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Abstract

Direct and indirect costs of care influence patients’ health choices and the ability to implement those choices. Despite
the significant impact of care costs on patients’ health and daily lives, patient decision aid (PtDA) and shared
decision-making (SDM) guidelines almost never mention a discussion of costs of treatment options as part of mini-
mum standards or quality criteria. Given the growing study of the impact of costs in health decisions and the rising
costs of care more broadly, in fall 2021 we organized a symposium at the Society for Medical Decision Making’s
annual meeting. The focus was on the role of cost information in PtDAs and SDM. Panelists gave an overview of
work in this space at this virtual meeting, and attendees engaged in rich discussion with the panelists about the state
of the problem as well as ideas and challenges in incorporating cost-related issues into routine care. This article sum-
marizes and extends our discussion based on the literature in this area and calls for action. We recommend that
PtDA and SDM guidelines routinely include a discussion of direct and indirect care costs and that researchers mea-
sure the frequency, quality, and response to this information.
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Given the growing study of the impact of costs on health
decisions and the rising costs of care more broadly, in
fall 2021, we organized a symposium at the Society for
Medical Decision Making’s annual meeting. The focus
was on the role of cost information in patient decision
aids (PtDAs) and shared decision making (SDM).
Panelists gave an overview of work in this space at this
virtual meeting, live streamed and available as a record-
ing for several months. Attendees engaged in rich discus-
sion with the panelists about the state of the problem as
well as ideas and challenges in incorporating cost-related
issues into routine care. In this article, several of the pre-
senters at the symposium (M.C.P., R.C.F., J.J.) and 2
other thought leaders in the field (A.J.H. and G.E.) who
attended the session and helped contribute to the ideas

presented and ongoing work in this space summarize the
key themes from the discussion. We build on the ideas
discussed in the symposium, including questions and
comments raised by attendees, expand on it with key
references and literature in this area, and call for specific
guidance and resources to facilitate a discussion of cost
as part of SDM and PtDA standards.

Over the past decade, many people have highlighted
the substantial psychological, social, behavioral, and
health-related impacts of the rising costs of health care.1
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Financial toxicity is often described as the cost-related
hardship and associated burden of those costs on
patients. It is associated with delaying or forgoing care
deemed necessary2,3 and skipping prescribed medica-
tions,4 and it even influences mortality.5 Financial toxi-
city can lead patients to reduce their spending on other
needs such as heating, food, clothing, childcare, and lei-
sure activities.6 Indirect costs of care, including missing
work to get tests or attend clinical encounters, can
exacerbate the financial strain on patients and their fami-
lies.7 A patient with breast cancer in one of our studies
commented, ‘‘It’s a big financial burden . . . ‘cause you
don’t stop. You know . . . this is an ongoing thing. I
mean, you develop so many other things after you even
have the cancer . . . [so] do I want to go forward with
[treatment] because of the financial piece of it? It’s a big
part of it.’’8 Another commented, ‘‘You know, it took
about three-and-a-half years to pay off my surgeries.’’8

Although financial toxicity is often discussed in the con-
text of cancer, it also affects patients with long-term ill-
nesses such as hepatitis C virus, chronic kidney disease,
cardiovascular disease, rheumatoid arthritis, and dia-
betes.9–11

Financial toxicity is an international problem,12–16 but
it is more pronounced in the United States given the lack
of universal insurance coverage and high out-of-pocket
costs even among those with insurance.17,18 More than
30 million people in the United States lack insurance to
cover any of the costs of care.19 However, clinicians are
typically hesitant to address costs as part of routine

discussions.20 In one of our studies in the context of
breast cancer treatment decisions, we found that
clinicians initiated cost discussions as part of SDM only
about one-third of the time, compared with two-thirds of
the time with training and an intervention prompting a
cost discussion.21 Similarly, in a study of almost 2000
outpatient visits about care for mental health, arthritis,
or cancer, only about 30% of encounters discussed
costs.22 When clinicians and patients do discuss costs,
though, they are often able to identify strategies to lower
those costs.22,23 Patients often appreciate when clinicians
address costs as part of treatment discussions, finding
them trustworthy, honest, and transparent when they
do.24

When clinicians do not initiate cost discussions, many
patients feel the need to ask questions about costs to pre-
pare for their bills or find out about lower-cost, effective
options. One patient in a study about cancer treatment
and its associated costs told us,

It was helpful to ask questions. . . . A nurse came back, and
said, ‘‘Wow, I can’t believe it’s $100.00 [for 5 days of the
medication]. Let me see what I can do.’’ They had some
benefit card, and then it ended up being nothing. . . . They
wouldn’t have said anything, though, if I hadn’t said like,
‘‘Wow, that’s a lot for a medication for five days.’’ I
would’ve just ended up paying it. . . . Nobody tells you if
you don’t ask.’’25

