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Original Article on Surgical Management of Stress Urinary Incontinence in Men

Patient decision-making for surgical treatment of post-
prostatectomy stress urinary incontinence: a mixed-methods
exploratory pilot study
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Background: Male stress urinary incontinence (SUI) is a known complication following surgical
intervention on the prostate, particularly following surgery for prostate cancer. Effective surgical treatments
for SUI include artificial urinary sphincter (AUS) and male urethral sling. Prior data suggest that men may
forego available treatment despite bothersome symptoms. The objective was to explore how men who
underwent surgical correction for post-prostatectomy SUI navigated SUI treatment decisions.

Methods: Mixed method study was employed. Semi-structured interviews, participant surveys and objective
clinical assessment of SUI were performed among a group of men living with incontinence after prostate
cancer surgery who underwent surgery for SUI at the University of California in 2017.

Results: Eleven men were interviewed after consultation for SUT and all had complete quantitative clinical
data. Surgery for SUT included AUS (n=8) and sling (n=3). There was a decrease in pads per day from 3.2 to
0.9 and no major complications. Most patients found that the impact on activities and their treating urologist
were of great importance. Sexual and relationships played a variable role with some participants ranking
these as “great deal of influence” and others “little or no influence”. Participants who underwent AUS were
more likely to cite a higher importance on “being very dry” in choosing that surgery while sling patients
had more variable ranking of important factors. Participants found a variety of inputs helpful in hearing
information about SUT treatment options.

Conclusions: Among a group of 11 men who underwent surgical correction for post-prostatectomy SUI,
there were identifiable themes on how men make decisions, evaluate quality of life (QoL) changes and
approach treatment options. Men value more than being dry with measures of individual success that can
include sexual and relationship health. Furthermore the role of the Urologist remains crucial as patients
relied heavily on input and discussion with their Urologist to assist in treatment decisions. These findings
can be used to inform future studies of the experience of men with SUT.
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Introduction

Following surgical treatment for prostate cancer, 10-30%
of men will have persistent urinary incontinence (1-3).
Even in the era of minimally invasive options and improved
surgical techniques, data continue to suggest similar rates
of stress urinary incontinence (SUI). Furthermore, older
patients with higher comorbidity scores are more likely to
experience SUI post-operatively (1,4). Of great concern to
patients and providers alike is the impact of SUI on quality
of life (QoL), embarrassment, shame, social isolation, and
depression (5,6).

Despite the number of men living with SUI following
treatment for prostate cancer and large studies that
demonstrate excellent safety and high patient satisfaction
for surgical treatment for SUI (7-10), only a small fraction
(~3-6%) are treated with surgical intervention (11-14). Men
who delay or choose not to undergo treatment for SUI have
significantly higher levels of decisional regret compared

Highlight box

Key findings

* Among a pilot of men who underwent surgical correction for post-
prostatectomy SUI, there were identifiable themes on how men
make decisions, evaluate QoL changes and approach treatment
options.

® Men value more than being dry with measures of individual success
that can include sexual and relationship health.

What is known and what is new?

What is known:

® There is a large number of men living with SUI following
treatment for prostate cancer but only a small fraction (~3—6%) are
treated.

® Men who delay or choose not to undergo treatment for SUT often
regret their decision.

What is new:

* This study begins to shed light on what factors help men make
decisions on SUI treatment.

What is the implication, and what should change now?
* Providers managing SUI should go beyond dryness to assess
patient goals and refer for SUI treatment sooner.
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to those who undergo treatment (15). There are therefore
men living with untreated incontinence following treatment
for prostate cancer whose QoL concerns are not being
adequately addressed by current practice patterns.

Much of what is known about the experiences of men
with SUI comes from cohorts of men who undergo
treatment for prostate cancer or specific treatment for SUIL
Men who are living with incontinence after prostate cancer
treatment and attempting to navigate when, how, and from
whom to seek care for their SUT are relatively understudied.
Qualitative analysis is uniquely suited to answer questions
regarding patient decision making and lived experience.
Broadly, qualitative research involves studying “human
experiences and realities, studied through contact with
the individual in their natural environments to produce
rich, descriptive data that will help us to understand those
individual’s experiences” (16). To address the knowledge gap
between why men may suffer from severe symptoms but not
seek treatment we conducted a pilot study of men seeking
care for post-prostatectomy SUI, to capture their objective
and subjective experiences and inform development of a
qualitative interview guide.

