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Abstract

Introduction. Financial hardship is prevalent among Black prostate cancer survivors and exacerbates health dispari-
ties. Characterizing and sharing cost information with patients can facilitate well-informed treatment decision mak-
ing. Our research explored the direct and indirect costs associated with prostate cancer treatment among Black men
and their caregivers. Direct costs included out-of-pocket and insurance-related fees, and indirect costs included the
unforeseen costs of care, including patient time, caregiver time, lost wages, and transportation. Methods. We con-
ducted semi-structured interviews with Black prostate cancer survivors and their caregivers to learn about the experi-
ence of direct and indirect costs. The interview guide and data analysis were informed by the Measures of Financial
Wellbeing framework to gain a better understanding of the material, behavioral, and psychosocial aspects of care-
related costs. Guided by a qualitative descriptive approach, we used inductive and deductive coding for our thematic
analysis. Results. Eleven prostate cancer survivors with a median age of 68 y (interquartile range [IQR] 62.0–71.5 y)
and 11 caregivers with a median age of 64 y (IQR 58.5–70.5 y) participated. We grouped themes into 3 domains and
their intersections (i.e., material, behavioral, psychosocial). Participants reported their work and insurance had a sig-
nificant influence on their finances, treatment costs required rearranging of household budgets, and the weight of
indirect costs varied. Ultimately, participants emphasized the significant impact of care costs and the adjustments
needed to adapt to them. Discussion. The complexities of material, behavioral, and psychosocial domains of direct
and indirect costs of prostate cancer are critical to address when supporting those diagnosed with prostate cancer
when making preference-sensitive treatment decisions. The interconnectedness between indirect costs highlights the
wide-ranging impact financial well-being has on prostate cancer survivors and caregivers.
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Highlights

� Direct and indirect costs have a wide-ranging impact on the material, behavioral, and psychosocial aspects
of financial well-being of Black prostate cancer survivors and their caregivers.

� These results emphasize the need for sharing cost information to support medical decision making.
� Future research should focus on the design of cost-sharing interventions that target the complexities of direct

and indirect costs collectively, rather than separately.
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Introduction

In the United States, the prevalence and mortality of
prostate cancer (PCa) is higher in Black men than in
other racial/ethnic groups.1 Undergoing PCa treatment
can create substantial financial burden for patients and
their caregivers.2 Financial hardships are the financial
problems associated with costs of cancer care that con-
tribute to financial distress.3 Financial hardship is preva-
lent among Black PCa patients and survivors and
exacerbates health disparities.4

Black individuals report facing a variety of financial
burdens related to direct and indirect costs of medical

care, including greater stress over paying medical bills,
difficulty living on their income, and reduction in living
standards when compared with other racial/ethnic
groups.5,6 Caregivers of Black cancer patients also experi-
ence financial hardship.7,8 Many caregivers have reported
changes in their work schedule, required time off work
while caregiving, going unpaid while caregiving, and feel-
ing that they had inadequate financial resources to fulfill
the patient and their needs.7,8

Cancer-related cost conversations are often difficult to
initiate for providers, patients, and their caregivers.9 Cost
conversations occur in fewer than a quarter of observed
oncology visits and are typically very brief, lasting a med-
ian of 33 s.10 Health care staff report that medical cost
conversations are difficult to initiate due to a lack of
available cost data and information, unawareness of
patients’ financial stressors, inadequate time in clinic, and
uncertainty around their role in discussing costs.11 Despite
existing barriers, characterizing and sharing cost informa-
tion can help individuals with cancer make informed deci-
sions about their treatment pathway and seek financial
assistance earlier in their care continuum.12–15

When examining patient and caregiver experiences
with financial hardship, the impact of direct and indirect
costs should be considered.12,13,16 While direct costs
mostly refer to insurance-related fees (i.e., co-pays, co-
insurance),17,18 indirect costs can include the unforeseen
costs of care, including patient-time costs, caregiver-time
costs, lost wages, and transportation costs.18–20

Literature on the impact of financial hardship on care-
givers of PCa patients is limited, thus emphasizing the
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importance of including caregiver perspectives on cost
burden associated with cancer care. We aim to character-
ize the direct and indirect costs associated with PCa
treatment among Black men and their caregivers to
inform shared decision-making materials.

