whereas the sense of hav-
ing done one’s best for the patient has been associated 
with less regret and distress [12]. However, these studies 
investigated the impact of overall quality of dying and 
death [5, 6], general end-of-life distress [8], or individual 
items from quality of dying and death measures [7] with-
out consideration for the conceptual domains of quality of 
dying and death the items might reflect. It remains unclear 
whether important, diverse conceptual domains of quality 
of dying and death, such as symptom control, practical 
preparations for death, relationships with loved ones, and 
a sense of peace with death as measured by the Quality of 
Dying and Death (QODD) questionnaire [13–15], differ in 
their impact on caregiver bereavement outcomes. Identi-
fying the extent to which particular domains of quality of 
dying and death influence caregiver bereavement outcomes 
can inform clinical care and tailoring of interventions to 
attend to important domains.

Younger patient age has also been associated with 
greater caregiver depression [8] and grief or complicated 
grief [9, 16]. The association between younger patient age 
and worse caregiver bereavement outcomes may reflect the 

developmentally unexpected nature of dying at a young 
age and the greater difficulty caregivers may consequently 
experience with accepting and coping with the loss [16, 
17]. Younger patients and their families have reported 
greater difficulty facing disease progression and impending 
death [17], less death acceptance [18], and greater exis-
tential distress due to the perceived prematurity of their 
terminal illness [17, 19]. It might be expected that patient 
quality of dying and death would affect caregiver bereave-
ment more adversely with younger than older patient age 
at death, but whether patient age at death moderates the 
relationship between quality of dying and death and car-
egiver bereavement has not been examined.

The purpose of the present study was to investigate the 
associations between specific domains of patient quality 
of dying and death and caregiver bereavement outcomes 
in advanced cancer and to examine the moderating effect 
of patient age on these associations. We hypothesized that 
the associations between worse patient quality of dying 
and death and greater caregiver grief symptoms would be 
stronger when patients died at younger than older ages.

Methods

We combined data from our earlier cluster-randomized con-
trolled trial of an early palliative care (EPC) intervention 
for patients diagnosed with advanced cancer [20] with data 
from a follow-up study of bereavement outcomes of these 
patients’ caregivers after trial completion.

Participants

Participants from the EPC trial were patients diagnosed with 
advanced cancer and recruited from outpatient clinics at the 
Princess Margaret Cancer Centre, University Health Net-
work (UHN), in Toronto, Canada, between December 2006 
and February 2011. Inclusion criteria were age ≥ 18 years, 
stage IV cancer (or stage III with poor prognosis), prognosis 
of 6–24 months’ estimated survival, and oncologist-rated 
Eastern Cooperative Oncology Group measure of perfor-
mance status (ECOG) [21] of 0–2. Patient exclusion criteria 
included indication of cognitive impairment (Short Orienta-
tion-Memory-Concentration Test score < 20 or > 10 errors) 
and insufficient English comprehension to participate.

After the trial, caregivers previously identified by trial 
participants or listed in their medical charts were approached 
at least 6 months after patient death about participating in 
the caregiver bereavement study. The bereavement study 
was conducted between October 2011 and May 2015. 
Caregiver exclusion criteria for both the trial and bereave-
ment study included age < 18 years and insufficient English 
comprehension.
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Measures

For the bereavement study, questionnaires were developed 
to collect caregiver sociodemographic characteristics and 
retrospective data about the caregiving role during the 
patients’ last days of life. Patient age at death was recorded. 
Caregivers completed self-report questionnaires measuring 
the patients’ quality of dying and death and their own grief 
and mood.

