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Brief Report
Prevalence, Severity, and Correlates of Symptoms

of Anxiety and Depression at the Very End of Life
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Abstract

Context. Rates of psychological symptoms for patients with serious illness are high, but there has been limited research

investigating psychological symptoms at the very end of life (EOL).

Objectives. To better understand the prevalence, severity, and correlates of psychological distress at the very EOL.

Methods. This retrospective cross-sectional study utilized caregiver proxy interviews. Caregivers were contacted after their

care recipient recently died while receiving home hospice care and invited to participate in a brief interview with a trained

research assistant. Patient, caregiver, and hospice utilization data were also abstracted from electronic medical records, and

caregiver burden scores were assessed via interview.

Results. A total of 351 caregivers were included in the study. According to caregivers, 46.4% of patients had moderate-to-

severe anxiety, as assessed with a score of $4 on the Edmonton Symptom Assessment Scale and 43% had moderate-to-severe

symptoms (Edmonton Symptom Assessment Scale score $ 4) of depression in the last week of life. Symptoms of anxiety and

depression were significantly associated with caregiver burden scores and inversely associated with patient age.

Conclusion. Psychological symptom management at the very EOL is essential to providing comprehensive hospice care.

Our study revealed that nearly half of all home hospice patients experience moderate-to-severe symptoms of anxiety and/or

depression in the last week of life. Future research is needed to improve psychological symptom management at the very EOL

to improve the quality of life for both patients and their families. J Pain Symptom Manage 2019;58:80e85. � 2019 American

Academy of Hospice and Palliative Medicine. Published by Elsevier Inc. All rights reserved.
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Introduction
Good symptom management, which includes effec-

tively managing psychological symptoms, is essential
for quality end-of-life (EOL) care. Rates of psycholog-
ical symptoms for patients with serious illnesses are
high,1e4 but there has been limited research on
psychological symptoms at the very EOL. The few
publications on this topic suggest that psychological
symptom burden remains high up until death.5,6

One study found that the prevalence of depression
symptoms was 38.6% and 43.5% for anxiety symptoms
in patients with cancer during their last weeks of life.5
Address correspondence to: Elissa Kozlov, PhD, Weill Cornell
Medicine, Division of Geriatric and Palliative Medicine,
525 East 68th Street, Box 39, 1404 Baker Pavilion, New

� 2019 American Academy of Hospice and Palliative Medicine.
Published by Elsevier Inc. All rights reserved.
Another study investigating hospice patients found
that substantial proportions of patients exhibited signs
of sadness (50%), worry (43%), and nervousness
(42%), as perceived by hospice providers.6 Prelimi-
nary research on patients with cancer enrolled in
hospice suggests that rates of anxiety and depression
may be as range from 42% to 70%,7e9 but more
research is needed to better understand the
prevalence, intensity, and correlates of psychological
distress at the very EOL.
Assessing psychological symptoms at the very EOL is

methodologically challenging. The ‘‘gold standard’’
method includes patient ratings, but many patients
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are unable to participate in clinical interviews in the
last weeks of life. Using proxy assessors is often
required and provides a relevant source of informa-
tion, given that treatment decisions are frequently
influenced by multiple stakeholders’ (e.g., family, doc-
tors, and home health providers) perception of the
patient’s symptom experience.6 Proxies, however,
often have difficulty accurately assessing psychological
symptoms.6 One study interviewed family members af-
ter the death of their loved one to inquire about symp-
toms the patient experienced in the last week of life.
Twenty-eight percent of family members reported
that their loved one was depressed, 31% endorsed
that their loved one exhibited signs of anxiety, but
only 35% reported that they spoke with the patient
explicitly about the symptoms. It is unclear if proxy
report of psychological symptoms are overestimates
or underestimates of actual psychological symptom
burden,10 but caregiver impressions of patient
suffering, especially at the very EOL, are relevant given
the large role caregivers often play in medical
decision-making at EOL.

Given that 1.4 million patients11 use hospice
services7 annually in the U.S., it is essential to better
understand the prevalence and correlates of
psychological symptoms in patients at the EOL to
better serve our aging population. Effective symptom
management is a primary goal of hospice care, but it
remains unclear how often psychological symptoms
are detected and/or treated. Accordingly, this study
sought to determine the levels of psychological
symptom distress as measured by the Edmonton
Symptom Assessment Scale (ESAS), as perceived by
caregivers, in home hospice patients in the last week
of life. As a secondary objective, we sought to identify
the correlates of symptoms of anxiety and depression.
Identifying correlates of psychological symptom
distress is important to determine to better
understand and pre-emptively manage factors that
increase risk for psychological symptom distress.
Methods
Study Design

This secondary data analysis utilized data obtained
from a retrospective cross-sectional study. The primary
objective of the original study was to analyze correlates
of patient symptom burden in the home hospice
setting using caregiver proxy interviews. The study
was approved by the Institutional Review Boards of
Weill Cornell Medicine and the Visiting Nurse Service
of New York.

