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Description of this compilation

We read nearly 450 of the letters of testimony which were sent to the NY State Assembly
hearing on Long Term Antibiotic Treatment of Lyme Disease, held November 27, 2001, and we
collated information contained in a random selection of 344 of those letters to look for patterns.
One third of the testimonies were in questionnaire form, but most were written as letters. Our
forms for recording the information were set up first based on the questionnaires, and additional
fields were added as we found additional groups of data. For a few categories added later in the
analysis, fewer letters were reviewed. A total of 264 letters were reviewed for all categories. We
did not design the questionnaires; we only compiled what is in them. That so much of the same
information that is tabulated in the questionnaires is also written in the letters indicates how
much consistency there is in the type of problems reported, even without prompting by a
prepared questionnaire.

While we do keep in mind that this patient population is selected for their need for longer-term
antibiotic treatment and for their willingness and ability to write letters or their capacity to have
letters written on their behalf, they are very representative of a whole group of people who are
suffering in frustration and despair. There are lots more out there - we hear new stories all the
time. As many of us know, this is a big problem.

On the positive side is evidence that there are some incredible physicians who have saved a lot of
these people from complete disability, and, sometimes, even death. These physicians deserve the
highest commendation for their persistence in the treatment of their patients with protocols that
they have seen work repeatedly even in the face of harassment by other physicians, health
insurance companies and Departments of Health.

Geographical distribution of the testimonies

The letters we have compiled have come from 30 states in the US (Figure 1); there are 4 from
Europe and 1 is from Canada.

Presenting symptoms of Lyme disease

Lyme disease presents with a wide range of symptoms making it difficult to diagnose. Figures 2
and 2a represent data from 290 patients. Symptoms are listed by frequency with which they
were reported. The most common are at the top. As you can see, there is a pretty consistent
group of symptoms at the top, including fatigue, joint pain and swelling, difficulty concentrating,
headaches, muscle pain or cramps or fibromyalgia or tendonitis and unexplained fevers. Of
particular interest is that the rash at the bite site, or Erythema Migrans rash, is only 35th on the
list. Patients also reported if they found a tick, a finding that was only 27th on the list. The length
of the list illustrates the vast range of physiological systems that can be affected by this infection.
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Serological Testing for Lyme disease

Since many physicians don’t understand Lyme Disease well enough to be able to diagnose Lyme
from symptoms, there is a strong inclination to rely on serological testing in order to make a
diagnosis and even start treatment. This is done even though the CDC specifically states that
Lyme should be a clinical diagnosis, and it is well known that serological testing for Lyme is
notoriously unreliable. Among the group of patients who discussed their Lyme serological test
results, there was inconsistency in the response to the results by physicians. Even a “CDC
positive” test was sometimes read as a “false positive” and treatment denied.

Some doctors refuse outright to test a patient for Lyme Disease, even if they request it. Patients
are often ridiculed for making the request and at least 22 patients were assertively told, “there is
no Lyme here” (even one is too many, especially in this era of widespread travel). In at least one
case this defiance and denial of Lyme persisted even when on autopsy Borrelia was
demonstrated in the brain of a patient who had died in their care after being denied Lyme tests
repeatedly (letter # 293).

Misdiagnosis of Lyme disease

Resulting from this confusion, and compounded by a dominant set of “official guidelines”
(Practice Guidelines from the Infectious Diseases Society of America and The American College
of Physicians) for diagnosis and treatment of Lyme Disease which don’t necessarily correspond
with what doctors see in presenting patients, a lot of the patients who ultimately respond to
antibiotic treatment for Lyme are initially misdiagnosed. Figure 3 illustrates the array of
misdiagnoses given to Lyme patients and the frequency with which they were reported. The
consequence of misdiagnosis is delayed treatment or worse, a treatment for the wrong illness,
which causes them to become sicker.

Finding a physician who is knowledgeable enough to diagnose and treat Lyme disease

This problem with diagnosis has caused too many patients to have to go from one doctor to
another without finding relief. Patients reported seeing between 1 and 50 doctors (2 reported 50)
before receiving a diagnosis that resulted in more successful treatment (figure 4). The median
number of physicians seen was 8 (mean, 10)*" and, frequently, each physician gave a different
diagnosis. This should not be the case with a disease that is so widespread. This reflects a major
problem with medical education.

