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Review

Improving Shared Decision Making in Latino
Men With Prostate Cancer: A Thematic
Analysis

Joaquin Michel®, Jorge Ballon, Sarah E. Connor, David C. Johnson(),
Jonathan Bergman, Christopher S. Saigal, Mark S. Litwin and Dana L. Alden

Abstract

Background. Multiple studies have shown that digitally mediated decision aids help prepare patients for medical deci-
sion making with their providers. However, few studies have investigated whether decision-support preferences differ
between non-English-speaking and English-speaking Latino men with limited literacy. Objective. To identify and
compare health information seeking patterns, preferences for information presentation, and interest in digital deci-
sion aids in a sample of Southern Californian underserved Latino men with newly diagnosed prostate cancer at a
county hospital. Methods. We conducted semistructured, in-depth telephone interviews with 12 Spanish-speaking
and 8 English-speaking Latino men using a purposive sampling technique. Following transcription of taped inter-
views, Spanish interviews were translated. Using a coding protocol developed by the team, two bilingual members
jointly analyzed the transcripts for emerging themes. Coder agreement exceeded 80%. Differences were resolved
through discussion. Results. Thematic differences between groups with different preferred languages emerged. Most
respondents engaged in online health information seeking using cellphones, perceived a paternalistic patient-provider
relationship, and expressed willingness to use hypothetical digital decision aids if recommended by their provider.
English speakers reported higher digital technology proficiency for health-related searches. They also more fre-
quently indicated family involvement in digital search related to their condition and preferred self-guided, web-based
decision aids. In comparison, Spanish speakers reported lower digital technology proficiency and preferred family-
involved, coach-guided, paper and visual decision aids. English speakers reported substantially higher levels of for-
mal education. Conclusion. Preferences regarding the use of digital technology to inform prostate cancer treatment
decision making among underserved Latino men varied depending on preferred primary language. Effective prepara-
tion of underserved Latino men for shared decision making requires consideration of alternative approaches depend-
ing on level of education attainment and preferred primary language.
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Prostate cancer, the most common noncutaneous malig-
nancy in men in the United States, has a prevalence of
3.3 million with more than 150,000 new cases diagnosed

every year.'> Multiple management options with similar
efficacies vary greatly in risk and side-effect profiles.
Therefore, the decision-making process is a task that
challenges even the most well-informed and health-
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literate patients.> > To address this challenge, the Ameri-
can Urological Association and the European Associa-
tion of Urology recommend shared decision making for
localized prostate cancer. Additionally, the Patient Pro-
tection and Affordable Care Act of 2010 emphasizes
shared decision making for preference-sensitive treat-
ment decisions.®”

Shared decision making is a process by which patients
and physicians identify the treatment modality that best
aligns with patients’ quality of life priorities, values, and
health outcomes.'®!" Shared decision making requires
that patients are fully aware of treatment options, rela-
tive benefits, and side effects associated with each treat-
ment. In addition, shared decision making involves
accounting for individual patient preferences and values
in order to inform decisions regarding care.'*'* Despite
the potential benefits for patients, several barriers limit
the use of shared decision making in everyday clinical
settings, including time constraints and a perceived lack
of clinical applicability.'>!”

Decision aids facilitate the shared decision-making
process, explore realistic treatment expectations, and
improve concordance between patient values and the
chosen treatment.'®!” Web-based decision aids effec-
tively improve decisional quality when tested in cohorts
of relatively well-resourced and educated Caucasian
patients receiving care at tertiary academic centers.®’
However, these benefits may not translate to a different
patient population. Latino patients, for example, seeking
care at county facilities in the Los Angeles area, face dis-
proportionate challenges engaging in shared decision
making due to socioeconomic, cultural, and language
barriers.’* 2% As a result, these patients experience alar-
mingly low prostate health literacy, greater cancer
treatment-related uncertainty and decisional conflict,
lower satisfaction with treatment decisions, and poorer
quality of life.”*** Such discrepancies underscore a sig-
nificant need for implementation of effective decision
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aids that reduce shortcomings associated with prostate
cancer care in these men. Currently, there are little data
available on the potential effectiveness of decision aids in
facilitating shared decision making in Latino men with
prostate cancer.?”> >* Thus, this research seeks to enhance
understanding of the decision-making process, unmet
decision-making needs, and decision aid preferences
regarding prostate cancer treatment in Latino men.

Objective

We compared patterns of health information seeking
and willingness to use decision aids in low-income Latino
men with newly diagnosed prostate cancer and different
language preference—Spanish or English. In particular,
we explored prostate cancer information gathering, pre-
ference of information presentation (i.e., visual, web-
based, or verbal), technology usage, and identify quali-
ties of ideal decision-making treatment. We also probed
strategies to move from current care to ideal care and
delineate the potential role of web-based decision aids.

Methods
Study Design and Patients

We conducted semistructured, in-depth telephone inter-
views in two groups of Latino men (Spanish and English
speakers) with newly diagnosed prostate cancer. Our
bilingual study coordinator (JM) enrolled, consented,
interviewed, and recorded all patients verbatim in their
primary language preference. Two bilingual professionals
with substantial experience in Spanish-English transcrip-
tion transcribed audio-recordings into Spanish first and
then translated into English. Research staff performed
thematic analysis of all transcripts.