Methods

Study Recruitment

Participants were recruited between October 2022 and
May 2023. Eligible PCa survivors (1) were English speak-
ing, (2) self-identified as Black men, (3) were diagnosed
with PCa within the past 10 y, (4) were treated with
radiation, surgery, and/or active surveillance, and (5)
received at least 1 bill for PCa treatment. For this study,
we defined survivors as ‘‘those living with cancer and
those free of cancer.’’21 Caregivers of eligible PCa survi-
vors were also eligible to participate. We recruited parti-
cipants through our partnership with The Empowerment
Network, the Washington University Research
Participant Registry, and the community (e.g., e-mail,
social media). Eligible individuals were contacted by
research staff (H.E.R.) by e-mail or telephone to confirm
eligibility. Recruitment continued until we reached data
saturation, meaning no new data points were being iden-
tified and there was no need for further sampling.22

Study Design

The multidisciplinary research team collaborated to
develop separate semi-structured interview guides for
PCa survivors and caregivers. The interview guides
(Appendices I–II) were designed to elicit participant per-
spectives on their general experiences with PCa treat-
ment, the direct and indirect costs of care, and how costs
affected them and their families. Team members
designed the guides to gain a better understanding of the
material, behavioral, and psychosocial aspects of partici-
pants’ care-related costs, as guided by the Measures of
Financial Wellbeing framework.23 This financial hard-
ship framework emphasizes the importance of consider-
ing these domains (Figure 1) alongside the more
traditional aspects of financial well-being (e.g., income),
without specifying the correlational or directional rela-
tionship among them.23

Interview, Data Collection, and Analysis

Once informed consent was obtained, a research staff
member (H.E.R.) conducted all interviews, and additional
research team members were present to observe and take
notes (A.J.H., A.J.L.). Each interview was conducted and
recorded via virtual video; audio recordings were tran-
scribed verbatim. Interviews lasted between 45 min to 1 h.

Figure 1 Definitions of material, behavioral, and psychosocial domains of financial well-being as defined by Tucker-Seeley et al.
Figure created by the research team based on Tucker-Seeley RD, Thorpe RJ. Material-psychosocial-behavioral aspects of financial hardship: a

conceptual model for cancer prevention. Gerontologist. 2019;59(suppl 1):S88–S93. DOI: 10.1093/geront/gnz033. PMID: 31100144; PMCID:

PMC6524757.
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Members of the research team followed a qualitative
descriptive approach24 to analyze interview transcripts.
Several team members collaborated to iteratively design
and refine a codebook to capture the domains of financial
well-being discussed by participants as well as direct and
indirect costs. With the finalized codebook, 2 teammembers
(H.E.R., A.S.) independently coded the transcripts follow-
ing a deductive and inductive approach. Throughout this
process, research team members met frequently to review
procedures and discuss insights from the analysis. We iden-
tified and grouped themes into the 3 domains of financial
well-being and along their intersections.

Results

We interviewed 11 PCa survivors with a median age of
68 y (interquartile range [IQR] 62–71.5 y) and 11

caregivers with a median age of 64 y (IQR 58.5–70.5;
Table 1). Guided by the Measures of Financial
Wellbeing framework,23 we grouped themes into the 3
domains of financial well-being and described their inter-
sections. These themes included 1) work and insurance
status, 2) rearranging and adaptability, 3) the weight of
indirect costs, 4) ‘‘I just paid it off,’’ 5) ‘‘It didn’t cross
my mind at all,’’ and 6) ‘‘We know we can handle that’’
(Figure 2 and Table 2). Throughout our analysis, we
observed significant co-occurrence between the domains,
rather than distinct, mutually exclusive categories.
Figure 2 and Table 2 illustrate the blending of these
domains and their relationship with the themes we iden-
tified. Their co-occurrence is an important finding of our
analysis and was critical in understanding participant
experiences with financial hardship. The breadth of per-
spectives from survivors and caregivers reenforced

Table 1 Survivor and Caregiver Sociodemographics

Survivor Participants Caregiver Participants

Age (y), median (range) 68 (55–75) 64 (45–77)
Race/ethnicity, n (%)
Non-Hispanic Black/African American 11 (100) 10 (90.9)
Non-Hispanic, White — 1 (9.1)

