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A Note from Laura: Coming to a Global
Consensus on IC/BPS

In this newsletter
you can expect:

On April 23-24, 2025, members of
the ICA team had the privilege of
attending the Global Consensus on
IC/BPS meeting in Winston-Salem,
North Carolina. At this meeting,
researchers, clinicians, and patient
advocates from around the world
came together to discuss the
current state of the science on
IC/BPS, ranging from the current
understanding of what may cause
this condition to how it is
diagnosed and treated. All
attendees were grouped into
committees and responsible for
reviewing the literature on their
assigned topic and presenting
their findings at the meeting.
Some excellent discussions were
had during this meeting, and final
papers representing a global
consensus are forthcoming.

What struck me the most about
these consensus conversations,
especially comparing the science |
was aware of when | was first
diagnosed over 25 years ago, was
the organization of thought
around the different phenotypes of

*The ICA is supported by individual donations and corporate/research partnerships. Importantly, those dollars did not support this trip to North Carolina. Members of the ICA team personally

IC/BPS (i.e., that there are
categories of IC/BPS patients,
including those with bladder-
centric disease and those with
widespread pain). While there is
still much more work to be done, it
seems the consensus around these
phenotypes is leading to new ideas
around what causes this condition
and how it can be diagnosed and
treated. | left feeling optimistic
about the future!

As always, | welcome feedback,
guestions, and ideas for topics or
studies you might like to see
summarized in the ICA Research
Digest; you are welcome to reach
out to me at
laura.santurri@ichelp.org.

Laura Santurri, Ph.D., MPH

S

paid for their trip expenses, with support from the Wake Forest Institute for Regenerative Medicine.
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Quick Tip!

We receive information every day from many different
sources. When receiving health information, it's
important to ask, “Who is sharing this message and
why?” Is there a potential for a conflict of interest? For
example, is the person or organization benefiting
financially or otherwise from the advice they're giving?
Are they promoting products or services they sell?
Being a little skeptical can help you make informed
decisions and avoid falling for misinformation!

Definition Spotlight - “Phenotype”

According to the National Human Research Genome Institute,
a phenotype is defined as, “an individual’'s observable traits,
such as height, eye color and blood type. A person’s phenotype
is determined by both their genomic makeup (genotype) and
environmental factors.”

The National Institutes of Health-funded Multidisciplinary
Approach to the Study of Chronic Pelvic Pain (MAPP) Research

Network has described three broad IC/BPS phenotypes—
patients with widespread pain beyond the bladder and pelvis, patients with bladder-centric

symptoms (with or without Hunner lesions), and patients with pelvic floor dysfunction. Importantly,
the discussion about these phenotypes, or the different ways in which IC/BPS patients present, is
still ongoing. In addition, individual patients may fall under multiple phenotypes at once.
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Recent Article Highlight: Interstitial Cystitis/Bladder Pain Syndrome:
Matching Therapies to the Patient

This review highlights the importance of phenotyping to improve treatment for IC/BPS, a condition
with varied symptoms that often fails to respond to generalized therapies. IC/BPS has been grouped
into four main types: bladder-centric with Hunner lesion disease (HLD), bladder-centric without HLD,
widespread/centralized pain, and myofascial pelvic floor dysfunction. Matching treatments to these
types can lead to better results. For example, patients with HLD respond well to localized treatments
like hydrodistention and fulguration, while non-HLD bladder-centric patients may benefit from
dietary changes, intravesical therapy, or pain relievers. Myofascial dysfunction is treated with pelvic
floor physical therapy and muscle relaxants, while widespread pain, often linked to chronic pain
conditions, requires systemic treatments like antidepressants and neuromodulation. Psychological
support is crucial for all patients, as many experience anxiety, depression, and poor coping skills.
Although phenotyping is still evolving, it offers a more personalized, effective approach to care,
shifting from rigid guidelines to tailored, multidisciplinary treatments. Future research should focus
on identifying biomarkers to further refine these approaches.
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Patient Question - Is it possible that
IC/BPS is caused by an embedded UTI? »

There is some scientific literature to support that, for some IC/BPS
patients, a hypersensitivity to bacteria could play a causative role in the
condition. However, there is no confirmatory evidence that IC/BPS is
caused by embedded urinary tract infections (UTIs). Importantly, there is
also no scientific evidence demonstrating that long-term antibiotic
therapy improves patient outcomes. Clinicians and researchers have also

expressed concern about prescribing long-term antibiotics as a treatment
for IC/BPS due to side effects and the risk of creating antibiotic resistance.

