~ THE Many Faces oF Lyme Disease

WE ARE NOT JusT NUMBERS!

State: Pennsylvania
County: Chester

Name: Christian Bl

Total cost: ?
Number of family members with LD: 2

Lost work/school: 6th grade

Number of years sick: 2 1/2

These are the Lyme disease symptoms that I have lived with
for two and a half years: a flu like illness, heel pain, low
grade fevers, rashes, sore throats, fatigue, constant headaches,
stiff neck, joint pain, muscle pain, weight gain, blurry vision,
stiffness of joints, shortness of breath, poor stamina, light
sensitivity, difficulty concentrating, mood swings, lesions
on skin, face pain, sleep disturbance, depression, dizziness,
reversing letters and numbers, crying easily, lesions on brain,
oxygen depletion of the brain. NOW MY STORY:

I am a twelve year old boy, who had never been sick until
I moved to Chester County Pennslyvania. My first symptom hit
me, in April 1995. At that time, I was misdiagnosed,
and my symptoms went dormant until November 1995. Then, once
again, I was misdiagnosed. My symptoms reappeared in April of
1986, and from that day on, I have always been sick, and have
never been without symptoms. My Mom would find me, collapsed
on the staircase, unable to move, I stayed so fatigued. My
headaches hurt so bad that I wanted to bash my head in. My
parents took me to a total of 14 different doctors (Some were
in the same practice). I kept hearing the doctors say, "wWell,
Christian it sounds like Lyme disease, but your blood work is
negative," or "You can't have Lyme disease, because your joints
are not swollen.” My Mom and Dad even took me to the big name
hospitals, to see doctors we thought would help. All the doctors
there could say was, " Sorry, lets just see how bad he getsg."
Then, two different M.R_I. tests showed that I have lesions
on my brain, and a terrible thing happened. A neurologist,
and an infectious disease doctor got together, and told my
parents that I did not have Lyme disease, but they said that
I did have something. They also said that I had been sick for
so long, that I just keep on making myself sick. They suggested
that I see a psychiatrist, and then they gave my Mom a
prescription for happy, feel good drugs. Then they sent us
on our way( We threw that prescription away). My parents counted
32 different symptoms of Lyme disease that I had, but it seemed
like the doctor wouldn't listen. My Mom and Dad never gave
up on me. My parents knew me better than any doctors, and they
realized that I was a very sick kid. My Mom prayved for a doctor
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to help me, and in September 1996, we found that doctor. I

started taking an oral antibiotic (Biaxin), for 7 months as

treatment. I was able to stay in school for most of S5th grade.

My joint and arthritis pain, as well as many of my other symptoms

left me, but my headaches never did. Wz went to New York, and
had a brain spec scan. The results showed that I was losing

oxygen to the left side, right side, and the back of my head.

My doctor started me on I.V. therapy (Rocephin). It's been

five weeks since I started the I.V. therapy, and I'm just now

starting to feel a change for the better. Now on some davs

my headaches are a one, and that's great compared to an 8

headache. I have not made it to 6th grade yet, I am being taught

at home. I am hoping for a full recovery. It's hard being

a kid and being worried to go outside in the sun because your

headaches always get worse. Also, not being able to read because

=1

of my head pounding, or ride in a car because I'll get car
™ sickness. So, please help the doctors not wait so long to treat
- 1T the symptoms sound like Lyme disease, and taste and smell
‘like Lyme disease, please recognize and treat, so that other
M children will not have to end up with a pic line in their arm
~ and their Moms having to cry.
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_ WE aRe NoT yusT NumBERS!
State: Oregon
County: Union

Name: Shiriey-

Total cost: Unknown

Number of family members with LD: 1
Lost work/school: 3 months

Number of years sick: 2-3
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- THE Many Faces of Lyme: DISEASE
~ WE age NoT yusT NumBERS!

State: New Jersey
County: Morris

Name: Mary Alice-

Total cost:

Number of family members with LD; 1

Lost work/school:

Number of years sick: 3
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o THE Man y Faces OF Lyme DISEASE_

WE ARE NOT JUST NUMBERS’

State: lowa
County: Woodbury

Name: Rafelle Jessica-

Total cost: $150,000

Number of family members with LD: 3

Lost work/school: 7 yrs. of lost employment

Number of years sick: 13 n }\ )\
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- THE Many Faces o Lyme Disease
__ WE ARE NoT JusT NumBeRs!

State: lowa
County: Woodbury

Name: Caleb-

Total cost: Just starting
Number of family members with LD: 3

Lost work/school: Too many

Number of years sick: Sick off and on for 6 years
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THE Many Faces oF Lyme Dise

~ WEeaRe NOT JusTNUMBERS!