Yet patients worry that talking about costs will make
them appear as if they do not value or prioritize their
health or that they may be suspicious of being offered
substandard care.26,27 They often feel embarrassed or
ashamed that cost is a factor affecting their choices.27,28

Many with limited health literacy or limited health insur-
ance literacy might not know how to prompt this discus-
sion. Patients should not be tasked with initiating cost
discussions and coping with the anxiety associated with
medical bills and debt on top of an illness.25,29

In addition to talking about upfront direct costs, there
are many indirect and downstream costs and challenges
that can affect patients’ care choices and the value of
those choices. Patients with multiple chronic conditions
can become overwhelmed by the impact of care on their
daily lives when it involves many uncoordinated appoint-
ments, complex medication regimens, and the responsi-
bility of undertaking at-home interventions.30 The
burden of care choices can affect both direct costs (e.g.,
cost for copayments, medications, support services,
home health aides) as well as indirect costs (e.g., time off
work, transportation, time off caregiving duties, and
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disruption to one’s daily routine). Discussing the impact
of a choice that an individual makes, beyond the physical
pros and cons of how well it works to treat an illness and
associated side effects, can facilitate ‘‘care that fits’’ each
individual patient and family.31 Discussing the practical
issues that affect the implementation of patients’ choices,
from monetary costs to care coordination to the impact
on one’s social life and relationships, can help guide
patients’ preference-consistent decisions.32 Costs extend
beyond the monetary impact of one’s immediate health
care choice. Table 1 summarizes the importance of costs
during shared decision making.

Barriers to Addressing Cost and
Value during SDM

To change behavior, individuals need capability (e.g.,
knowledge, skills), opportunity (e.g., social norms, sup-
port, incentives), and motivation (e.g., perceived value,
self-efficacy; see Figure 1).33,34 Despite recognizing its
importance, some researchers have suggested that
patients, clinicians, and PtDA developers cannot discuss
the direct costs of care because they do not have the
capability or knowledge of each individual’s health care
expenses given the complexity of insurance, especially in
the United States. In the United States, individuals are
responsible for various amounts of the total cost of care,
from a flat copayment to a percentage of the total cost,
to all of the costs of care up to a certain amount of their
calendar year deductible.35–37 Patients are not always
able to find health insurance plans that meet their
needs,38–40 and both clinicians and patients can be

surprised by patients’ care cost responsibility on top of
premiums (monthly bills) to maintain insurance.41 In
other words, many in the United States remain underin-
sured even if they have insurance to help offset
bills.17,29,36 This burden affects patients across income
levels, including those 400% to 600% above the federal
poverty level.37 One insured patient with cancer commen-
ted, ‘‘I had to write a $600 check the other day for them
to do that biopsy.’’42 Her clinician was shocked. Another
patient with colorectal cancer commented, ‘‘The medica-
tions are quite expensive. We ended up having to pay
quite a bit for that, almost $2,000 out-of-pocket, even
though the insurance did cover quite a bit. It was still very
expensive.’’25 There are some researchers and organiza-
tions that have incorporated direct costs into comparator
tools and decision aids,43–46 but generating personalized
cost estimates and updating them over time is complex
and requires substantial resources to maintain.

In addition, some lack motivation to incorporate costs
into SDM given limited opportunity associated with
external structures and social norms. Perhaps some dis-
agree with including cost information as part of treat-
ment discussions because they consider it a form of
‘‘rationing’’ health care, something that is laden with
political and societal implications. One grant reviewer of
a federal agency in 2021, when discussing the significance
of a proposal that aimed to prompt cost discussions dur-
ing SDM, commented, ‘‘We have built a health care sys-
tem where patients and physicians can choose treatment
options based on clinical criteria and not be biased on
costs; therefore, introducing cost conversation prior to
treatment decision seems contrary to the philosophy of
our health care system.’’ Such comments dismiss the fact
that in the absence of high-quality insurance policies,
direct health care costs are unaffordable to most people.
It is clear that rationing care happens routinely based on
the affordability of care. Increased cost sharing and out-
of-pocket costs lead patients to forgo needed care, a
form of self-rationing.47 Discussing costs, especially
when there are alternative lower-cost, similarly effective
options, can help improve care.6,48

Others object to incorporating practical issues and
indirect care costs because of limited evidence about the
impact of doing so. There have been recent movements
to address this limitation through engaging patients as
partners in evidence summaries, using a framework to
systematically and rigorously screen, search, and identify
relevant evidence about practical issues patients face
upon implementing care choices and following a frame-
work to explore the most meaningful practical issues to
patients.32 For example, in addition to out-of-pocket

Capability:
Knowledge, Skill, Strength, Stamina
E.g., Training about cost resources

