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Objective: Metastatic prostate cancer (mPCa) patients often make complicated treatment
decisions, yet decision aids to facilitate shared decision-making for mPCa are uncommon. To
inform the development of patient-centered mPCa decision aids, we examined what mPCa
survivors considered most important when making treatment decisions.

Methods: Using an exploratory sequential approach, we conducted three focus groups with
14 advanced prostate cancer survivors (n=5, n=3, n=6 in each group) to identify considera-
tions for making treatment decisions. Focus groups were audio-recorded and transcribed, and
we identified qualitative themes. We then developed a quantitative survey to assess the
importance of each theme and administered the survey to mPCa survivors (N=100). We
used relative frequencies to determine the most strongly endorsed items and chi-squared and
Fisher’s exact tests to assess associations with participant characteristics.

Results: Focus groups yielded 11 themes, and the resulting survey included 20 items. The
most strongly endorsed mPCa treatment considerations were: relying on physician’s treat-
ment recommendations (79% strongly agree); wanting to feel well enough to spend quality
time with loved ones (72% strongly agree); the importance of dying in a manner consistent
with one’s wishes (70% strongly agree); hoping to eliminate cancer completely (68%
strongly agree); and optimizing treatment efficacy (65% strongly agree). Age, race, marital
status, employment status, and self-reported health were related to how strongly men
endorsed various considerations for mPCa treatment decision-making.

Conclusion: We identified multiple considerations that mPCa survivors appraised when
making treatment decisions. These data may inform the development of patient-centered
decision aids for mPCa.

Keywords: decision-making, focus groups, metastasis, prostate cancer, quality of life

Prostate cancer (PCa) is the most common cancer among men in the US, accounting
for more than 20% of annual male cancer diagnoses.' Although localized PCa is
highly treatable, metastatic PCa (mPCa) is incurable and the second leading cause
of cancer death in the US (five-year survival of 31%, 33,330 deaths expected in
2020)." Men with mPCa face choices between multiple noncurative systemic
treatment options with various side effect profiles, financial obligations, and
modes of delivery, but all treatments result in similar survival benefits.? There is
often not a “best” mPCa treatment option in terms of expected efficacy, and the
optimal sequence of treatments to optimize efficacy remains an active area of
investigation.” ™’
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Due to the complexity of treatment options, profes-
sional societies (eg, American Urological Association)
ideal

decision-

recommend shared decision-making as an

approach to prostate cancer treatment
making.® In shared decision-making, patients and provi-
ders collaboratively make treatment decisions based on
clinical information (ie, available treatments, risks, ben-
efits, costs) and patients’ values and preferences.”'’
However, shared decision-making is complex, and it
can be difficult to accomplish in the limited time avail-
able for clinical consultation and care. Thus, decision
aids can facilitate shared decision-making by increasing
patient knowledge about treatment options.'' For pros-
tate cancer, decision aids have largely been studied in
the context of localized disease and prostate-specific
antigen (PSA) screening.

Decision aids range from basic informational pamph-
lets to more sophisticated and interactive technology and
internet-based tools. Despite considerable variability in the
quality of decision aids and their adherence to criteria
Patient Decision Aid

Standards,'*'? decision aids for localized prostate cancer

outlined in the International
and PSA screening are associated with improved decisio-
nal outcomes (eg, reduced decisional conflict and regret,
improved knowledge, satisfaction, and perceptions of
control).'*'*"'® However, few empirically supported deci-
sion aids have been developed for mPCa, leaving men
with mPCa with little evidence-based guidance for facil-
itating shared decision-making. This is a significant over-
sight, particularly as the landscape of mPCa treatments
continues to increase in complexity. Because patients’
values and preferences are a critical component of shared
decision-making, an important first step in the develop-
ment of empirically supported patient-centered decision
aids is to better understand mPCa patients’ considerations
when making treatment decisions.

To address this need, we identified and characterized
the considerations that affect how mPCa patients make
treatment decisions using a mixed-methods approach.
First, we conducted focus groups to identify treatment
decision-making considerations. Then, using the result-
ing information, we developed and administered
a survey to mPCa survivors to determine which treat-
ment decision-making considerations they most strongly
endorsed. Finally, we explored associations between
patient characteristics and treatment decision-making

considerations.

