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Abstract

Purpose of review To review the current literature on patient centered goals for the treatment of pelvic floor disorders (PFDs).
Recent findings Patients have a poor understanding of their PFDs, regardless if they had prior PFD treatments or received
counseling, emphasizing the need for improved education from healthcare providers. Understanding the patient perspective
provides insights into identifying patient goals, which facilitates communication and allows for tailored counseling, manage-
ment of expectations, and assessment of treatment response. Functional outcomes are consistently important to patients, often
listed as their main treatment goals. The achievement of these goals is fundamental to satisfaction. IMPACT and PROMIS
are examples of PCO measures that can be utilized in both research and clinical settings. Finally, telemedicine has emerged
as a viable alternative to clinic visits that offers improved access to care with no increase in adverse events or dissatisfaction,
in order to aid in monitoring and meeting patient treatment goals.

Summary Patient involvement is fundamental to providing value-based care. Provider understanding of the patient perspec-
tive is necessary to guide counseling and treatment. Patient-centered goals offer a way to engage patients, facilitate com-
munication, and improve patient satisfaction. Although there are multiple validated PCO tools, further development and
research involving patient input is needed.

Keywords Patient-centered goals - Patient reported outcomes (PROs) - Patient centered care - Pelvic Floor Disorders
(PFD) - Value-based care

Introduction [2]. PEDs primarily include urinary incontinence (UI), fecal

incontinence (FI) and pelvic organ prolapse (POP). Though

Pelvic floor disorders (PFDs) are highly prevalent conditions
that affect approximately 25% of women in the USA [1].
However, with the aging US population, it is projected that
the prevalence of PFDs will drastically increase by 2050,
with 43.8 million women suffering from at least one PFD
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these disorders are not life-threatening, they significantly
impact the lives of women suffering with PFDs, leading to
physical and emotional distress, decreased quality of life,
and high economic costs for both the individual and the
health care system [2—4].

There is an increasing emphasis on providing value-based
healthcare, defined as improvement in patient-centered out-
comes (PCOs) at lower healthcare costs [5]. PCOs take into
account patient preferences and perspective by allowing them
to directly comment on their health status without interpreta-
tion of the response by a clinician or others in healthcare [6].
Multiple studies have shown a large discrepancy between
what providers and patients deem important [7, 8, 9e], so
understanding the patient perspective is critical to the assess-
ment of outcomes among women with PFDs, with PCOs
referred to as the fourth dimension of PFD assessment in
conjunction with physical findings, symptoms, and impact
on quality of life [10-12].
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One of the initial assessments when evaluating women
with PFDs is the degree of patient bother, and often, this
measure is used to determine treatment response. It is logi-
cal that the patient’s perception of symptoms and treatment
should be used to measure clinical success rather than solely
objective data. For patients, perceptions of their PFDs and
expectations for treatment are intimately related to their
individual goals [13]. In turn, goal attainment is linked with
satisfaction, treatment preparedness, and improved quality of
life, and correlates with an increased likelihood of continu-
ing treatment [14e, 15]. Hence, establishing patient-centered
goals prior to treatment may improve patient satisfaction.
Additionally, these same goals can be used to assess treat-
ment response [16e]. Qualitative studies on PFDs have pro-
vided further insight into patients’ perception; again, they
highlighted the discordance between patient and physician
perspectives and identified areas for improvement, such as
patient education, counseling, and expectation setting [9e,
17, 18e].

Numerous tools for capturing PCOs have been devel-
oped, primarily in the form of questionnaires and surveys.
However, these are most often utilized as outcome measures
in research and less frequently to guide clinical care [12].
The Pelvic Floor Disorders Consortium, a multidisciplinary
group involving providers from colorectal surgery, urogy-
necology, urology, gynecology, gastroenterology, physical
therapy and other advanced practice providers, reviewed
the available validated instruments and generated a list of
the most accurate and practical tools to use for each condi-
tion. The final recommended validated instrument, IMPACT
(Initial Measurement of Patient Reported Pelvic Floor Com-
plaints Tool), can be used in any clinical setting, regardless
of which specialist saw the patient first [19ee].

