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Abstract
Aim: This study aims to determine the symptom burden of caregivers who were following their loved ones at home and factors
associated with this burden.Methods: From a consecutive number of patients followed at home by a specialistic palliative care
team, a sample of 46 couples of patients-caregivers was screened. Epidemiological data of both patients and caregivers were
collected, also including some variables, such as the level of religiousness, education, economic conditions, and financial distress.
The Edmonton Symptom Assessment System (ESAS) was measured in both patients and caregivers. Caregivers were asked to
provide a comment in a semi-structured interview, about “what do you think of your loved one’s suffering?” They were also
invited to release any further comment. Results: Caregivers’ symptom burden was relevant. Sleep disturbances were even
more relevant in caregivers. Caregivers with a lower level of education and financial distress experienced more global symptom
burden. Caregivers manifested a deep sense of injustice and gripes regarding previous hospitalizations.Conclusion: There is an
association between patient-reported severity of symptoms and caregiver symptoms. These data suggest delivering support to
those caregivers who express higher levels of symptoms. There is a need for further research to explore the possible in-
terventions to mitigate caregivers’ symptom burden.
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Introduction

Advanced cancer can lead to physical and psychological
symptom burden that affects both patients and their relatives.
Caregivers may be overwhelmed with the burden of care-
giving, especially with very severely ill patients with cancer.1

In some studies, caregivers have been reported to experience
pain, fatigue, sleep disorders, poor appetite, financial burden,
marital strain, and emotional distress.2-5 About 75% of
caregivers developed physical problems before patients’
discharge from hospital and 50% continued to have such
symptoms after discharge.6 Social and financial burden were
also reported in caregivers of patients receiving anticancer
therapies.7 The symptom burden may affect the caregivers’
ability to provide care to the patient.2,8 In fact, higher
caregiver-reported objective burden was associated with
higher care recipient depressive symptoms.9

Formal assessment of caregiver symptom burden is not
routinely performed in palliative care. A regular evaluation of
caregiver symptom burden would allow to have a basis for an
early support from the palliative care staff. The Edmonton
Symptom Assessment System (ESAS) is a common tool used
for measuring patients’ physical and psychological

symptoms.10 Recently, ESAS was measured in caregivers to
assess the physical and psychological burden. In an outpatient
palliative care setting, a significant correlation was found
between ESAS scores measured in caregivers and their time
spent feeding and housekeeping. They also reported reduced
activities and total sense of burden.11

Information about the burden among caregivers who fol-
low their loved ones at home is lacking. The aim of the present
study was to determine the burden of caregivers in a home care
setting and to assess factors associated with this burden.
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Moreover, caregivers were interviewed to assess how they
lived with the condition of suffering of their loved one.

Methods

Patients who consecutively requested specialistic home care
assistance for a period of 6 months were initially screened.
Patients were included if they had a diagnosis of advanced cancer
and had a primary caregiver and provided consent to participate.
A caregiver was considered as a person who spent at least 4
hours/day with the patient.12 Both patients and caregivers had to
be ≥ 18 years old. Patients were excluded if they had impaired
cognition or an expected survival of less than 2 weeks. The first
46 patients who met the inclusion criteria were asked to par-
ticipate, according to the necessary sample size. Institutional
Review Board approved the study, and patients and caregivers
provided their informed consent to participate.

Data Collection

Epidemiological patients’ data, including age, gender, cancer
diagnosis, and Karnofsky level were recorded. Education, marital
status, awareness of diagnosis and prognosis, religious belief
relationship to patient, religion, level of religiosity, role of religion,
frequency of prayer, familiar income/month (< 1000 euros, 1000-
3000 euros, and > 3000 euros), and financial distress (measured
from 0 to 10) were collected in both patients and caregivers.13

Edmonton Symptom Assessment System (ESAS) was also
measured. The ESAS is a widely used 10-item scale mea-
suring a variety of physical and psychosocial symptoms.
Symptoms include pain, dyspnea, nausea, weakness, drows-
iness, depression, anxiety, poor sleep, poor appetite, and poor
well-being.10 The ESAS was found to be a feasible tool for
identifying caregiver symptom burden. About 3/4 of care-
givers reported that completing the ESAS was useful for
expressing their symptom burden.11 These data were collected
by trained home social workers 7-10 days after starting home
palliative care, when presumably a relationship had been
established with the team.

