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complex, multifaceted, and personal, and may vary by race/ethnicity. Although

these studies have been limited to primarily white, and to a lesser extent, Black
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patients, and quantitative studies are limited for discerning the cultural and con-

Methods: We conducted 43 semi-structured interviews with a racially and ethni-
cally diverse sample of patients diagnosed with low- and very-low risk prostate
cancer who had undergone treatment for their prostate cancer. Interviews were
transcribed, independently coded, and analyzed to identify themes salient for
decision-making, with attention to sociocultural differences.

Results: We found racial and ethnic differences in three areas. First, we found
differences in how socialized masculinity influenced patient's feelings about
different treatment options. Second, we found that for some men, religion and
spirituality alleviated anxiety associated with the active surveillance protocol.

Finally, for racially and ethnically minoritized patients, we found descriptions
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decision-making.
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1 | INTRODUCTION

Since 2018, clinical guidelines have recommended that pa-
tients with low-risk prostate cancer (PCa) consider active
surveillance (AS),"® which involves serial prostate spe-
cific antigen (PSA) testing, digital rectal examination, and
prostate needle biopsy.* With AS, curative therapies are
deferred until disease progression is observed,” minimiz-
ing potential negative outcomes associated with treatment
that can substantially reduce quality of life.>” Despite rec-
ommendations for the use of AS to manage low-risk PCa,’
not all patients receive AS.

Several factors described as important to PCa treat-
ment decisions include trust in physician's recommen-
dations, concerns about side effects of treatment, and
family participation in the decision-making process.” ™
Furthermore, factors associated with rejection of AS in-
clude fear of disease progression, perception of AS as
“doing nothing”,l“"20 and unmet information and support
needs.” "> Altogether, PCa treatment decision-making is
multidimensional, complex, and highly personal.'®

Although there are some racial and ethnic differences
in recommendations for prostate cancer screening (e.g.,
the Amerian Cancer Society recommends that Black men
and men with a first degree relative with prostate cancer
diagnosed at an earlier age seek a clinical encounter at age
45),%%" there are no documented differences in treatment
guidelines by race and ethnicity. Despite this, racial and
ethnic differences in PCa treatment and decision-making
have been demonstrated.”®* Previous studies have found
that Black patients tend to receive less aggressive ther-
apies,”®>* and are presented with fewer treatment op-
tions.** One study found that Asian American patients
were less likely to report that doctors engage them in
treatment decision-making, but did not find disparities
for Hispanic/Latino or Black patients.*® Shared decision-
making is essential to helping patients understand person-
ally appropriate options; however, lack of understanding
into racial and ethnic considerations can hinder optimal

of how historic and social experiences within the healthcare system influenced

Conclusions: Our study adds to the current literature by expounding on ra-
cial and ethnic differences in the multidimensional, nuanced factors related to
decision-making. Our findings suggest that factors associated with prostate can-
cer decision-making can manifest differently across racial and ethnic groups, and
provide some guidance for future research.

prostate cancer, psychosocial studies, quality of life, translational research

patient-provider communications. Qualitative research
has the potential to elucidate key experiences and insights
of importance from the patients’ perspectives, and thus,
is ideally suited to complement quantitative research in
helping us to better understand the process of PCa treat-
ment decision-making across racial and ethnic groups. To
address this question, we analyzed qualitative data from
a mixed-methods study investigating treatment decision-
making in a diverse population of patients diagnosed with
low- and very-low risk PCa, with a special focus on report-
ing differences and similarities in sociocultural factors
across racial and ethnic groups.

