PROBLEMS WITH TREATMENT OF LYME DISEASE

It is difficult enough for someone suffering debilitating symptoms due to late stage Lyme disease
to get well with the judicious but adequate use of long term antibiotics. And, amost no one gets
better without these. But to deny patients access to this careis atravesty. But this happens all
the time and patients often travel hundreds to thousands of miles to see one of the small numbers
of Lyme expertsin this country. How can that be?

Doctors are taught to practice medicine that conformsto ‘guidelines’, thought to be consistent
with the best approaches to disease based on what is known about the disease and effects of
treatment. These guidelines are usually produced by the professional and academic
organizations that represent specialty knowledge in medicine. Guidelines for evaluation and
treatment of Lyme disease are issued by the Infectious Disease Society of America, or IDSA.
Actualy, the guidelines have been created by a small number of ‘experts inthe IDSA. There
are afew punch linesto their conclusions. Oneisthat the diseaseis hard to catch and easy to
treat. Another isthat anyone with Lyme disease who has persistent symptoms after a several
week course of treatment with antibiotics no longer has Lyme disease and should not be treated
with more antibiotics as this just increases risk of untoward side effects and produces no clinical
improvement. They conclude that many sufferers of neurologic and psychological symptoms
from late stage Lyme disease are ssmply deluded or depressed and should be referred for
psychiatric evaluation. Because the IDSA guidelines have been embraced by medical boards in
most states, a physician riskslosing their license to practice if they do not follow these
guidelines. Thisisaprimary reason why effective careislimited. The few physicians who have
braved threats to their licenses and actually taken on the challenge of getting Lyme sufferers well
have found that most patients can be helped, if not made well, by the careful use of long-term
antibiotics. Many have found that it often takes one to three years of antibiotics for these
patients to turn the corner. It is now understood why that is, but this has not yet changed the
position of the IDSA guideline creators. We aso know that the same folks who issue these
guidelines have HUGE conflicts of interestsin thisrealm. One has ownership of the Lyme
bacterial DNA, several have financial relationships with insurance companies who do not want
to foot the bill for this expensive care, one or more have a stake in anew Lyme vaccine, and all
of them have professional and economic liability if and when proven wrong. It isthe experience
of scores of physicians treating many tens of thousands of Lyme sufferers over the last 25 years
that they are, indeed, dead wrong. Thereisan increasingly massive pile of literature that
supports the science and clinical management of late Lyme, flying in the face of the ‘guidelines'.
And, in the past year, the IDSA has been legally challenged by the Connecticut Attorney General
for creating guidelines in amanner that was both ethically and scientifically flawed. This affords
some hope for the future.

Another pressing reason why most doctors do not want to treat late Lyme diseaseisthat itisa
phenomenally difficult thing to do. Testing is deeply flawed and expensive. Response to
treatment is slow and peppered with setbacks. Treatment is expensive and patients often suffer
with horrendous debilitating symptoms. Asaprior ER doctor who liked to sew up wounds and
send repaired folks home, | know it would take avery special demeanor to rise to this challenge.
| don’t think I’d want to manage a case as complicated as my own!

In these recent columns, I’ ve shared a minuscule and space limited fraction of what | learned
during the past three and a half years of living with late Lyme disease, as a patient and as a
physician. Thereisso much more. Stay tuned.
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