Methods
Study design and patients

Mixed methods were employed to understand the
experience of a cohort men living with post-prostatectomy
urinary incontinence. Semi-structured interviews, online
participant surveys and objective clinical assessment of SUI
were performed among a pilot group to guide a future,
larger mixed methods study.

Recruitment

Patients were approached as part of a prospective
exploratory study of the lived experience of men with SUIL
Participants were eligible if they had undergone consultation
for SUI at University of California San Francisco between
2015-2017. Recruitment for the interview aimed to include

Transl Androl Urol 2023;12(5):849-858 | https://dx.doi.org/10.21037/tau-22-618
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men who had experience with each surgical treatment for
male SUI artificial urinary sphincter (AUS) (“sphincter”,
AMS 800™ Boston Scientific Marlborough, MA, USA) and
male sling (AdVance XP™ Boston Scientific Marlborough,
MA, USA). The study was conducted in accordance with
the Declaration of Helsinki (as revised in 2013). This study
was approved by the Institutional Review Board at the
University of California, San Francisco (REF#341528) and

informed consent was taken from all individual participants.

Data collection

Semi-structured pilot interviews

Interviews were conducted by trained interviewers (LAH,
KQ) by telephone using a minimally structured interview
guide to begin to build an outline of possible themes
and relevant aspects of the lived experience to inform a
future, larger mixed methods study and development of
the semi-structured interview guide to be used in that
study. Interviews were conducted after participants had
been evaluated for SUI and made a treatment decision.
Topics of interest for these interviews were identified by
the research team and included: patient experience with
incontinence, exploring/understanding treatment options
for incontinence, treatment decision-making, surgical
expectations, and surgical outcomes. The interview guide
was expanded and updated throughout the interview
process, integrating new, participant-generated topics of
interest that emerged through interviews.

Participant survey

After completion of the qualitative interview, participants
were asked to complete a brief, online survey aimed to assess
the motivational factors that led them to seek treatment for
their SUT and to understand which factors were important
to them in deciding which treatment choice they made. All
study participants had demographic, clinical and patient
reported outcome measures (PROMs) collected as per
their participation in the quantitative portion of the study.
These data and participant survey questions accompany this
manuscript as Appendix 1.

Data analysis

After complete transcription of all pilot interviews, 3
coders (NMS, CB, LAH) read all transcripts for themes
that emerged using Dedoose, an application for managing,
analyzing, and presenting qualitative and mixed method

© Translational Andrology and Urology. All rights reserved.
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research data (SocioCultural Research Consultants, LLC,
Los Angeles, CA, USA). As this was pilot data meant to
generate preliminary qualitative data for future study,
formal theme analysis and saturation which is well described
in qualitative literature was not sought given that this was
an exploratory study (17-20).

Results

Fifteen patients were approached to participate in the study
and 11 were enrolled with complete information. Four
patients had a history of pelvic radiation. Three patients
underwent sling and 8 underwent sphincter for management
of SUL The average pads per day decreased from 3.2 to 0.9
following treatment, and patients experienced no surgical
complication beyond transient urinary retention in 3

patients (Table I).

Factors influencing the decision to choose surgery

Patient factors that were reported to have a “great deal
of influence” vs. “little to no influence” in the decision to
pursue surgery are summarized in Figure 1. The factor of
greatest significance was individuals’ activities, followed
by their urologist, and a sense of embarrassment related to
their incontinence. This aligned with how men spoke about
their bother in narrative interviews—*“I enjoyed walking;
I certainly cut back on the amount of walking I did. Secondly,
my wife and 1 we travel a lot, we are both retired and we enjoy
travelling abroad, so we go abroad two or three times a year; and
we go typically for three weeks—between three and four weeks
at a time. So I was finding it, you know, when you go to some
third world country or whatever, you don’t know what the hell
you gonna be able to buy over there. So I always used to take, you
know, at least an average of two pads a day to make sure that was
no issue when I was over there” (Participant 5).