2 | METHODS

2.1 | Studysample

The sample consisted of 43 patients who were interviewed
between September 2018 and April 2019. Patients with
low- and very-low risk PCa (defined by Gleason score
and PSA) were identified through the Greater Bay Area
Cancer Registry and were mailed a study introduction,
brochure, and response form to indicate availability/re-
fusal to participate. The Greater Bay Area Cancer Registry
is a population-based registry that captures all cases of
cancer that are diagnosed or treated in the nine Bay Area
counties (Alameda, Contra Costa, Marin, Monterey, San
Benito, San Francisco, San Mateo, Santa Clara, and Santa
Cruz), as mandated by state law. Interviewers contacted
patients by telephone to determine eligibility (defined
by age 40-79, PCa diagnosis after January 2016, and not
having another cancer diagnosis prior to PCa diagno-
sis). We interviewed a diverse sample including Black,
Chinese, Filipino, Hispanic/Latino, and White patients
who completed their initial course of disease management
to capture perspectives/reflections of decision-making.
In addition to Chinese and Filipino participants, Asian
American participants of other ethnic backgrounds were



GUAN ET AL.

recruited. In our qualitative sample, AS proportions dif-
fered by approximately 26% across racial and ethnic
groups and were highest among Black and Hispanic pa-
tients and lowest among White and Asian American pa-
tients. All participants consented to be in the study, and
the study was reviewed and approved by the University of
California, San Francisco Institutional Review Board, and
the California Protection of Human Subjects.

2.2 | Data collection

A semi-structured interview guide was designed using
prior research and clinical input to elicit patients' diag-
nosis stories, relevant factors for decision-making, and
reflections following treatment (Supplemental Materials).
For this study, we used professional, bilingual certified
field staff with years of experience conducting interviews
and focus groups in English, Mandarin/Cantonese, and
Spanish, across multiple epidemiologic and qualitative
research studies. All interview staff received extensive
training and onboarding to ensure competency and con-
sistency between interviews, and were managed by a sen-
ior research project manager for quality control. Prior to
each interview, patients completed a short demographic
survey. Interviews were approximately 60 minutes long
and patients received a $60 gift card for their participation.

2.3 | Data analysis

Interviews were conducted in English, Spanish, or
Cantonese/Mandarin, depending on the participant's
preference, then professionally transcribed and translated
into English as applicable, reviewed for accuracy, and up-
loaded to Dedoose, a qualitative data analysis application.
Non-English interviews were simultaneously translated
and transcribed by professional translators who partici-
pated in the translation/back translation process of study
instruments (consents, screeners, invitation letters, semi-
structured interview guides, etc.). A total of 6 Spanish in-
terviews and 3 Mandarin interviews were transcribed and
translated in this way. We conducted thematic analysis*®
as follows: an initial codebook was developed comprised
of codes related to the themes we sought to explore in the
interviews. Using this initial codebook, three research
staff, which included the interviewers, independently
coded a test set of three transcripts, then met to compare
coding, reconcile differences, and identify new codes
that emerged inductively from the interview data. Three
rounds of independent coding and discussion resulted in a
final set of 29 codes (Figure 1), which were used to analyze
the full set of transcripts across racial and ethnic groups.
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Codes relevant to sociocultural and contextual factors in-
fluencing treatment decision-making (e.g., religion/spirit-
uality, cultural aspects, experiences with healthcare) were
reviewed separately for each racial and ethnic group and
summarized for comparison across groups.

3 | RESULTS

3.1 | Sample characteristics

Of the 43 patients, 30.2% identified as Asian American (5
Chinese, 3 Filipino, and 5 Other Asian American, includ-
ing Asian Indian, Japanese, South Asian, Vietnamese, and
one participant who did not specify their ethnic group),
23.2% as Black, 23.2% as Hispanic/Latino, and 23.2% as
White (Table 1). Mean age at diagnosis was 61.2 years old.
Most patients were born in the U.S. (62.8%), currently
married (79.1%), completed college or more (53.5%),
were currently employed (55.8%), had household income
of $100,000 (51.2%), and had private health insurance
(60.5%). Less than half (44.2%) of the sample opted for ac-
tive surveillance to manage their PCa.

3.2 | Qualitative findings

We identified three novel themes related to sociocul-
tural factors influencing treatmentdecision-making.
Specifically, we found racial and ethnic differences in (1)
socialized expectations around gender and sexual func-
tioning, (2) religion and spirituality, and (3) provided
communication and healthcare experiences in treatment
decision-making. We present example excerpts in each
of the themes below, which are illustrative of experi-
ences that were described within each of the racial/ethnic
groups.

