State: New Jersey
County: Morris

Name: Carol -

Total cost: $26,000

Number of family members with LD: 3

Lost work/school: 1/2 time

Number of years sick: 5

In 1992 I had been diagnosed with Lyme disease from —
a huge ring and flu-like symptoms. I also had trouble .
coordinating my eyes, dizziness, headaches and fatigue.
I had two weeks of amoxicilin with no improvement and ~
four weeks of doxcycline but my eyes still were very A
painful and I couldn't keep them coordinated. T had -
night sweats and pains in my jaw and ears and neck. ~
After 28 days of IV rocephin I was sent to Dr. Alan g
Steere in Boston. He verified the Lyme disease -
diagnosis, even though my test was negative. But he ~

didn't give me more medication of any kind. I struggled
for four years, in and out of episodes of fibromyalgia
and rib pains sleeplessness and depression and N~
concentration problems and headaches, becoming better
at times and worse others. My hearing was affected,
including now a ringing in one ear and all the while I ~
was told by Steere these were left over symptoms.

Last year in July, 1996, while in Switzerland T _
had a sudden attack. The room spun. I couldn't walk,as ~
if T were drunk...yet the hospital titer test again was
negative. Back home my doctor had me get an M.R.I. The
M.R.I physician saw white spots which he incorrectly ~
diagnosed as mastoiditis.After a month of oral
augmentin I suddenly. nearly collapsed with heart skips,
breathing problems, pains, stumbling, dizziness, ~
stomach problems, sweats and electric shock, near
fainting spells, rib pains and fibromyalgia...emergency ‘
room visits because I couldn't breathe properly and >~
once my heart seemed to skip uncontrollably. All my
earlier Lyme symptoms had come back doubly severe, )
including light phobia and sound phobia. And all other =
diseases I was tested for came up negative, not just
once but several times.



My doctor put me back on IV
immediately because by then I could not walk alone, had

to be helped by my husband, could not drive or walk
without stumbling. But in tens weeks of IV I was
dramatically improved. T could walk better, drive,
sleep better, heart stopping skipping, stomach aches
diminished, and I could pursue my career as a writer.

» It is obvious that Iv hélped...taking me from a
~ totally incapacitated state, practically bedridden, to

‘functioning, including at last almost getting rid of my
MNfibromyalgia.
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THE Many Faces oF Lyme DISEAS_

~ WEaRE NOT JUST NUMBERS'
State: Michigan
County: St. Clair

Name: Tonya-

Total cost: $16,000
Number of family members with LD: 1

Lost work/school: work-8 months

Number of years sick: 8 months

HELLO, MY NAME IS TONYA-AND I AM A RESIDENT OF ST. CLAIR COUNTY.
IN SEPTEMBER OF 1994, I BECAME VERY ILL; FEELING VERY TIRED, VERY WEAK,
EXPERIENCING ABDOMINAL , CHEST, NECK AND LOWER BACK PAIN, SEVERE
HEADACHES, SWOLLEN KNEES AND ELBOWS. I'ALSO NOTICES A FOREIGN RASH
ON THE INSIDE OF MY LEFT CALF RESEMBLING THAT OF A BULLS-EYE. UNABLE
TO WORK, I PROCEEDED TO DO EXTENSIVE RESEARCH ON MY OWN AND WAS
CONVINCED I HAD LYME DISEASE. THE ONLY OBSTACLE LEFT WAS TO BE

DIAGNOSED WITH THE DISEASE AND GET TREATMENT AS SOON AS POSSIBLE.

HAVING LYME DISEASE IS "HELL" IN ITSELF, BUT WORSE, IS THE EMPTY FEELING
DOCTOR'S LEAVE YOU WHEN THEY DO NOT LISTEN TO WHAT YOU ARE TELLING
THEM. OVER MY SEVEN MONTH JOURNEY, I WAS FALSELY DIAGNOSED WITH
RINGWORM, SHINGLES AND A MINOR WEED RASH RESULTING IN THE
"BULLS-EYE" RASH ON MY L;EG. THE DOCTORS RAN SEVERAL HUNDRED TESTS,
X-RAYS, BLOOD WORK, RADIATION INJECTIONS AND EKG'S ON ME TO FIND AN
ANSWER. WHEN THE RESULTS WOULD COME BACK NEGATIVE THE DOCTORS
EASILY GAVE UP. NOTHING WAS WRONG WITH ME. 1 WAS TOLD TO TAKE FOUR
DIFFERENT MEDICATIONS AT ONE TIME TO EASE MY PAIN [FELT LIKE A TINY
MOUSE IN A CAGED WORLD ONLY WAITING TO BE INJECTED ONE MORE TIME

WITH AN EXPERIMENTAL CURE.
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AFTER SIX SPECIALISTS, FOUR OF WHICH ARE TRAINED IN INFECTIOUS DISEASE,
A MEDICAL STUDENT AT THE UNIVERSITY OF MICHIGAN MEDICAL CENTER
LISTENED TO WHAT I HAD TO SAY FOR OVER ONE AND A HALF HOURS. HE RAN
THE CORRECT TESTS AND PUT FORTH THAT EXTRA EFFORT TO DIAGNOSE ME
POSITIVEFOR LYME DISEASE. THAT DIAGNOSIS WAS MADE SIX MONTHS AFTER
MY SYMPTOMS FIRST OCCURRED. AFTER THREE AND ONE HALF WEEKS OF HIGH

VOLUME ANTIBIOTICS, I AM NOW ABLE TO MAINTAIN THE LIFE I ONCE LEAD,

ONLY NOWILEADITIN A SMARTER, MORE EDUCATED WAY.

