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Dear Friends:

Lyme disease patients are often reduced to just numbers on a page. Somehow, the
impact of this disease on their lives is often invisible to many of us. This book is the
first of an ongoing educational campaign to rehumanize Lyme disease and show the
impact this infection is having on families.

Lyme disease is a major problem for all people and employers in most states. About
400,000 people across the United States have been reported to the Centers for Disease
Control and Prevention as confirmed cases. There may be a total of over 8-10 million
cases in the United States to date.

The Lyme Disease Foundation (LDF) is the premier international scientific nonprofit
dedicated to finding solutions to vector-borne disorders. We do this through education,
research, and advocacy. The LDF is a partnership between the scientific, business,
government, and public/patients communities.

Many people do not fully understand the serious nature of Lyme disease (LD) and
other vector-borne disorders. These illnesses can disrupt lives, cause financial
hardships, and interfere with school and work. LD patients often feel a sense of
alienation and embarrassment due to their infection and are sometimes accused by
family, friends, employers, and healthcare professionals, as wanting to have this
"trendy disease" in order to gain attention or have an excuse to malinger. Patients can
be left in medical limbo by physicians with opposing medical views. Conlflicts are
resulting in lawsuits and medical licensing disputes. Insurance company gate-keeping
has bureaucrats and paid consultants micromanaging the physician/patient relationship
and healthcare from a desk thousands of miles away from the patient. Sadly, we have
been reduced to numbers on a page.

You are invited to submit your story for a future edition. A submission form is
included at the beginning of this book. If you are interested in educating your friends
and neighbors about the disease, please use our order form to purchase educational
material.

Please read these stories carefully, Lyme disease could happen to someone you love!

M

¢ Lyme Disease Foundation

Sincerely,



 
384-G Merrow Rd, Tolland, Ct 06084  2022


Account number v
Name -/
gl Credit cardiype __ Master Card __VISA __Am. Bxp.
Cardholder name -
Grade & class _ e (-
Firm/Group (ST W you are buying for your own SONo0| projacy Exp. Date Cardholder signature ‘
- The LDF is a 501(c)(3
A_ddress ; Endlosed is a donation to helip find solfx{ior{s to Vector-bome disaases?v
City _§25 Frend ~
State Jip :: 100 WW v
Phone ( ) - Fax ( ) & __$250 Patron- Compiste below to recsive a personal ceriificate l’
—_$1,000 Scientific Circle - Complete bsiow to receive a personal,
Send the following items to a different address: : W v
ltems: R . ™
| (Y/N). This is a gift from me to: eInHonorof
. =inMemory of
Name Acknowledgement is to be sent to (name & address): oo
Company 5 il
Address -
City Certificate: Print the name for a personal certificate.
. __________———-——-——'\r/
State Zip Price includes handling & postage. Prices subject fo change. '«
Pt ( ) _ Fax ( y _ U.S. funds. Delivery in 2 weeks. Minimum Credit Card order is $2F
" rems p;:':EEu Qrv TotaL T+
i v
| Running a Seli-Help group. R
| Legislation: ___Federal, ___State [*
__ Developing Educational Material.  (amesae) '
__ Conducting a conference. e
__Being on the Doctor referral list. ) —
| Presenting LD information to the community. -
Other
CavL us FOR DELIVERY ouTsiDE oF U.S. | -
: [ Please encLose pavmen!  Tora -
A. & BOOKS ' -

« Tick Removal Kits - Tick ID card, magnifying lens, precision tweezers, antiseptic wipe,

sal - New. 1 large poster, 2 brochures, 2 tick cards, 1 tick-kit, 1 bracelet. $20. State your grade & class
- Glow-in-the-dark lyme-green manufacturer-warranted-non-iatex bracelet "Do-A-Tick-CrHeck!" $6 each, 4 for $20.
& zip-lock bag.$10 each, 3 for$20. =
$50 for 100

. mﬁmgmsﬁ_ﬁm”m-wmﬂ LD symptoms/diagnosisfreatment, & other fick-bome disorders. $3 each,

-

« Tick Wallet-Card - Color 3-fold picture card. Diseases,. prevention, removal, symptoms. $3 each, $50 for 100.

. leg_ﬂimsgm* _ information sheet of symptoms and treatment for cats, dogs, horses, and cows. $3each yd
. e v i * _ Questions and answers about diagnosis, treatment, and transmission. $3 each.

- Insurance Questions - Suggestions on how to get your insurance company to pay your medical claims. $3 each. -
. i ed to (Wiley & Sons) - 270 page 2nd edition updated & expanded book with chapiers Ol

\'4
ticks, personal and property protection, L

disorders ]
disarders, and resources. introduction by Dr. Willy Burgdorfer. $25

- Many Faces of Lyme Disease - Book of patients' writing about the imp
- InStyle Parties - New. A complete guide to easy elegant entertaining. D
- Coloring Book - Paper copy. You can copy and use with your kids or in the classroom. $10

- Chronic Lyme Book - 4" thick book of many older scientific LD articles that are still relevant. $70

. Wﬂmﬁﬂm _in Process! Watch out for new developments at www.Lyme.org!

*CDC approved OLDF 4/2000 Prices and package combinations are subject to change without notice.

: 2 D (symptoms, diagnosis, testing, treatment), 100-year history of LD, othertick-borm®
that infect people (ehrlichiosis, babesiosis, Rocky Mountain spotted fever, tularemia, and more), pets & tick-bormes

act tick-bome disorders on their lives. 6th ed. $40 porid
onated by InStyle Magazine. $20 (Retail $27.95).%
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B. YIDEQS & POSTERS

*

°

LD: What You Should Know™ - 1 hr. Transmission, prevention, microbiology, diagnosis, symptoms, treatm

patient & researcher interviews. A thorough discussion of aspects of the dissase. VHS $30 gt and
X (2 programs) - 30 min. edited version and a 60 min. original version of What You Should

Know placaed on one DVD set. The longer version covers transmission, prevention, microbiology, diagnosis, ‘Symptoms

treatment, and patient & researcher interviews. Thorough discussion of aspects of the disease. The shorter version is

the same except it does not inciude the microbiology and interviews. DVD $35.