Sex and relationships appeared to be individualized, with
some noting that these played a large role in decisions,
while others noted little impact from these domains. For
example, for one participant sex played a substantial role:
“I guess probably it did because as far as like sex life I didn’t feel
comfortable at all because of the leakage. I was afraid that I was
going to leak. So it definitely affected my decision to proceed with
[surgery].” (Participant 6). For other men, such as Participant
8, concomitant ED meant sex was not a major factor in
pursuing surgery for SUI—“[A]t that point too I couldn’t get
any type of an erection or anything. So we bounced around doing
the penile implant and the sphincter valve” (Participant 8).
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A Patient Factors in Decision-Making
"Great Deal of Influence"

853

B Patient Factors in Decision-Making
"Little to No Influence"

Relationship = Sex u Activities
Embarrassment ® Family members = Primary care doctor

= Urologist

Relationship = Sex = Activities
Embarrassment = Family members = Primary care doctor

= Urologist

Figure 1 Patient factors important to patient decision-making. Patients choose from among the list of factors based on the question “Which

of the following had an influence on your decision to have treatment for incontinence”. Relationship, “relationship status”; Sex, “sexual

function, sexual relations, or intimacy”; Activities, “being able to do the activities you wanted to”; Embarrassment, “embarrassment or stigma

about urinary leakage”; Family members, “your family members or friends”; Primary care doctor, “your primary care doctor”; Urologist, “your

urologist (surgeon)”; Other, “is there something else that had a big influence on you that we didn’t ask about?” was an offered choice that no

patient selected. It was therefore not included.

Factors influencing type of surgery

Among our cohort of men, we also examined what
factors influenced the type of surgery (sling vs. sphincter)
the man chose. Participants were given the structured
opportunity to rank 5 considerations (“Being very dry”,
“Avoid future surgery”, “Not having a mechanical device
that requires manual operation to urinate”, “Fewest
number of possible complications”, “Having the surgery
be immediately effective”) that impacted their decision to
pursue the treatment they chose (Figure 2). All participants
highly valued dryness, with only a single participant (who
underwent sling surgery) giving “dryness” a score of 4 or 5
(Figure 3). Participants who chose sphincter primarily valued
dryness—“I was hoping for no pads a day” (Participant 3).
Others were so desperate to be dry that it bypassed other
considerations—*“I did not give it a second thought because 1
knew I had to have something done. I did not want to wear a
pad all my life... And I figured that be bad great success with
it. Other people said it had great success, it could work on me.
Thar was it.” (Participant 6). Many sphincter patients also
desired avoiding future surgery, which when asked, boiled
down to concerns about a sling not being as effective
when it came to dryness—*“I read a lot of negative stuff on
the sling. About all these guys that bad surgery to bave the sling
put in and it didn’t do a thing” (Participant 7). Conversely,
men who chose sling mentioned trying to actively avoid a

© Translational Andrology and Urology. All rights reserved.

mechanical device—"“The fact that is—you got to activate it,
you know, physically activate it, unless I misunderstood it, you
bave to physically activate the thing. And 1 just—compared to,
you know, if the sling was going to work—compared to the sling
it just didn’t seem to me the best route to go” (Participant 5).
Participant 2 felt similarly—*I had the sling, and then there
was that other option of the—it sounds pretty aggressive, they
go in and create your own sphincter muscle and you have a little
third testicle that you push on and it relieves the bladder. You’d
bave to be pretty far along to go that route” (Participant 2). In
general, participants who chose slings were more variable in
their ranking of decisional factors (Figure 2). Complication
rate and desire to avoid mechanical device were low priority
among participants who underwent sphincter.

Interestingly, all patients who were candidates for sling
and recalled being offered the sling procedure elected to
undergo sling. Based on interviews it appeared that the
attitude of these men boiled down to: “My notion is to do the
sling first. Then, I was really naive about what it takes to get
through surgery at my age. I said ‘If it doesn’t really work the
way 1 think it could work, can we do the sphincter afterwards?™
(Participant 2). Among patients who could potentially
derive benefit from a sling, even if the objective degree of
incontinence was beyond a likely chance of sling created
a ‘cure’ there appeared to be a subset of men who chose
this option. The priority of men choosing AUS was a
focus on dryness, despite the mechanical device and higher