Methods

Participants and Procedures

We performed an exploratory sequential mixed-methods
study including an initial qualitative phase of data collec-
tion and analysis, followed by a quantitative data collec-
tion and analysis phase. This study was approved by the
Institutional Review Board at Vanderbilt University
Medical Center (VUMC; approval #140871).

Qualitative Phase: Focus Groups

From August to September 2014, men with advanced
incurable prostate cancer were recruited from urology
and medical oncology clinics at VUMC to participate in
focus groups (k=3) as a qualitative exploration of treat-
ment decision-making considerations for men with incur-
able prostate cancer. All participants provided informed
consent, including consent to publish anonymized
responses. Focus groups were completed in person and
required patients to report to a facility that was distinct
from the clinical setting and to come at a time outside of
scheduled appointments. To improve feasibility of recruit-
ment and attendance at focus groups, both men with bio-
chemical recurrence and with mPCa were included in the
focus groups if their prostate cancer was considered incur-
able. A standard moderator’s guide was used for each
group that included questions about relevant topic areas
generated from the literature and clinical experience.
Broad topic areas identified a priori were queried related
to what is important to men with incurable PCa as they
make treatment decisions for their PCa. These topics were
explored to identify specific patient-developed themes, and
focus groups were performed until thematic saturation was
reached. Focus groups were audio-recorded, transcribed
verbatim, de-identified, and analyzed systematically to
identify qualitative themes. Initial themes were developed
using the first focus group transcript, and themes were
added and revised to capture the content of discussions.
The coding system was reviewed and revised by the prin-
cipal investigator AKM, and the final coding system was
applied to all three focus group transcripts. Participants
also reported sociodemographic and clinical information
via a demographics survey.

Quantitative Phase: Survey

For the quantitative phase of the study, we developed
a survey based on the themes identified in the focus groups
to determine which of the treatment considerations mPCa
survivors most strongly endorsed as being important to
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them. Items were developed to probe aspects of each
theme identified in the qualitative phase of the study.
From October 2015 to November 2016, mPCa survivors
who had not participated in the focus groups were
recruited from urology and medical oncology clinics at
VUMC and online from ZEROCancer.com, a nonprofit
organization that provides patients and caregivers with
prostate cancer education and advocacy activities. The
survey component of this study was largely hypothesis
generating, thus a recruitment goal of 100 participants
was deemed acceptable. After providing informed consent,
including consent to publish anonymized responses, parti-
cipants completed surveys describing their sociodemo-
graphic and clinical characteristics and rated their
perceived health (ie, “How would you describe your over-
all health right now?”) with the following response
options: excellent, good, fair, and poor. Participants rated
their agreement with statements about treatment decision-
making on a Likert-scale from strongly agree (1) to
(5).

ZEROCancer.com completed the survey online, whereas

strongly disagree Participants recruited from
participants recruited from VUMC clinics completed the
survey in clinic using paper forms. The data that support
these findings are available from the corresponding author

upon reasonable request.

Data Analysis
Qualitative data were divided into short quotes containing
a single thought or idea and loaded into Microsoft Excel to
facilitate coding by two coders. Quantitative data were
analyzed using IBM SPSS Statistics for Windows,
Version 25.0 (IBM Corporation, Armonk, NY, USA). We
used descriptive statistics to characterize the participants.
For focus group data, an initial codebook was developed
and two independent coders assessed the transcripts for
overarching themes.!” Disagreements were resolved by
consensus. Analysis continued until thematic saturation
was reached (ie, the point at which no further themes
were identified).'®

For survey data, we used relative frequencies to deter-
mine the most strongly endorsed items (ie, proportion of
participants who responded strongly agree). Item
responses were dichotomized in this way to allow us to
identify the treatment decision-making considerations that
participants endorsed most strongly. We used Fisher’s
exact test to explore associations between participant char-
acteristics and likelihood of strongly endorsing each item

(ie, strongly agree vs other response) across the following

participant characteristics: age (median split <68 vs >68
years old), race (non-white vs white), marital status (mar-
ried/partnered vs not married/partnered), employment sta-
tus (working vs retired) and self-reported health (poor/fair
vs good/excellent).
p<0.05.