IDO BELIEVE OUR DOCTORS IN THE MEDICAL FIELD ARE UNAWARE OF THE
DISEASE BORNE BY TICKS. DOCTORS TODAY ARE TREATING THE SYMPTOMS OF
LYME DISEASE AND NOT THE DISEASE ITSELF. THE WORLD IS CHANGING AND
THE DISEASES OF TODAY ARE GREATER IN NUMBEER. SOCIETY MUST REALIZE
THAT FATAL DISEASES ARE SPREAD BY INSECTS T AT ARE NO LARGER THAN
THE HEAD OF A PIN. MORE RESEARCH MUST BE COSIDERED ESPECIALLY IN
AREAS OF INCREASED WILDLIFE ACTIVITY. REJECTION BY DOCTORS AND
HEALTH DEPARTMENT OFFICIALS ARE ONLY HURTING THE CHANCES OF

IDENTIFYING A CURE FOR LYME DISEASE.

THANK YOU FOR YOUR TIME AND CONCERNS ABOUT LYME DISEASE. MAYBE BY

BEING HERE WE CAN ALL LEARN SOMETHING FROM EACH OTHER.




State: Kansas
County: Johnson

Name: Carol -

Total cost: $30,000/year

Number of family members with LD: 1
Lost work/school: 4 yrs.

Number of years sick: 16

Honorable Members of Congress:

For every face you see in this record, there are many more Lyme patients who are too
sick and/or too disconnected to be a part of this record. Please listen to patients! We
are sick, but that doesn't mean we are wrong! We are sick and that means we need
your support and understanding more!

1. PLEASE ENCOURAGE DOCTORS TO RECOGNIZE AND TREAT LYME.

7. PLEASE GET INSURANCE COMPANIES TO COVER DOCTOR-PRESCRIBED
LYME TREATMENTS.

3. PLEASE GET RESEARCH TO FIND A CURE FOR CHRONIC LYME.

1 grew up on a farm in north central Kansas and graduated from the University of Kansas. I
moved east with my husband and we lived in New Jersey for sixteen years and had two
children. In Denville, our backyard opened up onto many square miles of woods. I may have
contracted Lyme there in 1981, but not surprisingly for 1981, Lyme was not diagnosed. We
moved back to Kansas in 1988 and in 1992, my family accompanied my husband on a two-
year work assignment in Europe.- There, in 1993, I went to the doctor with the characteristic
EM rash and was diagnosed with Borreliosis, or Lyme disease. Several positive blood tests
and many hellish avenues of neurological/muscular problems later, here I am with full-time
Lyme, hoping for a cure and trying, meanwhile, to convince my insurance company to cover
my doctor's prescribed treatment. I am fortunate that with help, I've been able to find doctors
(in Europe and in the US), who recognize the seriousness of this infection. It is unfortunate
that my health insurance provider (Metropolitan Life/UNITEDhealthcare) has (early 1995 to
date) decided to stop coverage for my doctor's prescribed IV treatment of Lyme disease. I
need this treatment; it helped me regain some losses from '93-'95. Before 1993, 1
energetically cared for my family and dependably served my community. I was also a teacher,
grades 8-12, working ten-hour days, gratefully and enthusiastically impacting the lives of
students.
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I believe the motivations behind those who will tell you Lyme is generally "easy" (easily

avoided, easily diagnosed, easily treated, etc.) are at best dishonest, deceptive, and dangerous.

How these opinions can be taken seriously, is_easily another difficulty in this very difficult
illness. And please consider:

-Who profits when insured Americans are denied doctor-prescribed treatments?

-Who looks good when the disease is given premature limits and Lyme numbers are
misleadingly low?

-Who profits when doctors are discouraged from recognizing and treating Lyme?
-Who loses when Lyme patients become disabled?

1. PLEASE ENCOURAGE DOCTORS TO‘RECOGNIZE AND TREAT LYME.

2. PLEASE GET INSURANCE COMPANIES TO COVER DOCTOR-PRESCRIBED
LYME TREATMENTS.

3. PLEASE GET RESEARCH TO FIND A CURE FOR CHRONIC LYME.

Thank you, Members of Congress, for your attention to this increasingly difficult problem.

Thank you, Lyme Disease Foundation, for making this means of communication available,



State: Pennsylvania
County: Chester

Name: Tamara -

Total cost:

Number of family members with LD:
Lost work/school:

Number of years sick: 2

(Lhén T wad quqmos«s po+h (\/mz; @iJEH'SE/. that was

“he time  my LFE Slarted =
SeE X Srea\y vouf /iF°}

\in C??Dcz,ofr)%he Disease iy
MI‘I’)C/( bQ}y, QUQ/Y (nCh Cmd /Da,"#@F
\(OLU [’)o()\t AN \Dé’c’r\ Sul Eering t%\f 2\y&ar ﬂéw)

and alreadly T'M

Ae Sﬂ]royod T a /w""’”] /’JG//-S Z'm #/J//ly/[/\rc y&cr olef and fee |
</ . 1)
W e ’L\\("\ 26 \F s\ ) DG N 13 ,:M UL %@re) m@du‘ cafion 6{67@14
he\@ siﬁx %ﬁyél@ needte in mv/ Bre Cf‘iue /;7 S¢ 164 m / Sl g broy FACE
/

o day. Jeme par<d of phe day 3 ot 96

dobord de worile doton and fo expl
vou huwe  cpne Ahrous by i your et g Aave
Tlwe 4hem andkr the qge of ?,7,4 slder cire
no be/ﬂ7 able e do nermal Fhing D (o 30

has been

Lol heder P
$ick ali@ver again, ty Y/‘;"m}\\{ has becn €Ffeckd by +his 44 32‘3/ 1
554/&/ from Mefzﬂff/ /656/ me;‘%ez/ CO/)}’ruleﬂ‘ jotal lcs€ €

un N what T

[ Treng pad oF me 1t hugts ts by ok Hele M=

Qncl 4he v T & C+—

Contie|
[ f]“Oin : ﬂrc)t?fz]cm(é;