Transl Androl Urol 2023;12(5):849-858 | https://dx.doi.org/10.21037/tau-22-618
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Relative importance of patient decisional factors
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Figure 2 Ranked importance of factors based on surgery choice. Participants ranked on scale [1-5] based on the following questions: Dry,
“How important was being very dry”; Avoid future surgery, “How important was avoiding future surgery”; No Mechanical [Device], “How
important was not having a mechanical device that requires manual operation to urinate”; Low complication, “How important was fewest
number of possible complications”; Immediate effect, “How important was having the surgery be immediately effective”. A score of 1 was
the most important to the participant and a score of 5 was the least important. All participants ranked all factors. Participant selection of
each factor is shown grouped by ranking and surgical choice. For example, in the lefthand most bar graph 6 participants who underwent

AUS and 1 who underwent sling ranked “dry” as their top priority (#1) for undergoing treatment. AUS, artificial urinary sphincter.

Relative importance of treatment attributes

100.0 5 (least)
90.0 4
80.0 "3
70.0 -
60.0 = 1 (most)
X 50.0
40.0
30.0
20.0
10.0
0.0 n ”
Avoid future . Low Immediate
Dry No mechanical o
surgery complication effect
5 (least) 9.1% 27.3% 36.4% 0.0% 27.3%
4 0.0% 27.3% 0.0% 45.5% 27.3%
"3 18.2% 0.0% 36.4% 27.3% 18.2%
m2 9.1% 45.5% 18.2% 18.2% 9.1%
m 1 (most) 63.6% 0.0% 9.1% 9.1% 18.2%

Figure 3 Importance of surgical factors. Ranking [1-5] was based on the question——How important was: Dry, “Being very dry”; Avoid
future surgery, “Avoid future surgery”; No Mechanical [Device], “Not having a mechanical device that requires manual operation to

urinate”; Low complication, “Fewest number of possible complications”; Immediate effect, “Having the surgery be immediately effective”.
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complication rate.

Data were then analyzed to determine the specific
weights assigned to various aspects of patient counseling,
and are detailed in Figure 3. The relative importance
of patient decisional factors, are listed in Figure 2. For
the overwhelming majority of patients, most of whom
underwent sphincter placement, the factors most important
were being dry and avoiding future surgery, whereas the
least important factors were complication risk and not
having a mechanical device, though the mechanical device
factor varied in its importance based on choice of sling or
sphincter.

Understanding how patients receive information

Another theme that emerged in the interviews was that
the source of information on SUI and treatment was
important to men seeking treatment. Patients felt highly
variable degrees of comfort with risk and what it meant to
be informed. For many patients, hearing information from
their physician was crucial and gave them hope—“That’s
when [Urologist] said ‘I think we can help you with this. This is
what we can offer you. We will be able to do some things for you
was the first thing’. 1 felt so positive the first time I went... I felt
really good about that. I was going forward” (Participant 1).
“Yeah so. And I thought it was a good idea. Like I said, the
way [Urologist] explained it to me, it wouldn’t be a waste.
It’d definitely get better” (Participant 10). Others similarly
entirely depended on their evaluating urologist—*/BJefore
1 bad my prostate cancer surgery, I talked to a number of people,
you know, the various consultants bad given me names of people I
could talk to discuss why they went that route, etcetera. But I did
not do that in this particular incidence. I basically depended on [my
surgeon].” (Participant 5). For some men, the availability of
information was a relief that there were treatment options
that existed, as there was a lack of help from previous
urologists—*/My prior Urologist] never gave me one bit of help
to be able to go outside in the meantime” (Participant 4). This
relief also led to some patients being very eager to undergo
surgery even to the exclusion of recognition of risk—“/
really didn’t think too much about [risks]. I was just optimistic. 1
Just said Tve got to have something to get out of these diapers’.
Because they tried all sorts of different self applications”.
(Participant 9).