Relationship status, n (%)
Single 2 (18.2) 2 (18.2)
Married 7 (63.6) 6 (54.5)
Divorced 2 (18.2) 1 (9.1)
Widowed — 1 (9.1)
Living with significant other — 1 (9.1)

Employment status, n (%)
Regular full-time work 7 (63.6) 4 (36.4)
Regular part-time work 2 (18.2) 1 (9.1)
Retired 2 (18.2) 5 (45.5)
Unable to work or disabled — 1 (9.1)

Yearly household income, n (%)
Less than $15,000 — 1 (9.1)
$15,000–$34,999 1 (9.1) 2 (18.2)
$35,000–$54,999 3 (27.3) —
$55,000–$74,999 — 1 (9.1)
$75,000 or more 6 (54.5) 6 (54.5)
Prefer not to answer 1 (9.1) 1 (9.1)

Year of diagnosis, n (%)
2015 3 (27.3) —
2016 — 1 (9.1)
2017 2 (18.2) 1 (9.1)
2018 1 (9.1) —
2019 — 2 (18.2)
2020 1 (9.1) —
2021 2 (18.2) 1 (9.1)
2022 1 (9.1) 3 (27.3)

Less than 10 ya 1 (9.1) 3 (27.3)

aTime since diagnosis was an open-ended question. In the less than 10 y category, 1 survivor stated diagnosis less than 10 y ago, 1 caregiver

stated 2018/2019, 1 caregiver stated 2016/2017, and 1 caregiver stated ; 2020.
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similar themes; therefore, we present data from both par-
ticipant groups together.

Work and Insurance Status

Participants consistently reported that their work and
insurance status affected the availability of their financial
resources and overall financial stress. For example, parti-
cipants who were veterans or retirees noted minimal cost-
related stress due to their comprehensive insurance cover-
age (i.e., insurance through the military, Medicare, etc.).
A survivor participant noted, ‘‘As far as the financing
part, between [military insurance type] and [insurance
type], I knew I was covered. So, I never really had any
concerns about how I would pay’’ (survivor participant
9). In addition, because retirees and their caregivers did
not rely on full-time income, they did not experience any
loss of income during treatment, thus reducing overall
financial stress.

Financing PCa treatment was more of a challenge for
participants who were nonveterans, Medicare benefici-
aries, or individuals with low levels of insurance cover-
age. In some cases, caregivers considered bringing
survivors onto their own health care plans because theirs
offered more coverage. One caregiver shared, ‘‘If things
got to the point that they was real bad . . . I was gonna
claim him as a dependent and get him on my insurance
through the military’’ (caregiver participant 8). These
participants also spent more time negotiating with hospi-
tal systems and insurance companies.

Rearranging and Adaptability

Survivor and caregiver participants reported the need to
be adaptable throughout their treatment journey to meet
the changing circumstances. For some, this meant reor-
ganizing their day-to-day spending to leave enough for
making treatment-related payments. Participants noted
that it was significantly time-consuming and difficult to
manage these adjustments, especially without previous
experience reorganizing budgets. One caregiver shared,
‘‘So all of that stuff was new, you know, on trying to
make sure we managed everything ’cause I done got this
bill. Well right now we don’t have no money because
he’s not working’’ (caregiver participant 6). This same
participant noted that covering treatment costs required
them to stop paying all their regularly scheduled pay-
ments for a period, including their mortgage, electric,
gas, water, internet, and cell phone bills. Another care-
giver participant reported,

It’s not that we have money because we’re definitely, you
know, neither one of us are rolling in dough . . . but he
knows he has insurance. But I know that a lot of times
insurance doesn’t cover everything. And so if cost was a fac-
tor, I told him if it means me having to sell my home, if it
means you having to sell your home—a house is nothing
but bricks with dirt, okay? (caregiver participant 5)

Despite potentially limited insurance coverage, this parti-
cipant was willing to adapt to the circumstances even
with extreme measures, such as selling their home.