The Visiting Nurse Service of New York Hospice and
Palliative Care (VNSNYHPC) is a nonprofit hospice
that serves over 1000 patients daily and delivers
home hospice care to patients in the greater New
York City area. VNSNYHPC provides home visits by
an interdisciplinary team of physicians, nurses, social
workers, and spiritual care counselors, as well as a
medication kit for pain and symptom management
and educational materials that describe available
support services. A 24/7 phone service is staffed by a
hospice on-call team, and a hospice practitioner may
be dispatched to the home based on the needs of
the patient and family.

Participant Recruitment and Data Collection
We enrolled caregivers whose care recipients

recently died (two to three weeks ago) after receiving
home hospice. Caregivers received a mailed letter
introducing the study and informing them to expect
a call in two weeks from a member of the research
team. Eligible caregiver participants had to be 18 years
or older, English speaking, and listed as a primary
caregiver (e.g., family or friend) at the time the
patient was admitted to the VNSNYHPC service.
A trained research assistant telephoned potential

participants, described the study, and obtained verbal
consent. A semistructured interview guide (described
below) was administered during the phone call, and
caregivers received a $25 gift card for their
participation. Data were entered into Research
Electronic Data Capture (REDCap), a secure Web
application for building and managing databases.
Patient, caregiver, and hospice utilization data were

also abstracted from VNSNYHPC’s electronic medical
records on a weekly basis. This information included
patient data (age, gender, hospice diagnosis) and
the caregiver contact information (name, address,
phone number).

Caregiver Questions
Dependent Variable. Caregivers served as proxy respon-
dents to estimate patient symptom burden during the
last week of patients who received hospice care.
Symptoms were assessed using the ESAS, a multi-
symptom assessment scale frequently used in studies
of patients with terminal illnesses, patients at the
EOL, and with proxy reports.12e14 Caregivers were
asked to recall symptom burden across the nine
domains present in the ESAS, including anxiety and
depression, during the patient’s last week on hospice.

Correlates. The following variables were collected
during phone interviews with caregiver participants:
relationship with the patient, caregiver burden score,
and level of comfort managing patient’s symptoms.
Caregiver burden was measured using the short
version of the Burden Scale for Family Caregivers, an
interviewer- or self-administered 10-item scale with a
range of 0e30 with higher scores indicating more



Table 1
Rates of Depression and Anxiety Symptoms in Hospice Patients

Frequency (%)

Noneemild Moderate Severe Missing

Edmonton Symptom Assessment
Scale Score

0e3 4e6 7e10

Depression 126 (35.9) 45 (12.8) 106 (30.2) 74 (21.2)
Anxiety 141 (40.2) 52 (14.8) 111 (31.6) 47 (13.4)
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burden.15 Because there is no validated measure of
caregiver comfort in managing patients’ symptoms,
we asked caregivers: ‘‘how would you rate your level
of comfort managing (patient’s name) symptoms
during the last week on home hospice care?’’
Response rates ranged from 1 (very comfortable) to
5 (very uncomfortable). Caregiver satisfaction with
care was assessed using the FAMCARE-17 scale.16

The FAMCARE is a 17-item scale that measures the
degree to which family members are satisfied with
the health care received by both the patient and the
family with respect to information giving, availability
of care, psychological care, and physical patient care.
It has been widely used in palliative care research,
specifically in the palliative care setting and is
administered via interview or self-report. Scores range
from 17 to 68, with lower scores representing higher
satisfaction.

Statistical Approach
Descriptive statistics were used to determine rates of

anxiety and depression symptoms. Depression and
anxiety scores were trichotomized to represent mild,
moderate, and severe symptoms based on the
corresponding items on the ESAS. Scores of 0e3
were considered none to mild, 4e6 moderate, and 7
or higher (out of 10) severe symptoms.17 A series of
bivariate correlations were conducted to determine
associations between continuous variables (caregiver
burden, satisfaction with hospice, age of patient,
caregiver comfort with providing care) with the
nontrichotomized ESAS. Analyses of variance were
utilized to determine associations between categorical
variables (caregiver relationship to patient, gender of
caregiver, gender of patient, gender of caregiver, and
cancer/noncancer diagnosis) and the continuous
dependent variable (depression or anxiety item,
measured 1e10, on the ESAS).
Table
Pearson Correlations (R) Among Demographic V