In addition to hearing information from physicians,
participants noted that they appreciated hearing information
on SUI and treatment options from non-physician official
channels (e.g., video)—“Well, about the literature and CD that

© Translational Andrology and Urology. All rights reserved.
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[my Urologist] gave me. [My Urologist] said ‘Go look at this—
That’s obviously trying to show you a product and it not telling
it like it is’. But be assured me 1 would be much better off, and 1
believed him. And I couldn’t be much worse off, so that was the
way to go” (Participant 11). Furthermore, some men noted
that they appreciated discussing the surgical choices with
patients who had experienced it—*“I found our that I was
going to be able to have the surgery, I called [previous patient] and
we discussed it briefly and he bad told me that he was down to less
than one pad a day on the incontinence and I would have to say
right now, I'm still wearing the—I guess I could be personal—I'm
still wearing the disposable underwear because I bave so many of
them. But I'm down to less than one a day too. It’s 98/99 percent
leak free” (Participant 3).

Discussion

In this patient-focused exploratory mixed methods study, we
identified factors that are relevant for patients considering
the decision to pursue surgical treatment for SUI post-
prostatectomy, including dryness, immediacy of impact,
complications, avoidance of mechanical devices, and
necessity for future surgery or intervention. While dryness
was the single most important parameter influencing the
decision to pursue sphincter surgery, decisions around sling
were more variable. In terms of factors that guided the
decision to pursue treatment, we found that patient activities
(e.g., exercise or social gathering) and discussions with
their urologist (including urologist recommendation) were
among the most heavily weighted factors in guiding the
decision to pursue treatment, whereas sex and relationships
had less predictable effects on patients’ decision making.

In this study, all patients who were sling candidates
and were offered a sling ultimately chose to pursue that
option. These patients were all offered the option to have
a sphincter but ultimately valued not having to operate a
mechanical device, still having the option of a sphincter
if the sling were to be ineffective, and/or having it work
right away after surgery. This finding aligns with prior data
suggesting that there is likely an unmet demand of patients
who are not considered sling candidates or not offered sling
who would prefer a sling if offered (12). This finding raises
two critical points for urologists; first, it highlights that
patient choice is not always directed toward what provides
the best chance of dryness, and second, excluding sling from
patient choice due to SUI severity or other factors (e.g.,
radiation) may not be patient-oriented. If patient goals and
measures of success differ from that of treating urologists,

Transl Androl Urol 2023;12(5):849-858 | https://dx.doi.org/10.21037/tau-22-618
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there may be a benefit to more broadly counseling patients
on all options, even those that provide limited chance of
dryness.

One interesting finding to highlight is the important
weight placed by patients on the urologists’ opinion or
recommendation, which was the second-most important
factor influencing the decision to pursue surgery. In contrast,
primary care physicians, family members, and relationships
were not given as much weight. This emphasizes the
importance of the urologist-patient relationship, and the
significant role urologists play in helping to not only inform
patients about their treatment options, but also in guiding
the decision to pursue surgery—more-so even than patient’s
family members and other clinicians. As a result, clinicians
must be aware of this important role.

The national SUI guidelines recognize the complexity
of SUI treatment decision-making and advocate “using
the shared decision-making model” to discuss treatment
options, yet there is no guidance on how urologists should
actually do this in practice (21). Shared decision-making
is increasingly advocated for, both as an ethical imperative
and because there is robust evidence that shared decision-
making and patient-centered care actually improve health
outcomes (22-26). However, data show that current
incontinence counseling may not reliably incorporate
shared decision-making (15); in one study that used a shared
decision-making assessment scored from 0 (no shared
decision-making) to 100 (highest extent of shared decision-
making), nearly half of men making decisions about SUI
treatment scored shared decision-making below 75 and
more than one-fifth scored it below 50. Further, shared
decision-making was found to be an independent predictor
of decisional regret in multivariable analysis (P=0.001), with
lower shared decision-making scores among those with
decisional regret. One means of attaining shared decision-
making is through decision support tools, which have been
shown in rigorous research to improve patients’ knowledge
and accuracy of risk perceptions, increase the likelihood of
patients making care choices that are congruent with their
values, decrease decisional conflict, have a positive effect on
patient-clinician communication, and improve satisfaction
with decisions and the decision-making process (27).
Qualitative data such as those presented here are crucial to
drive development of patient-centric decision support tools
to improve shared decision-making for SUL