Faces of Lyme Dissase & LD Video Quilt - (2 programs) The Faces of Lyme Disease video is a 26 min, Lifetime TV

Network Award-Winning documentary. Also inciuded is the LD Video Quift, which is a 10 min. program of patients

discussing their fears and hopes about Lyme disease. DVD $35

. L_Q;_Eﬁmm_&* - Elementary School age kids. Four 18-minute DVD puppet programs (2-English, 2-Spanish). Dr.
Ticked-Off and WTIK: Do A Tick-Check. Hosted by Luis (Emilio Delgado) from Sesame Street. Award winner at _
International Comm. Film & Video Festival Broadcast nationwide as a PBS TV Special. Great for middie school
Spanish class! This is equally enjoyed by groups of all ages. DVD $30

* Satellite Medical Conference - 3-hour 2-DVD set. lllinois Dept. of Health medically-accredited conference covering
diagnosis, testing, treatment, & public health. Presenters: Doctors Burgdorfer, Burrascano, Liegner, Donta; Tom Forschner -
(LDF Executive Director), Mark Schmidt (lllinois Dept. of Health), & Renee Thaler (patient). Dr. Parenti of SmithKiine
Beecham discloses surprising results about seronegative disease & rashes discovered in the LD vaccine trials. DVD $40

* Health Professionals Guide fo Diagnosis & Treatment - DVD, VHS. Doctors Joseph J. Burrascano, Jr., Craig-
Cleveland, Derrick DeSilva, and Kenneth Liegner discuss the state of the art of diagnosis and treatment. 1982. Nothing
much has changed since. Leaders, historians, and others will find this very valuable. DVD, VHS $25

* Poster Duo (What LD Is..., LD Poster Guide)*-What LDis...isa large color (green background) poster with picture
of symptoms & information on prevention. The LD Poster Guide is a poster with pictures of rashes, facial palsy, eye
problems, and more, with extensive list of symptoms. $25 _

'

i 2 i * _Middle School VHS program using LD to teach students about
the scientific method. Inciudes: LD: An Investigative Survey on Personal Prevention video, Teacher's Lesson Plans,
Survey Forms, and brochures that are used in the class exercise. VHS $30

+ Community Education Program®- Great as a gift to a library, educator, or support group. Multi-piece program that is
perfect for displays and healthfairs, and includes: a lightweight tabletop display, carrying case, Poster Duo, 100
brochures, 100 wallet cards, and 3 video programs - LD: Facts for Kids (DVD), LD& Scientific Method Program (VHS);
LD: What You Should Know (DVD duo), & the Satellite Medical Diagnosis & Treatment (DVD). $250 (a $310 value)

* Workplace/Group Education Program™- Multi-piece program designed to educate empioyees, employers, and other
groups about tick-bome disorders. Includes: Instructional Handbook & video, What You Should Know DVD Duo set for
group viewing, 100 tick wallet cards, 100 tick-borme brochures, Poster Duo set, and 5 bracelets. $150 (2 $290 value)

-« Self-Help/Support Group Program*- Multi-piece program designed to help a person establish and run a self-help/

support group. Inciuded are: Running & Self-Heip Group 28-min. VHS video, two manuals on facilitating and running a
group, sample brochures for reproduction, sample press releases, and Group posters. $30 i

- Kids & Teens Educational Program™-A great gift to a school, library, church, daycare, or educator. Multi-piece program
for grades K-12 and inciudes: 500 wallet cards; Poster Duo set: 3 video programs (Facts for Kids-DVD, LD & Scientific
Method-VHS, & What You Should Know-DVD duo); and a model school trip letter. $250 (a $345 value)

D. PACKETS

* Tick-borne Disease Historical Packet - New. This inciudes 11 articles (including two 1895 articles on cases of LD in NY. ;
1945 article on cases from lliinois, and European Cases), a 1989 article by Dr. Willy Burgdorfer, and a copy of a major
historical out-of-print book on Borrefia. $30

-» Journal of Spirochetal & Tick-Borne Diseases - Choocse from iisting on "“www.Lyme.org" or "www.JSTD.org". $10 perback
issue,

» Tick-Borne Disorder Packet - Brochures, medical articles, insurance information, pets, poster, and more. While these
are older, they are stili relevant and valid. $40

* LD Scientific Packet - Copies of a variety of scientific articles, inciuding testing and treatment. While these are older, they
are still relevant and valid. $40

= LD Chronic Packet - Chronic LD articles and more. While these are older, they are still relevant and valid. $40

* Tick-Borne disease & Pregnancy Packet - Copies of various scientific articles, abstracts related to tick-bome disorders,
& implications for pregnancy. $40

* CDC approved OLDF 4/2009. Prices & combinations subject to change without notification,



 THe MANY Faces oF LYME DISEASE

WE ARE NOT JUST NUMBERS!

Name:

State:

County:

Total cost:

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

Number of years sick:
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Sign Date
Your Name (printed)
Address

City, State, Zip :
Phone Number ( ) -

To have your name included in this program please Complete thi i to:
Lyme Disease Foundation.
I give permission to the LDF 010 In any way they deem useful.

