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Perceived financial hardship among
patients with advanced cancer
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PhD, FNP-BC, AOCNP, FAAN®

University of Pittsburg Schools of *“Nursing and "Social Work, Pittsburgh, Pennsylvania

Background Patients with advanced cancer experience distress in many forms. Perceived financial hardship is increasingly
recognized as a foxicity of cancer, and much has been written about it in general — what it is, what causes and aggravates it,

the implications on patient outcomes and cost and quality of care/life, and possible interventions to ease the impact on patients.
However, it has not been extensively considered in patients with advanced cancer.

Objective To describe the financial challenges of persons with advanced cancer, and the association of financial distress with
quality of life, symptom severity, and overall cancer-related distress.

Methods This is a cross-sectional, comparative, descriptive study of 100 patients with advanced cancer in outpatient medical
oncology clinics in Western Pennsylvania. Five instruments measured patient demographics, symptom severity, quality of life, per-
ceived financial hardship, and overall cancer-related distress. Descriptive statistics and correlation coefficients were used. Quality
of life, symptom severity and cancer-related distress were compared with high or low levels of perceived financial hardship using
a 2-sample t test.

Results The mean age of participants was 63.43 years (n = 100). Perceived financial hardship was mildly correlated with overall
cancer-related distress (r, 0.409; P < .001), symptom distress (r, 0.409; P < .001), and overall quality of life scores r, 0.323; P <
.001). In addition, patients experiencing higher levels of perceived financial hardship experienced worse quality of life overall (P
=.002), higher levels of cancer-related distress (P < .001), and worse symptom distress (P < .001).

Limitations Cross-sectional design

Conclusions These results illuminate our understanding of disparities that may be present in end of life care. Perceived financial
hardship appears to negatively influence symptom severity and quality of life. These results illuminate targeted areas for cancer-
related distress mitigation.

Funding/sponsorship The Center on Race and Social Problems, University of Pittsburgh

he American Cancer Society has identified
a disparity in cancer death rates, noting that

ments have produced burdensome direct medical
costs as well as numerous indirect costs that con-

persons with lower socioeconomic status
have higher rates of mortality." This is attributed to
many factors, but it is largely owing to the higher
burden of disease among lower-income individuals.!
A component of this disease burden is measured
by assessing the patient-reported outcome of can-
cer-related distress. The National Comprehensive
Cancer Network (NCCN) Distress Management
Guidelines have defined distress as “a multifactorial
unpleasant emotional experience of a psychologi-
cal (cognitive, behavioral, emotional), social and/or
spiritual nature that may interfere with the ability
to cope with cancer, its physical symptoms and its
treatment.”?

Financial hardship related to cancer diagnosis
and treatment is increasingly being recognized as
an important component of disease burden and
distress. The advancements in costly cancer treat-

tribute to perceived financial hardship.** These
indirect costs include nonmedical expenses such
as increased transportation needs or childcare,
loss of earnings, or loss of household income due
to caregiving needs.* Moreover, indirect costs are
often managed by patients and families through
their use of savings, borrowing, reducing leisure
activities, and selling possessions.® Even though
efforts to increase health coverage, such as the
Affordable Care Act, have reduced the rates of
individuals who are uninsured, persons with
cancer who have insurance also face challenges
because they cannot afford copays, monthly pre-
miums, deductibles, and other high out-of-pocket
expenses related to cancer treatment that are not
covered by their insurance such as out-of-network
services or providers.’”

