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ABSTRACT

Objective: Little is known about the associations between family satisfaction with end-of-life
care and caregiver burden. We conducted a researcher-assisted questionnaire survey to clarify
the impact of caregiver burden on family satisfaction and to determine the types of burden that
decrease family satisfaction.

Method: Bereaved family caregivers of patients with advanced cancer who received our
outreach palliative care service were retrospectively identified. Family satisfaction with the
end-of-life care provided by the palliative care service and caregiver burden were quantified
using the Japanese versions of the FAMCARE Scale and the Zarit Burden Interview (ZBI),
respectively.

Results: Our study subjects included 23 family caregivers. The mean scores on the FAMCARE
Scale and the ZBI for the total population were 72.8+11.2 and 22.8+17.3, respectively,
indicating moderate-to-high satisfaction and low-to-moderate burden. Caregiver burden had a
strong negative correlation to family satisfaction with end-of-life care (Spearman’s rho
[r] ¼ 20.560, p ¼ 0.005), which remained after adjustment for potential confounders
(standardized beta [b] ¼ 20.563, p ¼ 0.01). Several burden items—including loss of control,
personal time, social engagement with others, feeling angry with the patient, feeling that the
patient wants more help than he/she needs, and a wish to leave the care to someone else—were
associated with decreased satisfaction. The major cause of dissatisfaction for family members
included the information provided regarding prognosis, family conferences with medical
professionals, and the method of involvement of family members in care decisions.

Significance of results: Caregiver burden can be a barrier to family satisfaction with end-of-
life care at home. A home care model focused on caregiver burden could improve end-of-life
experiences for patients and family caregivers.
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INTRODUCTION

Caring for the patient and family as a unit is a funda-
mental principle of palliative care. Likewise, improv-
ing family members’ end-of-life experience and
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satisfaction with end-of-life care is a major goal of
palliative care (World Health Organization, 2002).

Previous studies have indicated that several fac-
tors (including sufficient symptom relief, time spent
with the patient, clear goals of care, accessibility
and continuity of hospice care, and good communica-
tion with hospice staff) are the main determinants of
high family satisfaction (Morita et al., 2002; Pottie
et al., 2014; Rhodes et al., 2008; Ringdal et al., 2002).

Family members are often involved in end-of-life
care as informal caregivers. They may experience
caregiver burden, which is defined as the extent to
which caregivers feel that their emotional or physical
health, social life, and financial status have suffered
as a result of providing care for their loved one (Zarit
et al., 1980). Feeling burdened may be a strong predic-
tor of anxiety and depression in family caregivers
(Park et al., 2013), and it is one of the biggest concerns
of advanced cancer patients when choosing to stay at
home during the final days of their lives (Yamagishi
et al., 2012). In previous studies, routine care in-
creased care burden and decreased family satisfaction
(Jansma et al., 2005; Johansson et al., 2007; North-
ouse et al., 2010). Paying attention to and alleviating
caregiver burden are strong requirements for pallia-
tive care clinicians. There is a significant association
between receiving care/support and family satisfac-
tion (Ozcelik et al., 2015). However, only a few studies
have examined the direct association between care-
giver burden and family satisfaction with end-of-life
care (Chang et al., 2013; Hwang et al., 2003). Caregiv-
ing is an interpersonal exchange (Braun et al., 2007),
so that caregiver burden connected to such relational
factors as feeling angry with the patient or feeling
that the patient wants more help than he/she needs
may be an important determinant of family satisfac-
tion. Little is known about what kind of caregiver bur-
den reduces family members’ satisfaction with care
(Schulz, 2013). Addressing the direct impact of care-
giver burden on family satisfaction with end-of-life
care and specifying the kinds of burdens that decrease
family satisfaction are important for the development
of a home care model to improve patients’ and family
members’ end-of-life experiences.

The primary aim of the present study was to exam-
ine the impact of caregiver burden on family satisfac-
tion with end-of-life care, the types of burdens that
decrease family satisfaction, and family members’
dissatisfaction within the home care setting.