Significance was determined by

Results

Participant Characteristics

Table 1 describes the characteristics of the focus group
participants (N=14 total across k=3 focus groups) and
survey participants (N=100). Most focus group partici-
pants had mPCa (79%) and were median ages of 71, 62,
and 72 years old in each of the focus groups, respectively.
Participants were primarily white (93%) and married/part-
nered (79%).

Survey participants all had mPCa and were a median
age of 68 years old. Participants were primarily white
(88%), married/partnered (80%), retired (63%),
insured (99%). There were no characteristic differences

and

between participants recruited from VUMC (n=77) and
ZEROCancer.com (n=23), with the exception that partici-
pants recruited from ZEROCancer.com were more likely
to be retired (*(1)=6.02, p=0.01).

Qualitative Themes of Treatment

Decision-making Considerations

Focus groups yielded 11 themes related to treatment deci-
sion-making. Here, we briefly describe the themes and
present select representative quotes. Additional quotes
are included in the Supplemental Table.

Confidence in Physician’s Expertise

Most participants reported relying on their physician’s
recommendations for planning their treatment approach. As
treatments failed and new treatments were identified, partici-
pants relied heavily on their physician to identify next steps.

I just listen to what the doctor says and follow her advice.
I’m content with that.

Eliminating Cancer

The possibility of completely eliminating cancer was
a salient consideration among participants. Despite the
cognitive acceptance that advanced prostate cancer is
incurable, many participants expressed hope that the next
treatment or discovery could result in cure.

I think we are all just hoping for that miracle drug.

Patient Preference and Adherence 2020:14
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Table | Sociodemographic and Clinical Characteristics of Men Who Participated in the Focus Groups and Survey

Variables Focus Group | (n=5) Focus Group 2 (n=3) Focus Group 3 (n=6) Survey (n=100)
Age, years; median 71 62 72 68
Race/ethnicity; n (%)

White 5 (100) 3 (100) 5(83) 88 (88)

Black/African American 0 0 0 10 (10)

Other 0 0 I (17) 2(2)
Marital status; n (%)

Married or partnered 5 (100) 2 (67) 4 (67) 80 (80)

Not married or partnered 0 1 (33) 2 (33) 19 (19)
Employment status; n (%)

Working 35 (35)

Retired 63 (63)
Health insurance status; n (%)

Insured 99 (99)

Not insured I (I
Self-reported health; n (%)

Excellent or good 68 (68)

Fair or poor 30 (30)
Disease status; n (%)

Biomedical recurrence 1 (20) 1 (33) 1 (17) 0

Metastatic 4 (80) 2 (67) 5(83) 100 (100)

Most recent PSA, ng/mL; M (SD) 12.33 (23.66)
Site of metastasis; n (%)

Bone 79 (79)

Lymph node 27 (27)

Liver 2(2)

Lung 3(3)

Other 33

Do not know 7(7)
Total number of metastases; n (%)

| 77 (77)

2 (AR}

3 5(5

Do not know 7(7)

Notes: Only brief sociodemographic information was collected from focus group participants. Among survey participants, variables with missing data are age (n=96), marital
status (n=99), employment status (n=98), self-reported health (n=98), and most recent PSA (n=97).

Abbreviations: M, mean; PSA, prostate-specific antigen.

Prolonging Survival

Participants prioritized treatments that would help them
prolong survival. For many, family and marital relation-
ships influenced this factor.

My wife says, “Just do what you can to stick around.”

Quality of Life (QOL)

Many participants felt that prolonging survival must be
balanced with QOL, defined as continuing to live in

a reasonably normal way, carrying on basic activities of daily
living, and maintaining quality interpersonal relationships.
Some participants expressed a high value of QOL, whereas
others were willing to sacrifice QOL for longer survival.

For me it’s really a pretty easy decision. I’'m willing to live
in discomfort. I’'ll do whatever.

I would go for the quality of life over the quantity over

life, I think every time.
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Side Effects

Participants described many treatment side effects including
memory loss, trouble thinking, pain, bruising, fatigue, erectile
dysfunction, and loss of libido. They discussed how side
effects can interfere with daily activities, including work
and hobbies. While participants were aware of potential treat-
ment-related side effects, they often chose treatments to pro-
long survival or suppress the cancer despite these side effects.

Chemo has pretty serious side effects of its own, so you
know there’s that trade off all the time.