Variables Mean (SD) R D

Caregiver burden 15.14 (5.4)
Satisfaction with hospice 28.85 (12.7)
Caregiver comfort with providing

care
2.27 (1.37)

Age of patient, years 83.41 (14.1)
Results
Sample Characteristics
Of the 1848 caregivers called, 804 (44%) never

answered the phone, 653 (35%) declined to
participate, whereas 391 (21%) met eligibility criteria
and enrolled in the parent study. An additional 40
(2%) caregivers were not eligible for the present study
because their care recipient had a live discharge from
hospice. The original study recruited a total of 391
caregiver participants. The full sample of caregiver
proxies (n ¼ 351) who had a patient die on hospice
was used for analyses in the present study. Caregivers
were primarily children of the deceased (60%),
spouses (17.7%), and other relatives (14.8%).
Caregivers had a mean age of 59.7 years
(SD ¼ 12.466) and were primarily female (74.9%)
and white (47.9%). Patients had a mean age of
83.4 years (SD ¼ 14.1) and were primarily female
(66.1%) and white (55%).

Prevalence Rates
According to caregivers, 46.4% of patients had

moderate-to-severe anxiety (a score of $4 on the
ESAS) symptoms in the last week of life (Table 1).
For depressive symptoms, caregivers reported that
43% had moderate-to-severe symptoms of depression
in the last week of life. See Table 1 for complete
prevalence data.

Associations
Tables 2 and 3 present the bivariate correlation and

analyses of variance results for the examined relation-
ships between symptoms of depression, symptoms of
anxiety, and relevant additional variables. There was
no significant difference in perceived symptoms of
depression or anxiety based on caregiver relationship,
gender of caregiver, gender of patient, patient
2
ariables and Depression and Anxiety Scores

epression P-value R Anxiety P-value

.22 <0.001 .25 <0.001

.09 0.13 .12 0.05

.07 0.25 .1 0.1

�.16 0.008 �.17 0.004



Table 3
One-Way Analyses of Variance and T-Test Results

Variables

Depression Anxiety

n Mean (SD) F or T P-value n Mean (SD) F or T P-value

Caregiver relationship .67 0.51 .12 0.89
Child 170 4.61 (3.89) 183 4.32 (3.7)
Spouse 51 3.9 (3.75) 54 4.61 (4.05)
Other relative or Friend 56 4.47 (3.9) 67 4.39 (3.8)

Gender of caregiver .97 0.33 .53 0.59
Female 206 4.86 (3.55) 231 4.33 (3.83)
Male 71 4.34 (4.02) 73 4.6 (3.71)

Gender of patient .381 0.70 1.03 0.3
Female 184 4.41 (3.96) 201 4.23 (3.8)
Male 93 4.6 (3.81) 103 4.71 (3.8)

Diagnosis of patient 1.25 0.21 1.07 0.29
Cancer 120 4.81 (3.87) 127 4.67 (3.82)
Other 157 4.22 (3.92) 277 4.2 (3.78)

Vol. 58 No. 1 July 2019 83Psychological Symptoms at End of Life
diagnosis (cancer or other), or caregiver comfort with
providing care.

Symptoms of anxiety and depression were both
significantly associated with caregiver burden scores
(levels of perceived anxiety and depressive symptom
distress were increased in those with higher caregiver
burden scores) and patient age (younger patients
had more perceived symptoms of depression and
anxiety). Satisfaction with hospice, as assessed with
the FAMCARE (where higher scores are associated
with less satisfaction), was significantly associated
with level of anxiety symptoms but not depression
symptom score.
Discussion
This study contributes to the limited literature

regarding the prevalence and severity of psychological
symptoms at the very EOL and extends the prior
literature by identifying correlates of psychological
symptom burden at the EOL. Rates of moderate-to-
severe symptoms of depression and anxiety, as
perceived by caregivers, were 43% and 46%, respec-
tively. Psychological symptoms were significantly and
positively associated with caregiver burden and
inversely associated with patient age, and perceived
severity of anxiety symptoms was associated with
satisfaction with hospice care. Psychological symptoms
in patients at the EOL are burdensome to both the
patient and the caregiver, and attempts to both assess
and treat psychological distress throughout the illness
trajectory, including the last week of life, are clearly
warranted.