METHODS

Settings and Outreach Care Service

The National Hospital Organization (NHO) Kinki-
Chuo Chest Medical Center and the Sakai Hospital

Kinki University Faculty of Medicine are acute hos-
pitals located in the city of Sakai in Japan. An out-
reach palliative care service for patients discharged
from the hospitals’ respiratory or oncology wards
was implemented in 2005. Most home-based care ser-
vices in Japan are routinely provided by primary care
physicians; however, most do not have sufficient on-
cology and palliative care practice expertise. In the
outreach palliative care service, general care (treat-
ments for comorbidities, fluid therapy, nutritional
support, and assistance with daily living) was pro-
vided by home care physicians and home-visit
nurses. Specialized care (advanced symptom man-
agement and end-of-life discussions with patient
and family) was provided by the outreach care
team. This team included two hospital oncologists
with expertise in palliative care, two nurses, and a
medical social worker supporting the home care phy-
sician and home-visit nurses. If a patient required
admission to a hospital, the oncologists provided hos-
pitalized care for them. Clinical information was
shared between the home care team and outreach
palliative care team by telephone conversations and
by using patient-held medical records. All costs
were covered by national healthcare insurance.

Participants

We retrospectively reviewed 37 patients with far-
advanced cancer who were discharged from our
institutions and received outreach palliative care
between January of 2005 and December of 2010.
One principal caregiver for each patient was identified
based on information found in the medical records.
We could not contact 13 of the bereaved family care-
givers because of the death of the family member or
the lack of a contact address. Of the remaining 24 be-
reaved family members, 1 refused to participate in our
study. We obtained written consent for study
participation from 23 bereaved family caregivers
(response rate¼ 96%).

Procedure

Two trained researchers conducted the researcher-
assisted questionnaire at the patient’s home between
1 August 2011 and 21 March 2012. These researchers
were not medical staff and were not involved in pa-
tient care. Nor did they have experience in clinical
medicine. They helped participants to complete self-
administrated questionnaire depending on their
ability to understand the questions. Participants
took about 30 minutes to complete the study ques-
tionnaire. Our study was approved by the ethics
committee of the NHO Kinki-Chuo Chest Medical
Center.
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Measurements

Patient characteristics, number of outreach visits,
and the place and date of death were obtained from
the medical records. Patient and family member pref-
erences regarding place of death were evaluated by
means of the survey.

Family Satisfaction with Care

Family satisfaction with end-of-life care was quanti-
fied using the Japanese version of the FAMCARE
Scale (Kristjanson, 1993; Shimozuma et al., 2008).
This 20-item instrument (see http://www.npcrc.
org/files/news/famcare_scale.pdf) was developed to
measure family satisfaction with the care provided
for advanced cancer patients, including palliative
care patients (Hudson et al., 2010; Teresi et al.,
2014; Lo et al., 2009). The FAMCARE Scale was orig-
inally developed within a conceptual framework of
four dimensions—information giving, availability of
care, physical care, and psychosocial care—though
a later study revealed the unidimensionality of this
instrument (Ringdal et al., 2003). Family caregivers
were asked to rate their satisfaction with care on a
5-point Likert-type scale, ranging from “very satis-
fied” to “very dissatisfied.” The total score ranged
from 20 to 100, with a higher score indicating higher
satisfaction. This scale had high internal validity and
reliability in its original language (Cronbach’s alpha
[a] ¼ 0.93 and test–retest reliability ¼ 0.92, respec-
tively) (Kristjanson, 1993). The validity and reliabil-
ity of the Japanese version of the FAMCARE has also
been tested (research in preparation).

Caregiver Burden

The 22-item Zarit Burden Interview (ZBI) (Zarit
et al., 1985) was utilized to measure caregiver bur-
den. This scale was originally developed to evaluate
the caregiver burden of patients with dementia, but
it has been widely used in various settings, including
caregivers of patients with advanced cancer (Garlo
et al., 2010; Higginson & Gao, 2008). The ZBI can
evaluate broad areas of subjective (distress, worry,
guilt) and objective (direct tasks, indirect tasks, deal-
ing with the emotional needs of the patient, effects of
caregiving on other aspects of life) caregiver burden
as classified previously (Sales, 2003). Each question
is scored on a 5-point Likert-type scale ranging
from 0 (“never”) to 4 (“nearly always”). The total score
ranges from 0 to 88, with a higher score indicating a
heavier burden. Sufficient internal consistency and
reliability were confirmed (Cronbach’s a ¼ 0.89,
test–retest reliability ¼ 0.71) (Zarit et al., 1985).
We employed the Japanese version of the ZBI, which
also has sufficient reliability and validity (Cronbach’s

a ¼ 0.93, test–retest reliability ¼ 0.76) (Arai et al.,
1997).

