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INTRODUCTION

ormany patients, thefinancial burdens associatedwith
their health care have always played amajor role in the
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Fdecisions they make about the treatment options
available to them.1 The physicianswho provide care for these
communities routinely consider these factors and work with
their patients to help ensure access to care.2 This has been and
continues to be particularly true for patients who are under-
insured or have no insurance,3 but as amuch broader segment
of patients assumes more and more of the costs of their care,
the need to include conversations about financial toxicity has
increased. In recent years, out of pocket expenses have
increased dramatically. Higher co-pays and deductibles as
well as caps on reimbursement in plans all contribute to this
growing burden. In 2018, for example, 29% of people were
enrolled in high deductible health care plans, compared to 4%
in 2006. 37% ofAmericans now have unpaid debt associated
with their medical expenses, and 27% have skipped medical
treatment due to the costs.

The financial impact of care influences the choices
patients make, adherence to treatment recommendations,
the outcomes of their care and the overall quality of their
lives. Both patients and providers should regard cost of
care discussions as integral to patient-provider communi-
cations and include these conversations in the same way
that they talk about any other side effect or expected
outcome of treatment, addressing ways to prevent or
minimize this toxicity.

While the case for having these discussions is
compelling, there are a number of obstacles that often
stand in the way of their implementation from both the
patient and provider perspective. Issues that potentially
inhibit meaningful discussions about financial impact
include: time constraints, cultural sensitivities, fears that
discussions of money might affect the quality of care,
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lack of information (particularly at the point of contact
with patients and lack of clarity about who should initiate
these conversations and at what points in the continuum
of care. Some patients, especially those on Medicaid or
who are underinsured, may fear that raising the issue of
costs will lead to getting “second rate” or lower quality of
treatment. Physicians also express concern that discus-
sing costs of care may actually lead to patients choosing
not to adhere to recommendations, skipping appoint-
ments or not filling prescriptions. Others are willing to
talk about the actual cost of treatment but express
embarrassment about talking their personal of life-related
finances or “money” issues.4

The Patient Advocate Foundation (PAF) and National
Patient Advocate Foundation (NPAF) with partial funding
from the Robert Wood Johnson Foundation (RWJF) have
conducted both qualitative and quantitative work designed
to define both the barriers and the opportunities for
incorporating cost of care discussions into clinical practice.
This work results from ongoing efforts to understand what
matters to patients and caregivers. It also builds on
exploratory research, funded by RWJF, focused on
reaching underserved populations and integrating cost of
care discussions into the clinical work flow. This work,
conducted by eight institutions, is summarized in a special
Supplement to the Annals of Internal Medicine, Fostering
Productive Health Care Cost Conversations: Sharing
Lessons Learned and Best Practices.5

METHODS
In 2018, PAF conducted a survey of patients who were
assisted through its case management, financial aid funds
and copay relief services. Virtually all respondents (98%)
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had insurance. Nearly seventy percent of respondents said
they had experienced financial hardship due to the cost of
their medical care, and approximately 60% rated that
hardship as severe (scoring 8 or higher on a 10-point
scale). Respondents identified the sources of this hardship
as coming from the direct costs associated with their care
and indirect costs related to the illness. The latter include
transportation, lost wages, childcare and lodging costs.
While the direct medical costs represent the larger source
of financial strain, the impact on people’s lives also
contributed significantly to their hardship. In a recent PAF
study, 57% of respondents said they had dipped into their
savings, 30% said they had skipped or delayed a treatment
and 28% said they skipped or delayed taking prescribed
medications.6 Table 1 shows the impact this financial
hardship has on medical care.

RESULTS
The prevalence of these indicators of financial toxicity is
reflected in patient-reported preferences about talking to
their doctors about the cost of the care. Over 70% say they
want to discuss costs with their doctors, but only 30%
report that their doctors provided any information about
costs. Patients also demonstrate strong preferences for
knowing the right questions to ask, having information
available to them about the cost of their care, knowing that
there are resources or options available to them, and being
assured that they will get the best care if they do ask about
costs.6

The same data indicate that patients want their pro-
viders to initiate conversations about the cost of care. Perez
and her colleagues found that fewer than 50 percent of
physicians actually open these discussions about out of
pocket expenses “frequently”. In depth interviews of 20
Table 1. If you experienced a financial hardship, then what impact did
it have on your medical care in the last 12 months? (multiple responses
allowed, n ¼ 349).

