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Purpose/Objectives: To describe and examine the relationship between caregiver burden 

and the affective disorders anxiety and depression in caregivers of patients with brain 

metastases.

Design: Cross-sectional, descriptive, correlational.

Setting: Moores Cancer Center at the University of California, San Diego. 

Sample: 56 family caregivers of patients with brain metastases from solid tumors at other 

primary sites.

Methods: Self-administered survey.

Main Research Variables: Caregiver burden, anxiety, and depression.

Findings: With the exception of caregiver esteem, no statistically significant relationships 

were noted between impact on schedule, a dimension of caregiver burden, and screening 

positive for affective disorders.

Conclusions: Findings from this study support previous reports indicating that the odds 

of having anxiety and depressive symptoms are greater in family caregivers who report 

higher levels of caregiver burden.

Implications for Nursing: The identification and management of caregiver burden are im-

portant considerations for a comprehensive cancer care program. Addressing the needs of 

the cancer caregiver, who is at heightened risk for various psychological, physical, financial, 

and social problems, is increasingly vital.

B 
rain metastases are diagnosed in 20%–40% of all patients with can-
cer, and the incidence continues to rise with the increasing number 
of long-term survivors (Schmieder, Keilholz, & Combs, 2016). Brain 
metastases are the most common intracranial tumors, and the annual 
incidence of brain metastases is more than 10 times greater than that 

of primary brain tumors. Although methodologic limitations are inherent in all 
studies on the incidence of brain metastases, current estimates in the United 
States suggest an incidence rate of about 10 per 100,000, with incidence ranging 
from 21,000–43,000 patients diagnosed per year to more than 100,000 patients 
when autopsy and clinical data are taken into consideration (Stelzer, 2013).

Family caregivers provide long-term care and are often the primary source of 
physical, social, and emotional support for patients. A caregiver is an unpaid 
individual who provides direct care to relatives or friends who are unable to pro-
vide for themselves (Hunt, 2003). Depending on their responsibilities, caregivers 
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have been classified as primary caregivers if they 
mainly provide and/or assist with care recipients’ ac-
tivities of daily living (ADLs). Caregivers are classified 
as secondary caregivers if they assist someone else 
with caregiving or provide support to care recipients, 
but are not primarily responsible for the day-to-day 
care of an individual or decisions regarding his or 
her care (Penrod, Kane, Kane, & Finch, 1995; Ryba, 
Johnson, Ulstad, & Owen, 2012). 

Caregivers of Patients 

With Brain Metastases

Those who provide care to patients with brain metas-
tases represent a unique and increasing population of 
cancer caregivers. They provide care to patients with 
a diagnosis that often heralds the start of the terminal 
phase of an advanced disease that can be manifested 
through worsening functional, cognitive, and neu-
ropsychological impairment. Caregivers of patients 
with brain metastases not only acquire new care de-
mands while facing the increasing intensity of existing 
demands, but also deal with physical and cognitive 
deterioration of their loved ones (Gerstenecker et al., 
2014; Vaughan, 2012). Unfortunately, despite decades 
of research showing the negative emotional and physi-
cal responses of caregivers in the context of chronic 
illnesses (e.g., cancer, dementia), little caregiving 
research has been done in the field of neuro-oncology 
(Sherwood & Baer, 2011; Sherwood et al., 2016). 

Burden

Caregiver burden, a negative response that has been 
studied extensively, is defined as the worrisome load 
borne by people providing care for another individual 
(Hunt, 2003). In addition, caregiver burden has been de-
scribed as the physical, psychological or emotional, so-
cial, and financial problems experienced by caregivers 
resulting from changes in cognition and behavior of the 
patient and the patient’s subsequent need for care and 
supervision (Braithwaite, 1992; Paradise et al., 2015). 
Caregiver burden is multidimensional and dynamic in 
that it responds to fluctuations in demands and contex-
tual variations during the caregiving experience (Chou, 
2000; Perlick, Clarkin, & Sirey, 1995). 

