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Information is lacking on whether treatment decision tools 
such as value frameworks that are based on ratings of safety, 
efficacy and price to help guide patient–oncologist decisions 
about highly-priced cancer treatments are useful in practice 
[1, 2]. We conducted a single-institution qualitative case 
study with two objectives: (1) to learn how a patient’s out-
of-pocket (OOP) costs are considered in the care delivery 
process in a community oncology clinic; and (2) to explore 
oncologists’ perspectives on how useful two common value 
frameworks are in facilitating cost-informed treatment con-
siderations. We selected an oncology practice, which is part 
of a multispecialty system of care for more than 700,000 
patients in more than 30 locations, as this practice had spe-
cifically created the position of a patient financial navigator 
[3, 4] (hereafter referred to as navigator) to meet the growing 
need for financial support of cancer patients.

In July 2018, we conducted an hour-long interview with 
the navigator, and a 30-min focus group discussion with six 
oncologists. Both discussions were based on an interview 
guide that the research team had developed and pilot-tested 
(see the interview guide in the electronic supplementary 
material). We provided the National Comprehensive Can-
cer Network (NCCN) Evidence Block [5] and the American 

Society of Clinical Oncology (ASCO) value framework [6] 
for treatments of chronic lymphocytic leukemia (CLL) and 
prostate cancer (PC) as examples for the discussion. These 
assessments rate treatments based on efficacy, safety, qual-
ity of evidence, and affordability (expressed as the average 
wholesale price). Two investigators (CAL and CL) used 
thematic content analysis to analyze transcribed interviews 
in Microsoft Excel (Microsoft Corporation, Redmond, WA, 
USA). The research protocol was approved by the Harvard 
Pilgrim Health Care Institutional Review Board.

1 � Consideration of Costs in Practice

Oncologists reported that costs were almost exclusively 
considered in conversations between the navigator and the 
patient, but not during consultations with the oncologist due 
to the unpredictability and variability of OOP costs (Fig. 1). 
They described this process as a means to navigate uncer-
tainty about insurance coverage and manage patients’ anxi-
ety about financial burden, as described by participant # 5: 
“What I tell the patient is, ‘Okay, we want to do ibrutinib. 
We’ll see how much it costs for your copay. If the copay is 
too much for you, don’t panic. We have [a patient naviga-
tor] and if we can’t get the copay down, then we have other 
options.’ So I just tell them that we have avenues.” Partici-
pant # 2 stated: “Sometimes the copay is $5 and you have 
no idea that it’s going to be that cheap, and some patients 
with the same disease and the same medication, their copay 
could be $200. You know, some patients have deductibles 
that they have to meet before … the medicines [they] have 
are covered, and some don’t. I mean, it’s just – some have 
commercial insurance, some have an HMO (health mainte-
nance organization).”

All interviewed oncologists agreed that the navigator was 
tremendously valuable in the discussion about costs with 
patients, and was necessary in their community practice, 
as described by participant # 4: “(…) I think we’re also 
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PCP: Primary care physician writes referral to specialist

Specialist: fielding of patient based on patient record, 
decision on when and which specialist (hematologist / oncologist) should be seen

Medical secretary & patient: make appointment

Specialist & patient: 30- to 60-minute consultation
- Discussion of test results
- Possible decision on further tests needed
- Treatment plan decision making (insurance status & costs not considered) 

Social worker Patient navigator 

PA specialist: completes paper work

In-house specialty pharmacist: 
- Checks PA status
- Determines OOP costs of medication

Patient navigator:
- Searches for grant money from non-for-

profit organization or the manufacturer
- Checks patient’s eligibility, submits 

all paperwork and tracks status of grant
- Consultation with specialist in case no financ

assistance program could be found 

Oral chemotherapy IV chemotherapy

PA approved

In-house dispensing Outside dispensing

PA not 
approve

Outside (specialty) pharmacist:
- May or may not assists with 

financial support to pay for 
medication

In-house clinical pharmacist & 
patient:
- Explains treatment plan
- Follows-up regarding side effects
- Checks adherence (financial aspects 

are not considered)

Registered nurse & patient:
- Teaches patient how to self-inject

(Separate appointment for first chemotherapy 
treatment)