Caregivers completed a validated shortened version of the 
33-item Quality of Dying and Death (QODD) questionnaire 
[13, 15] to report on patients’ quality of dying experience 
within the last 7 days of life (or last month of life, if the 
patient remained unconscious or unresponsive during the 
last week). This version retained 17 of the original 31 con-
tent items, as well as a rating of overall quality of life at the 
end of life (last 7 days of life) [14]. It provides a total score 
and four subscale scores: symptom control, which assesses 
symptom management (pain under control, control over 
what was going on, able to breathe comfortably); prepara-
tion, which assesses practical preparations for death (e.g., 
visits with spiritual advisor, funeral arrangements in order, 
health care costs covered); connectedness, which assesses 
relationships with loved ones (sharing physical expressions 
of affection, spending time with family and friends); and 
transcendence, which assesses a sense of peace with death 
(unafraid of dying, at peace with dying, untroubled about 
strain on loved ones) [14]. Bereaved caregivers retrospec-
tively rate the patients’ experience of each item on a 0 (ter-
rible experience) to 10 (almost perfect experience) scale; 
higher scores reflect better quality of dying and death. For 
the current study, prorated subscale scores, standardized to 
a 0–100 scale, were calculated for those who responded to at 
least 50% of each subscale’s items. The QODD is the most 
widely used, best validated measure of quality of dying and 
death [22] and has demonstrated good psychometric char-
acteristics with bereaved family members [13], including 
in palliative care settings [23]. The 17-item version showed 
good model fit of the four-factor structure in mixed-disease 
samples (mostly cancer diagnoses), and the subscales cor-
related significantly with ratings of overall quality of dying 
in the last week of life and overall quality of moment of 
death [14].

We assessed caregiver bereavement outcomes using three 
measures. The 21-item Texas Revised Inventory of Grief 
(TRIG) [24] scale was used to assess caregivers’ past grief 
reactions at the time of patient death and present grief reac-
tions. Bereaved individuals rate eight past-grief items and 13 
present-grief items on how well each item applies to them, 
from 1 (completely true) to 5 (completely false); to facilitate 
interpretation of results, items were reverse-scored so that 
higher scores indicate greater grief. Past and present total 
summed scores were calculated. The scale has demonstrated 

good internal consistency, construct validity [25], and rela-
tionships with pre-death grief [26] for bereaved caregivers 
in palliative care settings.

The 13-item Prolonged Grief Inventory (PG-13) [27], 
which comprises diagnostically informative items from the 
validated Inventory of Complicated Grief [28], was used to 
assess the extent of prolonged grief. The first five questions 
ask caregivers to rate frequency of grief reactions within the 
past month from 1 (not at all) to 5 (several times a day). The 
next eight questions ask caregivers to rate current negative 
reactions and difficulties with moving on from 1 (not at all) 
to 5 (overwhelming). A total summed score was calculated 
using items 4–12, which describe symptoms associated with 
prolonged grief disorder [27]; higher scores indicate greater 
grief. The PG-13 has demonstrated good psychometric prop-
erties with bereaved family members, including support for 
a single-factor structure [29, 30] and evidence for prolonged 
grief disorder as distinct from depression [31].

To assess depressive symptoms, we used the 10-item ver-
sion [32] of the 20-item Center for Epidemiologic Studies-
Depression Scale (CESD) [33]. This shortened version, the 
CESD-10, was derived and validated using data from healthy 
older adults [32]. Items are rated on frequency of occurrence 
during the past week from 0 (rarely or none of the time) to 3 
(most or all of the time), with higher scores indicating worse 
depressive symptoms. The CESD and CESD-10 are often 
used to assess bereavement in caregivers of patients with 
advanced cancer [31, 34, 35].

Procedure

The UHN Research Ethics Board approved the EPC trial 
protocol [20], which was registered with ClinicalTrials.gov 
(#NCT01248624), and the follow-up bereaved caregiver 
study (REB #06–0525-CE). In the trial, patients were 
cluster-randomized to receive either the EPC intervention 
or usual cancer care. Outcomes from the EPC trial have 
been reported previously [20, 36]. Patients provided writ-
ten informed consent for the trial.

At least 6 months after patient death, eligible caregivers 
were informed by mail about the bereaved caregiver study. 
Those who did not opt out were contacted to obtain written 
informed consent. They were mailed the study questionnaire 
package to complete either on their own and return by mail 
or to complete by telephone with research staff. A $5 coffee 
gift card was provided to compensate respondents for their 
participation.

