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Abstract

Objective—In the context of scientific uncertainty, treatment choices for localized prostate
cancer vary, but reasons for this variation are unclear. We explored how black and white
American men made their treatment decision.

Methods—Guided by conceptual model, we conducted semistructured interviews of 21
American (14 black and 7 white) men with recently diagnosed localized prostate cancer.

Results—Physician recommendation was very important in the treatment decision, but patient
self-perception/values and attitudes/beliefs about prostate cancer were also influential. Patients

who chose surgery believed it offered the best chance of cure and were more concerned that the
cancer might spread if not surgically removed. Patients who chose radiation therapy believed it

offered equal efficacy of cure but fewer side effects than surgery. Fear of future consequences was

the most common reason to reject watchful waiting. Anecdotal experiences of family and friends
were also important, especially in deciding “what not to do.” The new technology of robotic-
assisted prostatectomy provided optimism for men who wanted surgery but feared morbidity
associated with traditional open surgery. Few men seemed aware that treatment did not guarantee
improved survival.

Conclusion—Most men reported making “the best choice for me” by taking into account
medical information and personal factors. Perceptions of treatment efficacy and side effects,
which derived mainly from physicians’ descriptions and/or anecdotal experiences of family and
friends, were the most influential factors in men’s treatment decision. By understanding factors
that influence patients’ treatment decisions, clinicians may be more sensitive to individual
patients’ preferences/ concerns and provide more patient-centered care.
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INTRODUCTION

Approximately 1 in 6 US men are diagnosed with prostate cancer and 1 in 34 die from it
each year.! As a result of increased prostate-specific antigen (PSA) screening, most cancers
are detected while they are localized to the gland.? For localized prostate cancer, current
primary treatment options include surgery, radiation, and watchful waiting. Rigorous
evidence is still lacking regarding which option offers the best long-term survival, and each
is associated with significant morbidity.2 Therefore, when diagnosed with localized prostate
cancer, men face complex and often inconclusive information regarding treatment options
and associated outcomes.

Treatment choices for localized prostate cancer appear to vary widely, although it is unclear
whether this variation is a result of patient values or other factors such as information
received or emotional feelings about a cancer diagnosis.* Furthermore, considerable
variation exists in prostate cancer treatment by racial/ ethnic groups,>® with black men more
likely to receive radiation therapy and white men to receive surgery.” Watchful waiting is
the least used treatment option, chosen by fewer than 10% of men overall, with blacks more
likely to choose it than whites.8:°

Few qualitative studies1®11 conducted near the time of initial diagnosis and treatment have
elicited patients’ perspectives about the reasons for their treatment choices. Such studies
included few minority participants and lacked variability in treatment selected1® and most
often studied only patients of urologists.}! There is little research regarding how patients’
personal values shape and influence their individual treatment decision.*12 In this
qualitative interview study, we explored how black and white American men who selected a
variety of treatment options made their prostate cancer treatment decision shortly after their
diagnosis. The purpose of the study was to gain an in-depth understanding of men’s
perspectives on selecting their prostate cancer treatment.

METHODS
Study Sample

Patients with newly diagnosed localized prostate cancer were recruited through referrals
from 3 urology offices and 1 radiation oncology office in metropolitan Detroit, Michigan,
and also through recruitment flyers in hospitals and doctors’ offices. The sampling aim was
to select information-rich cases representing each of the main treatment strategies for
prostate cancer (ie, surgery, radiation, and watchful waiting) and to maximize the likelihood
that a broader range of experiences could be obtained. Purposeful sampling strategy is able
to do just that, ie, providing us with a diverse study sample in terms of treatment choice,
race, age, social class, and income.13

We had no problems recruiting men who chose surgery or radiation, and data saturation was
reached for these groups. However, we had some difficulty finding and recruiting men who
chose watchful waiting; we were only able to recruit 2 and may not have reached saturation.
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Eligibility criteria were: age younger than 75 years, recently diagnosed localized prostate
cancer, a treatment consultation with either an urologist and/or radiation oncologist, and
self-identification as either black or white. Excluded were patients who were not given a
treatment choice due to medical contraindications or those unable to communicate in
English. The study protocol was reviewed and approved by the Wayne State University
institutional review board.