£ oe Ch//&fi’é/\ _J/hwﬁ
EWEIRL/ life (3 b

y ﬁuﬁb@”
Ly e, I
1 Fh<

AISEASE IS Aurdnn esple yey  Jove The Q{,ﬁﬁ%n/@f&;%‘/—y (e 1 FA

TTewd V@5 dhe ontydniag nedt keepy me
Py thert Tesud Bngs q Cure for evefyine
T Rgst 4o go on I bue [F= and

i £y and |
wWile S« Fferes v

et World Ieam

G n<
7

[ymes, .
E@drh@& bt £ oeoant et Ay dierse toin T W [/ pevel QUL

s HJ)

§rd /3033 4 all GF w> who dufrr~er wAh 1hiSdissese

7

A

Ccccccccce

ccceeecececceccccecccccccccccccaccc

{



)

) ID D IDD)I))I)D

)i

DD DDDIIIIIIIDIIIIIIDDDD

' Can't holdd i al

My RENS = whra Se e

?Z Sjﬂ \j&ar @CM&/ ilhess T tuay Send 44 & docksi~ |
fetsreiay M( family docter netmag 3 Lreng Lot
Me, dnd he qove pe Some pill To w%zkaljg re fused s
ke fhem the dector dhints tim Crozags NN ‘an,
l\l@\@) And q@éiccm ﬁiciééef' T am not Crggk Tm aash
A Vickim of yme BisEA%. T fmy dhod G aof Cris
s CO\(\O{Y‘(—jﬁj Cenel  ho wor(c Qre 8@/@(, weg. /)eec(/
ey and S0 do our familys. Twil peoer e
UP Q%f’\"}*(ﬂ. TR (JQD\'\(Jr [ed {'\L w/‘/],“f{) all —he V1c i ms
AF ('N‘me Or3Erse  Keep dhe faidh and Dond e
uP %r\l o hwe G life as best g3 You Can M
.Pﬁ ersS 90‘ @(,UL%@ CZ// s (6059 H@CZF(;S C’e(( Gu//Qm(/gfj

| ' $thry 4
here S0 nuchh more fo dedl waha 5 @8 ez
’Vtﬁi done to my LIFE ancl (%mz’(x bat e ppcr i
7 and [t go€'s on anclon. .,

These are U my  SymprenSe These are poblen

el p\{se7 sefyer ‘aghmar\ e 8 (i')C{UC g( {he
()&Z{W\";{S ‘Presure fn My heac? v 5&(\&5<j(_\cc+‘ .I+VM€ 7,— e
SHEEed W.T\st VS e e e TTerIC T
; ~/ [e: e v / oy
g\er\;j\ PP Fen \bwh% well 6c Get  Quagticed read

S Sut of Bl Serehae  Tyoue
oA g Prsbeadiad ) Feelinq

Crying 3PS \ Sreble Sear© s

N {) weedk este | s o sle epif
loyh & M\( con wér{c\ ~rodbte  eadmy ’“’Uub&qeﬂd Cop &Y

WTesk T Had Dons 77

ana QOAQ r&\r\/‘@ua&\(\ Small sl ex CQ*{Z. baren eff\féﬂi@(\b\w u;o’/K
WS

e Many 4t OF 4he redran g ja Mgt -"Hmf%fé‘
Pl s T ens sl AFUY‘TA%JUQMCQ?Z%MQ



State: New Jersey
County: Camden

Name: Christina [l

Total cost: thousands
Number of family members with LD: 3
Lost work/school: 20 weeks

Number of years sick: 4
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i Many FACES OF LyME DISEASE

WE ARE NoT JusT NumBERs!

State: New Jersey
County: Camden

Name: James Gregory sl

Total cost: thousands
Number of family members with LD: 3

Lost work/school: 6 weeks

Number of years sick: 2
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_ WE aRe Not JusT Numsems!

“THE MANY FACES OF LyME DISEASE

State: Wisconsin
County: Jefferson

Name: Esthe-

Total cost: $146.00

Number of family members with LD: 4

Lost work/school:

Number of years sick: 2

My name is Esther |l @ wife, and mother of three young children. My story begins with two
known tick bites from big ticks during a vacation to the family cabin close to Park Rapids, Minnesota
in August of 1995. | thought it would be pretty safe there, since my mother-in-law has been going up
there for more than 50 years. However, when we got there, we ended up moving trees that had blown
down on the trail after a recent storm. It wasn't until March 1996, when | was 31 years old, that | had
any problems.

My story starts with a very strange iliness from 3/5/96-3/22/96. The symptoms included...arm
sensitive to touch, headache, achey to painful legs when walk on them too long, stuffy nose, sore
neck glands on sides of neck, chills, achey arms, loss of appetite, sore throat, painful elbows at bed-
time, mucous in nose and throat, big toes felt like they swelled up, red rash on front side of legs
above knees (not itchy or sore), tonsils swollen, mild chest pain, dry throat, knee cap hurt mildly
when | walked and seemed like it moved, runny nose, and fevers off and on for three days that ranged
from 101*-105* (as | read on the forehead thermometer).

After this strange iliness, | had a cold with a stuffy and runny nose all week from 3/25/96-3/30/96.
Starting 4/2/96, and almost every day after in April and early May 1996, were more symptoms, such
as.. throbbing pain in ear, red raised pimples on hand, knee cap felt loose, wrists and arm pain, jaw,
ankle, finger, and leg pain, itchy legs, itchy knuckle on hand, sieepy hands, lower back pain, tender
breasts, sore chest, and stomachaches.