State: Connecticut
County: Middlesex

Name: David [

Total cost: over $100,000
Number of family members with LD: 1 (+ dog)
Lost work/school: 1 yr (7th grade)

Number of years sick: 8

Underdiagnosis of Lyme Disease

(8] ank- 1993- vember 1997)

This 15 2 summary of Lyme disease as it affected my son. David. I am
presenting this information with the hope that 1t may help others
avoid the pain David has gone throush

When David had the classic Lyme rash (Ervthema Migrans} i the
summer of 1989 we did not recognize it as anything Tequiring medical
attention.

In 1990 he started having intermittent mcapacitating pain in his neck
and lower head. It began as episodes 2 wesk to a month apart, with
sudden onset of pain 5o bad he could not sit up for 1 io 2 hours. then
decreasing over the next day.

In Augnst 1990 he had a Lyme test (negative). In September he was
referred to 2 neurologist. He had an X-ray of the cervical spine and an
MRI of the "servical spme and foramen magnumn to rule out the
possibility of 2 Chiari I malformation as well as the possibility of an
AVM." Everyihing was "normal”. The pediatrician said it was
probably just “stress™.

In January 1991 he had ankle pain and Achilles tendinitis in both
ankies. He was also given another Lyme test {negative). During the
next two months, he was also diagnosed with fatigue and viral
infections. In November. he had an ear infection (otitis media} and was
placed on Amoxicillin.

In Septemnber 1992, he agam had Achilles tendimutis in both ankies.
then plantar fasciitis. Our pediatrician said he would be back 1o normat
m 2 week. He was in a wheelchair for 6 weeks due 10 the pain. He also
started having other joint pain. We went to a chiropractor to get
orthotics for his shoes. thinking that they might help. The shiropracior
also had a Lyme test done (negative).

In October 1992 he ‘was stll suffering from the endinisis, and aiso had
2 sore throst {sirep test was negative), and eve problems. The
pediamician diagnosed photophobia and referred s o an
ophihialmologist who diagnosed conjunciivitis.

Symptoms were so bad that he could not artend school. His ieachers
were welling us that he was 00 sick for school, and even though he
wanted to contimue. they could see the pamn he was in. One teacher
even said "I vour doctor says there is aothing wrong, find another
doctor.”

At this time his symptoms included: farigue, occasional
headaches, neck pain, migratory joint pais, muscie pain,
numbness, 4ry eyes, conjunctivitis, sore throat, pausea,
stomach discomfort, and swollen Iymph nodes. We live in 2
wooded area endemic for Lyme disease, 15 miles from
Lyme, Connecticut. He spends 2 lot of time outdoors. Our
dog had Lyme disease. was treated, and recoverad.

Our pediatrician suspected Lyme, prescribed doxyeveline, and
orderad blood work with a Lyme test: Over the next fow days, the
symptoms got worse. Another doctor later told us that this was a
Jarisch-Herxheimer reaction, common in spirochetal infactions when
antibiotics are started. When the Lyme test came back negative the
pediatrician told us to stop the aptibiotics, see an orthopedic
surgeon, and send our son back to school, ~ and he refused to do any
other festing.

We found another local doctor to continue the antibiotics, based on the
symptoms, unfi} our appointment with the orthopedic surgeon. After
two weeks our son improved some. The orthopedic surgeon could not
help, since it was not an orthopedic problem.

Duning this time, he developed additional svmptoms: loss of short-
term memory, and perceptual difficulties. Later we realized that
he also bad gradually developed a lack of facial expression,

We began searching for a doctor who could diagnose Lyme disease. or
whatever it was that David had. After some searching, we fonnd rwo
excelient doctors. Family members referred us o their internist, and
the Lyme Disease Foundation referred us to a pediatric neurojogist
with a Jot of Lyme experience. Both diagnosed Lyme disease. We
changed antibiotics to Amoxil, and after 3 more weeks David had
improved = little more.

Since he had neurological symptoms that weregt responding (short
term memory loss, abnormat EEG, etc.), we then changed to TV
Claforan (every § hours).

Before Lyme treatment, the pain had evolved so that there was always
pain between e very prinful episodes. After the first week of
Claforan, he seemed much better, looked good, sleeping normally,
more energy, no more neck pain (first time in 2 years), more faciat
expression, and started back with his tutor {doing well).