Many people do not fully understand the serious nature of Lyme disease. We now have an opportunity
to more fully educate government officials, the media, businesses, and even the healthcare profession
about how Lyme disease can disrupt lives, cause financial hardships, and interfere with school and
work. LD patients often feel a sense of alienation and embarrassment due to the infection and are
sometimes accused by family, friends, employers, and healthcare professionals, as wanting to have this
"trendy disease” in order to gain attention or have an excuse to malinger. Patients can be left in medical
limbo by physicians with opposing medical views. Worse yet, healthcare professionals are at odds with
each other. Conflicts are resulting in lawsuits and medical licensing disputes. Insurance company
gatekeeping has bureaucrats and paid consultants micromanaging the physician/patient relationship and
healthcare from a desk thousands of miles away from the patient. We have been reduced to numbers on a
page.

The LDF is now assembling the 2008 version of this book that re-humanizes tick-borne diseases from
‘just a bunch of numbers" to people with real faces and real lives. You are invited to participate! Please tell
your story here - briefly and in a form easy to read. Handwriting is OK. Your story must be on the front
and back of this form. No additional pages allowed.



THE MANY Faces oF LYME DisEASE

WE ARE NOT JUusT NUMBERS!

State: New Jersey
County: Morris

Name:

Total cost: $150,000

Number of family members with LD: 2

Lost work/school: Lost job & home

. Number of years-sick-8
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HE MaNY FACES oF LyMme DiSeasE
WE ARE NOT JusT NUMBERS!

State: New Jersey
County: Cape May

Name: Etl [

Total cost:
Number of family members with LD; 2
Lost work/school:

Number of years sick: 2 1/2
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State: New Jersey
County: Cape May

Name: NlCOLE-

Total cost: Lost Count

Number of family members with LD: 2
Lost work/school: 4 years

Number of years sick: 5
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THE MANY FACES oF Lyme Disease
~ WE ARE NOT JUST NUMBERS!

State: Connecticut
County: Fairfield

Name: Maureen
Total cost: $50,000.00

Number of family members with LD: 2
Lost work/school: 6 months

Number of years sick: 2 1/2 years

MY STORY BEGINS IN OCTOBER OF 1996, SOME 3 MONTHS BEFORE I BECAME ILL N
OCTOBER MY BOYFRIEND, KEVIN, BECAME ILL AND WAS SUBSEQUENTLLY DIAGNOSED

TO GRADUATE SCHOOL, WORKING FULL TIME & TAKING CARE OF KEVIN. PRIOR TO
LYME DISEASE WE WERE AN INDEPENDENT ACTIVE COUPLE. OUR IDEA OF A VACATION
WAS HORSEBACK RIDING THROUGH THE WILDS OF THE ALASKAN RANGE FOR TWO
WEEKS EACH YEAR. IN JANUARY OF 1996 1 DEVELOPED SEVERE HEADACHES, VISUAL
CHANGES OVERNITE, BALANCE PROBLEMS AND BLACK OUTS. UNFORTUNATELY WHEN I
WENT TO MY PHYSICIAN THE COMBINATION OF ME STATING WHAT I THOUGHT WASMY

DIAGNOSIS, KEVIN’S ILLNESS & THE FACT I AM ANURSE SET HIM OUT TO PROVE IT WAS

FINALLY GOT DIAGNOSED WITH LYME & STARTED TREATMENT. BY THEN THE DELAY IN
TREATMENT HAD RESULTED IN MORE SEVERE SYMPTOMS OF SEIZURES DISORDER,
MEMORY PROBLEMS AND DANGEROUS BLACKOUTS. SINCE THEN I HAVE BEEN ONIV

MEDICAL PROFESSION. I HAVE ALSO BEEN APPALLED NOT ONLY BY THE LACK OF
COMPASSION BY THE MEDICAL COMMUNITY BUT BY THE GENDER BIASFEMALE
PATIENTS OFTEN ENCOUNTER. PERHAPS THE MOST DISTURBING DISCOVERY IS THE

LYME IS A BENIGN DISORDER IS DISTRUBING. THE PUBLIC AT LARGE DOES NOT HAVE
THE ABILITY TO DISCERN THE GOOD RESEARCH FROM THE FLAWED AND THUS IS OFTEN
MISINFORMED. I HAVE SEEN STUDIES PUBLISHED INPERSTIGOUS JOURNALS WHICH
WOULD NOT HAVE BEEN ACCEPTED AS A MASTERS THESIS. KEVIN & I CONTINUE OUR

. STRUGGLE, WE HAVE PERIODS OF RELATIVELY GOOD HEALTH THAT WE SEIZE & ENJOY.
BUT THE PERIODS OF ILLNESS FROM CHRONIC LYME ARE PERSISTING. WE LOOK
FORWARD TO A DAY WHEN WE BOTH ENJOY GOOD HEALTH AGAIN.



| THE ManY Faces oF LYME

WE ARE NoT JusT NUMBERS!

State: Pennsylvania
County: Berks

Name: David

Total cost: $6,000

Number of family members with LD: 1
Lost work/school: 6 months

Number of years sick: 2

Hi, my name 1s David pEagand I have had Lyme Disease off and on for 14 months out of an 18
month period. In April of, 1996 I didn’t feel good for two weeks and had severe headaches ,
nausea, felt di zzy, and my joints ached. T went to the doctor and he said that I was just probably
tired and stressed. The day after I went to the doctor I took a shower and in the mirror I saw a
“pullseye” on my buttocks cheek. At the time I was relieved because I thought I “only had Lyme
Disease”. Boy was [ wrong.

