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Abstract

Objective—To assess the effect of initial visit with a specialist on disease understanding in
women with pelvic floor disorders.

Methods—Women with referrals or chief complaints suggestive of urinary incontinence (Ul) or
pelvic organ prolapse (POP) were recruited from an academic urology clinic. Patients completed a
Test of Functional Health Literacy in Adults (TOFHLA) and scripted interview sessions before
and after the physician encounter. Physician treatment plans were standardized based on diagnosis
and were explained using models. Interview transcripts were analyzed using qualitative grounded
theory methodology.

Results—Twenty women with pelvic floor disorders (Ul or POP) were recruited and enrolled in
this pilot study. The mean age was 60.5 years (range 31-87 years) and the majority of women
were Caucasian with a college degree or beyond. TOFHLA scores indicated adequate to high
levels of health literacy. Preliminary themes before and after the physician encounter were
extracted from interviews, and two main concepts emerged: 1) After theinitial physician visit,
knowledge of their diagnosis and the ability to treat their symptoms relieved patient concerns
related to misunderstandings of the severity of their disease 2) Patients tended to focus on
treatment and had difficulty grasping certain diagnostic terms. This resulted in good understanding
of treatment plans despite an inconsistent understanding of diagnosis.

Conclusion—Our findings demonstrated a significant effect of theinitial physician visit on
patient understanding of her pelvic floor disorder. Despite the variation in diagnostic recall after
the physician encounter, patients had good understanding of treatment plans. This served to
increase perceived control and adequately relieve patient fears.

INTRODUCTION

Pelvic floor disorders considerably impair the quality of life for many women. They include
pelvic organ prolaspe (POP) and urinary incontinence (Ul), and are defined by the
International Continence Society.l POP is the descent of the anterior wall, posterior wall, or
apex of the vagina. Urinary incontinence is the involuntary |eakage of urine, and may be
classified into stress urinary incontinence (SUI) which is leakage on effort, exertion, sneeze
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or cough; Urge urinary incontinence (UUI) which is aso referred to as overactive bladder
(OABY); or mixed urinary incontinence (MUI) which includes both SUI and UUI.1:2

Population projections using data from the U.S. Census Bureau and National Health
Nutrition Examination Survey have estimated that the incidence of women with at least one
pelvic floor disorder will nearly double by the year 2050 from 28.1 million to 43.8 million.3
These extrapolations predict that in this time, the incidence of women with POP will
increase by 46% and Ul by 55%. Moreover, approximately 11% of women will have to
undergo surgery for POP or Ul by the age of 80.%° Of these, 29% will require re-operation
for recurrence of symptoms.# It is estimated that from 2010 to 2050, the total number of
women undergoing surgery for SUI and POP will increase by 47.2% and 48.2%,
respectively.®

Currently, there is a paucity of data regarding the concerns of women with pelvic floor
disorders. We previously conducted focus groups of women with OAB to better comprehend
their experiences with OAB and their level of understanding. We found that women lacked
an understanding about the cause of OAB, its chronicity, and the rationale for various
diagnostic tests. This resulted in dissatisfaction with care.” Disease understanding has been
shown to correlate to health literacy, which is defined by the American Medical Association
Ad Hoc Committee on Health Literacy as “the ability to perform basic reading and
numerical tasks required to function in the health care environment” and may be determined
by the Test of Functional Health Literacy in Adults (TOFHLA).8 We conducted an initial
pilot study comparing health literacy and disease understanding in women with pelvic floor
disorders. We found that, despite high health literacy levels, 30% of patients with POP had
poor recall and understanding of their disease and treatment plan.® The purpose of this pilot
study was to better assess these gaps in disease understanding by measuring the effect of the
initial visit with a specialist on patient understanding of diagnosis and treatment plan.

Patient Recruitment

We obtained approval from the University of CaliforniaLos Angeles (UCLA) institutional
review board, and recruited patients from a single female urology specialty clinic within the
UCLA healthcare system. Women eligible for our study included new patients with referrals
or chief complaints suggestive of any types of urinary incontinence (Ul) or pelvic organ
prolapse (POP). Potential subjects were excluded if they did not speak English, were
younger than 21 years of age, or had dementia prohibiting effective interviewing.