Three days fater he started having a reaction — getting red and
unbearably itchy 21l over, and neither Benadry). nor Atarax. nor
feduced dosage. helped. so we had to stop. (No difficulty breathing,
thank God.; Within a few davs ail the old symptoms started returning,
first the neck pain. then the other jomes. tiredness. etc.

After two very long weeks while the reaction got better and the Lyme
2ot worse, he saw an allergist who desensitized him to the Claforan.
This consisted of starting with a very very low dose rate and ncreasing
it over about § hours. Every iime itching appeared, the rate would be
decreased for a while. the itching would stop. then the rate would be
increased again.

After 7 more weeks of TV Claforan {every 8 hours) producing only
gradual improvement (not as much as after the first week), our doctor
added Biaxin orally.

After another 7 weeks. we saw only some improvement, Then his
svmptoms were neck pain. joint pain, arthritis, feeling awful. and
fatigue. Some days were worse than others.



In May 1993, his PICC line (V. catheter) clotted and had to be
removed, We continued with oral antibiotics (Suprax and Biaxin) for
about a month, then our son started having a feeling of not getting
enough air (not shortness of breath), and our doctor had us stop both
antibiotics.

During 10 days with no antibiotics, symptoms gradually got worse,
then suddenly got much worse. He woke up one night sick to his
stomach, and soon had & terrible “hatchet-like™ headache and swelling
in his forehead. We saw the doctor on the second day, and started back
on antibiotics, Minocin this time. He had some slow improvement
while on Minocin. :

After two months of Minocin, we switched to Zithromax. He continued
mmproving. Although he missed a year of school, he had an excellent
tutor and was able to continue with his class. In December 1993 he
was feeling well enough to resume sports with his class. That spring
he got an award for “Most Improved Player” on the school basketball
team.

In 1996 he was doing well both academically and in sports. He stopped
the antibiotics, and his teachers noticed he was not doing as well, for
example missing things that he knew on a test. ARer resuming
antibiotics, he is again doing well.

We have read everything available, and found no easy answers,
David is one of hundreds of similar cases. There are no studies
that have proven that the serclogical tests are a reliable
means of excluding a2 Lyme diagnosis. There are too many
examples of long-term antibiotic requirements to believe
that persistent infection is not a real problem. We believe
that if proper diagnosis and treatment had been further defayed,
our son's recovery would have been longer and less likely.
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~ THE ManY Faces oF LYME DisEAsE

WE ARE NOT JusT NUMBERS!

State: lowa
County: Woodbury

Name: Zachary A JE

Total cost: Just starting

Number of family members with LD: 3

Lost work/school: Too many

Number of years sick: Sick off and on for 7 years

Zacharg has vec endly oeen dioonosed
oo HN )L{m& disease ouy Linacial CoOStS
6L yet to be seen, as for os Ly e
reloted  Costs P ounhl now, T wWowd
c&g@{b&wzﬂ«t “3**/%; obo |, 4o q,cm .



THE Many FACES « OF LymE D!SEASE

- WE ARE NOT JUST NUMBERS'

Siate: Massachessetts
County: Gloucester

Name: Elaine [

Total cost: ?

Number of family members with LD: 3

Lost work/school: 2 years

Number of years sick: 10
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THE MaNY Faces oF Lyme DisEase
WE ARE NOT yusT NuMBERS!

Staie: Massachessetts
County: Gloucester

Name: Jennifer [

Total cost:

Number of family memnbers with LD: 3

Lost work/school: 20 days

Number of years sick: 2
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‘Tue Many FAces oF Lyme DISEASE

WE ARE NOT JusT NUMBERS!

State: Massachessetis
County: Gloucester

Name: Michelle -

Total cost:
Number of family members with LD: 3

Lost work/school: Severe trouble in school

Number of years sick: 10

B K\'\; Nee 15 Nielngibe ’im VS (12080 oled. TR WQ, Ve
Do kg, oo Yen cs ANBIE S B SRN %mwﬁﬂiiB{&,\g_

Ou OV Q&%@ %@% Sved g 1 o ook,
Hye.
Qt\)\i A 3\%@3 ey Ret X gﬁr N “ﬁﬂk;%i@%
W me\ L\l W s X % m%\ SETRINYS!
\\’ m‘ﬁq‘L\wﬁv\%\@ ot s
N Yradon g

N acihes

@ﬁq@w\éb S CS@QYQB N'c\e OLV‘A Ourd

. dso 'Y Reotoy ool e OV @ang
\Ce@@mc BN T Syl (1 Vo535 amdl

MAION TVetgac OVt T ai

QAgt Lo a leqsy

UQ e W‘CM‘F\RC\\& )
Clizas

3“‘"‘3 Stnce —ive {md
Jive Lre - a'Tog orod o



HE Many Faces o Lyme Diseask
_ WE ARE NOT JusT NumBERS!