Caregivers were approached by a social worker experienced in
interviews with family members for different reasons linked to
their activity. They were asked to provide a comment in a semi-
structured interview on a voluntary basis. The opening question
was: “what do you think of your loved one’s suffering?” They
were also invited to release any further comment on their distress.

Statistical Analysis

A sample size of 46 couples of patients and caregivers yielding
a statistical power of 80% with alpha type 1 error of .05 would
allow the detection of a difference of 30% with an SD of ± 2 in
symptom intensity score reduction between 2 groups.

Continuous variables are presented as mean (SD) or me-
dian with interquartile range (IQR), and categorical variables
are expressed as number of patients (percentage). Chi-square

or Fisher’s exact tests were used for categorical variables, as
appropriate.

Related-samples Wilcoxon signed rank test was used to
compare nonparametric continuous variables between patients
and caregivers. Univariate analysis of variance (ANOVA) test
was employed to identify variables associated with global
ESAS in patients and caregivers.

The data were analyzed by the SPSS software, version 22
(SPSS Inc, Chicago, IL, USA). All statistical tests were two-
tailed, and statistical significance was defined as P ≤ .05.

Results

The characteristics of patients and their caregivers are listed
in Table 1. The mean age was 75.1 years (SD, 12.5), the mean
Karnofsky level was 34 (SD, 9), and 30 patients were males.
Most of caregivers were better informed than patients about
diagnosis and prognosis (P < .0005 in both cases). Religious
issues and financial distress were similar, although the fre-
quency of prayer was higher in caregivers. The mean financial
distress was relevant (≥ 4).

The intensities of ESAS items in patients and caregivers are
shown in Table 2. A total of 43 caregivers (86%) reported an
intensity of ≥ 1, and 41 caregivers (82%) reported an intensity
of ≥ 4 for at least one symptom. The most frequently
symptoms with an intensity ≥ 1 were weakness (n = 43, 86%),
poor well-being (n = 42, 84%), depression (n = 37, 74%), and
sleep disturbances (36, 72%). These were the same symptoms
that were most frequently reported with an intensity ≥ 4, and
included weakness (n = 41, 82%), poor well-being (n = 37,
74%), sleep disturbances (n = 27, 54%), and depression (n =
25, 50%). High mean intensity levels of ESAS items were
found in caregivers, unless for nausea, drowsiness, and
dyspnea intensity, which were significantly higher in patients.
Intensity of sleep disturbances was significantly higher in
caregivers than in patients (Table 2).

Factors Associated With Physical and Psychological
Distress (Total ESAS)

In patients, total ESAS was inversely associated with being
believers practicing (P = .007; ANOVA test) and daily prayers
(P = .036; ANOVA test). Total ESAS was higher in females (P
= .06; ANOVA test), in divorced subjects compared with
married subjects (P = .045; ANOVA test), and in those having
psychological distress, including anxiety and depression (P <
.0005; ANOVA test). In caregivers, total ESAS was inversely
associated with the level of education (P = .034; ANOVA test)

Interviews

Fourteen per cent of caregivers agreed with the interview. The
most frequent answers to the question “What do you think of
your loved one’s suffering” were based on a deep sense of
injustice: “I think he shouldn’t have had these sufferings
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because he didn’t deserve them (…). He was always a good
husband, a good father ….” “I think she didn’t deserve my
grandmother’s suffering….” “I think my son is suffering
unjustly (…), I hope that this suffering will not last long ….”
“What did he do to deserve this suffering?”

They also added comments about hospitalization: “Many
things could have been avoided if there had been more careful,

more accurate treatment in the hospital setting (…).” “I no-
ticed much more attention and efficiency in this home service
probably due to the patient’s individuality ….” “… There are
too many patients and few doctors to well manage a patient”
«[Telling of hospitalization): You will understand how I felt!
(…). Now, I feel a little more serene ».