Files of al new female patients were screened on patient arrival to the office for referrals or
chief complaints of stress urinary incontinence (SUI), overactive bladder (OAB) symptoms,
mixed urinary incontinence (MUI), and pelvic organ prolapse (POP) of any compartment at
any stage. Patients with chief complaints consistent with POP or Ul were recruited at their
first office visit and informed consent was obtained. Diagnoses were confirmed by the
physician based on history and physical. Patients were excluded if once examined, they were
determined to not have adiagnosis of Ul or POP. Patients participated in a health literacy
assessment and interview session with atrained female research assistant before and after
their physician encounter (Appendix 1). Participants were provided with a small honorarium
for their time.

Health Literacy Assessment

To assess the health literacy of participants, they were asked to complete the long form (22-
minute) of the Test of Functional Health Literacy in Adults (TOFHLA) under the
supervision of atrained female assistant. The TOFHLA consisted of two timed sections:
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numeracy (10 minutes) and reading comprehension (12 minutes).10 The TOFHLA scores
were then graded and scored on a 100-point scale, with scores above 75 indicating adequate
health literacy.

Patient Interviews

After completion of the health literacy test and prior to initial physician visit, atrained
female assistant used pre-scripted questions to interview patients. The interviewer was a
research coordinator with medical knowledge and training in qualitative theory
methodology. The questions included the following: “Please explain to me why you are here
to see the doctor today and what you think your diagnosis might be.” After the physician
visit, the female assistant interviewed patients again using pre-scripted questions. “ Can you
please tell me what the doctor told you your diagnosis was today?’ and “What treatment
options did your doctor offer you today?’ All interviews were audio-recorded and
transcribed.

Initial Physician Visit

Physician treatment plans were based on patient diagnosis and were consistent with current
standars of care. All patients were counseled on their diagnosis and treatment plan with the
use of pelvic models. During physical exam, all patients were also tested on pelvic muscle
strength and given a demonstration on how to perform pelvic floor exercises.

Qualitative Analysis

RESULTS

Theinterview transcripts were analyzed using qualitative grounded theory methodology as
outlined by Charmaz.1! Unlike quantitative research methodology, qualitative methodol ogy
does not test a hypothesis. Instead, it allows the researcher to search for atheory implicit in
the data. The researcher identifies key issues by coding and finding categories, which
includesinitial line-by-line coding of transcripts using key phrases in the patient’s own
words. Next, similarly coded phrases are grouped together into preliminary themes. Then,
preliminary themes are aggregated to develop categories. Finally, core categories or
emergent concepts are derived from these themes. To reduce subjectivity, three individual
investigators performed line-by-line coding and derived preliminary themes that were later
compared and merged. The investigators included a combination of clinical MDs and PhDs
with expertise in female urology and qualitative methodol ogy.

Twenty women with pelvic floor symptoms suggestive of Ul (N=16) or POP (N=4) were
recruited and enrolled in this study. Mean age was 60.5 years (range 31-87 years) and the
majority of women were Caucasian with a college degree or beyond (Table 1). The average
TOFHLA score was 93 (range 84-100), indicating high health literacy levels. Qualitative
data analysis was utilized to extract key phrases that emerged from patient interviews before
and after physician encounter. Preliminary themes were extracted during data analysis
(Table 2, Table 3), and patients' level of understanding was compared before and after the
officevisit (Table 4). These preliminary themes fell into two main categories: 1) After the
initial physician visit, patients' fears were relieved by regaining control and understanding
of their disease, 2) Patients tended to focus on treatment and had difficulty grasping
diagnostic terms. This resulted in agood understanding of their treatment plan, yet an
incomplete understanding of their diagnosis.

Preliminary themes were generated from key phrasesin the patient’s own words. Table 2
provides examples of representative quotes used to exemplify the five preliminary themes
from the pre-visit interview. The first preliminary theme identified was a focus on the
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bladder as the cause of their symptoms. Across all types of Ul and in some cases of POP,
patients identified their bladders as the causes of their problems (Table 2). The second theme
was that healthcare providers gave patients incorrect information. One patient without
physical examination findings of POP had been told that she had severe prolapse. Thethird
identified theme was a misconception that their disease was anormal part of aging and
therefore something that they must accept. The fourth identified theme was that patients felt
aninitial lack of control over their problem. Some patients complained of having to wear
padsin order to feel protected against leaking, while one patient blatantly stated, “It’'sa
problem beyond my control.” Finally, patients often had a poor understanding of their pelvic
anatomy and the cause of their symptoms.

