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/ABSTRACT

Background. The American Society of Clinical Oncology views
patient-physician discussion of costs as a component of high-
quality care. Few data exist on patients’ views regarding how
cost should be addressed in the clinic.

Methods. We distributed a self-administered, anonymous, paper
survey to consecutive patients with breast cancer presenting for
a routine visit within 5 years of diagnosis at an academic cancer
center. Survey questions addressed experience and preferences
concerning discussions of cost and views on cost control. Results
are primarily descriptive, with comparison among participants on
the basis of disease stage, using chi-square and Fisher’s exact
tests. All p values are two-sided.

Results. We surveyed 134 participants (response rate 86%).
Median age was 61 years, and 28% had stage IV disease.

Although 44% of participants reported at least a moderate
level of financial distress, only 14% discussed costs with their
doctor; 94% agreed doctors should talk to patients about costs
of care. Regarding the impact of costs on decision making, 53%
felt doctors should consider direct costs to the patient, but only
38% felt doctors should consider costs to society. Moreover,
88% reported concern about costs of care, but there was no
consensus on how to control costs.

Conclusion. Most breast cancer patients want to discuss costs
of care, but there is little consensus on the desired content or
goal of these discussions. Further research is needed to define
the role of cost discussions at the bedside and how they will
contribute to the goal of high-quality and sustainable cancer
care. The Oncologist 2014;19:1135-1140

Implications for Practice: The 2009 American Society of Clinical Oncology cost of cancer care guidance statement recommends that
physicians and patients should communicate about costs as a means of decreasing overall spending and minimizing patients’
financial burden. Ourstudy suggests that theimpact of costs of breast cancer care can be profound and that patients want to discuss
direct out-of-pocket costs with their oncologists in the clinic. Our study also finds that patient-physician communication about the
societal costs of cancer care is not widely accepted by patients. Whether such discussions should occur or will have any role in

controlling health care spending remains to be determined.

INTRODUCTION

The National Institutes of Health estimates that total spending
on cancer care will grow from $125 billion in 2010 to more than
$200 billionin 2020, with an increase from $16.5 billionin 2010
to $20.5 billion in 2020 on total spending for breast cancer
alone [1]. Both the total costs of breast cancer care and costs
per patient are projected to increase over this period [2]. The
rising costs of care are viewed as unsustainable both at the
societal level and for individual patients, who are experiencing
increasing out-of-pocket costs [3, 4]. High out-of-pocket costs
leadtoincreasedfinancial hardship, which affects care choices,
quality of life, and disease outcomes [5, 6].

Recognizing the importance of these issues, the American
Society of Clinical Oncology (ASCO) issued a guidance
statement recommending that practicing oncologists directly

confront costs of care in the clinic. This guidance statement
highlighted physician-patient communication about costs as
a key component to decreasing both total cancer spendingand
cancer patients’ financial burden [7].

Although a growing body of literature demonstrates that
patients experience financial burdens from the diagnosis
of cancer and the costs of care, there has been relatively
little investigation of the currentrole of discussions of costin
the clinic, how discussions of cost affect care and decision
making, and the participants’ perspectives on the de-
sirability and goals of such discussions. Within the context
of a breast cancer clinic, we sought to understand patients’
experiences with and attitudes toward discussions of costs
of care.
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MATERIALS AND METHODS

In autumn 2012, we distributed a cross-sectional, self-administered,
anonymous, paper survey to consecutive breast cancer partici-
pants presenting for a routine visit at Duke University Medical
Center. Eligible participants were female, English-speaking
patients older than 18 years of age with a diagnosis of breast
cancer and who were within 5 years from their initial diagnosis
of breastcancer.The study is shown in the supplemental online
Appendix.

Study-specific survey questions were developed based
on a literature review and the authors’ experience. These
questions were tested among a pilot cohort of 10 participants
and then refined for content and clarity. In addition, the validated
InCharge Financial Distress/Financial Well-Being Scale (IFDFW)
was used to assess financial distress [8]. Survey domains
included demographics, desired and actual timing and content
of patient-physician discussions about costs, barriers to these
discussions, and views concerning methods of cost contain-
mentin cancer care. Consecutive participants were offered the
survey by clinic staff fora period of 12 weeks, and response rate
was calculated based on participants completingand returning
the survey.

Given the primarily descriptive goals of this study, bivariate
analyses of dichotomous categorical data were performed
using chi-square or Fisher’s exact tests. Mantel-Haenszel tests
were performed on ordinal variables with more than two levels.
For selected questions, simple linear and logistic regression
methods were used to determine associations of interest such
as comparisons based on age, disease stage, income, race, and
the IFDFW. SAS version 9.3 (SAS Institute, Inc., Cary, NC, http://
www.sas.com) was used for statistical analyses.