My pains have been really miid from the start, and even today. However, they are noticeable enough.
| had an Elisa Lyme test on 5/9/96 and the result was "negative". No antibiotic was given. Since
1996, the only time | notice any aches is pretty much during March and April. The flare-ups consist
of sleepy arms, headaches, indigestion, and stuffy nose. My nose doesn't seem to smell very well
anymore, unless | get really close to something.

Since May 1997, | have joined a Fibromyalgia Support Group, started working outside the house,

help others who may have Lyme Disease, and am looking forward about life. 1 will be putting these

stories about my family in my village library so that they may help others. | have also kept a daily
diary on all of us so that other people could look at a daily record of symptoms and what triggered
them. That was what | was looking for in helping to diagnose my youngest son's iliness. This week

| will be educating the school about Lyme Disease, by speaking in front of the 4th, 5th. and 6th grades.

My children are in those grades in the elementary school. 1 also will be attatching a copy of these

stories to the brochure called "Guide to Lyme Disease” and sending one to each family, and staff

member in the elementary school. Since | work for Head Start and work with preschool children, |

will be giving staff members the same brochure and stories. I'm also going to speak to the families

about Lyme Disease and Fibromyalgia and the seriousness of these.

| have learned that you need to have a positive attitude when dealing with il children. Our family has
joined sports and other activities that have kept our minds and bodies preoccupied. We do alot of
movie watching and playing with pets. Most importantly, we talk about how we feel when we feel bad.

My goal is to help other people. I'm always happy to share my experiences with other people.
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State: Wisconsin
County: Jefferson

Name: Carolyn-

Total cost: $272.50

Number of family members with LD: 4

Lost work/school:

Number of years sick: Almost 3

I'm Esther _ mother of Carolyn , Who is now 12 years old. Carolyn was 9 1/2 years
old when she went on a Memorial Day weekend campout on 5/28/95- 5/29/95 My husband insisted
on taking the kids on a campout even though our son, Brian, had a bad nine months previous to this
weekend. | was on the verge of proving that Lyme Disease was truly the iliness that Brian had. | felt
really bad to let Carolyn and David, our other son who was 8 1/2 years old, go. The doctors wouldn't
confirm a diagnosis for Brian at that time.

Carolyn, therefore, ended up going to Blue Mound State Park in Wisconsin for the weekend. Her
story starts fike this..On 6/22/95, she had a headache. On 6/24/95- saw a red pimple on her right
leg on the panty line.

B/25/95- got headache towards evening when at Six Flags themepark in lllinois. She said she saw g
pimple on her leg on her panty fine.

6/27/95- | saw a warm, red, raised, oval rash where her pimple was on her leg. It wasn't itchy, but
sore when her pants rub on it. It expanded during the day.

6/28/95- | drew a pen mark around the rash about 8:30p.m., and even took pictures of it. It was

1 inch wide by 2 3/4 inches long. | called Marshfield Clinic up and expressed my concern about
Lyme Disease. They told me to put cortisone cream on the rash. | put Cortaid on it.

8/29/95- The rash had spread 1/4 inch wider overnight to 1 1/4 by 2 3/4 inches. it was only sore to
the touch. | sprayed 2 % Benadryl Anti-ltch Spray on it about 7:45a.m.- to see if it would help with
some pain if her underwear rubbed on it. | also put warm, wet compresses on the pimple to see if it
was a boil or infected hair follicle, and then put anti-bacterial lotion on it. At 12p.m.-pimple is dark
red now and rash is spreading up higher. It is now 2 inches wide by 3 inches long. At 8:20p.m .- the

rash had spread more to 2 inches wide by 3 3/4 inches long. It still wasn't itchy. 1didn't put anything
on it for bedtime.

6/30/95- 7:40 a.m - rash looks as if going away. It didn't spread last night. Rash not as red anymore,
but pimple still red. Rash is still sore to the touch. 8:30 p.m - itchy pimple- she is scratching it.

Rash area looks a little redder again- not bigger though. Pimple isn't dark red anymore, but light
colored. 10:20 p.m.- | put Cortaid on rash and covered it for bedtime.

7/1/95- The rash is gone, only pimple remains.

The pimple eventually disappears and the light, and short headaches st
July 1995 and about 3-4 times every month in 19986.

The other symptoms that Carolyn has had so far, besides |j
ankles, knee pain, stomachache . Qushing nosebleed, arm
foot pain, backaches, low grade fevers, sore throat, sleepy |
shoulder pain, itching and swollen knuckle on finger, fatigu

bumps on arms that lock like goosebumps. Her probiems
mild case.

art coming at the end of

ght to medium headaches, are.. twisted
pain when pushing or pulling, weak arm,
&g, loss of appetite, jaw pain, finger pain,
e, leg pain below knees, and skin-tone
occured only 3-4 times a month- a very

OVrR



Her Elisa Lyme test taken on 5/9/96 had a result of 256. A Western Blot taken on 5/23/96 was
“negative”. No medicine was given. Carolyn was a healthy child who got sick only one or two times
ayear. Since she's turned 12 years old in January of 1998, she's had more frequent, and more
severe flare-ups. Her body is starting to change now. .