Purposive sampling technique was used to identify
potential participants who met the following inclusion
criteria: 1) self-identified Latino men with recent diagno-
sis of prostate cancer; 2) aged 50 or older; 3) able to com-
municate in English and/or Spanish; 4) in the process of
deciding on a prostate cancer treatment; and 5) willing to
participate in the study. The term Latino is used in this
study to represent individuals from South America, Cen-
tral America, and Mexico.

Recruitment

We recruited participants from the Olive View—Univer-
sity of California Los Angeles Medical Center urology
clinic. This medical center serves a large underinsured,
low-income Latino population in Los Angeles, our target
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population. We used the hospital’s electronic medical
record to identify patients with a positive prostate biopsy
who met inclusion criteria. Research staff (JM) con-
ducted in-person recruitment during participants’ urolo-
gic clinic visits in 2018-2019. All candidates received
information about the study’s potential risks and bene-
fits and a paper copy of the study’s description in Eng-
lish or Spanish. After enrollment, patients underwent a
semistructured telephone interview at their preferred date
and time within 2 weeks of the first encounter. Our final
sample was 20; we stopped participant recruitment when
no new themes emerged—thematic saturation.”” In addi-
tion, researchers’ anecdotal data collection experience
from previous studies®® were considered to estimate a
budget, which was not exceeded. Recruitment of both
Spanish-speaking (n = 12) and English-speaking (n = 8)
men occurred concurrently in order to obtain a relatively
balanced sample. All English speakers were bilingual in
Spanish, but preferred to communicate in English during
their health visits.

Data Collection

The study coordinator (JM) conducted all 20 in-depth,
semistructured telephone interviews. The interviews were
audio-recorded, lasting an average of 47.5 minutes, and
followed a semistructured interview guide (see Supple-
mental Appendix). We asked each participant a series of
questions focused on technology use, medical informa-
tion gathering, previous decision-making experiences in
non-urology and urology clinic visits, preferred sources
of information, and interest in theoretical decision aids.
We asked open-ended follow-up questions for queries
not answered by the participant or if further explanation
was warranted. JM prompted discussion of the subjects’
perceptions of care and decision making, as well as how
each subject envisioned ideal care. Interview times varied
based on each individual’s narrative and the complexity
of health problems described. Each participant received
a $100 honorarium gift card.

Data Analysis

Analysis following interview transcription and transla-
tion of Spanish-language interviews into English con-
sisted of three stages. In the first stage, two bilingual
co-investigators (JM and JB) cross-checked audio record-
ings with transcripts to reassess accuracy and read
through all transcripts to identify overarching themes
across both groups. Next, the two bilingual investigators,
working with a third researcher (DA), developed the

preliminary coding scheme from the first eight transcripts
with periodic review and feedback from other members
of the investigating team.>” > This coding scheme was
used and modified accordingly to code the rest of the
interviews in sets of three. In the second stage, JM and
JB jointly coded the transcripts comparing, discussing,
and agreeing on each code throughout the transcripts.
Codes were periodically assessed and grouped to develop
subtopics, subsequent topics, and themes. Emerging new
codes refined and redefined established themes. Coder
agreement exceeded 80%. Thematic saturation was
reached with 18 transcripts on the basis of diminishing
theme-driving codes creation with each subsequent set of
transcripts; no additional theme-driving codes were iden-
tified on transcripts 19 and 20.%° We developed subtopics,
which were subsequently organized into broader topics.

In the third stage, we identified and assessed thematic
similarities and differences between groups. We shared
updates and results periodically with the other team
members to ensure arising issues were discussed and
resolved early on. This study was approved by the Uni-
versity of California Los Angeles Institutional Review
Board, Identification Number 18-000817.

Results

We interviewed 20 participants ages 52 to 74, formal edu-
cation was 8.6 and 11.9 years for Spanish and English
speakers, respectively, as shown on Table 1. Our the-
matic analysis found areas of similarities and diver-
gences between Latino men with different language
preferences. Four main themes resulted from this inves-
tigation: 1) English-speaking Latinos feel more comfor-
table utilizing digital technology for information
search, 2) the importance of family involvement and
their role in decision making, 3) the presence of pater-
nalistic patient-physician relationship was common,
and 4) Latino men are interested in decision aids with
different delivery modalities. A summary of our topics,
subtopics, and their relationship with the main themes
is presented on Table 2.

English-Speaking Latinos Feel More
Comfortable Utilizing Digital Technology for
Information Search

More English speakers than Spanish speakers reported
that they were more comfortable using electronic devices
such as computers and smartphones for their daily activ-
ities. Those who used digital devices felt the internet was
very “helpful” since they could find “almost anything.”
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Table 1 Patient Characteristics

Spanish, English, Total,

Characteristics n =12 n=8 n =20
Age (years)

50-59 4 1 5

60—69 6 12

70-79 2 1 3
Language preference

English — 8 8

Spanish 12 — 12
Ethnicity

Mexican 9 4 13

South American 1 3 4

Central American 2 1 3
Highest level of education

1-6 elementary school 8 1 9

7-8 secondary school 1 1 2

9-12 high school 2 3 5

13-16 college 1 2 3

>16 graduate — 1 1
Average years of education 8.6 11.9 8.6
Prostatic cancer staging®

Tlc 5 3 8

T2 7 4 11

T3a — 1

“Tlc: tumor identified by prostatic needle biopsy; T2: tumor confined
to the prostate; T3a: tumor extending outside the prostate capsule.