Statistical Analyses

The characteristics of patients and family caregivers
were presented as a median (range) or number (n, %),
where appropriate. Scatterplots and Spearman’s r

were employed to illustrate the correlation between
family satisfaction and caregiver burden. The associ-
ation between FAMCARE and ZBI total scores was
examined in an exploratory manner using multiple
regression models after adjustment for patient age
and sex, place of death (home/other), and concor-
dance between the patient’s preferred and actual
place of death (yes/no). ZBI items that had a signifi-
cant negative correlation with the FAMCARE total
score were listed to indicate burden items that re-
duced satisfaction. One-way ANOVAwas used to com-
pare FAMCARE total scores according to severity of
care burden. Dissatisfaction items were indicated us-
ing barplots for each item of the FAMCARE Scale.
Dissatisfaction was defined as the sum of “very dis-
satisfied” and “dissatisfied” responses for each item.
To address the small number of patients with missing
data on FAMCARE and ZBI items (less than 2%), the
missing values were imputed using median scores for
each item. Avalue of p , 0.05 was regarded as statis-
tically significant. All analyses were done using
SPSS (v. 18.0; SPSS Inc., Chicago, Illinois, USA).

RESULTS

Characteristics of Participants

Most patients had a diagnosis of lung cancer and poor
performance status at discharge. The majority of
caregivers were spouses of the patients. One or
more live-in alternative caregivers were available
for six patients (26.1%). A third of the caregivers
(n ¼ 7) had no support from additional caregivers
who lived locally. Median survival after discharge
was 52 days (range ¼ 1–175). The median number
of outreach visits was 11 (range ¼ 1–33) during this
period. The preferred place of death was at home
for 17 patients (73.9%), in hospital for 2 patients
(8.7%), and other or unknown for 4 patients (17.4%;
Table 1). In actuality, 9 patients died at home. The
concordance rate between preferred and actual place
of death was 43.5% (10 patients overall: 8 at home, 2
in hospital).

Association Between Family Satisfaction
and Caregiver Burden

The mean FAMCARE and ZBI scores in the total pop-
ulation were 72.8+11.2 and 22.8+17.3, respectively,
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indicating moderate-to-high satisfaction and low-
to-moderate burden. Caregiver burden had a strong
negative correlation with family satisfaction with
end-of-life care (Spearman’s r ¼ 20.560, p ¼ 0.005;
Figure 1A). For the patients who died at home, a
stronger correlation was observed than for the total
population (Spearman’s r ¼ 20.870, p ¼ 0.002;
Figure 1B).

In the multiple regression analysis, the negative
association between caregiver burden and family sat-
isfaction with end-of-life care remained significant
after adjustment for potential confounders (Table 2).
The interaction of place of death and concordance be-
tween the patient’s preferred and actual place of
death was not significant. When the time interval
between the date of the patient’s death and study in-
clusion was included in the multiply adjusted model,
the association between caregiver burden and satis-
faction did not change (data not shown).

Caregiver Burden Items that Decreased
Family Satisfaction

The following 8 of 22 care burden items were nega-
tively correlated with satisfaction: feeling that they

do not have enough time for themselves (Spearman’s
r ¼ 20.621, p ¼ 0.002); feeling angry with the pa-
tient (20.576, 0.004); feeling a loss of control over
their own life caused by the patient’s illness
(20.516, 0.012); feeling that the patient negatively af-
fects relationships with other family members or
friends (20.481, 0.020); feeling that the patient
asks for more help than he/she needs (20.466,
0.025); feeling that they do not have enough money
to take care of the patient (20.461, 0.027); wishing
to leave the care to someone else (20.443, 0.034);
and feeling able to give better care (20.420, 0.046)
(Figure 2). The most prevalent caregiver burdens
were the feeling that the patient is dependent on
them (57%) and that they are the only people on
whom the patient could depend (48%); however,
these items did not show significant correlations
with overall satisfaction.

