Lyme Signal
Where Patient Experience Becomes a Living Library of Shared Knowledge
Helping the Lyme Community Learn from Itself

A Pilot Implementation for the LymeX Healthathon
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Every patient story has value. Together, those stories become shared knowledge. Lyme signal helps the entire community learn from them.

Please use the following link to view the prototype.

Please note that this prototype is intended to demonstrate the feasibility of collecting and organizing patient-reported data. The current version focuses on functionality rather than the final user interface or visual design.
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Every Day...

Every day, thousands of people living with Lyme disease search online hoping to find someone whose story sounds like their own. 

They read forums, community discussions, and personal accounts looking for understanding. They find patients describing symptoms, diagnostic journeys, treatments they have tried, setbacks, small victories, and unanswered questions.

These stories represent one of the richest collections of lived experience in the Lyme community. Yet the knowledge inside them remains scattered across countless conversations.

Patients search for hours. Clinicians rarely have time to review years of discussions. Researchers cannot manually read thousands of narratives and connect every recurring pattern.


 The knowledge already exists. It simply is not organized.
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Meet Someone Like Sarah
Imagine someone living with Lyme disease. She wakes up exhausted, her symptoms change from week to week, and she spends evenings searching online for answers.
She visits forums, reads Reddit, searches long discussion threads, and finds hundreds of stories. 
Some sound exactly like hers. Others completely contradict one another. She bookmarks dozens of posts, but later cannot remember where she read them.
She has learned many individual stories, but she still cannot answer one simple question:
What is the Lyme community experiencing as a whole?
Sarah does not need another 500 disconnected stories. She needs help understanding what those 500 stories are saying together.
Lyme Signal changes that.
This Is the Problem Lyme Signal Solves 
A person should never have to read 500 individual patient stories just to answer questions like: 
• What are patients saying helped fatigue? 
• What are patients saying did not help brain fog?
• Which interventions are patients discussing most often? 
• Where do patient experiences consistently agree? 
• Where do they strongly disagree? 
• What questions keep appearing over and over? 
• What should researchers investigate next? 

Lyme Signal answers those questions in minutes or seconds, not weeks.
That is the magic. Lyme Signal does not simply collect patient stories.
It reveals what hundreds of patient stories are saying at once and summarizes it so the information is available at your fingertips in seconds.

What Lyme Signal Actually Does 






Lyme Signal uses artificial intelligence to transform hundreds of publicly shared patient experiences into organized, searchable community knowledge.
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The technology is not the innovation. The innovation is making lived experience understandable. 

Imagine Opening Lyme Signal

You search: Fatigue

Within seconds, Lyme Signal can show:

· The interventions patients report trying
· What patients report improved
· Partial improvement
· No improvement
· Worsening experiences
· Symptoms commonly reported together
· Frequently mentioned coinfections
· Areas of agreement and disagreement
· Emerging research questions
· Evidence IDs linked to the original stories
· 

Instead of reading hundreds of posts, you understand what hundreds of posts are saying together.


Illustrative Lyme Signal Output

[image: ]The table below is an example of the intended output structure. The values are illustrative only and must be replaced with validated pilot findings.
Patient Signal Strength Key 
Patient Signal Strength describes how frequently and consistently an experience appears within the pilot dataset. It does not measure clinical effectiveness
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Why Lyme Signal Matters Today

[image: ]Lyme Signal does not replace patient stories. It helps people understand them.
Patient Experience Is Constantly Evolving

Patients are constantly posting new experiences. They try new approaches, describe changing symptoms, report setbacks and improvements, and raise questions that may not yet appear in formal research.

Without a way to organize this information, much of it becomes buried beneath newer discussions. The individual story remains online, but the knowledge inside it becomes difficult to find and even harder to compare.

Lyme Signal is designed as a continuously updated shared knowledge resource. As new permitted public narratives are added, the system can refresh its summaries, counts, outcome distributions, and emerging research questions.

Think of it like a weather report for lived experience.

