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How older men live with stress urinary incontinence:
Patient experience and navigation to treatment
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Abstract

Objectives: To explore the context in which older men navigate treatment for
stress urinary incontinence (SUI) following prostate surgery by characterizing
lived experience of men with symptomatic SUI.

Subjects/Patients and Methods: Mixed method study using surveys and
semistructured interviews to examine a cohort of men who underwent
evaluation for treatment of postprostatectomy SUI

Results: Thirty-six men were interviewed after consultation for SUI and 31
had complete quantitative clinical data. Twenty-six underwent surgery and 10
chose no surgical intervention. In qualitative interviews, respondents
experienced substantial decline in quality of life due to incontinence citing
concerns associated with use of pads and worrying about incontinence. Most
patients reported “workarounds”—efforts to mitigate or manage incontinence
including Kegels, physical therapy, and garments. Participants also reported
lifestyle changes including less strenuous physical activity, less sexual activity,
and/or fewer social gatherings. Patients then described a “breaking point”
where incontinence workarounds were no longer sufficient. After seeking
evaluation, men described challenges in exploring treatment for SUI,
including access to care and provider knowledge of treatment options.

Abbreviations: AUS, artificial urinary sphincter; QoL, quality of life; SUI, stress urinary incontinence.

Clinical Trial Registration: The study is IRB approved qualitative interviews not representing a clinical trial.

Neurourol Urodyn. 2024;43:11-21.
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1 | INTRODUCTION

Following surgical treatment for prostate cancer, 10%—30%
of men will have urinary incontinence that persists 1 year
following prostatectomy, at which time continence is known
to plateau.' Even with advances in prostate surgery this
rate has not substantially decreased and data continue to
suggest that older, comorbid men are more likely to
experience stress urinary incontinence (SUI) postoperatively.'
Furthermore, with treatment of high-risk prostate cancer,
radiation after prostatectomy can often lead to worsening of
incontinence and overall urinary function.*” SUI is known
to contribute to poorer quality of life (QoL), embarrassment,
shame, social isolation, and depression.*’

Despite the number of men living with SUI; only 3%—6%
of affected men wundergo surgical treatment of
postprostatectomy SUL®® Those men that do undergo
surgical treatment for SUI have been shown to have
high patient satisfaction and durable improvements in
QoL.'">'" Additionally, men who delay or choose not to
undergo treatment for SUI have significantly higher
levels of decisional regret compared to those who
undergo treatment.'? There is therefore a substantial
number of men living with untreated incontinence
following treatment for prostate cancer whose lived
experience is incompletely understood. With reliable,
safe options to address SUIl—a major QoL issue—why
are so few men receiving treatment?

Existing data are largely derived from data sets
examining cohorts of men who undergo treatment for
prostate cancer or specific treatment for SUI. The
population of men living with SUT who seek treatment
and choose not to undergo surgery is relatively under-
studied. To our knowledge this is the first study which
focuses on the elucidating the patient-reported experi-
ence of postprostatectomy SUI. The objective of this
study is to describe the lived experience of older men
with SUI and to better understand why and how men
seek care to help guide clinical outreach and counseling
and improve access to care.

Conclusion: In a novel study of patients living with SUI a predictable lived
experience was observed that culminated in a desire for change or “breaking
point.” In all men, this led to treatment-seeking behaviors and for many it led
to SUI intervention. Despite effective treatments, patients continue to meet

barriers gaining access to SUI evaluation and treatment.

artificial urinary sphincter (AUS), lived experience, male stress incontinence, prostate

2 | SUBJECTS/PATIENT AND
METHODS

2.1 | Study design and patients

Mixed methods analysis was employed to understand the

experience of men living with postprostatectomy urinary
incontinence.

2.2 | Recruitment

Individuals who underwent consultation and/or surgery
for male SUI between June 2015 and March 2020 at
University of California, San Francisco were called by
phone to assess their interest in participating in the
study. Informed consent was then obtained before a
qualitative semistructured interview. Recruitment aimed
to include equal proportions of men who chose each
surgical treatment for male SUIL: Artificial Urinary
Sphincter (AMS 800™ Boston Scientific Marlborough;
CPT 53445) and male sling (AdVance XP™ Boston
Scientific Marlborough; CPT 53440). An equal proportion
of patients who chose no surgical treatment were
recruited. Participants were offered a $20 Amazon gift
certificate after completion of the interview. Ethical
approval was granted by the Institutional Review Board
at the University of California, San Francisco (REF#s: 17-
23374 and 19-28455).