Statistical analyses

Trial baseline data [20] for those patients linked with 
bereaved caregiver study participants were combined with 
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the caregiver data for analyses, which were conducted 
using SPSS version 25. Alpha was set to 0.05.

Univariate analyses (Pearson’s correlations, ANOVAs, 
chi-square tests) were conducted to identify significant 
sociodemographic and medical correlates of the main car-
egiver bereavement outcomes (Past TRIG, Present TRIG, 
PG-13, and CESD-10). Significant correlates (p < 0.05) 
were included as covariates in the main analyses of their 
respective bereavement outcomes. Time since patient 
death and EPC trial treatment group were additionally 
included as covariates in all main analyses.

Separate hierarchical multiple regression analyses were 
conducted with each bereavement outcome to investigate 
the relationships between the QODD subscales and each 
bereavement outcome and the moderating effect of patient 
age at death. Patient age and QODD subscales were cen-
tered on their respective means to minimize collinearity 
between main and interaction effects. Correlates were 
entered sequentially in the following order: (1) identi-
fied covariates, (2) main effects of QODD subscales and 
patient age, and (3) two-way interaction effects of each 
QODD subscale with patient age. Predicted adjusted 
outcomes were saved to facilitate examination of signifi-
cant interaction effects. Any significant interaction effect 
was plotted to compare the directions of the relationship 
between the QODD subscale and grief outcome involved 
across three patient age groups (youngest, intermediate, 
and oldest), which were created by dividing participants 
into tertiles based on the centered patient ages at death.

Results

Participant characteristics

Of 431 bereaved caregivers contacted (214 caregivers of 
usual care participants, 217 caregivers of EPC partici-
pants), 182 (42.2%; 86 caregivers of usual care partici-
pants, 96 caregivers of EPC participants) consented to the 
bereaved caregiver study. Of the 182 consented caregiv-
ers, 157 (86.3%; 75 caregivers of usual care participants, 
82 caregivers of EPC participants) completed the study. 
Table 1 summarizes the characteristics of the 157 car-
egiver participants and the corresponding EPC trial patient 
participants. On average, caregivers and patients were just 
over 60 years of age (ranges: caregivers = 29–88 years; 
patients = 28–88  years), and patients were just under 
64 years of age at death (range = 29–90 years). The major-
ity of caregivers had been spouses/partners of the deceased 
patients. The mean time since patient death was about 
3 years, with a range of 0.64 to 4.89 years.

Patient quality of dying and death and caregiver 
outcomes

Patient quality of dying and death and bereaved caregiver 
outcomes are summarized in Table 2. Mean scores for the 
QODD subscales were better for preparation and connected-
ness than for symptom control and transcendence. Caregiver 
grief, as measured by the past and present TRIG, was moder-
ate, whereas the PG-13 and the CESD-10 suggested lower 
levels of distress. There were no significant treatment-group 
differences in any of these outcomes.

Impact of patient quality of dying and death 
on bereaved caregiver outcomes and moderating 
effect of patient age

Table 3 summarizes the results of the regression analyses 
investigating the relationships between the four QODD sub-
scales and bereavement outcomes.

Past TRIG

Entry of the main effects accounted for a small but signifi-
cant proportion of variance in past TRIG scores (R2 = 0.20, 
p < 0.001). Patients’ age at death was not significant. The 
QODD preparation subscale was a significant correlate of 
past TRIG, with greater preparation being related to less 
grief at patient death (β =  − 0.30, p = 0.01). This rela-
tionship remained significant upon entry of the patient 
age × QODD subscale interactions (β =  − 0.25, p = 0.04), 
which accounted for a small, non-significant proportion of 
variance (R2 = 0.03, p = 0.40). None of the interaction effects 
was significant.