Anxiety and Depression

Anxiety and depression, other negative responses, 
have been studied in caregivers of patients with cancer 
(Lambert, Girgis, Lecathelinais, & Stacey, 2012; Lee et 
al., 2013; Sklenarova et al., 2015). However, few studies 
have focused on the subset of caregivers of patients 
with brain metastases. Caregivers of patients with 
advanced cancer have been reported to experience 

emotional stress, depression, and increased anxiety 
related to their caregiving activities (Mystakidou et al., 
2013). In addition, caregivers of patients with brain tu-
mors have also been reported to live with higher levels 
of anxiety and depressive symptoms compared to the 
general population (Finocchiaro et al., 2012). Affective 
symptoms of caregivers of patients with cancer may 
vary along the illness continuum and could be influ-
enced by factors related to the patient’s deteriorating 
condition (Song et al., 2012). Therefore, the anxiety and 
depression experienced by caregivers of patients with 
brain metastases likely differ from those experienced 
by those caring for patients with early-stage disease or 
disease at different primary sites. 

The Comprehensive Health Seeking and Coping 
Paradigm (Nyamathi, 1989) was adapted as the 
conceptual framework for this study to describe the 
relationship between antecedent, mediating, and 
dependent variables that influence caregivers’ per-
ception of and behavior toward caregiver burden. 
It is a complex, multidimensional framework that 
depicts highly interactive relationships among its 12 
components (Berg, Nyamathi, Christiani, Morisky, & 
Leake, 2005; Nyamathi, 1989; Nyamathi et al., 2010; 
Nyamathi, Stein, & Bayley, 2000; Washington, Moxley, 
& Taylor, 2009). For this study, caregiver burden was 
conceptualized as an immediate health outcome that 
could lead to long-term health outcomes that include 
anxiety and depression (see Figure 1).

The aim of this study was to describe anxiety, de-
pression, and caregiver burden among caregivers 
of patients with brain metastases, an area that has 
not previously been studied. An additional aim was 
to examine the relationships between (a) caregiver 
burden and (b) anxiety and depression in caregivers 
of patients with brain metastases. The authors hypoth-
esized that, similar to the findings in other patient and 
caregiver populations, increased caregiver burden was 
associated with increased anxiety and depression.

Methods

This study used a descriptive, cross-sectional 
design. Data for this study were obtained through a 
self-administered survey (about 90 minutes in length) 
that was completed by family caregivers of patients 
diagnosed with brain metastases from solid tumors. 
The survey packet had undergone pilot testing to 
identify potential problems with the questionnaire 
that could lead to biased answers. This multicampus 
study was approved by the University of California 
(UC) Institutional Review Board (IRB) Reliance Regis-
try, with UC Los Angeles (academic affiliation) serving 
as the reviewing IRB and UC San Diego (study accrual 
site) serving as the relying IRB.
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Sample

Convenience sampling was used to enroll eligible 
caregivers from the Moores Cancer Center at UC 
San Diego, a National Cancer Institute–designated 
comprehensive cancer center in southern California. 
Participant eligibility criteria included the following: 
(a) aged 18 years or older; (b) self-identified as the 
primary caregiver of a patient diagnosed with brain 
metastases from solid tumors; (c) able to speak, 
read, and understand English; (d) willing and able to 
complete a survey; (e) co-resided with the patient 
with brain metastases; and (f) provided a minimum 
of four hours of direct care for at least three days 
per week. Eligibility was not limited by relationship 
(e.g., spouse, parent, child, sibling, friend), length of 
the caregiving relationship, or intensity of care pro-
vided. 

Of the 104 caregivers of patients with brain metas-
tases who consented to participate, 56 completed 
the survey. The response rate was about 54%, which 

is similar to most mail-in surveys but lower than 
what has been reported in studies using comparable 
approaches (Hanly, Maguire, Hyland, & Sharp, 2015; 
Hartnett, Thom, & Kline, 2016). Because the survey 
was anonymous, the authors were precluded from 
analyzing the reasons for nonparticipation.