Data Collection

The semistructured interview guide (Appendix) included multiple cognitive (eg, a rational
weighing of the pros and cons of a specific treatment option) and affective (eg, fear of
cancer and death) domains of health behavior, based on the Health Belief Model (HBM) and
the Cognitive-Social Health Information Processing (C-SHIP) Model415 (Figure).
Interviews took place either in the participant’s home or in a research office, according to
the participant’s preference. Interviews lasted approximately 60 to 120 (median 90) minutes
and were audiotaped and transcribed. Most of the interviews were conducted by R.D., an
African American researcher, and others by J.X., a Chinese American family physician and
researcher. Both were trained and experienced in qualitative research.

The interviews began with a general, open-ended question eliciting participants’ perceptions
of their health status prior to their diagnosis of prostate cancer and their general beliefs about
cancer and cure. Participants were then asked to describe their experiences learning about
the diagnosis, their treatment decision-making process, and their beliefs about the efficacy
and side effect profile of each treatment option. Perceptions of influential information
sources and barriers and facilitators of decision making were also elicited. Patient clinical
factors (eg, PSA level, Gleason score, tumor stage) and comorbidities were provided by the
referral physician and/or from self-report during interview.

Data Analysis

Verbatim transcripts were checked against audio-tapes to verify accuracy and entered into
Atlas.ti V5.0, qualitative analysis software. Analysis was ongoing during data collection.16
The theoretical preconceptions from our model were used to build a preliminary skeleton, or
axis, of codes.16 Three authors (J.X., R.D., and S.E.) independently read the transcripts to
look for recurring emergent themes, using immersion/crystallization analysis technique.3.16
After the team agreed we had captured the relevant themes, we developed operational
definitions of the themes. Each transcript was then independently coded by at least 2
reviewers. When disagreement occurred, the transcripts were reviewed again and consensus
was reached by discussion. Once all transcripts were coded, analyses of the themes, such as
patterns of development and frequencies of occurrence, were compared across participants.
Memos and notes were written to preserve ideas throughout data collection and analysis
regarding emerging theory.18 Main findings were presented to 10 interviewees for their
feedback and confirmation of the findings.
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Twenty-one newly diagnosed localized prostate cancer patients were interviewed. They
consulted a total of 12 urologists and 6 radiation oncologists in the local metropolitan area.
Sociodemographics, tumor characteristics, and treatment selected are summarized in Table
1. Most men were otherwise healthy and none had a previous cancer diagnosis.

The time elapsed between diagnosis and interview ranged from 1 to 6 months, with the
exception of 1 man, who chose watchful waiting and had been diagnosed 2 years previously.
Among the men who chose active treatment (n = 19), 7 had not yet been treated at the time
of interview, 10 had been treated within the previous 2 months, 1 had been treated within 3
months of and another 5 months prior to interview.

Decision-making Process and Influencing Factors

For most men, both black and white, treatment decision making occurred within an
emotional context of fear and uncertainty and without systematic use of information. Most
men reported coping with the distress by attempting to take control of the decision-making
process. They sought information from a variety of sources, including second opinions from
physicians and informal social networks. A complex interaction of internal and external
factors influenced the treatment decision. Internal factors included personal attributes,
attitudes/ beliefs about cancer, and perceptions of treatment options. External factors
included influential individuals, including physicians, family and friends, particularly other
prostate cancer survivors.

Guided by our conceptual model, below are more detailed descriptions of the major themes
that emerged during the interviews as factors that influenced men’s treatment decision.
Men’s perceptions and specific reasons as to why they chose or did not choose each of the
main treatment options are provided in Tables 2 to 4.