Patient navigator & 
patient:
- Assistance with 

transportation and other 

Other referrals
as needed

Appeal by 
specialist

Fig. 1   Summary of interview and focus group discussion display-
ing the care delivery process in a community oncology/hematology 
department. IV intravenous, OOP out-of-pocket, PA prior authoriza-

tion, PCP primary care provider, in-house dispensing pharmacy ser-
vice within the community clinic, outside dispensing any chain or 
independent pharmacy
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privileged by having […] our patient navigator, because … 
I’m not sure in small practices they can do this, but we have. 
If the copay turns out to be high, then we have someone 
who can look into whether we can get … help from the 
drug company or someplace … that will offset this, which 
is, I think … different in other places.” Those cost discus-
sions first took place after the oncologist and the patient had 
agreed on a treatment plan, the prior authorization process 
was finalized, and the patient’s cost contribution known. The 
navigator’s role was then to (1) identify options for patient 
financial support by researching and tracking patient assis-
tance programs of non-profit organizations and manufac-
turers; (2) apply for and manage assistance programs for 
individual patients and the clinic; and (3) organize transpor-
tation, connect patients to support groups, and recommend 
health and wellness programs. Oncologists were only con-
sulted if the navigator could not find a patient assistance pro-
gram to decrease patients’ copayments sufficiently. In those 
cases, oncologists tried to change therapies; for example, if 
an oral therapy cost was a barrier and comparable injectable 
therapy was available, providers would consider prescribing 
the injectable instead.

According to the navigator, costs were especially of con-
cern for patients who are covered under Medicare Part D and 
have no prescription supplement and/or who need oral can-
cer treatments. Additionally, more and more patients with 
high-deductible health plans ask for assistance in under-
standing their health plan’s coverage and their OOP costs.

2 � The Role of Value Frameworks

While the navigator was not familiar with the concept of 
value frameworks, three of the six oncologists had heard 
about the NCCN framework, but not about the ASCO frame-
work. None of the oncologists had used either framework. 
One oncologist saw the NCCN framework as potentially 
useful, but all expressed concerns about its practicality as 
information was difficult to capture quickly and definitions 
for the ratings were missing. They pointed out that none 
of the frameworks reflected actual costs of the therapy for 
the patient, or considered duration of therapy as described 
by participant # 4: “(…) some drugs like ibrutinib people 
stay on forever, and [for] some treatments it’s a limited 
treatment, and they take six months of treatment and then 
they’re [done]; they don’t have anything … for two years … 
so the monoclonal antibodies … alone would be that way. 
So … your cost is going to be much greater in something 
that you take forever.” The oncologists also pointed out the 
difficulty of differentiating between a health system perspec-
tive and a patient perspective when considering such value 
ratings as highlighted by participant # 1: “The struggle with 
some of these rankings, and they call it value frameworks, 

[…], [is] trying to find the, […] balance between the health 
system’s perspective and the patient’s and provider’s per-
spectives”. While the tools may address value (outcomes 
in relation to cost) on average, they do not address value 
or cost for the individual, which is important when mak-
ing decisions with consideration of their clinical benefit and 
their financial impact on the patient. Overall, the oncologists 
emphasized the need for tools such as the NCCN and ASCO 
frameworks, but felt such tools would need to be easier to 
understand, be based on actual patient costs, and include 
useful benchmarks. For example, ratings of effectiveness and 
adverse effects of tamoxifen could be compared with those 
of aromatase inhibitors. For the tools to be used, oncologists 
would require training and assurance that development was 
free of biases that may influence ratings.

In summary, OOP expenses are of great concern for can-
cer patients. As documented by prior research, high OOP 
expenses can lead to delayed filling of prescriptions, skip-
ping doses of medications risking negative clinical out-
comes, and to bankruptcy of cancer patients [7–9]. Patients 
and physicians need to talk about OOP expenses [10, 
11], however major barriers to those conversations exist, 
including lack of information on actual patient OOP costs 
given their insurance benefit type, and, for patients in high-
deductible plans, where they are in meeting their annual 
deductible [12]. Like elsewhere [3, 13, 14], the navigator 
is key to conversations about OOP costs in the community 
oncology practice we studied. Existing value frameworks 
are not designed for use in the real-world patient–oncolo-
gist–navigator interactions. Even though oncologists showed 
general interest in using value frameworks to select treat-
ments, they found the current presentation and information 
in the ASCO and NCCN frameworks insufficient. In addi-
tion, value comparisons of alternative treatments where they 
exist, e.g. injectable treatments [15] with lower OOP burden 
than oral anticancer medicines [16], are not considered in 
current value frameworks.

To facilitate discussion of OOP costs in cancer treatment 
selection, better tools are needed that inform decision mak-
ing of patients, oncologists, and financial navigators. Such 
tools should provide comparative clinical and cost infor-
mation, including patient OOP expenses given insurance 
coverage at the point of prescribing; they should come from 
trusted independent organizations and be accompanied by 
hands-on training in their use for providers and financial 
navigators.
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