Dissatisfaction

As shown in Figure 3, the dissatisfaction rate was
highest for the information provided regarding pa-
tient prognosis (dissatisfaction rate ¼ 34.8%), for
family conferences held to discuss the patient’s ill-
ness (26.1%), and for the way the family was included
in treatment and care decisions (26.1%). In contrast,
almost all caregivers were satisfied or very satisfied
with the way the tests and treatments were
performed, the availability of nurses to the family,
the doctor’s attention to the patient’s suffering, and
the speed with which symptoms were treated.

DISCUSSION

Caregiver burden in our study population was nega-
tively correlated with family satisfaction with end-of-
life care. Some types of caregiver burden, including
the feeling of not having enough private time and
feeling angry with the patient, had a significant neg-
ative impact on overall satisfaction. Some bereaved
family members reported that the information pro-
vided regarding the patient’s prognosis, having a
family conference to discuss the patient’s illness,
and the method of family involvement in care deci-
sions were major causes of dissatisfaction.

Sufficient symptom relief, information provision
concerning the patient’s condition and treatment
goals, and availability of medical staffs have been re-
ported as key determinants of family satisfaction
(Morita et al., 2002; Pottie et al., 2014; Rhodes
et al., 2008; Ringdal et al., 2002). However, very little
evidence has been gathered regarding the associa-
tions between family satisfaction and caregiver bur-
den, and the study results have been inconsistent.
Hwang et al. (2003) conducted a survey in 100 cancer

Table 1. Characteristics of patients and family
members

Patients (n ¼ 23) Values*

Age 70 (51–86)
Male 14 (60.9%)
Primary cancer site

Lung 18 (78.3%)
Digestive organs 2 (8.7%)
Others 3 (13.0%)

Performance status at discharge
0–2 1 (4.3%)
3 10 (43.5%)
4 10 (43.5%)

Preferred place of death
Home 17 (73.9%)
Hospital 2 (8.7%)
Other/unknown 4 (17.4%)

Actual place of death
Home 9 (39.1%)
Hospital 12 (52.2%)
Others/missing 2 (8.7%)
Duration of home hospice care, days 52 (1–175)

Family caregivers (n ¼ 23)

Male 6 (26.1%)
Relationship to the patient

Husband or wife 20 (87.0%)
Child 3 (13.0%)

Time interval between patient death and
interview, years

5.5 (1.0–7.0)

* The values indicate median (range) or n (%).
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patient/family caregiver dyads in a Veterans Affairs
medical center. Caregiver burden, measured using
the Care Strain Index, was not significantly corre-
lated with family satisfaction with care, measured us-
ing FAMCARE (Pearson’s r ¼ 20.01). Chang et al.
(2013) explored the factors affecting family satisfac-
tion in terminal cancer patients and their family care-
givers in a Korean population and found that

satisfaction with overall care was significantly higher
if the patient and family caregiver did not experience
much burden (multiply adjusted odds ratio [95% con-
fidence interval] ¼ 2.82 [1.76–4.50] for patients; and
2.94 [1.75–4.93] for caregivers) (Chang et al., 2013).
However, satisfaction and caregiver burden were not
measured using validated instruments, and no infor-
mation regarding the type of burden that might neg-
atively impact satisfaction was available. On the
other hand, we demonstrated a significant negative
correlation between caregiver burden and family sat-
isfaction using well-validated measures. Moreover,
we identified the burden items that might decrease
family satisfaction, such as changes in lifestyle (loss
of control, personal time, and social engagement
with others); conflict with the patient (feeling angry
with the patient, feeling that the patient wants
more help than he/she needs); and a lack of confi-
dence (wishing to leave the care to someone else, feel-
ing capable of giving better care). Feelings of isolation
and loneliness and a restricted social network have
also been identified as risks for increased caregiver
burden (Bishop et al., 2007; Goldstein et al., 2004;

Fig. 1. Association between family satisfaction and caregiver burden. Caregiver burden showed a significant negative
correlation with family satisfaction in (A) total population, (B) patients who died at home, and (C) patients who died at
other places. Family satisfaction and caregiver burden were measured using FAMCARE total scores and the 22-item
Zarit Burden Interview, where higher scores indicate higher satisfaction and perceived heavy burden, respectively.

