
Founded 1989

LymeDisease.org is one of the oldest Lyme disease 

work to make the patient voice stronger, to support 
patient-centered research, to create legislative change, 
and to create a future where Lyme patients can re-

this through patient empowerment and science-based 
advocacy—a dynamic combination.

thousands of patients and provide them with the tools 
-

tients are the key to improving health care outcomes. 
-

ers them to make sure that they receive the care they 
need.

True power comes from having informed patients 
involved in all levels of decision making—from edu-
cation, to legislation, and even science. Together we 
amplify the patient voice to drive health care policy 
change. Through the MyLymeData patient registry, 
we develop the data necessary to better character-

patient outcomes based on the care they receive from 
their clinicians. 

• Lyme patients must have access to quality medical  
  care.

  the needs of patients.

  treatment options.

  make informed choices.

  necessary for progress. *Based on Year End Profit and Loss Statement for Tax Year 2019.

conduct patient-centered research, educate the public, 
and engage in science-based advocacy supporting 
Lyme patients throughout the nation. 

keep administrative cost as low as possible.
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Communications

LDo is the largest and most trusted Lyme disease 
patient communications network in the nation. Our 
reach to patients is unparalleled, with widely distrib-
uted website content, blogs, social and print media, 
including our digital publication, The Lyme Times. 

New patients rely on us to provide information to get 

chronic Lyme disease rely on us for timely, accurate 
news and commentary through our website, blogs, and 

My son got sick in 2015 when he was 11 years old. I 
am still not certain whether the road he’s been on will 
work, but I am so grateful for the work you have done. 
Thank you for being a voice of intelligence, science, 
and patient-proven results. — MyLymeData 
Participant

-
ical research. MyLymeData is a patient-led research 
registry that uses innovative technology that by-passes 
traditional research bottlenecks. It allows patients to 
pool their data to accelerate research using real world 
evidence. The registry uses one of the highest quality 
and most secure registry platforms – the same one that 
serves National Institutes of Health patient registries.

• Generate actionable data and a knowledge base 
  to improve care and promote policy reform.

• Foster research partnerships and collaborations 
  with researchers, clinicians, and blood/tissue 
  biobanks.
• Identify treatment response subgroups and 
  determine the factors that make patients well.
• Facilitate traditional research by helping 
  researchers develop hypotheses, determine 
  outcomes that matter to patients, and recruit 
  patients for clinical trials.

-

posters. MyLymeData has been highlighted in two 
chapters in college textbooks and three government 

recruiting patients for a clinical study for an early 
detection Lyme disease test.

patients who lend their voices to promote change. Over 

would have occurred behind closed doors are now pub-

drafting portions of the report that goes to Congress and 
testifying at their hearings. 

 

LymeDisease.org provides patients with the tools to 

Checklist helps patients determine whether they have 
been exposed to Lyme disease and assess whether they 
should see a healthcare practitioner. The checklist is 

completing the checklist, patients can take a print out 
of their results to their physicians to assist in diagno-
sis. Millions of people have used the symptom check-
list to help obtain an earlier diagnosis.

Tens of thousands of patients have used our directory 
to locate physicians to diagnose and treat their Lyme 
disease.

MyLymeData gives us new power over a 

disease that has brought many of us to our 

knees. — MyLymeData Participant

“
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