2.3 | Data collection

Semistructured interviews were performed using an
interview guide (Supporting Information S1: Appendix 1).
The interview guide was updated iteratively by two team
members (K. Q. and L. H.) if any novel important themes
or topics of interest arose during interviews. All inter-
views were conducted by trained study personnel (K. Q.,
C. B, and L. H.) via phone and were ~30 min in length.
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Participants in the quantitative portion of the study
additionally had demographic, clinical, and patient
reported outcome measures (PROMs) collected via chart
review and telephone survey.'?

2.4 | Data analysis

After complete transcription of all interviews, four coders
(authors: N. S., C. B,, I. A,, and L. H.) read all transcripts
for themes that emerged using Dedoose data (Socio-
Cultural Research Consultants; LLC). The initial coding
scheme was derived from prior thematic analyses with
first pass of all available transcripts with periodic review
by all coders."*" After identification of major themes, N.
S. and L. H. recoded the transcripts, comparing,
discussing, and agreeing on each code throughout the
transcripts. Emergence of new codes or trends prompted
a review of all transcripts for the same. After complete
review, a final expert (author: D. D.) guided organization
of themes. This iterative process was repeated until all
themes were saturated.

3 | RESULTS

A total of 36 semistructured interviews were completed
between May 2017 and May 2018. Complete interview
and quantitative data were available on 31 patients (AUS
[12], sling [9], and 10 subjects without intervention).
Participants’ average age was 74 with median of 4 pads
per day among those with complete data (Table 1). The
thematic qualitative analysis included all 36 participants,
and mixed methods included the 31 participants with
complete data. Over the course of the interviews a
pattern of how patients experience SUI emerged: (1) Men
initially experienced an impact on their QoL from SUI
and then employed mitigation efforts or “work arounds”
to manage these QoL changes. (2) Nearly all men
experienced a breaking point where work arounds no
longer mitigated the QoL changes and led them to seek
treatment evaluation. (3) After this breaking point there
was tremendous variability in experience of navigating
treatment options; many men struggled to be seen by a
Urologist to discuss SUI treatment options, and others
were inappropriately told there were no options for
treatment.

3.1 | Impact on QoL

Participants noted SUI-induced changes in their the QoL
following prostate cancer treatment. Nearly all men

LJ ro urology_Wl LE:Y—‘—I3

explicitly mentioned the detrimental impact of SUI on
their QoL: “My whole life was dominated by--all I could
think about was dealing with pads” (participant 14;
hereafter “14”) (Table 2.1.1). Participants also noted
drastic changes in desire to attend social gatherings:
“you can't go out in public”(8) (Table 2.1.2). Others noted
embarrassment, depression, anger, and avoidance of
otherwise desirable activities (e.g., sex) due to SUI
(Table 2.1.3—6). For many men, the personal severity of
the QoL change did not necessarily correlate with
objective measurements such as pads per day or
PROMSs questionnaires (Figure 1).

As men discussed their struggles with SUI and
resultant changes to daily routine and QoL, another
theme emerged—how men included others in their lived
experience of SUI. Nearly one-third of our respondents
kept their incontinence very private, sharing their
experience with no one, not even intimate partners.
Others shared their experiences with family, friends, and
support groups (Table 2.1.7—9). Notably, all patients save
one who kept their incontinence private chose to
undergo surgical intervention with AUS or sling.

3.2 | Incontinence mitigation—“work
arounds”

After an initial adjustment period, men living with SUI
often found incontinence workarounds that mitigated
the impact on their QoL. Some men referred to this as
their “new normal.” Workarounds included treatments
such as Kegel exercises, medications or pelvic floor
physical therapy, incontinence management systems
(pads, condom catheter, AFEX AktivCare®, etc.), and
daily lifestyle adjustments. In the interviewed cohort,
nearly all men explicitly mentioned Kegels, pads, and
pelvic floor physical therapy. Compared to mentions of
Kegels or pads fewer men discussed condom catheters,
medications, and other collection systems (Table 2.2.1).
Notably, all men noted changing their lifestyle to address
incontinence including limiting or changing exercise
(Table 2.2.2).