Pain Relief

Pain is a common and intractable side effect of advanced
identified as
a significant consideration. Some participants reported

prostate cancer, and pain relief was
willingness to use powerful narcotics to manage cancer-
related pain. Other participants expressed unwillingness to
undergo further surgery because of the anticipated pain
and potential disability.

Radiation won’t cure [the cancer] but it will relieve the
pain.

Treatment Efficacy

Optimizing treatment efficacy is a concern when treating
advanced prostate cancer. Several participants discussed
the importance of optimal sequencing of treatments, so
as not to eliminate future treatment options. Others com-
mented that having prostate cancer creates complications
for treating other, unrelated health issues.

If T had gone on that drug trial, then I wouldn’t have been
able to do the second.

Financial Toxicity

Although paying for treatment was often not the primary
concern, participants considered the cost of treatments and
whether treatments would be covered by insurance.
Participants voiced complaints about high out-of-pocket
costs, insurance companies refusing to cover treatments,
and delays in treatment due to extended insurance review.

[The insurance company] called me and said, “You’re
approved.” Then they called back saying, “Well, the
good news is that you are approved, but it’s going to
cost you $10,000.” T said, “That’s not good news.”

Treatment Accessibility/Convenience
For some, having to travel for treatment was a barrier to
care. They described the burden of some treatments being

unavailable in their local area. Although this was not
a primary obstacle for most participants, it was discussed
by some as a consideration for how they determined next
steps.

They don’t have [that treatment option] around here, so
you’re gone for 6 months ... [if you decide to pursue that

treatment].

Fastest Treatment

Many participants described a sense of time urgency and
considered the ability to be treated quickly of high impor-
tance. In practice, this can affect treatment choices requir-
ing prior authorization (eg, infusion treatments) or
complicated treatment planning requiring multiple special-
ties (eg, radiopharmaceuticals, immunotherapy). This can
also be a barrier for patients who must apply for financial
assistance to offset costs of care (eg, via co-payment relief

funding sources).

The idea in the beginning was that I had to [get treated]
right now. I’ve got to do everything today.

Decision Regret

Some participants felt they had made the best treatment
choices they could, whereas others expressed regrets and
wished they had chosen a different initial treatment
approach.

[Looking back] we should’ve said “No, we’re not doing
this [treatment].”

Survey Analysis of Treatment

Decision-making Considerations

We developed a 20-item survey to assess treatment deci-
sion-making considerations based on the 11 qualitative
themes. Table 2 shows the proportion of participants who
responded “strongly agree” to each item. The largest pro-
portion of participants strongly endorsed items reflecting
reliance on their doctor for making treatment decisions
(79% strongly agree), wanting to feel well enough to
spend quality time with loved ones is (72% strongly
agree), the importance of dying in a manner consistent
with one’s wishes (70% strongly agree), hoping to elim-
inate cancer completely (68% strongly agree), and treat-
ment sequencing to maintain future treatment options
(65% strongly agree). By contrast, the smallest proportion
of participants strongly endorsed items reflecting less time
urgency (20% strongly agree) and pain relief (25%
strongly agree).

Patient Preference and Adherence 2020:14
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Table 2 Proportion of Participants Who Strongly Agreed with Statements About Treatment Decision-making Considerations

Treatment Decision- Survey Item Percent of Participants

making Consideration Responding “Strongly Agree”

Confidence in physician’s expertise

® | rely on my doctor to tell me how to treat my prostate cancer. 79

Eliminating cancer

® When | choose a cancer treatment, | am hoping for one that will eliminate | 68

the cancer completely.

Prolonging survival

® Above all, living as long as | can is my most important goal. 53

® | need to live as long as possible, no matter how | feel, so | can continue to | 32

take care of my loved ones.

Quality of life

® | am more interested in having a good quality of life rather than the longest | 59

life possible.

® [f | am going to die from cancer, the most important thing for me is to die | 70
with dignity.

® |t is very important to me that | do not end my life so sick | am stuck in | 63
bed.

® | want a treatment that lets me keep working or doing the things | enjoy | 51

even if it means | will not live as long.

® Feeling well enough to spend as much quality time as possible with my | 72
loved ones is the most important thing.

® | would choose to die sooner rather than be a burden to my loved ones. | 52

Side effects

® | am willing to put up with uncomfortable side effects as long as the | 39
treatment is slowing the growth of my cancer.

