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• My story 

• Bay Area Lyme Foundation
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Introduction

Working to make Lyme disease easy to diagnose and simple to cure
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Source: Lymedisease.org

Patient research priorities - AAAS 2015
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Source:
NIH presentation 
ICLB 2018

NIAID Extramural Tick-borne 
Disease Research



5Source: NIH RePORTER

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



NIAID RFA for Persistent Disease Research

Dr. 
Bowden
NASEM, 
4/22/24
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Patient-led efforts fueling research engine 
in advance of NIAID funding 
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MyLymeData - largest TBD patient registry

Int J Med “Does Biological Sex Matter in Lyme Disease? 

The Need for Sex-Disaggregated Data in Persistent Illness”

https://www.ncbi.nlm.nih.gov/pmc/articles/PMC10284166/

https://www.ncbi.nlm.nih.gov/pmc/articles/PMC10284166/
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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

MyLymeData shows that patients do improve 

NIH PTLDS Trials

n=222
n=3553

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



Other 
stakeholders
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PATIENTS

Community 
Healthcare 
providers

Academic 
research

Academic 
medicine

To change patient outcomes, traditional 
model must evolve 
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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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