Opportunity: 
Time, Resources, Environment, Norms

E.g., Routinely discuss costs with patients, 
Include cost information in decision aids

Motivation:
Goals, Beliefs, Identity, Reinforcement
E.g., Learn from patients' experiences

Behavior

Figure 1 Capacity & Opportunity & Motivation – Behavior
model of behavior change as applied to cost discussions.33,34
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cost information, understanding the logistical details and
possible side effects of treatment can inform patients’
transportation arrangements, coverage for household
and family responsibilities, and accommodations at
work. In the case of cancer, patients are more likely than
their peers to be unemployed,49 and up to 63% of people
with cancer make employment changes.50,51 Using sys-
tematic processes to shape and apply relevant evidence
can improve the opportunity, social norms, and capability
or self-efficacy for incorporating indirect costs into care.

A Call to Action for SDM and PtDA Guidelines

We propose several recommendations to include cost
information as part of informed consent for treatment,52

PtDAs, and SDM (see Table 2). We also propose that
experts conduct a systematic review to identify when and
how PtDAs address costs of care to build on this work
and create practical guidelines and standards for incor-
porating costs in ways that are feasible, acceptable, and
sustainable.

First, PtDA and SDM guidelines should include direct
and indirect cost information.32 Although the latest
Ottawa Decision Support Framework and International
Patient Decision Aids Standards update discusses imple-
mentation challenges and costs to the health care system
in the form of health care use/overuse, they do not expli-
citly mention the cost burden on patients.54 Ideally,
PtDAs should support identifying patients’ direct costs

or possible range of costs. Although some tools have
started to include cost information, the discussion is
often limited to phrases such as ‘‘check with your insur-
ance about your costs for this treatment.’’ In the United
States, costs are both opaque and potentially financially
crippling to patients. In other countries with more uni-
versal health insurance coverage, guidelines should
address where to identify out-of-pocket costs for patients
and the person on the care team responsible for doing so.

When possible, identifying out-of-pocket costs for
patients is ethical and necessary to support patients
through health choices. However, if precise costs are not
yet known, clinicians and PtDA developers need not
understand patients’ exact costs or the exact practical
burden on patients’ lives in order to talk about relative
costs of care or lower-cost care options. For example,
some tools list the out-of-pocket costs without insurance
such that patients can view their relative costs.57,58 After
discussing relative costs of options (or more precise costs
if known or included from insurance support and/or cost
comparison tools43,45,46,59), there are referrals that clini-
cians or PtDAs can suggest for members of care teams
that can help patients navigate the specific direct or indi-
rect cost implications of care (e.g., social workers, finan-
cial navigators, insurance representatives, community
resources), although few currently do so.21,48 By men-
tioning costs and helping patients consider those costs in
the context of SDM, patients could seek support earlier
to better prepare for direct and indirect costs, should
they continue to choose or need expensive or

Table 1 Summary of Importance of Direct and Indirect Costs of Care and Shared Decision Making

Financial toxicity (burden of high costs of care) is prevalent across conditions and countries1–16

Clinicians rarely bring up costs without prompts and training
Patients want clinicians to bring up costs as part of treatment discussions, in some contexts finding clinicians trustworthy,
honest, and transparent when they address costs24

Patients often worry that if they bring up cost, it will lead to biases and lower-quality care26–28

Patient decision aids and standards rarely include relative costs to compare options53,54

When costs are discussed, they rarely include downstream direct or indirect costs (e.g., costs that build over time, relating to
frequent monitoring or ongoing morbidity)31

Making space to ask about costs supports broader care goal conversations and practical issues affecting implementation31,32,55

Table 2 Summary of Action Items to Support Cost Conversations during Shared Decision Making

Include cost information in patient decision aids and shared decision-making guidelines
Train those involved in decision discussions to mention direct and indirect costs with all patients; referrals can be made for more
details when needed given time constraints in clinical encounters

Engage stakeholders to propose solutions to cost transparency at multiple levels of the care system that extend beyond current
legislation and focus on translating this start into routine care

Measure the impact of direct and indirect cost information on decision quality and outcomes
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burdensome care.6,32 Even in situations in which the
costs are roughly equivalent between options, patients
often need or want to know that so that they can focus
on factors that differ between options. Supporting clini-
cians in understanding their capability to discuss costs,
even when exact costs are unknown or costs are similar,
can be a first step providing space and opportunity to
normalize these conversations. It can build motivation
and value in engaging in these conversations.