To this day, she's had no medicine. It was hard enough to convince the doctors that my son Brian

had a real problem. | figured they would never take me seriously about my daughter, My will-power
ta fight was deteriorating.
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Name: David-

Total cost: $1215.00

THE MANY FACES oF LYME DISEASE
~ WE ARE NOT yusT NuMBERS! =

State: Wisconsin
County: Jefferson

Number of family members with LD: 4

Lost work/school:

Number of years sick: 2 1/2

My name is Estherm mother of David . David was 7 1/2 years old when we went
to a family cabin near Park Rapids, Minnesota in August of 1985. David had a known tick bite from a
farger tick that you could see well. The only symptoms in September of 1995 that may be related to
Lyme Disease, would be-headaches and 100*-101* fevers. He was pretty healthy until January 1996,
when he got the flu. From 2/16/96-2/22/96, after a bad cough, he started with more symptoms that
may have been related to Lyme Disease (but,! didn't realize it then). These symptoms included. .
stomachaches, headaches, stuffy nose, sniffle nose, and watery eyes. His pain was pretty strong.

He was healthy again up until 8/9/96, when his leg hurt above the knee. He had a hard time walking
on it. He proceeded until 8/14/96 with headaches, stomachaches, sore throats, fevers of 100*-1 04~
and swollen tonsils. A strep test was taken- a "positive" result. Amoxicillan was given for 10 days.
During late September 1996, he had a low-grade fever of 100*, a few headaches, and a sore and
swollen throat.

He was again healthy until 12/29/96, when he really started in with true signs of an iliness that made
me worry. Up until now, the ilinesses that David experienced didn't make me think that it was Lyme
Disease. He was a healthy child who only got sick during the winter like most healthy people do.
Now his symptoms consisted of 100*-101* fevers, headaches, stomachaches, sore throats, chills,
swollen tonsils, and a burst capillary below one eye. They came for about four days that week and
then stopped. The next week it started again. By 1/14/96, | was convinced that he had Lyme
Disease, or Fibromyalgia, like his brother. On 1/14/96 a Lyme Elisa test was done, along with a Sed
rate, CBC, and a Monospot. On 1/23/97 the results came back. The Lyme igM was 1.65, the Sed
rate was 8, and the Monospot was "negative". A Western Blot was done since the Lyme IgM was
high. Since David's symptoms were getting to be daily and more constant, and he did have a "posi-
tive" Lyme test, | wanted the doctor to treat him as soon as possible. | saw what waiting did to my
other son and didn't want to see it again. | knew the doctor wasr't going to give David medicine "just
because | asked", so | wanted my husband to "bug" the doctor about it (atleast my husband believed
me that there was a problem). Two weeks worth of Amoxicillan was all we got for David.

David's legs and arms started hurting and falling asleep during this time, so | was sure that we had
to keep pursuing medicine. | put him on 500 mg. of chewable Vitamin C tablets, along with Multi-
Vitamins Complete, while he had problems. When the Western Blot result came back on 2/1 1/97,
it was "negative”". The doctor felt that he didn't need to give David any more medicine. | walked out
of the office very upset, David walked home with my while the rest of the family drove. | predicted
that he wouldn't do anything. My husband then saw what | had gone through with our first son getting
sick. | immediately called up Marshfield Clinic in Marshfield, Wisconsin and set up an appointment
with the same doctor that treated our son, Brian. { got a prescription for four weeks of Amoxicillan
right away on 2/12/97. During the course of the medicine, David got better, only to have three fiare-
ups in the winter from January 1998 up until now in April. The flare-ups may last one or so weeks in
length and may consist of headaches, stomachaches, sore and swollen tonsils, and fevers up to 103*,

I've learned that rest is the most important thing for him besides a healthy diet.

David, now 11 years old, is on no medication, and is enjoying all sports. I'm happy to have him back
again.
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State: Wisconsin
County: Jefferson

Name: Brian-

Total cost: $9,794.00

Number of family members with LD: 4
Lost work/school:

Number of years sick: 3 1/2

Hy rame is Esther - mather of Brian q 3rian had gone on & camping tip for-
dekyg in August 1994, with my husbana and our two other chiidren. 1o Governar J
Mirrer Lake, both in Wissonsin, There was ne knowr Uick Dite on any of the family. rian had

divuly. 3 jUS
turnaa six years old prior 10 the firsi sympioms that showed up in late 1Xobar 1994, Eis siory siarts
with a fiu-like illness that got.drasticaily strange and worse as the first monifiwent | as given
Amaxicillgs for 10 days for adoupis =37 infaction. That heiped e symptoimie 35 away irom December

1994 until the end of February 1995. Then the iliness went vriid.

From late February 1994-July 1995, Brian lived with the iliness daily. His symptoms hit hard on his

body. | was lucky to be a mother at home babysitting, or | would have never been able to work.
home from school alot during the beginning of the iliness, but sent him most of the time when he
should have rested. My problem-| had no doctor telling me to keep him home. Since his story is
very complicated, I'll list symptoms, doctors seen, and tests done up until now. We spent alot of
money out of our own pocket, and the insurance did eventually pay for some things.

Symptoms- headaches, migraines, sore throat, swollen tonsils, dry throat, eye pain, blurry vision,

double vision, watery eyes, eyes sensitive to light, blood vessels in eye changed, stiff neck, swol

lymph nodes in neck, double ear infection, ringing in ears for four weeks, ear pain, nose pain, stuffy
nose, runny nose, swollen adenoids, pain in cheek and chin when touched, jaw pain, rib soreness,

stomachaches, digestive problems, nausea, diahhrea, backaches, swollen glands in groin area,

dotted red rash on buttocks, finger pain, hives on fingers, sleepy and tingly legs, painful and weak legs,
shooting pain in legs, chronic fatigue, intense itching all over body, bronchitis, chronic strep throat,

seizure, difficulty sleeping, burst capillary on hand, moodiness.

Tests- allergy, sinus CAT scan, brain CAT scan, MRI on the brain, spinal tap, monospot, ear exam,

comprehensive eye exam, Lyme Elisa, Western Blot, rheumatoid arthritis, and EEG.