One of the interesting and underexplored QoL
implications of SUI after prostate cancer treatment in our
cohort was the role of SUI in sexual and relationship health.
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For many men in the cohort patient relationships and sex
were given the least significance in influencing the decision
to pursue for surgery, while activities and embarrassment
were some of the most important factors. We suspect this may
be due to stigma from the public facing aspects of SUI (e.g.,
unable to perform activities with friends due to SUI or fear
of SUI) compared to the privacy offered by sexual intimacy.
This view of a ‘public’ and ‘private’ self as it pertains to men
living with incontinence was described nearly 20 years ago
and suggests that stigma and embarrassment from SUI can
affect both (28). While our cohort did not cite concerns
in the ‘private’ domain, there may be significant bother in
this domain and it warrants further evaluation with specific
questions directed towards this area. It has been previously
shown that more than half of men will have arousal
incontinence following prostatectomy and that this is worse
with increasing SUI severity (29). Furthermore data suggest
that address SUI will also improve sexual health metrics (30).
The stigma associated with the public-facing impacts of
incontinence belie a potentially equally severe, more private
experience. Fortunately, timely and appropriate treatment
can address both.

There are limitations to our study. Inherent to
exploratory studies, there is a small sample size which
precludes meaningful statistical analyses. While our study
population was inherently heterogenous given that we
include men who had undergone both sphincter and sling,
we view this as a strength of this pilot study. Given that our
goal was to assess whether these methods of data collection
could be extrapolated to a larger cohort and to inform
development of a semi-structured qualitative interview
guide, we sought to recruit a diverse array of patients with
varying backgrounds in order to have a representative
sample of our patient population and to understand the
strengths and limitations of our methods for future studies.
An additional limitation is that we focused on recruiting
individuals who had undergone surgical SUI treatment in
order to understand what influenced the surgical decision-
making process. However, this means that we had no insight
into the crucial population of men that are evaluated for
SUI and chose not to undergo treatment, which propelled
us to recruit those men who did not elect surgery into our
larger study.

Through this work, we used patient-driven findings to
identify what themes and parameters should ultimately
be the focus of larger studies that will follow. Our study
highlights potential themes to build on with larger studies,
including understanding patient priorities, how patients
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are counseled, and what parameters drive decision-making
to pursue surgery (and which surgery). Understanding
these parameters can help inform future urologist-patient
interactions, guide pre-operative counseling and patient
satisfaction measures, and help urologists ultimately serve as
better advocates for their patients.

Conclusions

Among a group of 11 men who underwent surgical
correction for post-prostatectomy SUI, there were
identifiable themes on how men make decisions, evaluate
QoL changes and approach treatment options. Men value
more than being dry with measures of individual success
that can include sexual and relationship health. Furthermore
the role of the Urologist remains crucial as patients relied
heavily on input and discussion with their Urologist to
assist in treatment decisions. These findings can be used to
inform future studies of the experience of men with SUIL
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Supplementary

Appendix 1: Structured Interview Questions

1. Diagnosis of SUI (incontinence — urinary leakage)
e  We first want to understand your experience with incontinence, or urinary leakage. Walk me through the
process of getting to the surgeon who talked with you about treatment for urinary leakage.
o  Who did you first talk with about incontinence?
o Who or what motivated you to talk to your doctor about treatment options?
o What was your goal in discussing treatment?

o Severity/burden of SUI
e How much did the leakage bother you?
e How did SUI change your lifestyle, relationships, or affect your quality of life?

0 Motivations for seeking counsel/treatment
*  Overall what were your biggest concerns about your SUI?
*  Before your consultation with Dr. xxx at UCSF/VA, did you learn about any treatment options (conservative or
surgical) from anyone else? Who was that (PCP, local urologist, friends, support group, etc)?
*  What went into your decision to seek treatment for your incontinence?
o  What was motivating you?
o  Was there anything that dissuaded you or made you nervous? (minimal leakage, concerns about treatment,
concerns about urologists, etc)
*  Did you have anyone to talk with about incontinence besides your doctor? (family, friends, support groups)

0 Initial interactions with provider about incontinence

*  How long after you began to experience symptoms did you seek treatment?

*  How was your incontinence diagnosed?

*  What were you told was the cause of your incontinence?

*  What did your physician tell you at the time regarding your prognosis for incontinence? Did s/he expect things to
improve, stay stable, or get worse?

e Did you try any interventions or treatments on your own before seeking treatment?
o  Did these treatments improve your SUI symptoms?