Thus, financial hardship may have an impact
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on several areas of a patient’s life and well-being, but the
effects are commonly undetected.*'® Research has estab-
lished that financial strain can influence treatment choices
and adherence to therapy." Furthermore, the effects of
financial strain have been identified across the cancer care
continuum, from diagnosis through survivorship, suggest-
ing a bidirectional relationship between financial strain and
well-being." Financial strain may reduce patient quality of
life and worsen symptom burden because of the patient’s
inability to access needed care, poor social supports, and/
or increased stress.!’? These worsening outcomes may also
increase the use of financial reserves and affect their abil-
ity to work.”"! Financial difficulties may also be associated
with anxiety and depression, leading to worse quality of
life and greater distress and symptom burden.”? Identifying
groups at high risk for financial strain is crucial to ensure
that resources are available to assist these populations.”
This burden can be even more pronounced in minor-
ity and underserved patients with cancer.” Patients with
advanced cancer are especially vulnerable to the burden
of increased costs because of the use of expensive targeted
therapies; their improved survival, which extends the time
of expenditure; and increased use of financial reserves.’
Financial hardship in patients with advanced cancer is not
well understood or characterized,” which is why this study
aimed to better quantify distress in advanced stage cancers
by describing :
= A cohort of patients with advanced cancer and their levels
of quality of life, symptom distress, cancer-related distress
and perceived financial hardship;
='The relationship between perceived financial hardship,
quality of life, symptom distress and overall cancer-related
distress; and
= Quality of life, symptom distress, and overall cancer-
related distress according to level of perceived financial

hardship.

Methods

This study is a cross-sectional, descriptive, comparative
study of distress, including perceived financial hardship,
among patients with advanced cancer who were receiving
palliative care treatment in two outpatient medical oncol-
ogy clinics in Western Pennsylvania. The data were col-
lected during May 2013-November 2014. The study pro-
tocol was approved by the Institutional Review Board at
the University of Pittsburgh. Eligible participants had to
be 18 years or older and have an advanced solid tumor of
any kind, with a prognosis of 1 year or less confirmed by
a physician or clinic nurse practitioner/physician assistant,
and be able to read and understand English at the fourth-
grade level. The sample was recruited from two clinics at
the University of Pittsburgh Cancer Institute, a National
Cancer Institute-designated Comprehensive Cancer
Program.
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Measurements

Sociodemographic factors. These were measured using an
investigator-derived Sociodemographic Questionnaire, a
12-item form that includes variables such as age, race, mar-
ital status, cancer type, religion and spirituality, employ-
ment status, years of education, health insurance status, and
income level.

Cancer-related distress. The NCCN  Distress
Thermometer is a self-report visual analog scale (0, no
distress; 10, great distress) formed in the shape of a ther-
mometer combined with a problem list that is often used
in outpatient cancer settings for reporting of cancer-related
distress.*'¢ The sensitivity, specificity and convergent valid-
ity with the Brief Symptom Inventory and the Hospital
Anxiety and Depression Scale have been established and
appropriate cut-oft score of the distress thermometer iden-
tified.’*" A score of 4 or above indicates a clinically signifi-
cant level of distress.!#1

Symptom distress. The McCorkle Symptom Distress Scale
was developed in 1977 based on interviews that focused on
the symptom experiences of patients. Psychometric testing
among patients with cancer using the modified Symptom
Distress Scale revealed high reliability (Cronbach alpha,
0.97)."7 The instrument is a 13-item Likert scale (1-5)
assessing the severity of distress experienced by a symptom.
Total scores range from 13 to 65, where a higher score indi-
cates greater distress. Moderate distress is indicated with a
score of 25-33, and a score above 33 indicates severe dis-
tress, identifying the need for immediate intervention."”

Quality of life and spiritual well-being. The Functional
Assessment of Cancer Therapy (FACT-G) is used to assess
general cancer-related quality of life. It has four subscales:
physical, emotional, social and family, and functional well-
being, with a total score that ranges from 0-112, where
higher scores show higher quality of life. The Spiritual
Distress Well-Being questionnaire was used alongside the
valid FACT-G assessment.'®!? The Spiritual Well-Being
Short Form was developed with an ethnically diverse pop-
ulation and adds 12 items to the FACT-G. The items do
not necessarily assume a faith in God, allowing a wide flex-
ibility in application and tapping into issues such as faith,
meaning, and finding peace and comfort despite advanced
illness. Higher scores on the Spiritual Well-Being sub-
score (range, 0-48) are correlated with higher scores
of quality of life. The possible scores for the combined
FACT-G and Spiritual Well-Being assessment range from
0-160, with higher scores showing higher quality of life.