Staie: Connecticut
County: Litchfield

Name: Roger A. -

Total cost: $100,000+
Number of family members with LD: 2
Lost work/school: 6 months

Number of years sick: 8

My Lyme story begins like most chronic Lyme patients. Doctor
after doctor did  not know what was wrong with me. al1l told
me that even though I had many Lyme symptoms since my test was
negative, I didn't have Lyme Disease and would not treat me.

Thinking UConn Medical would be my savior, I went there. Another

blood test was given and even though Dr._didn‘t see me,
he called and told me the test was negative so I didn't have
Lyme.

By this time I was so ill T had to stop working. I finally
found two local doctors to treat me by my symptoms. I
immediately had a herxheimer reaction which is caunsed by the
Lyme bacteria being killed off.

After calling the Lyme Disease group, I learned that many have
gone through what I had and also were left untreated by UConn
and other doctors who base their diagnosis on unreliable blood
tests. Many of us then went on to late stage Lyme Disease due
to not being treated sooner.

L firmly believe that if I hadn't fou
— B T
wou e cripple oday. responded to long term antibiotic

treatment.and have returned 'to work full time. Bveryone responds
differently™“to treatment. Many of us need long term treatment

because Lyme is a slqw- growing bacteria that is only killed
when active.

- We need politicians to help pass two bills- one that would allow
doctors to treat their patients anyway they see fit. Now even
though long term antibiotic treatment is working for many of
us, our doctors are being criticized. Secondly, politicians
must alsoc pass a bill that would force insurance companies to
pay for all treatment prescribed by a doctor for as long as
it is needed. Now insurance companies have doctors on retaingrs
mandating treatment to stop after four weeks. TInsurance companies
are interested in saving money and not looking at the fact that
we are getting better with long term treatment.
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“TuE Many Faces o Lyme DISEASE

WE ARE NOT JusT NumBERS!

State: Michigan
County: Jackson

Name: \ﬁctori-

Total cost:

Nurmber of family members with LD: 1

Lost work/school:

Number of years sick: 5 months

My name is Dawn -and this is our story. Our daughter Victoria was bitten by 2 Tic in
late May of 1997. We found the tic at the stem of the neck,we pulled it out with tweesers
and all of the tic-came out. The tic couldni of been there longer than a2 couple of hours.

We calied the family Docior who said thers was nothing .to worry about. A couple of weeks

had passed and we started to notice a big diffsrence in her behavior. We checked the arsz

of the bite and noticed it was not healing and there was light red rash around the area. We
were somewhat aware of Lyme's disease as scmeone in our commumnity has it. Fornuately for us
thev were willing to share their experience with us. We called their Physician and wers akie

to get an apt. for Victoria. July of 1997 was her first appointment, we see the Doctor once

& moohh which is about a2 2% hour drive thers one way. Victoriz's smotional state is not well,
she gets very confused,angry,along with her crving spells. On top of her Lymes dissase she
has developed Alopecia (Hair Loss) and Candidiasis (Chronic Yeast). Victoria doesn':

unders what is happening to her, she use to be such a good natured child who had so much

tand
nergy and loved life. Victoriz doesn’t icare when people lock at her when she has an outburst

1]

or they are staring at her hair but, I do. There are times when I will just break down and cry
and it is her who comforts me,.” Itll be alri ght Ma". One thing ¥ can say is Sod gave her a
3 cries out in her sisep from the cain in her legs and sitomech, I do

I do believe in the Z & P method,

can do until they ind the Tight

treatment, the treatment itself, iests and bloodwork. ¥We have

time in g arission to most Lymes patients and to be honest

Sirength to dc it. In some ways i think it wouwid be sasier to
e at lszast then you would xnow what you zare dealing with and be abls to

LYmEeS tiaere ar2 so many strains of bacteriz and so many other ilinesses anc

occur. The pain you feel watChing SOmEOnE yOU 10VE 50 Tarough ict



p2ace. Thank you for listening,

Enotionally, Financially

QAT
Dawn M.

«and Physically drained ip Springport,Mi,
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- THE Many Faces oF LYME DiSEasE .

WE ARE NoOT JusT NumBERs!