Self-perception, Values and Preferences

Most men described their personality and temperament, life stages and goals, and
occupation to provide a context to their decision-making process. This self-perception
appeared to be the most fundamental part of the experience of cancer and the lens through
which all else was interpreted. For example, one man described himself in the following
way:

| am a planner, thinker and worrier ... 1’d like to get it over with and move on with
life and not have to worry about it. Something that doesn’t result in a cure is not a
viable option in my mind. [60, white, surgery]

All men mentioned their age as influencing their decision. Being “young” was a justification
for rejecting watchful waiting by men with a range of ages, based on their belief that
watchful waiting is more appropriate for “older men.” Other justifications for rejecting
watchful waiting were self-perception as having good general health and the longevity of
their relatives.
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Although survival was a goal of treatment for most men, some emphasized valuing quality

of life over survival. Many men stated their initial goal was to “take it out” through surgery
but later changed their minds after learning the possible side effects of this treatment.

| went there with the attitude, this is a no-brainer ... Just take it [prostate] out. So
then a surgeon comes in, and he says ... “You’ll have a catheter for 2 weeks. You’ll
be wearing a bag for about a month™ ... I can’tdo it ... And he said, “There’s a
slight, slight chance you’ll be wearing a diaper.”” Well, God bless people who wear
a diaper, but that’s not me. To me, it’s the quality of life not the quantity of life. 1I’d
rather be gone than that.”” [57, white, external radiation]

On the other hand, fear of cancer progression caused some men to choose surgery, despite
potential side effects. One man who witnessed his father’s death from prostate cancer was
very anxious about his cancer and wanted it “out” as soon as possible. When asked if side
effects such as impotence influenced his decision on surgery, he explained:

Well, I didn’t think about that stuff...l would rather live than have sex... | don’t
look at myself not being a man because | can’t have sex. [55, black, surgery]

Personality traits and education also played a major role in decision-making style. For
example, men who described themselves as “I am a self-reliance type of guy” were more
active in the decision-making process, searching for information from different sources and
social networks. These individuals were more likely to seek second, third, or even more
professional opinions. Similarly, some highly educated men sought additional opinions and
had a harder time selecting a treatment because the information was “too general” and there
was a “lack of consensus among experts.”

Attitudes/Beliefs About Cancer, Treatment, and Cure

Treatment decisions were affected by prior beliefs about cancer and cure, perceptions of
efficacy and side effects of treatments, aggressiveness of the cancer, coping styles, and
religion/faith. Most men believed surgery was the best option for cure by “taking the cancer
out,” as other treatments “leave the cancer in” the body, potentially leading to recurrence.
Furthermore, radiation was considered “nasty stuff,” possibly damaging other organs and
causing suffering (skin burns and hair loss).

Most men who chose radiation stated that either radiation or surgery could cure their cancer,
but radiation was less invasive, thus leading to fewer side effects than surgery. Prioritizing
quality-of-life issues, some chose radiation despite their belief that surgery may provide
better chance of cure.

I know for this early-stage disease, if | take surgery, which probably gives me
maximum chance of it never occurring again. So if | was older, 1’d probably take
surgery, but you know, I’m not. | don’t want to be [impotent]...I want to enjoy
myself for a few more years, hell. [53, white, brachytherapy]

Other men believed surgery and radiation would have similar side effects, thus minimizing
the role of side effects in their decision.
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I know there was a chance, no matter what treatment I had, that after 2 years, your
odds of impotence or incontinence is going to be about the same. [49, white,

surgery]

Others believed that their cancer was so small and nonaggressive they did not need active
treatment at all:

If it’s not bothering you, don’t mess with it. If it’s bothering me real bad, yeah, |
might do something, but if it’s not bothering me, why mess with it. [53, black,
watchful waiting]

Some men who wanted surgery but feared the side effects of traditional open surgery were
pleased to learn of the option of robotic-assisted prostatectomy (RAP). Half of the
participants (4/8) who chose surgery were aware of this option. These men described the
new technology as “less invasive and more precise, and able to better protect the nerve,”
leading to fewer side effects, especially sexual dysfunction. However, only 2 men actually
received the newer procedure. The other 2 men received traditional surgery because they
were comfortable with their urologists who did not perform RAP and who reassured their
patients that the outcomes were about the same.