In this review, the current evidence-based data regarding
patient centered outcomes for the treatment of PFDs will be
presented and discussed.

Pelvic Floor Disorders — Patient
Perspectives

It is crucial for providers to understand a patient’s
perspective on their PFDs, and it may highlight areas where
patients can benefit from further education and counseling.
This understanding also facilitates directed and meaningful
conversations regarding expectations and goals for treatment,
and serves as a measurement of treatment response. Recent
studies provide further—and at times surprising—insight
into patient PFD experiences and comprehension.

A main barrier to seeking help is the perception that
PFDs are a normal part of aging and that there are no
effective treatments [16e, 20]. Even when recognized as
a problem, many women do not view PFDs as chronic
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conditions that require long-term management [9¢]. For
example, patient baseline understanding of UI and POP,
as measured by the Prolapse and Incontinence Knowledge
Questionnaire (PIKQ), is low, with less than 50% of par-
ticipants achieving a “passing” score (at least 75% of the
questions correctly). There was no difference in under-
standing by age or history of prior treatment for PFD.
Additionally, 23-38% of participant responded incor-
rectly or with “I don’t know” regarding if UI or POP were
treatable conditions [21e]. Current knowledge surveys are
limited, but this misconception is likely even higher in
women who do not seek care. Compounding this lack of
patient understanding, qualitative research by Wieslander
et al. found that miscommunication and misunderstanding
are significant during the patient-physician interaction in
both English and Spanish—speaking women with POP [17].

PFDs have negative impacts on patient quality of life
and are associated with depression and anxiety, but may
not be well correlated with objective anatomical find-
ings [16e]. The International Urogynecological Associa-
tion (IUGA) sponsored an International Urogynecology
Consultation that reviewed and summarized the avail-
able literature on patient perspectives on POP worldwide
and found that prolapse-specific body image and genital
image are important components of women’s emotional,
physical and sexual well-being [16e]. Many women with
POP report significant shame and embarrassment, both
with their condition and with discussing it with others,
including physicians [16e, 22]. More research is needed
to understand the impact of these psychological factors on
treatment outcomes [23].

Women’s perception of POP symptoms can be highly
variable [16e, 24]. The most commonly reported symp-
tom is a vaginal bulge that affects their lifestyle and
emotional wellbeing and therefore, the absence of bulge
symptoms after treatment has a significant correlation
with patient’s perception of overall improvement, while
anatomic success alone does not [25]. Hispanic and
Native American women reported more bother with
Stage 2 POP when compared to non-Hispanic white
women. There were no differences in ethnicity/race for
higher levels of prolapse, suggesting prolapse sever-
ity overcomes any ethnic differences of bother at the
more advanced stages of prolapse [26]. Understanding
patients’ perspective allows for better tailoring of expec-
tations for treatment and attainment of patient-centered
goals. If a patient’s goal is to not feel a bulge, she may
be satisfied after surgery if she is no longer aware of the
prolapse, regardless of anatomic “success”.

Therefore, patients can identify their own treatment
goals and share with their provider, which can facilitate
education, shared decision making, and expectations before
and after treatment that are individualized for that patient.
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Clinic/Non-surgical Treatments
Clinic

PFDs are intimate and sensitive conditions that are difficult
for patients to discuss and are associated with depression
and anxiety, as noted above. The CAFE study by Pham et al.
sought to understand the anxiety patients with PFD experi-
enced about their initial clinic visit. They found that anxiety
scores did not correlate with PFD distress, or general anxi-
ety disorder, as measured by a variety of condition-specific
questionnaires. However, the highest levels of satisfaction
after the visit were associated with the largest decrease in
anxiety scores. This suggests that directly asking patients to
reflect on and consider their anxieties may have a positive
effect on their perceptions of anxiety after their initial visit
and improve patient satisfaction [27].