® | would put up with severe side effects to avoid needing to be in | 34
a wheelchair.

® | would put up with severe side effects to make sure | have time to | 56

organize my affairs for my loved ones.

Pain relief

® The most important thing is finding a treatment that minimizes pain. 25

Treatment efficacy

® | try to choose treatments that will not close any doors to future | 65
treatments.

Financial toxicity

® Avoiding financial trouble due to treatment of my prostate cancer is very | 54
important to me.

(Continued)
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Table 2 (Continued).

Treatment Decision- Survey Item

making Consideration

Percent of Participants
Responding “Strongly Agree”

Treatment accessibility

® | am willing to travel as far as necessary to get the best treatment. 53

Fastest treatment

make the best choices.

® | am not in a hurry to treat my cancer, | would rather take my time and | 39

® | would choose a treatment that is available now rather than wait for | 20

a treatment that might work better, but requires waiting.

Decision regret

® | choose my treatment so | will not look back with regret. 62

Exploratory Fisher’s exact test revealed associations
between participant characteristics and the likelihood of
strongly endorsing individual survey items (Table 3).

Age

Relative to younger participants, a larger proportion of older
participants strongly endorsed the importance of dying with
in a manner consistent with one’s wishes (56% vs 78%,
respectively; OR=2.80, 95% CI: 1.15-6.82, p=0.027) and
valuing QOL over prolonging survival (32% vs 58%,
respectively; OR=3.00, 95% CI: 1.28-3.00, p=0.013). In
addition, relative to younger participants, a marginally larger
proportion of older participants strongly endorsed the impor-
tance of avoiding financial toxicity (42% vs 62%, respec-
tively; OR=2.29, 95% CI: 1.00-5.22, p=0.063).

Race

Relative to white participants, a larger proportion of non-
white participants strongly endorsed the importance of
prolonging survival to care for loved ones (26% vs 75%,
respectively; OR=0.12, 95% CI: 0.03-0.47, p=0.001), and
a marginally larger proportion of non-white participants
strongly endorsed the importance of minimizing pain
(22% vs 50%, respectively; OR=0.28, 95% CI: 0.08-0.95,
p=0.068).

Marital Status

Relative to married/partnered participants, a larger propor-
tion of single participants strongly endorsed willingness to
endure severe side effects to avoid needing a wheelchair
(29% vs 55%, respectively; OR=0.33, 95% CI: 0.12-0.90,
p=0.036), and a marginally smaller proportion of single
participants strongly endorsed the importance of feeling

well enough to spend quality time with loved ones (76%
vs 55%, respectively; OR=2.63, 95% CI: 0.95-7.29,
p=0.092).

Employment Status

Relative to retired participants, a marginally larger propor-
tion of working participants strongly endorsed hope for
eliminating cancer completely (62% vs 80%, respectively;
OR=2.50, 95% CI: 0.95-6.58, p=0.074).

Self-reported Health

Relative to participants with self-reported good/excellent
health, a larger proportion of participants with self-
reported poor/fair health strongly endorsed hope for elim-
inating cancer completely (43% vs 78%, respectively;
OR=0.22, 95% CI: 0.09-0.54, p=0.001), willingness to
endure uncomfortable side effects to slow cancer growth
(37% vs 63%, respectively; OR=0.34, 95% CI: 0.14-0.82,
p=0.017), and willingness to endure severe side effects to
avoid needing a wheelchair (17% vs 41%, respectively;
OR=0.29, 95% CI: 0.10-0.84, p=0.021). Moreover, rela-
tive to participants with self-reported good/excellent
health, a marginally larger proportion of participants with
self-reported poor/fair health strongly endorsed the impor-
tance of sequencing cancer treatments (50% vs 71%,
respectively; OR=0.47, 95% CI: 0.17-1.01, p=0.067) and
avoiding decision regret (47% vs 68%, respectively;
OR=0.42, 95% CI: 0.17-1.01, p=0.071).