For some, prayer and faith in a higher being helped determine their approach to treat the
cancer; this seemed especially true for black men. For example, one black man chose
watchful waiting primarily based on his faith that “God will take care of me.” On the other
hand, watchful waiting was often referred to as “do nothing.” Although many participants
believed that their prostate cancer was slow growing, they still thought it eventually would
“kill” if not actively treated:

If you watch and do nothing it’s going to obviously progress. It’s like, well, you’re
waiting for the time bomb to explode. [57, black, brachytherapy]

Influence of Physicians

Most participants remembered that their diagnosing urologist presented them with several
treatment options, but only half recalled being told the option of watchful waiting. Some
men were initially frustrated by the fact that the urologist did not recommend any one
treatment over others but later thought it showed professionalism and appreciated it.

Many men talked about the influence of a direct recommendation from their physician. They
frequently cited urologists as saying “at your age | would recommend surgery because it
offers the best chance for cure,” whereas others spoke of radiation oncologists advising them
to choose radiation over surgery because “radiation can get rid of the cancer with fewer side
effects.” However, more men were influenced by their physician’s description of treatment
options, even when the physician did not offer a specific recommendation. For example,
many recalled their urologist stating that surgery was no longer an option after initial
radiation, and this information strongly influenced their decision.

What he [urologist] told me is that if you do radiation to treat this cancer, there is
no plan B. That is, if something comes back later, you’ve got a problem. You can’t
do radiation again; you can’t do surgery, because there’s so much fibrosis. |
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thought it over and said, boy, | don’t like the sound of that. That’s not a good plan.
You always need a plan B. [60, white, surgery]

Another common influencing remark made by urologists was that the only way to confirm
the extent of the cancer is by performing surgery. For some men, the uncertainty of their
cancer stage was intolerable and they chose surgery to be more certain.

He [urologist] didn’t say it was the best procedure but he was saying that it had a
greater outlook for things and make sure that it hasn’t gone through your body.
[51, black, surgery]

Although most men were concerned about impotence, many who chose surgery seemed to
be influenced by their urologist’s positive attitudes about treating impotence with drugs. In
addition, they were reassured by their urologist that impotence could be avoided by a
competent surgeon: “It’s just a matter of who does it.”

On the other hand, respondents who rejected surgery due to concerns about side effects
stated that they had to get over the negative biases against radiation, referring to reassurance
by their radiation oncologist that current therapy “is technologically improved and not your
grandfather’s radiation.”

Most men (17/21) reported seeking at least 1 professional second opinion; 4 men did not and
all were black. Three of these 4 also did not seek additional reading information beyond the
brochure given by their urologist, saying they had enough information, or had confidence
and trust in their urologist or trust in God, or concern about possible delay in treatment. One
man indicated that different opinions would make it harder for him to make the decision.
Financial cost was denied as a factor for not seeking second opinion.

Some men sought additional opinions at their urologist’s suggestion, while others obtained a
second opinion because they disagreed with the initial treatment recommendation. The
median number of urologists men consulted for advice was 2 (range, 1-8); most also
consulted a radiation oncologist (range, 1-3). Some sought help from their primary care
physicians or physician acquaintances. Many times, the second opinion conflicted with the
first opinion.

I was seriously considering having the surgery, the way the urologist made it sound
like, ““oh, my goodness, you know, you’ve got do this [surgery] as soon as
possible.”” Then | went to [different hospital], and they recommended watchful
waiting. [63, black, watchful waiting]

Agreement among physicians regarding the most appropriate treatment was a powerful
influence. For example, one man initially chose brachytherapy based on his friend’s
experience, despite his urologist’s recommendation of surgery. Then he sought out this
friend’s physician (an urologist) as a second opinion. To his surprise, this physician
recommended surgery for him, which he chose despite his initial reluctance.