Telemedicine

The coronavirus pandemic necessitated a large increase in
providing remote access care with telemedicine. The obvi-
ous concern is that the quality of care and patient satisfac-
tion would be negatively impacted by telemedicine. Tates
et al. compared face-to-face with screen-to-screen consulta-
tion on patient-physician communication for POP and SUI
and found that virtual visits provide similar satisfaction by
building strong therapeutic relationships through education,
active listening and shared decision making [28]. Schlit-
tenhardt et al., in an observational survey study comparing
patient experience and follow up rates before and after the
availability of telemedicine care at a single institution, found
that patients with PFD living in rural settings may be more
likely to attend follow-up visits if conducted remotely, though
limited internet access and technical capabilities for some
elderly patients need to be considered [29].

For postoperative visits conducted using telemedicine,
including PFD specific surgeries, patients reported high
levels of satisfaction with no increase in adverse events
(AEs), emergency room visits or primary care visits [30e,
31, 32]. However, the PHONE Study from Italy concluded
that telephone follow-up is appropriate for women not
reporting urinary incontinence or who had non-mesh pro-
lapse repairs. The authors cited incorrect interpretation of
de novo UUI as recurrent SUI and the inability to detect
mesh exposure during telephone interviews as justifica-
tion [31]. Overall, telemedicine appears to be an appropri-
ate tool to provide value-based healthcare by increasing
access to care for rural patients, decreasing economic bur-
dens on patients, and delivering quality health care with
high patient satisfaction without an increase in AEs.

Patient Handouts

Prior work on the patient perspectives on PFDs has empha-
sized the need for improved patient education and coun-
seling on PFD diagnoses [9e, 17, 20, 21¢]. Patient education
handouts can be a useful tool to reinforce verbal counseling
and provide further information on their condition. However,
this is contingent upon the handouts being understandable
to patients. The National Institutes of Health (NIH) and
American Medical Association (AMA) recommend that
the readability of a patient facing handout should be at the
sixth-grade reading level or below [33, 34].

A review of available IUGA and the American
Urogynecologic Society (AUGS) patient information
handouts, both in English and Spanish, found that only 1
document out of 86 met all criteria for plain language best
practice. The English handouts from both IUGA and AUGS
exceeded the sixth-grade level, with average readability of
10.5 grade level and 9.9 grade level respectively. Spanish
handouts from IUGA were on average at 5.9 grade level
readability [35]. This is consistent with findings from Robb
et al., who reviewed Spanish language PFD patient handouts
from NIH, AUGS, the American Congress of Obstetricians
and Gynecologists (ACOG), other online printable handouts,
and industry-sponsored brochures for readability. Of the 40
handouts analyzed, none met the sixth-grade level criteria,
including government-developed materials [36].

If handouts are not easily understandable, further
confusion and miscommunication may occur, highlighting
the need for improved patient-centered education materials.
Given the low baseline level of patient knowledge, revising
patient handouts provides a unique opportunity to involve
direct patient input. Including the patient perspective in
handout revisions may elicit aspects not previously identified
and allow for the creation of more patient-centered education
materials.

Pessary

Some PFDs, such as SUI, can be treated effectively with a
pessary, improving QoL scores, sexual function and body-
image [37-39]. However, women with high symptom bother
are more likely to consider surgical intervention despite pes-
sary use [40]. Consistent with other PCO research, Komesu
et al. demonstrated that patient goals for pessary use are
variable and subjective attainment of self-determined goals
is associated with continued pessary use [15]. A systematic
review and meta-analysis by Klein et al. in 2022 on the role
of pessaries for SUI, did not identify any new studies since
2008, highlighting the need for more updated research [41].

Although there are studies evaluating pessary use for
prolapse, few evaluate PCO. Gupta et al. compared the desire
for continued pessary use in Hispanic versus non-Hispanic
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women 3 months following initial fitting, and found no
ethnic differences in continued pessary use, despite Hispanic
women reporting more pain and increased rates of bacterial
vaginosis [42e]. Additionally, information regarding risk
factors for pessary dislodgement can help guide expectations
before pessary insertion. However, studies offer conflicting
information. Coelho et al. found prior pelvic reconstructive
surgery and stage 4 apical prolapse was associated with
unsuccessful pessary fitting for POP [39]. This contrasts
with a study by Fatakia et al., which identified previous
hysterectomy, premenopausal status, and increasing genital
hiatus and perineal body as predictors for pessary failure in
POP [43]. These more recent studies are not consistent with
prior literature that identified age, BMI, and weak pelvic
floor muscles as risk factors for pessary failure [44]. For
SUI, menopause, higher education, no prior Ul surgery, and
lower incontinence frequency were associated with success
and satisfaction with pessary [45]

