UCLA
UCLA Previously Published Works

Title

Female Lower Urinary Tract Symptom Prevention and Treatment Strategies on Social Media:
Mixed Correlation With Evidence.

Permalink
https://escholarship.org/uc/item/8hp2f80n
Authors

Burton, Claire S
Gonzalez, Gabriela
Vaculik, Kristina

Publication Date
2021-04-01

DOI
10.1016/j.urology.2020.06.056

Peer reviewed

eScholarship.org Powered by the California Diqital Library

University of California


https://escholarship.org/uc/item/8hp2f80n
https://escholarship.org/uc/item/8hp2f80n#author
https://escholarship.org
http://www.cdlib.org/

1duosnuey Joyiny 1duosnuen Joyiny 1duosnuey Joyiny

1duosnuey Joyiny

Author manuscript
Urology. Author manuscript; available in PMC 2022 August 05.

-, HHS Public Access
«

Published in final edited form as:
Urology. 2021 April ; 150: 139-145. doi:10.1016/j.urology.2020.06.056.

FEMALE LOWER URINARY TRACT SYMPTOM PREVENTION
AND TREATMENT STRATEGIES ON SOCIAL MEDIA: MIXED
CORRELATION WITH EVIDENCE

Claire Burton, MD?2, Gabriela Gonzalez, MPHP, Kristina Vaculik, MPHCS, Carine Khalil, PhDC,
Yuliya Zektser, MDP, Corey Arnold, PhDY, Christopher V. Almario, MD, MSHPMC, Brennan
M.R. Spiegel, MD, MSHS¢, Jennifer T. Anger, MD, MPH¢®

aDepartment of Urology, David Geffen School of Medicine, UCLA, Los Angeles, CA

bDavid Geffen School of Medicine, University of California, Los Angeles, CA

¢Cedars-Sinai Center for Outcomes Research and Education (CS-CORE), Los Angeles, CA
dMedical Imaging Informatics, Department of Radiology, UCLA, Los Angeles, CA

€Department of Surgery, Division of Urology, Cedars-Sinai Medical Center, Los Angeles, CA

Keywords
Social media; pelvic organ prolapse; urinary incontinence; interstitial cystitis; disease prevention

II. INTRODUCTION

Pelvic floor disorders and lower urinary tract symptoms (LUTS) including urinary
incontinence, urinary tract infections, and pelvic organ prolapse, are increasingly common,
with current estimates suggesting that up to 30% of women are affected.-2 Despite this, the
majority of women do not seek medical care for their conditions, with embarrassment and
lack of knowledge of available treatments often cited as the primary reasons.® Many patients
turn to the Internet to find more information on their disease or symptoms, as it provides an
anonymous avenue for women who may be too embarrassed to obtain health information in
person.

Though the quality of online published information on pelvic floor disorders is varied,
there has been little research on the health information portrayed on social media sites
such as Facebook and Reddit.# Unlike published websites which act as a one-way source
of information, social media allows for ongoing conversation and shared content between
users. More and more people, especially those over 65, are joining sites and posting their
own content.?
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Pelvic floor disorder patients have expressed a high desire to learn more about their
conditions from social media sites.6 However, little is known about the quality of
information available on social media, other than the fact that paid advertisements account
for a large majority of content.” We sought to evaluate the quality of information provided
by actual users (rather than advertisers) as it relates to recommendation strategies for

five common pelvic floor disorders. Given the varied quality of information about pelvic
floor disorders online, we hypothesized that the quality of the recommendation strategies
regarding disease prevention and treatment would be suboptimal and would not be in line
with evidence-based recommendations.