RESULTS
Atotal of 156 consecutive participants were offered the survey,
and 134 participants completed it, for a response rate of 86%.

Demographics

The demographics of respondents are outlinedin Table 1. Most
participants were white (75%), well educated (72% had at least
some college education), insured (98%), and married (66%).
From a socioeconomic perspective, most respondents (59%)
had an annual income of $50,000 per year or higher and
scored low or none on the IFDFW financial distress scale (56%).
In terms of employment status, 33% (n = 44) were employed
fulltime, 7% (n = 9) were employed parttime, and 41% (n = 53)
were retired. Most participants reported receiving assistance
in paying for their cancer care (77%, n = 99). Most respondents
had a history of local rather than metastatic disease (67% vs
33%). Forty-six percent (n = 59) were receiving anticancer
treatment at the time of the survey.

Experience With Discussions Concerning Costs

Although 94% (n = 121) of respondents wanted to discuss
costs of care with their doctor, only 14% (n = 18) reported
having had such discussions (Fig. 1). Consistent with the low
number of discussions reported, most participants felt poorly
informed about the costs of their care (67%, n = 87), and
a significant number reported surprise at high costs (40%, n =
52) or did not understand the costs of their care (29%, n = 38).
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Table 1. Patient demographic and clinical characteristics

Characteristics Results
Age, years, median (range) 61 (29-88)
Cancer status, n (%)

Limited 73(67)

Spread 36(33)
Race, n (%)

White 94(75)

Nonwhite 31(25)
Income, n (%)

<$50,000 per year 48(41)

=$50,000 per year 69(59)
Education, n (%)

No college 34(28)

At least some college 87(72)
Employment, n (%)

Unemployed 75(59)

Employed (part plus full time) 52(41)
Insurance, n (%)

Medicaid 5(2)

Medicare 47(23)

Employer-based health insurance 81(40)

Private health insurance 11(5)

Supplemental health insurance 14(7)

Uninsured 4(2)

More than one type 36(18)

Other 6(3)
Marital status, n (%)

Married 83(66)

Unmarried 42(34)
Financial distress, n (%)

Moderate or greater financial distress (FDS <6) 57(44)

Low or no financial distress (FDS =6) 72(56)

Abbreviation: FDS, financial distress scale.

One-third of participants (32%, n = 41) reported hardship
as a result of their cancer costs, with 16% (n = 20) reporting
difficulty paying for basic necessities and 19% (n = 24)
reporting using up all or most of their savings. We did not
assess the details of respondents’ decision making, but 13%
(n = 17) reported changing their medical decisions as a result
of the costs of theircare,and 12% (n = 16) avoided treatment
of non-cancer-related health issues because of costs. As might
be expected, participants with moderate or greater finan-
cial distress (IFDFW <6) were statistically significantly more
likely than those with less financial distress to have hardship
and to make sacrifices as a result of their financial distress
(Fig. 1).

Most participants reported that costs outside of their
direct out-of-pocket costs or the “costs to Medicare, society
or their insurance company” did not affect their medical
decisions (85%, n = 110); however, most participants also
reported that they did not understand the costs to society with
regard to their care (64%, n = 82).

O?fi?ologist”


http://theoncologist.alphamedpress.org/lookup/suppl/doi:10.1634/theoncologist.2014-0117/-/DC1
http://theoncologist.alphamedpress.org/lookup/suppl/doi:10.1634/theoncologist.2014-0117/-/DC1
http://www.sas.com
http://www.sas.com

Irwin, Kimmick, Altomare et al.

Felt doctors should discuss costs
with their patients

Discussed costs with their doctor

Altered medical decisions

Avoided treatment of noncancer
conditions

Difficulty paying for basic necessities

Experienced hardship

- Used up all or most of savings

0% 10% 20%

1137

40% 50% 60% 70% 80% 90% 100%

Figure 1. Patient desire to discuss costs and reported impact of costs.
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Figure 2. Desired content for discussion of costs.

Patient Interest in Discussing Costs of Care

Interms of the desired timing of discussions, most respondents
did not feel that physicians shouldinitiate a conversation about
costs at every visit (n = 107, 83%). Instead, respondents felt
that physicians should wait for the patient to initiate the
conversation (n = 80, 62%) or only initiate a conversation
about costs when a new treatment was being considered (47%,
n = 61). Only a minority of participants (n = 27, 21%) felt
missing medications or visits should prompt a physician-
patient discussion about costs.

