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Abstract

Introduction As the cost of cancer treatment continues to rise,
many patients are faced with significant emotional and finan-
cial burden. Oncology navigators guide patients through
many aspects of care and therefore may be especially aware
of patients’ financial distress. Our objective was to explore
navigators’ perception of their patients’ financial burden and
their role in addressing financial needs.

Materials and methods We conducted a real-time online sur-
vey of attendees at an oncology navigators’ association con-
ference. Participants included lay navigators, oncology nurse
navigators, community health workers, and social workers.
Questions assessed perceived burden in their patient popula-
tion and their role in helping navigate patients through finan-
cial resources. Answers to open-ended questions are reported
using identified themes.

Results Seventy-eight respondents participated in the survey,
reporting that on average 75% of their patients experienced
some degree of financial toxicity related to their cancer. Only
45% of navigators felt the majority of these patients were able
to get some financial assistance, most often through assistance
with medical costs (73%), subsidized insurance (36%), or
non-medical expenses (31%). Commonly identified barriers
for patients obtaining assistance included lack of resources
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(50%), lack of knowledge about resources (46%), and
complex/duplicative paperwork (20%).

Conclusion Oncology navigators reported a high burden of
financial toxicity among their patients but insufficient knowl-
edge or resources to address this need. This study underscores
the importance of improved training and coordination for ad-
dressing financial burden, and the need to address community
and system-level barriers.
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Introduction

Cancer care costs have increased dramatically in recent years,
outpacing the growth in US gross domestic product and non-
cancer healthcare costs. [1] Although much of the existing
literature has focused on the unsustainability of rising cancer
care costs for the healthcare system and for societal economic
stability, the rising cost of cancer care has also caused substan-
tial, and in many cases, catastrophic, financial damage to in-
dividual cancer patients and their caregivers [2—4]. Twenty to
48% of cancer patients report significant and worrisome finan-
cial burden due to their cancer treatment, and individuals with
cancer are 2.6 times more likely to declare bankruptcy than the
general population [3, 5, 6]. Cancer-related financial hardship,
otherwise known as financial toxicity, has been associated
with distress, anxiety, overall worse health-related quality of
life, cancer treatment non-adherence, and higher mortality
[6-10]. Cancer-related financial hardship also differentially
affects underserved populations, such as racial/ethnic minori-
ties and the publicly insured, and thus has the potential to
exacerbate existing racial/ethnic and insurance-related dispar-
ities in cancer outcomes [3, 11].
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Navigating the financial aspects of the cancer experience is
a specific challenge for patients that are not well addressed in
most oncology care environments [12]. Cancer navigation
services have emerged across the country to help direct and
support patients through the cancer clinical experience, and as
a result, many navigators have become the default support
team member tasked with, or fielding questions about, finan-
cial assistance services when financial toxicity becomes a
problem for patients.

Directed navigation of patients through the cancer care
process has increasingly been recognized as an important
mechanism to improve coordination of cancer care services,
provide information, and support to patients and their families,
reduce delays in detection and treatment, reduce costs and
emergency department visits, and enhance the quality and
outcomes of cancer care [13—17]. Despite recommendations
to address financial needs as a routine part of survivorship care
[18, 19], clinical and lay navigators may not be well-equipped
to provide financial advice. Oncology navigators are typically
employed within the cancer hospital or health system and may
include nurses, social workers, or lay navigators who typically
receive training focused on the supportive care needs of pa-
tients and how to access available resources, such as appoint-
ment scheduling and logistics, managing symptoms, and
accessing psychosocial support [20]. Navigators guide pa-
tients through the multiple phases and complexities of the
cancer experience, including screening and diagnosis, surgery,
chemotherapy, radiation therapy, and other treatment; naviga-
tors also may assist with palliative and end-of-life care.
Navigators typically have little to no specialized training re-
garding financial counseling or financial assistance, yet, be-
cause of their ongoing relationships with patients, are often the
first point of contact for addressing financial needs.

Although several studies have reported on the extent,
sources, and outcomes of cancer-related financial toxicity
among patients [2, 3, 7, 10, 21] and previous work has explored
provider and payer perceptions of financial burden [22], no
studies, to our knowledge, have reported on the role of oncol-
ogy navigators in helping patients to cope with cancer-related
financial hardship. Our objective was to understand oncology
navigators’ perspectives about their patients’ cancer-related fi-
nancial burden and to identify gaps in accessing financial as-
sistance for uninsured and underinsured patients with cancer.