Present TRIG

Entry of the main effects accounted for a small but sig-
nificant proportion of variance in present TRIG scores 
(R2 = 0.17, p < 0.001). Patients’ age at death was a signifi-
cant correlate, with older patient age being linked to less 
present grief (β =  − 0.18, p = 0.048). Two QODD subscales, 
symptom control (β =  − 0.26, p = 0.02) and preparation 
(β =  − 0.26, p = 0.03), were significantly associated with 
present TRIG, indicating that greater symptom control and 
preparation were both linked with less present grief.

Entry of the patient age × QODD subscale interaction 
effects accounted for a small, non-significant proportion 
of variance in present TRIG scores (R2 = 0.04, p = 0.20). 
Both symptom control (β =  − 0.27, p = 0.02) and prepa-
ration (β =  − 0.26, p = 0.03) remained significant in the 
same directions, but not patient age (p = 0.09). There was 
a significant patient age × connectedness interaction effect 
(β = 0.30, p = 0.02). Figure 1 illustrates the directions of 
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Table 1   Baseline caregiver and patient characteristics

Notes. “EPC” and “usual care” refer to the treatment arms to which patient participants of the EPC clinical trial had been assigned; for caregiv-
ers, these terms thus refer to the treatment arms that had been assigned to the patients they cared for. EPC, early palliative care intervention 
group. ECOG, Eastern Cooperative Oncology Group performance status scale. PCU, inpatient palliative care unit. SD, standard deviation

Caregivers Patients

Characteristics EPC
(n = 82)

Usual care (n = 75) EPC
(n = 82)

Usual care (n = 75)

Age, mean years (SD) [range] 61.17 (12.61)
[30–88]

58.05 (13.60)
[29–87]

62.77 (12.26)
[28–88]

61.52 (11.90)
[35–88]

Patient age at death – – 63.98 (12.23)
[29–90]

63.25 (11.82)
[36–89]

Time since patient death
  Mean years (SD) – – 3.19 (0.82) 3.00 (0.86)
  Median years (range) – – 3.15 (1.10–4.89) 3.09 (0.64–4.63)

Female gender, n (%) 58 (70.7) 51 (68.0) 43 (52.4) 41 (54.7)
Education, n (%)
  ≤ High school 18 (22.0) 18 (24.0) 25 (30.5) 26 (34.7)
  College/university/other 64 (78.0) 57 (76.0) 56 (68.3) 48 (64.0)
  (Missing) 0 (0.0) 0 (0.0) 1 (1.2) 1 (1.3)

Employment status, n (%)
  Employed 35 (42.7) 36 (48.0) 16 (19.5) 16 (21.3)
  Unemployed 4 (4.9) 3 (4.0) 11 (13.4) 7 (9.3)
  Retired 40 (48.8) 33 (44.0) 39 (47.6) 37 (49.3)
  Disabled 3 (3.7) 2 (2.7) 16 (19.5) 15 (20.0)
  Student 0 (0.0) 1 (1.3) 0 (0.0) 0 (0.0)

Annual income, n (%)
   ≤ $14,999 1 (1.2) 1 (1.3) 5 (6.1) 2 (2.7)
  $15,000–29,999 5 (6.1) 6 (8.0) 5 (6.1) 8 (10.7)
  $30,000–59,999 17 (20.7) 26 (34.7) 11 (13.4) 15 (20.0)

   ≥ $60,000 53 (64.7) 37 (49.3) 28 (34.1) 30 (40.0)
  (Missing) 6 (7.3) 5 (6.7) 33 (40.2) 20 (26.7)

Marital status, n (%)
  Married/common-law 27 (32.9) 22 (29.3) 61 (74.4) 58 (77.3)
  Separated/divorced 3 (3.7) 4 (5.3) 6 (7.3) 10 (13.3)
  Widowed 49 (59.8) 45 (60.0) 9 (11.0) 3 (4.0)
  Single 3 (3.7) 4 (5.3) 6 (7.3) 4 (5.3)

Relationship to patient, n (%)
  Spouse/partner 51 (62.2) 47 (62.7) - -
  Child 16 (19.5) 18 (24.0) - -
  Other 15 (18.3) 10 (13.3) - -