I am not addicted to my phone. . . . I only check once or
twice a day to see if I have messages. If there is a comment
from my family or for curiosity to see what is new in the
internet. (67-year-old Mexican Spanish speaker, #2, 7 years
of education, and T2 disease)

I do not use any computer of any sort. I only use the phone
and actually I do not know how to use it that well. . . . I do
not know how to operate a smartphone. (57-year-old Mexican
Spanish speaker, #3, 6 years of education, and T2 disease)

Well, I like to use YouTube quite often for information basi-
cally. . . . I have, of course, emails that I receive quite often.
(68-year-old Colombian English speaker, #9, 17 years of
education, and T2 disease)

I use [cellphone] to get into the web, to look for information
within YouTube, that’s how I do my research like for cancer
for my prostate. (55-year-old Mexican English speaker, #19,
12 years of education, and T2 disease)

Latino men in both groups relied on online information
searching for non-urological health problems after
diagnosis.

I did a lot of research on the internet. Checked a lot of
websites where . . . they give advice, especially for sciatica.
(62-year-old Guatemalan Spanish speaker, #1, 16 years of
education, and Tlc disease)

I [have] been getting a lot of the natural remedies for cancer
from the internet like vitamins. (60-year-old Bolivian English
speaker, #8, 13 years of education, and Tlc disease)

However, few Spanish speakers relied on online searches
for prostate cancer—related information. Being satisfied
with the verbal information received from their urologist
was the most commonly mentioned reason preventing
Spanish speakers from engaging in urology-specific infor-
mation search. While both groups trusted the informa-
tion provided by their oncologist, more English speakers
felt the need to find out more about their cancer. English
speakers unanimously relied on the internet for health
information about prostate cancer treatment including
nontraditional medical options.

No [I did not search for information] because he [urologist]
had already sent me from here with the information that it
was positive. I no longer doubted it. (63-year-old Mexican
Spanish speaker, #17, 6 years of education, and T2 disease)

I pay attention to what the urologist says and that is enough
information for me. He wants to help me and I listen. (61-
year-old Mexican Spanish speaker, #4, 8 years of education,
and Tlc disease)

I looked up prostate cancer, medications, natural remedies
to help me fight the cancer. . . . I looked for natural reme-
dies, but there was not much about herbs, juices, and diets.
(68-year-old Salvadoran English speaker, #14, 6 years of
education, and T2 disease)

The Importance of Family Involvement and
Their Role in Decision Making

Family involvement during clinical visits was also differ-
ent. Specifically, participants were asked to described up
to three non-urological clinic visits and their urological
visit when they were told their prostate cancer diagnosis
and whether their family had a attended these visits and
interacted with the physician. Seven out of 12 Spanish
speakers’ families were involved in the clinic visit, five
families actively participated in the visit, while the other
two had a passive role (e.g., did not ask questions, voice
concerns, or converse with their physician). In compari-
son, six out of eight English speakers’ families partici-
pated during the clinic visit and six had an active role.

[My wife] came to the office, but waited outside until I
talked to the doctor. (52-year-old Mexican Spanish speaker,
#7, 8 years of education, with T2 disease)

[Wife] sometimes ask questions that I do not make about my
diet . . . the talk is very cordial between my wife and the
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Table 2 Topics and Subtopic in Relationship to Main Themes

Main Themes Topic

Subtopic

English-speaking Latinos feel more
comfortable utilizing digital
technology for information search

The importance of family involvement
and their role in decision making

Technology use
Information search
Illness management
Family involvement
Information search
Illness management
Decision making
Clinical experience
Illness management
Decision making
Clinical experience
Illness management
Decision making
Decision aids

The presence of paternalistic patient-
physician relationship was common

Latino men are interested in decision
aids with different delivery modalities

Technology proficiency

Non urological versus urological

Online inquiries about treatments/symptoms/side effects
Clinic visits

Treatments/clinical care

Decision making/treatment/support
Active/passive/degree of involvement

Treatment options/treatment discussion
Paternalistic/shared decision/emergency decision

Materials provided

Cancer-specific information/treatment options

Interest in using them/preference/web-based/
printed with DVD/coach-assisted

doctor. (62-year-old Mexican Spanish speaker, #12, 12 years
of education, and Tlc disease)

The doctor says something like: you have higher blood
sugar. Then [wife] would say that we are trying to keep my
blood sugar under control, we keep a diet in the house.
Then she asked the doctor about milk and stuff like that.
(68-year-old Colombian English speaker, #9, 17 years of
education, and T2 disease)

Family involvement extended beyond the clinic visit to
medical information search. Patients perceived their fam-
ily involvement in this regard as “important,” especially
when they did not know where to look things up.
Although family involvement was important, less than
half of the Spanish speakers’ families helped with infor-
mation search compared to almost all the families of
English speakers.