That doctor gave me antibiotics that I was deathly allergic to, but I figured that out on my won
because he figured it was the Lyme making me that sick. He gave me a different antibiotic but it
was the same base medicine and made me sick again so I switched doctors. The new doctor put
me on antibiotics for a month and said that the Lyme Disease was “now you see if, now you
don’t” so I didn’t feel good and I was waiting for the symptoms to go away on thheir own. 1
didn’t feel good throught the winter of 1996 but I just thought that was the way it was with
Lyme. Then in March 1997 that I got all of the beginning symptoms back again. Headaches,
nausea, dizziness, neck hurt so bad I couldn’t move my head, knees hurt so bad Icould hardly (o
walk, T missed a lot of work AGAIN, called the second doctor I went to and told him T had all of

the symptoms again, he told me to take Tylenol. So, I went back to the first doctor and he said he -
would give me a blood test. Blood test showed positive for Active Lyme Disease. He put me on
an antibiotic immediately. I told the doctor T wanted to see a specialist. I saw Dr. DeBenedectis, a'w
specialist, but before he could see me I was on antibiotics for 10 days and he wanted his won

blood tests. His blood test came back negative because I was on a antibiotic for 10 days

previously. He said 1 didn’t have Lyme and wanted to test me for MS. The test really showed a

false negative.

(CCCCECEEEEEeeeeecceceeccny

information saying being on antibiotics before the blood test would make it come up a false
negative. I still had all of the symptoms plus somedays my vision was good and some days it
waen’t. The ALDF referred us to Dr. Tarpinian in Easton, PA. Tt’s 120 miles round trip to Dr.
Tarpinian but he is very good with Lyme Disease and didn’t treat me like I was crazy in the head.

~ He understood all of my symptoms and problems because the patients he deals with and he
personally knows a doctor with Lyme Disease. I am presently on Ceftin 500MG twice daily whick
is $348.00 after insurance co-pays. I have had numerous blood test, antibiotic prescriptions,
doctor visits which insurance is not willing to pay for. They deemed some of them unecessary. lw
have been on antibiotics for 6 months so far this year, missed a lot of work, thank God my wife

-
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By that time we were on-lme with ALDF and AOLyme and the Lyme Disease Co alition and had (),
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and I run our own business at home, T developed muscle twitches, on medication for that and am
also being treated for severe depression. I asked Dr. Ow people who work in factories
o1 people who are not in their own business with Lyme Disease get through dealing with the

. disease. He said he saw people lose their jobs, lose their homes and lose their families because

noone understands the disease. As far as my situation with my job and my wife, I think one of

the big things that is helping us is that fortunatel through our business we have a computer that ig
on-line aand through that we got Dr, ‘name and talk to many, many other people n my
same situation over the internet.

We don’t know what’s in store for the future. Dr. F said it could reoccur yearly for a
mmimum of 5 years, not at all or reoccur forever. We don't know what permanent damage, if any,

18 possible over the vears. I can’t do my normal daily routines anymore. We have to get people to

a horrible disease and is not “in my head”. T used toc have happy, active lifestyle but that is no
more. I haven’t found an eye doctor that understands Lyme Disease yet. I have “floaters” and
“blurry spots” that affect my vision but the eye doctors never give me a solid answer about it.
think it’s because they don’t understand Lyme Disease.

Lyme Disease has definitely changed my life.. and definitely not for the better.



THE Many FACES OF LYyME DISEASE

- WE ARE NOT JUST NumBERS!

State: New Jersey
County: Monmouth

Name: Ann [

Total cost:

Number of family members with LD: 1
Lost work/school: 1985

Number of years sick: 17

MY HISTORY IS LONG AND COMPLICATED.

IN 1980 I BECAME ILL WITH FLUY LIKZ SYMPTOMS FOLLOYWED
BY BOUTS OF DEBILITATING FATIGIE, MIGRANES, SINISITIS,
BRONCHITIS, AND A DIAGNOSIS OF IRITIS JATJR DIAGNGSEL
45 INTERMEDIATE UVEITIS (TNTLrLBTION oF ”dL EYES WHICH
WAS KNOWN TO CAUSE BLINDNESS AND WAS OF UNKNOWN ORIGIN)
AS WELL AS GASTROINTESTINAL DISTRESS.

I WAS TREATED WITH ANTIBIOTICS AS CALLED FCR AND

NUMEROUS DROPS FOR THE EYES.

BY 1984 THE EYE DISEASE WAS OUT OF CONTROLL AND

WAS uIVmN A LARGE DOSE OF STERQOIDS TC HELP SAME,
I HAD A SEVERE REACTION AND AND COULD NO LONGER
FUNCTION IN THE WORK FIELD.

T WAS PUT OW FULL DISABILITY, 30UGHT OUT TH= HELP
OF A PSYCHOLOGIST WHOM GCT ME TO SEARCH FOR THE
CAUSE OF MY EYE DISEASE IN ADDITICN TO RETURNING T
SCHOOL WHICH I DID WITH THE BACKING OF VGCATIOWAT
REHARILITATION, UNFORTUNANELY BY 1988 THINGS
WERT LOOKING BLEAK AGAIN. MY CONCENTRATION WAS
FAILING 1 V AS WELL AS MY EYESIGHT AND THE CONSTANT
ADVERSE REACTIONS TO EYE MEDICATIONS,

¥ JUNE OF 1991 T BECAME =XTREMELY ILL WITH FLU
LIKZ SYMPTOMS AGATIN, THE MIGRANES THNTENSIFIED AND
QAUQOLOCLCAL SYMPTOMS WERE DEVELOPING., THE
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ONC

NCE AGAIN INSISTED THIS HAI TO BE PSYCH'
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~ THE Many Faces of Lyme DiSEASE
~ WE aRre Not JusT NUMBERS!
State: Maryland

