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Vaccine
recipients
neededfor
classaction
lawsuit

A class action lawsuit was filed
onDec. 14, 1999 by the Sheller,
Ludwig& Bradey law firmof Philadel-
phiaagainst SmithKlineBeecham
(SKB), themanufacturer of LY MEtix,
thefirst human vaccineagainst Lyme
disease. They are seeking people
who have experienced adverse
reactions after receiving the vaccine
to participate in the suit.

Theplaintiffsallegethat the
vaccine may cause permanent,
intractable, degenerativearthritisin
the one-third of the population with
theHLA-DR4+ gene. Thereisa
simple, albeit expensive, blood test to
detect thegene. SmithKlineBeecham
knew about the problem, litigants
allege, but did not inform the doctors
who were giving the vaccine. The
vaccinemay alsotrigger latent Lyme

See Vaccine L awsuit on page 24

Inside...

Connecticut group
organizes successful
fundraiser for Lyme
research

Story on page 37

Patient support
needed to promote
major Lyme Bill

TheLymeDiseaselnitiative1999
(HR-2790) istheproduct of severa
yearsof work by membersof the New
Jersey Lyme Disease Association
(NJLDA), the PennsylvaniaChapter of
NJLDA, and USCongressman
Christopher Smith. A 1998 version
was introduced, but without enough
timeleftinthelegislative sessionto
passit. The bill wasrevised and
improved with input from both the
Lymediseasecommunity andfederal

agenciesand reintroducedin 1999.
TheLymeDisease Resource Center
and many other patient advocacy
groups signed on in support of the
bill. More congressional supportis
now needed to moveit out of the
Housecommittee, and several more
senators to move the Senate version
(S-1905) whichissponsored by
PennsylvaniaSenator Rick Santorum.

Thelegidationwill provide$125
See Lyme Bill on page 29

(L to R) US Senator Rick Santorum (Penn.), Patricia Smith, President of Lyme
Disease Association of New Jersey, Mary Halinski, Director, PA Chapter
LDANJ, US Congressman Joe Pitts (Penn.) met at a press conference in
Pennsylvania to discuss the Lyme Disease Initiative 1999 Bill (HR 2790).
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Dear Readers,

Thisissueof theLymeTimesis
particularly richinitsmany contribu-
tors. In an effort to generate more
interesting discussions about our
favorite subject, we haveincluded
several sections to showcase the
efforts of some thoughtful and
intelligentindividuals. Weare
delighted that at least one, Virginia
Sherr, MD, wantsto becomearegular
intheLymeTimes. Shereportsfrom
the*Front Line” of her Pennsylvania
psychiatry practice. We hope you
enjoy the diversity of opinion.

We greatly appreciate the efforts
of those who are working on many
frontsto improve the situation for
Lymedisease patients. Whilewemay
not all agree about the best way to
proceed, everyone must utilizehisor
her own unique talents and opportu-
nitiesin the way she deems best.
People, especially volunteers, deserve
our respect and our thanks for their
efforts. Pleaseremember to moderate
your criticism and to thank someone
who istrying his/her best to make
your lifeeasier.

Thanksto A. Lautin, MD, for the
following excerpt, which seemsto
apply well to our current situationin
Lymedisease.

When questioned about his
pioneering surgical interventionsin
Parkinson’s disease and related
disorders, Irving Cooper (1922-1986)
wrote: “| am somewhat puzzled by

your request for justification for
alleviatingthetotal incapacity of Mrs.
M....l amadoctor. Itismy legal and
moral responsibility totry to make
sick peoplewell. | havefor many
yearsrefused to apologizefor the
therapeutic benefit of these opera-
tions simply because results could
not beimmediately explained by
laboratory of clinical scientistsonthe
basis of existing physiologicideas—
ideaswhichultimately weredemon-
strably false. If | may quotearemark
that Sir Peter Medawar made...' Itisa
doctor’sjob to do good. Itisa
scientist’sjobto explainthefacts'.... 1
invite Professor Wall, asascientist,
to examine the unprecedented facts
emergingfromthisexperimentto
explainthem. If thefactsdo not fit his
present concepts, then he will haveto
rethink the concepts because the
factswill not change ... these arethe
facts. If wecannot entirely explain
them now, they will, neverthel ess, not
goaway. Eventually wewill under-
stand them, and they will teach us
moreabout thebrain. Inthemeantime
they have made somesick peoplewell
— and that isthe role of the doctor.”
(Irving Cooper, cited by Macdonald
Critchley)

Phyllis Mervine, Editor

The Lyme Disease Resource Center was founded in 1990 as a nonprofit education and communications center for the public, for Lyme disease
patients, for physicians, and other interested people. The goals of the LDRC are to educate the public about Lyme and other tickborne diseases,
including risk factors and prevention; to provide services for Lyme disease patients and their families and friends; to provide a forum for
physicians and health care professionals for the exchange of ideas and information about symptoms, diagnosis, and treatment of Lyme disease;
to be a communications center for individuals and groups who are working to help patients with Lyme disease; and to encourage Lyme disease
research. The LDRC gratefully accepts tax-deductible contributions to assist its efforts.
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Guest Editorial

ThenewLymevaccine-

IS it for you?

by Teresa Royer MacKnight, D.O.

InJanuary, 1999, TV news
stations announced that Maine was
the first state to approve the use of
therecently FDA released vaccine
LYMErix. Thepotential for Lyme
disease to cause long term illness has
been one of the major motivating
factorsin the vaccine devel opment
effort. SmithKIlineBeecham, aBritish
pharmaceutical company which has
itsUSbasein Philadelphia, Penn.
developedLY MErix. Pasteur Merrieux
Connaught of Swiftwater, Penn.isa
branch of a French company apply-
ingfor licensureof asimilar vaccine.
Thefinancial stakesfor successare
high with the estimated annual sales
predictedtobeover $200 million.

TheLymeDiseaseNetwork, an
Internet Lymeinformationand
support organization, posts at their
web sitethefollowing statement;
“Although the FDA approval of a
Lymevaccinewould obviously be
welcomenews, therecommendation
for approval did not comeeasily and
was accompanied by several impor-
tant caveats.”

Dr. PatriciaFerrier of theUniver-
sity of Minnesota, who chaired the
FDA committeesaid, “It’ srarethat a
vaccine be voted on with such
ambivalence and astack of provi-
so0s.” Aswith any new vaccine the
big questions are, “Isit safe?’ and,
“Isit effective?” To beginto answer
these questions one must understand
how the vaccineworks.

Both Lymevaccinesuseaprotein
found on the outer surface covering
of theLymebacteriacalled“ OspA.”
After thevaccine (OspA) isinjected
into a person, it causes the body to
produce anti-OspA antibodies. When
atick bitesavaccinated person,
these new antibodies enter the tick

whenit takesintheir blood. The
antibodies attack the OspA protein on
theLymebacteriawhilethegermsare
still insidethetick, hopefullykilling
them before they can be passed on to
the person.

The vaccine' s success appears to
be dependent on critically highlevels
of anti-OspA antibodies, asreported
inthe Jan. 1999 issue of thejournal
“Infectionand Immunity” by Drs.
Nowlingand Philipp.

Disturbing newsisthat recent
research haslinked the devel opment
of severearthritisin humansand
animalsto the vaccine’ s OspA protein
and the antibodies it induces.

AllenSteere, M.D.,et.a.,inthe
samejournal mentioned above,
reported that elevated anti-OspA
antibodieswere being found in
patientswithchronicLymearthritis.
According to their research higher
levelsof the antibody correlated with
more severe and prolonged cases of
arthritis. Dr. Ron Schell, Ph.D.fromthe
University of Wisconsin has been
studying the effect of the OspA
protein when givento animals. He has
observed the development of degen-
erativearthritisinanimal safter
receiving thevaccine. According to
these studies, anything that boosts
the level of OspA antibodies should
beapproached with extreme caution
until moreisknown about itseffect in
humans.

Clouding the issue further isthat
previous research has shown that a
specific subset of patients with the
HLA-DR4 geneticmarker aremore
likely todevelop chronicarthritis
wheninfected with Lymedisease.
Thus concern has been raised that the
vaccine couldtrigger arthritisinthis
unidentified genetically vulnerable
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population, basically peoplewho
havethismarker but don’t know it.

Attorney IraMaurer of New Y ork
has represented several individuals
who claim to have been harmed by
the vaccine. He states, “Not enough
research has been conducted
regarding the safety of administering
the vaccine to persons who might
have been exposed to the Lyme
organismprior tovaccination.” This
particular issueiscomplicated further
by the lack of a sensitive screening
test to identify individualswho may
unknowingly already beinfectedwith
theLymebacteria.

Accordingto Dr. Denise Foley, a
professor and researcher at Chapman
University near Los Angeles, the
vaccine does not offer protection
against al strainsof theLyme
bacteriafoundintheUS. Strainsfrom
different geographiclocationsvary in
their protein structure.

To sum things up, at this point
researchers don’t know how to
accurately screen for thoseindividu-
alswho might be at risk for apotential
adverse reaction to the vaccine. They
don’'t know the level of antibody
required to guarantee protection
against Lyme disease. They don’'t
know how many boosterswill be
reguired and whether they will be safe
in the long run. Presently no boosters
are approved by the FDA.

TheLymeDiseaseNetwork’s
“Vaccine Position Paper” onthe
Internet (www.lymenet.org) presents
thedilemmapatientswill facewhen
making the decision whether to get of
not to get vaccinated for Lyme
disease.

“ Potential vaccinerecipientswill
have to balance the vaccines 76%
efficacy rate against its more nebu-
lous safety picture.”

Dr. MacKnight isthe Executive
Director of the Maine Lyme Awar e-
ness Project, an organization of
Maine citizens concerned about
Lyme disease. She may be reached at
207-392-1302.
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We do not recommend any of the doctors or treatments which may be
mentioned here by writers. Patients should discuss any treatment options with
their physicians. Sgned letters of general interest may be printed.

Fight for mandatory medical
disclosure laws

Please share the concept of
mandatory medical disclosurelaws
with your support groups and ask
them to begin aletter writing
campaign to their State and National
congressmen and congresswomen to
get some legislation proposed. | think
it is high time we had access to the
economic resume of our so called
“neutral advisors.” | sure want to
know if my doctor isreceiving
undisclosed profit from the prescrip-
tion he writes for meto takel

Realtors have disclosure laws,
financial advisors have disclosure
laws--why not doctors and research-
erswho are involved in deciding
human health care standards and
practices? | think it comes under a
patients right to know. And too, any
university that receives public or
private funds for research related to
human health care should be re-
quired to disclose on an annual basis
the sources and amount of revenue
received. Also, any so called profes-
sional publication which discusses
issues related to human health care
should be required to disclose the
sourcesof their revenue. | meanif, for
example, JAMA sayssometreatment
isthe greatest thing since sliced
bread, isthe Company that makesthis
wonder drug their primary source of
advertising revenue?What exactly
did SmithKlineor Pfizer or others
contribute to JAMA’ s bottom line
last year?1 surewould liketo know.

| amtired of being sold the
Brooklyn bridge of Lymetreatments.
Medical consumers need protection
and we need it now! | believethat
doctors and researchers should have
aright to profit from their inventions
but | also believe that patients have a
right to know that their “neutral

advisors’ may not be so neutral!

SuzanneM acDonald Smith
Mendocino, California

The Lyme Times is supported
entirely by subscriptions. Our
occasional advertisements are
clearly marked.

Physician awed by patients’
“cognitive rebirth”

| recently began treating a pilot
(years ago an avid hunter and
woodsman) who has been sick for a
decade with what | now find isLyme
disease. He stopped flying shortly
after becomingill, and only afew
years ago began to work again asa
ground simulator instructor.

As| was unaware of Borreliaand
its treatment until about 8 months
ago, | was unprepared for what
happened as this patient progressed
with his antibiotic regimen
(Amoxicillin and Probenecid). His
personality literally changed form.
His energy increased, as did his
directness of communication and his
involvement with others and events
in his environment. To me, it was
like seeing a*“ cognitive rebirth”;
almost like a child seeing the world
for the first time. There are just no
good words to describe my reaction
to seeing this man change so
dramatically.

Encouraged, | have 9 people on
the same simple regimen. All are
responding in measurable ways,
somephysical, somecognitively.
Noneareyet completely “well”,
including the pilot. But NOTHING
has impressed me more than seeing
personalities literally changein ways
that must be somehow measurable. In
these few months |’ ve become a
believer...first, that Borreliamust exist
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in Chronic Lyme, and secondly, that it
existsinthebrain.

So, on we go. | plan to continue
treating these people until 1/we can
find an end point without remission,
if that’s possible. | remain intensely
grateful to physiciansin the North-
east from whom I’ ve copied this
protocol. And with this unbelievable
metamorphosis I’ m witnessing, |
hold those physicians in highest
regard . They had the courage to
persist with long-term antibiotics in
the face of intense criticism. Now |
know why.

anonymousphysician

Dosing schedule, medica-
tions must be individualized

Thanks for the excellent publica-
tion. Any timeyou can, | advisethese
Lymevictims, especially thechronic
ones, to sharetheir dosing ritual. Ina
recent issue | read a story about a 55-
year old lady who had undiagnosed
Lymeforfiveyears. Shefinally
mentioned thename of thelV
medicine she went on and bless her
heart she’s back to normal. | have
hope with similar but worse symp-
tomatology.

SilviaJauchler
New Orleans, L ouisana

WhiletheLyme Timesmay from
time to time mention a particular
person’ s treatment regimen, your
own physician should be making
these decisions based on your own
individual situation. In the case of an
inexperienced doctor, the Lyme
Times has an extensive database and
iswilling to put such doctorsin
touch with Lyme specialists for
detailed information on treatment.

Lyme has not done me any
favors

| have had Lyme disease since
1991. It has pretty much wrecked my
life. My beloved career as a school
counselor isgone, my college
professor husband wanted “an equal
Number 28

partner, not aburden” and walked out
for ahealthier woman. I'vegained 60
pounds and walk with acane. My
memory isvery poor. I'm56. My dad
wantsmein aninstitution or a
nursing home. My mother'snot living.
My childrenaremarriedandlivefar

away. It'snot thelifel had in mind by
along shot.

Thanksfor listening. Keep up the
good work.

Lyndal owney
Macon,Georgia

The OstrichMentality

by B. Ziegler, M.D.

One needn’t be a prophet to be
ableto predict that in Germany, Lyme
diseaseisdeclining.

Thisisno zoological phenomenon
(perhapsthrough lower infection rate
of ticks, or better protection against
tick bites), nor aresult of earlier
recognition, nor thanksto the health
authorities (perhaps through promo-
tion of vaccination), nor because of
statistical error. No, the declineisdue
plainly and simply tothe July 1, 1999
laboratory reform decreed by the
federal medical board of physicians,
which states:

1. For membersof healthinsur-
ance plans, theimmunaobl ot may only
be used to confirm apositive EIA
antibody test.

2. For membersof healthinsur-
ance plans, the PCR is not an ac-
knowledged procedure for borreliosis.

3. Lab serviceswill be charged to
the person ordering the service
(money for service). In other words, if
you don’t do anything, you get
something, and if you do something,
you don’t get anything!

The one who orders the service
(i.e. thetreating physician) isn’t going
to giveadamn if the patient receives
amore sensitive test if s/’he (the
physician) hasto pay for it! Without
doing anything (asin the case of
accepting akickback), the physician
isinclined to an action, inthiscasea
NON-action, and his'her ethicsare
compromised. Itisaperfect example
of the view that in the context of

professional ethics one must aways
examinethepersonal materialistic
vested interests of whoever is either
ordering or NOT ordering services. In
other fields of laboratory medicine,
theNON-serviceisbeingsimilarly
remunerated. The statisticswill show
this, naturally without explainingthe
true causes:

* Decrease in the number of cases
of cancer - through limiting diagnostic
tests to two;

* Decreasein cases of salmonella-
by eliminating microbiological tests.

And responsibility for these
successes will be claimed by various
groups (federal medical board, health
departments, statistical offices,
employers’ representatives, self-help
groups, ...etc) as a supposed result of
theirownactivities....