*

*We have chosen to report both the mean and the median because of some extreme numbers that
skew somewhat the mean. In these cases, the median is probably a more reliable statistic for
comparison.
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Because of the dearth of doctors around the country who could diagnose or treat these patients, at
least 53 patients reported having to travel long distances (sometimes hundreds or even a
thousand or more miles) to receive care that finally helped them, after they found no relief from
local doctors.

Treatment delays

As a result of these delays in diagnosis and treatment, the length of time it took from the onset of
symptoms to when patients were finally diagnosed and treated ranged from O to 46 years with a
median of 4 years (mean, 6.1 years)* for 246 patients.

For 145 patients who reported that they lost their ability to work, the median delay to diagnosis
was 5 years (mean, 7 years)*. For 18 patients who reported that they partially lost their ability to
work, the median delay to diagnosis was 3 years (mean, 4.5 years)*. For 32 patients who never
lost their ability to work, the median delay to diagnosis was 2 years (mean, 5 years)*. Although
delay to diagnosis affects disease severity, another important factor is the extent of treatment that
a patient receives once they are diagnosed, and whether treatment is continued or reinstated
when symptoms either do not resolve or return.

Undertreatment of Lyme disease, symptom persistence, symptom relapse and disability,
sometimes death

Once Lyme is diagnosed, patients often do not receive enough antibiotic treatment to eliminate
their symptoms completely. 77 patients were told after six weeks or less of antibiotic therapy that
they could not have Lyme Disease any more even though their symptoms had not completely
resolved. 62 of these reported that they lost their ability to work, and 22 of those reported that
they never regained their ability to work.

In some instances, patients have resolution of their symptoms at the time of treatment, but the
symptoms return, without reinfection, within varied periods of time following treatment
termination. This relapse can happen after a few days or after years. 89 patients report this
phenomenon of relapse. The relapse may occur after one or more courses of treatment.

Some individuals who were denied retreatment either were able eventually to find someone to
retreat them or deteriorated, sometimes becoming irreversibly disabled. Furthermore, so far we
have found records for 5 patients who died from Lyme Disease, two of them children. The
stories of incompetence and callousness in these cases, and, in particular, the philosophical
regard of her experience by one of the children, reduced us to tears.

Of the patients we have entered so far, 167 lost the ability to work (or to attend school, in the
case of children) because of Lyme. Of those, 67 regained the ability to work and 13 partially
regained the ability to work (could now work part time or at least could do household chores).



Antibiotic maintenance required in some cases in order to function

A total of 56 patients report still being maintained on antibiotic treatment, because without it,
they would be unable to function. Some of these people never lost their ability to work, but some
did. However, as a result of continued treatment, most are able to lead productive lives. Such is
the significance of their antibiotic treatment.

Infection in-utero
We found 8 reports of infected mothers who delivered children who had been infected in-utero.
Humiliation of Lyme disease patients by physicians

Coupled with underdiagnosis and undertreatment of Lyme is a reprehensible and remarkably
unprofessional position taken by too many doctors that Lyme patients must be exhibiting all
these symptoms because of some psychiatric problem. The number of patients who were
humiliated by their doctors for having Lyme symptoms is astounding. We have counted 60, and
some of the records we looked at earlier were not included in this count, since this was not one of
our original categories.

While depression and an assortment of neurological problems can be organic symptoms of the
disease itself, too many doctors tell their patients that the depression and other symptoms are the
result of some hypothetical emotional problem in their lives. They are accused of hypochondria,
told to improve their sex lives, or directly referred to psychiatrists. In more than one case when a
patient was sent to a psychiatrist, the psychiatrist was the person who diagnosed their Lyme
Disease and got them proper treatment. What is shameful is the number of children, sometimes
honor students, who are accused of malingering and are humiliated deplorably. Parents are
fighting exhausting battles to get their children treatment and an education, some of those parents
are sick with Lyme themselves.

Some would rather die than live with symptoms, with some suicide attempts

Another relevant statistic is that 16 people volunteered that they would have rather died than
continued to live with their Lyme symptoms. Several contemplated suicide, and two actually did
attempt suicide. In a similar context, many stated that they felt their Lyme Literate doctors had
saved their lives with their treatment (see pages of quotations below).

Representative letter

We are including the following excerpt from a letter from a Connecticut resident (letter #305)
because it is a clear representative of the type of story which was written repeatedly in these

testimonies.