Methods

We surveyed attendees of a regional oncology navigators’
association conference held in Chapel Hill, NC, in
June 2016. Participants included nurse navigators, lay naviga-
tors, community health workers, community advocates
representing non-profits organizations, and social workers,
all of whom provided oncology navigation services and
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attended the one-day conference. As all of these attendees
were involved in some aspect of oncology navigation; we
refer to them collectively as “navigators”. Attendees were
asked to complete a brief, electronic, audience participation
survey. Survey questions assessed their perceptions of pa-
tients’ cancer-related financial burden and access to financial
support resources to pay for cancer care. This study was
reviewed and determined to be research exempt by the
Institutional Review Board at the University of North
Carolina at Chapel Hill (UNC-CH) (IRB# 16-1775).

Participant recruitment

Criteria for survey participation included (1) attendance at the
navigation conference, (2) current work responsibilities includ-
ing assisting cancer patients with access to cancer support re-
sources, (3) ability to read and understand English, and (4)
access to a smart phone, tablet or laptop computer. The principal
investigator (SBW) and study coordinator (MLM) were present
at the conference to announce the study, explain consent proce-
dures, and offer the opportunity for participation. They ex-
plained the purpose of the study as well as the online survey
process. Because the survey was taken anonymously by person-
al smart phone, tablet, or laptop computer, conference attendees
were unaware of others’ survey responses, and survey partici-
pation had no effect on conference participation. Participants
self-reported their role working with cancer patients.

Survey technology

The Poll Everywhere online platform was chosen for survey
administration due to its ease of use and the research staff’s
familiarity with the technology. The survey consisted of five
questions with a mixture of both multiple choice and open-
ended text responses. Participants could only register a single
response per question, but for open-ended questions they
could list several answers within one response. Survey ques-
tions were designed to capture a variety of financial assistance
variables within a short time frame (approximately 5 min to-
tal). See Table 1 for a list of survey questions.

Respondents were given two options for survey participa-
tion: texting responses, or going online to a designated
webpage and answering the questions as they appeared on
the conference screen slideshow. Participants completed the
survey on personal mobile devices, and the total number of
completed responses (but not response content) was displayed
in real time on the conference screen, enabling study staff to
gauge the number of participant responses and when to move
to the next “poll” or question.

In addition to the Poll Everywhere survey completed dur-
ing the patient navigation conference, conference attendees
were given a chance to comment on the issue of financial
burden by completing an evaluation survey post-conference.
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Table 1  Survey responses by question

What percentage of your patients do you feel are experiencing financial
distress related to their cancer treatment? (n = 70)

75.2%
75% (20-100)

Of the patients you work with who need financial assistance, are the
majority of them able to get help? (n = 78)

Mean

Median (range)

% n
Yes 45% 35
No 26% 20
I don’t know 29% 23

Of the patients you work with who get financial assistance, what type(s)
of help do they receive? (n = 78)*

Category % n
Medical cost assistance 74% 58
Medicaid/insurance application 36% 28
Non-medical cost assistance 31% 24
Counseling/education 13% 10
Unsure 9% 7

What key obstacles exist to helping these patients find financial
assistance? (n = 66)*

Category % n
Lack of resources 50% 33
Lack of knowledge of resources 46% 30
Difficult/ complex to access 20% 13
Communication barriers 20% 13
Language/literacy barriers 11% 7

If you could make one improvement to the system that would improve
your patients’ financial experience with cancer, what would it be?
(n=81)*

Category % n
More financial navigators 34% 21
More communication/assessment of need 32% 20
Reduce out-of-pocket costs 26% 16
Improved coordination, information 23% 14
Insurance reform 13%

Other 15% 9

*Responses could reflect more than one category, so total percentages
may be greater than 100%

Specifically, one question on the evaluation survey asked, “If
you could make one improvement to the system that would
improve your patients’ financial experience with cancer, what
would it be?” This question was asked in both settings, but as
overall themes did not differ widely from Poll Everywhere to
the post-conference survey, we report the answers from the
post-conference survey only.

Data analysis

Poll Everywhere survey responses were downloaded for re-
view and analysis. Answers to multiple choice questions were

described with frequencies. Answers to open-ended questions
were categorized qualitatively according to theme. After a
preliminary review of responses, salient themes in each
open-ended question were identified by the research team.
Two coders (JS and MLM) then independently reviewed re-
sponses and sorted each into textual units or themes, with
disagreements resolved by the full study team. Participants
could include multiple answers within a single free text re-
sponse, so some responses were identified as containing more
than one theme. Table 2 contains representative quotes for
each identified theme. The same process of analysis was per-
formed with responses to the conference evaluation question
regarding one improvement to the system to alleviate cancer-
related financial burden.

Results

Out of a total of 148 registered conference participants, 78
navigators attended the session and participated in the confer-
ence survey and 81 responded to the post-conference survey
by email, for an overall response rate of 53% (in person) and
55% (email).