3.3 | Socialized expectations surrounding
gender and sexual functioning

The first theme we identified related to socialized expec-
tations or norms around gender and sexual functioning.
These norms manifested in several distinct ways: as per-
ceptions of masculinity as related to the prostate; the role
of a man as a romantic partner or in a family; and also
the importance of sexual functioning. Social expectations
around gender and sexual functioning were not as influ-
ential for White patients with PCa. When asked whether
relationship with their partner was an important factor
for treatment decisions, most White patients mentioned
their autonomy. For example, one patient told us that
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Initial diagnosis and reaction

Treatment/treatment
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Family history
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Second opinion

Reaction to MD recommendations
Cancer related anxiety
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Feelings/experiences with MDs

Knowledge/information gathering
Lessons learned

Other factors

FIGURE 1 Analytic codebook organized by code themes
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TABLE 1 Sample characteristics (N = 43)

N (%) or
Characteristic Mean, SD
Race Ethnicity
Chinese American 5(11.6%)
Filipino or other Asian American® 8 (18.6%)
Black 10 (23.2%)
Hispanic/Latino 10(23.2%)
White 10 (23.2%)
Age at Diagnosis 61.2,7.7
Born in the United States 27 (62.8%)
Marital status
Currently married or living with a partner as 34 (79.1%)
married
Never married, separated, or divorced 9 (20.9%)
Highest level of education completed
High school/GED or less 7 (16.3%)
Some college 13 (30.2%)
College graduate 11 (25.6%)
Post-college graduate 12 (27.9%)
Employment Status
Employed 24 (55.8%)
Unemployed (includes welfare and disability) 5(11.6%)
or self-employed
Retired 14 (32.6%)
Household size 27,14
Total household income
Less than $100,000 15 (34.9%)
$100,000 to $149,999 7 (16.3%)
$150,000 or more 16 (30.2%)
Do not know/Refused 5(11.6%)
Health Insurance
Medi-Cal or Medicare 10 (23.2%)
Medicare and other (including Medi-Cal, 7 (16.3%)
Private Insurance, and VA)
Private Insurance 26 (60.5%)
Treatment received
Active surveillance 19 (44.2%)
Active treatment (e.g., radiation, surgery) 24 (55.8%)

3 patients self-identified as Filipino American and 5 self-identified as
another Asian American group. Survey options for Asian American groups
included: Chinese, Filipinos, and Other Asians. Specific Asian American
subgroups specified for those who selected “other Asian American” included
Japanese, South Asian, and Vietnamese.

his partner “was supportive” but that “my relationship
... had nothing to do with my prostate decisions.” (White
participant)

In contrast, several raically and ethnically mi-
noritized patients described the impact of socialized
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expectations of masculinity, particularly around sexual
intimacy, on their treatment decisions. They described
sexual function as important and relevant to their role
in intimate relationships, which ultimately influenced
their treatment decisions.

As a loving partner, you are supposed to have
sexual relationship, so if one of the cons
would be that wouldn't have any... that was
hard to grasp... It was very hard for me to have
the idea that I will not be able to perform as I
did before or to lose the intimacy.

(Japanese American participant)

It's one of the parts that patients fear losing,
the ability to be intimate with your partner. If
life is hard, can you imagine not being able to
have relations with your partner?
(Hispanic/Latino participant)

With my partner ... [it's] really hard on her
because the intimacy is not there ... I can do
without but I am really, really concerned
about her.

(Black participant)

Two Black patients described the impact that so-
cially conditioned concept of masculinity had on their
decision-making:

Treatment options... still feel a little draconian
to me, frankly... Most of them are going to im-
pair us in some way that leaves us slightly
humiliated.... This society puts so much into
manhood in a particular way, so that if you
haven't done the work of realizing that your
manhood is not attached to whether you are
incontinent, or whether you can get an erec-
tion... then your treatment options are going
to be influenced by your fear of losing these
things that we have associated with manhood
... The treatment options do put you right in
the face of that kind of fear, that I'm going to
no longer be the American cowboy that I've
been socialized to be. (Black participant)

I think Black patients, as a whole, move
slower on this... almost everybody knows
about this incontinence and the loss of erec-
tions, which scares the heck out of them ... I
know it's a biggie among the Black patients
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that I know, that loss of their erection. (Black
participant)

For both these patients, even though they understood
that “fear” and “humiliation” around potential erectile
dysfunction stemmed from gendered expectations about
sexuality, these perceptions still played a role in their own
decision-making and those of other Black patients they
knew.