Economichardship. Perceived financial hardship was mea-

sured using Barrera and colleagues’ Psychological Sense of
Economic Hardship Scale.? The scale consists of 20-items
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broken down into 4 subscales: financial strain, inability to
make ends meet, not enough money for necessities, and
economic adjustments.”’ Economic adjustments in the 3
months before administration of the questionnaire were
assessed with 9 Yes or No items, such as added another job,
received government assistance, or sold possessions to increase
income. 'The subscale of not enough money for necessi-
ties was assessed with seven 5-point scale items in which
respondents noted whether they felt they had enough
money for housing, clothing, home furnishings, and a car
over the previous 3 months. Inability to make ends meet
included two 5-point scale items that assessed the difficulty
in meeting financial demands in the previous 3 months.
Financial strain consisted of two 5-point scale items con-
cerned with expecting financial hardships in the coming 3
months. Scores can range from 20-73, with a higher score
indicating worse economic hardship.

Data collection and analysis

In-person data collection occurred in the clinical wait-
ing area before the clinician visit or in the treatment room
with the patient using a consecutive, convenience sample.
'The nursing staff checked the clinic lists daily for possi-
ble patient participants. Patients with metastatic cancer
were identified and then approached for consent. After we
had received the patient’s consent, the administration of
the instruments took about 20 minutes to complete. The
data were then entered and verified in REDCap (Research
Electronic Data Capture), which is hosted at the University
of Pittsburgh.? The levels of symptom distress, quality of
life, perceived financial hardship, and cancer-related dis-
tress were described through continuously measured vari-
ables. Descriptive statistics, measures of central tendency
(mean and median), and dispersion (standard deviation
and range), were obtained for the subscales and total scores.
Correlation analysis was used to describe the relationship
between perceived financial hardship and quality of life,
symptom distress, and cancer-related distress. These pri-
mary outcome variables were further explored according
to the level of dichotomized perceived financial hardship
using mean score as the cut point. Independent sample #
tests were used to compare patients experiencing high per-
ceived financial hardship with those experiencing low per-
ceived financial hardship.

Results

In all, 100 patients participated in the study. Any missing
data points were replaced with the mean score for that vari-
able, although this was minimal in this study. Most of the
participants were women (67%), and the average age of the
participants was 63.43 years (SD, 13.05; Table 1). Of the
total number of participants, 73% were white, 26% were
black, and 1% were Asian. Most of the participants were
either retired and not working (39%) or disabled or unable
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TABLE 1 Sociodemographic characteristics of the participants

(N = 100}

Characteristic
Age at consent
Formal education

Gender
Male
Female

Race
White
African American/black
Asian

Type of cancer
Breast
Gynecologic
Lung
Colon/rectal
Brain
Pancreatic
Kidney
Prostate
Other

Gross annual household income, US$
<10,000
10,000-<13,000
13,000-<20,000
20,000-<30,000
30,000-50,000
>50,000
Refused to reveal

Current employment status
Full time
Part time (<35 h)
Retired, not working at all
Retired, employed full/part time
Disabled/unable to work
Other

Marital status
Never married
Currently married
Living with partner/significant other
Widowed
Separated
Divorced
Other

Importance of religion/spirituality
Not important at all
Somewhat important
Extremely important

Insurance status
Public/private insurance
No insurance

Value
Mean no.
years (SD)

63.43 (13.05)
13.48 (2.78)

Percentage
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50% had annual household incomes of more

than $20,000. On average, participants had

TABLE 2 Summary statistics of measured outcome variables (N = 100)

Average :