Conflicting recommendations caused more confusion and anxiety for some men. For
example, one man stated:
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My urologist recommended that | undergo radiation. When | talked to my primary
care physician, he thought | should do surgery. So it was like, these are the experts,
now | have to decide which one I do. [60, black, external radiation]

In the process of seeking second opinions, many men noted that physicians tended to
emphasize the positive aspects of their own method of treatment, while minimizing the side
effects or even withholding some of the information.

When you go to one doctor, they tell you about what the other doctor hasn’t told
you, by both sides. The radiologists would tell you something about surgery that the
surgeon didn’t tell you. The surgeon would tell you something about radiation that
the radiologists didn’t know. I’m not saying they did on purpose. [59, white,
external radiation plus hormone]

Distrust of physicians and the health care system was mentioned by 3 black men but none of
the white men. One man questioned the financial motivation of surgeons who may
recommend unnecessary surgery. General distrust of the health care system contributed to
another’s decision for watchful waiting. The third black participant also mentioned the
physician’s race as an important consideration regarding trust of the advice.

It [race] made a big difference. You know, | had more confidence in his opinion
because he was a black man. | don’t have complete confidence in white people
being concerned about us, and so yeah, it had a big factor on it, and that’s why |
wanted black doctor. [60, black, surgery]

Influence of Family and Friends

Most men sought information and advice from friends or family, particularly those with
personal experience with prostate cancer. Only 2 men did not talk to other prostate cancer
patients. The experience of others often exerted strong sway over patients’ final decisions.

A good friend of mine had surgery. He was a young man going in and he has
nothing now. He dribbles, he’s incontinent, and he doesn’t have sexual function. |
couldn’t imagine myself in that way. [59, white, external radiation plus hormone]

| talked to people and they all had different treatment. Some had surgery, some had
radiation and each one swore by the treatment that they had, with the exception of
my friend, who had undergone the latest surgical technique, the robotic surgery.
My friend said, ““After having gone through the surgery, | would do radiation,”
which was very helpful. [60, black, external radiation]

My friend got [external] radiation and he said it hurts, he lost his hair and his sex
drive. Other friends told me surgery is painful. [55, black, brachytherapy]

Wives or partners were not typically reported as influential in the men’s final decision. The
typical roles for wives were as information gatherers, processors, and supporters. However,
some men reported feeling pressure to accept aggressive treatment. One who initially chose
watchful waiting plus natural supplements decided on radiation due to family pressure.
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DISCUSSION

In our sample, men with localized prostate cancer reported making “the best choice for me”
by taking into account medical information gained from all sources and personal factors
while personally framing the meaning of the diagnosis and treatment. Cancer eradication
was nearly every patient’s initial goa, and for many men it remained the primary factor in
their decision, but for some, quality-of-life issues were almost equally important. A direct
recommendation from a physician influenced men’s decisions. However, when physicians
did not directly recommend a treatment, their description of efficacy and side effects of the
different options was influential. Anecdotal experiences of family and friends were also
important, especially in deciding “what not to do.” The new technology of RAP provided
optimism for men who wanted surgery but feared the morbidity associated with the
traditional open surgery. However, the final treatment decision was influenced by opinions
and expertise of their trusted urologist. Fear of future consequences was the most common
reason to reject watchful waiting. Few men seemed aware of uncertainty and the notion that
active treatment may not improve survival any better than watchful waiting.