Pelvic Floor Physical Therapy

There are conflicting results related to additional counseling
and education prior to starting pelvic floor muscle training,
suggesting method of education is likely significant. Shan-
non et al. found that the addition of video counseling to a
standard handout did not improve patients’ level of prepared-
ness or compliance [46]. An observational study by Blan-
chard et al. reported significant improvement in both symp-
toms and QoL scores after four educational physical therapy
sessions alone, with continued improvement after complet-
ing subsequent visual feedback and personalized training
sessions [47]. Though this study has promising results, it is
limited due to its lack of comparison to a control.

Surgery

Preoperative Counseling — Are Patients Adequately
Informed?

Patient perceptions and concerns with surgery can differ
greatly from what surgeons and other healthcare providers
expect. Several qualitative studies exploring patient perspec-
tives regarding surgery found that, preoperatively, patients
reported a general lack of knowledge about their specific
surgery and expressed the need for more information, con-
sistent with the previously mentioned studies on the general
lack of patient understanding of PFDs, further emphasizing
the need for greater focus on patient education [9e, 18e].
Preoperatively, women reported complications with the
surgical procedure, anesthesia, pain, and catheter issues
as their greatest concerns and what they would consider
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AEs. Postoperatively, women listed unsuccessful surgery,
continued incontinence, sexual dysfunction, and failure to
achieve functional goals as severe AEs. Additionally, despite
counseling, participants were not aware that they had been
informed of AEs and were unsure if they had undergone an
informed consent process [18e]. This aligns with findings
from a prior observational study that demonstrated patient
satisfaction is strongly associated with knowledge about the
planned surgery. The odds of being satisfied increased for
every 1 point increase on the Informed Consent Question-
naire (ICQ-20 score), with no association noted for baseline
health literacy or anxiety [48]. This may be a practical PCO
tool for providers to assess patient understanding to improve
the informed consent process.

The role of peer support in preoperative preparedness was
examined by Madsen et al. When compared with usual care,
more women in the peer support group reported improved
preparedness from baseline. However, there was no differ-
ence in the proportion of women feeling prepared for surgery
between groups [49¢]. While peer support may be helpful
for some patients, the research supports a greater need for
improving physician counseling.

Balzarro et al. described patient centered counseling
practices for PFDs. Specifically outlined tasks that surgeons
should accomplish through counseling were recommended.
They suggest that surgeons should (1) Define the problem,
(2) Thoroughly share information about treatment options,
(3) Determine whether the patient understands, (4) Explore
the patient’s ideas and expectations, (5) Explore the patient’s
fears and concerns, (6) Explore the patient’s motivation, (7)
Explore the patient’s preferred level of involvement in deci-
sions, and (8) Provide additional time and space, if neces-
sary. They suggest using a counseling checklist to prioritize
and complete these eight tasks (Fig. 1) with examples and
strategies for each task provided [50e]. Although there may
be concern related to the time-intensive process or the prac-
ticality of this approach, it is not expected that all counseling
is completed in a single visit. Instead, this is viewed as an
ongoing discussion with patients over multiple clinic visits,
with reinforcement of prior education, assessment of patient
understanding, and multiple opportunities for patients to
ask questions or raise concerns. This framework could be
incorporated into follow up visits to monitor progress and
patient-centered goals.

Postop — Are Patient Goals Achieved?

Patients reported they would like to receive written discharge
instructions prior to surgery to allow for discussion of imme-
diate and long-term expectations for recovery [18e]. This
is particularly important for patients undergoing surgery
for PFDs, as patients consistently list improved functional
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What was the main problem you talked about?

What was the other problem you talked about?

What was the other problem you talked about?