. MATERIALS AND METHODS

Data Collection

This study was deemed exempt by our institution’s IRB. Online posts related to stress
urinary incontinence (SUI), pelvic organ prolapse (POP), urinary tract infection (UTI),
overactive bladder (OAB), and interstitial cystitis/bladder pain syndrome (IC/BPS) were
identified using Treato ®, a social media data mining company that collected and analyzed
patient content from e-forums, blogs, and websites such as Healthcaremagic and Reddit.8
A natural language processing algorithm was utilized in order to index posts in the five
aforementioned categories. Our research team identified a set of keywords and exclusion
criteria to extract relevant posts specific to women (Appendix). Inclusion criteria consisted
of a set of condition terms (for UT], the terms “Bladder infection,” “Cystitis,” and
“Pyelonephritis” were also included) and exclusion of posts with terms such as “dog”, “cat”,
or “baby”. Data was collected from January 6, 2016 — August 5, 2018.

Two hundred random posts from each of the five categories (1000 total) were extracted from
each data set to ensure thematic saturation based on our prior studies.8 Posts were excluded
if they were not in the English language, had advertisement features, included male-
specific descriptions, or were clearly not relevant to a pelvic floor disorder. Two separate
investigators (CB, GG) conducted line-by-line analysis to identify recommendations for
prevention or treatment. A given post could have multiple recommendations.

Analysis of Evidence

A PubMed search was conducted for relevant clinical guidelines for each of the five topics.
Individual recommendation strategies from each post were compared to existing guidelines
and given a level of evidence based on that guideline. If no guidelines were available, a
PubMed search was conducted for systematic reviews. If no systematic review was available
that addressed a specific recommendation strategy, a PubMed search for the specific strategy
was conducted. Strategies were marked as having “no evidence” if no clinical guidelines,
systematic reviews, or original research was identified for that recommendation, or if
available research demonstrated no significant benefit. Levels of evidence were assigned
based on the Oxford Centre for Evidence Based Medicine (Table 1).° Percentages were
defined as the number of recommendations with a given level of evidence divided by the
total number of recommendations on the topic.
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IV. RESULTS

Of the 1,000 posts randomly selected to be reviewed, 158 posts contained
239 recommendations on disease prevention. Thirty-one percent (72/239) of those
recommendations lacked any scientific evidence (Figure 1F).

Pelvic Organ Prolapse

Thirty-three of 200 posts contained 41 recommendations on prevention, 61% (26/41)

of which had no evidence (Figure 1A), such as limiting physical activity, changing

posture, breathing techniques, and topical honey (Table 2). Ten percent (4/41) also
contained recommendations for using topical estrogen, for which limited data exist (level 4
evidence)!0. Twenty-seven percent (11/41) of posts suggested pelvic floor muscle exercises
or pelvic floor physical therapy to prevent or treatPOP, which has level 1 evidence.1!

Urinary Tract Infections

There were 58 recommendations in 31 posts. Forty-three percent (24/58) had no evidence
(Figure 1B), including recommendations for dietary modifications such as avoiding alcohol,
caffeine, citrus, and sugar, urinary alkalization, avoidance of ibuprofen, and hygienic
routines. Half (53%) of prevention recommendations had either level 1 (increased fluid
intake, vaginal estrogen) or level 2 (cranberry supplement, Vitamin C, D mannose)
evidence.12 Two posts (4%) recommended intermittent catheterization to improve bladder
emptying, which is a level 5 recommendation.13

Overactive Bladder

With 27 recommendations in 17 posts, 41% (11/27) of recommendations had level

1 evidence, either recommending pelvic floor exercises or decreased caffeine intake
(Figure 1C).1415 Another 41% (11/27) of the recommendations were for reducing alcohol
intake, decreasing fluid intake, and timed voiding (level 2).16:17 Eighteen percent of
recommendations (3/27) had level 4 (decrease constipation), or no evidence (magnesium
supplementation and breathing techniques).

Stress Urinary Incontinence

There were 33 recommendations in 30 posts, 36% (12/33) of which had prevention
recommendations with low or no evidence including nutmeg supplementation, laser
rejuvenation, bladder training, dietary modifications (avoiding caffeine, refined sugar,
gluten, dairy), changing posture, and progesterone cream. Thirty-seven percent (12/33)
recommended pelvic floor exercises, or vaginal weights (level 1), two posts recommended
weight loss (level 2), and the remainder (7 posts) recommended low impact exercise or
Pilates (level 3).