A weather report does not ask people to interpret thousands of raw observations. It organizes those observations into a clear picture of current conditions. 

In the same way, Lyme Signal can organize continuously changing patient reports into a clearer picture of what the Lyme community is discussing and experiencing now.

It does not predict the future. It helps the community
better understand the present.
Lyme Signal is a Living Library That is Constantly Evolving 
[image: ]Every new story can strengthen the living library. Every new perspective can help refine what the community understands.

Example Community Signal Report Generated by Lyme Signal
The table below illustrates the type of report Lyme Signal is designed to generate. Instead of manually reviewing hundreds of patient narratives, Lyme Signal organizes recurring community experiences into structured observations and potential research questions. The findings shown below are illustrative; in a completed pilot, they would be generated from the analyzed pilot dataset and continuously updated as new patient experiences are added.
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Building Trust Into Lyme Signal 
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Imagine What Becomes Possible
Imagine a newly diagnosed patient opening Lyme Signal and understanding within minutes what the community has reported about fatigue, brain fog, sleep, pain, or another concern. 
Imagine a clinician quickly reviewing the range of patient reported experiences before a visit, without trying to interpret hundreds of scattered posts. 
Imagine a researcher seeing which questions patients have asked repeatedly, where experiences conflict, and which emerging topics may deserve formal investigation. Every new story strengthens the living library. Every new perspective helps the Lyme community learn from itself. 
The pilot demonstrates that this work can begin now. Future development can make the resource more current, more searchable, more representative, and more useful without changing its central purpose.

One Story Can Help One Person
Thousands of organized stories can help an entire
community.
Every patient story begins with one person's experience. Together, those experiences become something larger. They become shared knowledge. They become opportunities to improve understanding. 
They become better questions. They become hope for the next person searching for answers.
Every patient story has value. Together, those stories become shared knowledge. Lyme Signal helps the entire community learn from them.
The answers may not exist in any one story. But together, patient stories can help us ask better
questions.



PART II 
(Mock Ups: App Version 1)
Seeing Lyme Signal in Action


The following pages illustrate how Lyme Signal transforms patient experiences into organized community knowledge that can continuously evolve as new stories are shared.




Lyme Signal Community Weather Report (Future Vision)

[image: ]A continuously updated snapshot of what the Lyme community is discussing, trying, and reporting.

What Is Changing and What Should We Ask Next?
The value of a living system is not only showing what is discussed. It is revealing where the community attention, uncertainty and questions are moving.
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Community Signal Dashboard 
A realistic view of how patients, clinicians, and researchers could explore the living knowledge system. 
[image: ]

The Living Knowledge Loop 

[image: ]Knowledge does not end when a story is organized.  It returns to the community as better questions, better understanding and new discovery. 




Every new story can refresh the system. Every refreshed signal can sharpen the next question. 
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TODAY

@ Search one story at a time
© Repeat the same searches
© Lose track of useful posts

© Struggle to compare experiences

WITH LYME SIGNAL

@ Learn from hundreds together

@ See outcome distributions

@ Compare recurring patterns

@ Return to supporting stories
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Collect permitted public narratives

Extract symptoms, interventions, outcomes, coinfections, and questions

Group similar interventions and compare patient reported outcomes

Summarize what patients report helped, partially helped, did not help, or made symptoms worse

Identify where experiences converge, conflict, or remain unclear

Generate research questions and preserve Evidence IDs linked to the original narratives
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Patient Signal Strength Definition

Strong Signal Frequently discussed with generally consistent patient reported experiences.
Moderate Signal Frequently discussed but with more variability in patient reported experiences.
Emerging Signal Mentioned less often but showing recurring themes that may warrant further observation.

Insufficient Signal Too few narratives or highly inconsistent reports to identify a meaningful pattern.
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Spend less time searching. See what others report trying, what
symptoms they hoped to address, and how experiences differed.
Use the summaries to prepare better questions for a clinician.

Understand what patients discuss outside the clinic. Review
recurring concerns, commonly attempted interventions, and
areas of uncertainty without reading hundreds of posts.