Procedure

Because patients with brain metastases meet the 
definition of human subjects, they were considered 
to be secondary subjects in this study. A waiver of 
informed consent for the secondary subjects was 
granted by the IRB because the study met the require-
ments outlined in 45 CFR 46.116(d). The caregivers of 
patients with brain metastases were recruited using fly-
ers that described the study and included the criteria 
for enrollment and contact information for the study 
team. The flyers were distributed to physicians and 
staff in medical oncology offices, as well as the infusion 
center and radiation oncology department. Potential 

Nursing goals 

and strategies

Situational  

factors

FIGURE 1. Adapted Comprehensive Health Seeking and Coping Paradigm

Note. From “Comprehensive Health Seeking and Coping Paradigm,” by A. Nyamathi, 1989, Journal of Advanced Nursing, 14, p. 284. 

Copyright 1989 by John Wiley and Sons. Adapted with permission.
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participants were identified by physicians and staff. 
Those who requested more information were subse-
quently approached by a member of the study team. 
The participants who consented were provided with 
a survey packet and cover letter stating the purpose 
of the study. The survey was self-administered and, on 
completion, was either mailed using a self-addressed 
stamped envelope or handed to a study team member 
on site. A $5 gift card was included in the packet as a 
token of appreciation for taking part in the study.

Outcome Measures

Caregiver data form: The caregiver data form was 
developed from a literature review of cancer caregiv-
ing studies. The questions included caregiver and 
patient demographics, social and economic charac-
teristics, description of relationship with the patient, 
and caregiver health status. Information about the 
patient, including the history of present illness, date 
of initial diagnosis, date of diagnosis of brain metas-
tases, cancer treatment received, and comorbidities 
were also obtained.

Caregiver burden: The Caregiver Reaction Assess-
ment (CRA), an instrument that reflects the reactions 
of family members as they care for patients with 
cancer, was used to measure caregiver burden (Given 
et al., 1992). The CRA’s 24 items form five distinct uni-
dimensional subscales: caregiver esteem (a positive 
subscale that measures enjoyment and importance 
of caregiving, 7 items), impact on finances (3 items), 
impact on health (4 items), impact on schedule (5 
items), and lack of family support (5 items) (Saut-
ter et al., 2014). Caregivers rated each item using a 
Likert-type scale ranging from 1 (strongly agree) to 5 
(strongly disagree). A higher score on the caregiver 
esteem subscale indicates a more positive effect of 
caregiving, whereas higher scores on the other sub-
scales indicate greater negative effects of caregiving 
in those domains (Given et al., 1992).

Internal consistency of the subscales was calculated 
using the Cronbach alpha, with findings ranging from 
0.8–0.9. Construct validity of the CRA was explored 
by correlating the five subscales with the number of 
patient dependencies in ADLs and the caregiver’s level 
of depression. These two external variables were se-
lected because of the way they relate to indicators of 
burden in conceptual models explaining the impact of 
caring on family members (i.e., number of dependen-
cies in ADLs is commonly viewed as an indicator of 
stressful demands of care, leading to caregiver burden; 
caregiver depression is often viewed as an outcome). 

Anxiety and depression: The Hospital Anxiety and 
Depression Scale (HADS) was used to measure anxi-
ety and depression. This 14-item tool yields subscale 
scores that classify individuals as having normal, 

borderline, or clinical anxiety or depression (Zigmond 
& Snaith, 1983). Each item is scored from 0–3. Total 
subscale scores range from 0–21 for either anxiety 
or depression, with scores of 8 or greater indicating 
emotional distress for both subscales. A literature 

TABLE 1. Characteristics of Caregivers of Patients 

With Brain Metastases (N = 56)