For Hispanic/Latino patients, the concept of mas-
culinity emerged primarily when describing barriers
to screening, rather than factors related to decision-
making. Specifically, one of the Hispanic/Latino pa-
tients implicated machismo as a factor that hindered
their ability to make timely decisions about their med-
ical care.

We should leave the machismo so we don't
have these issues with our prostate, and have
it checked to prevent. If I had been doing
my exams regularly, perhaps I wouldn't have
had these issues with my prostate. We need
to leave the machismo, at work a bunch of
comments were made, made fun of (laughs).
I didn't care because it's my life. (Hispanic/
Latino participant)

While not directly related to decision-making, his insight
has potential implications for ways in which socialized mas-
culinity in the Hispanic/Latino community could influence
medical decision-making more broadly.

3.4 | Religious and spiritual
considerations

While mentioned less predominantly relative to the other
themes, we observed differences in participants' descrip-
tions of the role of religion and spirituality in the treatment
decision-making process by race and ethnicity. Among
White participants, only one individual mentioned the
importance of religion when asked about this factor. In
contrast, more non-White participants described varying
ways in which religion and spirituality were significant for
their decision-making; for example, several shared that
their faith helped them accept the unpredictability of can-
cer treatments and come to terms with health outcomes
beyond their control.

I'm at peace in the sense that whatever hap-
pens to my body, I have the strength to rely
on really on God and that if he will see me
through this... I'm ready to go. It's not a big

issue. If it did come back aggressive cancer,
then I'll address it.
(Other Asian American participant)

I decided to live peacefully and work and my
family and God and see what happens ahead.
(Hispanic/Latino participant)

I have a Christian faith, prayed and sought
the face of God and see what He wants me to
do and got on the AS... I needed to weigh the
options.

(Black participant)

These quotes are examples of participants’ descriptions
of the importance of religion in providing confidence and
trust in treatment decisions. For both, faith in a higher
power alleviated the anxiety associated with their treat-
ment decision, including allowing them to accept the
results of ongoing AS protocols. Although qualitative
studies are not meant for making inferences regarding
quantitative associations, across our small sample, we
did note a higher proportion of Black patients reporting
on the relevance of religiosity and spirituality, followed
by Hispanic/Latino and Asian patients. The relative im-
portance of this factors should be further evaluated in
quantitative studies.

3.5 | Racial/ethnic differences
in communication and healthcare
experiences

We observed heterogeneity in the experiences that pa-
tients had with their healthcare providers and insti-
tutions. Across all racial and ethnic groups, patients
expressed faith in their physician's training and affiliation
with reputable institutions. Overall, there were patients
within all racial and ethnic groups who described posi-
tive experiences with their healthcare providers during
the treatment decision-making process. Several Black and
Hispanic/Latino patients additionally expressed how past
(self/friend/family's) healthcare experiences influenced
their willingness to trust treatment recommendations.

I had a lot of trust in this doctor. He worked
with my son, so I'd known him before this ....
I had a lot of confidence in him and that he
knew what he was doing and what he was
talking about.

(Black participant)
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I have [name of insurer], and they'ave always
been really good with the family ... Always
taking care of us. Had really good doctor
system ... I just [knew] that I was going to be
taken care of really well.

(Hispanic/Latino participant)

Patients across most racial anethnic groups described
positive experiences and trusted the health care system.
However, one Black patient articulated a level of skepticism
and mistrust about the healthcare system and allopathic
medicine generally, expressing an aversion to medical
intervention.

I'm fairly skeptical of the healthcare system
at large, so I'm sure that factors into any de-
cision ... I want you minimally involved in
my body ... If something dire is happening or
likely to happen, or something that Western
medicine can help quell quickly, then I'm for
it...This felt like this is some sort of slow mov-
ing, slow growing thing. So, no, I don't need
you to bring your techniques or technology,
your medicines, into this right now. (Black
participant)

Another Black patient additionally acknowledged
that the way in which his beliefs about the fairness of
the healthcare system shapes his treatment decision was
context-specific.