I was diagnosed with Lyme in 1997. The diagnosis came after almost a year of
misdiagnoses involving many doctors and costly treatments. Unlike the doctors before
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her, the doctor who finally diagnosed me carefully considered my clinical history, not
just my seronegative blood work. This was fortunate. Others I know with similar stories
are less fortunate, enduring years before being diagnosed and treated. Seemingly, the
longer the patient goes undiagnosed, the more difficult the Lyme case is to treat.

When I was told I had Lyme, I could barely walk. The nerve pain that I had experienced
in my neck and arms for almost a year had moved to my legs. Nothing helped. Not the
physical therapy. Not the pain medication. And the MRI’s and CT scans lead nowhere.
Within three weeks of taking Biaxin, my nerve pain began to subside and the pain
seemed to relocate itself into my wrists and knees. Though I experienced debilitating
weakness, this and all of the nerve and joint pain gradually subsided over time while on
the antibiotics. But it took a long time - - on the order of years, not weeks. Whenever
treatment was stopped I could distinctly feel the symptoms reappear, at first immediately,
but with each successive treatment it gradually took longer and longer for the symptoms
to reoccur until I ultimately achieved nearly one hundred percent. I was fortunate to have
found an open-minded doctor who persisted and continued to treat me until I remained
symptom free when off antibiotics. This helped facilitate a relatively normal life for me
and minimize the loss of time at work, a fortune 500 company, where I now head up a
legal department as Chief Patent Council.

The value of scientific and medical information published on the Internet

We have found that patients or their friends or relatives often found solutions by searching on the
Internet trying to understand symptoms, which were not properly managed by doctors they have
seen. In this way, some finally found relief. It was heartening to hear that some of these patients
had empathic physicians who were willing to follow a different treatment protocol once they
learned about it. Other patients found new doctors once they realized the type of treatment they
needed to look for. This reinforces the observation that doctors don’t have enough training about
effective recognition and management of Lyme disease. In one case, once a California physician
saw her patient improve on antibiotics prescribed by a Lyme literate doctor, she was able to
diagnose and treat 6 other patients successfully. However, as a result, her peers ostracized her at
her local hospital (letter #336).

Patient quotes about their Lyme Literate Physicians

Since the NY State hearing was intended to defend physicians who are treating Lyme with long-
term antibiotics, many people commented in their letters about how they felt about the doctors
who had finally treated them successfully (also referred to as “Lyme literate” doctors). Included
in the following pages is a list of exact quotations from many of the letters about how these
patients felt about their doctors.

11



Statements made by Lyme patients about their Lyme Literate Doctors

Letter number — Patient number in letter *
Quoted Statement

I-1%

I am DNA positive for Lyme infection and receiving prolonged antibiotic care with decreasing
symptomology all the time. Without this prolonged antibiotic protection, the spirochetes would
repopulate within me and cause further deterioration and damage.

2-1%

Now, because of the OPMC investigations, my physician is pulling me off my medication,
despite my progress, for fear of losing his medical license. I don't know what will happen to me
now.

3-1%
No LLMDs in Louisiana. Doctor and I following studies from national library of Medicine; but
with no LLD to talk to, we are missing the boat. Getting worse. Could easily die.

4-1%

LLMD was prosecuted in 1993 and again in 99/2000 by NY and NJ OPMC. He won. The
OPMC appealed. He won again at his personal expense. If it weren’t for the dedication of our
Lyme doc all would be deathly ill. With treatment we are all back in school. I would be dead
now and so would be my husband.

5-1%
My LLMD has saved my life. I almost died several times while treated by Lyme illiterate
physicians.

6-1%
I just started going to an LLMD 2 mos ago. Finally feel as if I'm seeing a real doc. Worried
insurance won't pay all treatment.

7-1%

The Lyme doctor (I found through a Lyme support group right away) treated me for only 10
months and got rid of me because he was harrassed and got rid of all his Lyme patients. My
treatment wasn't over. I was getting on my feet, now I'm going back to the way I was.

8-1*

Without them we would be devastated. Perhaps we would be attending a funeral right now if not
for the doctors. Now you know the difference between life and death? That is the difference
between having a Lyme doctor and not having one.

* Note: Doctor's names have been removed for their protection.
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Statements made by Lyme patients about their Lyme Literate Doctors

10-1*

[Is being treated by a known LLMD] I have tolerated the treatment well and have lived a
productive and full life. Had I not been able to take antibiotics, I'd probably have deteriorated
medically, to have a condition that looks similar to MS. In fact, I might not even be alive.

11-1*
He has helped to get me on my feet. If he stops my treatment, I will become extremely sick.