Theinterview after the initial physician visit yielded three preliminary themes, as seenin
Table 3. Thefirst finding was that patients felt relief when they learned that their diagnosis
was not as severe asthey initially feared. Several patients were thankful to discover they did
not have cancer, while others were relieved to learn that their condition did not warrant
surgery. The second theme identified was a sense of relief patients felt because they could
do something to gain control of their condition. Patients with prolapse expressed a sense of
relief that their symptoms would resolve. The last theme identified was that patients had a
good understanding of treatment, despite incomplete understanding of their diagnosis. Even
patients who could not recall their diagnosis could explain their treatment options. One
patient was confused about her diagnosis of mixed urinary incontinence, but understood her
treatment and said, “| have stress incontinence and laugh, cough, sneeze incontinence. |
should restrict fluid intake, do Kegel exercises, and try the medication.” This lack of
understanding of diagnosis is further demonstrated in Table 4, in which the diagnoses in the
patients own words were assessed before and after the physician visit. When tangible terms
such as “overactive bladder” are given, patients had a better recall of their diagnosis.

From these preliminary themes, two emergent concepts developed. First, after the initial
physician visit, knowledge of their diagnosis and the ability to treat their symptoms relieved
patient concerns related to misunderstandings of the severity of their disease (Figure 1).
Patientsinitially had alack of knowledge of their disease and feared the possibility of an
unknown severe diagnosis or the need for surgery. They also felt as though they had alack
of control over their symptoms. In these cases, patients were relieved to find that they did
not have a serious illness that mandated surgery. Furthermore, patient concerns were alayed
by atreatment plan, which returned to them a sense of control over their condition. Second,
patients had a good understanding of their treatment plan, yet an incomplete understanding
of their diagnosis. They had the tendency to focus on treatment, rather than diagnosis
(Figure 2). Contributing to a poor understanding of diagnosis was that new or abstract
concepts, like stress incontinence, were difficult for patients to readily recall. However,
coined diagnostic terms such as “ overactive bladder” were easier for patients to grasp.

DISCUSSION

Through open-ended interviewing before and after initial physician encounter, we noted a
significant effect of the initial visit with a specialist on patient perceptions and disease
understanding. The first emergent concept, that patient education caused significant relief
after the initial visit, isin accordance with information desired by patients with chronic
diseases as described by Holman and Lorig.1% They reported that patients with chronic
diseases, such as overactive bladder and urge incontinence, desire different information than
patients with acute diseases, such as diagnosis and available treatments, consequences of
diagnosis and treatment, and the potential impact on the patient’s future.12 Furthermore,
studies in patients with chronic diseases, such as back pain, have shown that patients given
supplemental information and education on supporting active management of their condition
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have significantly greater reductions in worry and fear-avoidance beliefs.13 Similarly,
studiesin heart failure patients found that patients with high perceived control had better
functional status, less anxiety, less depression and better quality of life than patients with
low perceived control 14 15

The second emergent concept was that after their initial office visit, patients had a good
understanding of their treatment plan despite incomplete understanding of their diagnosis
(Figure 2). We hypothesize that this lack of understanding could be due to one of two
reasons. First, patients seemed to focus on treatment because they had a difficult time
recalling new or abstract concepts, like stress incontinence. However, tangible or popularly
used terms such as “overactive bladder” were easier for patientsto grasp (Table 4).
Although there are many problems with the term “overactive bladder,” because it
encompasses several disease entities and is problematic diagnostically,16 it is one of the few
terms patients could readily recall. Secondly, patients may have forgotten their diagnosis
because it was less important to them than their need to treat their bothersome symptoms.
Patients were able to recall every step of a multifaceted treatment plan despite being unable
to correctly name their diagnosis. Thisfinding isin line with previous focus group work in
patients with OAB, which revealed a“ desperate quest for a cure” among patients.’ Further
supporting the hypothesis that patients may be preoccupied with treatment was a qualitative
study in patients with end stage renal disease who underwent kidney transplantation. Fisher
et al. found that patients had an overwhelming desire to undergo transplantation in order to
avoid routine dialysis, and this preoccupation resulted in poor recall of information
regarding the negative effects of transplantation.1’ Our patients seemed to focus on treating
their condition, which resulted in a good understanding of treatment that did not correlate to
understanding of their diagnoses.