When the field of PtDAs was new, many were hesi-
tant to include probabilities associated with outcomes of
options, stating that numeric population-based estimates
of risk and possible outcomes are hard to quantify and
do not always apply to individuals with varying risk fac-
tors.60,61 The field soon realized that PtDA developers
can make the best effort to identify the highest-quality
evidence, acknowledging individual variation or uncer-
tainty about point estimates and/or confidence intervals.
Many have studied how to convey this uncertainty in
PtDAs or SDM conversations.62,63 For several decades,
SDM and PtDA guidelines have stated that numeric
probabilities, when available, should be included in
SDM discussions and PtDAs so as not to bias patients’
risk/benefit perception.64,65 Even when the evidence is
conflicting or limited, guidelines suggest including the
best possible information because it is so essential to
patients’ choices. Omitting necessary information can
bias patients’ choices, implementation of those choices,
and outcomes of those choices. PtDA and SDM leaders
should provide the same guidance about cost discussions
using the best available models and evidence.

Next, we propose training those engaging in SDM to
include a discussion of direct and indirect costs. At the
core of SDM is ensuring that patients make decisions
that are aligned with their values, preferences, and con-
text.66 A high-value treatment that offers good clinical
outcomes and is favored by the clinician can become of
low value to an individual patient if the negative conse-
quences and cost of that treatment outweigh the clinical
benefit. To ensure that a treatment has the highest possi-
ble value for a patient, it is essential to understand and
appreciate the effect treatment has on the patient’s life to
limit the negative impact as much as possible. When the
direct or indirect costs to the patient are burdensome,
patients often have higher expectations for the potential
benefits that can be gained from treatment. Thus, costs
should be considered when making a benefit/harm trade-
off during SDM, and training should directly address the
importance of costs during decision making.

We and others recommend initiating cost conversa-
tions with all patients, rather than waiting for patients to

bring up costs.6,48,55 Patients might wait until there is a
crisis or critical need to bring up the impact of costs on
their lives. Yet many experience cost-related burdens,
and addressing costs upfront can facilitate discussions
about broader care needs and goals. It also creates the
opportunity to normalize talking about cost, value, and
burden such that if costs become a problem later on,
patients know there is space to seek support.55 Initiating
the discussion need not add much time to the encounter,
but it can start the conversation and identify implemen-
tation challenges; others on the care team can continue
to address cost or practical burden on patients.

When affecting change, the first step involves
acknowledging and understanding the problem and its
impact.67 Clinician training in cost conversations should
include data on the range of adjustments patients make
to address the high cost or burden of care. For example,
many clinicians are surprised to learn that patients ration
medications or spend less on basic needs to pay for
care.68 Training can highlight how common these finan-
cial stresses are by discussing the number of individuals
with medical debt and medical bankruptcy69 and how
that affects patients’ quality of life, employment, social
and emotional health, and overall health outcomes.

After understanding the problem and its impact, the
next part of the change process should include stake-
holder engagement to foster communication and propose
solutions at different levels of the health care system.67 At
the hospital level, we call for including more cost trans-
parency by engaging financial counselors or navigators to
discuss patient-level direct costs upfront. This process can
serve as a natural extension to recent guidelines calling
for more cost transparency70,71; implementation of that
often results in posting opaque costs to hospital websites
that do not always help patients understand their specific
bills or care needs. At the patient level, we can provide
support for patients exploring insurance coverage
options, seeking financial assistance from foundations
and company-sponsored programs, and asking questions
about the direct and indirect costs of care. We should also
consider our work at the social and policy levels of influ-
ence. Evidence generated through ongoing financial strain
research can help inform policy approaches that influence
health insurance, calling for more universal coverage, and
the health care system. Overall, the goal is to improve
capability, opportunity, and motivation to address both
direct and indirect costs of care.

From a research design perspective, we recommend
measuring the impact of direct and indirect cost conver-
sations during SDM and in PtDAs. Many have described
the problem, but few have provided actionable solutions

Politi et al. 5



and tested those during clinical encounters or health deci-
sion making. Measurement can include the quality of the
specific SDM encounter and PtDA, but it also extends
beyond just a single encounter with a patient. Measuring
the frequency of cost conversations and their impact over
time is needed to gauge how patients respond to these
conversations and better understand their cost-related
burden, which might change after they make a treatment
decision. Patients’ experience can be dynamic as their
health condition, insurance, and financial well-being con-
tinue to evolve after the treatment decision. Those that
have incorporated longer-term measurement of the over-
all care burden have shown promising results.55

Conclusion

We cannot afford to wait for patients to discuss costs
after problems arise. Many with limited health literacy or
fear of being mistreated or judged could stay silent even
as the costs of care and burden of those costs build over
time. Cost is often mentioned after patients are described
as ‘‘nonadherent,’’ as a possible reason why a treatment
did not work.55 This delay can contribute to health dis-
parities for the most vulnerable patients or those who
hesitate to describe challenges to care implementation.
We can think of no other sphere of life in which costs are
both opaque and potentially crippling financially. It is
time for the field to address this glaring omission and
provide recommendations, guidance, and standards for
including direct and indirect costs into PtDAs and SDM
conversations.
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