12-1%*

My LLMD is a godsend to me. She understands the difficulty of treating this disease in its
entirety. She never considers me a hypochondriac or my symptoms bizarre ... I would feel
helpless and devastated if she could not treat me. She has made a huge difference in my life and
so have the 24 months of antibiotics.

15-1%*
I feel much better now thanks to the doctors who believe that the antibiotics would help me.
Please don't take our help away.

15-2%
Please don't stop our only treatment.

15-3%
Without all of these antibiotics and doctors who believed, I would not be as well as I am today.

16-1*
My doctor has stuck with me for the last nine years. Originally, I was treated with short courses
of antibiotics, but always got sick again. Until I found her, I never felt as good.

17-1*

I was referred to the best Lyme physician in the country immediately after I was diagnosed with
Lyme in 1993. At that time, I was an invalid on my way to the nursing home. Now I am able to
be a productive and vital member of society. My physician saved my life.

18-1*

My doctor has given me hope that I will get better. My quality of life greatly improved while I
was on IV antibiotics. My doctor will continue to help me no matter how long it takes me to get
better. If my doctor was not allowed to treat me for Lyme, my quality of life would be horribly
diminished. I would not be able to function at all because the nausea, vomiting, chills, pain and
fatigue would consume me.

19-1*
My LLMD saved my life. I would be dead without his treatment.

* Note: Doctor's names have been removed for their protection.
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Statements made by Lyme patients about their Lyme Literate Doctors

20-1%*
I would probably be close to death and unable to walk, move, think, speak, or function at all.

21-1%*
If T had not found doctors who were knowledgeable, I would be in a wheel chair or dead.

22-1%
If I could not be treated for lyme, I would feel more hopeless and somewhat doomed to possible
worsening health problems which would impede my ability to work and function normally.

23-1%*

No one could help me until I found [my LLMD]. Now after four months of treatment with
Rocephin and Flagyl I am able to do light chores and spend time with my children. 5 months ago
I was bedridden 24/7 with great difficulty even to go to the bathroom.

24-1*
[My LLMD] has helped me regain my health through long-term antibiotic treatment, even
though I am still unwell I am much improved.

25-1%*
My doctor now is amazing. He saved my life.

26-1*

Would probably have gone crazy or killed myself by now without treatment. I thank God for my
ability to function now. All I wanted to do was get better. At 31 I felt 85. Doc kept me from
becoming completely deaf in one ear and if it weren't for treatment, I know I woud be dead.

27-1%
LLMD is an angel doc. Would not now be alive without the treatment I am receiving.

30-1*

If T could not be treated by this wonderful doctor, my life would be over. He has saved me from a
lifetime of dependency. I already have a lot of permanent brain damage and may one day have to
depend on others for my care. This is a terrible disease to be stuck with forever. Our LLMDs are
our only hope.

32-1%
Our doctor saved our lives. We have resumed nearly all our former activities and enjoy life. At
least 3 of us would have been permanently crippled.

33-1*

If I hadn't been treated for Lyme the way I was, I know for certain that if I weren't dead, I'd want
to be. I was in incredible pain and confusion for a long time and had to drop out of school.
Thanks to my treatment, I'm well after three years of injections.

* Note: Doctor's names have been removed for their protection.
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Statements made by Lyme patients about their Lyme Literate Doctors

35-1*
He saved my life.

36-1*
I would most likely not be alive today.

39-1*
Saved my life. (Kid says my doctor has helped me a lot.)

40-1*

My doctor has helped me to get my life back. I am so much better than I was. I am able to do
things with

my family that I haven't done for years. Without tx I can only guess what my life would be like. I
can see improvement as the months go by. Thank God for long term antibiotics.

42-1%*
Eventually, I got good treatment in New York State however, without this treatment, I believe I
would be dead.

43-1%*
I had one Dr. since ....who treated me 3 years ago aggressively orally for 6 mos. after a relapse
from a flu shot. He died and no other Dr.[in Georgia] will touch me.

44-1%*
If T could not find a doctor to continue to treat my Lyme Disease, I would have to go onto
disability and probably be homebound.

46-1*
I thank him for every "good" day that I have. I hate to think how I'd be feeling if I had listened to
the other specialists when my symptoms were worsening.

47-1%*

If my Lyme Disease doctor was not able to treat me with antibiotics, I would probably not be
able to walk, drive a car or take care of myself and family and household duties. I would also be
in severe pain. The pain could be all over my body.