. -’
County: Washington
-
Name: Mary I -
-
Total cost: 7 -
-
Number of family members with LD: 1 .
. -
Lost work/school: Retired
—
Number of years sick: 5 -
e
-
-
= . -
When your local Health Dept. says "There are no funds to test ticks for
infection" , and wheén your local Health Dept. does not want to accept or look ‘e
at your positive Lyme Test when you personally hand it to them, then something
is terribly wrong. When you have deer ticks crawling across your kitchen table hd
and coming off of vegetables you pick from your garden and many persons in
your neighborhood are getting 111 with symptoms known to be indicative of -
Lyme Disease, there is a great problem that needs to be dealt with and not (-
put aside.
-
April - 1992- I had an engorged tick removed from my lower back - followec,
in a few days by a bulls-eye rash. Because Lyme Disease was unheard of in -
Western Maryland at the time, I did not seek medical help. (-
May - 1992- I was stricken with Bells Palsy, fatigue and joint pain and
sent to emergency room for possible stroke. Put on 50 mg. Predisone and R
sent home. I immediately started therapy on my face.
Aug. - 1992- Flu-like symptoms weakened my body for 3 months. -
Dec. - 1992- Severe Asthma attacks began, which I had never had asthma in |
my life. Put on 50 mg. Predisone and inhaler. -
Feb. - 1993- Memory Loss, Poor Concentration, Blurred Vision, Eye pain andig
Joint Pain began a vear of one problem after another with sleepless nights,
weakness and low grade fevers. -
Jan. - 1994- Severe Memory Loss, unable to do daily chores, teach Sundaw
School, Read Music and sing on the choir as I had done for 30 years. I went -

into deep depression and cried for my doctor to please test me for Lyme.

March- 1994 - Elisa Test - (Negative.) Sent to Rheumatologist, he said
nothing could be done but put cortisone shots in my joints. I refused.

April - 1994- Was refered to Johns Hopkins and clinically diagnosed with
Lyme Disease and ordered on anti-biotics for 30 days. Had Western Blot Test
with 41K Positive.

June 1994- Had Spinal Tap - Protein Count marked High, mm doctor said
the test was fine, nothing wrong.

October- 1994 Relasped, .Put on Doxycycline for 30 days.

October- 1995 Relasped again, doctor refused to give me anymore antibiotic
Was told to live with it and I would probably be in a wheelchair in a few yrs.
I began to study this strange disease called Lyme Disease and went over all
my tests and immediately noticed one of the main symptoms was High Protein
Count in Spinal Fluid. I became determined, I would not settle for a life in
wheelchair. (cont'd)
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State: Maryland
County: Harford

Name: Virginia |l

Total cost: $100,000+
Number of family members with LD: 1
Lost work/school: 7 years

Number of years sick: 7

Nightmare on Lyme Street

In July 1990, while living in an area
endemic for Lyme disease, I found an engorged
deer tick crawling off my hand. Subsequently
found a rash ou my leg above the ankle. The
physician diagnosed the erythema migrans rash and
noted the two bites inside the center of the rash
and prescribed a short course of doxycycline. The
test for Lyme antibodies performed at this time
returned negative. Later my blurred vision
worsened, as did the numbness and paresthesias in
my extremities. I had swollen glands, fever and
chills, debilitating fatigue, and felt really sick as if T
had been poisoned. Extensive evaluation for other
illness proved negative.

During the eighth week after the tick bite, I
converted from seronegative to seropositive for
Lyme antibodies. A short course of intravenous
Claforan was given. It helped, but after that my
condition worsened. My leg dragged at times with
numbness and severe shooting pain, swollen
glands, fever and chills; and arthntis which slowly
spread to several joints, and the cognitive
dysfunction worsened. The neurologist ordered a
lumbar puncture which was tested ar the Hospital
of University of Pennsylvania lab, and it returned
positive for Lyme antibodies. This specimen’ was
then sent to Dr. Steere of Tufts University for
retesting and was returned “negative” for Lyme
aniibodies.

Three months later after my condition had
further deteriorated, a friend drove me back to the
neurologist: I was weak, my Lyme headache had
worsened, the above Symptoms had inrensified.
This time my reflexes when tested were
unresponsive. My neurologist was alarmed and he
prescribed intravenous Rocephin. I have improved
slowly but considerably on lengthy regimens of
antibiotics used separately and in combination. My
vision for manv months was blurred, but now is
improved though not yet fully restored.

~ THE Many Faces bF-LYME"DlSEAs_E.'
-~ WE ARE NOT JUST NumBERS!

Tam stll not completely cured. T have
given seven years of my life 1o this debilitating
illness. I am still not completely cured. I have been
mis-diagnosed by doctors who almost willfully
refused to take my symptoms seriously. It has been
an extremely expensive ijlness, simply because it
was diagnosed so late in development. Though I
met over and above the diagnostic criteria set by
the Centers for Disease Control for diagnosing
Lyme disease, yet based on Dr. Steere’s one test
result from his lab, I was not given the antibiotics I
needed for treatment.

Lyme disease is a serious and growing
problem throughout the world. For Dr. Steere to
conclude that a “short course of antibiotics” is
enough to treat Lyme disease, and when that short
course does not completely resolve the condition,
to assume that it was not Lyme disease to begin
with, is an irrational, irresponsible, erroneous and
dangerous assumption to make. Diagnosis cannot
be based on one test from Dr. Steere’s lab alone.

There is so much more than this that it can
not be described here - all the ambulance rides and
VISILS to the emergency roomy, all the TV sticks that
T've had, PICC lines, Central line, all the nursing
care visits, all the pharmacy calls, all the medicines
I've taken for 7 vears, all the physician visits, all
the lab tests, all the days and nights spent alone
without adequate food, and cold, all the critical
looks from people seeing me wearing a hat and
several sweatshirts in 90 degree weather trying to
keep warm, all the strangers and friends who
generously and graciously helped me when I
couldn’t do for myself, fixing meals, driving to
doctors, cleaning my house. doing paperwork.
food shopping, paving my bills, dressing me, there
were times I couldn’t even speak two words, and
couldn’t stand, and I was destitute with no income
and no food and stood in a food line with anIv
hanging out of my arm.