State: Maryland
County: Washington

Name: Caroi_

Total cost: $20,000

Number of family members with LD: 2

Lost work/school: 6 months

Number of years sick: 10 minor symptoms, 2 yrs very il
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- THE Many FacEs oF Lyme DisEASE

_ WE aARE NoT yusT NuMBERS!
State: Connecticut
County: Middlesex

Name: Joanne-

Total cost:

Number of family members with LD: 1
Lost work/schoot:

Number of years sick; 1

I hod my dovghten <in January 71994, By night #his shoutd have feeon
Lhe happiecst yean in my Life, Qui I got sick. It all stanted in June
AL Lirnst it was my Lefi knee; it was swoflen end I could hardly walk
on <. I went to my Local Emengency Room (ER) and the Physician
Assistant (PA) todd me I had hurt it in some way. He t0ld me to take
Advil for the pain and apply ice. I went fack 2o Lhe ER about aq week
Laten, this ‘time it pos Loz my right hand. My Lingers wenre swolion
Lwice thein normat 4ize, I could not bend them without hurting and
my walisl was also quite swollen and hurt as wedd. This PA told me
I had Carpal Tunne? Syndrnome. He told me 4o take vitamin B6 gngd Advid.
A fLew doys Lates T was in ra<n all oven; my J04ints werne all swollon
and very painful. Yhen I went fack to the ER and saw another PA, he
said I had all the symploms of rhoumatoid arnthriti
Naprosyn and sent ne home. On July 74
I could not move one inch without shri
Look me #o the ER and fle guesit-
2 / ' sease agnd <Z I had ever Qeen Zested. I toid
ood and prescrifed an antifiotic. On July 8h

4 7 The test was POSsLtive; I
y Lile was egony. I coutld
me I got sick my mothen

had Lyme Discase, 7he next six months of m
not take canre of my daughiten, Since the t4
Zook carne of hen, I coutld not hofd hen, Lood her, dress her, on mos
0 abl play with hen. L was stuck in Bod mo.sd of the Zime Recause

<t huni to Laeath, Lot alorne walk, Ay Lamily took canre of me as if

T was Zhe helpless infant., One day whife T nas reading the newspapen
<n bed, I Lound the numfen £oa the Baiéioi—Buaéinyion Connecticuz Lyme
Disease Suppont Group. It was the membens of the group that helped

me thaough the most agonizing time in ny Life, If it wes nof Lo then
do noi know whene I would fe Zoday.



State: Michigan
County: Qakland

Name: Carol [

Total cost: $150,000

Number of family members with LD: 3 Me & Daughter(also has Lyme

before Lyme Aﬁer Lyhie

Lost work/school:

Number of years sick: 1992
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State: Michigan
County: Oakiand

Name: Carol-

Total cost: $90,000

Number of family members with LD: 1

Lost work/school: Now on disability

Number of years sick: 7

in the spring of 1881, | was out on sick leave from my employer, a hospital! had
worked for sense 1883; as a teaching staff member fora Residency Training
Pregram as a Medical Technologist with an advanced degree in Health Sare
Education who taught physicians faboratory skills they coujd gseas a Family
Practice Physician.

I was waiting te get ruptured Silicone Breast implants suf and was guite ill with
many symptems including unexplained rashes and an clevated ANA.

Gne sunny day | was feeling a little better, so ! decided to ciean sut our bird feeder
in sur back yard and got down on my knees to do so. & few weeks later, | had on my
left knee a bulls eye rash, very typical of the E.M. Rash-but ! dign’t nor did my
physician recognize this rash as Lyme Bisease related. We knew it was different
and felt it was a reaction to an insect hite but dida’t recognize it as a Lyme related
rash. After three weeks of spreading and itching hie treated me with Medroi Pack
{stercids) and the rash eventualiy went away.

Like many athers with Lyme dicease my symptoms were originally dismissed. ie.
pain in joints, major cegnitive probiems{especiaily short range memery and sleep
Disturhances. | was told | was under stress because of having 10 deaf with the

ruptured Silicone Breast Implants and their explantation-but when they tried me
on psychetrophic drugs | became worse net hetter,