Meanwhile, the only thing that
continuesto rise isthe rate of
chronically ill peoplewithout a
diagnosis, i.e., the “hypochondriacs”
and the * death from unknown cause.”

Three facts should not be
forgotten:

1. Laboratory diagnosticsisthe
decisivefactor in 70% of diagnoses.

2. What you don’t look for, you
won'tfind.

3. Thereis only one enemy to
ethics- materialisticself-interest.

Dr. Ziegler works at Labor Dr.
Roeck & Kollegen, Lange Str. 65, D-
76530, Baden-Baden, Germany.
Tel.0049 - 171 6361278
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Demonstratingthe
Intracellularityof Borrelia

burgdorferi

by Harold Smith, MD

“ The theory that the organism becomes intracellular within a human has
never been demonstrated.” Leonard Sgal, M.D. in a deposition 8/12/96.

Oftenthefact of intracellularity is
discounted or dismissed by those
whoview borreliosisasasimple,
easily curedinfection. Intracystic
existenceisafundamental conceptin
understanding the persistence of
spirochetal infectionsin humans—
syphilis, leptospirosis, borreliosisand
spirulliuminfections. Thisgoesback
almost ahundred yearsto the
observationsof aDr. Wilbur Winkler
and morerecently to LidaMattman.

Thereisquite abit of Russian and
European literature on the subject of
intracellularity. IntheUS, researchers
interested in chronic Lymedisease
went downthetrail of immune
incompetenceand molecular mimicry
and disregarded awealth of informa-
tion about spirochetes that dovetails
invery well withchronicinfection.
Numerous studies have demonstrated
that Borreliahave the equipment to
invadeintracellularly.

Althoughwelack the Sigal'sexact
definition of “ demonstrated,”
Webster’s Dictionary states that “to
demonstrate” means “to prove or
make clear by reasoning or evidence,
toexplainespecially withmany
examples. Wecantherefore* demon-
strate” that the Lyme organism does
becomeintracellular.

1. Borreliaburgdorferi (Bb)
possesses the capability to penetrate
cell wallsorjunctions. Burgdorfer
showed that borrelia, when faced with
theincoming blood meal, leavesthe
tick gut endothelium by invading the
tick’ sgut wall and spreading viathe
hemolymph to the salivary apparatus.
Linden revealsthat Bb binds human
Page6

plasminogen to surface proteins. (Inf
Immun 1995; Sept: 3491) Whenthisis
converted to plasmin it providesthe
mechanismwhereby Bb can digest
theextracellular matrix and penetrate
cell walls using the host’sown
enzymes. It is obviousthat Bb hasthe
evolutionary practice and the
equipment to penetrate.

2.0Onceintheskin, Bbare
internalizedintodendriticcells, both
blood-borne and originating in the
skin. Figueiraet a disclosed by
electron microscopy of ahuman skin
biopsy that some are located “free
in cytosols and othersarein
phagolysosomes, i.e. somearekilled
andsomearenot. (JImmun 1996;157:
2998-3005)

3. YingMaused humanumbilical
cord endothelial cellsin cultureto
take up Bbintothecell bodies.
Within 24 hours up to 25% of Bb was
internalized. “ Thusthe demonstration
[authors’ emphasis] of Bbwithin
endothelial cells suggests that
intracellular localizationmay bea
potential mechanism by whichthe
organism escapesfromtheimmune
response of the host and contributes
to persistence of the organism during
later stagesof Lymedisease.” (Inf
Immun1991;Feb:671-78)

Thisis how we suspect Bb
invades cellsfirst into the vessel
lining and then into the tissue cells.

4. Dorward et al wrote: “Wefound
that Bb actively attachesto, invades,
andkillshuman B- and T-lympho-
cytes—significantkilling began
within 1 hour of mixing. Theresults

suggest that invasion and lysis of
lymphocytes may constitute previ-
ously unrecognized factorsinLyme
disease.” (ClinInf Dis1997:25 Suppl 1
S:2-8. Invasionand cytopathickilling
of Human Lymphocytes by Spiro-
chetesCausing LymeDisease.)

| think that Dorward’ sdiscovery
of Bb attaching to lymphocyte
surfacesand later releasing with a
lymphocyte coating may beamore
universal pattern of Bb behavior with
other cellsthan those Dorward
portrays--i.e. borreliaenfoldsin
fibrocytes, macrophages, and
synovial cellswithout always
penetrating. Doesthismechanism
then stimul atel ow-grade autoi mmu-
nity asthe host tries to recognize
danger at the sametime co-stimulated
by an attached sequence of self
antigens?

5. Although Bb often is not found
with silver staining, when tissueis
studied by DNA analysis, Bbis
present. Thisis evidence that the Bb
areintracellular and thus not seen
with silver staining but found when
tissue extractsareanalyzed for Bb
DNA. (Priem. AnnRheum Dis1998;
Feb57:118-21. Detectionof Bbby
PCRin synovia membrane, but notin
synovial fluid from patientswith
persistingLymearthritisafter
antibiotictherapy.)

6. Nanagar and Duray used
€l ectronmicroscopy withimmune
featurestolocalizespirochetal
antigenswithin vacuoles of fibro-
blasts and cytophagosomes of
mononuclear cells. They suggest
sites at which spirochetes may elude
host immune response and antibiotic
treatment. (Human Pathol 1996; Oct
27:1025-34)

7.DennisGrabet a provide
fascinating evidence that when
human fibrocytesare cultured with
Bb, the Bb binds deeply into the cell
membraneinacoiling fashionand
thusiscarriedto sitesof injury, while
at the sametime protected from attack
by theimmunesystem. (Molecular
Medicine1999; 5: 46-54)

8. Thisalso may bewhy when
Spring 2000
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humanforeskinfibroblastswere
cultured with Bb and then ceftriaxone
was added, the Bb survived for at
least 14 days of exposure. When
fibroblasts were absent, Bb did not
survive. (Georgiliseta.JID
1992;166:440)

9. Next wehaveisolation of Bb
from biopsy specimenstakenfrom
healthy looking skin of patientswith
Lymeborreliosis(Kuiper.JClin
Microbiol 1994Mar;32:715-20) Six
patients had Bb present from the
healed site of EM up to 6 monthslater
by culture and PCR but not by silver
staining. Intracellularity wouldexplain
this discrepancy.

10. Likewisein PCRreactionfor
detection of Bb DNA inskinlesions
of early andlateLymeborreliosis, von
Stedingk found that over 60% of
these skin biopsies had Bb DNA
whichwerenegativeafter antibiotic
treatment, but staining could not
demonstrateBb.(Eur JClinMicrobiol
Inf DisJan1995;14:1-5)

Wherewerethey?

11. Using el ectron microscopy of
human ECM, Hulinskafound vacu-
olated Langerhanscellsreleasing
debrisof Bbintolymphocyteinfil-
trates. (IntJMedMicrobiol Virol
Parasitol | nfect Dis1994 Jan; 280:349-
59)

12. Againwithelectronmicros-
copy Hulinska showed that Bb
spirochetes were discharged into
human leukocyte’ s cytoplasm but
were not surrounded by phagosomal
membranes.

“This could be one of the possible
mechanismsof persistenceof Bbinthe
hostorganism.” (JSTD 1995;2:82-86)

13. Rittig et al incubated human
peripheral blood monocytes, leuko-
cytes, and synovial macrophages
with Bb. Then, withlight and el ectron
microscopy they found that the cells
took up the spirochetesintracel lularly
withmultipleabnormal patternssuch
asleaky lysosomes, invagination of
largemembraneareasandformation
of giant cellsand clusterswith Bb
inside.

Number 28

“Moreover, these results may
provide new insightsinto the
pathogenesis of other infectious
diseasescharacterized similarly by
microbia persistence.” (JPathol 1994
dul;173(3) 269-82)

14. Aberer et al used precisethree
dimensional video microscopy with
immunohistochemical stainingto
demonstrateall thevariant formsof
Bb. In humans these forms have the
same appearance as those seen in
vitro cultures. AtthesametimeBb are
seenintracellularly inmacrophages
and keratinocytes of theskin. (Amer J
Derm1996;18:571-579)

15. Klempner et al used human
fibroblasts and el ectron microscopy
to show Bb were attached to the cell
surface of fibroblasts after 24 to 48
hoursof incubation but wereelimi-
nated from the cell surface by 5 days
of ceftriaxone. Y et Bbwerestill
cultureviablefrom thelysates of
fibroblastsand foundintracellularly in
theperinucl ear regionwithin human
fibroblasts by laser scanning confocal
Mi Croscopy.

“These observations suggest that
Bb can adhereto, penetrate, and
invade human fibroblastsin organ-
ismsthat remainviable.” (JInfect Dis
1993:167:1074-81)

16. Of coursemicearen’t human,
but they are part of the chain of
evidencefromtick to mousetotick to
human—-so we are allowed to apply
logicinour “demonstration.”

By scanning confocal microscopy
at multipletimesafterinfection,
Malawistaet a clearly demonstrated
Bb spirochetesliving within macroph-
ages.

“Persistence of spirocheteswithin
macrophages provides a possible
pathogenetic mechanismfor chronic
or recurrent Lymediseaseinman.” (J
Immunol 1993 Feb; 150:909-15)

17. Wadstrom found that “ gly-
cosaminoglycan-binding microbial
proteins may mediate adhesion of
microbesto eukaryoticcells, which
may beaprimary mechanismin
mucosal infectionsand are also

involved in secondary effects such as
adhesionto cerebral endotheliain
cerebral malariaortosynovia
membranesin arthritis caused by
Borrelia burgdorferi.” (JMed
Microbiol 1999Mar;48(3):223-33)

Thisarticleprovidesmore
information about how Bb penetrates
cellsby attaching.

18. Girschick et al foundthat Bb
persistinresident joint cellsusing
human synovial cellscomparedto
macrophages.

“Borrelia burgdorferi were found
attached to the cell surface or rolled
into the cell membraneof synovial
cellsanalyzed by transmission
electron and confocal laser scanning
microscopy. I n contrast to macroph-
ages, morphologically intact Bbwere
found in the cytosol of synovial cells
without engulfment by cell membrane
folds or phagosomes. Treatment with
ceftriaxoneeradicated extracel lular Bb
but spirochetes were reisolated after
lysisof the synovial cells. Bb
persisted inside synovial cellsfor at
least 8weeks. (Rheumatol Int
1996;16(3):125-32.)

19. Girschick etal found“Borrelia
burgdorferi downregulates| CAM-1
on human synovial cellsinvitro.”

Downregulationof ICAM-1
surface moleculesresultsin less
adhesion of mononuclear cellsto the
synovia cells and subsequently
suppression of local immuno-
surveillance. ThisenablesBbto
persistinjoint cellsof humansand
partly explainsthemechanism
whereby intracellular Bbinsynovial
cellsblockimmunerecognitioneven
though living within cytosols of the
synovial cells. (Cell AdhesCommun
1999;7(2):73-83))

20. One of the best summaries of
intracellular concernisTheChallenge
of Intracellular Pathogens by
MahmoudinNEIM (March
1992;326;11:761-2) whichoutlinesthe
dangersof intracellular replication.

Andfinally,
21. Roxithromycin: review of its
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antimicrobial activity: “Italso
displays good activity against
atypical pathogens, such as Myco-
bacterium avium, Helicobacter and
Borrelia spp. It penetrates and
accumulateswithin cells, such as
macrophagesand polymorphonuclear
neutrophilswhereit isdistributed
between the cytosol and cellular
granules. Onceinsidethecdlls, itis
active against intracellular pathogens
such aschlamydia... and Borrelia
spp. Likeother macrolides,
roxithromycindisplaysasignificant
post antibioticeffect.” (Bryskieretal.
JAntimicrob Chemother 1998 Mar;41
Suppl B 1-21)

Insummary, thereisample
evidencedemonstratingintracel lular
pathology involving humans and
Borrelia burgdorferi. Scienceisonly
as good as its hypotheses—and it is
timeto hypothesize that acurefor
borreliosisin humans must involve
intracellular eradication.

Theautoimmunity of chronic
borreliosis(molecular mimicry) isitself
evidenceof intracellular location-
when the organism is coated with the
host’s own cell structures (thyroglo-
bulin, myelin, nuclear debris, cardio-
lipin, etc.) and then recognized as
partly microbeand partly self struc-
ture, the basisis set for persistent
immuneattack duetointracellular
location. Thisalso explainsthe
elevated antimyelinantibodies, anti
thyroglobulin, anti DNA, anti
cardiolipinetc. frequently foundin
patientswith chronic Lymedisease.

Borreliaiswell demonstratedto
haveintracellular lifecyclesin
humans and these facts help explain
its pathology and lend direction to
effectingacure. Molecular mimicry is
likely just some of the smoke of the
real cause-i.e. persistent infection—
withmembrane-sharing between
microbeand host cell stimulating
combined antibody attack as one
contributing cause of disease.
Intracystic existenceisareasonable
model to explain much of thepersis-
tence of borreliaand evasion of
antibiotic attack.
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How beliefsystems affect
progressinscientificresearch

by A.J. Lumsdaine

Inan article about Post-Polio
SyndromefromApril 1998 Scientific
American, author Dr. Lauro Hal stead
explained thereasonit took nearly 40
yearsfor the medical profession to
take the suffering of these patients
serioudly.

Hewrote, “ Becausetherewas
littleinmodernmedical literature
about delayed neurological changes
in polio survivors, theinitial response
by many physicians was that the
problemswerenotreal. For atime
they were dealing with acluster of
symptoms that had no name-and
without aname therewas, in essence,
no disease. Having aname—even if
impreciseand misleading asto
causation—at |east confers an element
of credibility.”

WeintheLymecommunity know
that thelatter portion of thisexplana-
tionisan incorrect supposition, a
poor excuse. Thefirst sentence of this
explanationiskey: paraphrased, it
says the when many physicians are
confronted with a problem they do
not know or do not understand, they
assumethat itisnot real.

It would be to the benefit of both
the medical profession and patients
withmany diseases, includingLyme,
if thisvery commonbelief (which
translates into some unfortunate but
very common practices) wereexam-
inedfor itsscientific basis. It would
bebeneficial, at thesametime, to
systematically examinetheconse-
guences of this belief to research and
healthcaredelivery.

Germaninternet
supportgroups

http://www.borreliose.de/forum/
index.html and http://
www.f2.parsimony.net/forum2958/

For example, theabovearticle
mentionsthat there are currently as
many as 250,000 personssuffering
from post-polio syndrome. What
consequence has this systematic
disbelief by themedical profession
had to their health and well-beingin
the40yearstheir problemswere
deemed “not real” ? What conse-
guence has this systematic disbelief
had to the progress of research, to the
search for answers? Doesit, for
example, translateto delaysor biases
intheformulation or interpretation of
scientific studies? What consequence
has this systematic disbelief had to
the accomplishments and reputation
of themedical profession asawhole?
What positive benefit to society or
medicinefromthisdisbelief justifies
these negatives?

Beliefsand behavior that have
such profound and far-reaching
effectsin our society should be
examined. Itwould certainly be
beneficia for personswithLyme
disease, and many other diseases
withnontrivial clinical profiles, if
physicians could see ascientific
review of the effectsof thisbelief
system; it would hopefully lead to
research into and establishment of
better practicesfor physicians
confronted by patients with these
kinds of problems. Just think how this
would have sped up research on
Lyme.

This problem did not just crop up
with Lymedisease. Herculeanpolitical
efforts by patients and their doctors
usually help movethingsaong for
specific disorders, but they have
never changed the belief system that
made such efforts necessary, they
have never prevented the same
suffering for the next group of
patients. Until agenuineeffortis
madeto examinethisbelief system
scientifically, wearestuck withit.
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Mea(non)culpa

by Virginia Sherr, M .D.

Thisisthefirst of Dr. Sherr'sregular columnsfor the Lyme Times. Dr. Sherr
practices psychiatry in the Lyme-endemic state of Pennsylvania. The Lyme
Timeswelcomesreaders' responsesto this, aswell as other articles.