If you put me back out in that rural area I
grew up in, this would've been a very hard
decision to make because I wouldn't have
had these beliefs in honesty of the sys-
tem. Probably if you'd put me in the south,
being a Black man, it would change because
I'd have a hard time probably rightly or
wrongly, that enters into minorities’ minds.
(Black participant)

Two patients described the importance of racial and eth-
nic concordance with their healthcare providers in facilitat-
ing communication and understanding.

He [the urologist] is knowledgeable, he is
African American... I was confident that how
he was looking at me in the whole system
of African American patients and what he
was recommending, it felt reasonable to me.
And [it] wasn't in the case of many African
American patients who have a faster growing
cancer in their bodies. So, I could hear his

Open Access.
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recommendations and realize that they were
reasonable, even with wanting it out of my
body.

(Black participant)

A few additional themes emerged from those who
perceived their racial and ethnic background to be influ-
ential. Some Asian American patients described stigma
surrounding discussion of PCa. These patients alluded
to secrecy in discussing their prostate with family mem-
bers, implying a taboo with discussing this body part.
While describing these feelings of silent suffering, these
patients also expressed a desire to talk about their PCa
and a wish for more open communication around this
topic.

I know that colon cancer seems to be, espe-
cially high risk with both sides of my family.
But the prostate, patients don't talk about
that.... If the medical practitioner orthe med-
ical facility is aware there is a support group
somewhere in the community, it would be
a great idea... because patients, you know,
don't... naturally talk.

(Japanese American participant)

[In China,] when they talked about the re-
production system and things like that, you
just read it on your own and that was it...
[We] don't talk about it too much... There are
advantages after talking/discussion, that is—
one of which is that it would become clear to
you if you didn't know before. You can deal
with it properly. You can exchange ideas with
each other and learn from... not knowing to--
gradually face it more properly.

(Chinese American participant)

Patients also described linguistic limitations as a fac-
tor that influenced their ability to receive relevant infor-
mation to inform their treatment decisions, but much
of this was dependent on their interactions with their
clinicians.

[The doctor] explained the results and the
problem of the tumor found in my body in de-
tails. He wrote down those numbers because
my English is not very well. He also laid out
pictures. Told me where that was located on
the prostate, etc., and numbers. He spent a long
time talking. He also asked for my opinions.
(Chinese American participant)
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The doctor tried to explain everything with
my little English. He was very honest with
me, in that aspect, there wasn't like there
wasn't any mercy, tactful, no time to prepare,
he simply said what it was “you have cancer,
you are an age where you can do something
because it's in a stage that's not aggressive”. At
that time, it helped keep calm. Like I said be-
fore, I didn't have anyone to talk with in those
terms, or to give me another option.
(Hispanic/Latino participant)

These contrasting experiences from patients who spoke
limited English suggest that there is variability in the strat-
egies that providers have utilized to communicate across
language barriers. While some patients experienced brief,
albeit perceived to be straightforward, explanations and
encounters with their clinician as a result of their limited
English proficiency, others experienced a more meaning-
ful dialog when the physician was willing to incorporate
complementary communication methods (e.g., written
and visual) into their conversation about diagnosis and
treatment options.

4 | DISCUSSION
While previous qualitative work examining factors related
to PCa have elucidated important influences on treatment
decision-making, to our knowledge, this is the first quali-
tative study to describe racial and ethnic and sociocul-
tural factors associated with decision-making for patients
with low- and very-low risk PCa. Although the factors
presented in this study were not the only ones that were
described by participants, we focused our findings on de-
scribing novel themes across racial and ethnic groups.
Our findings suggest that differences in norms around
masculinity could potentially influence an patient's PCa
treatment decisions. These norms and expectations man-
ifested in several distinct ways, including perceptions of
masculinity that related to the prostate, the role of men as
romantic partners or within a family, and the importance
of sexual functioning and intimacy. Specifically, racially
and ethnically minoritized patients mentioned social
norms about masculinity related to erectile and sexual
function as well as their roles in romantic and family re-
lationships. While previous quantitative studies have de-
scribed racial and ethnic differences in the perception of
masculinity,37 none to date have described how these dif-
ferences manifest in PCa decision-making. Future studies
should investigate the ways in which norms of masculin-
ity intersect with race and ethnicity and management of
cancer.