Outcome variable Score range score (SD) 13.48 ye'ars' (SD, 2"78,) of formal edl'lcatlon.
. Descriptive statistics for the primary out-
NCCN Distress Thermometere 010 4.16 (3.26) come variables can be found in Table 2. The
McCorkle Symptom Disfress Scale® 13-65 25.45 (9.34) average score for cancer-related distress based
FACT.Gb 0-112 73.77 (19.40) on the NCCN Distress Thermometer tool
Physical Well-Being subscale 0-28 17.35 (7.50) V;as 1?/116C (Sk]l), 2'26)' The SYerage score  for
. ) ) the McCorkle Symptom Distress measure-
Social/Family Well-Being subscale 0-28 24.21 (5.25) ment was 25.45 (SD, 9.34). For quality of life,
Emotional Well-Being subscale 0-28 16.34 (5.42) the average FACT-G total score was 73.77
Functional Well-Being subscale 0-28 15.87 (6.78) (SD, 19.40). Of the FACT-G subscale aver-
Spiritual Well-Being Short Form 0-48 35.20 (9.25) ;gSCOS)COICS"pIIZSiC?i Weu'ﬁeibng Waszigis Egg’
. - . .50), social/family well-being 24. R
Combined FACT-G, Sp;ntuol Well-Being 0-160 108.97 (26.07) 5.25), emotional well-being 16.34 (SD, 5.42),

Psychological Sense of Economic Hardship : _hej

Sorlad S 35.70 (13.87) ;nd'f%mcno’nal well-being 15.87 (SD, .6:78).
articipants’ average score for the spiritual
Financial Strain subscale 2-10 3.44(2.39) well-being measure was 35.20 (SD, 9.25) and
Inability to Make Ends Meet subscale 2-10 5.73(1.91) the combined FACT-G and spiritual well-
Not Enough Money for Necessities subscale 7-35 16.43 (8.92) being average score was 108.97 (SD, 26.07).
Economic Adjustments subscale 9-18 10.63 (2.70) The total average score for perceived financial

hardship was 35.70 (SD, 13.87), with subscale
average scores of 3.44 (SD, 2.36) for financial
strain, 5.73 (SD, 1.91) for inability to make
ends meet, 16.43 (SD, 8.92) for not enough
money for necessities, and 10.63 (SD, 2.70) for
economic adjustments.

We conducted a bivariate correlation analy-

FACT-G, Functional Assessment of Cancer Therapy-General; NCCN, National Comprehensive Cancer Network

“Higher score indicates greater distress. ®Higher score indicates better quality of life. <0 = no distress, 10 =
great distress; >4 indicates a clinically significant level of distress. “Higher score indicates worse economic

hardship.

to work (34%). Almost all of the participants had some
form of insurance, with 99% having either private or pub-
lic health insurance. A variety of cancer types were repre-
sented in this patient population, with higher percentages
of breast (25%), gynecologic (10%), lung (19%), and colon/
rectal cancer (15%). Of the total number of participants,
35% had annual household incomes below $20,000, and

sis to assess the relationship between perceived financial
hardship and three other primary outcome variables (Table
3). These analyses showed significant low to moderate cor-
relations with overall cancer-related distress (r, 0.439; P
< .001), symptom distress (r, 0.409; P < .001) and over-
all quality of life scores (FACT-G and spiritual well-being
combined score: r, -0.323; P < .001).

TABLE 3 Correlation analysis of primary outcome variables and economic hardship (N = 100)

Psychological Sense
of Economic Hardship

McCorkle Symptom

Distress Scale Combined FACT-G and NCCN Distress

Scale total score total score Spiritual Well-Being Thermometer
Psychological Sense 1.00
of Economic Hardship — — —
Scale total score
McCorkle Symptom 0.409* 1.00 — —
Distress Scale
total score
Combined FACT-G and -0.323* -0.737* 1.00 —
Spiritual Well-Being
NCCN Distress 0.439* 0.602* -0.483* 1.00

Thermometer

FACT-G, Functional Assessment of Cancer Therapy-General; NCCN, National Comprehensive Cancer Network

*Significant at alpha <0.01
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TABLE 4 Difference between group means based on level of economic hardship (N = 100)

Level of economic hardship, mean score (SD)

High
(n = 43)