Overall, navigators reported a high prevalence of financial
distress among their patients, reporting on average that 75% of
their patients experienced financial toxicity related to their
cancer (interquartile range 65%—90%). Additionally, 12% of
navigators reported that 100% of their patients experience
cancer-related financial distress. In terms of their patients re-
quiring financial assistance, 45% of respondents indicated that
most are able to get some type of financial assistance, 26%
said most are unable to get any assistance, and 29% reported
being unsure whether their patients were able to access any
type of financial assistance.

The most common type of financial assistance reported
was assistance with medical costs (73%), with half of these
responses specifically referencing medication or prescription
drug assistance programs. Other forms of medical cost assis-
tance that were reported included references to hospital-based
charity care and copay assistance. In addition to programs that
cover portions of medical costs directly, common sources of
support included assistance in applying for Medicaid or insur-
ance subsidies (36%), assistance with non-medical costs such
as transportation or lodging (31%), and financial counseling
(13%). Nine percent of respondents reported that they were
unsure of what type of financial assistance their patients
received.

Navigators were also asked to describe one or more obsta-
cles preventing their patients from accessing financial assis-
tance. Half of all respondents mentioned concerns regarding
insufficient resources or patient ineligibility for existing re-
sources. These included concerns specific to rural areas, pa-
tients without citizenship, the underinsured, and patients with
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Table 2 Representative
responses for each category
Category
Medical cost assistance
Medicaid/insurance application
Non-medical cost assistance
Counseling/education

Unsure

Of the patients you work with who get financial assistance, what type(s) of help do they receive?

Example response

“Charity care, patient assistance programs”

“Enrolling in insurance /Medicaid”

“Gas cards for transportation”

“Education workshops and debt management counseling”

“I only give links to np [Nurse Practitioner]. Don’t hear results”

What key obstacles exist to helping these patients find financial assistance?

Category
Lack of resources

Lack of knowledge of resources
Difficult/complex to access
Communication barriers

Language/literacy barriers

Example response

“Lack of funds, lack of resources, no copay assistance for expensive
medications, patient not qualifying for insurance”

“Lack of knowledge about resources that are available”
“Mismatched application with duplication of effort”

“They don’t know where to go/get frustrated. Hate to ask for
assistance”

“Their literacy and education level”

If you could make one improvement to the system that would improve your patients’ financial experience with

cancer, what would it be?
Category
More financial navigators

More communication/assessment of

need
Reduce out-of-pocket costs

Improved coordination, information

Insurance reform
Other

Example response
“Increase access to financial navigation”

“Incorporate earlier screening of financial stressors”

“Reduce cost of medications/drugs to patients”

“Formalize one central hub to manage all financial aspects for the
patient”

“Universal Health Care”

“Eliminate billing and processing errors by institutions”

incomes above specific program thresholds. Navigators also
expressed that both patients and providers lacked knowledge
and awareness about existing financial assistance programs
(47%). When patients and caregivers were aware of financial
assistance resources for which they might qualify, navigators
reported that patients faced significant barriers during the ap-
plication process. Among respondents reporting that applica-
tion complexity was a barrier (20%), specific challenges in-
cluded collecting needed documentation, navigating online
application forms, and engaging in unnecessary or duplicative
effort. Issues related to patient/provider communication made
up 20% of responses and included several dimensions of com-
munication challenges. Respondents acknowledged chal-
lenges on the patient side—such as “patients don’t share
distress”, “hate to ask for assistance” or “embarrassment”—
as well as challenges on the navigator’s side—such as “having
too many patients and not able to screen everyone”. Lastly,
respondents noted language and literacy (11%) as a barrier to
accessing assistance.

Finally, navigators were asked to suggest one improvement
to the system that would improve patient’s financial experi-
ence. Many navigators offered more than one suggestion for
improving the system; however, the two most common (and
thematically related) suggestions were increasing the number
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of navigators specifically trained to assist with financial con-
cerns (34%), followed by increasing patient/provider commu-
nication about financial need (32%). In terms of the latter
suggestion, navigators specifically recommended adding a
screening tool to assess financial distress early and then peri-
odically monitoring financial distress throughout the cancer
care process. Other recommendations focused on reducing
overall patient cost (26%), increasing coordination and cen-
tralizing information about financial assistance programs
(24%), and implementing health insurance reforms (13%),
such as moving to a single-payer or other universal healthcare
system and simplifying patient costs through bundled charges.
Less common responses (15%) included reducing billing er-
rors, increasing transportation funding, and developing com-
munity education initiatives on the cost of cancer care.