I do have family, but they don’t say much. They do not give
me much information. . . . My family knows about the prob-
lem, but they only say for me to take care. Nothing else. (70-
year-old Mexican Spanish speaker, #5, 6 years of education,
and Tlc disease)

My wife did the research for me in books and [about] natu-
ral remedies. (55-year-old Mexican English speaker, #19, 12
years of education, and T2 disease)

When asked about the importance of family involvement
in reviewing a theoretical decision aid, opinions differed.
Regardless of the source of the decision aid, the majority
of English speakers would opt to review the material alone,
while the rest preferred to involve their families. In

contrast, most Spanish speakers favored reviewing the
decision aid material with their families. Those who pre-
ferred to review the decision aid alone often considered the
topic of prostate cancer “very personal” and something
that they “dealt with” on their own. In general, families
involved in reviewing the decision aids also had a signifi-
cant role in the decision-making process.

I did not want people to know about it, only my wife.
[regarding the decision-making process], I think I will do it
alone. (57-year-old Mexican Spanish speaker, #3, 6 years of
education, and T2 disease)

[T will review it] with my family and my wife . . . so we can
be reading and exchange questions between the two or one
of my children or the two. (62-year-old Mexican Spanish
speaker, #12, 9 years of education, and T1c disease)

I don’t like to bring my family in any of that, unless it is
really serious. Basically, it would be just me. (68-year-old
Colombian English speaker, #9, 17 years of education, and
T2 disease)

The Presence of Paternalistic Patient-Physician
Relationship Was Common

Latino men in both groups indicated that, in many occa-
sions, their physicians told them what to do for their var-
ious medical conditions. For most participants, few
treatment options were given during their clinic visits. In
addition, some noted a lack of discussion about the cause
of their disease or the reasoning for their treatment rec-
ommendation. While some men were fine with being told
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what to do, others felt the need for further clarification.
However, most men did not ask questions to clarify their
doubts. Very few men described discussions with their
providers consistent with shared decision-making, where
options and their risks and benefits were explained.

I did not talk much, [the doctor] only told me to manage my
food intake. . . . She only said to eat less. . . . She scolded me
because I eat fried foods. . . . I could change clinics, but I am
doing well with her. I have to respect the rules. (70-year-old
Mexican Spanish speaker, #5, 6 years of education, and Tlc
disease)

When they gave me give the diagnostic that I had prostate
cancer, there they gave me three options . . . the doctor told
me I must get surgery and he booked for the surgery. (74-
year-old Venezuelan Spanish speaker, #16, 4 years of educa-
tion, and T2 disease)

He said we can fix your problem with surgery or chemother-
apy. Then he told me he could do my surgery soon and told
what to expect from surgery. (68-year-old Salvadoran Span-
ish speaker, #10, 4 years of education, with T2 disease)

He said, ‘T am going to get you all the test you need and see
if I can add you for surgery soon . . . the doctor was a little
bit rough with the news. (66-year-old Mexican English
speaker, #11, 11 years of education, and T1c disease)

So, after he [did] the examination, [he] said well, really so
far I founded nothing wrong, but just because you have a
high PSA I going [to] schedule for you to have a biopsy.
(—60-year-old Bolivian English speaker, #8, 13 years of edu-
cation, and Tlc disease)

Latino Men Are Interested in Theoretical
Decision Aids With Different Delivery
Modalities

A majority of participants in both groups stated that
they did not receive materials with prostate cancer spe-
cific information. Only two out of 12 Spanish speakers
received printed information from their urologist, com-
pared to three out of eight English speakers.

The only material they give me is papers with the appoint-
ment. . . . But information about what I should do or not
do, or how to treat, or what to eat or what not to eat, no.
(§7-year-old Mexican Spanish speaker, #13, 12 years of edu-
cation, and T2 disease)

No, no materials like that or not even like where to look [for
information] . . . no guidance from the doctors or the clinic.
(66-year-old Mexican English speaker, #11, 11 years of edu-
cation, and Tlc disease)

Despite not receiving informative materials during their
cancer-related visits, most men in both groups indicated
willingness to use a web-based or printed material with
DVD decision aids. Many men reported that they accessed
decision aids in different media. Some considered involv-
ing family members or friends in order to access decision
aids as long these were recommended by their physician.

It would be better to have it written or a DVD. . . . It is bet-
ter for me. . . . I do not have an education. . . . I do not have
internet. (70-year-old Mexican Spanish speaker, #5, 6 years
of education, and Tlc disease)

I imagine that the internet is less complicated. Easier to
access from your phone. So, I can use it to see what the doc-
tor sends me. (58-year-old Mexican Spanish speaker, #15, 6
years of education, and T1c disease)

I can [use a web-based decision aid] . . . if I don’t have a
computer [ will go to the library and sit there and search it
there. (73-year-old Peruvian English speaker, #6, 16 years of
education, and T3a disease)

I mean a DVD might work too. A DVD I can put in my
computer and watch it whenever. (68-year-old Salvadoran
English speaker, #14, 6 years of education, and T2 disease)

The preferred delivery modality of prostate cancer—
specific information differed between participants in the
two language groups. Most Spanish speakers favored
printed material with a DVD over web-based decision
aid. In comparison, most English-speaking participants
preferred a web-based method and over printed materials.
The general perception was that delivery preferences var-
ied based on “accessibility” and “comfort” with internet-
based methods.