Characteristic n

Current health

 Same 45

 Worse 8

 Better 3

Education
 Grade school 1

 High school 1

 Some college 18

 College graduate 19

 Graduate degree 16

 No response 1

Ethnicity
 Hispanic or Latino 9

 Not Hispanic or Latino 24

 Other 1

 No response 22

Income ($)
 Less than 20,000 6

 20,001–40,000 5

 40,001–75,000 10

 Greater than 75,001 30

 No response 5

Length of time caring for patient 
 Less than 6 months 14

 7–12 months 7

 13–23 months 10

 Greater than 24 months 24

 No response 1

Marital status
 With spouse or partner 48

 Without spouse or partner 6

 No response 2

Race
 Asian 9

 Black or African American 2

 White 40

 No response 5

Relationship
 Spouse or significant other 38

 Son or daughter 9

 Parent 3

 Brother or sister 2

 Son-in-law or daughter-in-law 1

 No response 3

Religion
 Christian 37

 Unaffiliated 12

 Other 5

 No response 2

Self-assessment of health
 Excellent 19

 Good 29

 Fair 7

 Poor 1
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review conducted by Bjelland, Dahl, Haug, and Neck-
elmann (2002) reported that correlations between the 
anxiety and depression subscales of the HADS varied 
from 0.4–0.74 (

—
X = 0.56), with a Cronbach alpha for the 

anxiety subscale ranging from 0.68–0.93 (
—
X = 0.83) and 

from 0.67–0.9 (
—
X = 0.82) for the depression subscale. 

In addition, correlations between the HADS and other 
commonly used questionnaires ranged from 0.49–0.83 
(Bjelland et al., 2002). 

The HADS was used in a population of caregivers 
of patients with brain tumors (N = 100) and showed 
a mean anxiety score of 10.94 (SD = 4.06) and a mean 
depression score of 7.25 (SD = 3.99). A one-sample t test 
showed significant differences between caregivers and 
the control group for anxiety (p < 0.001) and depression 
(p < 0.001). Using a higher threshold (11 or greater) 
for anxiety and depression, 52% and 19% of caregivers 
demonstrated clinically relevant levels of anxiety and 
depression, respectively (Finocchiaro et al., 2012). 

Statistical Analysis

All data were coded and placed into an SPSS®, 
version 21.0, file. Continuous variables were summa-
rized with means and standard deviations, whereas 
categorical variables were expressed as frequencies 
and percentages. Specific items on the CRA and 
HADS subscales that were negatively worded were 
reverse coded so that a higher score indicated high-
er burden, heightened anxiety, or worse depression.

In scoring instruments, items missing within a sub-
scale were imputed as the average of non-missing items 

in the subscale, assuming that data were missing at 
random. Logistic regression models were run in SPSS, 
version 21.0, to predict anxiety and depression as a 
function of each of the caregiver burden subscales 
(caregiver esteem, impact on finances, impact on 
health, impact on schedule, and lack of family sup-
port). In addition, a multivariable logistic regression 
was run for anxiety and for depression with the set of 
five caregiver burden subscale scores as predictors. 

The variables were dichotomized using published 
scoring interpretation for the CRA and HADS sub-
scales. The scores were added for each of the CRA 
subscale items and were dichotomized as high (4–5, 
which indicated agreement with statements or high-
er perceived burden) or low (1–3, which indicated 
disagreement with statements or lower perceived 
burden) (Sautter et al., 2014). For the HADS sub-
scales, a score of 0–7 indicates absence of the condi-
tion (either anxiety or depression), whereas a score 
of 8 or greater indicates presence of the condition 
(Bjelland et al., 2002). A p value of less than 0.05 was 
considered to be indicative of statistical significance, 
and 95% confidence intervals (CIs) were calculated.

Results

From February 2014 to August 2015, the authors re-
ceived 56 completed surveys from the 104 caregivers 
of patients with brain metastases. The average 
caregiver age was 56.3 years (SD = 14.9), and most 
caregivers were women (n = 39). Fifteen identified as 

being the primary caregiver for others, and 
53 reported that they were covered by health 
insurance. Table 1 lists additional participant 
characteristics. 