Discussion

This study showed that in the home care setting the care-
givers’ burden, assessed by ESAS, is relevant and compa-
rable to patients’ burden for most symptoms, both physical
and psychological ones. Of interest, sleep disturbances were
even more relevant in caregivers than in patients. A second
point of interest was that caregivers with a lower level of
education and financial distress experienced more global
symptom burden.

A significant number of caregiver instruments for as-
sessing their burden have been used,14 although very few of
them have been incorporated into regular clinical practice. In
this study, we used the ESAS. Patients and caregivers filled in
the chart with minimal training by the social workers, who
were familiar with such an instrument. In a previous study,
ESAS was found to be feasible (100% completed most items)
and useful (73%) by caregivers to report their symptom
burden. Most caregivers reported that completing the ESAS
was useful for expressing their symptom burden.11 Seventy-
six per cent of caregivers had symptom distress scores ≥ 4 on
at least one symptom. Fatigue, depression, anxiety, sleep,
well-being, and total ESAS score of patients and caregivers
were found to be significantly correlated. Financial distress
and spiritual pain scores, which were not included in the
ESAS of the present study, were also correlated. There was
also a significant association between caregiver ESAS and
time spent feeding and housekeeping and total time on
combined caregiver activities, as well as total ZBI–12 scores,
which is a widely used caregiver burden instrument.15 These
correlations confirm previous observations.16,17 The median
caregiver ESAS scores found in this study suggest a sig-
nificant symptom burden. Higher scores were identified for
some symptoms, such as weakness, anxiety, sleep distur-
bances, and poor well-being, which were similar to those
found in patients. Similar levels of depression were found,
although with lower intensity (less than 4/10 on average).
These findings confirm data from a previous study.11 Such
symptoms may be explained by the burden required for
assisting their loved one, differently from other symptoms,
such as pain, nausea, drowsiness, or dyspnea, which are
typically present in a severely ill patient. Some data also
suggest that believers, females, divorced people, or those
with low level of education may have more psychological
distress. These aspects are interesting and deserve further
investigation. For instance, financial distress11 and the level
of religiosity have been found to be associated with a higher
symptom burden.18

Table 1. Characteristics of Patients and Caregivers.

Patient Caregiver P

Education
Primary 20 13
Middle school 11 15
Secondary school 13 10
Degree 2 8

Marital status
Married 43 39
Living together 1 1
Separated/divorced 2 2
Single 2 4

Awareness of diagnosis
Known 28 45
Partially known 11 1 < .0005*
Unknown 7 0

Awareness of prognosis
Known 9 40
Partially known 16 6 < .0005*
Unknown 21 0

Religious belief
Catholic 43 41
Orthodox 1 0 .124*
Atheist 0 1
Other 2 4

Level of religiosity
Believer practicing 13 18
Believer 31 24 .057*
Non-believer 0 4

Role of religion
Fundamental 8 19
Important 12 9
Fairly important 24 15 .098*
Not very important 1 3
Not important 1 4

Frequency of prayer
Daily 22 28
Weekly 12 7
Monthly 9 3 .047*
Yearly 1 0
Never 2 8

Familiar income/month
Less than 1000 € 12
1000–3000 € 24
more than 3000 € 5

Financial distress 4.6 (3.0) 5.4(2.9) .868̂

*Pearson chi-square test. R̂elated-samples Wilcoxon signed rank test.
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Existing data in the literature are sparse. Caregivers of
palliative care inpatients have been found to suffer from
relevant depressive and anxiety symptoms, indicating the high
need of psychological support. Gender, low socio-economic
status, prior patient care other than home-based care, ex-
haustion, sleep disturbances, and worse palliative care out-
come ratings were associated with higher depressive symptom
levels.19

Most studies assessing caregiver burden have been
performed in outpatient or inpatient settings. Patients and
caregivers in a home care setting might have different levels
of distress, particularly because patients are presumably
more debilitated and caregivers would be more involved in
the last weeks of life of their loved ones. The mean survival
in home palliative care in Italy, in fact, is about 2 months.20

In this study performed in home care setting, the pattern of
symptom intensity of caregivers was superimposable to that
reported by patients, unless for some specific symptoms of
the advanced stage of disease, such as nausea and dyspnea.
Indeed, the intensity of sleep disorders was higher in
caregivers. It is likely that patients and caregivers followed
at home experience different conditions and patients have
more needs, requiring more caregiver activities. This
finding may have a tremendous impact on the capacity to
deliver caregiving and should be a trigger for more social
support. Unless in a pioneer study, in which more than 50%
of caregivers at home reported fatigue,21 no further data
about caregivers’ symptom burden are available in home
care.