Yes . . . I could read it [printed materials] and the DVD I
could see it there, but not the Internet. I am old for that.
(63-year-old Mexican Spanish speaker, #17, 6 years of edu-
cation, and T2 disease)

A website is much better for many reasons . . . now the
phones have become so accessible that . . . even in your own
work you can get on a website and check things that interest
you. (62-year-old Guatemalan Spanish speaker, #1, 16 years
of education, and Tlc disease)

I'm a very visual guy. . . . I think a website with pictures or a
video with simple language would work best for me. I don’t
mind reading things online. (65-year-old Mexican English
speaker, #20, 12 years of education, and Tlc disease)

In addition, both Spanish and English speakers consid-
ered the potential assistance of a coach “beneficial.”
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While most Spanish-speaking participants preferred
coaching assistance at the urology clinic, a majority of
English speakers favored a web-based decision aid at
home without assistance. Many men view the assistance
of a coach as another opportunity to better understand
their disease and treatment options.

If they had [coaches] right in there at the hospital would be
great . . . a lot of people are going to get a lot of information
from them and maybe they’re not going to leave the hospital
... with a lot of doubts. That creates anxiety because of the
uncertainties. (57-year-old Mexican Spanish speaker, #13,
12 years of education, and T2 disease)

I would feel more comfortable at home. . . . I only share
information with my doctor and my son. . . . I think in the
office with other people it will be a little uncomfortable for
me. So, I would much rather have to do it at home. (69-
year-old Mexican English speaker, #18, 8 years of educa-
tion, and T2 disease)

Discussion

Prior studies identified several barriers to engagement
and strategies to promote shared decision making in
Latino men.**3! However, this study is the first to evalu-
ate underserved Latino men with prostate cancer and
their interest, experiences, and preference in health infor-
mation seeking and decision aids. This study also offers a
unique analysis of the thematic differences among Latino
men with different language preferences and their poten-
tial role to move from current care to ideal care.

Our study explored Latino men’s views and prefer-
ences with regard to technology, health communication,
physician-patient relationships, and the use of decision
aids for prostate cancer treatment decisions. We found
Latino men with varying primary language preferences
differ regarding their comfort with and utilization of
technology, interest in information gathering, willingness
to engage with decision aids, and decision-making pre-
ference. Specifically, more of the English-speaking versus
Spanish-speaking participants used the internet in their
daily activities and appeared to be have higher levels of
technological experience. Furthermore, fewer Spanish
speakers reported engaging in web-based health informa-
tion searches for both urologic and non-urologic topics
compared to English speakers. In fact, most Spanish
speakers did not use their digital devices as search
engines. These findings support prior research suggesting
that underserved Spanish-speaking Latino men tend to
be less familiar with the internet, lack initial interest in

technology search engines, and require longer time to
complete web-based decision aid tasks.>*** Despite these
barriers, it appears that Spanish speakers who tried web-
based decision aids were more likely to use them again
and recommend them to others.*® Spanish speakers may
not individually seek out web-based information, but are
often willing to try it. Similarly, most Spanish speakers
in our study were willing to try a hypothetical, web-
based decision aid in Spanish if recommended by their
urologist. Such findings reinforce the importance of a
health care provider’s endorsement for effective engage-
ment of a bilingual decision aid. Furthermore, these
results highlight that web-based decision aids may be
beneficial for a subpopulation on Latino men, namely,
English speakers.

Additionally, our study demonstrated the importance
of family involvement. English-speaking participants
reported higher levels of active family involvement dur-
ing non-urologic visits. These findings contribute to pre-
vious reports underscoring the importance of accepting
support from family members, and in many cases involv-
ing them in the decision making.*** Additionally, a
majority of English-speaking patients favored reviewing
a theoretical decision aid alone, while almost all Spanish-
speaking patients preferred to share and review it with
their families. Such findings may be associated with the
effects of acculturation—the process of cultural adapta-
tion experienced by some individuals (but not all) as they
acquire the host culture’s language.*>>’ Prior research
has found that Spanish-speaking Latinas (less accultu-
rated) were more likely to involve their family in decision
making about whether to undergo mastectomy for breast
cancer compared to English-speaking Latinas (more
acculturated).>” We also found that English speakers more
frequently involved their families in health information
search—a finding not reported in other studies that reflects
the complexity of family involvement in the health of Lati-
nos. This may be due to higher levels of experience where
language is less of a barrier to navigating healthcare issues,
asking questions, finding alternative answers, and ultimately
making decisions. Host culture language acquisition may
not directly lead to independence in decision making in all
patients. However, such understanding may enable patients
to become more involved in their care and assert more inde-
pendence in decision making if desired. While patients in
both groups stated that family provided support and cared
for them, such support varied by language preferences and
warrants consideration in the design and implementation of
decision aids.

The presence of paternalistic relationships between
Latino men and their physicians was thematically
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common. Participants in both groups emphasized that
they often relied on physician expertise and followed
provider recommendations during their non-urologic vis-
its. Some portrayed the image of a physician as someone
who sets “rules,” deserves “respect,” and should be
“trusted.” This pattern was also evident in urologic vis-
its. Although most patients received prostate cancer
information, they often did not discuss their personal
treatment-related preferences with their physician, a
finding consistent with prior studies in various groups of
Latino patients.”**%* However, more recent studies
have demonstrated that demographic factors such as
acculturation, language, education attainment, and pro-
vider’s cultural competency influence preference for a
less active decision-making method in Latinos.***' In
fact, Spanish speakers in our cohort had lower education
levels and experienced few shared decision making dur-
ing their non-urological clinic visits than did English
speakers. Awareness of this population’s tendency to see
physicians as trusted information sources may signal the
need for providers to promote shared decision making
more actively or with decision aids for these patients.
These patients’ apparent initial disinterest in shared deci-
sion making may simply reflect the trust bestowed on
their physician’s recommendations. However, physicians
may use our findings to understand their role in this pop-
ulation in order to bridge cultural gaps and promote a
more ideal decision-making strategy.