Discussion
In this hypothesis-generating study, we identified what
advanced prostate cancer survivors considered when

Patient Preference and Adherence 2020:14
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Table 3 P-values Indicating the Significance of Fisher’s Exact Test Assessing the Relationships Between Participants’ Sociodemographic

Characteristics and Likelihood of Strongly Endorsing Each Survey Item

Survey Item Age Race Marital | Employment | Health
Status Status Status

I rely on my doctor to tell me how to treat my prostate cancer 1.000 0.712 0.356 0.799 0.431

When | choose a cancer treatment, | am hoping for one that will eliminate the | 1.000 0.747 0.285 0.074* 0.00 | #**

cancer completely

Above all, living as long as | can is my most important goal 0.540 0.130 0317 0.675 0.279

I need to live as long as possible, no matter how | feel, so | can continue to take | 0.272 0.001*% | 1.000 0.823 0.489

care of my loved ones

| am more interested in having a good quality of life rather than the longest life | 0.013** | 0.760 1.000 0.213 0.118

possible

If | am going to die from cancer, the most important thing for me is to die with | 0.027** | 0.749 0.287 0.117 0.477

dignity

It is very important to me that | do not end my life so sick | am stuck in bed 0.292 1.000 0.445 0.393 1.000

I want a treatment that lets me keep working or doing the things | enjoy even if it | 0.675 0.543 0617 0.671 0.825

means | will not live as long

Feeling well enough to spend as much quality time as possible with my loved ones | 0.656 1.000 0.092* 0817 0.628

is the most important thing

| would choose to die sooner rather than be a burden to my loved ones 0.303 0.223 0.132 1.000 0.827

I am willing to put up with uncomfortable side effects as long as the treatment is | 0.683 0.219 0.210 1.000 0.017#*

slowing the growth of my cancer

| would put up with severe side effects to avoid needing to be in a wheelchair 1.000 0.329 0.036** 1.000 0.02**

| would put up with severe side effects to make sure | have time to organize my | 0.834 0.530 1.000 0.198 0.120

affairs for my loved ones

The most important thing is finding a treatment that minimizes pain 0.345 0.068* 0.576 0.473 0.801

| try to choose treatments that will not close any doors to future treatments 0515 0.533 0.794 0512 0.067*

Avoiding financial trouble due to treatment of my prostate cancer is very 0.063* | 0.137 0.803 0.293 0.666

important to me

I am willing to travel as far as necessary to get the best treatment 0.148 0.368 0618 0.675 0.129

I am not in a hurry to treat my cancer, | would rather take my time and make the | 0.217 1.000 0.114 1.000 0.108

best choices

| would choose a treatment that is available now rather than wait for a treatment | 0.201 1.000 0.127 0.832 0.268

that might work better, but requires waiting

| choose my treatment so | will not look back with regret 1.000 0.527 0.607 1.000 0.071*

Notes: Sociodemographic variables were dichotomized as follows: age, median split <68 vs 268 years old; race, nonwhite vs white; marital status, married/partnered vs not
married/partnered; employment status, working vs retired; self-reported health, poor/fair vs good/excellent. ¥p<0.10, **p<0.05, **p<0.01.

making treatment decisions, and we investigated the rela-
tive importance of treatment considerations among mPCa
survivors. The three most strongly endorsed treatment
decision-making considerations were related to relying
on the physician’s recommendations and maintaining
QOL (ie, to spend time with loved ones and dying in
a manner consistent with one’s wishes). Many participants
also strongly endorsed the importance of treatment effi-
cacy (ie, treatment sequencing), but this was only the fifth
most strongly endorsed consideration. Subgroup analyses
showed that mPCa survivors may have different priorities
when making treatment decisions depending on demo-
graphic characteristics. For example, a larger proportion
of older mPCa survivors strongly endorsed survey items

related to maintaining QOL and dying with in a manner
consistent with one’s wishes than younger mPCa survi-
vors, whereas a larger proportion of non-white mPCa
survivors strongly endorsed wanting to prolong survival
to care for loved ones than white mPCa survivors. These
findings highlight the importance of tailoring discussions
about mPCa treatment decision-making to individual
patient characteristics and values.

Our findings are mostly aligned with past studies of
treatment considerations for prostate cancer. One study in
localized prostate cancer found that patients considered
whether potential treatments could eliminate their cancer,
extend their survival, delay disease progression, and pre-
serve their QOL in the context of treatment side effects.'’
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We identified many similar treatment considerations
among men with mPCa, highlighting significant overlap
in what patients consider while making treatment deci-
sions for prostate cancer across the disease continuum.