Now that my “index of suspicion”
hasbeenraised, | sometimesl| feel
anguish over missed cases of TBD,
though | know full well | am not
blameworthy. | think of thebewil-
dered manwhom | saw asanintern 40
yearsago. Because of normal labwork
he was accused by his attending of
creating low grade feversby heating
thethermometer onalightbulb.

| recall thechild slowly going
brain dead while | wasinstructed by
my residency supervisors that she
was schizophrenic becauseall her
evaluationswereotherwisenormal.
Morerecently, | recall theeuphoric
bird-watcher whose sexually uninhib-
ited delusional maniaand on-off
paranoid dementiaweremisdiagnosed
as Alzheimers over my protests as
one neurologist after the other
decried the possibility of theLyme
which by then | was ableto recognize
clinically. Hedied, asdid most of the
others.

| think of theyoung girl with
severe Crohns, medicating hersel f
with cocaine and heroin to quell the
pain yet feeding agrowing addiction.
| didn’t know much of theLyme
connection then. Most of all | think
about the anguished family of aman
who | had treated for adepression 10
yearsbefore. They begged me, after a
gruesome event just several years
ago, “Why would he do such athing?
What could make someonelikemy
father commit aheinousact? There
must bean answer!” Now | recall that
hehad excruciatingpaininhis
shoulder which the specialists could
not explain and other symptoms of
TBD asdid all of these patients.

| wonder, should | open this up
Number 28

with any of thesefamilies?How can
I?How can | not? Where does my
responsibility lie? | have no proof and
theworld of expertsisagainst me. On
the other hand, | am the only one who

Beginners’ Pages

has any clue asto what the real
culpritlikelyis.Isitfairfor meto
withholdideasandinformationwhich
may save the sanity of another
generation or two who have found
other reasonsto explain these dire
events, for example, blamingthem-
selves? What do | owe them, what do
| owemyself? Therearelegal aspects
totheseanswers. LikeHamlet, |
hesitate. Perhaps so do all the newly
Lymeliterate, focussing ontheliving
and on thosein need of immediate
help.

It would be good to know there
are other doctors wondering about
these same things.

Lymediseasetestingupdate

Theriskiest seasonfor Lyme
diseaseis springtime, when nymphal
ticks are active. These poppy-seed-
size eight-legged creatures are so tiny
that they are not easily noticed when
they crawl on your skin and pain-
lessly insert their mouthpartsto feed.
They live under hardwood treesin the
leaf litter. Researcherscollect them by
slowly dragging afuzzy piece of white
flannel over theleaves. Y oumay
unintentionally acquirethem by
cleaning up your garden, sitting
under atree, or jumpingjoyfully into
pilesof leaves.

Although Lyme diseaseis often
considered an “East Coast” disease,
scientific studies of ticksin parts of
northern Californiashow that the
density of questing nymphal ticks
infectedwith Lymeiscomparableto
some of the highest densities of
infected nymphal ticksever recorded
in the United States. According to a
study publishedin 1999, the nymphal
tick infection rateinonecommunity
was12% (range4-41%). Theunex-
pectedly high 41%in onelocation
caused the researchers quite a shock.
More studies of the area are under
way to see whether the high levelsare
consistent from year to year or

whether they fluctuate, and to try to
figureout why.

Thistype of basic scientific study
isvery important for Lyme patients,
because diagnosis of any disease
depends upon the level of suspicion
among health care providersthat the
patient has been exposed. In 1996, the
Michigan Lyme Disease Association
funded a study to look for Lyme
diseasein blood samples submitted
by vets. They found significantly
higher levels than those published by
theMichigan Health Department. If a
significantrisk of acquiringLyme
disease exists, and doctors know
about it, then the chancesfor a
correct diagnosis are enhanced.

Some expertsthink that lessthan
half the infected peopledisplay the
classic Lymerash, and thetestsare
inaccurate. Soisit worth even getting
tested? Theanswer is, “Yes.”
Research has come along way in the
past few years, and although many
guestions till remain, the tests can
tell ussomething.

There are a couple of good labs
for Lymetests: |GeneX Laboratories
inPaloAlto(1-800-832-3200) and BBI
inConnecticut (1-800-866-6254). Both
offer testsfor other TBDs (tick borne

Page9



the Lyme Times

diseases), ehrlichiosis and babesiosis,
aswell. |GeneX hasagood website

(www.igenex.com) whichdescribes

their tests and when to use them.
Direct Tests

There aretwo kinds of tests:
indirect and direct. Theindirect tests
are the most common and focus on
the your antibody production. When
infectionoccurs, normal peoplemake
antibodiesto attack the specific germ.
Antibody tests measure this re-
sponse.

Antibodiesto Lymediseaserise
gradualy inthefirst 6-8 weeksof
infection. Testsdone before 6 weeks
arelikely to have anegativeresult.
Even after thistime, someindividuals
do not have antibodiesto Bb in spite
of being infected. Thereistrue
seronegative Lyme, although experts
disagree about how commonitis. No
onereally knowsyet.

Other people may have antibodies
at some point but the production
drops off by thetime of thetest. This
isparticularly truein peoplewho have
coincidentally beentreated with
antibioticsfor another illness. Some
people have such rampant Lyme
infectionthat all their antibodiesare
occupied fighting the germs and are
bound upinimmunecomplexes.

TheEL 1 SA isthemost commonly
used antibody test. Unfortunately, it
isnot very sensitive, and may fail to
detect up to 30% of peoplewith
actual Lymedisease, especially those
with neurologicrather than arthritic
manifestations. The Centersfor
Disease Control and Prevention
(CDC) requiresthistest on all cases
of Lymereportedfor surveillance
purposes, and recommends its use for
clinical diagnosisalso. Somedoctors
wonder why bother with EL1SA when
Western blot is so much more
sensitive and specific.

The Western blot detectsthe
immunesystem’ sreactionto specific
Bb antigens. Thetest report lookslike
abar code on agrocery item. Some of
the proteins are unique to Bb, and if
you have those antigens, thereis
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nothing else it could be besides
Lyme. If thelabreportsreactive
bands (as|GeneX and BBI do), rather
than asimple“ positive” or “nega-
tive,” your doctor can determine
whether you have any Bb-specific
bands. Even if you do not have the
number required by the CDC to report
your case, you might still haveLyme.

Direct Tests

The direct tests are ostensibly the
“gold standard” and there are several
direct testsfor Lyme. The specimento
be tested may be a biopsy of skin
from a suspected Lyme rash, tissue or
fluidfromaninflamedjoint, or spinal
fluid in the case of neurologic disease
(neuroborreliosis).

Thepolymerasechainreaction
(PCR) gained fameinthe OJSimpson
trial. Itisextremely sensitive, being
ableto detect asfew as one or two Bb
inaspecimen. Itisalso highly
specific, sinceit targets unique
features of the organism’sDNA. The
downsideisthat PCR will be negative
if no organismsareinthe specimen. If
this happens, it isimportant to
remember that absence of proof isnot
proof of absence.

| GeneX reportsthe highest
recovery rate on EDTA wholeblood,
cerebrospinal fluid, andjoint fluid.
Their new multiplex PCRisevenmore
sensitive and can be performed on all
typesof samples: EDTA wholeblood,
serum, cerebrospinal fluid, synovial

fluid, urine, breast milk, tissuebiopsy,
andticks.

Bbisaslow-growing organism
and cultureisconsidered expensive
and low yield. Culture at presentis
only donein aresearch setting. A
new test focusing on cyst forms, a
dormant stage of Bb, can reportedly
culture Bb from blood, but thetestis
till very controversial and is not
availablecommercially. Labstryingto
confirm the test hope to publish their
resultsthissummer.

Antigen captur eisanother direct
test. Antigens are proteins displayed
on the surface of germsand are
uniqueto each organism, likea
fingerprint. Laboratorieshave
designed atest to target specific Bb
antigens. They can then determine
whether Bbispresent in aspecimen.
TheLymeUrineAntigen Test
(LUAT) isaproprietary test done
only at |GeneX. Many Lyme-know!-
edgeable doctorsare using LUAT to
confirmtheir diagnosis, sincethe
indirect tests may miss cases.

If your diagnosisisin question,
you may haveto try more than one
test, to find what worksfor you.

Don’t give up too soon because the
answer may bejust around the corner.
Keep informed by using the Internet —
there are a discussion group at
sci.med.diseases.lyme, and several
websites devoted to Lyme disease

(www.lymenet.orgisagood placeto
start).

10. Annual breast exam conducted at
Hooters.

9. Directions to your doctor's office
include “Take a left when you enter
the trailer park.”

8. Tongue depressors taste faintly of
Fudgesicle.

7. Only proctologist in the plan is
“Gus” from Roto-Rooter.

6. Only item listed under Preventive
Care feature of coverage is “an apple
a day.”

5. Your primary care physician is
wearing the pants you gave to

The Top 10 Signs you’ve joined a cheap HMO

Goodwill last month.

4. “Patient responsible for 200% of
out-of-network charges” is not a
typo.

3. The only expense covered 100% is
embalming.

2. With your last HMO, your Viagra
pills didn't come in different colors
with little Ms on them.

and the Number 1 Sign You've Joined
a Cheap HMO...

1. You ask for Viagra. You get a
popsicle stick and duct tape.

Fromthe Internet, source unknown
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NIH Study participantsees MS
reversed by antibiotics

by Ann Richmond

All of my childhood summersand
most of the vacationsin adult life
have been spent in the great out-
doors. In my younger years | spent
ten summers on Nantucket Island,
one summer on Block Island, one
summer in Nova Scotia and three
summersin Jackson Hole Wyoming.
My mother, being the avid biologist
and believer in fresh air for health
young bodies would send us out to
discover the gifts of the land, paying
heed to mosquitos, wasps and snakes.
Tickswould be removed with
tweezers with no thought of disease
besides Rocky Mountain Spotted
Fever. Eachfall, my family would
spend our weekends on the Jersey
shore, surf casting for bluefish and
striped bass. When “wekids” were
not fishing we were playing in the
dunes. These trips as a youngster
took placeduring the 1960s and 1970s
Asan adult | vacationed in the
wildernesswith camping tripsand
fishing expeditions along the eastern
US border. My health asachild was
good except for sinus problems that
seemed to clear up when | becamea
young adult. The sinus problems
would return with avengeancein my
late 20s.

Prior to afishing trip in August
of 1995, | had been on antibiotics off
and on for the last year or two with
terrible sinus problems and flu like
symptoms. Additionally, | had pain
in my musclesthat did not coincide
with any physical strain. | would see
doctorsfor these complaints, never
connecting any of these symptoms.
At thistimeinmy lifel had a
promising career at the Chubb Group
of Insurance Companies as an
Underwriting Analyst, your basic
project manager. | was on the fast
Number 28

track and the world was my oyster.
On the fishing trip in August, 1995,
in Vermont | was bitten by avariety
of bugsincluding spiders, black fly,
deer fly, mosguitos, and who knows
what else. Within afew days| had to
gototheemergency roominalocal
hospital because | could not move my
neck, my lymph glandswereswollen
and | felt exhausted. The doctor
prescribed 10 days of oral antibiotics
and sent me on my way. And so it
began...

After | returned home my sinuses
became severely infected. | went to
the doctor for antibiotics constantly.
Every timel went off theoral antibiot-
icsthe sinusinfection would return
with oneor two more additional
symptomsuntil | knew therewas
something elsevery, very wrong. |
saw an ENT who thought sinus
surgery would help. So | didit. | felt
great for about 4 weeks after the
surgery, and then | had arapid
declinein my condition. | went back
to the ENT and he suggested a
neurol ogist.

Meanwhile my job was beginning
to suffer. | could not remember
things, dates, meetings, phone calls.
| had difficulty speaking, stuttering
and forgetting words. | was getting
confused in meetings when more
then one person spoke. | had to lay
my head on my desk at 11am every
day because | could no longer
support my neck because of the pain.
The headaches were blinding. The
dizziness was uncontrollable.

Stress and depression?

In April of 1996 | was off to the
first neurologist. He told me that |
was under stress and could be
depressed. | insisted on an MRI of

my brain. He hesitated and then
agreed. Much to his surprise brain
lesions were evident on the MRI
results. He then told me that it could
be amyriad of diseasessuchasMS
and Lupus. | asked about Lyme
disease and he said that my blood
work was negative. In my ignorance
of the early years| accepted his
answer, but found a new neurologist
and anew primary care doctor.

In May | was off to the new and
improved neurologist. He ordered
another brain MRI and performed a
spinal tap. Now | had enhancing
brain lesions and my spinal fluid
showed 3 oligoclonal bands, an
elevated white blood cell (WBC)
count of 14 and a high normal
protein level. The neurologist was
now leaning towards MS and sent me
to one of the best neurologistsin the
country for a second opinion. The
second opinion consisted of a
possible MS diagnosis and a sugges-
tion for a second spinal tap. This
doctor was concerned about the
elevated WBC count, and sowas|.

The second LP [lumbar puncture
= gpinal tap] was performed and the
WBC count was now up to 25. | had
asked the neurologist about aLyme
test with the spinal fluid on both LPS.
Thefirst LP hedid not draw enough
fluid and the second L P there was
contamination so aL ymetest on my
spinal fluidwasnever performed.

OK diagnosistime...

The new and improved neurolo-
gist said | had MS. | said, “What
about the WBC count, isn’t that a
sign of infection?” Maybe, he said,
and that was it. | got a prescription
for Avonex, an MSdrug, and given
instructions on how to give myself
weekly inter muscular injections. |
had asked this doctor, “Why do | feel
better when on antibiotics?’ He said,
“It'sacoincidence.”

| went home and felt sorry for
myself. | was on the verge of losing
my job, my self respect, my ability to
walk, think, speak clearly. It was not
getting any better with the Avonex. |
now walked with a cane and slept at
Pagell
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least 12 hoursaday. The company |
worked for was more than under-
standing. They allowed me to work
two days from home and three days
in the office. Most of my peersin the
office were supportive, along with
management. | wastruly blessed in
that sense.

| pulled myself up by my boot-
straps and began doing research in
into MS and anything else my
symptomsresembled. My primary
care doctor supported my research,
but was in agreement with the
neurologist. | figured if | had MS|
had to find a cure within 6 months
because | had too much too do. OK,
it was alittle ambitious. So the
search began...

| went to the library, got on the
Internet, learned how to read my lab
reports and used my skills as an
analyst. My conclusion was that |
had an infection, didn’t know what,
but that iswhat it was. | read a
posting by awoman in Ohio who had
the same symptoms, brain lesions
etc. She had Lyme disease. | wrote
her an email. She put mein touch
with awoman in New Jersey, my
home state, who could help. This
wonderful woman, | will call her
Martha B., saved my life. Martha put
me in touch with Dr. Liegner, in
Armonk NY.

Finally, a Lyme specialist

| had my first appointment with
Dr. Liegner in late August of 1997.
After spending 2 1/2 hours with Dr.
Liegner | had hope. He listened to
me, took all lab reports and MRI’sto
do hisanalysis. Dr. Liegner also
drew blood to send to various highly
regarded laboratories. He did not
diagnosis me within those 2 1/2
hours. We had to wait for the blood
work and his opinion after reviewing
my records. Well, my lab work from
Stony Brook can back with a positive
Lymetest which met all CDC
regquirements for a positive test. |
took these resultsto my primary
doctor who reran the blood work at
Stony Brook. Once again, it was
positive.
Pagel2

Upon my second visit Dr. Liegner
diagnosed mewith Lyme disease
with chronic meningoencephaltis and
suggested that | see Dr. Coyle, awell
regarded M S specialist at Stony
Brook, for a second opinion. He also
suggested that | apply for entry into
the National Institutes of Health
(NIH) Collaborative Study of
ChronicNeuroborreliosis. | madean
appointment with Dr. Coyle and
filled in my application for the NIH
study. Dr. Coyl€'s conclusion about
my casewas, “My best bet would be
that thisis a person in whom Lyme
exposure brought out an occult MS
but | cannot absolutely rule out alate
Lyme encephalomyelitisand clearly
she does warrant antibiotic treat-
ment.” Additionally, Dr. Coyle
thought | would be an excellent
candidate for the NIH Study.

| am accepted into NIH study

With the blessings of Dr. Liegner
and Dr. Coyle, two positive Lyme
tests from Stony Brook and some
additional pleading from my pri-
mary, | wasfinally accepted into the
study. | removed myself for theMS
drug Avonex, and went to the NIH.
Finally, after two years of searching |
thought it was finally over. A
diagnosis, entrance into a prestigious
study and antibiotics. | was on the
road to recovery. My six week plan
was down the tubes, but now | could
get on with my life.