Beyond their patient-provider relationship, lack of
cancer-specific information may further hinder patients’
involvement in their health decisions. We found that
only five out of 20 patients received paper-based prostate
cancer information and no patient was encouraged or
received instructions on how to access information else-
where. Additionally, most patients would have liked
more information about their disease, prognosis, and
treatment options. Consistent with our findings, other
researchers have identified significant racial and ethnic
discrepancies in information sharing in Latino compared
to non-Latino white patients.***’ Specifically, Lin and
colleagues found that physicians caring for Latinos are
less likely to share information about their medical
experiences with other patients and less frequently quote
research to support their treatment recommendation,
which may negatively affect communication and rela-
tionships with minority patients.** In our interviews, we
found that urologists frequently communicated relevant
cancer-specific information verbally. However, such
information may be overwhelming for Latino men, espe-
cially considering the feelings of “shock,” “uncertainty,”
and “fear” associated with receiving a prostate cancer

diagnosis in otherwise asymptomatic men.?*** Receiving
a cancer diagnosis coupled with language and literacy
barriers may heighten these feelings, which can further
strain patient-provider communication. Development of
bilingual web-based or paper-based decision aids with
printable information components may ameliorate this
problem. They may serve as both visual aids for patients
and road maps for providers to explain diagnosis, treat-
ment, and follow-up. Such tools also provide informa-
tion that may lessen patient anxiety during the clinical
visit, or at the very least, help mitigate any fatalistic
thoughts the patient may have when anxiety is high.
Likewise, they become useful when patients return home,
have had time to process the diagnosis, and are better
able to interpret the information.

Furthermore, our study assesses the theoretical inter-
est and modality preferences for decision aids in Latino
men. In fact, a systematic review found that although
attention to consumer health information technology for
US Spanish-speaking Latinos has increased, there is a
need to study Latino subpopulations as well as men’s
health issues since most studies involved women.*> We
address this need by establishing a narrative background
for decision aids and analyzing observed differences
based on language preference. In our study, Latino men
showed interest in using decision aid tools to further
their prostate cancer education regarding diagnosis,
prognosis, and treatment. Although willingness to try
hypothetical tools was relatively high for both groups,
the preferred mode of presentation (e.g., printed, DVD,
web-based) varied between groups. While Spanish speak-
ers preferred printed decision aids with a DVD, English
speakers preferred web-based tools. A plausible explana-
tion for our results relates to difficulty with technology
use and discomfort performing computational tasks,
which may be seen as foreign to patient’s day-to-day
activities leading avoidance when given options to obtain
the same information in paper form or as a visual aid.
These differences underscore the need for multimedia
decision aids in order to increase interest among under-
served Latino men in taking a more active role in their
health care and decision making.

Additionally, we found that most English speakers
preferred independent review of decision aids at home,
compared to Spanish speakers who preferred coach-
guided aids at the clinic. Independence among most Eng-
lish speakers may be associated with their proficiency in
technology usage and, in one case, experience using a
health network to communicate with his care providers.
Interest in coach-guided decision aids in Spanish speak-
ers may relate to their views about difficulties with health
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care navigation, language barriers, low literacy, and lim-
ited use of technology. However, positive attitudes
toward assisted decision aids in Latino men provide
important information for combined decision aid inter-
ventions. Prior studies have shown the effectiveness of
combined decision aids at improving disease knowledge,
risk information, and increase rate of colorectal cancer
screening compared to usual treatment for vulnerable
populations.*®*” Hence, future studies may focus on
exploring alternative decision aids depending on pre-
ferred primary language and associated factors such as
education attainment.

Our study must be considered in the context of its lim-
itations. The participant sample is representative of the
linguistic preferences of the Latino population seen at
Olive View—UCLA Medical Center, and we recognize
that comment saturation was met in our sample. How-
ever, a larger, more diverse participant sample may have
yielded further thematic insights. Furthermore, our small
sample size may have enhanced the comparative differ-
ence between Latinos with different language prefer-
ences; future research is warranted to confirm our
findings. We used one urological disease (prostate can-
cer), which allowed for consistency in our interviews and
findings, but may limit the generalizability of findings to
other urological diseases. We recognized that the Latino
community in the United States is heterogeneous and
varies regionally. Therefore, our metropolitan, Southern
California—based sample may not fully represent the
experiences of Latinos elsewhere, or even Latinos receiv-
ing care at non-county facilities. Nonetheless, this study
may serve as cornerstone for future research in other
Latino men.

Conclusion

Preferences regarding the use of digital technology to
inform prostate cancer treatment decision making among
underserved Latino men varied depending on preferred
primary language. Effective preparation of underserved
Latino men with prostate cancer for shared decision
making requires consideration of alternative approaches
depending on level of education attainment and pre-
ferred primary language.