The use of qualitative methodology is valuable for describing and interpreting patient views
and subjective themes that may influence patient perceptions.18 It also provides a means for
analyzing data not readily extracted from clinical charts. Furthermore, qualitative research
may generate theories that can serve as the basis for future quantitative studies.1® Two topics
that would be useful to examine in the future are: 1) Patient expectations for treatment
options prior to the visit; 2) Specific obstacles to patient understanding and what strategies
were most helpful to overcoming these barriers in communication.

Despite its strengths, qualitative analysis and interview based studies may contain inherent
biases. In order to reduce inconsistencies in patient experiences, the physician treatment
plans varied with diagnoses, but treatment for each condition was consistent with current
standards of care.. All patients received the same explanation of their diagnosis and
treatment using pelvic models. A possible study bias may exist in any study where the
patients are aware that they are being assessed for recall. However, our findings indicate that
despite this potential bias, women still had a poor understanding of their diagnoses. Finally,
arepeated criticism of grounded theory methodology is the potential for bias based on
individual researcher preconceptions.19 In order to reduce the effects of researcher
subjectivity, transcripts were de-identified and independently coded by three separate
investigators. The investigators included clinicians and non-clinician researchers, who
independently coded transcripts and developed preliminary themes, which were later
compared and merged.

We recognize that this pilot study may not be representative of patients as awhole, as our
patients were recruited from a single urology clinic where they were referred to a specialist.
Therefore, our patients may not represent all women with pelvic floor disordersin the
primary care setting. We intend to expand this study to another institution, focusing on a
predominantly Hispanic population.
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CONCLUSION

The use of grounded theory methodology to analyze interviews before and after the initial
physician visit revealed that the physician visit had a significant effect on patients
perceptions of their pelvic floor disorders. Prior to physician encounter, patients had a poor
understanding of both their diagnosis and treatment options, which led to fears regarding
severity of diagnosis and lack of control over their condition. After the physician encounter,
patients had variable recall of their diagnosis. However, most patients could readily recall a
multifaceted treatment plan and had relief of their original concerns dueto an increasein
perceived control. Regardless of poor diagnostic recal, the relief of initial patient fears and
understanding of atreatment plan seems to have adequately addressed the needs of our
patients. It is unclear to what extent further elucidation of diagnosis would benefit patient
perception or outcome of pelvic floor disorders. This study represents the benefit of
grounded theory methodol ogy in understanding the concerns of our patients and their
perceived needsin patient care.
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Figure 1.
Emergent concept: Resolution of fear after physician visit due to gain of knowledge and
control of condition
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Before Physician Visit After Physician Visit
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Tangible diagnostic term } _.[Better understanding of diagnosis |
_ (i.e. overactive bladder) | \ 4

If Desire for treatment \l_ - ~
/ 1 Good understand of treatment |

Unknown Treatment | +

.
Ii Focus on treatment j'_

Figure2.
Emergent concept: Focus on treatment and poor understanding of diagnostic terms yielded
good understanding of treatment plan despite incomplete understanding of diagnosis
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Demographics

Mean Age (range)

60.5 (31-87)

Average TOFHLA score (range)

93 (84-100)

Race

Caucasian

15

Hispanic

African American

Asian

Education Level

College +

Some college

High school

Declined to state

N B_|]O |
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Physician’s

Preliminary Themes Representative Patient Quotes Diagnosis
Focus on bladder as the cause Wesk bladder. SuUl

Leaky bladder. OAB

| have bladder problems. MUI

The bladder is sagging. MUI

| think she's going to find my bladder is alittle worn. Prolapse (cystocele)

Felt like my bladder was in the wrong place. Prolapse (cystocele)
Incorrect diagnosis by other healthcare provider | | wastold that | have severe prolapse. SuUI

| wastold that | have atear. SuUl

| was told there might be something wrong with the urethra. OAB
Misconception that their problem isdueto aging | Getting old. OAB

My muscles are getting weaker as| age. MUI

After 48 years my bladder isalittle worn. Prolapse (cystocele)
Feeling of lack of control over problem | want to prevent wearing depends. OAB