Doctors- Pediatricians, General Practicianer, Neurologist, ENT, Opthamologist, and Rheumatologist.
It wasn't until 6/20/95, at the Marshfield Clinic in Marshfield, Wisconsin, that Brian got a diagnosis

of having had Lyme Disease. He was treated with six weeks of Amoxicillan. During the weeks
better to the point of running again and feeling healthy, like normal. After two weeks of feeling

while off the antibiotics, he had a febrile seizure. Due to a chronicly sore and swollen throat, his
tonsils and adenoids were taken out on 12/7/85. The symptoms came again for months until March

1996. .
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| wanted a second opinion for Brian to see if he could have more medicine. | was steered toward a
rheumatologist in Racine, Wisconsin. He diagnosed Brian as having Fibromyalgia, due to the Lyme
Disease. .Brian was healthy all summer and fall. The winter of 1996 brought a few flare-ups. The
summer of 1997 was healthy, and this past winter of 1997 had two flare-ups, each lasting about a
week or so fong. The recent flare-ups consisted of headaches, stomachaches, and/or fevers and/or

before they would believe there was something wrong. My daughter, who was 9 years old at the time
couldn't understand why we could't buy things like we normally would. | tried explaining to her that
there were doctor bills to pay. She didn't understand. My other son, who was 8 years old, was just

1

on the offer, but | sure gave him a big hug.) Every time we went to a doctor, we hoped they couid help
us. One time Brian came to our car after a visit to a doctor and he said, "They didn't even give us any
medicine." He said it in an upset way. Another time during a flare-up, when | was sick, he came and
taid on my bed, and asked me, "Am | gonna die?" Brian was 7 years old when he asked this.

I'am very thankful to the doctors, and people, that have been concerned and helpful, and to the
school district in which we are involved. They have been very supportive.

All the doctors in Wisconsin should be aware of Lyme Disease, but they aren't, | hope that someday
it will change.




State: Massachusetis
County: Norfolk

Name: Linda |l

Total cost:

Number of family members with LD: 4

Lost work/school:

Linda Grandaughter( 5) &

Number of years sick: 13 Daughter, Lisa ( 31)
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State: New Jersey
County: Middlesex

Name: Jay [

Total cost: Thousands
Number of family members with LD: 1
Lost work/school: Both

Number of years sick: 2 1/2

WE ARE NOT"JUSTNUMBERS.
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~ THE Many Faces oF Lyme Dise
_ WE ARE NOT JusT NuMBERS!

State: New Jersey
County: Morris

Name: Marion B. -

Total cost: $2,000

Number of family members with LD: 2

Lost work/school: Unsure

Number of years sick: 38
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THE Many Faces oF Lyme Disease

WE ARE NOT JUST NUMBERS'

State Massaoh usetts
County: Bristol

Name: Jennifer -

Total cost: $50,000+

Number of family members with LD: 2

Lost worlk/school: 220 days/3years

Number of years sick: 5 1/2
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- THE Many Faces oF Lvme Disease

~ WE ARE NoT JusT NUMBERS! |
State: New Jersey
County: Monmouth

Name: Noeue-

Total cost: $70,000

Number of family members with LD: 1
Lost work/school: 1 1/2

Number of years sick: 4

J. D. Bletweiss, M.D.

1245 Whitehorse-Mercerville Rd.
Suite 408

Trenton, New Jersey 08619

Dear Dr. Bleiweiss,

As you know, when we brought Noelle to you last fall, she was essentially incapacitated from the
problems related to Lyme disease. The three months of treatment she had previously received
from our local "Lyme expert” had failed 10 stem the progress of the disease, even despite the
"magic" 28 days of IV antibiotics. While her previous doctor overlooked her actual condition and
declared her "cured,”" you carefully assessed her condition and then attacked her illness. While
she underwent a long and tumultuous period of progress and backsliding, your treatment has
ultimately given her back her life, and she is now, essentially, symptom free.

Needless to say, we were shocked and saddened to learn, today, that you have decided to close
your practice. We appreciate that this certainly had to be a most difficult decision for you. While
Noelle's progress has been truly gratifying, there is always that fear in our hearts that she may
again need the kind of concern and aggressive, individualized treatment you have given your
Lyme patients. We feel we may never find doctor who can replace your unselfish devotion to
your patients' total health, nor your relentless efforts to better understand Lyme disease and its
treatments. You can certainly be proud of your record for helping your patients, many of whom
other doctors had considered hopeléss and abandoned. Should you decide to reopen your
practice in the future, please be sure to consider Noelle your patient.

On a more personal note, if there is a way that Gayle and I can help or support you, either now or
n the future, please ask. We join your other patients who feel that we owe you so much that we
could never repay you. God bless you for being there when Noelle needed you most. We all wish

you best of health and luck as you proceed.

o= AR PV g

Please refer to the “postscript” on the other side of this page. Thomas R. Hull



Postscript:

Two days after the letter on the other side was written, Dr. John Bleiweiss was dead. Although he was “officially”
considered a suicide victim, his death was_actually the result of the Lyme controversy. He was persecuted as a
doctor who healed his patients rather than follow the ineffective treatment regimens dictated by the insurance
companies and their high profile doctors.

Dr. Bleiweiss, 2 Lyme victim himself, had dedicated his life to helping his Lyme patients. He had helped more
than 1200 of the most seriously ill Lyme victims return to useful and productive lives by carefully customizing
antibiotic treatments for each and teaching them how to strengthen their immune systems by taking vitamins,
cating properly and taking care of themselves. He had patients that routinely came from as far away as Florida and
Europe. Many of these patients, including my daughter, believe he had saved their lives... Dr. Bleiweiss
recognized that the medical dogma on Lyme treatment did not lead to a “cure” for most victims. His research in
medical journals was relentless as he worked to define new treatment protocols that would help his tough cases.