In terms of the desired content of the discussion (Fig. 2),
most respondents (53%, n = 69) felt doctors should explain to
each patient his or her out-of-pocket costs. Respondents were
divided in terms of their interest in having doctors talk to them
aboutthe coststo society with regard to a given treatment plan
(n = 49, 38% agree; n = 51, 40% disagree).

There was no association of these content and timing
responses with stage of disease, financial distress, status of
treatment, or age.

Views on Reduction of Societal Costs of Cancer Care

Most participants (88%) were concerned about the costs of
cancer care; however, when asked about specific strategies for
controlling costs, there was little agreement about which

www.TheOncologist.com
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methods might succeed (Fig. 3). Although most respondents
(58%) agreed with generic substitution, only a minority or
respondents endorsed other cost-controlling measures such
as preferential selection of drugs that prolong survival (15%),
using more physician assistants and nurses (12%), paying
doctors less (3%), greater means testing (9%), or greater cost
sharing (3%).

Most respondents did not want their doctor thinking about
cost-controlling measures. In addition, 52% (n = 67) of
respondents disagreed with the statement “when choosing
a new treatment, doctors should consider the amount of
money it will cost the insurance company or government.”

Participants with metastatic cancer were significantly less
likely (unadjusted) than those with curable disease to want
doctors to consider societal costs (33% [n = 24] vs 6% [n = 2];
p < .01) and more likely to agree that society should pay for
treatments even if they do not prolong survival (p < .05).

DiIScusSION

Theimportance of high andrising costsin health carein general
and in cancer care in particular have been recognized. High
costs of care threaten the competitiveness of U.S. industry and
reduce funds available for other societal priorities. High costs
also have a direct impact on patients in terms of access to care
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Figure 3. Preferences for control of costs of cancer care.

[9], financial distress [10], decision making [6], well-being [11],
and disease outcomes [12, 13]. Our study confirms that patients
with breast cancer experience substantial financial distress,
based on the IFDFW, with corresponding detriments in well-being
(altered spending on basic necessities and leisure, drained
savings) and medical care (altered oncologic and nononcologic
treatment choices).

Because of the profound, multidimensional impact of costs
on patients and society, ASCO and others have pointed out the
importance of discussing costs of care in the clinic [14, 15]. This
study suggests that clinicians, researchers, and policy makers
need to be very clear about the distinct issues of controlling
direct costs to patients and controlling overall health care
spending and similarly clear about the content and goal of
discussions of cost in the clinic

Making discussion of a patient’s out-of-pocket costs a stan-
dard component of the patient-physician encounter appears to
be both feasible and desirable, given that the majority of patients
in our study reported wanting to understand and discuss costs of
their care with their oncologist and cited no barriers to such
a discussion. The fact that we found that few patients reported
cost discussions despite patients’ interest suggests that physi-
cians may not be aware of this interest, may not feel prepared
todiscuss costs, or may feel thatitisinappropriate or not a priority
for the clinic visit. Our study shows that the limitations to cost
discussions cited in previous oncologist surveys, namely, lack
of time and knowledge, are not limitations perceived by patients
[16].

There is a need for some caution in assuming that all
patients desire discussions of cost in the oncology clinic. Not all
patients in our study reported such interest, and our research
and other literature suggest that the degree of interest and the
contentand timing of any discussions of cost vary by individual
preference, by patient characteristics, and by setting. Unlike
our study, a survey of cancer patients by Bullock et al. found
that the many patients (41%) did not want to discuss their out-
of-pocket costs with their doctor [4]. Differences in the results
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of our studies may reflect differences in the study popula-
tions; unlike our study, the study by Bullock et al. included all
solid-tumor malignancies, male and female patients, and
patients who were past 5 years from their diagnosis. Another
reason for the differences may be the rapidly evolving public
attitudes toward discussing costs of care in the few years since
that study and our own.Table 2 summarizes the results and key
findings from four other studies of discussions of costs of
canceridentifiedintheliterature[4, 6,17, 18]. Of note, only the
study by Zafar et al. included a majority of patients making less
than the median U.S. household income [6].

Addressing societal costs within a patient-physician in-
teraction appears more controversial than discussing out-of-
pocket costs. Although the majority of participants are
concerned about the costs of cancer to society at large, the
majority do not want to talk with their doctor about these
costs. The vast majority do not want their doctor to consider
the costs to society when selecting a cancer treatment. This
sentiment is even more pronounced among the sickest
patients with metastatic disease.

Unlike previous studies, we also assessed patients’ views
on many of the most commonly proposed methods of cost
control in cancer care such as preferential selection of drugs
that prolong survival, use of physician extenders, paying
doctors less, greater means testing, and greater cost sharing.
Other than generic substitution, the majority of participants
did not support any of these proposed solutions.