Identify recurring patterns, conflicting reports, and patient
generated questions that may deserve formal study. Trace
each signal back to supporting narratives.
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Community Signal

Observation

Potential Research Question

Persistent Fatigue

Frequently discussed despite
multiple interventions

Why do some patients continue to experience
fatigue despite treatment?

Brain Fog

Highly variable reported :
outcomes

What factors influence cognitive symptom
improvement?

Coinfections

Frequently mentioned alongside
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Privacy by design

Transparent
uncertainty

Human validation

The system describes what people reported. It does not certify that an
intervention worked.

Lyme Signal supports learning and conversation. It does not prescribe or
rank treatments.

Every summary can remain linked to supporting patient stories for review
and context.

Usernames, email addresses, avatars, private messages, and unnecessary
identifiers are excluded.

The system includes partial improvement, no improvement, worse, and
unclear outcomes rather than forcing a success label.

A sample of Al extracted results should be checked against the original
narratives before reporting findings.
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A continuously updated snapshot of what the Lyme community is discussing, trying,
and reporting.

TODAY’S COMMUNITY OUTLOOK
o INCREASING e STABLE o EMERGING
Intervention discussions Core symptom themes New research questions

0 THIS WEEK’S COMMUNITY SIGNALS

INTERVENTION DISCUSSION TREND CoM ITY SIGN COMMONLY DISCUSSED FOR
Intervention A 4 34% week over week Growing, mixed outcomes Fatigue; exercise intolerance
Intervention B => Stable High discussion volume Sleep; pain
Intervention C @ Newly recurring Emerging signal Brain fog; POTS
Intervention D 3 1% Declining discussion Joint pain

SYMPTOMS RECEIVING COINFECTIONS RECEIVING

T INCREASED DISCUSSION INCREASED DISCUSSION
Fatigue Brain Fog Exercise Intolerance Babesia Bartonella Anaplasma
Sleep Joint Pain POTS Ehrlichia

A weather report does not ask people to interpret thousands of observations.

It organizes them into a clear picture of today’s conditions.
Lyme Signal does the ing f mmunity experi

/~\ CONTINUOUSLY COMMUNITY RESPONSIBLE FOCUSED ON

" UPDATED POWERED BY DESIGN WHAT MATTERS
New discussions are Insights come from Private by design. Turning experience
added day. real patient voices. Evidence linked. into meaningful action.

Note: Signals reflect publicly shared patient experiences and are not medical advice.





image11.emf

image12.png
Lyme Signa

i [+)
AR o 12486 |, 238 Q ¥ 91%
3
TN Naratives organized Signals tracked Research gaps Evidence-linked
& Interventions identified of signals
+842 this week T +15 this week 1 +6 this week 1

CVQ Symptoms

Community discussion trend ® Today’s signals ®
Coinfections lustrative 12-week view 12weeks v

1,000 & Fatigue

®

Research Radar /
750
/.,./ {iF sartonela
Evidence Library

500
€ Seer

250

‘ 2 T——

@ Volume of Lyme community discussions over time View all signals —
/N Continuously Top emerging research questions View all research gaps —>
R_/ Updated Identified from community discussions
New discussions #  Topic Key question Signal status

are added daily.

Exercise
: 7 p

ey 01 & kW Why do response patterns differ so sharply’ Emerging
publicly shared
patient experiences.

02} Bartonella Which reported symptom clusters recur most ofter? (Growing
Not medical advice.
ko o (@ sow What remains unresolved after other symptoms e

improve?

Q> Community Powered @ Privacy by Design ) Edencellinkad @ Focused on What Matters

Y insights come from Personal identifiers are Every signal connects to Turning experience into
real patient voices removed and protected supporting narratives. meaningful action.

Note: Signals reflect publicly shared patient experiences and are not medical advice.




image13.png
The Living Knowledge Loop

Knowledge does not end when a story is organized.
It returns to the community as better questions, better understanding, and new discovery.
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