Table 2. Factors associated with family satisfaction
(multiple regression model)

b Standardized b p

Caregiver burdena 20.365 20.563 0.01
Age 0.094 0.081 0.67
Male 23.603 20.160 0.43
Home death 23.899 20.173 0.43
Concordanceb 24.208 20.190 0.40

Adjusted R2 ¼ 0.296.
a Measured using the Zarit Burden Interview.
b Concordance between patient’s preferred and actual
place of death.
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Rossi Ferrario et al., 2003; Stenberg et al., 2010). The
tiredness of family caregivers is also a common prob-
lem in cancer care (Fletcher et al., 2008; Tokoro et al.,
2009). Our findings are in line with the results of pre-
vious studies.

Caregivers of patients who died under hospice care
reported fewer unmet needs when compared with
those who died in hospital settings (Dawson, 1991).
However, we found some dissatisfaction in bereaved
family members mostly concerning information
sharing: information provided about the patient’s
prognosis, family conferences with the medical pro-
fessionals, and the way family members were
involved in care decisions. In Japan, family confer-
ences between patient and family, hospital physi-
cians and nurses, and home care staffs before
discharge have increasingly been held since the
national healthcare insurance started financially
supporting family conferences in 2006 (�$100 for a
home care physician and $230 for a hospital). This
system facilitates reduction in dissatisfaction with
information sharing.

LIMITATIONS OF THE STUDY

Our study has several limitations. First, although we
have adjusted for potential confounders, some un-
measured variables (including level of patient func-
tion, symptom severity, and financial resources)
may have had an influence on our results. These po-
tential confounders should be assessed in future
studies. Second, because we asked family caregivers
to participate in our survey and recall their satisfac-
tion and burden after a median time interval of 5.5
years from the patient’s death, a recall bias might
have also existed. Although our results did not
change when we adjusted for the time interval be-
tween patient death and time of the survey, we are
aware that the long interval might have minimized
a caregiver’s recall of the actual physical and emo-
tional burden that they experienced while caring
for the patient. In addition, we did not assess the
caregiver’s emotional state and stage of grief at the
time of the survey. Our results may also be biased
by these factors. Prospective studies are required to

Fig. 2. Association between caregiver burden items and family satisfaction. Overall satisfaction differs significantly ac-
cording to the severity of “feeling not having enough time for myself” ( p ¼ 0.005) and “feeling angry with the patient”
( p ¼ 0.011), but not of “feeling the patient is dependent on me” ( p ¼ 0.647).
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know the actual caregiver burden at the time of pa-
tient care. Third, because the patient preference for
place of death and satisfaction with care were mea-
sured by proxy rating, these measurements might
not be completely identical to those of the actual pa-
tients. Fourth, patient satisfaction with care was not
measured directly. However, we believe that this is-
sue does not undermine our findings because family
satisfaction with end-of-life care was the main focus
of our study. Fifth, our findings were based on the
perspectives of the family caregivers of patients
who were discharged and had taken part in our out-
reach palliative care service, and the sample size
was relatively small. Hence, we could not generalize
our findings to the experience of all family caregivers
whose loved ones could not be discharged due to se-
vere symptom intensity or rapid deterioration of
their general condition. Moreover, 57% of the pa-
tients needed at least one readmission after dis-
charge from our hospitals; contamination due to
hospital readmission might have also affected our
findings. Sixth, the interrater reliability of the FAM-
CARE Scale and the ZBI was not tested in our study.
Although the two interviewers were instructed to
perform similar tasks by using the same question-

naire, some bias may have been introduced through
this issue. Seventh, the question items in the FAM-
CARE Scale and ZBI are phrased in the present
tense. We employed these tools, and there was no val-
idated measurement with which to ask caregivers
about satisfaction with care and burden in the past
tense. Finally, because this study was conducted in
an urban setting with a relatively high availability
of home-visiting services and emergency depart-
ments, our results cannot be applied to other regions.

CONCLUSIONS

Caregiver burden could be a potential barrier to fam-
ily satisfaction with the care provided to patients and
family members receiving palliative care at home.
More attention should be paid to caregiver burden
with regard to changes in lifestyle, conflicts with
the patient, and lack of confidence. Seeking methods
to share information concerning the patient’s progno-
sis with the family and involving family members in
the decision-making process are crucial. A home hos-
pice care model focused on these issues could improve
the end-of-life experience of patients and family
members.

Fig. 3. Dissatisfaction was measured using each item of the FAMCARE Scale. Items are listed according to rate of dis-
satisfaction, defined as the proportions of very dissatisfied or dissatisfied caregivers. The data utilized were not imputed
(raw data).
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