{ went to a Rheumotologict who diagnosed my nrohlem as Atynical Cannective
Tissue Disease as many of the women with illness from silicone ang toxic
chemicals showed some of the symptoms | was having. | just kept getting worse, a
nurse friend suggested that | see an Infectious Disease Physician - who diagnesed
me with Histioplasmausis and treated me for this infection. This infection cleared
up but | continued to feel worse. He again ran an infectious disease panel en ne.
This time the Eliza test for Lyme Disease was positive and the Western Blot was
eguivilical. | talked with Scientist in new Britain 8T. and in California where they do
the mest accurate Lyme testing and came up nositive for the PCR-O8E in mY urine
indicating active Lyme disease. My Rheumatologist had always felt that i was
having cross reacting antibodies and a false nositive reaction. With the positive
PCR-BKA there was no guestion we were dealing with Lyme. This was four years
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after the E.M. Rash on my knee. The Infectious Disease Doctor tried to treat me for
the Lyme Bisease-but because of decreased Hepatic (liver) and Kidney funetion
(about 50% of normal) | am not ahle te detoxify very well and couldn’t tolerate the
antibiotic therany very well. Because of the chemical exposure I'm allergic to
Latex and Silicene, for thisreasen | can’t seem to have LV ’s either. | have Toluene,
Formaldehyde and Benzene in my body from the implants as do many sther women
who had ruptured implants. These agents are cancer causing and many women
with this situation are coming down with Muitiple Myeloma an incurabie bone
marrow cancer. My body is continuely tryving to detoxify these chemicals and
when antibistics are added for the Lyme my system can’t handie them for very
fong.

My Heart, Thyroid. Pituitary, Liver, Kidneys and Areenals are in yery poor shape
from the affects of the Lyme. If the Lyme Disease could have been caught earfier
and treated sooner. | might not be disabled and on Social Security Bisability: rather
I might he back working at a prafession that | loved dearly.

| am most thankful to finely have found a2 wonderful Boctor in Saginaw, Mi. whe
understands this disease and is willing to be educated on the other problems that |
face i.e. Toxic Chemical Exposure and resulting Atypical Connective Tissue Disease.
We are not able to treat me as aggressively as we would like to, but | thank God |
have found a physician who understands Lyme Bisease and the devastation that It
causes.

i have a daughter in Tennessee who also has Lyme Disease, who was hitten by a tick
in her yard while mowing her yard. She recognized the Rash as Lyme bur couldn’™
geta local Doctor to treat her long enocugh. She eventually ended up in Missouri ta
gel treatment from a Lymes literate Doctor but it wasn’t soon encugh. She now alse
has Chronic Lyme Bisease.

My son in Germany also has Lyme Bisease and picked it up in Germany or Austria.
He daesn’t have a positive test and is going through a living hell trying to get the
antibiotics needed to keep him alive. | will have them write their stories and also
send pictures of themselves and their families they both have twa children each.

This Disease has touched my family’s lives a great deal. | hope and pray that mare
people, doctars, researchers and the general public wake up and educate

themselves te the horrors ans devactation that this disease causes.

My prayer is that research comes up with something that can help us with this
disease and prevent it in others.

Encliesed is my picture, and hiess you for caring.



State: Oregon
County: Marion

Name: Nona 0.5

Total cost: $1,600

Number of family members with LD: 1

Lost work/school: (Retired) 10 years

Number of years sick: 10

May 3£ “Qood mews, Mrs. - you defiritely DON'T heve Lyms dissase. -—The y

oung
Xaiser-Permaneni€intermist had Imown nothing aboot Lyme when I “caught it from =

magazine” and asked for 2 tast. He had gons out to 2 hsll vhons, but we still
heard him call 2 specialist in infacticas dissage and ask zbout Lyms. How he

Imew-2ll sbout.it, inciuding its 100% accurate ELISA testy (I had read about

Iyme in & Good Housskeeping article and rscognized my symptoms.

The previcus Novemb&r I had clsared brush north of our house, and gotien
2 classic Iyme rash on the arm {(*I've only your. word yom had it®,.ancther
infestious dLsezse specialist was later to tell me). Severs headachss, stiff
neck and blackouts had followed in wesks, joint paineg, then chronic fabigue dn

months. My K=P doctors tesied sverything, recognized everything, dizgnosed

Sveryvhing---separately. They gradually doubled my Xin, to & dangerous
lsvel {ceught by my 5on, and confirmed by an outside shdserinelogt et~--appar—
ently no one has ever explained to most M.D.3 that ons Graves disease patient

in six Bas *mixed symptoms®),

The Iyme test was negative, but I did get ien daye of antibiotics.