Yes No Not applicable DATE

Problems were identified

More than one way to manage the problems was
described

Sketches, leaflets, apps to help make the decision
were offered

The advantages, disadvantages and outcomes of
options were discussed

Expectations about surgical treatment were
discussed

Worries about managing after the surgical
procedure were discussed

Information had been understood

The patient had the opportunities to ask questions

During the consultation:

¢ Patient take a decision, or

* Patient postponed the decision

Surgical proposed procedure was:

Patient accepted the surgical procedure

The possibility of coming back to the decision
was discussed

Surgeon signature

Patient’s signature

Fig. 1 Example of counseling checklist [S0®]. Used with permission of Springer Nature.

outcomes as their main treatment goals that are fundamental
to their recovery [18e, 51]. When patients were asked to rank
patient- and surgeon-identified AEs in ordered perceived
severity, diminished function and QoL (e.g. constipation,
Ul, sexual dysfunction) were consistently categorized by
patients as the same severity as AEs that surgeons consider
very severe (e.g. ICU admission, death) [9e].

Awareness of patients’ specific goals allows the surgeon
to improve their preoperative counseling and help set rea-
sonable postoperative expectations. When absence of bulge
symptoms was the primary identified patient goal, sympto-
matic POP recurrence after surgical treatment was associ-
ated with decreased goal attainment and satisfaction, while
asymptomatic POP recurrence has no deterioration on per-
ceived goal achievement, satisfaction, or QoL [51]. Gilling-
ham et al. further demonstrated that goal-achieving women
were more satisfied and had less regret with their surgery
than goal non-achievers [14e].

PCO related to urinary incontinence after surgery may be
more difficult and nuanced to achieve. For example, patients
who identified “not needing pads” as a goal, still considered
it not achieved even if they did not have UI postoperatively,
because they still wore pads “just in case.” Women with Ul
also had low achievement of body-image, confidence and
sexuality goals postoperatively compared to women undergo-
ing surgery for POP, even when they had improvement in Ul
symptom-based goals. This persisted at two and 10 years [51].

Lack of goal attainment does not only negatively affect
a patient’s perception of surgical outcomes and satis-
faction, but can also cause significant personal feelings
of failure and shame. Responses in a qualitative study
revealed that, if surgery failed, patients felt an additional
sense of failed obligation to those who cared for them
during recovery, ultimately internalizing negative surgical
outcomes as personal failures [9e].
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Tools

There are multiple tools to assess PCO, symptom bother
and QoL. The Pelvic Floor Disorders Consortium, a mul-
tidisciplinary group of providers who treat PFDs, reviewed
the available validated instruments and generated a list of
the most accurate and practical tools for each condition.
The final recommended validated instruments are called
IMPACT (Initial Measurement of Patient Reported Pelvic
Floor Complaints Tool) that can be used in any clinical set-
ting, regardless of which specialist saw the patient initially.
IMPACT recommended specific instruments that are already
available for urinary incontinence, pelvic organ prolapse,
bowel complaints (including fecal incontinence and consti-
pation), disease specific quality of life, and female sexual
dysfunction (Table 1) [19ee].

The NIH Patient-Reported Outcomes Measurement
Information System (PROMIS) was developed to establish
a national resource for accurate, efficient and flexible meas-
urement of PROs, including symptoms, functioning, and
health-related quality of life (HRQL) that can be applied to
a wide variety of chronic conditions. PROMIS can be used
to evaluate both global and condition-specific mental, physi-
cal, and social health of adults and children. It can be used in
the general population, those with chronic conditions, and in
both clinical and research settings [52, 53].

Future Directions

Though the concept of value-based care and patient-cen-
tered outcomes is not novel, there are still many gaps in
knowledge about patient preferences and more opportuni-
ties to incorporate direct patient input into research, tool

development, and their own treatment plans. The Patient-
Centered Outcomes Research Institute (PCORI) is striving
to close those gaps in research by requiring investigators to
engage patient and other stakeholders. Patient serve as con-
sultants and collaborators for study design and outcomes as
well as interventions in order to better capture the needs of
patients. This patient engagement has resulted in more feasi-
ble and relevant studies with improved patient acceptability.
The PCORI model exemplifies a patient-centered approach
to research that should be use to guide future studies [54].