Similar to a study in localized prostate cancer'® and
a study of patients with advanced prostate cancer,”® we
found that most patients relied heavily on their physician’s
recommendations. However, another study in localized
disease found that patients relied more on the stories and
experiences of others, particularly men who have been
previously treated for localized prostate cancer.®' It is
possible that as prostate cancer progresses to advanced
disease, men may have fewer acquaintances with similar
disease histories and experiences, making acquaintances
less helpful for informing treatment decision-making.
Thus, patients may increasingly rely on their physician’s
expertise as prostate cancer progresses to advanced dis-
ease. Men with mPCa could benefit from programs that
provide opportunities for peer support, such as group-
based psychosocial and educational interventions.**
Group-based programs such as these inherently increase
opportunities to learn from the experiences of other men
with mPCa. In addition, when designing decision aids for
mPCa, researchers should carefully consider the role of
patient narratives.”>>* Notably, past work has shown that
in clinical practice, the treatment that men receive for
localized prostate cancer is more aligned with physician
recommendations than with patient preferences.” It is
unclear whether this finding generalizes to men with
mPCa. Nevertheless, participants in our study of mPCa
clearly described the factors they consider when making
treatment decisions, with priorities differing by key socio-
demographic characteristics. Future studies should explore
strategies for ensuring that patient preferences are not lost
in the treatment decision-making process.

We found that financial toxicity, or problems related to
the out-of-pocket costs of treatment (eg, co-payments,
deductibles, co—insurance),26 was not a major considera-
tion for mPCa treatment decision-making. This is in con-
trast with recent assessments of decision-making in
advanced prostate cancer, in which patients were not will-
ing to accept significant out-of-pocket expenses for
treatments.”” Our sample was mostly retired and ade-
quately insured, which could influence our results. The
experience of financial toxicity likely varies by health
literacy, socioeconomic status, and other factors, and the
influence of financial toxicity warrants further investiga-

tion among mPCa survivors.?®

Finally, a recent discrete choice experiment of prostate
cancer patients and oncologists identified that treatment
efficacy and pain control were similarly important when
considering treatment choices.”® In our study, treatment
efficacy emerged as more important than pain control for
mPCa survivors, with treatment efficacy identified as the
fifth most strongly endorsed consideration. This under-
scores the importance of treatment efficacy and sequen-
cing among mPCa patients.

Study Limitations

Our sample sizes were small, and there was little
socioeconomic diversity in our focus group and survey
participants. Most participants were between 60 and 75
years old, white, married, retired, and insured, which
may limit the generalizability of our findings to
younger men, racial/ethnic minorities, and men who
continue to work through cancer treatment. In particu-
lar, our finding that financial toxicity did not play
a large role in treatment decision-making for mPCa
could be due to the characteristics of our sample and
may not reflect the values of the broader population of
mPCa survivors. We did not include caregivers, part-
ners, or other loved ones in our analyses; inclusion of
these important cancer care partners in future studies
may enhance our understanding of treatment considera-
tions, as spouses are frequently involved in the process
of treatment planning.>*>* Finally, this study was
cross-sectional and we could not assess potential varia-
tions in how treatment considerations change over
time. Longitudinal studies of treatment decision-
making considerations for mPCa will be a valuable

addition to this field.

Clinical Implications
Understanding what men with mPCa consider when mak-
inform how clinicians

ing treatment decisions can

approach challenging conversations about treatment
options in practice. mPCa survivors clearly endorsed the
importance of their relationship and trust in their physi-
cian, and open communication about patients’ values are
important for optimizing the doctor—patient relationship.*
Studies should continue to elucidate strategies to enable
patients to participate in the decision-making process and
communicate their treatment considerations and prefer-
ences. This may ultimately improve the quality of treat-

.. 2
ment decisions and outcomes for mPCa.2%3%33
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Conclusions

We identified multiple considerations that men with mPCa
report are important for treatment decision-making.
Several aspects of QOL were consistently identified,
including feeling well enough to spend time with loved
ones and dying in a manner consistent with one’s wishes.
These values should be considered as critical components
of any treatment decision for this population. Efforts to
understand aspects of treatment decisions in more diverse

populations remain necessary and are ongoing.
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