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Senator Ortiz, members of the Committee, honored guests:

First, let me take this opportunity to thank the Committee for inviting me to speak about the growing public health threat of Lyme disease.

I am a practicing physician in San Francisco with a specialty in Internal Medicine.  I am a member of the California Lyme Disease Association and president-elect of the International Lyme and Associated Diseases Society (ILADS), an international organization of medical providers with expertise in treating patients with Lyme disease.  I currently have over 600 Lyme disease patients in my practice, and I have watched the number of patients with this disease grow exponentially over the past five years.  Patients come to me from all over the State of California.  Many of these patients have been ill for years, and sadly they have been unable to find a medical provider who can diagnose and treat them for Lyme disease.

My practice reflects the increasing rate of Lyme disease in California.  This increase should not be a surprise to anyone. After all, Lyme disease is the most common tickborne disease in the world today.  It is caused by a spiral-shaped bacteria that is transmitted by the bite of a tick.  Patients with Lyme disease develop a combination of muscle and joint symptoms, neurologic problems and heart abnormalities that may be severe and debilitating.  Yet in spite of the fact that the disease is so common, medical providers are often ignorant about how to diagnose and  treat Lyme disease.  

There are a number of reasons for this ignorance:  First, the telltale “bullseye” rash that is a classic sign of Lyme disease may be absent in more than half of Lyme disease patients. Absence of the classic “Lyme rash” makes the diagnosis of the disease much more difficult.  Second, patients are often unaware of a tickbite.  In California, the Western blacklegged tick that transmits Lyme disease may be no larger than a poppyseed and easily missed.  Third, Lyme disease may have a wide range of symptoms, and physicans are often unaware of the highly variable manifestations of the disease.  Fourth, testing for Lyme disease remains problematic.  For historical reasons most laboratories in the United States use tests that are unstandardized and insensitive, and these tests give negative results in about half the cases of Lyme disease.  Fifth, treatment of Lyme disease has evolved in a haphazard fashion.  The “standard of care” for treating Lyme disease only addresses acute infection immediately following a tickbite.  The standard put forth by national medical organizations such as the Infectious Disease Society of America ignores the more common and severe chronic form of Lyme disease that many of my patients suffer from.

For all of these reasons, Lyme disease has become a national health disaster.  We have seen thousands of patients around the country who have suffered the dire consequences of undiagnosed and untreated Lyme disease.  Their stories fill up pages and pages in medical journals, newspaper articles and magazines, yet our national medical organizations sit by and do nothing.

In California, we have a chance to do something about Lyme disease.  We are grateful to the State Legislature and the Department of Health Services for establishing the Lyme Disease Advisory Committee, with the goal of educating medical providers and the public about Lyme disease.  But we need to do more.

First, we need numbers.  We need to know how many cases of Lyme disease we have in our state.  The current physician-based reporting system is woefully inadequate.  There is a bill, AB 1091, currently before the State Legislature, that would allow laboratory reporting of Lyme disease directly to the Department of Health Services, just like the system for reporting syphilis, tuberculosis, HIV disease and other public health threats.  I urge you all to support this bill and adopt a reporting system that has worked extremely well in states such as Connecticut, Massachusetts, Minnesota and Maryland.

Second, we need more education about Lyme disease.  This month we have witnessed a landmark publication by the International Lyme and Associated Diseases Society (ILADS).  That publication is the “ILADS Guidelines for the Management of Lyme Disease”.  It is the first comprehensive guideline for the diagnosis and treatment of all stages of Lyme disease, and it establishes a new standard of care for the management of Lyme disease by the medical community.  It should be required reading for every medical practitioner, every healthcare agency and every medical student in our state.

Third, we need to listen to the voices of patients with Lyme disease.  You will hear some of those voices today.  The voices come from people in every walk of life, in every corner of our society.  Those voices need to be heard.

Over a decade ago, a courageous physician named Joseph Burrascano testified at a Health Committee hearing of the United States Senate.  The Committee had just been reassured by prominent members of the medical establishment that Lyme disease was a trivial illness that was “hard to catch and easy to cure”.  Dr. Burrascano spoke these words:

“The very existence of hundreds of Lyme support groups in the country and the tens of thousands of dissatisfied, mistreated and ill patients whom these groups represent underscores the many problems that exist in the real world of Lyme disease.”

Over a decade later, those problems still exist in the “real world of Lyme disease”. In California, we can and we must address those problems for the benefit of everyone in our society.

Thank you very much for your attention.
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