
Symptom severity 
Acute Lyme typically looks like a flu, often with a distinctive 
erythema migrans rash or, less often, facial (Bell’s) palsy. 
Chronic Lyme presents a different picture, a complex illness 
affecting nearly every body system, with symptoms that 
overlap heavily with other conditions. What sets it apart 
is the sheer number and severity of symptoms, and how 
much they erode a patient’s ability to work and function.

Since LymeDisease.org launched the MyLymeData patient registry, it has enrolled more than 
20,000 patients and produced eight peer-reviewed studies. No one has more at stake in 
getting a timely Lyme diagnosis than patients, and no one has better data on why diagnosis 
so often comes too late. This fact sheet turns those patient-powered findings into a roadmap 
for faster, more accurate diagnosis and, ultimately, fewer cases of chronic Lyme disease.

What is Lyme disease 
Lyme disease is caused by the bacteria Borrelia 
burgdorferi, spread mainly by black-legged tick bites. The 
CDC estimates 476,000 new U.S. cases occur annually. 
While many patients recover with prompt antibiotic 
treatment, delayed diagnosis or inadequate treatment 
can increase the risk of ongoing illness. 

Delong estimates that 2 million Americans have 
persistent symptoms lasting six months or longer after 
treatment, a condition known as chronic Lyme disease. 
Illness often persists for 10 or more years, according to a 
2011 MyLymeData study.

“I was infected on a trip to a Lyme-endemic area but live in an area with few infected ticks. I could not 
get a local doctor to test or treat for Lyme early on, despite the tick bite and rash.”   - MyLymeData Patient

Why Lyme diagnosis is difficult
Lyme disease is diagnosed clinically, based on tick exposure, symptoms, lab tests and 
physician judgment. Timing matters: only 10% of chronic Lyme patients were diagnosed 
in the first month, a 2025 MyLymeData study showed. A positive test or telltale rash is  
evidence, but many patients have neither. The same study found that 45% of chronic 
patients recalled a rash and only 36% had a positive Western blot test. Standard tests 
detect antibodies, not bacteria, and often miss infections when the immune response is 
undeveloped, weak or blunted by antibiotics, according to a 2026 study by Horn. 

Real-world impact of Lyme disease
More than 70% of chronic Lyme patients rated their 
health as fair or poor — compared to 62% for congestive 
heart failure and 16% for the general population — and 
many had to scale back or quit working altogether, a 2014 
MyLymeData study found. A Zhang CDC study identified 
lost productivity as accounting for more than half the total 
cost of chronic Lyme disease. In a large-scale population 
study, Fallon found that Lyme disease patients had a 75% 
higher suicide rate than those without the disease. Source: MyLymeData (Johnson 2014). DOI: 10.7717/peerj.322
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What can patients do 
Anyone with persistent flu-like symptoms, fatigue, 
neurological problems, or muscle or joint pain, even if they 
have a negative lab test and don’t recall a rash, should seek 
a second opinion. Many clinicians lack experience with 
complex cases. HHS is collaborating with the International 
Lyme and Associated Diseases Society to connect 
patients with its directory of experienced providers, and 
LymeDisease.org maintains its own clinician directory.

We need many more clinicians educated to recognize 
the problem earlier, treat more often and help more 
people.”     -  Physician

Key takeaways
Lyme is diagnosed clinically.                                      
Negative lab tests don't rule it out.

Less than half of chronic patients recall a rash.

Half of chronic patients saw 7 or more doctors 
before diagnosis.

Nearly 75% of chronic patients are initially 
misdiagnosed.

Chronic patients are 4 times more likely than    
acute patients to be disabled from work.

Women make up 77% of chronic Lyme cases and 
face greater rates of misdiagnosis and delays. 

Lyme cases occur nationwide, not just in               
the Northeast.

If symptoms persist despite a negative test or 
absence of a rash, seek a second opinion.
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Why Lyme is missed
Half of chronic patients saw seven or more doctors before 
being diagnosed, a 2011 MyLymeData study showed. A 
survey of Lyme-focused clinicians in 2022 by Johnson and 
Maloney pointed to recurring culprits: gaps in physician 
training, false-negative lab results, and absence of a rash. 
Misdiagnosis is common too: 74% of chronic patients in 
a 2025 MyLymeData study were initially misdiagnosed, 
most often with a psychiatric disorder (52%), fibromyalgia 
(43%), or chronic fatigue syndrome (42%). Geography 
adds another barrier. Patients outside the Northeast often 
struggle to find clinicians willing to evaluate them for 
Lyme disease, even though the U.S. Department of Health 
and Human Services (HHS) confirms that cases occur 
nationwide.

Diagnosis becomes even more difficult when a tick 
transmits multiple infections in a single bite.  At least one 
coinfection was reported by 70% of chronic patients in 
the 2025 MyLymeData study — most commonly Babesia, 
Bartonella, Ehrlichia/Anaplasma or Rickettsia. Ticks can 
also trigger alpha-gal syndrome, a meat allergy.

A 2023 MyLymeData study found that 
women make up 77% of chronic Lyme 
patients but only 42% of acute cases, 
and face longer diagnostic delays, higher 
misdiagnosis rates, more severe symptoms 
and heavier coinfection loads than men.
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The cost of delay: chronic Lyme 
According to the 2025 MyLymeData study, chronic Lyme 
patients were more than twice as likely as acute patients 
to rate their quality of life as fair or poor (74% vs. 36%) 
and four times as likely to report being disabled from work 
(28% vs. 6%). Chronic patients also averaged 17 activity-
limited days in a month, compared with two for the 
general population, per a 2014 MyLymeData study.

Source: MyLymeData (Johnson 2025). DOI: 10.3390/healthcare13010020

Add your Lyme data to MyLymeData to help find a cure.
Visit MyLymeData.org
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