The next two years saw more Joint and muscle pains, often changing
lovatibngchéars Paipitetions. and.chest pzins;;.-&zﬁz&iaueublugical.zgﬁ:ohlm;-- -

blurred vision; hands and feet Terribly swolleni

I wes on ergtches several times,
and liab tests don't shewr ANy e ——-

Tight jaw swollen znd painfui,

Plagnosis? =--Rheumatoid tis. Z=-Rays
Yhen it's your heart, (But, doctar,

you hav%‘;s;g‘mch as putfstethoscope to my chesti,..}

Jul 150 Locsl TV told me of a Lyme
Ryears = Iyms suflerer
“ho £in21ly started me

Shear ignorance; the litersture

support group in Portland. A4 doctor thars,
hinmsell; sent an info pscket to oy newsst K-P dochor, ..

on Amoxicilliin apd Probenscid, Hy right sye's visimn
doubied., &s.?@nﬁ:&, there'is no such o

Wiing as double vision in one aye®,

Tescgnizes 2b least 3 kdnds.) Tha cataract
gaw very rapidly; K-P let it E ) .

a1} of -the cphthalmologists in

et over-ripe; I was olind in my TightfF T calleq
the Salem telephone directory, asking if they

knew anything abofit the effect’ of Lvme om the eres——-none dXd! Bub theeo
OFf them asked me %o shars 17 I got the inTormation. Thro the dector I had

met in Portland, I &1d receive a packet of info on the subjesk.

and taken $¢ the thres doctors.

Coples weie mace .

: X bad one of them do a lens-implent June 193,
Six monihs latar he Gisgnosed Lyme wmequivooally, from weird vision symptoms
showing brain involvemsnt; my Info packets had vald off! Host Iyme sufferers

=0

&8 not 20 luoky, Sipce then.K-P has provided my BIAYIN long~term, but with
every new dostor I am shifted to, it:may De withdrawn, They heve already used
e state medical hoard +o stop the Iyme prectice of ths only doctor in Oregon

#ith exiensive aXperience with iyme,

Ths reason?=--ls had a 1ot of Lyme patients!

MEghy &g well clese down svery oneslogist who treats canser,..

i e

{

d



Ozt 197 Hal? %he M.D

for ovaer z decads

dards
Wik Iyme in the state; and help ig 2inost
T have hed thres ELISA tests and ong

»3 3n Oregon =131 still Foll you,
Oregon®, (one even showtea % af ms), but many vey

= By CDCts omm shany

» thers muet be 2% lee
Bon=sd etent,

FCR, 6311 nega'b:tve,

*"There is no Lyrisxdfzeasesin
& have been treating animais

% 2,000 people -

bet my WANYs METY . 4
Symptoms (including dyslexig tendencies) ara far frem negs
not a figment °f my imsgination,

2tlve and definmitely



~ TheMany Faces of Lyme Disease.
_ WE aRe NOT JusTNUMBERS!

State: Conneciicut
County: Hartford

Name: Kari-

Total cost: $1,000,000

Number of family members with LD: 1

Lost worl/school: 10th grade thru college+

Number of years sick: 9

Health Offipials and +he deda wowld lead you 1o believe hat Lyme
Sense 15 o"}c@:ﬂr‘ nisance ~Hhat L:)(LL-C% {n'l—c(‘fwP)CS your W le (asa Ll
Would) and s Very Simple 4o clure. T wowld ke JoHel] o +hat s

‘QQ'( Cemoved 'pmnﬂ the Li’ﬂzﬂ'b Lyr mOny of no uo.l‘:f_:b\?__pymﬁ Disease..
My L‘Ofn‘\:!ejown@,} Wbk dis disease began of Sep?: (988 when
T tame daown W oMbl Ol T bowe rever been —the Samé- bnce
0n achye honae SHudent, T 104 reduced 4o bedl riddden +een vaily,
CQELU.\’:H FEmembzr{ng Siemple Yrings My I fewas B o {ﬁqz,u Qnd
S&q‘ef{ns‘ ‘,JgQLrS wient bg/ Gnd My treatments wWere Constant o BNy
Mot G delal of 3 usars Tyantibdics and. ( gears of ool
Q"J“\“'@ﬁfi My body L0 T8 PAnk, vy hrents oot me 1o live.
b WUm Qesent of Crerzom, e heped and preye d Thig wedd
Ollev.ate My head 004 o.nd G0 s, Tthat voas Syeors g6, [+
URS very hacd vo Live alormk hengrosick. My parests Laonld £
ot FUATaN WSS extiemely o, lnl’i’u\j of¥is year, e
WCs Surced o e ek Ao Comnect, ik Yy Pleents

osuse T e ld o \6(\8@1” dore %{' M ‘\SQH: (.{. S
; . ; HATYSET. B WNA T den
Proh L Lyme Wad Cansey S Swe/hng e brein whe s

Trigiered ngbtar cdnd.hg, called Char Thi pror Quguar
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- THE Many Faces oF Lyme DiseAse
WE ARE NOT JusT NumBERS!