NCCN Distress Thermometer fotal 6.17 (2.91)
McCorkle Symptom Distress total 29.70 (9.97)
FACT-G total 65.62 (19.29)

Physical Well-Being subscale 13.56 (7.63)

Social/Family Well-Being subscale 22.79 (6.63)

Emotional Well-Being subscale 14.77 (6.06)

Functional Well-Being subscale 14.51 (6.52)
Spiritual Well-Being Short form total 34.40 (10.01)
Combined FACT-G and Spiritual 100.02 (27.50)

Low Confidence

(n = 57) P-value interval
2.65 (2.64) <.001* 2.41-4.63
22.25 (7.44) <.001* 4.01-10.91
79.92 (17.23) <.001* 21.58-7.02
20.21 (6.04) <.001* 9.36-3.94
25.28 (3.61) .029* -4.73-0.26
17.53 (4.58 011* -4.87-0.65
16.89 (6.84) .082 -5.07-0.30
35.81 (8.67) 453 -5.13-2.30
115.72 (22.94) .002* -25.73-5.67

FACT-G, Functional Assessment of Cancer Therapy-General; NCCN, National Comprehensive Cancer Network

*Significant at alpha <0.05

Forty-three participants reporting high perceived
financial hardship experienced worse quality of life over-
all (FACT-G and spiritual well-being; P = .002), worse
FACT-G total scores (P < .001), worse physical well-
being (P < .001), worse social/family well-being (P = .029),
worse emotional well-being, and no significant difference
for functional (P = .082) or spiritual well-being (P = .453),
compared with those with lower economic hardship. In
overall cancer-related distress, participants with higher
perceived financial hardship reported higher levels of can-
cer-related distress (P < .001) than those with lower per-
ceived financial hardship. For those participants reporting
higher perceived financial hardship there was also worse
symptom distress (P < .001), compared with those with
lower economic hardship (Table 4).

Discussion

Overall, this report provides data to illuminate our under-
standing of disparities in well-being that may be present
in patients with advanced cancer. Our analysis found that
patients with advanced cancer who have higher perceived
financial hardship have significantly higher overall can-
cer-related distress, symptom distress, and poorer overall
quality of life. In this study’s population of patients with
advanced cancer, the most notable areas of economic hard-
ship identified by participants were: not having enough
money for necessities in the 3 months before the survey
and the inability to make ends meet during the same time
span, with difficulty paying bills and not having enough
money left at the end of the month being most noteworthy
among this study’s patient population. Financial strain and
making economic adjustment were not as notable in the
category of perceived financial hardship. In regard to not
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having enough money, participants most commonly cited
not being able to afford everyday necessities such as food,
clothing, medical care, or a home, as well as leisure and
recreational activities. These findings are further supported
with the positive, moderate associations between perceived
financial hardship and symptom distress and overall can-
cer-related distress found in this cohort of patients with
advanced cancer and the negative, moderately associated
relationship between perceived financial hardship and
overall quality of life in this study’s sample. Although these
findings have been confirmed in the literature on cancer-
related distress, our findings add to our knowledge on both
economic and cancer-related distress exclusively in patients
with advanced cancer.®??> The broader cancer-related dis-
tress literature has also found an association between being
younger and having a lower household income as risk fac-
tors for increased financial hardship; however, the percep-
tion of financial strain and magnitude was a more signifi-
cant predictor of quality of life and perception of overall
well-being.®%9122223  Furthermore, patients with can-
cer who noted having higher financial distress typically
reported decreased satisfaction with cancer care which
also influenced their adherence to treatment and quality
of life.?*

