Ken Broad

Lyme Disease Patient & 

Information Advocate

903 Alturas Way

Mill Valley, CA  94941

August 2nd, 2005

“Dear Doctor” Letter
[Written to the 15 Doctors and Specialists I saw over the course of 15 months trying to find a diagnosis for my numerous medical problems]

RE:  Fooled by the New “Great Imitator” - Lyme Disease
Dear Doctor,
I am sending the enclosed information on Lyme Disease to you and all of the other physicians I saw during my multi-year quest to uncover the root cause of all my troubling and seemingly bizarre symptoms.  The very fact that this obscure and mysterious disease was able to remain virtually undetected in me for over 2 decades, tells you how poorly recognized the condition remains.  

As an investment analyst, I do investigative research for a living and was thoroughly convinced, at various points based on my symptoms, that I was suffering from a heart attack, mercury poisoning, MS, ALS, acute intermittent porphyria and finally some unidentified genetic disorder.  Lyme Disease fooled me and was stealthy enough to fool the small army of medical specialists I saw over the past few years in my quest for a diagnosis.  The problem with correctly diagnosing Lyme disease is simply one of education and, for reasons beyond my comprehension, Lyme remains poorly understood. This is despite the fact that, according to the CDC, Lyme borreliosis is the fastest growing infectious disease in the United States after HIV, and the #1 vector-borne disease in the country.  Given that current diagnostic tests can be notoriously misleading, the diagnosis-especially for late stage Lyme-often needs to be based 100% on a clinical assessment.  In hindsight, my case should have been very easy to solve based on a few salient facts:

· Repeated Exposure to Lyme Endemic Region – I grew up in Boston and summered every year on Cape Cod, one of the most Lyme endemic regions of the country [See Tab 1 of enclosed Lyme Disease Resource Guide for a map of Lyme endemic regions, including California].

· “Flu-Like Illness” – I suffered from a ‘flu-like’ illness in July of ’03, back on Cape Cod, complete with chest pains, racing heartbeat, photo sensitivity, headache, light-headed feeling, extreme fatigue, memory problems and slurred speech.  Prior to this more severe onset, Lyme had manifested almost sub-clinically in me for years with only periodic numbness/tingling in my legs and stabbing pain in my abdomen.  Following this episode, my health continued to rapidly deteriorate and additional symptoms appeared such as brain fog, anxiety attacks, vertigo, muscle twitching and angry outbursts.  All of these are text-book symptoms highly representative of Neuroborreliosis, more commonly known as Neuropsychiatric or Late Stage Lyme Disease.

· Multi-System Complications – Lyme is a multi-system disorder with protean physical and neuropsychiatric manifestations [see Tab 2 of enclosed guide].  Clinicians need to take a holistic view of the patient and consider all symptoms, outside of individual areas of specialization, rather than discounting seemingly unrelated symptoms.  All of my disparate symptoms stemmed from a single source:  disseminated Borrelia burgdorferi (Bb) infection.

I grew increasingly desperate after back-to-back consultations with various medical specialists all proved fruitless.  My health continued to deteriorate and yet I was testing “normal” on all objective tests, including blood and urine work, cardiac stress tests and EKGs, evoked potentials, MRIs and EEGs.  Recognizing that I needed to be more proactive in sourcing the problem, I began to “Google” key word combinations of my specific symptoms, such as “muscle twitching” and ”brain fog,” which led me to the website of a deer hunter with late stage Lyme who had initially been misdiagnosed with ALS.  Once I had this lead, further research led to a paper, The Neuropsychiatric Assessment of Lyme Disease by Dr. Robert Bransfield [Tab 3].  This wonderfully comprehensive description of late-stage Lyme disease detailed my condition almost perfectly – all the pieces finally fit together.  Dr. Bransfield’s paper summarizes the problem:  