State: Georgia
County:

Name: Davi—

Total cost: 2 Million

Number of family members with LD: 2

Lost work/school:

Number of years sick: Died

My father, Dﬂ\’id-died from Lyme Disesse on Docem
endiessty for three vears, i e ber 16, 1993, Hc was 65 years ofd and had sufferad

5 5) v i olert, yet he was letefy
unweare of his surroundings and neapuble of communicating wh % SR

: 8 with us, He lost his ability 1o swaliow § i
family members and 1o speak. o did not cat for three months gnd wway fed through a tube. e was rc:i?:;nrg?:ilad
for fourteen weeks. He went from = beatthy 6°Z* mar to & 1401, Skeleton

Duemt!'xeiaci:of“mﬂcrstamﬁng of this disgage o inappropri

he 2 « my Rther's treatment wae § e mnd el
wag straifjacketed and PUt 1110 @ psyehe witrd where he was given payohotic drugs.pr\ll.’hm my
for Lyme, afier my continused perswstence, be tested positive. 1iis MRPs showed mu

ayed. For instanes e
A father wys finally tested
Riple lesions on his bruin,

Axﬁﬁsﬁmcmﬁbiuﬁcwemmmakme could not help my father, He would pet g i

: : ! A g fittle 2
df:s;mr‘w His mcdif:ai costs Mm million dollars. He SEW OVCT er%kims m ?u??a
iHc was in soven different hospitals plus twe rehabilitsfion Homes

anly to relapse into Girther
three years before ke died.

O the day of my fafher's death, 1 promisad him I woud continues to let . s
= people know how devastari this s

be. 3&mm&}£hatb:.no!mgcmsuﬁérﬁunmml the hoveors - ag Ha Seuse can

all faced from the medical profossion, ¥ ¥ of the discase, but from the frustagions
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THE MANY FAcEs oF LYmE DiseasE

- WE ARE NOT JusT NUMBERS!

State: New Jersey
County: Ocean County

Name: Ellen -

Total cost: $36,266

Number of family members with LD: 1

Lost work/school:

Numnber of years sick: 7 1/2

On February 26,1990, my life changed forever when I was bitten by a tick in Florida. 0On
March 8. 1990, several days after the EM rash began, I became very i11. T was dismissed by a
South Carolina emergency Room doctor with a diagnosis of the flu even though I mentioned a tick
bite, had an EM rash, asked about Lyme Disease, and was co dizzy that I coutdn’t walk without
assisiance. Several days later back in New Jersey, my physician said 1t could be Lyme Disease
atter hearing of my bite. symptoms, and seeing the rash. However. he said that TEN days of
antibiotics would CURE the 1yme Disease and performed a Lyme tes

t. One week after finishing the
antibiotic, I was given another TEN days as symptoms stil] continued. Then, still presenting

and headaches: was told to see 3 psychiatrist

i * After five months of
dealing with this doctor and worsening symptoms. I went to an infectious disease specialist who

disease to progress with little

- T was told that there was
- 1t would be cured after taking all those

antibiotics. Mayo discovered nerve conduction abnormatities but said I would PROBABLY get

better. They performed a spinal tap, but I found out years Tlater that they decided not to test

the fluid for Lyme as they decided I'cou1dn't have had it. OQne positive note, they didn't fing
any other illness!

My symptoms of cranial neuritis. headaches, cognitive
problems. back pain, intense neck pain, joint pain, difficulty sleeping, heart palpitations.
difficulty swallowing due to esophageal

spasms, and vision disturbances. A1} symptoms woulg
worsen when he stopped the antibiotics for months at a time.

For the past few years, I've been treated aggressively. 1I've continued to slowly improve
while taking continuous antibiotics, hoping for remission. I sti11 have neck and muscle pain.
cognitive problems, vision disturbances. and difficulty swallowing but at a lesser intensity.

Before March of 1990. I had no health problems and was an extremely activ
who enjoyed hikin

g. skiing, camping, canoeing, gardening and swimming. Now [ en

@ outdoor person
pain, cognitive problems and have accumulated medical bills amou

dure constant
nting to over $96,000!

I Teel Tike my Tife was ruined by a doctor who wouldn't admit that his THEQRY 0f adequate
Lyme treatment failed, and I i
possibly incurable state. Now, i

: 0 Mt Teenagers are treated for
acne with long-terp antibiotics with no question but LYME PATIENTS are bei i

3 HORRIFIC INFECTION! Where is the sense in that!! Now a study is being done to investigate the
Possibility of persistent infection. If has already b i Why not put the money
wher2 it would be of some value! Fund research Lo develop a reliable test and effective
treatment for chronic Lymei!! ~