Comparison with Existing Literature

Our study supports previous findings that patients often have an incomplete or inaccurate
understanding of treatment options, do not use information systematically, and need patient-
centered information to facilitate their decision making.19-11.17.18 |n addition, processing
medical information is influenced by previous beliefs about cancer and cure, and personal
history factors.12:18

Consistent with Denberg et al,1! the anecdotal experiences of prostate cancer survivors
among family and friends played an important role in the men’s treatment decisions.
Contrary to previous reports that few patients sought a second opinion,19-12.17 3 majority of
our participants sought a second opinion. The different results may be related to the fact that
most other study samples were from urology clinics only,10:11.17 while our sample included
men recruited from radiation oncology offices as well. We found that men seeking a second
opinion expressed the recognition that physicians were not infallible, whereas having faith
and trust in doctors was associated with not seeking a second opinion.

Men who were aware of RAP believed it to be minimally invasive and more precise, thus
reducing complications such as impotence and incontinence as compared with conventional
open radical prostatectomy (ORP). Currently, there is lack of evidence to support these
beliefs.1® Furthermore, the emerging literature suggests that the more costly RAP may result
in more incontinence and impotence and lead men to regret their decision more than men
who received ORP.20:21 Further research is particularly relevant because of soaring
treatment costs of new, unproven technologies.

Little research has addressed racial/cultural differences in the treatment decision-making
process.* Blacks are known to report less trust in the health care system, which may
contribute to health disparities.2? In our study, some black men mentioned their distrust of
physicians or the health care system influenced their treatment decision. Some black men
also emphasized the role of God/religion in helping them cope with the distress of their
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diagnosis and treatment decision making. Personality and education seem to have an effect
on the decision-making process, such as in information gathering and the deliberation of
treatment choices. Given the greater prostate cancer incidence and mortality among black
men, L7 studies are greatly needed to explore the decision- making process in black
communities, especially those with lower socioeconomic status.

The above study findings are consistent with our conceptual model. This model describes a
process whereby a combination of factors unique to each individual contributes to decisions
regarding health behaviors, such as decisions about which treatment is most appropriate for
localized prostate cancer. These decisions, in turn, influence their satisfaction with treatment
and subsequent quality of life. Based on findings from this study, we suggest that,
ultimately, treatment decisions are determined by the way an individual processes health
information at the cognitive level (eg, a rational weighing of the pros and cons of a specific
treatment option) and at the affective level (eg, fear of cancer progression and death).
Furthermore, multiple cognitive and affective domains of health behavior, from attitudes and
beliefs to self-efficacy and health locus of control, are all influential in individual men’s
choice of treatment. These factors, along with the clinical factors (eg, tumor aggressiveness/
prognosis, age, and comorbidity) on which clinicians generally base their treatment
recommendations, 23 are all salient for men with prostate cancer.

Strengths and Limitations

Although small, our study provides new insights about the salient aspects of prostate cancer
treatment decision-making experiences with a focus on black men. First, our interviews
were conducted before or shortly after the men received treatment for localized prostate
cancer, thus reducing the potential for recall bias that may occur based on a man’s
experience with treatment outcomes. Second, our sample includes participants with a range
of education and socioeconomic backgrounds who consulted primary care physicians and
radiation oncologists in addition to urologists, in contrast to previous studies focusing on
patients from urologist offices only.10.11 In addition, data saturation was reached for men
who chose surgery and radiation, which suggests that all important factors were identified in
these groups. Finally, our data collection and data analysis were guided by theoretical
model, which provided us a comprehensive framework to accomplish our research aim by
enhancing the breadth and completeness of our data.

However, generalizing these findings is limited by the exploratory nature of the study, the
small sample size, and the sample characteristics. Although we reached saturation regarding
the decision for surgery and radiation, it is possible that another sample drawn from older
men may report a different experience. In addition, the study sample was drawn from
English-speaking volunteers from one geographic area and may not be representative of
other areas. However, the study aimed to contribute to theory development, questionnaire
design, and hypothesis generation rather than seek “empirical generalizations.” Finally, there
were only 2 men in our sample who chose watchful waiting; thus, we may not have reached
data saturation with this group. Our study sample is younger (mean age, 58 years) than
reported previously,19-1217 which may explain the small number of men choosing watchful
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waiting. Despite these limitations, emergent themes from this research are likely to have
universal applicability.