48-1*
I would probably be dead.

49-1*
I would be dead if I did not have a LLMD. This is the only hope I have to continue to live and
have any decent times.

* Note: Doctor's names have been removed for their protection.
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Statements made by Lyme patients about their Lyme Literate Doctors

50-1*
[My LLMD] began my return to health and functioning. His care was the first to give me back
my life. Thanks to [my other LLMD] I am able to walk and live a normal life.

52-1%
I would still be so sick.

53-1*
If it wasn't for my Lyme Literate doctor, I would not be back working at my teaching job, and I
would not be functioning at all.

54-1*
I wish to thank [my LLMD] for his concern and care for my family and myself when we were so
critically ill.

55-1*

When I finally found a physician who understood the serious nature of the disease my health had
deteriorated drastically. I have had to travel over 30 miles for treatment with Lyme Literate
doctors, because there were none in my area. Local doctors' ignorance on tick-borne disease has
caused my family and myself an unnecessary toll of inhumane suffering.

56-1*
Thanks to the Lyme knowledgeable physician, I have my health back and I live a meaningful and
productive life.

61-1*
Long term antibiotic therapy gave me back my health and a meaningful life.

62-1*

I saw a Lyme specialist who listened to my story with knowing appreciation. In subsequent
consultations, it became clear that this was the first person who had seen my combination of
symptoms before (many times!) and had some tools available to help. This is in marked contrast
to all the other doctors who were puzzled from the very beginning. The Lyme specialists I have
met are, to a man, caring, dedicated professionals who are as prudent and responsible as the
many other doctors I've seen. To suggest otherwise is at best ignorant or at worst malicious.

63-1*

Thank God there are some doctors that will do what is morally and ethically right...treating
patients in the best way they know how, even if it is at a great personal and financial expense to
themselves. If it weren't for [my LLMD's], the Rusk Institute of Rehabilitation as well as other
doctors that treat chronic patients, I don't know where I would be.

* Note: Doctor's names have been removed for their protection.
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64-1*

I have already lost one doctor who had his license taken away in 1999 and now my current
physician, [...], is in danger of losing his simply because he advocates long term treatment for
this chronic disease.

65-1*

[had one physician who diagnosed and treated and was improving; went to another who said it
wasn't Lyme, wouldn't treat, and he deteriorated to where he left his family and now has to live
in an assisted living community]

66-1*

I'm sure that had my doctor not provided quick and aggressive treatment, I would have become
incapacitated and unable to keep my job. Because of the continued intervention, I have missed
only 2 days of work in over 2 years.

67-1*

I owe [my LLMD] a huge debt of gratitude for the care he has given me. My greatest fear is that
my current health and success will be lost as a result of inability to obtain treatment for this
chronic illness.

69-1*

My family has been fortunate to be under the care of several of these brave and compassionate
physicians. It has cost us a small fortune in medical costs, lost time at work and school, tutoring
and special education, but we have regained a quality of life that can't be measured in dollars.
We will be forever grateful to the physicians that worked so diligently to help us regain our
health.

71-1%

Within six months of continuous treatment I was finally back to my old life. I thanked my lucky
stars that I found a doctor with the knowledge to treat this awful disease. My life depended on
this treatment and I'm lucky. Please do not turn your back on the controversy of properly treating
this fast spreading disease.

72-1%

If physicians who do not adhere to the three week approach for treatment are being accused of
medical misconduct, how will Lyme patients find a doctor willing to treat them in the method
that has proven so successful for me?

73-1°%

Finally I decided that I would go see a Lyme doctor, no matter what other doctors said... Little
by little I have been getting better. If I didn't get treatment I truly believe I would be in a home
being cared for. In March I couldn't cut my own meat or fasten the buttons on my coat... I was
looking into wheelchairs, hospital beds and invalid toilet seats because I just kept getting worse.

* Note: Doctor's names have been removed for their protection.
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74-1%*

I never could have regained a closer relationship with my children, improved my company's
stability level, or lived a much fuller life if it wasn't for the antibiotic treatment and other Lyme
therapies I received from my Lyme doctor.

75-1%

We must now necessarily travel out of state for what we consider to be appropriate treatment...
after we finally find doctors who actually take the time to listen to our histories, and who are
open-minded enough to treat us with a protocol that works, even if it flies in the face of
mainstream practice, these very doctors (and some of their progressive peers) are being targeted
for investigation?... These progressive prac