From the interviews with caregivers, one can argue that
caregivers cultivate a sense of injustice for their loved ones
and perhaps also a feeling of dissatisfaction and unhappiness
for the inadequacy of the hospital setting for this type of
patient. This aspect recalls the need to offer an early path of
palliative care also within hospitals.12 An intervention aimed
to accelerate transition from oncological treatment to home-

based specialized palliative care, significantly attenuated
caregivers’ symptoms of anxiety and depression.22

There are some limitations of this study. The cross-
sectional nature of the study design does not allot a causal
relationship between caregivers’ distress and other factors
taken into consideration. Moreover, no specific intervention
was assessed to manage caregivers’ symptom burden.

Conclusion

The findings of this study suggest that there is an association
between patient-reported severity of symptoms and caregiver
symptoms. These data suggest delivering support to those
caregivers who express higher levels of symptoms. Unfor-
tunately, in the vast majority of cases caregivers do not un-
dergo regular assessment. Supportive interventions may help
reduce their psychological distress. There is a need for further
research to explore the benefits identified, and to assess the
interventions effects on physical health and potential
harms.22–24 It should be interesting to document how the use
of these tools helps modify clinical and/or health service
utilization outcomes, and how caregiver burden may change
over time. Finally, the quality and type of support made
available to family caregivers should be explored.
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Table 2. Edmonton Symptom Assessment System in Patients and Caregivers; Medians (interquartile rage).̂ Related-samplesWilcoxon signed
rank test.

Patient Caregiver P

Pain 5.0 (2.6–64) 2.0 (0–5) .086
Dyspnea 2.0 (0–5) 0.0 (0–0) < .0005*
Anxiety 5.0 (3–7) 6.0 (5–7.4) .354
Depression 3.5 (2–6) 3.5 (2–5) .842
Sleep disturbances 3.0 (0–4.8) 4.5 (2–6.4) .019
Drowsiness 4.0 (1.8–6) 0 (0–4.8) .037
Nausea 2.0 (0–3) 0 (0–0) .002
Poor appetite 3.0 (0–5) 2.5 (0–5) .747
Weakness 4.0 (1.8–6) 7.0 (6–8) .437
Poor well-being 7.0 (5–8) 6.5 (5–8) .322
Total Edmonton Symptom Assessment 45.0 (30–56) 39.0 (27–48) .167
System

1340 American Journal of Hospice & Palliative Medicine® 39(11)

https://orcid.org/0000-0001-9859-6487
https://orcid.org/0000-0001-9859-6487


References

1. Adelman RD, Tmanova LL, Delgado D, Dion S, Lachs MS.
Caregiver burden: A clinical review. JAMA. 2014;311:
1052-1060.

2. Edwards B, Ung L. Quality of life instruments for caregivers of
patients with cancer: A review of their psychometric properties.
Cancer Nurs. 2002;25:342-349.

3. Matthews AB. Role and gender differences in cancer- related
distress: A comparison of survivor and caregiver self-reports.
Oncol Nurs Forum. 2003;30:493-499.

4. Grunfeld E, Coyle D, Whelan T, et al. Family caregiver burden:
Results of a longitudinal study of breast cancer patients and their
principal caregivers. Can Med Assoc J 2004;170:1795-1801.

5. Costa-Requena G, Cristófol R, Cañete J. Caregivers’morbidity in
palliative care unit: Predicting by gender, age, burden and self-
esteem. Support Care Cancer. 2012;20:1465-1470.

6. Oberst MT, Scott DW. Postdischarge distress in surgically
treated cancer patients and their spouses. Res Nurs Health.
1988;11:223-233.