The nature of my participation
under the Chronic Lyme disease
Study at the NIH isto characterize
the natural history of the disease.
The NIH tested me with lumbar
punctures, MRIs, blood work,
hearing and vision tests. Although
the Lyme blood tests performed at
the NIH and the New England
Medical Center were negative by
CDC standards, specific bands
present in Lyme did appear on my
tests. Also my WBC count in my
spinal fluid remained at a high of 25.

Once the evaluation was com-
pleted at the NIH, my primary, in
concert with Dr. Liegner, placed me
on IV Penicillin for three months.

During the time on the IV antibiotics
the insurance company that | had at
the time, Cigna, twice threatened to
pull me off of treatment, as| had the
textbook amount given of 30 days.
With much pleading from my
primary, and the promise that |
would have a spinal tap at the six
and twelfth week the insurance
company allowed meto stay on1V.

The first spinal tap at the six
week mark showed a declinein my
WBC count from 25 to 5, which was
thefirst time in two years at a high
normal. | remained on the IV for
another six weeks. Thenext WBC
count at the end of treatment was
now down to 1. | was then placed on
oral antibiotics as maintenance
throughout the next year. | returned
to the NIH for periodic check-ups.
Slowly, but surely my WBC count
began to increase again, however, |
had no new brain lesions.

Tothepresent...

Within ayear after the end my IV
penicillin treatment, my WBC count
was at 30 and | had a new brain
lesion. At this point | would not
accept no for an answer with IV
treatment. The oral antibiotics may
have slowed the progression of the
disease but had not stopped it. | was
placed on IV Primaxen, one gram
every 8 hours. As | write this story |
have two more weeks of |1V treatment
to go. Within the first six weeks of
this treatment my WBC count was
down from 30to 7. Also, my active
brain lesion is gone. The NIH offers
no explanation for its disappearance.
It could have gone away by itself or
the antibiotics could have helped. My
answer is, “1 am not the only onein
the study where an active enhancing
lesion has disappeared with IV
antibiotic treatment. Secondly, why
didn't any of my other lesions go
away by themselves? The scar tissue
remains.”

My opinion of the NIH study

There is no other study in this
country where such awide variety of
tests are performed on chronic Lyme
patients. However, | am tired of the
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NIH standing on the sidelines
watching some of the patients decline
due to their inability to get ample IV
antibiotic treatment. Proving
persistent infection should be the
NIH priority, not disproving its
existence. Additionally, why do |
have to beg treatment from an
insurance company when | have been
seen my some of the best doctorsin
the world who agree that | respond to
IV antibiotic treatment?

The chief investigator of the
study is Dr. Adriana Marques. | have
great faith in her ability to make
scientifically based conclusionsasa
scientist, physician and caring
human being. However, | do fear that
the NIH may beforced to listen to
those who do not have the patients
best interests in mind.

Being a guinea pig

| do not know what the future
holds for my health. After thislatest
round of IV antibiotics | have chosen
to stop taking al antibioticsto seeif
and when the infection will rear its
ugly head. | will be evaluated at the
NIH every six weeks with spinal taps
and MRIs. | do hope that the
infection isentirely eradicated from
my body. But my experience suggests
that it will just be a matter of time
before the WBC count in my spina
fluid starts to head up again and a
new brain lesion appears. If | do not
go off the antibiotics, how will |
prove that persistent infection exists?
If | don’'t, who will? | have great
faith in my doctors now. They will
watch me carefully aswe try this new
experiment. Hopefully wewill all
learn something and maybe make it
easier for the next patient down the
road to finally get the treatment they
deserve.

My greatest fear isthat the
doctors who treat the disease will no
longer be able to, with the witch hunt
that is now happening within the
medical community, where licenses
are removed for treating a patient
with a chronic illness, where
treatment protocols for a neurol ogical
disorder are created and dictated by a
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rheumatol ogist.

With the treatment | have had, |
have improved both physically and
mentally. | no longer walk with a
cane and | have improved strength in
muscles. | know | need additional 1V
treatment and will receive it some-
where down the road. In conclusion,
my personal life has been greatly
affected by thisdisease. | am cur-
rently going through a divorce and

dealing with theloss of acareer. | find
that humor, thelove of friendsand
family and adeterminationtofight for
what you believe has given methe
strength to go on with my lifeand
createnew dreams.

Ms. Richmond's physician, Dr.
Liegner, was the recipient of the
1999 LDRC Distinguished Physician
Award.

Diagnosismeansreliefmaybe
comingtoOregonpatient

by Rebecca Merritt

For the first timein along time,
Tom Norrisis dreaming of playing a
round of golf with his family—
without a golf cart. The Bend
[Oregon] man, who is dependent on
awheelchair, was recently diagnosed
with Lyme disease after nine years of
being told he had multiple sclerosis.
Gerald Simons, a physician assistant
for Dr. Joseph Burrascano’s officein
New York, said Norris has chronic
Lyme, in addition to a co-infection
called Ehrlichiosis—similar to Rocky
Mountain Fever— and a virus that
may have been triggered by Lyme
disease. The New York clinicis
prescribing treatment for Norris.

“It’ s probably been in his system
for many years,” Simonssaid. “It's
exciting that we' re able to pinpoint
these things.”

Most peoplewouldn’t be excited
to hear they have Lyme disease,
which has numerous symptoms,
including joint pain, heart palpita-
tions and facial paralysis and can
lead to crippling arthritis if left
untreated. The disease is an infection
caused by abacteriacalled Borrelia
burgdorferi and is transmitted by
deer ticks. But for Norris, this
diagnosis was along time coming.
This means he can take antibiotics
that may improve his condition.
Simons said there is no clear re-

search to say how much hewill
improve, but “We' ve seen people
have some pretty incredible results.”

When Norris was told he had
MS, which is an inflammatory
disease of the central nervous system,
there was not much hope for treat-
ment. Now there is the possibility
that his body may recover. And, he
hopes, maybe he can walk someday.

“It'sabig relief,” said Norris, at
work at his desk at Pearson Mortgage
Services. “It’ slike coming out of the
desert into this big pool of water.
Thereis hope.”

Under the guidance of the New
York clinic and Dr. Ron Rosen in
Bend, Norrisis beginning to take
oral antibiotics. After about a month
of oral medication, he could begin
taking the drugs intravenously,
depending on how his body responds
to the oral medication. Heaso is
visiting a physical therapist to help
hisrecovery.

Norris's case, which was featured
in The Bulletin in September, isone
worth following. On alocal level,
Norrisis awell-known figure in the
community. A lifelong resident of
Bend who married his high school
girlfriend, he can always be spotted
at Mountain View High School
sporting events cheering on his two
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children. Thebasebal| community
rallied behind him and raised money
to send him to the specialist.

On alarger level, his case cals
attention to a surprisingly emotional
and political debate about Lyme
disease. The medical community is
divided about how to diagnose and
treat Lyme, according to Rita
Stanley, director of the Northwest
Lyme Disease Support Network in
Portland, who operates aresource
center at Good Samaritan Hospital.
Onefaction claimsLymediseaseis
overdiagnosed and overtreated, while
another insists that the disease is
underdiagnosed and undertreated.
Some doctorsclaim it would be easy
to confuse MSwith Lyme disease,
while others argue that an MS
diagnosisis not taken lightly and it is
rare to mix the two. Norris, whose
brother also was diagnosed with M S,
has found himself in the middle of a
highly controversial issue. The
situation is so intense that some
people claim thereis aperceived
witch hunt for doctors who challenge
the traditional methods of treating
LymeDisease, Stanley said. “He's
flying in the face of convention
here,” Stanley said.

The 41-year-old man recalls
being bit by atick during an outing
near Bend nine years ago, and he
believes his symptoms better match
the description of Lyme than MS.
But he said he had a hard time
finding someone who would believe
him about the possibility of Lyme. He
said doctors told him hewas in
denial about hisMS diagnosis. Lyme
diseaseisrare here. In fact, no cases
of the disease were reported to the
Deschutes County Health Depart-
ment last year. The ticks that carry
the disease are known to survive
better in warmer, more humid
climates. A recent study showed that
virtually none of the ticks here carry
Lyme. The disease is more common
on the East Coast. In Oregon, it's
more likely to be found in the valley
or at the coast.

But Norris, who has researched
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the disease on the Internet and at the
library, was determined enough to
visit the specialist in New York. An
initial urine test showed high levels
of Lyme, but many members of the
medical community doubt the
reliability of that test, according to a
spokesman at the American Lyme
Disease Foundation. To be sure, the
New Y ork clinic ordered a series of
tests, including several blood tests, a
spinal tap and SPECT scanto help
make the diagnosis. Simons said the
clinic wanted to look at the possibil-
ity of anumber of diseases.

“You can't have anarrow focus
and look just for Lyme,” Simons
said. “He really got the run over.”

Norris had not undergone a
spinal test when he was diagnosed
with MS. He said doctors recom-
mended it but at that point he was
upset and didn’t want to go through
with it unless he could get tested for
Lyme, too. Simons said the spinal tap
indicated the presence of Lyme
disease. |n addition, the SPECT scan,
which is a nuclear brain scan,
showed a high presence of the
disease. The report from the radiolo-
gist said it looked like what he sees
with Lyme patients, Simons said.
The test also showed the presence of
Ehrlichiosis, the disease similar to
Rocky Mountain Fever that may have
been transmitted from the same tick
that gave him Lyme. However, a
blood test came out negative for the
disease and another blood test was
equivocal.

When diagnosing Lyme, Simons
said it's important that physicians
pay close attention to symptoms and
patient history because the tests
available are not completely accurate
and it’ s possible to have false
negatives or false positives. They see
all the signs and symptoms with
Norris, he said.

But thisis another area of
disagreement. Dr. Michael Caldwell,
health commissioner for Dutchess
County, New Y ork, who sees many
Lyme patients, said earlier that it's
rare to have false negatives but it’s

common to havefalse positives.
Simons said heis pleased with the
Center for Disease Control’s decision
recommendation about diagnosing
Lyme, telling doctorsto look at the
patient 's history and symptoms
before taking into account the blood
tests. He believesthisis apositive
step forward in treating the disease.
“Y ou need to listen to the patients
and hear them out,” Simons said.

Although Norris has the diagno-
sis he was hoping for, things aren’t
going to be easy. He expectsto feel
worse before he gets better and the
improvements will be gradual. “It'sa
long road ahead,” he said. Stanley,
who counsels many Lyme Disease
patients and has suffered from the
disease for six years, said Norris
faces many challenges, both political
and physical. On the political side,
Stanley said many people will
continue to doubt whether Norris has
Lyme. Also, it istough for some
patients to receive the medication for
aslong asthey need it.

“As he goes through treatment, a
lot of peoplewill just say, ‘Y ou have
MS. Giveit up,’” shesaid. There's
also the challenge of getting insur-
ance companies to cover the treat-
ment, Stanley said. Norrissaid heis
in discussions with his insurance
company to seeif it will cover the
treatment. He expects his medical
bills to run between $30,000 and
$60,000. Also, Stanley said the
treatment will be frustrating for him
because it may be awhile before he
sees significant improvement. For
most patients, there is areaction to
the antibiotics that can cause patients
to feel worse for awhile. But Norris
said he’ s determined to follow
through with this. He'll do whatever
it takes. “It feelsgood to at least
know there's some hope,” he said. “If
| haveto, I'll goto Mexico and get
my treatment.”

Reprinted by permission from
The Bulletin; Sunday, Oct 24, 1999.
The web site for the Bulletinis: http:/
fwww.bendbulletin.com.
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Helpful sourcesof medical
Informationforlaypeople

by Anthony Peranio

In response to several questions
raised by users of the Internet
newsgroup sci.med.diseases.lyme,
hereis aselected list of medical
referencesthat I, a 12-year sufferer of
Lyme Disease (LD), havefound
affordable and useful. It is meant for
use by laypersons and does not
include overly technical material.
Note that the material does not just
apply narrowly to Lyme disease, but
isintended to cover information from
awide spectrum of medical science
which is often sorely required by LD
sufferers.

Thereferences

1) The Merck Manual of Diagno-
sis and Therapy, 17th Edition, 1999,
cost: about $35, also availableonline
at www.merck.com. Althoughthishas
beenwrittenwiththemedical practi-
tionerinmind, don’ t beintimidated.
Using some of the other references
given below, you should be ableto
‘tranglate’ themedical jargonto
conceptswe simple mortal sunder-
stand. If you don’t buy any other
book thisyear, buy the 17th ed., 1999,
Merck Manual. ItisaMUST! Inour
family we have used thismanual since
its9th Editionin 1956.

Do NOT confuse thisvolume
with Merck’s Manual of Medical
Information - akind of ‘Medicine for
Dummies’ book, with its 1st Merck
edition, 1997. The information on
LD inthis second Merck ‘Manual’ is
5 or more years old; already too
outdated for us to use and rely upon.
Besides, it doesn’t get into the nitty-
gritty details of what is accepted by
the medical community and what
still needs more research to establish
adequate LD treatment.

Tracing LymeDiseaseover the
Number 28

years, wefind that in the 15th ed. of
1987 emphasis was almost entirely
upon the *arthritic’ symptoms, and
prescribed short courses of antibiot-
ics. But, it was acknowledged that
“...optimal treatment for later
neurological problemsisnot yet
clear.” Five years after this, 1992,
16th ed., we find many more serious
symptoms of LD written up, and that
some of the antibiotic regimensare
being prescribed “for at least 21
days.” The later generation antibiot-
ics areincluded along with the
‘classic’ mainstays, and, simple
aspirin is prescribed for pain relief.
(For chronic sufferers of LD knee
arthritis, they speak of surgery!)

Merck owns up to the chronic
and persistent nature of LD, report-
ing “...late findings [several symp-
toms] occurring years after onset.”
The recommended Merck, 1999
edition, covers 4 pageson Lyme
Disease (LymeBorreliosis). The
major symptoms are now categorized
and expanded, thereis considerable
material about testing, differential
diagnosis, and treatment. They even
add a paragraph that qualifies
Vaccines; “In adult populations
examined so far, they (the vaccines)
APPEAR to be effective.” (Emphasis
added.)

In this latest Merck section on
LD three aspects are of particular
interest to LD sufferers: (a) The
Lymebull’seyeisnoted asthe
“hallmark and best clinical indicator
and developsin about 75% of
patients.” (b) Symptoms can occur in
days, weeks, months, and even years
after being bitten; and continue, and
may not beamenableto treatment. ()
InaTableonp.1192isaTableof
Recommendations(qualifiedas

guidelines) for antibiotictreatment.

Finally,itisacknowledgedthat:
“There are no controlled trials of
therapy longer than 4 weeks for any
manifestation of Lyme disease.”

It appears to me that using the
material in this Merck article (plus
the recommendations in the Table) a
medical practitioner should logically
be able to extend indefinitely almost
any antibiotic protocol decided upon.
However, sinceresearch results are
lacking, long, extended treatment
with antibiotics may yet proveto be
harmful.

2) The Signet, MOSBY Medical
Encyclopedia, rev. ed. 1996, isa
must at about $9.

3) Nursing 2000 Drug Hand-
book, Springhouse Corp. Cost $35.
(MOSBY also publishes a similar
book) Excellent for COMPLETE
details on new drugs, applications,
administration, and adverse reactions
with nursing considerations.

4) Helpful will beanillustrated
Anatomy book for laypersons that
you can understand. Several choices
exist, browse through them. Each
may cost about $40 or so.

5) “Mosby’sMedical, Nursing, &
Allied Health DICTIONARY.” 5th
ed. 1998. Costs about $50. A well-
recommended, illustrated, giant
(easy-to-read) volume.

6) James A. Duke, Ph.D., THE
GREEN PHARMACY, 1997, costs
under $8. Thisisa GEM of a book |
just discovered. It isaMUST for
everyone, especially thoseinterested
in herbal treatments. I’ ve learned to
make wonderful teas, drinks, and
foods. The herbs may not cure Lyme,
but they sure make life morelivable.