Lost work/school: Work 10

'~ THe Many Faces oF LYME Disease

~ WE aRe NoT JusT NUMBERS!
State: Massachusetts
County: Plymouth

Name: Susan RN

Total cost: $10,000

Number of family members with LD: 1

Number of years sick: 1 1/2
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~ THE Many Faces OF Lyme DisEAsE
. WE ARE NOT JUST NumBers!
State: New Jersey : —
County: Somerset

Name: Caroline_

Total cost:

Number of family members with LD: 1

L ostwork/school:

Number of years sick: 2 years
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Received a call from my doctor , requesting that I visit a Lyme Specialis
~ and be part of his research testing. I began looking for a new doctor.
I found a doctor who was familiar with Lyme Disease, looked over all my recorgd
™ and ordered a Western Blot, result Positive 1.32 Was put on Amoxicillin for
6 weeks.
Because of late diagnosis and mis-reading of spinal tap, many problems
~ @ssociated with this disease have now become pPermanent with damage to the
eyes,; joints, bones and memory but I have been down to almost 0 and with
antibiotics been brought back to a productive human being.
. After 11 doctors, including a rheumatologist, 2 internists, 3 ophthamol-
~0gists, neurologist, neuro-psychologist, néuro-surgeon and infectious disease
specialists 9 both clinical anag acadellic) from Hagerstown, Frederick and
™Baltimore, It is very clear that doctors of all specialties neegd to educategd
in the complexities of this disease without the politics of peer pressure,
Insurance Companies restrictions on medications, Real Estate Supression of

~an unhealthy problem in their area and above all the criteria put on our
local Health Dept. by the NIH.

ridden person with many health problems from the bite of an infected tiny
~1insect but then to be demorilized and be pushed aside by those whom we are
taught to trust. .
-~
People in Maryland are getting very i11,
™ It is not right that sick people have to fight to get well.
It is time for Strong well individuals to step forward and realize that
time is running out for them as they may be the next to get this disease ang
~2ask gquestions and fing answers before its too late.
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"~ THe Many Faces oF LYmE DISEASE

~ WEe are NoT JusT NumBers!
State: Missouri
County: Grundy

Name: Alice]i

Total cost: ?

Number of family members with LD: 1
Lost work/school: 6

Number of years sick: 6

MY name is e . My wife
has lymes disease, we live in
TRENTON, MISSOURI__in GRUNDY COUNTY.
has had lymes disease every since
1991, she was bitten by a dear tick, and
at the time we didnt know anything about
lymes disease. she had a job as cordinator
over a bus , we use to take people to the
BINGO HALLS AND TO THE CASINOS,and we never
thought anything about it at the time until
cshe started to become forgetful, and get
very tired all the time , we just thought it
was from the trips wearing her out all the
time but we later found out that after a
she had lymes disease and she had already
went without any treatment for a year for
it, and by then it had already done damage .
to her.
The doctors in MISSOURI dont believe there
is any lymes disease here because of the
CDC.saying there isnt any lymes here and
it has been quit a struggle trying to keep
her doctored for it, I now have to take
her to a doctor in ILLINOIS to get doctored

for it, and it is a 5 HOUR drive there and
5 HOURS back, they have been so much help

SHE now has ENCEPHOLITIS( FLUID ON THE
BRAIN ) from LYMES DISEASE. She is in
constant pain and has to take pain medicine
around the clock and is unable to work, it
is hard for her to stand up and walk and she
cannot get any disability for it cause they
say she doesnt have enough work credits and
that I(JOE ) work in a factory and make too
much money for her-to be eldigable for any
SST. OR SOCIAL SECURITY. SHE HAS BEEN
unable to work every since she was bitten
by the tick. If it wasnt for my insurance
where i work we would be out in the cold,
but they say that so many weeks of being
on antibotics is enough and then the doctors

take helf 8Ff of them
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IT is very hard for anyone to understand
how bad LYMES DISEASE can be unless it is
YOURSELF OR A LOVED ONE that has it. My
WIFE has had a lot of problems every since
she has been bitten by the tick.IT is very
hard for her to do the house work and i
have to help her but i dont care to do it
for her

THIS picture is of my wifew

and you can see the TIPICAT

on her neck. I only hope that they will

come with something that will get rid of
LYMES DISEASE and real soon for there are too

many people out there with it, and they
may not know they have it is what is bad.



THE MANY FACES OF LYME DI
- WE agre noT yusT NUMBERS!
State: California
County: Contra Costa

Name: Wade

Total cost: $20,000 (unreimbursed medical bills)
Number of family members with LD: 1

. Lost work/school: 1 year

Number of years sick: 2

My name is Wade Barrett. I am in eighth grade, but I have a home teacher from the school district

because of my Lyme disease. I always have a bad headache and painful joints. I feel terrible most of the time.

It’s hard to remember back to 6th grade when I was one of the fastest runners in my P.E. class. I loved to go
fishing and hunting. I used to hike a lot then, and had fun doing things with my friends. Then one Monday
morning in February 1996, I found an engorged tick in my hair near the base of my skull. The school nurse
thought it was gross and flushed it down the toilet. When I told my parents they were very concerned and
told me to tell them if I started feeling sick. I said, “Sure Mom,” but figured it was no big deal.