Interstitial Cystitis

For IC there were 79 recommendations in 46 posts. IC had the highest number of
recommended prevention strategies of the five groups, and most were low (level 4
or 5) or no evidence (70/79, 89%) (Figure 1E). Ten percent (8/79) had no evidence
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at all, and included use of cannabinoids, collagen hydrosylate, marshmallow root,
methylsulfonylmethane (MSM) crystals, or D-mannose. The majority of recommendations
(57179, 72%), had low evidence (clinical principle) for a variety of recommendations

on dietary modifications and herbal supplements.18 Eleven percent (9/79) recommended
avoiding Kegel exercises or going to pelvic floor physical therapy (level 2).

Overall Lower Urinary Tract Symptoms

Overall there was no relationship between the content of the posts and the level of evidence
(Figure 2). In addition, the frequency by which a prevention strategy was mentioned did
not correlate with level of evidence. Approximately one third of the posts had level 1 or 2
evidence, one third of the posts had no evidence, and one third had level 3, 4, or 5.

Identification of Author Credentials

The majority of posts with recommendations were identified as being the personal
experience of the author (n=121, 76%). Twenty percent (n=32) of authors did not provide

an form of identification or basis for their recommendations. Four percent (n=5) of authors
identified themselves as a professional (physician (n=3), Pilates instructor, and weight lifting
instructor).

V. DISCUSSION

In this analysis of the quality of prevention and treatment recommendations for pelvic floor
disorders by users of social media sites, we found a wide sample of recommendations
supported by varying levels of evidence. Almost one third of the posts lacked any scientific
evidence at all and only 21% were backed by level I evidence.

Recommendations on prevention of UTIs were supported by the most evidence, largely
driven by recommendations to increase fluid intake. This is possibly related to the recent
press surrounding the publication by Hooton et al that demonstrated the benefits of increased
water intake 1°. Yet vaginal estrogen, one of the most effective means of preventing

UTIs in peri- and post-menopausal women, was only mentioned once.12 Conversely, the
recommendations for interstitial cystitis were supported by the least amount of evidence,
primarily due to the fact that there is a dearth of quality research on strategies and
mechanisms to prevent IC flares.18 Manual physical therapy has the strongest evidence

for preventing IC flares, but this was only discussed in 11% of evaluated posts.® The vast
majority of posts recommended dietary modification and herbal supplementation, which are
given “clinical principle” designation in the AUA Guideline.1®

Similarly, pelvic floor muscle exercises are associated with improvements and prevention of
stress urinary incontinence, but only one third of the evaluated posts recommended it. On
the other hand, there were five recommendations for dietary modifications which have no
evidence for prevention or treatment of SUI.

It is important to understand the information being propagated on social media, as a
survey of patients in female pelvic medicine practices across the United States showed that
women are interested in using social media for information about pelvic floor disorders.8

Urology. Author manuscript; available in PMC 2022 August 05.
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Additionally, investigation into the posts on social media can provide valuable insight into
the patient experience, as was previously reported by Dr. Du et al in their analysis of
urinary incontinence forums on Reddit.20 In our analysis we identified the concerning fact
that there was no correlation with frequency of posts and evidence level, meaning that the
propagation of recommendations occurs based on popularity of ideas rather than facts. As a
medical community we should continue to educate our patients, engage in social media in
a professional capacity, and correct misinformation in order to best serve our patients who
look to the Internet for health information. This will require many providers to develop a
social media presence across a variety of platforms with consistent and regular engagement
S0 as to reach a wide array of women.

This analysis also demonstrates the desire among many women for natural or herbal
remedies for many pelvic floor disorders, and particularly for IC. Unfortunately, few studies
currently exist to examine the impact of these treatments on pelvic floor disorders. Further
research evaluating the potential benefits of herbal supplements may help more clinicians
effectively counsel patients on their benefit or lack thereof, and increase the quality of these
recommendations that are at this point solely anecdotal in nature. We imagine that, the lower
the evidence base for a given condition, the more that lay people will seek unfounded and
outlandish treatments. Increasing the evidence base for or against treatment options will
hopefully trickle down to recommendations on social media as well.