The period of mitigation attempts was the most
variable stage of the patient lived experience amongst the
cohort; both in terms of how patients discussed their
lives and how long they chose to live in this “new
normal.” To contextualize the variability of this stage, the
time of onset of SUI to surgical consultation among our
cohort ranged from 54 days to over 20 years (Figure 2).
Some of this range may be explained by how men
utilized workarounds and what impact that had on their
QoL. Some participants noted that this “new normal” was
acceptable and they never sought (or were never offered)
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TABLE 1 Patient characteristics and treatment choice.
PROMIS PROMIS
Garment Bother® ICI-Q total  Bother® ICI-Q (physical (mental

Patient Age per day CCs consult consult current current health) health) Treatment

1 74 0* 3 10 21 2 7 46.6 51.6 AUS

2 65 4 = = = = = = = Sling

3 72 4 4 7 18 2 6 41.4 48.2 AUS

4 78 10 5 3 12 1 6 37.7 53.1 AUS

5 80 2 4 4 9 0 0 48.2 51.6 Sling

6 80 5 - - - - - - - AUS

7 73 8 7 10 21 4 10 57.9 57 AUS

8 74 5 - - - - - - - AUS

9 66 5 - - - - - - - AUS

10 63 3 4 - - - - - - Sling

11 82 10 4 4 15 3 11 46.8 46.6 AUS

12 72 3 2 10 19 8 14 62.2 54.6 Sling

13 - - - - - - - - - AUS

14 74 9 4 9 18 3 8 62.5 63.6 Sling

15 75 2 3 9 20 3 9 46.9 53.1 Sling

16 82 6 4 7 18 1 7 57.6 60.6 AUS

17 71 10 5 8 16 1 5 49.2 58.7 AUS

18 88 1 5 1 12 0 3 54.4 61.8 Sling

19 68 2 2 5 13 2 7 61.6 67.6 Nonoperative
20 74 7 3 8 17 2 9 54.5 63.6 Nonoperative
21 71 1 5 4 11 4 8 53.5 53.3 Nonoperative
22 70 4 2 8 16 1 5 57.8 56.8 AUS

23 79 2 3 3 11 1 6 414 38 Sling

24 78 1 3 0 8 2 9 62.2 58.3 Nonoperative
25 66 0* 2 8 15 8 15 54.7 48.2 Nonoperative
26 82 2 6 3 10 3 8 44 53.1 Nonoperative
27 73 3 3 9 18 8 14 40.4 374 Nonoperative
28 83 2 5 5 13 5 14 46.3 47.3 Nonoperative
29 75 5 3 10 21 3 9 61.6 60.1 Sling

30 72 2 5 7 15 5 13 48.2 45.7 Nonoperative
31 68 2 9 2 6 0 9 39.5 433 Nonoperative
32 76 4 5 8 17 1 6 44.3 53.1 Sling

33 78 4 7 10 21 0 0 51.5 54.6 Sling

34 81 7 4 6 17 0 0 62.2 63.6 AUS

35 81 2 6 3 11 1 4 67.7 67.6 AUS

36 71 5 6 9 20 6 12 42.1 48.3 AUS

Note: “Consult” time point was initial visit. “Current” time point was at the time of structured interview (postoperative for those who underwent intervention).
ICIQ: Validated instrument to assess symptom severity and quality of life (QoL) due to SUI. Score range 0—21, 21 being highest impairment. PROMIS: Global
health (mental health) T score.

Abbreviations: CCS, Charleston comorbidity score; SUI, stress urinary incontinence.

#Assessed based on “To the best of your recollection, at that time, overall how much did leaking urine interfere with your everyday life?” Choice between 0 (not
at all) and 10 (a great deal).
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TABLE 2 Selected participant interview quotes by theme.

Patient lived experience theme Selected quote or excerpt

2.1 Impact on quality of life
2.1.1: Detrimental QoL

2.1.2: Social isolation

2.1.3: Anger

Activity avoidance

2.1.4 Sex

2.1.5 Exercise

2.1.6 Social avoidance

Privacy

2.1.7 Very private

2.1.8 Shared with family

2.1.9 Support group

“My whole life was dominated by—all I could think about was dealing with pads” (14)

“You can just imagine you had no control. I mean you can't go out in public, you can't do
anything”(8)

“Emotionally my response is absolute frustration and something like anger. I don't know who to be
angry at, so it's kind of loose anger” (15).