Cancer site, n (%)
  Breast - - 8 (9.8) 11 (14.7)
  Gastrointestinal - - 30 (36.6) 23 (30.7)
  Genitourinary - - 12 (14.6) 13 (17.3)
  Gynecologic - - 9 (11.0) 15 (20.0)
  Lung - - 23 (28.0) 13 (17.3)

Performance status (ECOG), n (%)
  0 - - 19 (23.2) 24 (32.0)
  1 - - 57 (69.5) 49 (65.3)
  2 - - 6 (7.3) 2 (2.7)

Place of death
  Home - - 32 (39.0) 22 (29.3)
  Hospital - - 9 (11.0) 15 (20.0)
  PCU/hospice - - 37 (45.1) 38 (50.7)
  Long-term care home - - 2 (2.4) 0 (0.0)
  (Missing) - - 2 (2.4) 0 (0.0)
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the relationships between connectedness and present grief 
for patients who were of younger, intermediate, and older 
ages at death. With less connectedness at the end of life, 
present caregiver grief was the greatest with the youngest 
patient age group and the least with the oldest age group. 
With increasing connectedness, however, all three age 
groups converged to more intermediate levels of present 
caregiver grief.

PG‑13

Entry of the main effects accounted for a small but sig-
nificant proportion of variance in PG-13 scores (R2 = 0.27, 
p < 0.001). Patients’ age at death did not quite meet sig-
nificance (p = 0.054), but the symptom control (β =  − 0.23, 
p = 0.03) and preparation (β =  − 0.37, p = 0.001) subscales 
were both significantly associated with less grief.

The interaction effects accounted for a small but signifi-
cant amount of variance (R2 = 0.06, p = 0.03). Along with 
the significant symptom control (β =  − 0.24, p = 0.03) and 
preparation (β =  − 0.37, p = 0.001) main effects, a significant 
patient age × connectedness interaction effect was observed 
(β = 0.29, p = 0.007). Figure 2, which illustrates the direc-
tions of this interaction effect for younger, intermediate, and 
older patient ages at death, displays a similar pattern to the 
corresponding interaction effect with present TRIG.

CESD‑10

Entry of the main effects accounted for a small but sig-
nificant amount of variance in CESD-10 scores (R2 = 0.20, 
p < 0.001). Better symptom control (β =  − 0.29, p = 0.009) 
and preparation (β =  − 0.36, p = 0.002) were both signifi-
cantly related to less depressive symptoms in caregivers. 
Entry of the interaction effects did not account for a signifi-
cant amount of variance (R2 = 0.01, p = 0.87), and while both 
main effects of symptom control (β =  − 0.29, p = 0.01) and 
preparation (β =  − 0.35, p = 0.005) remained, none of the 
interaction effects was significant.

Discussion

In this study of bereavement outcomes of caregivers of 
patients with advanced cancer, greater preparation for 
death and better symptom control, as aspects of patient 
quality of dying and death, were linked to less caregiver 
grief and depression. In addition, less connectedness 
between patients and families near the end of life was 
associated with greater prolonged caregiver grief when 
patients were younger at death than when they were older, 
whereas greater connectedness was associated with less 
grief regardless of age.

Better patient preparation for death was consistently asso-
ciated with less caregiver distress across all measures. The 
QODD preparation subscale encompasses practical factors 
such as funeral arrangements and meetings with religious-
spiritual advisors. Although the QODD rates caregivers’ 
perceptions of patients’ preparation for death, caregivers’ 
participation in such preparations might have contributed to 
their own preparedness for death and thus reduced bereave-
ment morbidity [35]. Additionally, preparation for death may 
reflect an aspect of death acceptance in both patients and 
caregivers [37], which, in turn, may lessen complicated grief 
in bereaved caregivers [9]. The quality of patient-clinician 
communication may have an impact on preparedness [38], 
underlining the importance of ensuring that clinicians are 
adequately trained to have end-of-life conversations.