Our work now adds the important element of perceived
financial hardship to the advanced cancer-related distress
puzzle. We should consider integrating a financial dis-
tress assessment into routine cancer care, particularly with
patients and families with advanced cancer, to proactively
and routinely assess and intervene with available dis-
tress mitigating resources. Therefore, understanding the
patients most likely to experience financial distress will
help personalize supportive therapy. This study’s results as
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well as the existing literature describing financial distress
support the use of comprehensive screening instruments
to capture elements of financial burden beyond out-of-
pocket costs.®* 'This screening is particularly relevant
because we are increasingly recognizing that gross annual
household income does not always reflect financial hard-
ship or distress. 'The instrument we used for this analysis,
the Psychological Sense of Economic Hardship, provides
a broad view of financial toxicity including the specific
components of financial strain, the inability to make ends
meet, not having enough money for necessities, and eco-
nomic adjustments experienced by patients with advanced
cancer.” Another measure to evaluate financial toxicity
among patients with cancer includes the Comprehensive
Score for Financial Toxicity (COST), which is a widely
used patient-reported outcome measure. It was developed
with input from both patients and oncology experts.”* Use
of a financial toxicity assessment tool adds to our under-
standing of the economic financial burden experienced
by patients with cancer, specifically those with advanced
cancer.

Tucker-Seeley and Yabroff have identified several areas
in which the research agenda for financial toxicity should
focus, including: documentation of the socioeconomic
context among patients across all areas of the cancer care
continuum, further identification and characterization of
at risk populations to address health disparities, and the
inclusion of cost discussions in the health care context.?
Furthermore, research is needed to identify key areas to
target for interventions addressing financial toxicity, such
as addressing lack of financial resources to cover the cost
of cancer care, focusing on managing or preventing the
distress that results from a lack of financial resources, or
addressing coping behaviors used by families to manage
the financial burden of cancer care.?® Although cost discus-
sions between health care providers and patients have been
identified as important in reducing the financial burden of
cancer care, the content, timing, and goals of those discus-
sions still need to be better articulated for different patient
populations, including patients with advanced cancer.»*
In addition, resources such as social workers, patient nav-
igators, or financial counselors have been identified as
effective in assisting patients with financial planning and
accessing community resources to address financial burden
and assistance.*

Design considerations

'This study has limitations that need to be noted. Its cross-
sectional design does not allow for the analysis of causal
inferences. In addition, certain groups were underrepre-
sented in this study’s sample, including uninsured patients,
men, and some minority groups, which may have under-
estimated the amount of financial burden experienced by
patients with advanced cancer. The lack of representative-
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ness of uninsured individuals may be a result of the eli-
gibility of persons with advanced cancer for Medicaid.
However, a strength of this study is its ability to increase
the representativeness of African American/black patients
in the study of advanced cancer and financial hardship. In
our study, just over a quarter of the participants (26 of 100;
26%) were black/African American, compared with the US
Census Bureau’s national census level of 13.3% and 13.4%
in Allegheny County, Pennsylvania .%

The lack of employed participants in this study could
be because many were not able to work because of the
advanced stage of their disease. The low level of partnered
status is a limitation, although one study site was a low-
income hospital where one generally tends to see higher
levels of unpartnered status. This study did not control
for demographic information such as gender or age, thus,
the relationships between the primary outcome variables
and financial hardship may be overestimated. Moreover,
this analysis of financial distress is limited to the context
of the United States due to our lack of universal health
care and unique payment system. Although we included
only patients who were in the palliative phase of cancer
treatment, no medical record review was conducted to
determine previous cancer history and treatments, which
might have provided more insight into other financial loss
or cost of cancer treatment. Furthermore, we note that it
can be difficult to prognosticate with accuracy and identify
that some patients with advanced cancer may have been
excluded from the study due to the inclusion criteria of less
than 1 year of survival.

Conclusion

Perceived financial hardship is an important assessment
of the burden placed on patients due to the cost of dis-
ease; and is a good start in assessing indirect costs that
patients take on when coping with advanced stages of can-
cer and can shed light on an aspect of distress experienced
by this patient population that is not commonly addressed.
Subjective measures of perceived financial hardship com-
plement objective measures that are commonly indicative
of economic resources and can further our understanding
of the impact of financial distress experienced by patients
with cancer. Further study of financial impacts of advanced
cancer as well as predictors of financial distress are essen-
tial to the early identification of financial hardship and the
development of interventions to support those at high risk
or experiencing financial distress.
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