504 VOL. 112, NO 5, OCTOBER 2020
Downloaded for Anonymous User (n/a) at US Department of Veterans 

For personal use only. No other uses without permission. 
physicians confirmed that doctors often rely on “clues”
from their patients, factors that include poor adherence to
treatment recommendations, missed appointments, delays
in care, poor control of chronic diseases, and patients’
direct mentions of financial struggles.7 A recent PAF sur-
vey shows that only about half of physicians either
routinely pre-screen for concerns about the cost of care or
use a validated tool to determine if patients are facing
financial burdens.4

While most patients say that they prefer to have cost of
care discussions with their physicians, other demonstrate a
preference to having these conversations with other mem-
bers of the treatment team. For example, when survey re-
sults were stratified by condition, 16 percent of cancer
patients named their doctors as their first choice, compared
to 41 percent of HIV/AIDs patients. Within these same
disease cohorts, 28 percent of cancer patients and 23 percent
of HIV/AIDs patients chose patient care coordinators/nav-
igators as the preferred person with whom they want to talk
about cost of care.8 This points to the importance of taking
into account patient preference and looking at effectively
involving the entire care team as a strategy to overcome the
time constraints that physicians often face.8 Another PAF
survey found that feeling rushed during the visit, worrying
that asking questions and poor relationships with the doctor
all contribute to patients’ lack of confidence in bringing up
and discussing their concerns about costs.7

Patients concerns evolve as they move from diagnosis
through treatment. The issues that are most pressing when
a person first hears that he or she has a serious illness will
change with time and experience. The same is true for cost
of care concerns. A patient may initially be focused on
insurance coverage or out of pocket expenses for care, but
as they continue with treatment caregiver impact, lost job
time, transportation problems or childcare may become
equally or more important. A new treatment may require a
more expensive drug or additional appointments. For this
reason, it is critical to screen for and assess the financial
burden of treatment throughout the entire course of the
disease or condition and at every critical decision-making
juncture. The guiding principle is that these discussions
need to happen early in the often and frequently
throughout treatment and follow-up.
DISCUSSION
Talking about the cost of care is not an intuitive or always
comfortable part of the clinical encounter for patients or
providers. Assuring that these conversations occur and that
they contribute to better outcomes and higher quality of life
requires a series of purposeful steps that incorporate cost of
care discussions into established processes and procedures.
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JO
1. Education and training. All members of the care
team need to receive ongoing training about how to
initiate cost of care discussions, when to have these
conversations, how to anticipate and deal with po-
tential patient barriers and how to identify and utilize
available resources. Patients and caregivers benefit
from information that opens the door to talking
about their financial concerns and up front, trans-
parent information about what they can anticipate in
terms of costs for their care and options and re-
sources that are available to them.9

2. Normalizationofcostofcarediscussions.Costofcare
discussions are most effective when they are a routine,
systematic part of the clinical encounter. Screening can
utilize preset questions or validated tools that are pre-
sented to every patient to determine levels of financial
distress. These screeners should address both direct
costs of care and the indirect costs that impact people’s
lives, and be documented in the EHR. This ensures a
level of standardization in identifying and assessing
patients who need help and minimizes the perceived
stigmathatpatientsexperienceif theyfeel theyarebeing
singled out for a lesser quality of care because of their
financial or insurance status.10

3. Integration into Workflow. It is also important to
include time to integrate cost of care discussions into
the clinical workflow. When this process is stan-
dardized and integrated into the normal workflow, it
can be accomplished in an effective, time efficient
way, with different members of the treatment team
assuming defined responsibilities. Providers can
work with their teams to decide on the best way to
integrate these conversations into their specific
clinical environments.11

4. Developing and utilizing tools and resources.
Providers need real time information that they can use
to guide their discussions with patients about costs
and treatment options. They also need to know either
what resources are available to their patients or who is
best suited to help patients find these resources.

5. Measurement. While there is increasing emphasis
on the importance of cost of care conversations, as
well as a growing body of evidence on how and
when to implement these discussions, there is still a
great need for measuring both process and outcomes.
A key step in normalizing and standardizing cost of
care conversations is building assessments of
screening tools, available information, resource uti-
lization, the efficacy of training, provider and patient
satisfaction, and the challenges of incorporating
financial concerns into treatment decision making.
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CONCLUSIONS
As Caroline Sloan and Peter Ubel point out, studies show
“that as physicians have more cost of care conversations,
they get better at them. Physicians who have more frequent
cost of care conversations take cost into account more
frequently when making medical decisions, and those who
use online tools . become more efficient users.”12

The case for incorporating cost of care discussions
throughout the course of diagnosis and treatment is
compelling and should be viewed as a critical component of
shared decision making for both patients and their pro-
viders. Patients overwhelming say they want to have these
discussions. Physicians, while acknowledging their impor-
tance may feel constrained by lack of information about the
costs their patients experience and lack of either information
of access to the available resources. Providers also express
concerns that delving into cost issues will add to the already
very limited time spent with each patient. Normalizing these
conversations helps to reduce the barriers, standardizing the
process, assigning clear responsibility for initiating and
following up these discussions, utilizing available tools and
identifying key resources. It is also essential for providers to
extend the discussions to life-related issues that go beyond
the immediate, direct costs of care as these are often the
concerns that patients are most reluctant to raise but maybe
have the greatest influences on treatment related decisions.

Communication is at the heart of shared decision
making and for a growing cohort of patients, costs of care
is a crucial issue and a significant factor in making those
decisions. Logistical and informational barriers still stand
between many providers and their patients when it comes
to having these discussions, but those providers and sys-
tems willing to make the effort to incorporate financial
concerns in their standard workflow and clinical encoun-
ters will see benefits for all stakeholders, and as Sloane and
Ubel note, “It gets easier, and better.”13
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