When asked about the relationship between sex life and incontinence: “No, I wouldn't say [sex and
incontinence] were separate at all. Oral sex is impossible for me to receive while I have urinary
incontinence. I mean only in the most bizarre circumstance would that be possible, right” (22).

“No, not really. I mean it was there. Certainly, if I had a glass of wine or glass of beer it was more. If
I was exercising there was some leakage, but no it didn't really change much” (24).

“It was terrible. I mean you know, I didn't want to see anybody, I didn't want to go out anywhere, I
didn't want to do any of that stuff. I was totally incontinent. I had no control. None at all. And
life wasn't working for me. I was angry. I was upset. I didn't have any confidence that I was going
to be fixed” (33).

“It's pretty private. [If you] were to interview my wife, she would [have] little to no idea of what I
went through or how much [incontinence] annoyed me when things didn't work” (15).

When asked about who he discussed his incontinence with: “No. Just my wife. She's the only one
who knows I went through the whole thing. It's probably not anything I want to discuss with
family or friends. I pretty much kept everything a secret” (34).

“I did go to this support group at XXX... a few meetings ago, one of the guys talked at length about
how he's doing the incontinence issue...I'm more advanced [compared to him]. What he was
saying was stuff I already knew, but he was really saying it to help the new guys. [His comments]
would have helped right after surgery” (30).

2.2 Incontinence mitigation or “work arounds”

2.2.1 Condom catheter

2.2.2 Exercise

2.2.3 Mitigation working

2.2.4 Acceptance of “new
normal”

2.3 Breaking point

2.3.1 Cumulative

2.3.2 Acute event (medical)

“Yeah, it was a strange impact on my life in that I sort of sensed that this was the new reality and
that there would be adapting to it. So the adaptation was primarily condom catheters or things
that work in that way” (15).

“The biggest thing I didn't like about the incontinency was I smelled myself, and I didn't like that.
Then we changed our whole lifestyle because I retired to do a lot of things and I couldn't hardly
play golf. I finally quit playing golf because I had to change diapers two or three times playing
golf. I didn't like go somewhere where I had to leave somebody a diaper in their waste basket. It
was just changing my life too much and I just couldn't stand it” (1).

“I noticed it if I was jogging, or running, or skiing, or some athletic activity it would—there would be more
urine in the pads and so forth... Not the worst thing in the world, but slightly annoying” (23).

“I definitely would have considered [surgeries] yeah. Probably especially if it would have got worse
or anything I probably wouldn't have had much choice to go on to something else” (26).

“You know, other than sex [SUI| hasn't [impacted me]. Because I've learned to just take it in
stride” (30).

“That was about a period of about 8—9 months that this was going on and my urologist, I finally told
him. I said ‘T can't live this way. I need to do something’...I thought there is got to be something,
that we got to do something, I can't live like this” (1).

“Well, when I had the radical...I had to relearn how to use [my sphincter], I suppose. As I recall.
And then I got in a motorcycle accident and [I was] catheterized and evidently it did some

(Continues)
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TABLE 2 (Continued)

Patient lived experience theme Selected quote or excerpt

damage. After I was released I was [totally] incontinent. I was wearing diapers and I was wearing
the bag and it was miserable.” (9).

2.3.3 Acute event (social) “Oh yeah, I was leaking a little bit at the time but it was not nothing drastic. It was just there once in
a while I'd leak. And then I had a really bad one. I was celebrating my birthday across the street
[from my old house]| and was having a few drinks and I was walking across the house and I
crossed the street, before I crossed the street I urinated all over myself. That was my first
embarrassment with incontinence. I said wow. I was walking home by myself. Nobody knew
about it but me and my wife. I said wow I cannot control this no more” (6).

2.3.4 Stalled improvement “They told me that since I am improving, [I didn't need anything else]...A few months after that, I
really hit a plateau. Things were—occasionally that feeling would happen, and I'd retain a little
bit, but it wasn't really improving. I thought “This is really ridiculous. I can't live like this.” You
know, my optimism was disappearing rapidly” (29).