It's a problem beyond my control. OAB

| have uncontrollable bladder leakage. OAB

I have no control over it. MUI

Probably due to weak muscles due to subcervical hysterectomy. | MUI
Unsure of cause of symptoms

There's something hanging out of my vagina. Prolapse (cystocele)

SUI, Stress Urinary Incontinence; OAB, overactive bladder; MUI, mixed urinary incontinence
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Preliminary themes and representative quotes after physician encounter
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Physician’s
Preliminary Themes Representative Patient Quotes Diagnosis
Relief because their disorder is not as bad as The doctor doesn't think it's as severe as the original person | saw.
they feared I'm relieved because | don't need surgery. SuUl
It'sno major biggie, | feel more at ease. OAB
Surgery would be afinal resort. MUI

| have cystocele and it doesn't seem to be real bad.

Prolapse (cystocele)

The surgery would be minorly intrusive and | can recover pretty Prolapse (cystocele)
quickly, so good news.
Relief because something can be doneto gain The doctor found problems and can fix them. SuUI
control or problem
The pessary istemporary, I'd rather have the operation. Prolapse (cystocele)
The surgery would alleviate the feeling of pressurein my vagina Prolapse (cystocele)
| feel much better. She put the thing (pessary) in and | can really Prolapse (apical)
feel the difference.
Good understanding of treatment despite | don't know what kind of incontinence | have but I'm a good
incomplete understanding of diagnosis candidate for sling surgery. Sul
| have leakage and | need asling. SuUl
Umm, | think | have ahormone situation. | have to do Kegels and
use estrogen cream. OAB
| didn't even hear my diagnosis. She gave me Vesicare and Kegel
exercises. OAB
If the medication doesn't work, the sling method would definitely
help with the laugh, cough, sneeze urgency. MUI
| have stress incontinence and laugh, cough, sneeze incontinence. |
should restrict fluid intake, do Kegel exercises, and try the
medication. MUI
The vaginais dropping down and the repair would involve
attaching something to the sacrum to lift it up. Prolapse (apical)
| can't remember the diagnosis but she offered me the circular Prolapse (cystocele)

diaphragm thing or surgery.

SUI, Stress Urinary Incontinence; OAB, overactive bladder; MUI, mixed urinary incontinence

Female Pelvic Med Reconstr Surg. Author manuscript; available in PMC 2013 August 05.



1duosnuey Joyiny vd-HIN 1duosnuey Joyiny vd-HIN

wduosnue Joyiny vd-HIN

Kiyosaki et al.

Table 4

Page 13

Diagnosis in Patient’s Own Words: Before and After Physician Encounter

Physician's
Diagnosis Patient Diagnosis (befor €) Patient Diagnosis (after)
SUI (N=4) Wesk bladder that may require surgery. Incontinence due to having babies.
The doctor doesn't think the prolapse is as severe as the
Severe prolapse, rectocele and cystocele. original person | saw.
| don't know. My bladder, irritation.
| was told there were two different conditions | could have.
One istaking medicine orally and two is having stitches to
sew up the tear. | have leakage.
OAB (N=9) Urinary incontinence. Low estrogen.
Leaky bladder. Bad bladder.
Wesak muscles, getting old. Overactive bladder.
| have incontinence. Urge incontinence.
Something wrong with the urethra. Overactive bladder.
Chronic irritation of the bladder. A hormone situation, irritation due to that.
Incontinence, | think. Incontinence, urge.
Hopefully cystitis; dreadfully cancer. | didn't even hear it, she was going to order tests.
Bladder leakage. It sounds like | have overactive bladder.
MUI (N=3) Incontinence. Incontinence, it was urgent.
Urinary incontinence. Urinary icontinence, stress and urge incontinence.
Two different things. The stress incontinence and the laugh,
Issue with urine lesking. cough, sneeze incontinence.
Prolapse (N=4) | Incontinence and prolapse in rectocele. The top of the vaginais dropping down.

A dlight infection. | have a cystocele.

| have a cystocele and it doesn't seem to be real bad.

Prolapsed uterus.

Stage 1 prolapse.

My primary care physician said it might be the uterus but |

suspect it's the bladder.

The uterusis going into the vagina and it's pushing the
bladder out.

SUI, Stress Urinary Incontinence; OAB, overactive bladder; MUI, mixed urinary incontinence
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