Caregiver Burden, Anxiety, and 

Depression

Table 2 shows the mean scores of the re-
spondents on the five CRA dimensions and 
the number of caregivers crossing the thresh-
old for burden. Table 3 presents the severity 
of caregivers’ anxiety or depressive symp-
toms, as well as the number of caregivers who 
meet criteria for either anxiety or depression. 

Impact on schedule as predictor of anxi-

ety and depression: Schedule burden was a 
statistically significant predictor of anxiety 
and depression (see Table 4). The odds of 
having mild to severe anxiety were 7.9 times 
higher (95% CI [1.588, 39.238], p = 0.005) in 
caregivers who reported schedule burden 
as a result of their caregiving compared 
to caregivers who did not report schedule 
burden. Likewise, the odds of having mild to 

TABLE 2. CB in Caregivers of Patients With Brain Metastases 

(N = 56) 

Burden Threshold

Dimension of CB Range
—

X SD n %

Caregiver esteem  

(7 items)

7–35 28.95 4.06 < 28 = 21

> 28 = 35

38

63

Impact on finances 

(3 items)

3–15 7.69 3.31 > 12 = 9

< 12 = 47

16 

84

Impact on health  

(4 items)

4–20 9.07 3.32 < 16 = 54

> 16 = 2

96

4

Impact on schedule 

(5 items)

5–25 17.57 4.4 < 20 = 39

> 20 = 17

70

30

Lack of family  

support (5 items)

5–25 10.43 3.68 < 20 = 55

> 20 = 1

98

2

CB—caregiver burden

Note. The 24-item Caregiver Reaction Assessment was used to measure CB. 

Caregivers rated each item using a Likert-type scale ranging from 1 (strongly 

agree) to 5 (strongly disagree). Higher scores indicate increased CB except in 

caregiver esteem. 

Note. Because of rounding, percentages may not total 100. 
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moderate depression were higher in caregivers who 
reported schedule burden compared to those who 
did not report schedule burden (odds ratio [OR] = 
13.39, 95% CI [2.666, 67.268], p < 0.001).

Impact on finances, lack of family support, and im-

pact on health: Financial burden was not a significant 
predictor of anxiety and depression in caregivers. 
For family burden and health burden, no cases with 
negative outcomes were observed in the control (no 
burden) group.

Caregiver esteem as predictor of anxiety and de-

pression: Low caregiver esteem was a statistically sig-
nificant predictor of anxiety (OR = 0.3, 95% CI [0.097, 
0.932], p = 0.034) but not a statistically significant 
predictor of depression (OR = 0.766, 95% CI [0.259, 
2.264], p = 0.629). 

Discussion

Distinctive characteristics of brain metastases 
shape the nature of the caregiving experience. Brain 
metastases symbolize the beginning of the terminal 
phase of cancer, which is often marked by progressive 
focal neurologic deficits and the presence of symp-
toms that can lead to profound psychosocial distress 
for the care recipient and the caregiver (Argyriou et 
al., 2006; Dhandapani et al., 2015; Saria et al., 2015). 
Cancer caregiving has been shown to increase bur-
den, a concept frequently used in caregiving research, 
either as a dependent or independent variable that 
is often operationalized as stress, distress, or strain 
(Chou, 2000). 

Increased caregiver burden has been associated with 
high rates of psychological distress in advanced cancer 
and other chronic diseases (Finocchiaro et al., 2012; 
Papastavrou, Charalambous, Tsangari, & Karayiannis, 
2012; Rumpold et al., 2016). For this study, the authors 
hypothesized that, similar to the findings in other 
caregiver populations, higher caregiver burden would 
be associated with increased anxiety and depression. 