Discussion

There is a growing appreciation for the scope and conse-
quences of cancer-related financial toxicity [23-25]. While
previous studies have examined cancer patient or oncologist
perspectives on the financial consequences of cancer and its
treatment [4, 22, 23, 25], few, if any, have assessed oncology
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navigators’ perception of financial need and available re-
sources. In this study, we surveyed cancer navigators to gain
their perspectives on the financial hardships facing their pa-
tients and recommendations for addressing this need.
Navigators in this sample reported that their patients expe-
rienced a high burden of financial distress. Importantly, less
than half of navigators indicated that their patients received
adequate financial assistance despite awareness of patient
need by the navigators, suggesting that screening alone may
not be sufficient to alleviate distress. Navigators identified
barriers to financial assistance on multiple levels (Fig. 1). At
a system and community level, there is limited and unstable
availability of financial resources, often with eligibility linked
to cancer type or severity, citizenship status, or income level.
At the clinic level, navigators reported poor patient and pro-
vider knowledge of resources and limited communication be-
tween patients and providers about the issue of financial tox-
icity. Navigators also cited the complexity of the financial
assistance application process and fragmentation of financial
assistance services as major barriers to effective assistance.
Other research has documented low rates of referral to medi-
cation assistance programs [26], which may be partly due to
high variability in the referral and application process between
programs [27, 28]. Overall, the perspective of navigators was
that implementing systematic screening and monitoring of
cancer-related financial toxicity, increasing the financial assis-
tance resources available, providing better information about
these resources to patients and providers, and decreasing the
complexity of the application process, are all necessary steps
to improve the navigation of patients through the financial
assistance process and patients’ cancer care experience.

Because communication challenges (e.g., discomfort
discussing care costs with patients, insufficient time to engage
in cost discussions) were also mentioned as barriers to pa-
tients’ receipt of financial assistance services, it will be impor-
tant to equip providers with effective screening tools and ef-
ficient strategies for engaging patients in routine discussions
regarding cancer-related financial concerns and available fi-
nancial support services, and to investigate clinical resources
in addition to medical providers that can respond effectively to
screening results, while ensuring patient confidentiality, trust,
and confidence in the process [2, 4, 12, 29].

Participating navigators highlighted the need for special-
ized training in financial support resources and information,
which is not routinely provided. Developing a financial tox-
icity training module for navigators and other cancer support
staff to use to identify, monitor, and inform patients in need of
financial assistance is therefore warranted.

Collectively, these findings underscore the need for more sys-
tematic delivery of financial assistance services, and point to the
potential to use navigators as a motivated and informed resource
to guide patients through the referral and application process. A
2014 study that assessed perceptions among navigators of patient
concerns regarding employment concerns also found navigators
reported a desire for more training and for earlier assessment of
patient need. [30] A coordinated system would involve screening
during an early oncology care visit, with navigators or other staff
trained to follow up with patients to assess financial need and
eligibility and connect them to existing resources. This model
would address the system changes recommended by our navi-
gators and is consistent with recommendations for more patient-
centered supportive cancer care services [19].

Fig.1 The multilevel structure of
financial assistance resources

Insurance subsidies, Medicaid, Social Security, national non-profits

Health System

Transportation and social support resources, local non-profits

Community

Provider

Clinic
Personnel, clinic resources

—

AN

Navigator

/
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There are several limitations to this study worth noting. First,
study participants were limited to a sample of oncology patient
navigators who were recruited using a convenience sampling
approach. While these participants represented a variety of large
and small practice types in rural and urban areas of the
Southeastern US, their perspectives may not be generalizable
on a national level due to geographic differences in patient
need, including state differences in Medicaid expansion and
oral chemotherapy parity legislation. Finally, this study only
describes the views of navigators. Further examination into
other types of providers’ experiences may highlight a different
set of facilitators and barriers than those discussed here.

To our knowledge, this is the first study to survey oncology
navigator perspectives on patient financial distress and the ad-
equacy and challenges of financial assistance services. Given
that patient navigators often engage patients in discussions
regarding myriad treatment-related barriers and needs, naviga-
tors are ideally positioned to provide initial insights regarding
the extent and management of financial distress among cancer
patients. We are now leveraging findings from this study to
conduct a more in-depth financial distress and financial assis-
tance survey in a large and diverse cohort of oncology pro-
viders throughout the US Future work in cancer-related finan-
cial toxicity should seek to optimize financial distress monitor-
ing, provide specialized financial training to oncology care
support staff, more systematically identify and link patients
to financial assistance resources, and evaluate the role of new
policies to reduce the financial burden of cancer care in im-
proving patients’ quality of life and cancer care experience.
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