To answer the question in short—it is possible, but there is no current evidence to support it. Long-term antibiotic treatment

also has risks.

We also want to clearly state that this answer is not meant to invalidate any particular patient’s experience. In all cases, we
recommmend talking about potential diagnostic and treatment approaches with trusted members of your healthcare team.
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Additional Studics of Note

Here, I'd like to highlight one article relevant to PCR testing, which some advocate using for detecting
recurrent/embedded UTls, and another article on the microbiota of IC/BPS patients.

Urine Polymerase Chain Reaction
Tests: Stewardship Helper or
Hinderance?

This commentary examines the use of urine polymerase
chain reaction (PCR) testing for diagnosing urinary tract
infections (UTls) in long-term care facilities (LTCFs) and its
impact on antibiotic stewardship (AS) programs. Urine PCR
is a non-FDA-approved test that detects bacteria and some
resistance genes. While it is faster and more sensitive than
standard urine culture (SUC), it has significant drawbacks.
Its high sensitivity can lead to false positives by identifying
non-infectious bacteria, causing overdiagnosis,
overtreatment, and unnecessary antibiotic use. Many
studies on urine PCR fail to follow proper UTI diagnosis
practices or ensure correct urine sample collection, with
some methods, like swabbing briefs, being inappropriate.
PCR also cannot provide antibiotic susceptibility data, and
there is no strong evidence that it improves patient
outcomes. SUC remains reliable for detecting commmon UTI
pathogens like E. coli, with PCR offering limited benefits.
The authors advise caution when using urine PCR and
recommend working with AS teams to ensure proper
diagnostic practices, use antibiograms, and educate staff
on appropriate testing. More research is needed to
determine if urine PCR has a meaningful role in UTI care.
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The Microbiota in Patients with
Interstitial Cystitis/

Bladder Pain Syndrome: A
Systematic Review

The systematic review examined differences in microbiota
between patients with IC/BPS and healthy individuals,
focusing on urinary, gut, and vaginal microbiota. The
review included 12 studies, most of which analyzed urine
microbiota, finding significant differences in bacterial
diversity and composition. Results regarding Lactobacillus
were mixed, with some studies linking it to protective
effects and others to possible overgrowth. Specific
metabolites, like sphingosine 1-phosphate and
theophylline, may also play a role in the disease. The
studies used different methods for sample collection and
analysis, making it hard to draw clear conclusions. Most
focused on women, reflecting the higher prevalence of
IC/BPS in females, but the role of hormones like estrogen in
microbiota changes and symptom severity needs more
research. Limited studies on gut microbiota found lower
levels of anti-inflammatory bacteria in IC/BPS patients,
while vaginal microbiota studies showed no major
differences but noted stronger connections between
vaginal and urinary bacteria in these patients. Other
microbiota, such as blood and skin, are largely unexplored.

The review highlights the need for standardized research
methods, including better sampling and analysis
techniques, to improve reliability. Future research should
look at how microbiota, hormones, and different IC/BPS
subtypes interact, while also expanding to study fungi,
viruses, and other microorganisms. These findings suggest
that changes in the urinary microbiota may play a key role
in the development and treatment of IC/BPS.
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I acknowledge the use of GPT 40 to generate information for background research and in the drafting of language for this newsletter.

The ICA does not provide medical advice or consulting, nor do we recommend particular healthcare providers. In all cases, we recommend that
patients communicate with their healthcare team before trying new treatment/management strategies. If you are currently in distress, please consider

contacting the Suicide & Crisis Lifeline by dialing 988. If you are having a medical emergency, please dial 911.