“It was occasional, and then it started to be more frequent and it started to be heavier. So what
drove me there was ‘Is this going to get worse? Is this something more drastic?”” (6)

2.4 Finding treatment

2.4.1 Focus on cancer “And I was going to [primary urologist] and he messed me up for a whole year and did not do a
damn thing. But sent me to have MRI's and gave me pills to take to try and stop my incontinence
but nothing worked. He wanted me to take another survey and take another MRI and I told him
no, no, no I got to go see a doctor that's going to take care of this”(6).

2.4.2 Unwilling to refer “[My Urologist] never gave me one bit of help to be able to go outside...in the meantime. So I studied
myself, I am a retired professor. I got some leg bags, but then eventually the leg bags, well the
item that went over the penis, would sometimes irritate the penis and so that became kind of, at
times, impossible to do. Putting on several pants a day wasn't very desirable either. So then I
asked a neighbor here, who is a urologist himself, and he recommended the artificial urinary
sphincter” (4)

2.4.3 Promised improvement that “They said that first, this gets better over time and it doesn't do it in a linear fashion and it sort of jumps.
never came Let's see where we are in about 6 months or a year. It was like that for nearly 2 years. So during that
time I had what—I don't know what you guys call severe—but I had effectively no storage capacity. If I

stood up, whatever was in my bladder would be in whatever I was wearing” (15).

2.4.3 Pads as solution “Of course I was in diapers and my doctor told me this is the way it's going to be and there wasn't
much we could do. After a period of about 8 months, I think I was very depressed...I can't live
like this. That was about a period of about 8—9 months that this was going on and my urologist, I
finally told him. I said ‘T can't live this way. I need to do something.” (8).

2.4.4 Provider unaware of “It's funny that more doctors don't know about this procedure because incontinence is so common. I
treatment options don't know how you teach them, but I guess make sure that the urologists know that this is an
option other than pads or depends” (34). Incontinent for <6 months and chose AUS

2.4.5 Better than other patients  “You are in pretty good shape compared to a lot of people; unless you want more surgery” (5). Lived
with SUI for 5 years before choosing sling

2.4.6 Treatment options sooner  “If anyone would ask me what I would do again with this incontinence thing, I would probably say I
would have done it sooner. The main thing that I would have done sooner is I would have been a little
more proactive with my urologist other than just listen to the way it's going to be. And I don't know
how you do that without being called an ass, but when I told my urologist I am going to get a second
opinion because I can't live like this, that's when he stepped forward and made the decision to help
me.” (1)—Incontinent for almost 13 years before consultation and chose AUS.

“And I even had gone back to the surgeon that had done the procedure, which was not at XXX, but
[AUS] was never mentioned as an option. Everything was ‘Keep working on the exercises, the
exercises, the exercises.” And I didn't know this was an option. When I found out about it, I was a
little disappointed that I didn't know about this earlier.” (32)—Incontinent for 3 years before
consultation and chose Sling
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TABLE 2 (Continued)

Patient lived experience theme Selected quote or excerpt

“The hopes were that it would correct itself I'm sure. I'm absolutely positive that their hopes were
that it would correct itself. I've known people who were incontinent, and it did indeed correct
itself by doing Kegel exercises. That wasn't the case with me. And everything is a delay” (33)—
Incontinent for ~3 months before consultation; chose a sling after ~2 years

Note: For select quotes, clinical data of time living with SUT and choice of treatment is included for context.

Abbreviations: QoL, quality of life; SUIT, stress urinary incontinence.

(A) "
I would go out and have some
10 O cocktails after work with some
17 friends and I’d be having a good time
? 8 and sitting and having a drink, or two
So you know, that’s part of my [=] ™ or three, and get up to go to the
lifestyle is realizing that my life E 6 restroom and when I'd get up I'd
has had many chapters and so » = lose—you know become incontinent.
now I’'m in another one. It ain’t B 4 It was embarrassing and
the last, just another one. In the < inconvenient.
general scheme of things, "
whether | piss my pants or not w2 = u -
is almost laughable to me. u L -
0= 19
-5.00 0.00 5.00 10.00 15.00
Decrease in ICIQ
[Incontinence] is just embarrassing.
@ Non Operative Sling AUS And you know, | always had a lot of
self-confidence—physically,
(B) 12 sexually—and it’s just gone. It’s just
gone. So...
) @&
8 ]
5}
=
6 | o
@
u
[Leakage meant] | had to be careful of
[Incontinence] doesn’t bother 4 u ) wherever | went...[Incontinence] also
me no, not really. | mean it was EE happened when we tried to have sex. I'm
there. Certainly if | had a glass just glad my wife loved me. But you know,
of wine or glass of beer it was = we had to do something about it.
more. If | was exercising there @ 18
was some leakage, but no it
didn’t really change much. 10 15 20 25
Baseline ICIQ

