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Introduction

* My story

* Bay Area Lyme Foundation
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Patient research priorities - AAAS 2015
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NIAID Extramural Tick-borne
Disease Research

BASIC RESEARCH TRANSLATIONAL CLINICAL
RESEARCH RESEARCH

Pathogensis

Virulence Vaccines Lyme xenodiagnosis
Immune response Diagnostics Lyme followup
Vector biology Therapeutics Borrelia persistence
Pathogen biology
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Lyme sample repository Source:

Preclinical services NIH presentation
ICLB 2018

NIAID



NIAID Tick-borne Disease Funding 2013-2021
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Patients help drive research engine in TBD
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Patients help drive research engine in TBD
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NIAID RFA for Persistent Disease Research

RO1s funded through RFA Al-22-046

Contact PI

Title

John Aucott
Linden Hu

Brandon
Jutras
Cherie Marvel

Michal Tal

Rafal Tokarz

Neal
Woodbury

Determinants of Post-Treatment Phenotypes in Lyme Disease

Auto-antibodies as predictive markers for Post treatment Lyme
Disease Syndrome

The natural release of unusual peptidoglycan fragments drives
persistent Lyme disease symptoms in susceptible hosts
Neuroimaging and blood markers in post treatment Lyme
disease with persistent neurologic symptoms

Unlocking serology’s secrets: harnessing novel immune
biomarkers to predict Lyme disease progression and recovery
Genetic basis for persistence of Borrelia burgdorferi

Discovery of early immunologic biomarkers for risk of PTLDS
through machine learning-assisted broad temporal profiling of
humoral immune response

Dr.

Bowden
NASEM,
4/22/24



Patient-led efforts fueling research engine
In advance of NIAID funding
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MyLymeData - largest TBD patient registry

Table 3
Clinical and Diagnostic Characteristics of MyLyme Data Sample
Characteristic All
Clinician diagnosed? 100%
PLD/CLDP 100%
Recollection of EM rash® 45%
With supportive lab testsd 82%
1 or more coinfection® 80%
Diagnostic Delays
Diagnosed within 1 month' 8% Int J Med “Does Biological Sex Matter in Lyme Disease?
The Need for Sex-Disaggregated Data in Persistent lliness”
Diagnosed at late stage® 82% https://www.ncbi.nlm.nih.gov/pmc/articles/PMC10284166/
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MyLymeData shows that patients do improve

Table 3

Clinical and Diagnostic Characteristics of MyLyme Data Sample

Characteristic All
Clinician diagnosed? 100%
PLD/CLDP 100%
Recollection of EM rash® 45%
With supportive lab testsd 82%
1 or more coinfection® 80%
Diagnostic Delays

Diagnosed within 1 monthf 8%

Diagnosed at late stage® 82%

Longer Treatment Durations are Associated
with High Responders and Well Patients

¥ Nonresponders ' High Responders M Well Patients 71%
NIH PTLDS Trials n=3553
n=222
37%
33%
26% 249 26%
23% 19% _—
15%
=1 ==
< 1 month 1-3 mos 4-12 mos >1 year

Antibiotic Treatment Duration by Patient Subgroup

Healthcare “Antibiotic Treatment Response in Chronic Lyme Disease: Why Do Some
Patients Improve While Others Do Not?”
https://www.ncbi.nlm.nih.gov/pmc/articles/PMC7712932/pdf/healthcare-08-00383.pdf
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NIH has already embraced registries for IACI

Bay Area Lyme

v‘ FOUNDATION

National Heart, Lung,
and Blood Institute

NIH RECOVER makes long COVID data
easier to access

April 25, 2024, 1:00 PM EDT

OQ0@

Deidentified data from thousands of adults with long

COVID are now available to researchers CONTACT
WHAT: Secure data from more than 14,000 adults who

participate in National Institutes of Health gbservational — nhibi news@
research @ on long COVID are now available to — nhlbi.nih.gov
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To change patient outcomes, traditional
model must evolve

Academic Community
medicine Healthcare
providers

National Institutes
of Health

iy,

Academic
research

Other
stakeholders

Bay Area Lyme
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“If you don’t have the pathobiology
figured out, you try things.

You don’t just slow, slow, slow, walk it,”

— Ezekiel Emanuel MD,
University of Pennsylvania,
Advisor, Obama & Biden
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