In this study, the CRA was used for its ability to 
discriminate between the different dimensions of 
caregiver burden. In a study exploring the association 
between hope and burden reported by caregivers of 
patients with advanced cancer, the mean scores for 
each of the negative domains of the CRA subscales 
ranged from 1.8 (SD = 0.6) for lack of family support 
to 2.7 (SD = 0.9) for impact on schedule, with a score 
of 4.1 (SD = 0.6) for caregiver esteem (Utne, Mias-
kowski, Paul, & Rustøen, 2013). The current authors 
found slightly higher but almost similar results in this 
sample, with mean scores for the negative domains 
ranging from 2.1 (SD = 0.7) for lack of family support 
to 3.5 (SD = 0.9) for impact on schedule, with a score 
of 4.1 (SD = 0.6) for caregiver esteem. Consistent with 

findings from other studies using the CRA to measure 
caregiver burden (Sautter et al., 2014; Utne et al., 
2013), this study indicated impact on schedule as the 
most frequently perceived domain of burden experi-
enced by caregivers of patients with advanced cancer.

Research reports have consistently described the 
high prevalence of anxiety and depression among 
cancer caregivers (Friðriksdóttir et al., 2011), not-
ing that these symptoms can vary along the illness 
trajectory (Song et al., 2011). Higher anxiety and de-
pression scores have been reported among caregivers 
during the palliative phase, more so than the curative 
phase, of cancer treatment, even though scores for 
patient symptom burden were similar (Valeberg & 
Grov, 2013). In addition, studies have shown that the 
psychological distress of cancer caregiving not only 
varies during the illness trajectory but also by diag-
nosis (Song et al., 2011). 

For a closer comparison, data from a study involv-
ing 100 caregivers of patients with brain tumors sug-
gest that caregivers of patients with brain tumors live 
with a clinically significant reduction in their quality 
of life and a higher level of anxiety. Using the HADS, 
the study reported a mean score of 10.94 (SD = 4.06) 
for anxiety and a mean score of 7.25 (SD = 3.99) for 
depression; these were relatively higher than norma-
tive data from a large population (

—
X = 6.14, SD = 3.76 

for anxiety, 
—
X = 3.68, SD = 3.07 for depression) (Finoc-

chiaro et al., 2012). In the current study, the authors 
found that more than half of the sample screened pos-
itive for depression, and about two-thirds screened 
positive for anxiety. These findings are consistent 
with published literature suggesting that a higher 
rate of psychological distress exists among caregivers 

TABLE 3. Anxiety and Depression in Caregivers  

of Patients With Brain Metastases (N = 56)

HADS ST (> 8)

HADS SS Range n % n %

Anxiety 34 61

 Normal 0–7 22 39

 Mild 8–10 18 32

 Moderate 11–14 10 18

 Severe 15–21 6 11

Depression 29 52

 Normal 0–7 27 48

 Mild 8–10 22 39

 Moderate 11–14 7 13

 Severe 15–21 – –

HADS—Hospital Anxiety and Depression Scale; SS—subscale; 

ST—screening threshold

Note. The 14-item HADS was used to measure anxiety and 

depression. Each item is scored from 0–3, and subscale scores 

range from 0–21 for either anxiety or depression.

D
ow

nl
oa

de
d 

on
 0

6-
30

-2
02

4.
 S

in
gl

e-
us

er
 li

ce
ns

e 
on

ly
. C

op
yr

ig
ht

 2
02

4 
by

 th
e 

O
nc

ol
og

y 
N

ur
si

ng
 S

oc
ie

ty
. F

or
 p

er
m

is
si

on
 to

 p
os

t o
nl

in
e,

 r
ep

rin
t, 

ad
ap

t, 
or

 r
eu

se
, p

le
as

e 
em

ai
l p

ub
pe

rm
is

si
on

s@
on

s.
or

g.
 O

N
S

 r
es

er
ve

s 
al

l r
ig

ht
s.



312 VOL. 44, NO. 3, MAY 2017 • ONCOLOGY NURSING FORUM

of patients with cancer, with anxiety being the most 
prevalent (Rumpold et al., 2016).