The majority of these posts represent the personal experience of those posting, though

one fifth of the authors provided recommendations without any identifying information.
While some of the perceived advantages of social media are the ability to share personal
experiences and relate to other people with a given condition, there is a risk that those

who provide recommendations may have other motivations such as financial gain. Many
social media sites and health forums support anonymity, but perhaps health-related sites
should encourage authors to identify their qualifications or specify if they are speaking from
personal experience, so that other readers may more appropriately evaluate the quality of the
source of recommendations.

While our study provides insights on the gap between the existing evidence-based
prevention strategies and what is propagated on websites, there are several important
limitations. It is possible that the 1000 posts randomly selected are not representative

of social media posts as a whole, although our prior analysis of the SUI social media

posts demonstrated significant thematic overlap between the same randomly selected subset
and almost 1000 online posts.® Additionally, the anonymity of the posts may limit the
generalizability of these findings, as social media users tend to be younger and more
educated than the general population.?! Finally, the data mining company used to obtain
this data, ceased operations in August 2018 so while the opportunity for repeated searches
or validation of methodology cannot be exactly replicated, other data mining tools exist for
similar searches.

Despite these limitations, this study provides an important characterization of the types of
prevention and treatment recommendations that exist on social media in regards to pelvic
floor disorders. Unlike previous studies that have examined posts on a single platform such
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as Twitter or Reddit, we were able to analyze a variety of sites in order to capture a broader
representation of social media posts. By comparing existing evidence for prevention and
treatment recommendations with the recommendations on social media, we identified a gap
between what is being recommended and what is supported by evidence. We hope this
encourages physicians to continue to engage in patient education and social media outreach
to promote treatments that are likely to be the most successful.

CONCLUSIONS

Many recommendations for prevention and treatment of pelvic floor disorders on social
media lacked any scientific support, and numerous evidence-based strategies were not
promoted. Clinicians should continue educating the public about pelvic floor disorders

and lower urinary tract symptoms and promote prevention strategies that are likely to

be successful. We should also continue to engage in high quality research to further the
body of evidence regarding disease treatment and prevention, including research on the

use of vitamins and supplements to meet the interests of our patients. In addition, we
should discourage those strategies that lack evidence and could even be potentially harmful.
Clinicians should continue to engage in social media outreach, as many women desire to
obtain health information through social media sites.

Supplementary Material

Refer to Web version on PubMed Central for supplementary material.
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A. PELVIC ORGAN PROLAPSE B. URINARY TRACT INFECTION C. OVERACTIVE BLADDER

No Evidence
61%

D. STRESS URINARY INCONTINENCE E. INTERSTITIAL CYSTITIS F. ALL RECOMMENDATIONS

M1 m2 m3 m4 m5 mNo Evidence

Figure 1:
Percentage of recommendations by level of evidence for A) pelvic organ prolapse, B)

urinary tract infection, C) overactive bladder, D) stress urinary incontinence, E) interstitial
cystitis, F) all lower urinary tract recommendations combined
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Lower Urinary Tract Symptoms Combined

3 4 5

No Evidence

Figure 2:
Total number of recommendation strategies by level of evidence for all five lower urinary

tract symptoms combined
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Table 1:

Oxford Centre for Evidence-based Medicine — Levels of Evidence9

la | Systematic review (with a homogeneity of RCTs)

1b | Individual RCT with narrow confidence interval

2a | Systematic review (with homogeneity of cohort studies)

2b | Individual cohort study (including low quality RCT)

2c | Outcomes research; Ecological studies

3a | Systematic Review (with homogeneity of case-control studies)

3b | Individual case-control study

4 Case-series (and poor-quality cohort and case-control studies)

5 Expert opinion without explicit critical appraisal, or based on physiology, bench research, or “first principles”
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