Our study’s prevalence rates are comparable to
prior studies, which found rates of depression and
anxiety symptoms that ranged from 38% to 50%
among patients receiving hospice care.6 If nearly half
of all patients receiving home hospice services
experience moderate-to-severe levels of anxiety or
depression symptomatology in the last week of life,
then we need to improve the ways we address
psychological distress at the EOL. Because hospice
patients are likely receiving the highest levels of
supportive care of patients dying in America, one
can speculate that rates of psychological distress are
even higher in patients dying without hospice services,
for example, in the acute care setting.
Our results have several clinical practice implica-

tions. Providers caring for patients at the EOL need
to pay attention to psychological symptoms in addition
to the more often focused on physical symptoms (e.g.,
pain, dyspnea, and nausea). Further research is
needed to establish better methodology and provider
assessment practices for psychological assessment in
patients at the very EOL. Although full diagnostic
interviews with patients are not a viable option, earlier
assessment of psychological distress using gold
standard screeners, such as the Patient Health
Questionnaire-918 and the generalized anxiety
disorder-7,19 would be useful starting points to help
manage psychological distress at EOL. Future research
and quality improvement programs could aim to not
only improve provider protocols to screen for
psychological symptoms but also to train caregivers
to recognize psychological distress in patients at
EOL. Understanding the nonverbal manifestations
of depression and anxiety in this target population
could inform future educational programs to help
increase provider and caregiver awareness of
psychological distress in patients at the EOL. Research
in other areas, such as intubated patients in the ICU
and dementia patients in nursing homes, has
attempted to detect anxiety and depression symptoms
in nonverbal patients20e22 and may be applicable to
home hospice patients.
This study determined that patient age is negatively

and significantly correlated with increased severity of
symptoms of anxiety and depression, as perceived by
the caregiver. Given these results, it may be even
more important for clinicians to be aware of
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psychological symptom burden in younger hospice
patients. It may also be that younger patients are
perceived by their caregivers as having more
psychological distress because the caregivers
themselves are more distressed at the impending loss
of a younger person. Further research evaluating the
role of patient age on psychological symptoms at the
EOL is warranted given this preliminary finding.

This study also found that caregiver burden was
significantly associated with patient symptoms of
anxiety and depression. Other caregiving research
has shown that patient mental health is a significant
correlate of caregiver burden ratings,23 and our study
suggests that patient mental health symptoms at the
very EOL remain a significant predictor of caregiver
burden. High caregiver burden is predictive of
complicated grief after death,24 thus highlighting the
need to address the psychological needs of
patients at EOL to serve not only the patient but
also the caregiver. When a patient suffers, the
whole family suffers as well. Further research
investigating strategies to reduce both patient
psychological symptoms and caregiver burden are
clearly warrant to provide comprehensive quality
hospice care at EOL.

This study has a number of limitations, which are
also limitations of the field of psychological
symptom assessment at the very EOL in general.
Using proxy interviews within two to three weeks
of death to establish rates of psychological distress
in the last week of life may have overestimated or
underestimated patient’s actual psychological
distress. It also may have been a projection of the
caregiver’s own discomfort and not an accurate
reflection of the patient’s level of suffering. In
addition, depressive symptoms were missing in 21%
of the sample, whereas anxiety symptom data were
missing in roughly 13%. Caregivers often reported
difficulty estimating psychological symptom burden
in patients because of the patient’s inability to
communicate, for example, due to unconsciousness.
In a similar study using hospice workers as proxies,
hospice workers responded ‘‘do not know’’ for 26%
of patients in regard to symptoms of worry, 22% for
symptoms of sadness, and 17% for symptoms of
nervousness, thus reflecting the difficulty of
assessing psychological symptoms via proxy at the
very EOL.6 We also did not access chart records to
determine if hospice providers noted symptoms of
anxiety and depression in the patients’ medical
records. It is thus unclear if the psychological
symptoms reported by caregivers in our study
represented overestimates or underestimates of the
actual prevalence rates. Another limitation is the
high refusal rate. Of the 1848 caregivers called,
804 (44%) never answered the phone, 653 (35%)
declined to participate, whereas 391 (21%) met
eligibility criteria and enrolled in the parent study.
An additional 40 (2%) caregivers were not eligible
for the present study because their care recipient
had a live discharge from hospice. Participation in
EOL research is a challenge, in general, given the
sensitivity of the research topic and the
vulnerability of the population of interest.
Conclusion
Effective psychological symptom management at

the very EOL is essential to providing comprehensive
hospice care. Our study revealed that caregivers of
home hospice patients perceived moderate-to-severe
psychological distress in just under half of patients in
the last week of life, which is similar to results found
in prior studies.5,6 Correlates of increased psychologi-
cal symptom burden include caregiver burden (higher
burden scores are associated with more psychological
symptom distress) and patient age (younger patients
are perceived to have more psychological distress).
Given these prevalence rates, more research, both in
regard to assessment and treatment, is needed to
improve psychological symptoms at the very EOL to
improve the quality of life for patients and their
families throughout the full course of the illness
trajectory.
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