Often he told my daughter, Noelle, that she was one of his “most difficult cases”...she always seemed to react

differently to the treatment than he expected. But, he never gave up on her, as the other doctors had done. Despite '

medical evidence that Noelle had Lyme disease for ten years, she was.not diagnosed until age 15. Then, her first
two doctors treated her for 4 months for “sinus infections” and 4 months for Lyme using oral and IV antibiotics
(for 28 days). She was declared “cured” even though she was clearly worse after their treatments!!! But then Dr.
Bleiweiss watched her closely as he treated her with a variety of oral antibiotics (the insurance company wouldn’t
pay for additional IV antibiotics). After five months, she finally began to improve. He was so pleased to see her
disease go into remission and so proud as she went back to high school and did so well!!! Ican still remember the
elated look on his face as she reported reduced neurological and other symptoms at each subsequent visit...

We later learned that Dr. Bleiweiss had been under attack for over seven years. Trumped up charges that had been
disproven time and again in the courts brought him to the verge of financial ruin. Then, on Saturday, August 12,
1995, the “Trenton Times” published an article: “State seeks license of Lyme disease doctor.” The information,
leaked to the press, again made the same old charges and indicated that he would lose his license! He was closing
his office, clearly in response to this renewed legal attack. But then, seeing the article early that day, he was
pushed to commit suicide. Yes, it was technically the bullet that ended his life, but it was those who have turned to
the political “dark side” of the Lyme controversy that really pulled the trigger, killing this gified healer.

No one will ever know what contribution Dr. Bleiweiss could yet have made to the sufferers of Lyme and other
diseases. Unfortunately, his genius died with him. Publication of his book was also blocked, somehow, so even
that legacy is now gone forever. Afier the death of Dr. Bleiweiss, my daughter relapsed twice, but she still
managed to make up 1-1/2 years of high school. We were so proud when she graduated, on schedule, and'in the
top 10% of her class. We know that “Dr. B” would have been proud of her, as well. She is now doing very well in
college...continues to suffer from Lyme symptoms...and we still live in fear that a relapse might come at any time.

Since Dr. Bleiweiss’ death, the Lyme epidemic has continued. The current official statistics are misleading,
however, since many doctors no longer report their Lyme cases for fear of being attacked, as was Dr1. Bleiweiss.
Evety day, we think of “Dr. B.” He could have helped many other friends and family members who are now also
Lyme victims, One friend recently died from Lyme diseases due to the arrogant ignorance of kis doctor, who
wouldn’t treat him! Even after two years, remembering the death of “Dr. B” s#ill brings tears to our eyes.. .after all,
he was the doctor who saved our daughter’s life..and when he needed us, we could not help save his life!!!

When will the politics of Lyme disease END so this terrible disease will be the subject of the attack, rather than

Thomas R
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~ THE Many Faces oF LymEe Diseast .
___ WE ARE Not vusT NuMBERS!

State: Connecticut i
County: Windham : 5 ;
Name: Andrea |

Total cost: $30,000+

Number of family members with LD: 1
Lost work/school: years

Number of years sick: 7
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- THe Many Faces oF Lyme Disease
_ WE aARE NoOT JusT NUMBERS!

State: New Jersey
County: Morris

Name: Mindi i

Total cost: $1,000's

Number of family members with LD: 1
Lost work/school: Both

Number of years sick: Since 1983
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_WE ARE NOT JusT NUMBERS!

State: Maryland
County: Carroll

Name: Jena (Beagie-Lab mix)

Total cost: -

Number of family members with LD: 2

Lost work/school: Died

Number of years sick: 2 months
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THE Many Faces oF Lyme DISEASE
WE ARE NOT JUST NUMBERS'

State: Texas
County: Williamson

Name: David "Hunter"
Total cost: $25-30,000

Number of family members with LD: 2
Lost work/school: 1/2 year

Number of years sick: 3 years

My name is Lisa Johnson and my son's name is Hunter !
Hunter is eight years old. In July, 1995 he had an EM rash on the

upper left side of his chest. I had already had Lyme so I took Hunter
to his doctor and told the doctor what I thought the rash could be.
The doctor told me it was probably nothing. We would watch it.
Unfortunately, I did not know then what I know now. We were
leaving for a two week vacation. The EM rash disappeared. Hunter
had occasional problems from then until March, 1997. I now realize
these problems were probably caused by the Lyme. Hunter got
really sick with the "flu” in March, 1997 and was never well
afterwards. He had a rash and repeated infections. He missed a lot
of school. He could not stay a whole day at school. He had sore
throats, headaches and stomaches. His math grade went from an A to
a D in one six weeks. One day he passed out at school. He was dizzy
alot. He had no appetite at times and he lost weight. One day, a
teacher found him with his head on the lunch room table instead of
eating and sent him to the nurse. [ knew there was something
wrong but it did not seem like the doctor noticed all the visits to her
office. In fact, I pointed out to her we had seen her something like
18 times in 10 months. I was frustrated so I took Hunter to another
doctor that said he had allergies. Hunter got a stiff neck and swollen
glands right after that. He.was pale alot and cried easily. He ran low
grade fevers. We went back to Hunter's old doctor and she kept