We found that some patients viewed religious/spiritual
beliefs as influential for PCa treatment decision-making.
For this study, we adopted a broad definition of religion,
spirituality, and spiritual beliefs, as encompassing con-
nectedness to an organized religion or spiritual being.
Prior studies among Black people®** and aggregated ra-
cial minoritized groups*' suggest a link between religious/
spiritual beliefs and cancer decision-making. Additionally,
one study with a primarily White sample found that use
of religion/spirituality to cope with PCa differed by base-
line levels of religiosity.** Prior research on Hispanic and
Asian American patients is scant, but our findings contrib-
ute to the the understanding of how sociocultural factors
can influence treatment decision-making in these groups.
Future studies should evaluate quantitative impact of re-
ligiosity and spirituality across racial and ethnic groups.*

Our findings support existing evidence that racially
and ethnically minoritized patients experience difficul-
ties in their medical encounters, likely due to bias among
healthcare providers and staff, or medical mistrust from
prior experiences with the healthcare system. One Black
patient mentioned the context-specific nature of his trust
in the healthcare system, specifically pointing to his per-
ception of healthcare in rural America versus in his pres-
ent geographic context. Our Bay Area sample consisted of
patients with higher educational attainment and income
compared to the national average. Thus, this particular
patient’s acknowledgment of geographic context, coupled
with his racial and ethnic background, points to a po-
tential intersection of race and ethnicity, socioeconomic
status, and geography on healthcare experiences. In fact,
the confluence of these three factors has been found to
be influential for adverse health outcomes in the Black
community.** Additionally, though very limited research
has been done on Asian Americans' experiences with PCa,
our findings regarding the stigma surrounding cancer
and difficulty discussing these issues are consistent with
prior studies exploring Chinese American immigrants
experiences with breast cancer.* Second, as mentioned
by both Black and Asian American patients in this study,
physician-patient racial and ethnic concordance provided
confidence in patients's bc2021, Black representation in
the U.S. urology workforce only made up approximately
2% of the urologists in the nation compared with approxi-
mately 14% of the U.S. population - thus, medical schools
and hospitals should implement programs designed to di-
versify the urologist workforce.***’ In addition, medical
education must strive toward including training on how
social, historical, and political structures influence health
and produce inequality.**~>°

There are several limitations to this study. Because pa-
tients in this study had already completed the decision-
making process, our findings may not capture all factors
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that participants may have considered while they were in
the process of making decisions. However, given inter-
views were conducted shortly after participants decided
on their first course of disease management, our findings
are likely to accurately capture the experiences of these
men. Additionally, many of the norms and expectations
regarding masculinity and the role of a man within fam-
ily systems can differ based on sexual orientation, gen-
der identity, and relationship preferences. Since we did
not have this data in our study, we were unable to make
inferences regarding this point. However, this will be an
important topic for future research, as the number of sex-
ual and gender minorities in the U.S. continues to rise.
Finally, our study comprised patients who had a higher
level of educational attainment and socioeconomic status
compared to other regions of the country. While the com-
plexities in masculinity, religion, and healthcare with rela-
tion to treatment decision-making illustrated in this study
capture the experiences of patients with these privileges,
future studies are warranted to see how these perspectives
differ in other areas.

5 | CONCLUSION

In summary, our study provides insights into racial and
ethnic and sociocultural factors associated with decision-
making among a diverse sample of patients. We uncovered
several novel themes related to patients's decision-making
which could help to personalize clinical communications
across racial and ethnic groups and inform directions
for future research. Though characteristics of patients in
other regions may differ, the goal of qualitative research is
to develop a more nuanced understanding of beliefs and
perceptions, rather than generalize to larger populations.
Thus, this study provides useful insights into potential
gaps in our understanding of the complex contributions to
and ways in which patients facing a low- or very-low risk
PCa diagnosis grapple with decisions on whether and how
to treat, and how to continue to live with cancer.
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