Figure 2 Identified themes and corresponding domains of well-being.
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Some survivors relied on family members to help
cover their household payments during their treatment
until they were able to return to work. For example, a
survivor participant noted, ‘‘For my mortgage and every-
thing, my father and my sons, they took care of all that.
So, they took care of all the normal bills until I was able
to get back to work’’ (survivor participant 8). In the case
of caregivers, some contributed from their personal
finances to financially support their care recipients

during treatment. One caregiver shared, ‘‘My sister and
my other brother . . . was able to help, but you know, a
lot of it still fell on me’’ (caregiver participant 8).

The Weight of Indirect Costs

Survivor and caregiver participants encountered a wide
variety of indirect costs, which had different effects on
their financial behaviors. Many participants reported

Table 2 Themes, Sample Quotes from Participants, and Identified Domains.

Theme Sample Quotes
Material
Domain

Behavioral
Domain

Psychosocial
Domain

Work and insurance
status

‘‘I didn’t really think about what it was gonna cost ’cause I
knew I had insurance.’’ (Patient 1)

X

‘‘They made too much to get Medicaid assistance, but, you
know, not enough to pay all of [the treatment costs]. So I
talked to my siblings, and, you know, sometimes it came
out of our pocket.’’ (Caregiver 8)

Rearranging and
adaptability

‘‘So whatever it took, even if I had to go back to work to pay
for it. I was willing to go and do whatever it took to get
some more years out this old body.’’ (Patient 5)

X X

‘‘It just affected the need to rearrange the budget to be able to
get back up here when I needed to, you know, and to do the
things I needed to do for him, you know, that’s all.’’
(Caregiver 11)

The weight of
indirect costs

‘‘Well, one of the things that was doing then, I was teaching
school, and I had to resign from that. And that cost me.’’
(Patient 4)

X

‘‘. . . I took FMLA to take care of him, so it was a month off
with no pay.’’ (Caregiver 4)

‘‘I just paid it off’’ ‘‘So, uh, yeah, they put me on the payment plan. So, and it’s
been no problem so far. It feel[s] like payin’ a regular utility
bill. Just a bill . . . don’t even give it a second thought. Just
pay it.’’ (Patient 8)

X X

‘‘. . . we knew they would bill us. So we didn’t worry so much
about it. We knew pay the copayments, you know. I guess
that’s the biggest extent of our worry is that it was
something that had to be done. So we did it.’’ (Caregiver 7)

‘‘It didn’t cross
my mind at all’’

‘‘I guess I’ve always felt comfortable with, uh, our level of
insurance coverage. That it—that it didn’t cross my mind.’’
(Patient 6)

X

‘‘That just wasn’t an issue for us. Whatever it costs, we were
gonna do it. So it didn’t really matter.’’ (Caregiver 1)

‘‘We know we can
handle that’’

‘‘. . . after certain treatments and visits you know, a bill
would be coming but fortunately, you know, it was
something I could handle and, you know, live with and it
wouldn’t cause devastation for me.’’ (Patient 7)

X X

‘‘. . . the minute that they said, ‘surgery’—we know it’s gonna
cost. All we knew is we had insurance so we didn’t think
past that because the opposite of that, ‘Okay. Don’t do it
and die.’ No. That wasn’t an option on the table. So
therefore we know we had insurance. We know it was
gonna come out-of-pocket some, so this is what we have to
do. You know?’’ (Caregiver 6)

FMLA, Family and Medical Leave Act.
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indirect costs related to transportation, such as time and
gas required to travel to and from appointments or the
money required to pay for parking at treatment facilities.
Others needed to order ride-share services to and from
treatment. One survivor shared, ‘‘I live alone. I don’t
have my own personal transportation, so, I Uber [to my
appointments]. I use Uber a lot’’ (survivor participant 7).
Some caregivers noted the cost of gas or transportation
between their home and that of their care recipient as
well as to appointments. For some, these were major
unforeseen costs that added to their routine spending.