The author, and | believe his
wife, haveLymedisease, and Dr.
Duke devotes a section to herbs to
supplement treatment of LD. He
concentrates on herbs and spices that
can be purchased inexpensively at
any supermarket or health food store.

The above 6 items are a start. For
general information and background,
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history, economics, culture of
medicine and diseases see the latest
COLUMBIA ENCY CLOPEDIA (5th
ed., 1985) Thiscostsabout $60 and in
my opinioniswell worthit since
everyonein thefamily will benefit by
its presence and use. (You need a
stand for this volume, or a dedicated
table.)

Also, theEncartaEncyclopedia
(Microsofton2 CD’s) isgreat for
computer users with late model
machines (after 1998) having plenty of
RAM and storage on hard disk. It's
amazingwhat medical and other
associated information you can get
out of thisdigital encyclopedia. Itis
also great for any youngsters going to
school and college and ol d-timers
writing their memoirs. Cost about
$30, less with mail-in rebate.

If you're reluctant or skeptical
about ordering these things via

Internet, any bookstorewill gladly
order. Although a‘child of the
computer age’ I’ ve given up ordering
anything by computer for the
duration! A few bad experiences,
plus somehow, | like the idea of
thumbing through the books,
BEFORE | buy them. | do pay by
cash, personal check, or credit card. |
still prefer the old idea of looking
into the face of another human at the
time | purchase anything.

The above references and
occasional deeper ones, plusthe
interesting communication in our
newsgroup have kept me from going
bonkers during prolonged LD
suffering and flares! Have fun!

Anthony Peranio, a Lyme disease
patient, lives in the mountains of
North Carolina. He may be reached
by email at anaton@earthlink.net.

Consumersshouldusethe
Vaccine Adverse Event
Reporting System (VAERS)

The Center for Biologics Evalua-
tion and Research of the Federal
Drug Administration is interested in
any adverse reaction consumers
experience after receiving avaccine.
This applies to the newly approved
LY MErixvaccinefor Lymedisease. It
isimportant for peoplewho have
experienced adverse reactionsto
vaccines to take advantage of this
reporting system so that statistics on
vaccine safety can be compiled at the
federal level.

The Vaccine Adverse Event
Reporting System (VAERS) accepts
reports from the public of any
unusual event which occurred after a
vaccination was given. In order to
collect all information that may be of
value, thereis no restriction on the
time lapse between the vaccination
and the start of the event, or between
the event and the time the report is
made.
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“Our main concern isidentifying
events which affect you and your
family,” saysthe VAERS website.

Thereisatoll-free VAERS
information line 1-800-822-7967 to
obtain copies of VAERS forms or to
receive assistance fromaVAERS
staff member in filling out the
VAERS form. Other servicesinclude
general information on VAERS,
information about vaccines from a
health care professional and mailed

Lyme Humor

Doctor: You have MS.

Patient: If | have MS, why do | feel
better when | am on antibiotics?

Doctor: It's a coincidence.

Patient: Isn’t 10 years a little long
for a coincidence?

Thanks to A. Richmond

copies of the Reportable Events
Table.

The VAERS report form has been
designed to facilitate and standardize
the process of reporting adverse
eventsfollowing vaccination to
VAERS. The report form consists of
asingle sheet, pre-addressed,
postage-paid form for entering
pertinent information, including a
narrative description of the adverse
event. Directions for completing the
form are on the back of theform and
shouldbefollowed carefully. Con-
sumers are encouraged to obtain the
assistance of their health care
provider in completing the form. For
asample copy of the VAERS report
form, see the last page of the 1997
Physician’s Desk Reference (PDR) or
page 28 of the 1997 Red Book
(Report of the Committee on Infec-
tious Diseases of the American
Academy of Pediatrics, 24th Edi-
tion).

For peoplewho are online, acopy
of the VAERS form in PDF format
may be downloaded from the VAERS
website. Photocopies of the PDR
form may also be used.

Reporting by Health Professionals

Additional information about the
Reportable Events Table (RET) and
the Vaccine Injury Table (VIT) can
be obtained from the National
Vaccine Injury Compensation
Program (NVICP).

In addition to the adverse events
covered by the Reportable Events
Table, the Vaccine Adverse Event
Reporting System (VAERS) accepts
all reports of suspected adverse
events, in all age groups, after the
administration of any U.S. licensed
vaccine. Reportswhichinvolve a
serious event, which involve a
positive rechallenge, or which
involve reactions not included in the
product labeling are of particular
interest in identifying events with
impact on the public health.

Information in this article was
taken from the VAERS website at
vaer s@cber.fda.gov.
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Flagy

| may be effective

against cell-wall deficient
form of spirochete

by James D. Hajicek

Some patients have begun to take
Flagyl for Lyme disease because of
recent research suggesting that it
may kill the cyst form of the Bb
spirochete.

Many spirochete expertsbelieve
that the Bb spirochetes can exist in
two forms: “serpents’ and “cysts’.
The " serpents’ —or classic form—
have thelong, thin, corkscrew shape
whichisusually associated with
spirochetes, and they can move
around. The cystsare much smaller;
they may be round or comma-shaped;
and they appear to beinert. Thetwo
forms are said to change back and
forth, from oneforminto the other.

Some scientists also think that the
spirochete can double and quadruple
inside of the cyst, forming what are
called“granules’. Each granulethen
grows and developsinto the classic
helical form.

Peoplearecommonly callingthis
second form of spirochetea*cyst,”
which is easy to say and to write, but
has the disadvantage of being aword
which is already overused in medi-
cinewith other meanings. Some
people use the words “granules,”
“gemmae,” and“ cysts” interchange-
ably. Morescientifically accurate
expressionsare “spheroplast,” or “L-
form” after theLister Institutein
London wherethey werefirst studied.

In the simplest version of this
theory, the cyst does not reproduce,
but the spirochete granules inside of
the cyst can divide. Microbiologist
LidaMattman, author of the book
Sealth Bacteria, has slides which
suggest that classic spirochetes were
forminginsidealarge spheroplastic
form. However, research hassug-
gested that the cysts can reproduce
ontheir own, growing and dividing
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whileremainingentirely inthecyst
form. If thisweretrue, thecystform
would beavariant form of spirochete,
resemblingthemycoplasmabacteria.
Themycoplasmasarecell-wall
deficient bacteria, usually considered
tobeintermediateincomplexity
between the regular bacteriaand the
Viruses.

In any case, according to the
theory, the cyst form is produced
when the spirochete is confronted
with a hostile environment. This
hostile environment might be
antibodies produced by the host
immune system to the outer-surface
proteins, or it might be the presence
of antibiotics. Theclassicformthen
changesinto a cyst as an emergency
survival measure, because the cysts
arethenrelatively safefrom attack by
the antibodies or by the antibiotic.

It is has been suggested that the
existence of the spirochete cystsin
the human body is the reason for the
lack of effectivenessin treating Lyme
disease with antibiotics. The hypoth-
esisisthat the antibiotics normally
kill only theclassicform, or perhaps
causes them to change into cysts.
Antibiotics must invade the bacteria’ s
proteinmetabolismtokill. A dormant
cyst with no active ribosome protein
synthesis would be unaffected by
antibiotics. Then when theantibiotic
isno longer being taken by the
patient, the cysts change back to the
classic form. They continueto
multiply, and the patient hasa
relapse.

The cyst form of spirochete has
been reported in medical papers since
at least 1911, whenresearchers
describedrelapsingfever borrelia.

The existence of such forms should
not beasurprise, sinceitiswell-
known that other bacteria adopt other

formsin order to survive adverse
conditions, particularly cell-wall-
inhibiting antimicrobial agents.

Not every medical expert agrees
with this spirochete theory, and some
entirely deny the existence of the cyst
form. Onereason for such aview may
be that the spirochete that causes
syphilis, Treponema pallidum, has
al so been claimed by someresearch-
ersto haveacyst form. If thisistrue,
itwould seem likely that syphilisis
not so completely curedwith penicil-
linasiscommonly claimed by the
medical authorities. Itwouldindeed
be an embarrassing devel opment for
themif they had to admit this.

WhatisFlagyl?

“Hagyl” isatrade name for the
generic drug “metronidazole’.
Metronidazoleisrelatively inexpen-
sive, and isfrequently used in
underdeveloped countries dueto its
low cost. It is effective against most
anaerobic bacteria and also against
some of the protozoa.

The reason for the recent patient
interest in metronidazole in the
treatment of Lyme disease is that this
antibiotic iseffectivein laboratory
tests against the cyst form of the Bb
spirochete. Other antibiotics have
virtually no effect on the cysts, and
killing the cystsaswell asthe classic
formispresumed to be an essential
part of achieving acurefor Bb
infection. Metronidazoleisless
effective against theclassic form, and
it may be necessary to combine
metronidazolewith another antibiotic
inorder to kill bothformsof the
spirochete. However, if apatient has
an adequate immune response against
the classic form, using only metron-
idazoleto kill the cystsmight be
sufficient. All of thisisstill experimen-
tal.

Thename*“Fagyl” isapparently
derived from the word “flagella’.
Flagella are the small whiplike
projections which are used by
spirochetes, protozoa, and other
motilemicrobesto propel themselves.
However, possession of flagelladoes
not appear to be the feature essential
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inmaking themicrobesvulnerableto
metronidazol e. Rather, theplaceof
attack seemsto be in the anaerobic
metabolism of the susceptible
microbes.

Metronidazole also penetratesthe
tissueswell. Asaruleof thumb, a
largecomplex moleculehasamore
difficulttimein passing through
various membranesin the body, such
astheblood-brain-barrier. Sincethe
problem with getting enough antibi-
otic into secluded portions of the
body iscritical for acure, itis
interesting to note that metronidazole
seemsto have the lowest molecular
weight of any of the antibiotics.
Penicillinisused in avariety of
different forms, which vary from 356
to over 900 in molecular weight.
Tetracyclineis444. Doxycyclineis
462. In comparison, metronidazole is
asimple molecule with amolecular
weight of only 171.

The trade name “Flagyl” is
owned by the Searle company.
Metronidazole which is sold under
this name is significantly more
expensive than the generic brands.
However, Flagyl isacoated tablet,
and some patients have had less
problem with an unpleasant metallic
taste when taking Flagyl than with
the generic, uncoated brands.

A Searle company web page for
Flagyl is http://
www.searl eheal thnet.com/pi/
flagyl.html. Here you will find 10 or
11 pages of information about Flagyl,
its usage and its side effects. For
example, there is awarning about
this drug having been shown to be
carcinogenic in mice and rats at a
very high dosage. Therelative safety
and effectiveness of thisantibiotic
will haveto be evaluated by the
physician who prescribesit. It should
be noted that other antibiotics also
have various warnings about their
use.

When alcohal is taken together
with Flagyl, there are some horrible
side effects. Some patients have
reported that they have had no
trouble using amouthwash which
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contains alcohol, but others cannot
tolerate even thismuch al cohol while
taking Flagy!.

Antibioticsmay helprheumatoid
arthritis

Rheumatologists are divided
among themselves as to merit of
using antibiotics for rheumatoid
arthritis. The more conservative
group believes only in using antiin-
flammatory drugs like steroids to
reduce inflammation. The more
progressive group believes that
arthritis has an infectious cause, and
that antibiotics can be effectivein
treating this disorder.

The main problem with claiming
that the Bb spirochete is the cause of
the usual kind of rheumatic arthritis,
is that the arthritis patients do not
seem to test positive any more
frequently to Bb than the normal
population does. Another problemis
that if Lyme disease were the cause,
one would expect a strong geographi-
cal association with the incidence of
arthritis. Frankly, in most casesit is
easier to put the blame on some still
unknown microbe, than it is attribute
this disease to the Bb spirochete.

In general, the physicians who
prescribe antibiotics for arthritis do
not claim to know the nature of the
microbe which causes the disease
they are treating. However it appears
that most of the rheumatology people
who use antibiotics believe that they
are treating mycoplasmainfections.
If they give any consideration to
Lyme disease or to spirochetesas a
possible cause, they do not seem to
admit it.

However, it is possible that
another spirochete speciesisin-
volved, of which there are many. For
example, over 20 different speciesof
Treponema have beenidentified in
different people with gum disease. In
fact, spirochetes are said to be
common in the mouth and other
placesin the body. In the mouth they
hide in the pockets around the teeth,
out of the air and out of the blood.
They can be a cofactor in the more
serioustype of gingivitis, formerly

called trench mouth, the kind that
causes people to lose their teeth.
Other species of bacteriaaso play a
role.

The point here is that given the
scarcity of knowledge about proper
treatment for Lyme disease, clues
should be taken from whatever
source possible. Sinceantibiotics
have been used for many years by
some physicians in treating arthritis,
what has been learned here may also
be of benefit for the Lyme disease
patient.

Roleof mycoplasmas

Mycoplasmas are simple organ-
isms which cannot survive on their
own without a host cell to provide
many of the necessary metabolic
substances. They are small compared
to ahuman cell, and many of these
can be attached to a single human
cell. They can even live inside of the
human cells, hiding from both the
physicians and from the immune
system.

Mycoplasmainfectionsarewell-
known. For example, theMycoplasma
pneumoniae organismisrecognized
asthe cause of “walking pneumonia’.

It has long been believed that
mycoplasmas can cause arthritisin
animals. Thefirst strains of myco-
plasma were found in animals with
arthritisover 100 yearsago. For this
reason it is reasonable to suppose
that human arthritis also has a
mycoplasma cause. Thisisnot a new
theory, as mycoplasmaswerefirst
found in the diseased tissue of a
rheumatoid patient in 1939.

In light of these facts, those
rheumatol ogists who refuse to even
try antibiotics of some kind for the
various rheumatic diseases seem to
bereadly stodgy.

Information about mycoplasmas
can be found many places on the
Internet. Thefollowing sites espe-
cially discuss the possible connection
with arthritis:

* http://arthritis.tqgn.com/health/
arthritis/library/weekly/aa072998.htm
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—Antibiotic Treatment for Rheuma-
toid Arthritis

« http://www.hitter.net/users/
hwecmri/mycol.htm—TheMyco-
plasmaCause of Arthritis

* http://www.hitter.net/users/
hwcmri/patients.htm—TheFacts:
What Patients Should Know!

TheArthritisTrust

Here are some excerpts from
another source. “The Arthritis Trust”
is an association of physicians who
believe in using antibioticsto treat
rheumatic diseases.

If you start at the following
Internet page, you will be asked to
register with your name and address.
Thiswill give you access to the entire
site.

http://telalink.net/~taf

The Arthritis Trust aka The
Rheumatoid Disease Foundation

Thefollowing consists of some
extracts from two of the associated
pages. Thefirst of theseis especially
interesting because it implies that
metronidazoleis used routinely by
physicians to treat arthritis. It is
listed NUMBER ONE. This does not
seem to be anew procedure. Doxycy-
clineisnot even on thelist.

http://www.telalink.net/~taf/7-
ways.htm—TheRheumatoid Disease
Foundation

WaystoEaseArthritisPain

Inthe United States, the most
frequently usedfirst-trial oral medi-
cine(tablet or capsule), for Rheuma-
toid Disease(RD) isMetronidazole. It
islisted inthe Physician’s Desk
Reference asbeing FDA approved for
marketing and human use. Itiseasily
available by prescriptionandis
relatively well known. Itsusehas
resultedinalargenumber of remis-
siong/cures. It istaken with alopu-
rinol or furazolidoneduring thefirst
week to ten days, respectively.

Metronidazoleisusedintrave-
nously frequently for bacterial
infections, especially when the
patient has been hospitalized. But
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thereisno evidencethat metronida-
zole when used intravenously has
any effect on halting RD, but it has
been reported to temporarily knock
out inflammation that showsitself as
swelling and heat.