2. Treatment Options
e When you met with (Dr. xxxx), tell me about that conversation.
o Do you recall what treatment options they gave you?
o  How did you think about those options?
o  What were the benefits and downsides of these options?

o Choice?
* Do you recall what options the surgeon gave you?
*  Did you feel like choosing to do nothing was an option?
* Do you remember hearing about conservative management options (penile clamp, kegels, condom catheter)?
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o Risks and benefits
* Do you recall any of the risks or benefits the surgeon discussed about the sling or sphincter?
*  Inyour mind, what were the benefits of sling surgery? What were the downsides?
*  Inyour mind, what were the benefits of sphincter surgery? What were the downsides?

3. Treatment Decision
e When you were deciding whether or not to have surgery (and what type of surgery if you had options), what
was important to you?
e Why did you decide on (treatment decision)?

o Decision-making
*  How did you and your physician come to a treatment decision?
0 Who was most influential in deciding which treatment to pursue — you, your surgeon, or someone else?
*  Did you feel that you had enough information to make a decision? If not, what other information would you have
liked to have?
0 What made you decide on that treatment?

o Risks and benefits

e 0 Uldmately, what were the main factors that influenced your decision to undergo/not undergo implantation of the
sling?

e 0 Ultimately, what were the main factors that influenced your decision to undergo/not undergo implantation of the
sphincter?

e 0 Ultimately, what were the main factors that influenced your decision not to have surgery?

0 Influence of incontinence impact
*  How did the severity of your incontinence influence your decision?
e How did the impact on your day to day life influence your decision?
*  Were there any aspects of your life that were particularly impacted by the incontinence that influenced your decision?

o Influence of others
*  How did your physician’s recommendation influence your treatment decision?
*  Did you discuss your options with your partner, family or friends?
*  Why did you feel this was the right choice for you?
*  Did you seek multiple opinions about surgery?
e What did you use to inform your decision about surgery?

O Influence of sexual health
*  How much did the incontinence impact your sexual function? Was this a motivating factor for you in pursuing
treatment?

0 Medical/surgical history
*  How did your medical history or other urologic conditions affect your treatment options?
*  How did your overall health status play a role in this decision? Did you have other medical conditions that influenced
your decision?
*  How did your prior surgical history affect your treatment options?
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0 Mental/emotional health
*  Alot of men dealing with incontinence have a lot of depression or anxiety associated with it. Did that happen to you?
Did that impact your decision to pursue treatment?

0 Thoughts and feelings about:
O Surgery in general
*  Why did or did you not choose surgery?
*  Did you have any concerns about undergoing surgery in general?

4. Surgical expectations
¢  Going into surgery, you probably had some expectations about the outcome. What were your treatment
goals and expectations? (Pause for narrative response)

O Pre-surgery goals and expectations
0 Did you want to be completely dry?
0 Did you expect to be completely dry after surgery?
*  What were your expectations about how your symptoms might improve following your surgery? How likely did
you feel it was that your expectations would be met?
*  Did you have any expectation of how things might change over time after surgery?

0 Experience with pre-surgical counsel
* Do you remember the surgeon telling you about the likelihood of you being completely dry after surgery?
*  Is there anything the surgeon told you ahead of time that you found important or valuable?
e What didn’t the surgeon tell you that you wish you had known?

5. Surgical outcomes
e How did your surgery measure up to your expectations?

o Experience with pre-surgical counsel
*  What didn’t the surgeon tell you that you wish you had known?

o Surgical outcome
*  How did the outcome of your surgery compare to your expectations?
¢  Did you experience any post-surgical complications? Did that play a role?

0 Reflection on personal decision making process
o Looking back, what was important for you to know ahead of time about the surgery?
What do you wish you would have considered prior to surgery that you did not?
oWhat do you feel are the most important factors to consider for older men with incontinence facing a treatment decision?
o If you were to go back in time, would you make the same choice again? Why or why not?

o0 How the decision-making could have been aided/improved
0 What do you wish you would have known prior to surgery that you did not?
® s there anything that you wish the surgeon would have told you ahead of time that you know now or found out

after the surgery?
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