ORCID iDs

Joaquin Michel
David C. Johnson

https://orcid.org/0000-0003-0309-8763
https://orcid.org/0000-0003-0032-047X

Supplemental Material

Supplementary material for this article is available on the Medi-
cal Decision Making Policy & Practice website at https://journals
.sagepub.com/home/mpp.

References

1. Siegel RL, Miller KD, Jemal A. Cancer statistics, 2017.
CA Cancer J Clin. 2017;67(1):7-30.

2. Miller KD, Siegel RL, Lin CC, et al. Cancer treatment
and survivorship statistics, 2016. CA Cancer J Clin.
2016;66(4):271-89.

3. Litwin MS, Tan HJ. The diagnosis and treatment of pros-
tate cancer: a review. JAMA. 2017;317(24):2532-42.

4. Wilt TJ, Brawer MK, Jones KM, et al; Prostate Cancer
Intervention versus Observation Trial (PIVOT) Study
Group. Radical prostatectomy versus observation for loca-
lized prostate cancer. N Engl J Med. 2012;367(3):203-13.

5. Bill-Axelson A, Holmberg L, Garmo H, et al. Radical
prostatectomy or watchful waiting in early prostate cancer.
N Engl J Med. 2014;370(10):932-42.

6. Thompson I, Thrasher JB, Aus G, et al. Guideline for the
management of clinically localized prostate cancer: 2007
update. J Urol. 2007;177(6):2106-31.

7. Mohler J, Bahnson RR, Boston B, et al. NCCN clinical
practice guidelines in oncology: prostate cancer. J Natl
Compr Canc Netw. 2010;8(2):162-200.

8. Berry DL, Hong F, Blonquist TM, et al. Decision support
with the personal patient profile-prostate: a multicenter
randomized trial. J Urol. 2017;199(1):89-97. doi:
10.1016/j.juro.2017.07.076

9. Johnson DC, Mueller DE, Deal AM, et al. Integrating
patient preference into treatment decisions for men with
prostate cancer at the point of care. J Urol. 2016;196(6)
1640-4.

10. Stacey D, Légaré F, Col NF, et al. Decision aids for people
facing health treatment or screening decisions. Cochrane
Database Syst Rev. 2014;(1):CD001431.

11. Harrison JD, Young JM, Price MA, Butow PN, Solomon
MJ. What are the unmet supportive care needs of people
with cancer? A systematic review. Support Care Cancer.
2009;17(8):1117-28.

12. Elstein AS, Chapman GB, Chmiel JS, et al. Agreement
between prostate cancer patients and their clinicians about
utilities and attribute importance. Health Expect. 2004;7(2):
115-25.

13. Elstein AS, Chapman GB, Knight SJ. Patients’ values and
clinical substituted judgments: the case of localized prostate
cancer. Health Psychol. 2005;24(4 Suppl.):S85-S92.

14. O’Connor AM, Wennberg JE, Legare F, et al. Toward the
“tipping point”: decision aids and informed patient choice.
Health Aff (Millwood). 2007;26(3):716-25.

15. Berry DL, Ellis WJ, Russell KJ, et al. Factors that predict
treatment choice and satisfaction with the decision in men


https://orcid.org/0000-0003-0309-8763
https://orcid.org/0000-0003-0032-047X
https://journals.sagepub.com/home/mpp
https://journals.sagepub.com/home/mpp

10

MDM Policy & Practice 00(0)

16.

18.

19.

20.

21.

22.

23.

24.

25.

26.

27.

28.

29.

30.

with localized prostate cancer. Clin Genitourin Cancer.
2006;5(3):219-26.

Légaré F, Ratté S, Gravel K, Graham ID. Barriers and
facilitators to implementing shared decision making in clin-
ical practice: update of a systematic review of health pro-
fessionals’ perceptions. Patient Educ Couns. 2008;73(3):
526-35.

. O’Connor AM. Validation of a decisional conflict scale.

Med Decis Making. 1995;15(1):25-30.

Elwyn G, O’Connor A, Stacey D, et al. Developing a qual-
ity criteria framework for patient decision aids: online
international Delphi consensus process. BMJ. 2006;333
(7565):417.

Sepucha KR, Borkhoff CM, Lally J, et al. Establishing the
effectiveness of patient decision aids: key constructs and
measurement instruments. BMC Med Inform Decis Mak.
2013;13(Suppl. 2):S12.

Carrion IV, Nedjat-Haiem FR, Marquez DX. Examining
cultural factors that influence treatment decisions: a pilot
study of Latino men with cancer. J Cancer Educ. 2013;
28(4):729-37.

Costas-Muniz R, Sen R, Leng J, Aragones A, Ramirez J,
Gany F. Cancer stage knowledge and desire for informa-
tion: mismatch in Latino cancer patients? J Cancer Educ.
2013;28(3):458-65.

Deibert CM, Maliski S, Kwan L, et al. Prostate cancer
knowledge among low income minority men. J Urol.
2007;177(5):1851-5.

Kutner M, Greenberg E, Jin Y, et al. The Health Literacy
of America’s Adults: Results From the 2003 National Assess-
ment of Adult Literacy. US Department of Education;
2006.