The following page claims that
rheumatoid arthritis can be cured. It
takes about 36 pages of printer paper
to print the entire Internet page.

http://www.telalink.net/~taf/
rdtreatm.htm

Arthritics' Primary Treatment
Protocol

The recommended protocol is
metronidazole, and they claim an
“improvement” rate of over 80%, and
support their claimsin part with
studies which were published 12
years previous. Thisarticleis
copyright in 1988 and in 1996, o |
cannot accurately place that date, but
it seemsthat Flagyl has been used for
arthritis for along time. One
interesting aspect of their protocol is
the pulsing which they recommend.
For example, they suggest a pattern
of 2 days on antibiotics, and then 5
days off.

Thereismuch supplemental
information and recommendations
here about the use of Flagyl, so this
information should also be useful for
peopletaking it for Lyme disease.
Some of thisinformation istechnical.
These people recommend against
taking steroids while using their
treatment protocol. They a so discuss
the Herxheimer reaction which is
said to occur with their protocol, and
which can be quite severe.

Personal story isinconclusive on
benefits of Flagyl

I myself have not taken Flagyl,
and | am not personally recommend-
ing it. So far | have not read very
much on the Lyme newsgroup from
people who claim to have been cured
with Flagyl. On the other hand, |
have read too much about “Herxes
fromHell.”

Hereis some feedback from one
person who has been taking Flagy!

for Lymedisease, whichl aminclud-
ing with the permission of the author.

This person had been disabled for
ten years by exhaustion, daily sleep
attacks, severe muscle pain, chronic
headaches, and confusion. There had
been a diagnosis of Chronic Fatigue
Syndrome, but then Lymetestswere
taken which produced a positive
ELISA and an equivocal Western
Blot. Thisultimately led to a decision
to try the Flagyl.

It was found that the Herxheimer
reactions were severe, even horrible.
The information in the above internet
site of “The Arthritis Trust” was
described asfollows;

“ ... awebsite that had an exact,
blow-by-blow description of what |
am going through on Flagyl. It was
just amazing to read this doctor’s
description of Jarisch-Herxheimers
he's seen after giving Flagyl for
arthritis to many people. Everything
he talked about has happened to me,
and until | read this, | was actually
thinking there was something wrong
because I’ m so up and down.

“ ... Hesaid temporary memory
lossis common, | sure hope he'sright
that it’ stemporary ...

“ ... Also experience burning
painsin tissue that has never been
painful before, and other strange
things that | couldn’t believe he
wrote about. ..."

Later:

“ 1 amstill taking Flagyl, 4Xs
daily, for a total of 1000mg. daily.
Every six hours. It's a hassle, ...

“Thisisalso a small dose, |
know, but it did make me seriously
sick for the first month, so | figured
it must be effective enough. ...

“ Anyway, the Flagyl has made
me feel quite a bit better in certain
respects, though I’ m not symptom-
free, and it is still a very up and
down thing. ...”

Later:
“ ... Dueto Flagyl, | believe, | am
greatly improved ...
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“ ... amnot absolutely symptom-
free, ...

“| discontinued Flagyl after 3
1/2 months, because | decided | was
having symptoms of possible liver
trouble (nausea, fatigue, liver
tenderness,). ...

“ .. I will givemy liver at least
one month to rest; it already isno
longer tender, I’ ve been off Flagyl
for about a week. ...”

Three weeks later:

“ | went back on it because |
started feeling even worse when |
was off it.

“ Flagyl basically got me back to
a semblance of a life. Thisinforma-
tion might help to encourage
someone to tough out the Flagyl
treatment, it isn't very pleasant.”

Later:

“ | am now taking 1500 mg ... |
now wish | hadn’t quit, and also wish
| had taken 1500 from the beginning,
since the 1500 doesn’t seem any
harder to tolerate.”

M ost recently:

“The problemisthat certain
things are definitely better, but with
this chronic infection, | know that |
have extreme fluctuations constantly,
in almost every symptom.

“ ... Brain fog and dizziness/
vertigo are much less disabling than
they were before Flagyl. ... When |
am taking Flagyl, my gastrointesti-
nal problems are basically gone.”

All of this may sound better than
wasintended, because in summary no
solid claim could be madethat the
Flagyl wasreason for theimprove-
ment.

After an entire year since starting
thisantibiotic, itisimpossibleto
determine whether or not any of the
improvement is due to the treatment,
or due to a spontaneous recovery.
Moreover, acomplete cure has not
beenyet achieved.

James Hajicek may be reached
online at <hajicek@execpc.com>.
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Online shopping canhelpLyme
Disease Resource Center

by Carolyn Cramoy

Asyou al know, the goals of
Lyme disease advocacy and educa-
tion, and fund-raising for Lyme
disease research are always on my
mind. | have found away to help
further these goals which | think may
be of interest to you. | have signed up
for iGive.com and have designated
the Lyme Disease Resource Center as
my designated charity. Take alook
by using the link below and think
about joining me. We will whip this
diseasetogether.

I’m supporting Lyme Disease
Resource Center just by shopping
online for brand-name merchandise
from over 100 well-known mer-
chants. And I’m getting free gift
certificates and more by being an
iGivemember.

Howitworks

1. Become aMember (it's FREE,
private and easy)

2. Choose a Cause (see below)

3. Shop (we'll leavethat up to
you, but iGiveisgiving $10 to Lyme
Disease Resource Center when you
do)

4. Raise money every day (up to
15% of each purchase)

5. GetInvolvedwiththeir Six
Degreesof Donation (just likeme)

Shop for just about anything.
Books, CDs, computers, flowers,
clothing, groceries, software, office
supplies, electronics, toys, gifts,
posters, you name it. Up to 15% of
each purchase goesto aworthy
cause. Y our donation may also be
tax-deductible.

They have great mer chants

And just in case you're thinking,
“Oh yeah, who wants to buy some-
thing from Never-heard-of-it.com,”
here are just afew of their mer-
chants: CdNow, Reel.com, J.Crew,

Sharper Image, Whole Foods,
Beyond.com, American Greetings,
PlanetRx, Dell Computers.

$10 for your cause—the $800,000
challenge

If you make your first purchase at
the iGive Mall within 45 days of
joining, iGive will donate an extra
$10.00to Lyme Disease Resource
Center or another worthy cause of
your choice. Be sureto read complete
details at the site once you join.

Join now!

If you usethis clever link below
(ugly asit may be), you can register
withLymeDisease Resource Center
already selected asthe cause you will
support. At any time, you can select
another causefromalist of over 5,400
orlissYOUROWN favorite.

http://mww.iGive.com/html/
s5.cfm2cid=8504& mid=113934

Moreincentive

*GIFT BASKET fromtheir
merchants worth hundreds of dollars
in discounts and offers

*EXCELLENTPRICESand
exclusivemember offersfromour
merchants

*VIRTUAL KARMA from
supporting a cause that’s personally
meaningful

* SHOPPER SBONUSforclicking
around the site

*SIXDEGREESOFDONATION
helps your cause even more when
you tell your friends

| hope to see you soon!

P.S.iGive.com would like you to
know that al the causes at iGive
have been listed by membersfor their
own and others benefit. They don’t
endorse the cause, and the cause
doesn’t endorsethem. But | DO! So,
¢ 'mon, click onthat link above.
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Review

“Ira Maurer — The Lyme Disease Lawyer —
on Legal Issues of Lyme Disease”

From Dolly Curtis Presents. Released 1999; 60 minutes duration, $35 plus

shipping; 15% Discount for Lyme Disease Support Group Leaders.

by Lee Lull

Towatch this Dolly Curtisvideo
of “IraMaurer, LymeLawyer” isto
becomeacquainted with Irahimself.

A very warm and personablelra
reveals how heinadvertently, and
reluctantly, first becameinvolved with
litigationfor railroad workerswho had
contracted Lyme, and then how both
heand membersof hisfamily,
including hisdog, cameto know
Lymeonamore persona level. He
explainshow he became*“the Lyme
Lawyer,” with two-thirdsof his
practice consisting of Lyme-related
issues.

Although Ira does go into some
detail concerning ERISA, perhapsthe
most important aspect of this easy-to-
watch video isthat it highlightsthe
major problemsfacing Lyme patients
and their doctors. It'sawakeup call
to those of us who have not yet been
touched by insurance company
denials and who still have doctors
ableand willing to continuetreatment
aslong asweneed it. It'sfrightening
to hear of an insurance company
terminatingadoctor’ sparticipation
when that doctor has close to 1000
familiesafflictedwith Lymedisease
depending upon him. And positively
Orwellian to hear of doctorswho have
had their practicesrestricted or are
constantly investigated and harassed
because they’ rewilling to treat Lyme
patients.

Ira suggests two things that need
doing: More doctors must be edu-
cated about the diagnosis and
treatment of Lyme Disease (overcom-
ing the conservative forces), and
insurance companies must be induced
to provide coverage beyond some
arbitrary point that hasno clinical
relevance.
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Irafeelsthe only way thiswill
happen isto hit them hard whereit
hurts. Thismeanslitigationfor a
DRAMATIC punitivedamageaward.

Oneisleft with thefeeling that
what we need areafew morelra
Maurers to help us win the battle of
Lyme

Thisvideo and other Dolly Curtis
interviews can be obtained by
contacting:

Dolly CurtislInterviews, 35Flat
Rock Rd, Easton, CT 06612-1703
Tel/Fax 203-372-4511, onthelnternet
at www.dollycurtisinterviews.com.

Lymepinsraise
awarenessand
benefitresearch

Limegreen—orisitLymegreen?
Ribbon pins(madeof metal) are
availablefor a$5.00donationwhich
will begiventothe EvansMedical
Foundation—Lyme Unitin Boston,
Massachusetts. Send payment with
your name and address to: Jessica
Craven, 6 TakomaCircle, North
Reading, MA 01864.

Actualsize, linch

Freeemail serviceoffersadvice
ondisabilityissues

DISINISSUESisanemail distribu-
tion list designed to exchange
information and advice about the
process of applying for, appealing,
and renewing disability insurance
fromprivatelong-termdisability
insurersandthe U.S. Social Security
Administration. Peoplecan sign up
ontheDISINISSUESwebsiteand
discussionswill automatically be
emailedtotheir homecomputers.

Because the authors of the
DISINISSUESwebsitehavethe
disease CFIDS/M.E. (chronicfatigue
syndrome, chronic fatigue and
immunedysfunction syndrome, or
Myal gic Encephalomyélitis), the
websitetendsto emphasizeinforma-
tion of help to people with those and
similar disorders. Inadditionto
CFIDS/M.E., thesitecan beof
particular help to those who suffer
fromFibromyalgia, MultipleSclerosis,

L upus, and other neuro-immunol ogi-
cal disorders. It provides helpful
informationto peoplewithLyme
diseaseaswell.

The page currently focuses on the
United Stateslegal andwelfare
systems.

All of theseillnesses can impact
severely the cognitive abilities of the
person affected. Thecomplexity, red
tape, and endlessformsrequired of
the disability insurance system (both
public and private) placesaspecial
burden on those who are so disabled
by these diseases that they can no
longer work their way through the
mazeal one. Subscribingto
DISINISSUEScanhelp.

For moreinformation about the
freeOnlineDISINISSUESIistserv go
totheURL http://www.cfids-me.org/
disinissues/list.html.
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ConcernsnewlyapprovedLyme
vaccine cancausearthritis

by Ridgely Ochs

Lymediseasevaccinationsledto
298 reports of adverse reactions last
year, thefirst year the vaccine was on
the market, according to reportsto the
Food and Drug Administration
obtained by Newsday under the
Freedom of Information Act. Of those,
about 10 percent reported symptoms
of chronicarthritis, which some
doctors and scientists fear could be a
potential side effect of thevaccine.
Thetheoretical possibility of the
vaccine' s prompting such an autoim-
mune response, in which the body
attacks its own tissue, was known to
the scientists, drug makers and the
FDA beforethevaccinewas ap-
proved, although it isnot included in
thewarninglabel.

“1’m stunned. Looking at these
data, I’ m highly concerned by the
number of the reactions and the
severity of thereactions,” said Karen
V anderhoof-Forschner, chairwoman
of the board of directors of the
nonprofit Lyme Disease Foundation
inHartford. VVanderhoof-Forschner
testifiedinMay, 1998, beforethe FDA
advisory panel urging the vaccine's
approval by the FDA. “Thisisa
voluntary reporting system, so thisis
probably thetip of theiceberg. How
is the public supposed to evaluate
this data?’

Most of the other eventsre-
ported—avery small number of the
600,000 peoplewho took thevaccine
initsfirst year—appear tobeallergic
reactions, some quite severe, or
failures of the vaccineto work. About
one-third of the patientswho had a
reaction ended up in the emergency
room.

BoththeFDA and SmithKline
Beecham Pharmaceuti cal sof Philadel-
phia, maker of thevaccinemarketed
asLYMErix, say that thereportsof
adverse events don't raise any red
flags.
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An FDA spokeswoman, Lenore
Gelb said the reports are not proof the
adverse events were caused by the
vaccine. “If we do have concerns, we
make an effort to changethelabeling
toreflect that ... Thereisno effort to
changethelabel,” shesaid. She
declinedto comment further.

DennisParenti, group director of
adult vaccinesfor SmithKline
Beecham, said 600,000 peoplegot the
vaccinein 1999, after it wasapproved
inDecember, 1998; 20,000 morehad
participated intrialstestingit, and
thereisno evidence of anincreasein
arthritisbecause of it.

“We'vesliceditand dicedit and
every way looked at it and repeated
some tests, and we and the FDA
found there was no association,”
Parenti said.

But several lawsuits, including a
class action suit in Pennsylvania,
havebeenfiled against SmithKline
Beechamallegingthevaccinecan
cause arthritisin some people. The
suit chargesthat the drug-maker
failed to warn doctors and the public
that LY MErix exposespeopleof a
certain genetic type—20to 30 percent
of the population—"to therisk of a
chronic, degenerativeandincurable
autoimmunediseasewhichismuch
greater than the risk posed to these
individualsby anordinary Lyme-
carriertick bite.”

The suit wants the company to
relabel itsvaccine, warnthepublic
and tell doctorsto screen for those
who might be susceptibleto a
reaction. And it wants the drug
manufacturer to create atrust fund to
pay for blood tests for those who
already have had the vaccineto seeif
they areat risk.

“Thereisalot of smoke here, and
underneathwebelievethereisafire.
Thisisachancefor SmithKline

Beecham to do the right thing and do
itearly ontheirliability,” said Albert
Brooksof Sheller, Lugwig & Bader of
Philadel phia, whichfiled thesuit.

A New Jersey minister, Zelma
Johnson, is also in the process of
filing alawsuit against the drug
company alleging that the vaccine
caused her arthritis.

IraMaurer,aWhitePlainslawyer
representing Johnson as well as three
otherswhowereintheclinical trias
for thevaccine, said, “Y ou go under
the assumption that side effectswill
be the typical aches and pains, but
when you look at these reports [of
adverseevents], many arefar more
serious.”

All drugs have potential side
effects that may not show up until
used in alarge population. What is
unusual about this vaccineis that the
chief researcher, the drug company,
the FDA advisory panel that recom-
mended its approval and the FDA
knew beforehand there wasthe
theoretical possihility thisone could
leadtoarthritis.

The question, some say, is
whether the risks of the vaccine's
side effects outweigh the potential
benefits.

“1 wouldn't takethevaccine,” said
Ronald Schell, aLymedisease
researcher fromthe University of
Wisconsin. “1 recognizethat’sa
prejudice based on my animal
research.” Herecently published a
study that found hamsters injected
withthevaccineweremorelikely to
get arthritis.

“1 want peopleto be aware; they
should know of the potential [to
cause arthritis]. Right now, there’ sa
lack of choice,” said Dr. Charlene
DiMarco, anemerging-diseases
specialistinEggHarbor, N.J., who
has served as a consultant in the
classaction suit. DiMarco believes
people who carry agene that may
predispose them to an autoimmune
response should be warned before
getting the vaccine.

Thevaccineworksby stimulating
Spring 2000



Publication of the Lyme Disease Resour ce Center

theimmune system to produce
antibodies to a protein found on the
outer surface of the bacterium B.
burgdorferi, which causesLyme
disease.