Many of the existing PCO instruments are not patient-
centered and lacking direct input from patients. If the patient
perspective is not included in the creation and implementa-
tion of tools and materials, it is impossible to know what
crucial information is missing and will result in potentially
less clinically meaningful outcomes. Future instruments
should be developed with patient involvement from the
beginning.

Patient-centered outcomes are pervasive in clinical
research. However, there is limited and variable use of
PCO in routine clinical practice. Existing tools can be
integrated into current healthcare delivery models and
used to screen, diagnose, decide treatment plans, monitor
progress, and assess treatment response for patients with
PFD. If questionnaires seem cumbersome, routinely asking
patients to identify goals and using stated goals to track
progress and measure success is a simple way to integrate
PCO into practice.

An innovative way to offer patient-centered treatment
is through the use of mobile applications. Though careful
review and selection of apps is necessary to avoid
inaccurate information [55], there is promising data that
apps may improve symptom management, satisfaction,
adherence, and reduce costs [56-58], while offering

Table 1 Final list of

instruments recommended Patient-reported

Sex (and additional
considerations)

Individual number Comulative number
of questions added of questions in the

Consensus instrument to IMPACT (long form) IMPACT (short form)

for inclusion in the IMPACT complaint
(Initial Measurement of Fecal incontinence Both
Patient-Reported Pelvic Floor Botl
. oth
Complaints) tool, long an.d Constipation Both
short forms [19]. Used with
permission of Wolters Kluwer - Both
Additional relevant Both
Health, Inc. anorectal complaints
Both

Urinary incontinence (UT) Men/UT
and lower urinary tract \Men/LUTS

symptoms (LUTS)
other than UT Women/UI
Women/LUTS
Pelvic organ prolapse Women
Sexual function Men

‘Women (with known
pelvic floor disorder)

Cleveland Clinic Florida Incontinence o 12
Scale (CCFIS)
St. Mark’s Incontinence Score (MIS) 7
Patient Assessment of 12
Constipation—Symptoms (PAC-SYM)
Constipation Severity Instrument (CSI) 16
Colorectal Anal Distress 8
Inventory (CRADI)
Bristol Stool Scale (BSS) 1
Urogenital Distress Inventory (UDI-6) 6 14
International Prostate Symptoms 8
Screening (IPSS)
Urogenital Distress Inventory (UDI-6) 6 24
ICIQ-Female Lower Urinary Tract 12
Symptom Questionnaire
Short Form (ICIQ-FLUTS)
Pelvic Organ Prolapse Distress 6
Inventory (POPDI)
International Index of Erectile 15 8
Function (TIEF)

Pelvic Organ Prolapse/Incontinence
Sexual Questionnaire,
TUGA-Revised (PISQ-IR)

Sexually active 2
Not sexually active 12

Women (without known Female Sexual Function Index Short 9 9

pelvic floor disorder)

Version (FSFI-9)
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convenience and privacy. PCO data can also be collected
through self-reporting on apps. As PFD are more prevalent
in older women, there may be concerns that this group
will have difficulties with using mobile technology. Lee
et al. demonstrated that, although there are age-related
differences in the ownership, utilization, and willingness to
communicate with providers through mobile technology,
the majority of women across all age groups are willing
to adopt alternative mobile technology [59]. This, along
with the increase in use of mobile technology during the
recent pandemic, suggests that mobile apps can be used in
an older patient population. Sudol et al. reviewed available
mobile apps for PFD and compiled a list of 23 apps with
accurate information that can be shared with patients [60].

Conclusions

Patients’ perspectives and input in their own care is of the
utmost importance, especially in the field of PFDs. Research
has shown that there are significant discrepancies between
patient and provider regarding expectations and general under-
standing, highlighting the areas where improvements are
needed. Having women identify goals at the beginning of their
care facilitates improved communication and tailored expecta-
tions, and can be used as a tool to assess treatment response.
Patients significantly value improvement in functional out-
comes, often citing this as their primary treatment goal and
considering failure to achieve goals as a serious adverse effect.
Increasing the integration of PCO in the clinical setting can
improve the care provided, placing the patient at the forefront.
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