“We can view Lyme disease as a stealth Phoenix – it is difficult to find, and even more difficult to eradicate after it has penetrated deep into body tissue.  Lyme disease is clearly a very complex disease and the diagnosis of Lyme disease and in particular late stage Lyme disease is a total clinical diagnosis.  Years of failure to recognize, diagnose, and adequately treat these patients has led to an ever expanding epidemic of chronic Lyme disease.  When a credible patient describes a symptom that challenges our medical capability, it is an error to assume without the proper supporting evidence that they are lying, delusional, or hypochondriacal.”  
Dr. Robert Bransfield
To confirm my hypothesis of Lyme as the culprit I identified Dr. Sam Donta, an infectious disease specialist and published Lyme expert [his Late and Chronic Lyme Disease paper is located in Tab 4].  Importantly, although my western blot test was negative his clinical review strongly supported a diagnosis of Lyme.  Specifically, Dr. Donta cited my case history of repeated exposure to Lyme-endemic Cape Cod and basket of symptoms that are “so typical,” in his words, of late stage Lyme Disease.  The real test, he stated, would be how I progressed after 3-4 months of oral antibiotic therapy.  Exactly as predicted, my brain fog and many other neurologic symptoms began to dissipate at the 3 month mark providing empirical support for my Lyme diagnosis.  I have improved dramatically as a result of Dr. Donta’s treatment, which was initially Tetracycline and has now shifted to a combination of Biaxin and Plaquenil.  An extended course of relatively inexpensive oral antibiotics has literally given me back my former life that I could so desperately feel slipping away.  
Neuroborreliosis inflicts a unique hell on its victims, as they are self-aware of body and mind deterioration and yet are repeatedly told that all tests are normal and frequently led to believe, either explicitly or implicitly, that it is “all in your head.”  Of course the irony is that the problem was all in my head given the Bb’s predilection for nerve tissue - the spirochetes were colonizing my brain tissue.  The Bb’s antigenic variability, chemotaxis and corkscrew motility effectively make it the pathogenic equivalent of a guided cruise missile, able it to evade the host’s immune system while relentlessly seeking targeted tissues.

Prompt diagnosis is crucial since the longer the interval between initial infection and effective treatment, the worse the prognosis.  I sought your counsel for reasons that were highly logical at the time, which means that you either have in the past or are likely to encounter Lyme sufferers in the future.  If you think my situation is in some way an aberration, you can read the similar medical travails of Amy Tan, the NY Times best selling author and San Francisco resident.  She is still recovering from Lyme disease, which went undiagnosed for years despite visits to 11 doctors and $50,000 in medical bills.  The entire final chapter of her latest book, The Opposite of Fate, details her ordeal.  There are also Lyme Disease support groups that have sprung up throughout the Bay Area and all across the country as a result of the ever-expanding population of Lyme patients.  Lastly, the president elect of the International Lyme and Associated Disease Society (ILADS) is Dr. Raphael Stricker, who is located right here in San Francisco [A CD of his lecture, “Lyme Disease:  The Hidden Epidemic,” is enclosed].  Dr. Stricker’s practice is currently closed to new patients due to demand.

I have spent much time researching Lyme Disease and my entire goal at this point is, as my card states, Lyme Disease education and information advocacy.  I would be very pleased to answer any questions you have with regard to my specific case or to act as an informational resource for you and your colleagues at any point in the future.  Tab 2 contains a section of Lyme Disease Symptoms & Characteristics citing peer-reviewed literature.  I hope that you will find this to be a particularly useful reference guide to the myriad of Lyme manifestations that have earned it the nickname, the new “Great Imitator.”  

Education is the best defense against this spirochetal scourge.  I hope you will use this letter and the enclosed information to learn more about this insidious and enigmatic disease.
Sincerely,

Ken Broad

Lyme Disease Patient &

Information Advocate

Enclosures:

Lyme Disease Resource Guide – A compendium of papers and information I’ve found helpful.
Pox:  Genius, Madness and the Mysteries of Syphilis – A signed copy by author Deborah Hayden, who lives in Marin and spent over a decade researching spirochetal disease.  This fascinating book examines the physical and psychiatric degradation of late stage syphilis on numerous historical figures.  Treponema pallidum is a close spirochetal cousin of Borrelia burgdorferi and the plight of neuropsychiatric lyme patients is not dissimilar to that of neurosyphilitics from a century ago.  I personally experienced many of the symptoms outlined in this book.

Lyme Disease Update:  Science, Policy & Law – Published by the Lyme Disease Association with preface by Amy Tan.

Lyme Disease:  The Hidden Epidemic [Lecture on CD] - Dr. Raphael Stricker, President Elect of the International Lyme and Associated Diseases Society [“ILADS”] and Medical Director of Union Square Medical Associates.  450 Sutter Street – Suite 1504, San Francisco, CA 94108.  

Phone: 415-399-1035 Fax:  415-399-1057.  Lecture given at The Society for Orthomolecular Health-Medicine’s Lyme Disease Symposium February 2005 San Francisco, CA.

Miscellaneous Items [Bound by Black Clip]:
· Lyme Disease:  The Hidden Epidemic – Senate Testimony by Dr. Ray Stricker;
· International Lyme and Associated Disease Society (ILADS) Brochures;

· Lyme Disease:  Point/Counterpoint – Stricker, Lautin & Burrascano;
· Evidence-Based Guidelines for the Management of Lyme Disease – ILADS;

· MS vs. ALS vs. Lyme:  Clinical Differential Diagnosis of Neurological Lyme Disease – 
Dr. Patricia Coyle, Chairperson – Dept. of Neurology SUNY Stony Brook.  LDA Conf. 10/04;
“If you listen long enough, the patient will give you the diagnosis”  Sir William Osler