Symptom control at the end of life was also associated 
with less current grief and depression. Management of pain 
and other symptoms is a cornerstone of palliative care’s 
mandate of relieving suffering and improving quality of life 
for both patients and their families [39]. In patients with 
advanced cancer, symptoms and quality of life deteriorate 
with disease progression and may exhibit steep declines in 
the last months of life [40]. Given the sense of responsibility 
caregivers often feel to ensure patients’ comfort at the end 
of life [11, 12], effective symptom management especially 
at the end of life may thus play a critical role in caregivers’ 
later post-death adjustment.

Table 2   Comparison of the QODD and caregiver bereavement out-
comes reported by caregivers of patient trial participants in the early 
palliative care intervention and usual care trial arms

Notes. “EPC” and “usual care” refer to the treatment arms that had 
been assigned to the patients the caregivers cared for. For the QODD 
and each caregiver bereavement outcome, ranges of possible scale 
scores are included in brackets. EPC, early palliative care interven-
tion group. ECOG, Eastern Cooperative Oncology Group perfor-
mance status scale. PCU, inpatient palliative care unit. QODD, 
Quality of Dying and Death questionnaire. Past TRIG, past grief (at 
patient death), Texas Revised Inventory of Grief. Present TRIG, pre-
sent grief, Texas Revised Inventory of Grief. PG-13, Prolonged Grief 
Inventory. CESD-10, Center for Epidemiologic Studies-Depression 
Scale, 10-item version. SD, standard deviation

Characteristics EPC
(n = 82)

Usual care (n = 75) p

QODD subscales, mean scores (SD) [range = 0–100]
  Symptom control 56.54 (25.28) 54.98 (23.84) .70
  Preparation 73.45 (23.73) 69.22 (19.03) .26
  Connectedness 76.75 (24.17) 75.14 (22.02) .67
  Transcendence 54.87 (30.86) 47.78 (26.58) .15

Caregiver bereavement outcomes, mean scores (SD)
  Past TRIG [range = 0–40] 20.15 (8.29) 20.46 (6.97) .81
  Present TRIG 

[range = 0–65]
41.82 (11.06) 42.49 (9.87) .69

  PG-13 [range = 9–45] 16.42 (7.71) 16.01 (6.81) .72
  CESD-10 [range = 0–30] 8.20 (7.34) 7.56 (5.75) .54
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The relationship between interpersonal connectedness 
near the end of life and caregiver bereavement differed 
with patient age at death: less connectedness had a greater 
adverse impact on caregiver grief when patients died at 
younger than older ages, while greater connectedness was 
associated with less grief across ages. This relationship 
was evident only with the two measures of prolonged grief, 

suggesting the unique contribution of connectedness to these 
clinically relevant outcomes. Connectedness is a key fac-
tor in psychological and spiritual well-being in advanced 
cancer [41], with patients desiring the presence of family 
and family support near the end of life [41–43] and caregiv-
ers indicating the importance of spending time together and 
saying good-bye [44]. At the same time, dying individuals 

Fig. 1   Patient age at death × QODD Connectedness interaction effect 
on present TRIG. With less connectedness at the end of life, present 
caregiver grief was highest with the youngest patient age group and 
lowest with the oldest patient age group. With increasing connect-
edness, all three age groups were associated with more intermediate 
levels of present caregiver grief. QODD connectedness scores are 

centered scores. The present TRIG scores are predicted scores from 
the corresponding regression analyses. Groups representing young-
est, intermediate, and oldest patient age at death are tertile groups. 
QODD, Quality of Dying and Death scale. Present TRIG, present 
grief, Texas Revised Inventory of Grief