7. Siegel K, Raveis VH, Houts P, Mor V. Caregiver burden and
unmet patient needs. Cancer. 1991;68:1131-1140.

8. Laizner AM, Yost LM, Barg FK, McCorkle R. Needs of family
caregivers of persons with cancer: A review. Semin Oncol Nurs.
1993;9:114-120.

9. Ejem D, Bauldry S, Bakitas M, Drentea P. Caregiver burden,
care recipient depressive symptomology, and social exchange:
Does race matter? J Palliat Care. 2018;33:100-108.

10. Bruera E, Kuehn N, Miller MJ, Selmser P, Macmillan K. The
edmonton symptom assessment system (ESAS): A simple
method for the assessment of palliative care patients. J Palliat
Care. 1991;7:6-9.

11. Tanco K, Vidal M, Arthur J, et al. Testing the feasibility of using
the edmonton symptom assessment system (ESAS) to assess
caregiver symptom burden. Palliat Support Care. 2018;16:
14-22.

12. Mercadante S, Adile C, Caruselli S, et al. The palliative-
supportive care unit in a comprehensive cancer center as
crossroad for patients’ oncological pathway. PLoS One. 2016;
11:e0157300.

13. Kang JH, Kwon JH, Hui D, YennurajalingamS, Bruera E. Changes
in symptom intensity among cancer patients receiving outpatient
palliative care. J Pain Symptom Manag. 2013;46:652-660.

14. Tanco K, Park JC, Cerana A, Sisson A, Sobti N, Bruera E. A
systematic review of instruments assessing dimensions of dis-
tress among caregivers of adult and pediatric cancer patients.
Palliat Support Care. 2017;15:110-124.

15. Higginson IJ, GaoW, Jackson D,Murray J, Harding R. Shortform
zarit caregiver burden interviews were valid in advanced con-
ditions. J Clin Epidemiol. 2010;63:535-542.

16. Yesilbalkan OU, Ozkutuk N, ArdahanM. Comparison of quality
of life of Turkish cancer patients and their family caregivers.
Asian Pacific J Cancer Prev. 2010;11:1575-1579.

17. Philips PL, Lazenby M. The emotional and spiritual well-being
of hospice patients in Botswana and sources of distress for their
caregivers. J Palliat Med. 2013;16:1438-1445.

18. Mercadante S, Adile C, Ricci M, Maltoni M, Bonanno G, Casuccio
A. The role of religiosity in symptom expression of advanced cancer
patients. Am J Hosp Palliat Care 2021;10499091211041348.

19. Oechsle K, Ullrich A, Gabriella Marx G, et al. Psychological
Burden in Family Caregivers of Patients With Advanced Cancer
at Initiation of Specialist Inpatient Palliative Care. BMC Palliat
Care. 2019;18:102.

20. Mercadante S, Valle A, Porzio G, Aielli F, Adile C, Casuccio A.
Prognostic factors of survival in patients with advanced cancer
admitted to home care. J Pain Symptom Manage. 2013;45:56-62.

21. Jensen S, Given BA. Fatigue affecting family caregivers of
cancer patients. Cancer Nurs. 1991;14:181-187.

22. von Heymann-Horan A, Bidstrup P, Guldin M-B, et al. Effect of
home-based specialised palliative care and dyadic psychological
intervention on caregiver anxiety and depression: A randomised
controlled trial. Br J Cancer. 2018;119:1307-1315.

23. Candy B, Jones L, Drake R, Leurent B, King M. Interventions
for supporting informal caregivers of patients in the terminal
phase of a disease. Cochrane Database Syst Rev. 2011;6:
CD007617.

24. Hudson P, Payne S. Family caregivers and palliative care:
Current status and agenda for the future. J Palliat Med. 2011;14:
864-869.

Mercadante et al. 1341


	Caregiver Distress in Home Palliative Care
	Introduction
	Methods
	Data Collection
	Statistical Analysis

	Results
	Factors Associated With Physical and Psychological Distress (Total ESAS)
	Interviews

	Discussion
	Conclusion
	Declaration of Conflicting Interests
	Funding
	ORCID iD
	References