FIGURE 1 Perioperative changes (A) and baseline (B) incontinence scores, pad use, and bother. (A) Change (decrease) in ICIQ from
time of initial evaluation to follow evaluation and pads per day at the time of initial evaluation. Selected quotes from labeled participants.
(B) Baseline ICIQ and patient bother at the time of consultation. Selected quotes from labeled participants.

treatment during this time. For example, participant 26 evaluation just 97 days after onset of SUI, noted: “I
had about 18 years between SUI and consultation— didn't want to do any of that stuff [pads, Kegels]. I was
ultimately choosing no intervention reserving surgery for totally incontinent...I was angry. I was upset” (33).

“if it would have got worse” (26) (Table 2.2.3). Similarly,

participant 30, who had been living with incontinence for

over 5 years, had accepted his “new normal”: “Ive 3.3 | Breaking point

learned to just take [SUI] in stride” (30) (Table 2.2.4).

For other men this new normal is short due to degree ~ While the time-period and degree of bother varied, men
of bother, availability of alternatives, or accessibility of = noted a clear point where they could no longer live with
treatment. Despite him noting a limited impact—*“[SUI their incontinence. For some men this was a gestalt of
is] not the worst thing in the world, but slightly annoying” missed life events due to the extremes of their
(23), he was evaluated within a year and underwent sling incontinence work arounds while for others there was
surgery. Similarly, Participant 33, who underwent a clear inciting event that was so life-altering they could
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not continue the current course. For Participant 9 it was
an acute event: “I got in a motorcycle accident and [T was]
catheterized and evidently it did some damage...it was
miserable.” (9) (Table 2.3.2). For Participant 6 it was a
similarly acute but the incident was social rather than
medical: “I was celebrating my birthday across the street
[from my old house] and...before I crossed the street I
urinated all over myself’ (6) (Table 2.3.3). Others noted a
more insidious worsening of incontinence or lack of
improvement with conservative measures (e.g., Kegels)
as motivation to eventually seek treatment: “I really hit a
plateau...I thought ‘This is really ridiculous. I can't live like
this.” You know, my optimism was disappearing rapidly”
(29) (Table 2.3.4).

3.4 | Past the breaking point—
navigating treatment

While the length of time men live with their
incontinence is highly variable, once men passed their
breaking point, they sought alternative options for
their incontinence. Participants pushed existing provid-
ers for solutions or sought alternative providers: “I told
him no, no, no I got to go see a doctor that's going to take
care of this” (6) (Table 2.4.1). Others felt dismissed by
their treating urologist or were promised an improve-
ment that never came: “/My Urologist| never gave me one
bit of help to be able to go outside” (4) (Table 2.4.2-3).
Participants cited experiences where pads were treated as
the only solution or even when they expressed frustration
with pads, they struggled to find urologists aware of
treatment options: “It's funny that more doctors don't
know about this procedure because incontinence is so
common. I don't know how you teach them (34)”
(Table 2.4.4). Another participant (5) was told by his

FIGURE 2 Time (days) from onset of stress
urinary incontinence (SUI) to initial
consultation. AUS, artificial urinary sphincter.

® Non-Operative

Sling
AUS

urologist that he should contextualize his symptoms
because “You are in pretty good shape compared to a lot of
people; unless you want more surgery” (5) (Table 2.4.5).

Among our cohort, who by definition all reached the
point of getting to SUI consultation, the unanimous and
unprompted message for providers—provide treatment
options sooner (Table 2.4.6).