 A comprehensive literature review of 16 quantita-
tive and 3 qualitative research articles describing 
the experience of caregivers of patients with hema-
tologic cancer undergoing a hematopoietic stem 
cell transplantation identified significant rates of 
caregiver distress (conceptualized as anxiety and de-
pression) and reported that high levels of subjective 
burden were the most common predictors (Beattie & 
Lebel, 2011). The relationship between caregiver bur-
den and psychological distress has been documented 
in conditions outside of oncology caregiving as well. 

In an example involving caregivers of patients 
after stroke (N = 150), a more acute condition than 
metastatic cancer, path analysis showed a direct, 
significant association between caregiver burden and 
the caregiver’s emotional states (Jaracz, Grabowska-
Fudala, & Kozubski, 2012). In 43 primary caregivers 
of children or adolescents with meningomyelocele, 
significantly higher levels of anxiety and depressive 
symptoms were reported in caregivers with higher 
burden than those with lower burden (Valença, de 
Menezes, Calado, & de Aguiar Cavalcanti, 2012). The 
results of the current study revealed that the odds 
of screening positive for an affective disorder were 
higher in caregivers of patients with brain metastases 
who reported higher levels of schedule burden. 

The significant impact of caregiving on the 
caregivers’ daily schedule can be attributed to the 
complexity of cancer care. From initial diagnosis, pa-
tients with cancer and their caregivers face the daunt-
ing task of navigating the healthcare system, which 
has often been described as fragmented and inacces-
sible (Cantril & Haylock, 2013). The patients and their 
caregivers find themselves in labyrinthine pathways 
within the healthcare system, a visual metaphor for 
the journey that they unwillingly began immediately 
after hearing the words, “You have cancer.” In addi-
tion to managing their day-to-day responsibilities, 
these caregivers are asked to manage the patient’s 
medical needs that include, among other things, 
frequent encounters with healthcare professionals.

Data from published literature reveal that care-
giver burden can be differentially expressed among 
caregivers. Caregiving involvement and caregiving 
outcomes differed among four types of caregivers 
(caregivers of individuals with cancer, dementia, or 
diabetes, or of frail older adults); caregivers of in-
dividuals with cancer or dementia reported greater 
levels of physical burden and psychological distress 
than did other caregivers (Kim & Schulz, 2008). One 
of the unwritten assumptions of this study was that 
caregiving for patients with brain metastases is some-
what similar to caregiving for patients with dementia 
or Alzheimer disease; these are generally viewed as 
the most burdensome caregiving experiences faced 
by family members (Kim & Schulz, 2008). Findings 
from the current study supported previous reports 
indicating that the odds of having anxiety and depres-
sive symptoms are higher in family caregivers who 
reported higher levels of caregiver burden.

Limitations 

This study is limited by its small sample, which 
allowed for a cursory analysis but not a more in-
depth exploration of the relationships between the 
variables, including a lack of ability to control for co-
variates. The cross-sectional design of the study pre-
cluded the authors from measuring changes in vari-
ables that are likely to change over time. In addition, 
although the study’s measure of caregiver burden 
(CRA) allowed investigations of the multidimensional 
nature of caregiver burden, it limited comparisons of 
the results with other measures of overall caregiver 
burden. Another limitation of the study is that the 
sample was not demographically diverse (ethnic-
ity, income, relationship to care receiver). Growing 
evidence shows that demographic variables and the 
caregiver–care recipient relationship can differen-
tially affect the caregiving experience. Also, the study 
design does not allow interpretation of the direction 
of causality. Although the data show that schedule 
burden can be a predictor of anxiety, a direct causal 
relationship between the two variables cannot be 
verified. Anxiety may precede the caregiving role, and 

TABLE 4. Burden, Anxiety, and Depression OR and 95% CI (N = 56) 

Anxiety Depression

Dimension of CB OR 95% CI p OR 95% CI p

Caregiver esteem 0.3 [0.97, 0.932] 0.034 0.766 [0.259, 2.264]  0.629

Impact on finances 1.357 [0.302, 6.103] 0.69 2.087 [0.466, 9.346]  0.329

Impact on schedule 7.895 [1.588, 39.238] 0.005 13.393 [2.666, 67.268] < 0.001

CB—caregiver burden; CI—confidence interval; OR—odds ratio

Note. High caregiver esteem was considered to be the control (no burden).

