


This Epidemic is NOT…

What you may think
Managed well

Small

Under control



First, the problem

Lyme is soaring
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US cases: 17,000 in 2000 to 43,000 in 2017



In Massachusetts too…



Lyme in Massachusetts**

**Actually: ~500,000
Source: 2013 Mass.gov report



Not just Lyme: Babesiosis

Source: CDC, 2017 data
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This Epidemic 
is…

Worldwide

Climate driven

Underestimated

Still unfolding



ALSO Found in Ticks

• Lyme in 56%
• Anaplasmosis 11%, Babesiosis 8%,    

B. miyamotoi 5%.
• Powassan virus in 3.6%.
• Filarial nematode in 14% of adults.
• Fourteen viruses.*

*South Bay virus (22%), blacklegged tick phlebovirus 1 and 
2 (73%). 

Source: Tokarz et al 

April 2019

500 ticks tested from NYS and CT



Killarney National Park, Ireland

Photo by James Pembroke



Germany



France



Netherlands



Australia



‘Under-diagnosis of early 
Lyme disease and 
physical damage at an 
advanced stage are a 
huge problem.’

--Dou, 2015, study of 800 
residents in China



Graphic by Toni Miraldi

‘Macabre as a 
Stephen King 
horror novel, 
except…’

--Garth Ehrlich



*30+ years

*Many awards

*Objective

*No vested interest

About me



What I looked for in stories*

• Incompetence or worse

• Injustice

• Waste of money

*I didn’t expect this in Lyme disease.



My journey

Highest Lyme rates.

Forget ticks.
Or patients. 

Focus on antibiotics. 
Doctors.

Doctors helping the 
sick. 



How we got here

Myths

#1 The test works.



Don’t trust the test*

“Complex, technically 
demanding, difficult to 
interpret.”

• Arbitrary 
• Requires waiting
• Biased studies

Source: CDC Tutorial for physicians, BJ Johnson (quote)

*Poor studies…



*Don’t trust the studies

‘The data in this review do not provide 
sufficient evidence to make inferences 
about the value of the tests for clinical 
practice.’ 

Source: Leeflang et al, 2016

78 studies – all flawed



Don’t wait 
This nasty spirochete:

• Disseminates
• Disables immune response

• Changes shape
• Goes dormant, persists

“Borrelia is a really, really interesting microorganism. It 

has a huge brain. It outsmarts people.”



But you have the rash…

CDC: “In the absence of EM, all other 
manifestations of Lyme disease require 
serologic analysis to confirm the diagnosis.”



Torrey v. IDSA



First order of business: Deny care



Trusting 
the 
Test

Joseph 
Elone, 17



Wormser 2019: 14 days of amoxycillin
• -Highly effective’ and ‘well tolerated’
• -‘Uniformly successful’ in resolving rash

• - ‘No patient developed an objective …
manifestation of Lyme disease’

And yet: 
• ‘Evidence of PTLDS was found for 16.7% of the 24 

subjects…’

Myth #2
We can cure Lyme disease



After treatment…

• That’s 42,000-84,000 in 2017

• That’s among EARLY treated

• Late-treated damage: ‘severe’

‘Approximately 10 to 20% of patients treated with… 2-4 
week course of antibiotics will have lingering symptoms of 
fatigue, pain, or joint and muscle aches.’    --- CDC



The damage is real 

Source: Journal of Neuroinflammation, Johns Hopkins



Few, bad trials

• ‘Underpowered’
• Positive effects minimized
• Negative effects exaggerated
• Same approach over and over



Risks of ABX exaggerated

• 21 years 
• 6 studies
• 4 on single cases

Source: US Centers for Disease Control



The upshot of the dogma:
Care delayed

Source: MyLymeData, 12,000 late-Lyme patients



‘No big deal’

Source: Clinicaltrials.gov Sept. 10, 2019.

Current studies:  Lyme 26; AIDS 1,522

AIDS: 11,666 Studies

Lyme disease: 70 Studies 



Source: LymeDisease.org



Source: NIH figures, MBP analysis 

Little $ or research 
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Little for Lyme

Lyme Disease $70

West Nile Virus $13,600

HIV/AIDS $77,312

Malaria $118,824



Antibiotics aren’t the answer.

What is? 

Recognition. Research. 

*A new test for quick DX.
*Treatments that may cure.
*Control of ticks in the wild.





What’s wrong with this picture?

I have a new relationship with nature

So must you



Protect, teach children 





Be vigilant

Be your best advocate
Get informed. 
Get treated. 



Source: New England Journal of Medicine,  1990



About face