Fig. 2   Patient age at death x 
QODD Connectedness interac-
tion effect on PG-13. With less 
connectedness at the end of 
life, caregiver grief was highest 
with the youngest patient age 
group and lowest with the oldest 
patient age group. With increas-
ing connectedness, all three age 
groups were associated with 
lower levels of caregiver grief. 
QODD connectedness scores 
are centered scores. The PG-13 
scores are predicted scores from 
the corresponding regression 
analyses. Groups representing 
youngest, intermediate, and old-
est patient age at death are ter-
tile groups. QODD, Quality of 
Dying and Death scale. PG-13, 
Prolonged Grief Inventory
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may withdraw from social relationships, and loved ones may 
similarly withdraw because of distress over witnessing their 
loved ones’ deterioration or anticipatory grief [42]. Such 
issues could be exacerbated in younger patients and their 
families, as they confront the interruption of developmental 
and psychosocial roles and attainments or the loss of antici-
pated ones. Future studies should distinguish the specific 
issues that underlie the interacting effects of patient age 
and connectedness on caregiver bereavement, as these may 
become targets of psychotherapeutic intervention.

Our findings suggest that the emotional well-being of 
bereaved caregivers may be improved by adequate symp-
tom management and supports for patients’ preparations for 
the end of life, both of which are recognized elements of 
palliative care. Based on our findings, involving caregivers 
in end-of-life care may help to bolster their sense of hav-
ing provided effective caregiving to their loved ones and 
to facilitate their preparation for their loved ones’ death. 
Facilitating social interactions with loved ones may also be 
particularly beneficial in increasing younger patients’ prepa-
ration for death [45]. The current COVID-19 pandemic and 
its distancing-related restrictions, in hampering caregivers 
from being with patients during provision of end-of-life 
care, may impede these aspects of quality of dying and 
death [46], however, and their impact on caregiver bereave-
ment remains to be determined. Psychotherapeutic supports 
offered to patients and their families should address not only 
practical and psychological preparations for death but also 
the developmental and psychosocial challenges specific to 
younger patients.

Our study had limitations. Patients’ quality of dying 
and death was rated by caregivers due to patients’ ina-
bility to complete measures in the last days of life, but 
such proxy reporting may be affected by caregivers’ cur-
rent bereavement-related distress, as well as memory and 
recall bias [22], especially given mean caregiver recruit-
ment time post-patient death of 3 years. Due to the vari-
ation in time since patient death, we included this vari-
able in the main analyses, but no statistically significant 
impact on outcomes was demonstrated across entry of 
covariates, main effects, and interaction effects, except for 
PG-13 after entry of main effects (p = 0.04). All caregiv-
ers of trial patients were approached about the study after 
patient death, but, as only a subset participated, reduced 
power and generalizability are concerns. Although consist-
ent, effects were small and did not explain beyond 40% 
of the variance in caregiver bereavement outcomes; using 
the full QODD may have increased power but would have 
increased burden. While we assessed the important effect 
of patient age, further studies should explore other poten-
tially important moderators or mediators, including place 
of death or availability of support resources tailored to 

the unique needs of particular populations. Lastly, recruit-
ment for the EPC trial and caregiver follow-up studies was 
completed approximately 10 and 6 years ago, respectively, 
and there have been changes in cancer treatment over time, 
such as more frequent use of immunotherapies. It would be 
interesting to compare the current results with a contempo-
rary analysis to assess whether patient quality of dying and 
death and, in turn, caregiver bereavement have improved. 
However, we believe that the findings of the current study 
are still relevant, as the fundamental associations dem-
onstrated between patient quality of dying and death and 
subsequent caregiver bereavement outcomes should not 
change substantially over time.

Conclusion

Caregiving can have a lasting emotional toll for caregivers 
long after patient death. Our findings highlight the contri-
bution of patient quality of dying and death to caregiver 
bereavement and the particular concerns related to caregiv-
ers of younger patients. Supporting the quality of patient 
dying and death in advanced cancer should include provid-
ing ongoing symptom management, fostering mutuality 
in practical and psycho-spiritual preparations for death, 
and strengthening connectedness, particularly in younger 
patients and their families. Ensuring such high-quality 
end-of-life care may not only provide benefits at the end 
of life but also contribute to caregiver adjustment during 
bereavement.
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