CONCLUSIONS

Here we report one of the first studies to include black men’s descriptions of their prostate
cancer treatment decision-making process. While multiple factors influence men’s treatment
decision, perceptions of efficacy and likely treatment side effects (either from physicians’
description or anecdotal experience of family and friends) are the most influential. Making
“the best choice for me” takes into account the medical information gained from all sources
plus the personal factors that men bring to the decision process.

In addition to providing evidence-based medical information, clinicians should assist
patients to select a treatment choice that encompasses their individual concerns, values, and
preferences regarding cancer recurrence and potential side effects. By understanding the
factors that influence patients’ decision making, clinicians may be more sensitive to
individual patients’ preferences and provide more patient-centered care.
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Appendix. Interview Guide

. Health History: Tell me about your general health before you were diagnosed with prostate cancer
(briefly).

. Perceptions of Cancer: Tell me what you know about cancer in general (briefly).
a.  Whatisit?
b.  What can it do to you?
c.  How can it be treated?

. Personal Experience With Prostate Cancer: Tell me about your experience with prostate cancer from the
diagnosis until now (ie, personal story).

a.  Tell me about how and when you learned that you had prostate cancer
b.  How was the diagnosis made?

c.  How were you told about it?

d.  What was your reaction when you heard it?
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i What were your feelings then?
ii.  What were your most afraid of?
iili.  How did you handle that fear?
iv.  What happened next?
e. Whom did you tell, and what was their reaction?
f. What is your understanding of your prostate cancer (severity, prognosis)?
g.  Who has the most control over your illness (physicians, self, God, no one)?
. Treatment Options and Perceived Efficacy and Side Effects:
a.  What treatments options do you have (or being offered)?
b.  What do you think about each of the options?
i. Explore the positive and negative aspects of each option.
ii.  What do you think each of the treatment options will do to your cancer?
1. Willitwork?
Can your cancer be cured?
How likely is it that this will happen?

2

3

4. What will you do if it does not (cure your cancer)?
5 How does this affect your view of treatment?

6

Why do you think this way (probing knowledge, beliefs, values, preferences,
perceptions, trust, advice from doctors and/or friends, social support)?

iii.  What is your understanding of the side effects of each treatment?
1. Whatare they?
2 How likely is it that this will happen?
3 What will you do if it does?
4. How does this affect your view of treatment?
5

Why do you think this way? (probing knowledge, beliefs, values, preferences,
perceptions, trust, advice from doctors and/or friends, social support)

. Treatment Decision Making Process: Tell me about how you made the decision to have
treatment. Start from the beginning and tell me about all the things that entered into the decision—people,
places, or moments that helped you or influenced your decision, and tell me all the way up to when you
made your final decision.

a.  Who was (or is) involved in the decision process?

b.  What treatment options were (or are) considered?

c.  Why did you choose this option over the others?

d.  What kinds of thing did you consider when trying to decide?

e.  How important was (is) each of these considerations?

f. Where do (or did) you get information about prostate cancer and its treatment?

g.  Did you seek a second opinion? If yes, did you find it helpful? What was recommended and/or
advice?

h.  Who or what is (or are) the most important person or thing that influenced your decision in your
prostate cancer treatment?

. Perceived Facilitators and Barriers of Decision Making:
a.  What helped your decision making?
b.  Have you experienced any barriers?

i What hindered the decision making (probing cost/insurance, resources/social support,
knowledge/beliefs/trust/health literacy)?

ii.  Did you get the kind of information you want/feel you need about (disease) and its
treatment?
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Additional Questions: Is there anything else you would like to tell us?
Disease and Demographic Information (please fill in or circle):
a.
b.

How difficult is it for you to make the final treatment decision?

Is there anything your doctor(s) could do or should not have done to make it easier for you to make

a decision?