Note. No cases with negative outcome were in the no-burden group for the impact on health and lack of family support subscales. 
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the presence of anxiety and/or depression may have 
influenced the perception of burden. A future longi-
tudinal study will help to establish causality among 
the variables. In consideration of these limitations, 
readers are cautioned to interpret this study’s conclu-
sions as exploratory.

Implications for Nursing

This study highlights the psychological impact of 
burden on caregivers of patients with brain metasta-
ses. Oncology nurses have significantly contributed 
to the caregiving literature, particularly in the area of 
identifying and managing the needs of caregivers of pa-
tients with cancer (Kaltenbaugh et al., 2015; Northouse, 
2012; Northouse, Katapodi, Schafenacker, & Weiss, 
2012; Skalla, Smith, Li, & Gates, 2013; Whisenant, 2011). 
However, the evidence presented in many of these 
reports has yet to be adopted as the standard of care.

Oncology nurses need to continuously address 
caregiver burden and be ready to apply appropriate 
personalized interventions that are as unique as the 
caregiver’s experiences. Nurses need to be reminded 
that most family caregivers take on these caregiving 
responsibilities as an obligation and may knowingly 
suppress their needs to avoid contributing to the 
patient’s guilt or remorse over being the cause of bur-
den. Caregivers may continue to suffer in silence as 
they juggle caregiving tasks and prioritize the needs 
of the patient over their own. Nurses must actively 
initiate the discussion about caregiver burden and in-
tegrate the well-being assessment of family caregivers 
into their plans of care. Enhancing the patient and 
caregiver experience may help to reduce burden 
(Lund, Ross, Petersen, & Groenvold, 2015), and im-
proving communication and collaboration within the 
interdisciplinary healthcare team promotes a more ef-
ficient healthcare delivery system that is inclusive of 
the needs of family caregivers. In addition, oncology 
nurse navigators, who are experienced cancer nurses 
with disease-specific knowledge, can facilitate the 
implementation of patient- and family-centered care 
throughout the continuum of cancer care and affect 
patient and caregiver outcomes (McMullen, 2013).

Conclusion

Cancer caregivers represent the hidden morbid-
ity of cancer. The identification and management of 
caregiver burden, a consequence of a number of inter-
related conditions within the caregiving experience, 
are important considerations for a comprehensive 
cancer care program. As healthcare providers prepare 
to see an increase in patients with brain metastases, 

addressing the needs of the caregiver, the “other 
patient” who is at an increased risk for various psy-
chological, physical, financial, and social problems, 
becomes increasingly significant.

Published research on caregiver burden has ex-
amined selected populations, with caregivers of 
patients with dementia and of patients at the end of 
life being two of the most studied groups. Results 
across studies examining single populations suggest 
that differences in caregiver burden may exist with 
different diseases. However, in the absence of direct 
comparisons within a single study, knowing whether 
these are true differences, or whether they result 
from differences in methods across the individual 
studies, is difficult (Garlo, O’Leary, Van Ness, & Fried, 
2010). 

Within neuro-oncology, caregiving research has 
focused on caregivers of patients with primary brain 
tumors and has remained relatively silent on the bur-
den of caregivers of patients with brain metastases. In 
addition, limited exploration has taken place concern-
ing the effects of collective (dyadic) characteristics 
of the caregiver and the patient on caregiver burden. 
Findings from this study contributed a more accurate 
description of caregiver characteristics within the 
context of caregiving for a loved one with brain me-
tastases. These findings will support and direct future 
research efforts with the aim of improving the care of 
cancer caregivers. 
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