Our study has several limitations. This was a self-
administered questionnaire and measured reported financial
distress and discussions of cost, not actual out-of-pocket costs
from medical record review or recorded transcripts of clinic
visits. It is possible that questions of cost, or at least ability to
pay or fill prescriptions, was addressed in the clinic but not
perceived as a discussion of costs of care. Other limitations
includethe study’s smallssize, restriction to patients with breast
cancer, and conduct at a single institution. In addition, the
population was largely insured, and almost 60% reported
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Table 2. Studies evaluating patient attitudes toward discussing costs of cancer care

Population Want to discuss Did discuss
Study demographics Site n costs, % costs, % Selected results
Bullock 36% breast, Single academic 256 59 Not asked ~ While only 58% express desire to
etal. [4] 16% GU, 15% medical center discuss costs, 76% would feel
Gl cancer comfortable discussing costs with
87% white their physician.
6% black 30% wish to discuss costs with
61% household someone other than the physician
income Only 34% want doctor to consider
>5$50,000 costs in treatment decisions
98% insured 25% report difficult paying for
cancer care
Response rate of 33%
Hendrickson 68% had breast, Multiple centers 22 59 23 Interviews with 22 patients and
etal. [17] prostate, or within Group Health 11 providers
colorectal cancer  Cooperative, Participants preferred to learn
or leukemia Washington State about costs from their doctor
o (59.1%) over other care team
g%ﬁ hmciljiehold ?;:eirgf/)(;rs (31.8%) or their insurer
income >$50,000 -e70
27% of the physicians reported
that they initiated a discussion of
costs
82% of physicians and 91% of
participants felt doctors should
know about costs
Zafaretal.[6] 100% receiving Single academic 258 Not asked 58 33% report substantial financial
chemotherapy medical center in burden from out of pocket costs
for solid tumors North Carolina plus Patients with greater financial
80% white national sample of burden, were more likely to
% black copayment assistance communicate with their doctors
13% blac foundation applicants 38% response rate
86% female oresp
63% household
income <$40,000
Jungetal. [18] 100% men with Single academic 41 61 Not asked  24%reported feeling burdened by

medical center in
Pennsylvania

prostate cancer
63% white
37% black

58% household
income >$60,000

99% insured

out of pocket costs

61% wish to discuss costs, but only
32% wants costs considered when
making treatment decisions

Abbreviations: Gl, gastrointestinal; GU, genitourinary.

household income of more than $50,000 per year. However,
our survey included a diverse population, with 25% nonwhite
participants and patients with both early and advanced
disease. The fact that, even among a relatively affluent
population, a high percentage reported concern with costs
of care and interest in discussing costs suggests that this
consideration may be important for all patients.

CONCLUSION

Our study reveals that discussing societal costs of care in the
clinic is not desired by patients and that urging clinicians to
initiate such discussions is likely not a viable solution to
controlling health care costs. Control of costs of cancer care
remains an important goal and is directly related to the
sustainability of quality and accessible care. If our findings are
valid across a broad spectrum of patients with cancer, cost
control efforts may be most successful if they areimplemented
outside of the clinic, at the level of the institution, the payer,
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and the state. Efforts such as those under way in the U.K. to
consider value-based pricing may be part of the solution
[19-21]. It appears that current efforts at bedside cost control
should be directed at clinicians, who can take several steps to
educate themselves to ensure they practice evidence-based
care that controls cancer care costs while maintaining or even
improving quality [22, 23].

Whether direct conversations with patients, at any level,
about societal costs of cancer care will have a role in control-
ling health care spending remains to be determined. Such
conversations would need to occur in a context that is
acceptable to patients and consistent with the physicians’
fiduciary responsibility to place the interests of the patient
first. Further research can help explore the potential for
discussing costs and raising awareness of the costs of care
among both physicians and patients to affect societal costs of
care, regardless of whether that is the focus of bedside
conversations. Ongoing research is evaluating the optimal
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timing, content, focus, and impact of discussions of costs of
cancer care in the clinic. Much the focus of such research is on
the “financial toxicity” that treatment decisions can yield in
terms of direct out-of-pocket costs to patients [6]. There is
a need to determine whether emerging interventions designed
toimprove patient understanding of costs and to lower out-of-
pocket expenses also affect societal expenses and to what
degree. Research is also needed to further explore the impact
of costdiscussions on patient satisfaction and financial distress
and the relatively unexplored areas of potential impact on the
doctor-patient relationship, accessto care, and informed decision
making.
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