When I started feeling bad a couple of weeks later, I thought I was just getting the flu. My mom took
me to the doctor and pointed out that I might have Lyme because of the tick bite and the bad headaches. My
doctor thought I probably had the flu or an allergy. He gave me Claritin, and would not give me antibiotics
for Lyme disease like my mom asked. After a couple of weeks of taking Advil for my headaches, my mom
took me back to the doctor because I was feeling worse. My doctor had an ELISA blood test done for Lyme
and a nasal X-ray for sinus problems. The blood test was negative for Lyme so I was put on decongestants
and Augmenton for 10 days. I started to feel better, but got worse again after I stopped the antibiotics. Mom
took me to see a second pediatrician. I told her that it was very painful to walk now and that the headaches
were much worse. The pediatrician also thought I had sinusitis and put me on Bactrim. Two days later [
broke out in hives, so I was switched to Cefzil for a couple of weeks.

1 was miserable in school, because my ankles would hurt so much after P.E. that I had to hang on 10
the chain link fence on the way back to class. My P.E. teacher thought I was trying to get out of exercising.
My teachers just thought I wasn’t paying attention in class, but I just couldn’t concentrate. Mom hired a turor
to help me with homework which was very hard for me to do in the afternoons. By then I was taking Advil
pills to school to try to keep the headaches and joint pains down. The Advil didn’t help much but it workec
better than Tylenol. I can tell you this story because my mom and dad began keeping a log of all my
symptoms and medicines. Without looking back at the log, the past year and a half is just a blur of feeling
terrible, going to the doctors, trying something else, and just going on feeling sick. T also want to say that i
like my doctor a lot but I don’t think he knows how to help me.

Mom asked him to do another blood test (Western blot). She had a friend who had Lyme and thought
my symptoms sounded the same. The blood test was negative. School was out and we were about to go on a
trip. My doctor was on vacation, but mom begged another doctor in the office to give me Amoxicillin to take
on the trip. We drove across country, and at first I had trouble with motion sickness. I felt really terrible, and
I hated being pushed in a wheel chair around Williamsburg and Washington DC. After a couple of weeks, I
started to get better, and even went on a horseback ride in Wyoming. I still had the headaches, but they
weren’t so bad. My doctor gave me another month of Amoxicillin when I got back.

When school started, my doctor wouldn’t refill the prescription until more tests were done, so I had
another blood test which was negative. I was feeling so bad at school that I took 6 Advil during the day just
to keep my headache down to a 6 (on a scale of 1-10, 10 being the worst). My doctor wrote a note excusing
me from P.E., but my teacher would say things like “You’re feeling up to this today aren’t you Wade?” in
front of everyone, so I would push myself to do the exercises and track. Next, I was referred to a doctor for
Fibromyalgia. He didn’t think I had Lyme, and the tests he did for rheumatoid arthritis were negative.
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Because I had gotten better on Amoxicillin, he gave me 3 more months of it. By Christmas, I was beginning
to feel OK again. I could g0 on hikes, and the headaches were almost gone. I was so happy that T was getting
better. Two weeks after stopped the Amoxocillin, I had a relapse. My parents took me to a Lyme specialist
who told me that I might have Lyme or about 5 other dread diseases. He said we had to prove that I didn’t
have those other things, so I was sent to a psychiatrist, an ophthalmologist, and a very nice neurologist. I had
more blood tests (all negative) an MRI which looked normal, and a spinal tap that really hurt (also negative).
So I found out I don’t have a tumor, cancer, MS, eye problems, and some other bad things. By this time I
was having incredibly painful “hits” or stabbing pains in my chest, head, and knees. so I had an EEG and an
EKG (both normal). My neurologist tried me on § different headache blockers to try and get rid of the
headaches. None of them helped and some made me so sick couldn’t eat and felt dizzy a lot of the time. I
was so sick I stopped going to school. My worst day was my last, when kids started making fun of me when

take me home. A teacher from the district was sent to our house for an hour each day to bring assignments,
teach me things, and give me the tests. She helped me get through the 7th grade.

My doctor put me on 6 weeks of IV Rocephin in April 1997. My parents paid to have a urine test for
the first several days of the IV treatment. I felt terrible at first, but after a couple of weeks, my headaches
seemed to go down and the pains weren’t so bad in my ankles and knees. It turned out that my urine sample
from the 4th day of IV showed a strong positive result for Lyme. That positive test helped me feel that I could
fight the spirochete. I had a real enemy I could focus on beating even if I couldn’t punch it in the nose. I
began to feel much better on the IV, but when | stopped, I still had symptoms of headaches, chest hits, and
joint pains. I went on alow dose of Zithromax, but day by day I began to get worse again. I was so
discouraged because I had counted on getting better with the IV. My joints were so bad I had to use a wheel
chair, and I had as many as 20 hits in a day. It was a scary time. I was afraid to £0 in a pool because I might
drown if I got a pain in my chest.

My dad had learned from the internet that Hyperbaric Oxygen Therapy (HBOT) was helping some
people who had chronic Lyme. They took me to southern California to have a SPECT scan done at UCLA.
That smoggy LA day, it took 9 people 11 stabs to get an I'V line into my ankle! The scan showed that areas of
my brain were not getting enough oxygen. I started HBOT at the Hyperbaric Oxygen Institute in San
Bernadino. The people there were incredibly nice, and a kid from Canada, who was being treated for colitus,
helped me learn how to clear my ears when I was being pressurized. At first I felt really terrible after the
treatments, but after about 2 weeks I was feeling as well as when I finished the 6 weeks of IV treatment. I
braved a second SPECT scan which indicated improvement in my brain.

My parents were running out of funds because our HMO wouldn’t pay for SPECT scans and HBOT,
80 we returned to the Bay Area. The Lyme specialist recommended that I go off antibiotics for awhile. T got
really bad again after three weeks. It took that long to find a hospital and doctor in our area that would give
me HBOT for Lyme. I am slowly getting better on HBOT, and have recently started taking Doxycycline and
Biaxin at the same time. A scientist who heard of my story, called to tell my dad that he had been cured of
Lyme by taking those two antibiotics for two years.