In addition, participants experienced indirect costs
associated with time off work. One caregiver noted,
‘‘[Caregiving] just affected the need to rearrange the bud-
get to be able to get back up [to him] when I needed to
and to do the things I needed to do for him’’ (caregiver
participant 11). For survivor and caregiver participants,
time off meant anywhere between a few weeks and a few
months without regular pay. Even for participants who
were retired from full-time work, this meant pausing
part-time jobs that they relied on for extra income. One
survivor explained,

I was retired, but I still had little jobs on the side to make
extra money, and all of that stopped. So, the little extra
money that I was able to help pay my obligations, I wasn’t
able to do that during that period. (Survivor participant 4)

‘‘I Just Paid It Off’’

This theme describes how participants felt about financ-
ing PCa treatment. When we asked participants how they
managed their treatment payments, several noted that
they conceptualized these payments the same way they
do other regular payments in their life. For example, one
participant said, ‘‘it feels like paying a regular utility bill.
Just a bill’’ (survivor participant 8). Survivor and care-
giver participants shared that they quickly accepted the
reality around their treatment costs and focused on pay-
ing them off. They knew the bills would come and that
they would need to be paid and seemed to cope with this
through acceptance and paying what they could, when
they could. For example, a caregiver participant shared,
‘‘I was like, ‘Okay. It’s just gonna be another bill.’ You
know? We’re just gonna pay ‘em whatever we can each
month’’ (caregiver participant 6).

‘‘It Didn’t Cross My Mind at All’’

When confronted with their PCa diagnosis, participants
did not immediately consider their treatment costs. Even

for participants who knew that financing PCa treatment
would be a challenge, worrying about costs was not the
primary concern when facing a serious disease. For
example, a survivor participant reported, ‘‘money was
not an object. I just wanted to get rid of [the cancer]’’
(survivor participant 2). Many participants noted that
despite potential financial barriers, pursuing successful
treatment was the priority. Another survivor participant
shared, ‘‘I really was more concerned about my health.
And whatever it took to do this, I woulda made it work
for myself’’ (survivor participant 5). Even as costs began
to accumulate, participants reported that they remained
focused on their or their care recipient’s healing and not
on finances. A caregiver participant noted, ‘‘[The costs]
became a lot. But we wanted his life to continue, so we
just didn’t worry about it’’ (caregiver participant 7).
When comparing treatment costs to loss of life, financial
concerns seemed small, regardless of whether making
payments was challenging.

‘‘We Know We Can Handle That’’

Both survivor and caregiver participants commented on
their experiences with weighing their treatment costs and
finding confidence in their ability to pay them. For some,
the knowledge that they had some level of insurance cov-
erage was enough to help them feel at ease. A survivor
participant shared, ‘‘I talked with my wife, but most of
the time it was always talkin’ about my illness, the treat-
ments, things of that nature . . . ’cause we already knew
that we had insurance’’ (survivor participant 1). Others
noted that reviewing available cost information, such as
explanation of benefit statements, allowed them to con-
ceptualize and become comfortable with the amounts
they might owe. For example, a caregiver participant
noted, ‘‘we have gotten the benefit statements saying,
‘This is what you might owe,’ you know. And so we have
a comfort level, and we know we can handle that’’ (care-
giver participant 1). Some survivor and caregiver partici-
pants reported having the perception that treatment costs
would not and did not cause them complete financial des-
olation and were therefore manageable.

Discussion

This study contributes to the understanding of the direct
and indirect costs incurred by survivors and caregivers
during PCa treatment and furthers the complex effort to
define and measure these costs. Survivors and caregiver
participants reinforced the identified themes from their
perspectives. Specifically, participants emphasized how
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work and insurance status affected the availability of
their financial resources and the need to adjust their
financial behaviors accordingly. Participants encoun-
tered indirect costs encompassing many categories but
seemingly coped by quickly accepting them and paying
them off as they could. For many, costs did not come to
mind in the face of a cancer diagnosis, and when they
did, participants worked to develop a plan for affording
them. Overall, survivors and caregiver participants high-
lighted the need to adapt to the financial circumstances
that PCa treatment required.