saying he had viral syndrome to explain the repeated infections. At
one point, she said he had an enlarged spleen. I- insisted she do
something. Finally, at my insistence she decided to do a mono test
and a Lyme test. I had forgotten about the bite and since the doctor
had told me it was alright I had assumed it was.- Both tests were
negative and the doctor gave Hunter no treatment. We waited one
month. During this time I did a lot of research on Lyme Disease. One
month later, when Hunter was sick again I told the doctor that Lyme
tests were often negative even when the person was infected. She
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said "I know." If she knew this why had yet another month gone by
Wwith no treatment? The school nurse and Hunter's teacher told me
that he did not feel like being at school. I asked her to take Hunter
out of school until we figured this out. She said she would not sign
the papers for home schooling because ‘they learn so much more at
school than academics” ignoring the fact that if he did not feel like
being there he would learn nothing. She did agree reluctantly to
treatment with oral antibiotics but we decided to find a doctor who
knew about Lyme. We found a wonderfui doctor in Connecticut
named Dr. Charles Ray Jones. Another Lyme sufferer told us not only
was he treating children_but he was getting them welll The day
Hunter saw him tor the first time he had Bell's Palsy, arthritis, an
enlarged liver and spleen, and conjunctivitis among other things. -He
has missed half a school year so far. He has a home tutor. He has
problems with short term memory and comprehension as well as
other cognitive problems. Dr. Jones diagnosed Hunter with chronic
late stage lyme disease with brain involvement. He is on IV and oral
antibiotics. He also has many other symptoms like tremors, blurred
vision, double vision, skin and sound sensitivity, extreme fatigue,
headaches, bladder dysfunction, muscle twitching, disorientation,
auditory hallucinations, falling down, dropping things, letter and

disease. The most frustrating thing of all was when we went to an
infectious disease specialist that I thought might help us if we had a
problem and needed immediate help. Itis a long way from Texas to

Saw nothing wrong. I was telling her a lot of things were wrong but
it was like she did not hear me or did not believe me. It was obvious
she had her mind made up about Lyme Disease before Hunter ever

it. I believe Dr. Jones will get Hunter well if anyone can but it will
take a while. Hunter is slowly getting better. Dr. Jones is a very
good doctor who understands Lyme Disease. I do not understand
why in this day and time doctors are not listening to patients and
realizing that a short course of antibiotics is not working for a great
number of people. It is clear that many patients benefit from long
term antibiotic treatment. I am so thankful for the few brave and

compassionate doctors like Dr. Jones who are willing to listen to
patients and do what is right.



State: Michigan
County: Wayne

Name: Margaretj

Total cost:
Number of family members with LD: 1
Lost work/school:

Number of years sick: 7

In the later summer of 1988, I was pulling weeds near the canal that bordered our
yard and was "bitten." 1 had no idea what 1s was that caused the red, swollen donut
shaped place on my shin. It itched but hurt when rubbed. After a couple of weeks, it had

gradually gone away; I don't remember any other symptoms at that time and I had put it
out of my mind.

Following my divorce in 1990, I began having visual problems followed by a
week or so of hot flashes, stomach upsets, irritability and just "not feeling good.” (I am
fortunate in that I have not had the joint pain many suffer.) It wasn't until 1993 that I
began seeing a pattern to these visual/stomach/etc. problems and began keeping closer
tabs on what and how I was feeling. I mentioned the bulls-eye rash (after getting my first
information about Lyme from a letter carrier friend who gave me a brief directive from
the U.S. postal service with a warning about the disease and cautions for the carriers
walking their routes.) to my family doctor on one of my many visits to him - he didn't
even acknowledge my comment. The cycle of symptoms continued and in 1994 I went
through a full battery of tests at the Wayne State University medical center: MRI,
neurological, EEG, and so on and on. With no defining results it was suggested that I see
a psychiatrist! The symptoms continued, more severe and new ones that included
difficulty breathing, racing heart beat, anxiety attachs and severe depression.

I then moved to central Michigan and was seeing a new family physician. I think
I wore him down because he finally agreed to a more complete check up (starting with
another MR1, visual and hearing stress tests, etc.) and lupus and Lyme blood tests. When
the technician drew my blood at the hospital lab, she commented "Boy, is your doctor in
for it!" When I asked why, she said that the state of Michigan health department did not
recognize Lyme Disease and that any doctor requesting even a test had to fill out forms
and defend his request. At this same time a Saginaw doctor was going before the
Medical Review Board because he was treating Lyme patients - that the Board said
couldn't exist because Michigan didn't have Lyme disease.

Since my blood test was negative, I "didn't have Lyme" and my doctor
recommended an anti-depressant. Meanwhile, I continued gathering information about
Lyme and tracking my cycles which were now at least once a month and lasted two to
three weeks: wow, one week a month to feel relatively normal!
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Some time after moving back to the metrg Detroit area in 1996, Isaw a Michigan
Lyme hot-line number on 2 bumper sticker and this past October called the hot-line and

month of treatment. Although I haven't seen much progress yet, I am at last hopeful.
After 10 years I am finally getting the attention and treatment I need.



~ THE Many Faces oF Lyme Disease 2
~ WE ARE NoT JusT NUMBERS!

State: New Jersey
County: Monmouth

Name: Ester s

Total cost: ?

Number of family members with LD: 1
Lost work/school: 4 months

Number of years sick: 1
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State: Michigan
County: Isabella

Name: Jeremy [

Total cost: $80,000+

Number of family members with LD: 1

Lost work/school: humerous

Nurnber of years sick: 6 1 /2 Age 4 (before tick bite) May '97 Age 10
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State: New York
County: Westchester

Name: Audrey B.-

Total cost:
Number of family members with LD: 1
Lost work/school: Retired

Number of years sick: 22
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= The Many Faces oF Lyme Disease

‘ icig

County: Emmet

Name: Kristin & Nancy it
Total cost: 1/2 Million

Number of family members with LD: 3

Lost work/school: yes

Number of years sick: 20+
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