Sometimes I feel my life has been ruined, but then I talk to other people who have been struggling
with Lyme for many years and haven’t given up. My friend Stephanie Diers got Lyme in the 1960’s when
she was 12. She sends me pictures of herself and her husband who also has Lyme. My friend Bob Lane has
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State: Wisconsin
County: Washington

Name: Jor_

Total cost: $6,000
Number of family members with LD: 1

Lost work/school: weeks

Number of years sick: unsure-possibly 5 or 6

HE WIANY FACES OF

7
Jon is third from the left, top row.

I am 33 years old and live in West Bend, Wisconsin. I am married with 2
small children and work as a software developer in the Milwaukee metro
area.

I have experienced years of problems associated with Lyme Disease and
saw 7 doctors before I was actually diagnosed with Lyme Disease. Over
the last few years I have had joint swelling and pain, kidney pain,
dizziness, facial paralysis, fatigue, chest pain, muscle pain, headaches,
tingling and numbness in arms and hands, blurry vision and other
problems. Over time I have received diagnosis of Fibromyalgia, Irritable
Bowel Syndrome, Rieters Syndrome, and other various conditions.

I finally was tested for Lyme by a doctor in the Emergency Room after my
wife dialed 911 and had me transported to the hospital for chest pain. The
younger doctor had ordered the test after my wife had explained the
bizarre problems that I had encountered in previous months. It is my
impression that many Lyme patients are viewed as hypochondriacs and
are not taken seriously by medical professionals. 1 was very healthy and
weightlifted each morning and jogged four miles a night before my Lyme
problems began. My doctor was not even aware that facial paralysis was
associated with Lyme, and the rheumatologist that I saw also missed the
diagnosis. My wife and two small children are missing a once Very
healthy and active husband and father.

I drove 450 miles last week to see a Lyme literate doctor. That doctor

stated that my old doctor was using a treatment that was about 15 years
old and wasn't very effective. If I hadn't taken initiative and sought help

and information from other Lyme patients via the internet, I would still be
working with my old doctor today and receiving an ineffective treatment
regiment. Because Lyme Disease can cause permanent damage to the
heart, brain, joints, eyes, and other organs, it is extremely important to get
treatment immediately. Unfortunately, most of the Lyme patients that
offered me help also had the same experiences with multiple doctors and
misdiagnosis.

Thank you to the Lyme Foundation for their physician referral help. The
medical community has a LONG way to go in recognizing, diagnosing,
treating, and curing Lyme Disease. There doesn't seem to be much
awareness about the disease in my home state of Wisconsin, which is a
region with a high incidence of the disease. Only action by the medical
community, and our state and federal governments can change the
situation in the future.
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THE Many FACES oF LYymE DISEASE

- WE ARE NOT JUsT NumBERS!

State: Connecticut
County: Hartford

Name: Gia-

Total cost: $350,000

Number of family members with LD: 2

Lost work/school: 2 yrs.

Number of years sick: 5
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THE MANY FAcEs oF LYME DISEASE |
WE ARE NOT JusT NUMBERS!

State: Indiana
County: Adams

Name: Charile-

Total cost: $3,100
Number of family members with LD: 5
Lost work/school:

Number of years sick: over 1 year
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THE Many FACES oF Lyme DISEASE
- WE ARE NOT JUST NUMBERS' |

State lndlana
County: Adams

Name: Jean Porter-

Total cost: $34,000
Number of family members with LD: 5
Lost work/school: 7 months + misc.

Number of years sick: over 2 year
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- THE MaNnY Faces oF LYME Disease
WE ARE NOT JusT NumBERS!

State: Indiana
County: Adams

Name: Jason -(1 2)

Total cost: $925
Number of family members with LD: 5

Lost work/school:

Number of years sick: over 1 year
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THE MANY Faces oF LYME D|SEAsE,
WE ARE NOT JUST NumBeRs!

State: Indiana
County: Adams

Name: Ryan -(8)

Total cost: $925

Number of family members with LD: 5
Lost work/school:

Number of years sick: over 1 year
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~ THE Many Faces oF Lyme DiSEASE -
' WE ARE NOT JusT NUMBERS! g

State: Indiana
County: Adams

Name: Nathan |l (4)

Total cost: $925

Number of family members with LD: 5

Lost work/school:

Number of years sick: At least 2 years
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THE MAanNyY FACES OF LYyme DISEASE
~ WE ARE NOT JUST NUMBERS‘ i

State New York
County: Cattaraugus

Name: Elizabeth -

Total cost: $200,000
Number of family members with LD: 1
Lost work/school: 8 months

Number of years sick: 3-4 before diagnosis
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THE Many FACES oF Lyme D!SEASE

- WE ARE NOT JUST NUMBERS'

State: Connecticut
County: Fairfield

Name: Marie-

Total cost: >$150,000

Number of family members with LD: 4
immediate, 16 extended

Lost work/school: immeasurable

Number of years sick: 5
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My family in 1989. In 19, 16 of us have Lyme. : 3 babies all have hronic Lyme.
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- WE ARE NOT JusT NUMBERS!

- THE MANY FacEs oF Lyme DISEASE

State: Connecticut
County: Fairfield

Name: Alyssajj

Total cost: >$150,000

Number of family members with LD: 4
immediate, 16 extended

Lost work/school: ongoing!

Number of years sick: 2 1/2

Nearlyﬁ years old.
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THe Many Faces oF LYME DISEASE
WE ARE NOT JusT NUMBERS!

State: Connecticut
County: Fairfield

Name: Paul [ (7 1/2)

Total cost: >$150,000

Number of family members with LD: 4
immediate, 16 extended

Lost work/school: ongoing!

Number of years sick: 3 1/2
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