4 | DISCUSSION

In this novel study of men living with SUI, there were
clinically significant detriments to QoL and identifiable
impactful windows for possible clinician intervention. Of
particularly importance were the findings among men who
have previously been under or not studied—those who did
not elect to undergo surgical treatment for SUL. While the
initial decline in QoL due to SUI varies, our mixed methods
data presented reinforce the existing literature on the QoL
impact on men experiencing SUL'® Men cited a negative
impact of SUI on nearly every facet of daily live including
work, exercise, travel, socializing, and intimacy. This aligns
with prior literature which suggest worsening mental and
physical function among patients with SUL'""*° Indeed, the
data presented in this analysis are limited to patients who
sought evaluation for SUI and were healthy enough to be
considered surgical candidates. Perhaps more concerning are
the patients living with SUI who have suffered the described
increased risks of falls, hospitalizations, and even death.>*
There is likely a subset of men who are bothered but have
yet to seek evaluation, some of whom—for a variety of likely
predictable reasons—Ilost their window of opportunity to
intervene on SUL

One of the branch points for men living with SUT is
the severity of the incontinence. This encompasses not
only objective measures of severity (e.g., pads per day)
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but also an individual's tolerance for leakage. Data
suggest a significant QoL decline even at one pad per
day.?® This subjective nature of severity is likely why men
had different breaking points, tolerance for work
arounds, and ultimately chose treatment choices aligned
with perceived severity. It may therefore benefit patients
who are experiencing “mild” leakage to still receive
counseling on treatment options. This is particularly
important among the cohort of men that may require
radiation who may still be sling candidates.*”

In our cohort, one-third of men kept their incontinence
private even from their spouse/intimate partner—if these
men are not asked about SUI they will likely not volunteer
the information. Data suggest that less than half of men with
SUI have talked with any physician about it, and that older
individuals are less likely than to discuss incontinence.”
Importantly, among men with incontinence who do not
report it to a healthcare provider, 75% still desire evaluation
and treatment.?® This was demonstrated in our cohort; all
but one of the men who kept SUI very private elected for
surgical treatment.

There was a strong message from patients that they
wished they had heard options sooner (Table 2.3.11).
Furthermore, there was a substantial proportion of partici-
pants who felt that SUI was not appropriately discussed and/
or managed by the urologist who previously cared for them.
While the reason for frustration with a treating urologist is
multifactorial, this may be a crucial time point to consider
intervention. Patients and providers may feel that SUI is a
“failure” and may delay treatment in hope for spontaneous
resolution even beyond data supported timepoints. Men
typically see their treating urologist in the
“workaround” phase—this is the crucial time for referral
to discuss options for SUI intervention. Our cohort high-
lighted this issue of access, whether it be because providers
are not aware of treatment options, use their own—rather
than patients—measures of who should/should not get
intervention, or people live in an area where people don't
have expertise to treat SUL Issues of access are always more
concerning in light of how effective the treatments can be.*
There may also be an issue of differing timeframes for
providers and patients; a physician may reasonably suggest a
period of months to reassess symptom improvement which a
patient may find as an unacceptable period of inaction.
Appreciation for the individual patient goals is important in
assessing tolerance for trial periods of various measures.

4.1 | Limitations

This study has limitations. Qualitative interviews were
purposefully performed after treatment decisions had
been made, given that we wanted to gather information

LJ ro urology_Wl LE:Y—‘—19

about the entirety of the SUI experience in retrospect.
Therefore, there may be some recall bias regarding
symptoms before treatment amongst those men who
underwent treatment. However, we believe these data
are important given that the goal is not to comment on
the efficacy of treatment options, but on the lived
experience of these individuals. Similarly, patients who
underwent repeat surgical intervention for SUI and
experienced complications were included. We feel this
allows for an accurate cross section of a cohort of men
seeking treatment for SUI. With a focus on how men
experienced their symptoms before any intervention, the
impact is likely minimal. Men in our cohort who did not
receive surgical intervention after evaluation were
confirmed to have not undergone surgical intervention
with another practice in the study period. Lastly, this
study is not meant to examine the decline in pad use
following intervention or similar clinical outcomes
previously described in larger series designed to offer
these insights, rather objective data is included to
highlight the variability in patient response to similar
clinical situations.

5 | CONCLUSION

Patients who experience incontinence following prostate
cancer treatment experience and seek treatment follow a
predictable pattern: they adjust to SUI, attempt to
mitigate how this affects their lives, and ultimately hit
a breaking point—due to worsening symptoms, a
particularly extreme event, or cumulative frustration.
This lived experience then culminates in the desire for
change. Whether that desire to change leads to treatment
is variable. Of great concern to providers and patients
alike are the barriers that patients experience to gaining
access to SUI evaluation and treatment. Early interven-
tion and outreach are likely to be of great benefit to this
population and are currently missing.
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