But the lead researcher for the
SmithKlinevaccine, Dr. Allen Steere
of New England Medical Centerin
Boston, knew—and indeed published
the fact six months beforethe vaccine
was approved—that a part of that
outer-surfaceprotein, called OspA,
has the potential of inducing a
“cross-reaction” with ahuman protein
(hLFA-1) inabout 20-30 percent of
the popul ation (those people who
havetheHLA-DR4 gene). Cross-
reacting meansthat in these people,
the body’ simmune system could
attack thehuman protein, thinking it
waspart of aninvading bacterium.
Some expertsthink it isthis part of the
bacterium that induces so-called
Lymearthritis, whichresembles
rheumatoid arthritis.

Steere’ s study, published in the
journal ScienceinJuly, 1998, wasa
test tube study, not proof it could
occur in humans. But it has added
fuel to concern about the possihility.

Init, three groups of four to seven
hamsterseach weregiven different
doses of aLyme vaccine suspended
inaluminumhydroxide. Thevaccine
wasnotLYMErix butwasvery similar
toit. Seven otherswereinjected with
acommercialy availablecanine
version of the vaccine. A group of
nonvaccinated hamsters and a group
injectedwithjust aluminumhydroxide
were comparison groups.

All werethen infected with the
Lymebacteria.

All the vaccinated hamsters
developed “ severe destructive Lyme
arthritis;” in somegroups 100 percent
of the vaccinated hamsterswere
afflicted. By comparison, noneof the
unvaccinated hamsters devel oped
higher than normal levelsof arthritis
typical of hamsterswithLyme
disease.

The study, published last month
inthejournal Infectionand Immunity,

Number 28

has caused astir among Lyme
experts. Infact, Schell initially refused
to discussthe article, saying it was
“too political.” But heand his
colleagues state unequivocally in the
study:

“Recently the Food and Drug
Administration approved the use of
OspA for vaccination of humans
despiteindirect evidence and
concerns that OspA is associated
with arthritis. Inthis study, we
present direct evidence that vaccina-
tion ... can induce severe destructive

The vaccine maker
denies the evidence,
but lawyers think
where there's smoke,
there'sfire.

arthritisinhamstersafter challenge
withtheLymeborreliosisspirochete.”
Schell says his study does not prove
thevaccine caninduce arthritisin
people, but “it raisestheflag, and |
amconcerned.”

While Schell wasreluctant to
discuss his findings, others were
quick toassail them. Dr. Neal Halsey,
director of Johns Hopkins
University’ sinstituteof Vaccine
Safety, questioned the study’s
relevance, saying that hamstersare
prone to develop arthritis and that the
vaccineusedwasnot LY MErix.

Schell countered that hamstersare
not particularly proneto arthritis.
“There' sno evidence of that in the
literature,” he said. And he said he
avoidedusing LY MErix inthestudy
“for political reasons.” Hisown
formulation wasdifferent by “one
aminoacid.”

But Halsey and others said that
animal studiesare not assignificant
astheresultsof clinical trialsin
humans. Halsey was head of the data
monitoring and safety board for the
SmithKlinevaccinetrials.

Inthat trial of 10,936 peoplebegun
in1995, most sideeffectswereminor,
and only about 1 percent of those
vaccinated and 1 percent of thosein
the placebo group devel oped arthritis,
Halsey said. A trial of 10,3050f a
similar vaccinemadeby Pasteur
Merieux Connaught of Swiftwater,
Pa.—never brought for FDA ap-
proval—showed similar resuilts.

“No way would | have gone on to
the pediatric studiesif | had seen
anything in the study to show there
wereworries,” hesaid.

Members of the FDA' s advisory
panel also said the data they saw
showed no pattern of serious side
effectsintheclinical trial vaccine.

“The advisory panel was aware of
thetheoretical risk of thisvaccine
causing autoimmunity. A careful
evaluation of study patients did not
reveal any problems, but the panel
recommended thevaccinebemoni-
tored post-approval to seeif anything
occurred asgreater numberswere
vaccinated,” said panel member
Raymond Dattwyler, director of the
Lyme disease research center at the
StateUniversity of New Y ork at Stony
Brook.

“Regarding cross-reactivity, we
wereall very aware, and welooked at
itvery carefully,” said Kathryn
Edwards, avaccinologist at
Vanderbilt University in Nashville
and apanel member. “ | think wetake
the very best datawe can; we think
about it very seriously ... No one has
acrystal ball.”

Dr. Leonard Sigal, chief investi-
gator for the Connaught vaccine
trial, said there were no untoward
side effectsin his study. “ Cross-
reactivity wasn’t seenin the
Connaught trial under very con-
trolled conditions.”

But there were signsthat some
participantsfelt they were having bad
reactions.

Before the vaccine was approved,
at least four lawsuitswerefiled by
people who had participated in the
vaccinetrials— highly unusual since
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participants sign informed consents.
Threewerefiled against Connaught;
the other wasfiled against
SmithKline. Intwo of the Connaught
suitsand the SmithKline case, the
participants said they had had
debilitatingarthritic-likeproblems.
One case was settled for an undis-
closed amount, another dropped and
two are pending, said Maurer, the
lawyer in those suits.

And others who have experience
with thevaccine sinceitsapproval are
sureit has done them more harm than
good, regardless of theclinical
studies.

An East Northport woman who
did not want to be identified decided
to have her son, 16, get the vaccine
after the repeated urging of his
doctor. He had been diagnosed with
LymediseaseinJanuary, 1998. Now
shethinksit has made hisknee swell,
sidelining the promising track star at a
timewhen collegesarelooking to
offer athletic scholarships.

“Had | known then what | know
now, | never would havelet him have
it,” themother said.

Reprinted by permission fromthe
March 9, 2000 Newsday. Newsday
website is at www.newsday.com.

Vaccine lawsuit from page 1

disease to become active.

According to areport in the
February issue of the journal Infec-
tionand Immunity (2000;68:658-663),
hamstersinocul ated with OspA (outer
surface protein A), aprotein foundin
the Lyme disease vaccine, develop
severe destructive arthritisif they are
later exposed to the organism that
causes Lyme disease. The researchers
say their findings provide “ direct
evidence that OspA can induce
arthritis’ and insist that the vaccine
must be modified to eliminate poten-
tial sideeffects. New England Medical
Center rheumatologist andLyme
expert Allen Steere, MD, whowas
part of the vaccine research team, has
previously admitted his concerns
about inocul ating people with OspA.

Sheller, Ludwig & Badey attorney
Albert Brooks said that the lawsuit is
unusual in that it wasinstigated by a
group of New Jersey doctors upset
by what they considered unethical
promotional practicesby SKB. The
blatant scare tactics and lack of
mention of possiblerisksin the
vigorous SKB ad campaign encour-
aged the public to demand the
vaccinefromtheir doctors, they claim.

Theallegationthat SKB knew
beforehand of possible complications
in people with the HLA factor, but did
not inform doctors, is serious.
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Thelawsuit will concentrateon
public health issuesrather than claims
forinjuries, athoughthefirmisalso
acceptingclaimsfromindividuals
which will be prosecuted separately.
Theclassaction, if successful, will
require SmithKlineBeechamtoinform
doctors of the importance of testing
patientsfor the HLA factor, aswell as
to screen for asymptomatic and early
Lymedisease. Itwill require SKB to
monitor peoplefor side effectsfrom
the vaccine and to reimburse people
who thought they were receiving
long-term protection by having the
vaccine. The vaccineis probably only
effectivefor ashort time, and periodic
boosters will likely be necessary to
maintain antibody levels high enough
to provide protection.

Thelaw firmisalso encouraging
people who experience problemsto
file adverse event reports with the
FDA.

Sheller, Ludwig & Badeyis
receiving calls at therate of 2-3 aday
from individualswho report “very
serious’ side effects to the vaccine.
People who have suffered disabling
symptoms after receiving the vaccine,
including those who were part of the
original clinical trials, should call toll-
free1-800-883-2299. Thelawfirm's
websiteat http://www.sheller.com
contains a copy of thelegal complaint
filed against SmithKlineBeecham.

lllinois
Attorney
Generalsues
clinicand
medicallab

GensysMedical Facility and
Laboratory of Aurora, lllinois, popular
with some Lyme disease doctors and
patients for testing services, has been
sued by IllinoisAttorney General
Ryan. InNovember, Ryan charged
LifeCareSystems,L.L.C.,GenSys,
Inc. (LifeCare’ sassociated|ab),
Stephen Wechter and John Peterson
withviolatingthelllinoisConsumer
Fraud and Deceptive Business
Practices Act. He accused them of
making gross misrepresentations and
promising to cure consumers suffer-
ing from devastating diseases such as
multiplesclerosis, lupus, amyotrophic
lateral sclerosis(LouGehrig's
Disease), aswell asLymedisease.

“We are dleging that these
defendants preyed on vulnerable
consumers,” Ryansaidina
PRNewswirereport, “ sellingthem
false hope of a cure and cheating
them out of thousands of dollarsfor
ineffective and sometimes dangerous
treatment.”

The suit alleges that Wechter and
Peterson told patients that they could
cureor improvetheir conditions
within six monthsto two years. In
addition, the defendants claimed to
have cured 50 percent to 75 percent of
their patients. Seven patientsfiled
affidavitswith Ryan’ sofficedetailing
gross misrepresentations made by
defendants and hundreds of dollars
spent on blood tests, antibiotics, and
other treatments.

In August, the U.S. Department of
Health and Human Services sus-
pended the defendants’ l1ab from
operation. LifeCareSystemsremained
open and the defendants are appeal -
ing the shutdown of the lab.
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ActionAlert

Lobbyistasksfor patientinput
IncampaigntodefendLyme

specialists

by Monica Miller

Thisletter from FAIM lobbyist Monica Miller was sent to people who have
been participating in the campaign to help Lyme specialists fight charges of

overdiagnosis and overtreatment.

Dear supporters of patients
rights:

So many letters have been
received in Albany that one senator
reports astack over afoot high. In
addition, many meetings have been
held at the capitol and in various
district offices. | wishto consolidate
thefeedback we havereceived to
date. | need your help.

If you have received aletter back
from alawmaker could you please
faxittomeat 518-758-7967, or snail
mail to: FAIM, PO Box 410
Kinderhook, NY attn: Monica Miller

If you havereceived any email
reply, pleaseforward that to me at
Monica@Heal htlobby.com.

If youhavemet withaNew Y ork
lawmaker, please inform me of who
and when (that should include
autumn visits) and the gist of their
reaction.

Lastly, if you have permission,
please advise me of the physiciansin
your states (outside New Y ork) who
have been investigated or charged for
improper care of tickborneillness.
Please include approximate time
period.

All 14 of my meetingshave been
positive, at least asfar as showing
sensitivity and concern for the issue,
except for one. Sofar, thelegidative
leadership istaking cautious yet
progressive steps in our defense.
They are asking alot of good
guestions of us (and of the Office of
Professional Medical Conduct
(OPMC), asthey should. Weare
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compiling the documents and data
that answer them.

Our organizational meetings
(LymePAC/FAIM) are happening
regularly —over two a month. Our
progressis considerable, yet we are
only at the beginning of this. At the
end of February | will assessthe
feedback to thisemail and report to
youall further.

Check the FAIM websitefor
updates: www.faim.org/lymefight.htm.

Patientsare
urgedtowrite
tolawmakers

by Cheryl Orlowski and Ellen
L ubarsky

Many of you have asked for an
update on what you could be doing to
help the efforts here in New Y ork
regarding the investigations of
physicianstreating Lyme disease.
Below you will find the up-to-date
suggestions. These requests are for
everyone, no matter whereyou live.
Thank you for your efforts thusfar.
We must keep the pressure on so that
the OPMC changes its procedures.
Thiswill ultimately help not only
today’ sLyme patients, but future
Lyme patients and sufferers of other
illnesses as well. Those patients
could be yourself or peoplein your
family. Thank you again for your
continued interest and effort.

Continued on next page

Foundation protectsfreedomof
choiceinhealthcare

The Foundation for the Advance-
ment of Innovative Medicine (FAIM)
has been instrumental in lobbying
Congress on behalf of Lyme disease
specialists who are being investigated
and disciplined by state medical
boards. Lyme patients are being
encouraged to join FAIM to support
thiseffort.

Since 1986, FAIM has been at
work protecting freedom of choicein
healthcare. Onehighlight of their

SupportourLLMDs

Support the
lobbying effort by
joining FAIM today!

work was the successful passage of
theAlternativeMedical PracticeAct,
which gives physicians wider options
to use non-conventional treatments.
FAIM provides research and consult-
ing service to state health freedom
campaignsin 18 states. FAIM
follows closely the changes in health
legislation across the country,
advising practitioners and consumers
of the possible effects and facilitating
challenges to changing and existing
legislation.

Membersreceivelnnovation, a
quarterly newsletter, and are in-
formed about lectures given by
participating FAIM practitioners. For
information, write to FAIM, 485
Kinderkamack Rd, 2™ floor, Oradell,
NJ 07649, or call 201-634-3246,
email faim@fcc.net.
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History

InDecember, Dr. Ansel Marks,
Executive Secretary of the Office of
Professional Medical conduct, in
response to the investigations of
Lyme treating physicians, wrote that
2-3 weeks of antibioticsis adequate
to cure Lyme. Thisletter makesit
clear that the OPMC considers the
prescribing of more than 2-3 weeks
of antibioticsto be medical miscon-
duct. They areinvestigating AND
CHARGING doctorswho violate this
extremely biased and unscientific
standard of care. Their methods,
which allow an investigation based
on unsubstantiated complaints and
force doctorsinto an investigation
without knowing the charges against
them, are inherently unfair. They can
view patient records without the
consent of the patient. Charges
unrelated to the original complaint
can be added at any time during the
investigation. The result of these
actionsisthat doctors are forced to
limit their care out of fear of being
investigated. Thus the Department of
Health, in the body of the OPMC, is
limiting the treatment of Lyme
patients to 2-3 weeks.

Letterstolegislators

Below isalist of legislatorsto be
writing to. Some have just been
added to the list, some were on
previouslists. Evenif you have
written to some of them already,
which | know most of you have, itis
time to write again and follow-up.
Don't worry if you can’t remember
what you wrote in the first letter, or
even if youwrote. Dr. Joseph
Burrascano, one Lyme treating
physician who has hel ped thousands
of patients and is currently being
charged, has asked that we now focus
on the way the OPMC operates. He
writes:

“Currently, when they receivea
complaint, that allows them accessto
MD’s (and YOUR) charts. Then,
they are free to go after the doctor for
anything they find- evenif it has
nothing to do with the original
charge, whichisalwayskept secret.
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Thisis one example of the lack of
due process inherent in the OPMC
system. Why are physiciansin New

Y ork exempt from their constitu-
tional rights? What | am suggesting
we al do isto write again to the
Governor and senators and assembly-
men in New Y ork to have them
change thisimmediately. What is
most pressing right now is to restrict
the scope of OPMC investigation and
penalties to only the original allega-
tion, and not have free reign to be
able to trump up new charges
whenever they want to attack an
individual physician.”

What is most important from the

“Thank you
everyone for your
work so far. Please
keep it up, we are
only in the beginning
stages and need to
make it clear we are
not going away.”

LYME-PAC member
Cheryl Orlowski

grass roots is to bring passion to the
issues. Itisyour lettersthat WILL
overcome the resistance of |awmak-
ers. Your letters are extremely
important. If you can, get your
friends and family to write as well.

Y our letters should include any or
all of thefollowing: 1. Your story; 2.
Y our objection to the investigation
procedure (discussed above); 3. Y our
objection to the DOH limiting
treatment to 2-3 weeks; 4. Y our
struggles with insurance companies
over treatment coverage; 5. The
details of having one doctor dismiss
adiagnosis or treatment followed by
positive lab confirmation with
another doctor.

If your letter includes#3 and/or
#4, (insurance issues and/or diagno-
sis/treatment denial by a physician)
please send a copy of your letter to
FAIM (Foundation for the Advance-
ment of Innovative Medicine) at the
following address:

FAIM PO Box 410 Kinderhook,
NY attn: Monica Miller FAX:
518.758.7967 or email
Monica@healthlobby.com

Y ou can also write to other
senators and assemblymen through-
out the state, whomever you choose.
Write to your own representatives,
either in New Y ork or out of state.
New Y ork lawmakers are found
online at: http://
www.assembly.state.ny.us/ http://
www.senate.state.ny.us/.