Wang DS, Jani AB, Tai CG, et al. Severe lack of compre-
hension of common prostate health terms among low-
income inner-city men. Cancer. 2013;119(17):3204—11.
Guest G, Bunce A, Johnson L. How many interviews are
enough? An experiment with data saturation and variabil-
ity. Field Methods. 2006;18(1):59-82.

Saigal C, Robert K, Crespi C, Garcia E, Lambrechts E,
Dahan E. 654 Impact of a novel method of patient prefer-
ence elicitation on decision quality in men with prostate
cancer: pilot data. J Urol. 2012;187(4):e266—267.

Bradley EH, Curry LA, Devers KJ. Qualitative data analy-
sis for health services research: developing taxonomy,
themes, and theory. Health Serv Res. 2007;42(4):1758-72.
Saldaiia J. The Coding Manual for Qualitative Researchers
(3rd edition) Sage 2015 ISBN-13: 978-1473902497. Qual
Res Org Manag. 2017;12(2):169-70.

Gibbs G. Thematic Coding and Categorizing. Analyzing
Qualitative Data. Sage; 2018.

Palmer NR, Gregorich SE, Livaudais-Toman J, Jih J,
Kaplan CP. Racial and ethnic differences in prostate
cancer survivors’ perceived engagement in treatment

31.

32.

33.

34.

35.

36.

37.

38.

39.

40.

41.

42.

43.

decision-making. J Racial Ethn Health Disparities. 2018;
5(6):1273-83.

Chan EC, McFall SL, Byrd TL. A community-based inter-
vention to promote informed decision making for prostate
cancer screening among Hispanic American men changed
knowledge and role preferences: a cluster RCT. Patient
Educ Couns. 2011;84(2):e44—51.

Moore M, Bias RG, Prentiss K, Fletcher R, Vaughin T.
Web usability testing with a Hispanic medically under-
served population. J Med Libr Assoc. 2009;97(2):114-21.
Berry DL, Halpenny B, Bosco JLF, Bruyere J Jr, Sanda
MG. Usability evaluation and adaptation of the e-health
Personal Patient Profile-Prostate decision aid for Spanish-
speaking Latino men. BMC Med Inform Decis Mak.
2015;15:56.

Katz JN, Lyons N, Wolff LS, et al. Medical decision-
making among Hispanics and non-Hispanic Whites with
chronic back and knee pain: a qualitative study. BMC
Musculoskelet  Disord.  2011;12:78. doi:10.1186/1471-
2474-12-78

Hobbs GS, Landrum MB, Arora NK, et al. The role of
families in decisions regarding cancer treatments. Cancer.
2015;121(7):1079-87.

Marin G, Sabogal F, VanOss Marin B, et al. Development
of a short acculturation scale for Hispanics. Hisp J Behav
Sci. 1987;9(2):183-205.

Hawley ST, Griggs JJ, Hamilton AS, et al. Decision invol-
vement and receipt of mastectomy among racially and eth-
nically diverse breast cancer patients. J Natl/ Cancer Inst.
2009;101(19):1337-47.

Blackhall LJ, Murphy ST, Frank G, Michel V, Azen S.
Ethnicity and attitudes toward patient autonomy. JAMA.
1995;274(10):820-5.

Carrion IV, Nedjat-Haiem FR, Estapé T, Franco-Estrada
L. “People give opinions, but the decision belongs to the
patient”: examining cancer treatment decisions among
Latinos/as in Central Florida. J Immigr Minor Health.
2018;20(4):936-42.

Molokwu JC, Penaranda E, Shokar N. Decision-making
preferences among older Hispanics participating in a color-
ectal cancer (CRC) screening program. J Community
Health. 2017;42(5):1027-34.

Tortolero-Luna G, Byrd T, Groff JY, Linares AC, Mullen
PD, Cantor SB. Relationship between English language
use and preferences for involvement in medical care among
Hispanic women. J Womens Health ( Larchmt). 2002;15(6):
774-85.

Lin MY, Kressin NR. Race/ethnicity and Americans’
experiences with treatment decision making. Patient Educ
Couns. 2015;98(12):1636-42.

Hall MA, Dugan E, Zheng B, Mishra AK. Trust in physi-
cians and medical institutions: what is it, can it be mea-
sured, and does it matter. Milbank Q. 2001;79(4):613-39.



Michel et al.

11

44,

45.

46.

Krupski TL, Fink A, Kwan L, et al. Health-related quality-
of-life in low-income, uninsured men with prostate cancer.
J Health Care Poor Underserved. 2005;16(2):375-90.

Chaet AV, Morshedi B, Wells KJ, Barnes LE, Valdez R.
Spanish-language consumer health information technology
interventions: a systematic review. J Med Internet Res.
2016;18(8):e214.

Makoul G, Cameron KA, Baker DW, Francis L, Scholtens
D, Wolf MS. A multimedia patient education program on

47.

colorectal cancer screening increases knowledge and will-
ingness to consider screening among Hispanic/Latino
patients. Patient Educ Couns. 2009;76(2):220-6.

Reuland DS, Brenner AT, Hoffman R, et al. Effect of
combined patient decision aid and patient navigation vs
usual care for colorectal cancer screening in a vulnerable
patient population: a randomized clinical trial. JAMA
Intern Med. 2017;177(7):967-74.