Who do you like to make the decisions in health care (self, physicians, family or collaboration)?
How confident or comfortable are you that you have made the best treatment possible for you?

What your advice would be if future patient ask you for advice on choosing a treatment for

prostate cancer?

PSA level

Gleason score (if known)

Date of diagnosis

Date of treatment (or scheduled)

Age:

years

Education

Less than high school
High school
Some college

Graduate degree

Marital status

Married
Single
Divorced
Widowed
Cohabited

Medical insurance (please circle all that apply)

Private
Medicare
Medicaid

No insurance

Employment

Employed or self-employed
Unemployed
Retired

Total yearly household income, before tax deductions

<$9999

$10 000-$19 999
$20 000-$29 999
$30 000-$39 999
$40 000-$49 999
$50 000-$69 999
$70 000-$89 999
2$90 000

(at the diagnosis of prostate cancer)
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Figure. Conceptual Model
aStaging describes the extent or severity of an individual’s cancer based on the extent of the

original tumor and the extent of spread in the body. The stage can be used to estimate the
person’s prognosis.

bProstate-specific antigen (PSA) is a protein produced by cells of the prostate gland. The
PSA test measures the level of PSA in the blood. The higher a man’s PSA level, the more
likely his prostate cancer is aggressive.

CGleason score is based upon microscopic appearance of tumor pattern. Higher number
represents more aggressive tumor. The Gleason score ranges from 2 to 10, with 10 having
the worst prognosis.
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Table 2

Men’s Perceptions Regarding Surgery (Radical Prostatectomy)

Page 17

Reasons Why Chosen

Reasons Why Not Chosen

Offers the best chance of cure

Cancer is gone, don’t have to worry

Get it over and move on with life

Still can do radiation if cancer recurs

Doctor recommended it

Friend(s) who went through it had good results
Best way to know if cancer has spread

Fear of radiation

Want to live at any cost

Doctor said there were pills to deal with impotence
Cancer too aggressive

Robotic surgery more precise, less invasive with fewer side
effects

Celebrities who had surgery and were “cured”

More invasive
More side effects than radiation
Don’t want to deal with a “bag” (incontinence concern)

Can’t ensure the “nerve” would be spared (impotence
concern)

Have to stay in hospital (serious infection and mistakes
may occur)

May die from anesthesia or other surgical
complications

Disrupt work and daily routines

Painful, takes time to heal

Doctor did not recommend it

Previous bad surgical experience (self or others)

Would not heal well because of comorbid conditions
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Men’s Perceptions Regarding Radiation (External Radiation and Brachytherapy)

Reasons Why Chosen

Reasons Why Not Chosen

As good as surgery to cure cancer

Less invasive

Fewer side effects

New technology, more precise

Can continue working during treatment

Quick, convenient, and less disruption with job (seeds)

Seeds have same cure rate as external radiation and
surgery, but more precise

Avoid surgery
Doctor recommended it
Friend(s) who went through it had good results

Broader indication (eg, aggressive tumor, poor health)

Not as good as surgery to cure cancer
Unsure if cancer completely gone
May not be able to have surgery if cancer recurs

Worry about side effects: unpredictability, nausea, hair loss,
rectal side effects

More side effects than surgery

Treatment length too long (external)
Inconvenience (external)

Doctor did not recommend it

Previous bad radiation experience (self or others)

Not comfortable having radioactive seeds inside body
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Men’s Perceptions Regarding Watchful Waiting

Table 4

Reasons Why Chosen

Reasons Why Not Chosen

Maintain current quality of life

Cancer slow-growing, may never cause problems
Will be able to act if cancer progresses

God will take care of it

Doctor recommended it

Only for older people with poor health

Too young

Cancer will progress and kill

Too risky, like living with a “ticking time bomb”
Doctor did not recommend it

Don’t know about it

Friend(s) went through it had bad results

Don’t feel comfortable doing nothing with cancer
Would worry too much about cancer spreading
Family would be very upset

Avoid regret later
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