Our findings contribute to this body of research by
advancing our understanding of the lived experiences of
Black PCa survivors and caregivers when navigating
direct and indirect costs. Many of the themes identified
in this analysis highlight the growing need for cost trans-
parency to support medical decision making,4,12,25 identi-
fying opportunities to screen early for financial hardship,
and allowing patients and caregivers to prepare and plan
for the financial burden associated with treatment-related
costs,26 specifically, advancing opportunities to support
patient-centered communication and information
exchange between clinicians and patients.27,28 Affording
both the direct and indirect costs associated with treat-
ment required survivor and caregiver participants to
make significant adjustments to their financial, profes-
sional, familial, and personal behaviors. Participants
reported a wide variety of these rearrangements, includ-
ing halting contributions or withdrawing from personal
savings, taking unpaid time off work, or foregoing activi-
ties and opportunities, such as continuing education. For
those who had not previously needed to make such dras-
tic adjustments, especially in response to indirect costs,
reorganizing their financial behaviors came with a learn-
ing curve. In current practice, PCa patients and their
caregivers are often expected to wait for bills to arrive
and then independently navigate the insurance systems to
clarify, potentially negotiate, and pay their treatment
costs. This system places much of this burden on patients
and caregivers. Survivor and caregiver participants alike
spent significant time and energy discerning how to man-
age medical bills and unforeseen costs. Providing cost
information early in the treatment journey, both on
direct and indirect costs, could allow patients and their
caregivers not only to make increasingly informed deci-
sions about their care but also to proactively plan for
financial adjustments. It is important to note that while
many participants described prioritizing their medical
care over financial well-being, the weight of the
required adjustments was significant and had lasting
impacts past their treatment and into survivorship.

Both participant groups expressed a lack of agency over
their financial situations, noting that there was nothing
they could do to control their costs, and so they had to
focus on treatment instead. Although they did work to
adapt to their circumstances, this does not justify the
level of financial burden placed on survivors and their
caregivers. Therefore, the impetus for initiating cost
conversations should be undertaken by clinical staff
rather than placing the burden on the patient who is
already navigating a highly stressful and complex diag-
nosis and care pathway.

The co-occurrence of the domains of financial well-
being among identified themes introduces an opportunity
for consolidating cost-sharing intervention efforts. Our
analysis demonstrates that neither survivors nor care-
givers experienced the domains of financial well-being in
isolation of one another but rather across a spectrum.
These findings advance the extant literature describing
the multiple subjective and objective factors associated
with these domains.29 Interventions and policies designed
to deliver cost information to cancer patients and their
caregivers should therefore target these domains collec-
tively, rather than separately. While components of the
material domain, such as work and insurance status,
affected the availability of financial resources, they also
required significant rearranging of individual and house-
hold budgets (aspects of the behavioral domain) and
influenced perceptions of financial stability and security
(aspects of the psychosocial domain). Financing PCa
treatment required survivor and caregiver participants to
navigate each of these domains simultaneously, high-
lighting the importance of delivering interventions and
policies that holistically target all domains of financial
well-being. This also involves considering multiple levels
of influence across the domains, including individual
patient, social, and policy levels. In addition, it is note-
worthy that participants reported the impacts of direct
and indirect costs across stage at diagnosis. Financial
burden was described by survivors and caregivers of
those with advanced PCa and those with localized
disease.

This research is not without limitations. While we
used purposive sampling to recruit survivor and care-
giver participants with a range of experiences with PCa
treatment, none of our participants were uninsured, and
more than half reported an average annual income of
$75,000 or more. However, even among this sample, par-
ticipants shared their substantial financial hardships and
we were able to use purposive sampling to recruit Black
PCa survivors and many Black caregivers to center their
voice and experience in this research. In addition, while
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we recruited participants within the first 10 y of survi-
vorship to characterize costs near diagnosis, future work
should explore how perceptions and experiences across
the domains of financial well-being evolve over time for
Black PCa survivors and caregivers. Our recruitment
occurred in a Midwestern city in the United States and
may not be generalizable to all US regions. Future
qualitative research may explore lived experiences among
various sociodemographic groups to further our under-
standing of costs related to PCa survivorship.

We aim to apply these findings to support higher-
quality decision making with the use of a patient decision
aid. Future work will be to incorporate these qualitative
data in combination with the quantitative data we have
collected on estimated health care costs associated with
localized PCa.30 We plan to pilot test the patient decision
aid containing these data in a larger implementation trial.
In addition, there are opportunities to expand this work
beyond PCa for other cancer types.

Authors’ Note

The results of this research were presented at the Society for
Medical Decision Making Annual North American Meeting in
Philadelphia, Pennsylvania (October 2023).
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