Those out of state: http://
www.ncsl.org/public/sitesleg.htm

Y ou may also call the League of
Women Voters: (202) 429-1965
National (518) 465-4162 in NY or
check the front of your local phone
book

Lettersto Editors

“Lettersto the editor are impos-
sibleto overuse. We clip them and
circulate them through the office like
gossip sheets of what's going on. The
press represents an overall buzz in
the community.” -Congressional
Aide

We must create that buzz!

Please continue to write | etters to
the editors of various newspapers and
magazines. Some addresses are
found below. Y our letter may get
published, but regardlessit will put
the pressure on for the paper to do a
full story. Y our letters should be
unique for each paper. Only Dr.
Burrascano--no other doctors-- has
given permission for his name to go
to the press.

Y ou can also distribute the Press
Releasebelow (on page 29).

Meetingswith L egislators
We still need peopleto be
meeting with their legislators. | have
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made several requestsfor peoplein
New Y ork (especially Nassau, but
anywherein the state is good) to
contact me about this, and no one
has. The numbers of LYME-PAC are
small, and we need much more help.
Please, if you livein New York State,
email me about meeting with your
assemblyperson or senator. If you do
not, you can still arrange to meet
with your representatives to discuss
the Lymeissues and tell your story.
After meeting with your local reps,
you can keep them informed of new
developments or the stories of other
people.

Onemorerequest

Thosewho received reply letters
from senators and assemblymen,
please send copiesto Monicaat:

M onica@healthlobby.com or at the
above addressfor FAIM.

Addresses of Legidators

Lobbyist MonicaMiller writes,
“Please write origina letters. Tell
your story and why this mattersto
you. Your personal words are valued
more than a hundred form letters.
Snail mail is preferred but use email
if you must. At thistime, please
focus on the following lawmakers:

Hon.VincentL. Leibell

New Y ork Senate

802LOB

Albany NY 12247
LEIBELL@SENATE.STATENY.US

Hon. Stephen M. Saland

New Y ork Senate

946L0B

Albany NY 12247
SALAND@SENATE.STATENY.US

Hon. NicholasA. Spano
New Y ork Senate

509LOB

Albany NY 12247
SPANO@SENATE.STATENY.US

Hon. Thomas P. Morahan

New Y ork Senate

808LOB

Albany NY 12247
MORAHAN@SENATE.STATENY.US

Hon. WilliamJ.Larkin, Jr.
New Y ork Senate
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915LOB
Albany NY 12247
LARKIN@SENATE.STATENY.US

Hon. Michagl A.L.Balboni

New Y ork Senate

Room803LOB

Albany NY 12247
BALBONI@SENATE.STATE.NY.US

Hon. Joel MillerD.D.S.

New Y ork Assembly

Room531LOB

Albany NY 12248
MILLERJI@ASSEMBLY .STATENY.US

Hon. KempHannon, Chairman
SenateHealth Committee
Room609LOB

Albany NY 12247
HANNON@SENATE.STATE.NY.US

Hon. Richard Gottfried, Chairman
Assembly Health Committee
Room822.0OB

Albany NY 12248
GOTTFRR@ASEMBLY .STATENY.US

Hon. SamColman

New Y ork Assembly

Room939L. OB

Albany NY 12248
COLMANS@ASSEMBLY .STATENY.US

Addresses of New York media

These addresses are just some
suggestions. Please write to other

papersaswell.

Editor, TheNew Y ork Times, 229
West43rd StNewY ork, NY 10036

Editor, New Y ork Newsday, 235
PindawvnRoadMelville,NY 11747-
4250

Editor, New Y ork Daily News, 450
West 33rd Street New Y ork, NY 10001

Editor, TheNew Y ork Post, 1211
Avenueof theAmericas, New Y ork,
NY 10036

TheVillageVoice, 36 Cooper
Square, New Y ork, NY 10003 Att: Ron
Plotkin

You might also like to write to
New Y ork Magazine in response to
their recent article on Lyme disease.

Editor, New York Magazine 444
Madison Avenue New York, NY
10022-6999
NY L etters@primediamags.com

Updatesfound online

http://www.faim.org/
lymefight.htm

http://www.aerovision.net/
~cheryl/activism.html

The authors may be contacted by
email: < cheryl @cougar.aero-
vision.com> and
<ellenlu@webtv.net>

LYME-PAC requestspublic

hearings

NEW Y ORK, Feb.21/PRNewswire/
—LYME-PAC(LymePalitical Action
Coalition), acoalitionof 12regional
Lyme patient advocacy groupsin
New Y ork State, isrequesting public
hearingsregarding the Department of
Health' sdecision totake sidesin a
heated scientific and medical contro-
versy concerning the appropriate
standard for diagnosis and treatment
of Lymeand other tick-bornedis-
€ases.

Inaletter dated December 21,
1999, Dr. Ansel Marksof theNew
Y ork State Department of Health(NY S
DOH), stated that, “ Rarely if ever

have the published guidelines
indicated that anything more than two
to three weeks of antibioticsare
requiredto cureLymedisease.” The
experience of thousands of patients,
together with extensivearticlesin
peer-reviewed medical literature,
refutes this assertion.

Thereisno scientific proof that 3
weeksof antibioticswill eradicatethe
Lymebacteriainmost patients.

Extensive articlesin peer-
reviewed medical journals establish
that the testing for Lyme disease is
unreliable and that the bacteriais
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often not destroyed by this 2 to 3-
week treatment protocol.

Physicians who do not adhere to
thisarbitrarily dictated standard of 2
to 3weeksof antibiotictreatment are
being targeted by the DOH for
licensurerevocationhearings. LY ME-
PAC believesthat theDOH is
violating itsrole as an honest arbiter
and protector of medical conduct.

“The DOH istaking sidesin a
scientific dispute, beforeall the
scienceisin, at the cost of New
Yorkers livesandwell-being. It's
inexcusable,” saysMonicaMiller,a
spokesperson for the Foundation for
the Advancement of Innovative
Medicine.

LYME-PACcdlsforpublic
hearings into the conduct of the DOH
in order to preserve the ability of
New York State's physiciansto
practice clinical medicine in accor-
dance with their experience, best
judgment and the compl ete body of
scientificevidenceavailable. Physi-
ciansmust beallowed totailor
treatment on a case-by-case basis.
Lyme diseaseisamulti-systemic
disease. Therefore, it isabsurd to
treat al people with different clinical
symptomsthe sasmeway. The“one
sizefitsall” approachisinherently
incorrectinthepractical application
of medical science, anditisspecifi-
caly failing to effectively addressthe
real life medical tragedy in alarge
number of Lymedisease patients.

Antiseptic productsmaybe

contaminated

On March 10 the Food and Drug
Administration announced that
Clinipad Corp. of Rocky Hill, Conn.,is
voluntarily recallingantiseptic sterile
skin preparations because of a
potential for bacterial contamination.

Thereason for therecall isthat
thecompany hasconfirmed bacteria
contamination in somelotsof its
sterile products, including onelot
with Pseudomonas aeruginosa and
Senotrophomonas maltophilia
(recalledinDecember 1999), and
therefore cannot assure the sterility of
products labeled and sold as sterile.
These organisms can cause skin,
wound, or other infections that may
be seriousor life-threatening in some
cases.

Thenationwiderecall of the
Clinipad sterile-productslineincludes
Povidonelodine, Tinctureof lodine,
Benzoin Tincture, AcetoneAlcohol
and Alcohol Antiseptic Products, as
well asSterileCliniguard Protective
Dressing Labeled as* sterile,”
manufacturedsinceJan. 1, 1997.

The products (swabsticks, prep
pads, towel ettes, ointments and
pouches, aswell as protective
dressings) are distributed under the
names: Cliniswab, Clinipad, Clinidine,
Cliniguard, EZ Prep, Cooper Instru-

on state boards

groups.

07701, tel. 732-741-3263.

Evidence soughtfor conflictof interest

State Boards exist to protect patients from harm. The threat of
professional reprimand or loss of license has a powerful effect upon a
physician’s manner of practicing medicine. The question exists whether
the actions of these licensing boards are ever improperly influenced by
the insurance/managed care industry or any other special interest

Does anyone who has worked within these systems have objective
proof that improper influence occurs or has occurred? Would you be
willing to be interviewed on network television regarding this issue? If so,
please reply to Robert Bransfield, MD, 25 Highway 35, Red Bank, NJ
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ment Corp., MooreMedical Corp.,
and Rauscher. They are sold sepa-
rately or packaged in variousinstitu-
tional kitsand arewidely distributed
to blood banks, hospitals, clinics, and
retail pharmaciesand are used to
control and prevent infection.

Although there have been no
known instances of blood contamina-
tion traced to the recalled products,
cliniciansshouldremainaerttothis
possibility.

All lots of the sterile productsline
involved intherecall havealot
number beginningwith7, 8,9, or 0,
and arelabeled as“ sterile” on the unit
of use packaging, or “sterile unless
opened or damaged.” Thelot num-
bers are also found on the shipping
cartonor itslabel.

Health professionals and con-
sumers who have the product with
theinvolved lot numbers should
destroy the product. Health profes-
sionals and consumers who have
these products can obtain more
information about therecall from
FDA’s MedWatch Website at
www.fda.gov/medwatch/. Also,
consumers with questions may
contact the Clinipad Corporation at
860-571-0100.

Lymepatient Brian Carroll of
Ansonia, Connecticut had half of a
box of “ sterile” alcohol wipesleft over
from hislast round of 1V, so hecalled
Clinipad.

“Their Customer Serviceagent
said that | shouldn’t be‘majorly’
concerned over having used this
product,” Carroll said. “| understand
how recallswork and most likely
these are okay but the company has
torecall all of themtobesure. Itis
disconcerting nonethel ess.

“1 asked if they have areplace-
ment policy sincethey didn’t offer.
Shesaid shewould fax aformthat |
will havetofill out and oncereceived,
they will send another box free.”
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Lyme Bill stalled - public
pressureneededtogetit
movingthrough committee

frompage 1

millionover 5yearstofight Lyme
disease on several fronts. Research at
theNIH, the CDC, the Dept of
Defense and the Dept of Agriculture
will bedramatically expanded.
Patients can play acrucial role by
educating their legislators and
encouraging them to support the bill.

Bill will fund resear ch and education

Rep. Smithexplainedthat the
Dept. of Defense(DOD) performed
$1.5millioninresearchonLymelast
year to protect soldier and military
dependents who live or train on bases
withahighrisk, whichincludesevery
basein New Jersey. TheDOD is
devel oping new methods of tick
control where targeted use of
pesticidesis combined with aggres-
sivetick habitat management tech-
niques. TheLymeDiseaselnitiative
would extend thisprogramfor 5years.

Inaddition, $7.5million ($1.5
million/year) isearmarkedforthe
Dept. of Agricultureto enhanceits
exploration of innovativetechniques
to reduce and managetick popula-
tionswith minimal pesticideexposure
to humans. The same amount would
be set aside for the Dept. of the
Interior’ seffortstoimprovepublic
awareness and understanding of the
risksof Lymediseaseonfederaly
owned lands.

In addition to new funding, the bill
establishes very ambitious public
policy goalsfor federal agencies
including: a33%reductioninLyme
disease within 5 years of enactmentin
the 10 highest and most endemic
states; better coordination between
the scattered L yme disease programs
withinthefederal government;
additional researchinto other related
tick-borne illnesses to address the
problem of coinfection; and the
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creation of aLymeDisease Task
Forceto present the public with an
opportunity to hold our public health
officialsaccountable asthey accom-
plish these tasks.

Publicpressureneeded

Asof March 31, only 32
congresspeople have signed on. Only
5 senators have joined Sen. Santorum
in sponsoring the Senate version.
NJLDA president Pat Smithurges
peopl e to contact their legislators and
get them to sign on as cosponsors.
The volume of business transacted in
Washington makesit easy for one bill
tobecomestalledin committeeand
never reach thefloor for avote.

“Weneedtoreach 100
Congresspersons to get the hill
moving out of the House committee

and several more Senatorsto move
the Senateversion,” Smith said.
“Haveall your friendsand relatives
call orwrite, too.”

Regular mail ispreferredtoemail,
and phone calls are taken seriously at
Capitol offices. Addresses and phone
numbers of legislators may be found
inlocal phonedirectories, libraries,
and online at www.senate.gov and
www.house.gov. Thebill may be
viewed by entering theidentifying
number (HR-2790for theHousehill,
S-1905for the Senateversion) inthe
appropriatebox.

Inan Oct. 22 statement to NJLDA,
Rep. Smithwrotethat “ according to
some estimates, Lyme disease costs
our nation$1-$2hillioninmedical
costs annually. The number of new
confirmed cases of Lymedisease
(according to the Centersfor Disease
Control and Prevention) wasnearly
16,000l ast year, anincreaseof 24.5
percent from the previousyear, and
that isonly thetip of theiceberg!”

TheLymeDiseaselnitiative 1999
is achanceto turn those figures
around.

Activistmom of Lyme-disabled
childsupportsLyme Bill

Thisisthetext of a speech given at a March 13 press conference with
Congressman Joseph Pitts and Senator Rick Santorumin West Chester,

Pennsylvania.

by Mary Halinski

| would liketo personally thank
Sen. Santorum and Congressman Pitts
for their support of thisvery impor-
tant legislation, theLymeDisease
Initiativeof 1999.

My nameisMary Halinski and |
amthe PA Chapter Director of the
Lyme Disease Association of NJ. My
son was diagnosed with Lyme
disease about 2 years ago. Because
he was not diagnosed until years after
he contracted the disease, the disease
had invaded his nervous system,

eyes, joints, skin, musclesand heart.
This, of course, had devastating
consequences. The diseaseleft him
unableto read or write, and he could
barelywalk.

Asif it was not hard enough to
handle an illness that presents so
many debilitating effects, weal so
found out how many steep obstacles
therewould beto climb beyond just
thephysical manifestations. Difficul-
tiesin finding physiciansthat were
knowledgeabl e about this disease,
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inaccuratetesting, poor treatment
protocols, insurance company iSsues,
and an educational system un-
equipped to handle this disease, all
mounted serious problems against the
backdrop of aseriousillness.

That iswhy thislegislationis so
importanttomeand | know itis
important to all of you here today.
Thislegidationwill provide125
milliondollarsover 5yearstofight
thisdiseasefrom all sides. Research
at theNIH, the CDC, the Dept of
Defense and the Dept of Agriculture
isdramatically expanded. Weneedto
attack thisdisease on al fronts, asall
of us gathered here today, have
certainly been attacked on many
fronts by this disease.

Accurate, reliabletestingisamost
critical issueinthefight against Lyme
disease. With the current testing,
ELISA and Western Blot antibodies
tests, many peoplewith the borrelia
infection test negative, or aretold to

ignore positive tests as they are not
accurate. Thisallowstimefor the
illnessto tighten its grip, robbing us
of the precioustime needed for early
treatment. CouplethiswithCDC
surveillance criteriathat isnot
representative of the vast number of
Lyme disease cases, and is often
misused asclinical criteria, andthe
diagnosis of Lyme disease becomes
exceedingly difficultand oftenarrives
toolate. Thishill providesthevital
research required to maketesting
more accurate and by doing so,
facilitating the diagnosis of the
disease.

We also needto attack Lyme
disease at its source, through
reduction of thetick population. This
legislation fundsresearch into
natural, nonpesticidal, and more
effective means of reducing thetick
populations. Importantly, thebill calls
for aone-third reduction of Lyme
diseaseincidence over fiveyearsin

Sampleletter:

Dear Representative/Senator :

Use the sample | etter below to write your own letter, including personal details if
you wish. But remember, keep it brief! If writing to your Representative, refer to
HR-2790; if to your Senator, refer to S 1905.

Even by CDC reckoning Lyme disease is seriously underreported, and [YOUR
STATE NAME] is no exception. Many doctors do not recognize Lyme disease,
and even those who do, do not always report it.

New Jersey Congressman Chris Smith is looking for cosponsors for HR 2790,
[Pennsylvania Senator Rick Santorum is looking for cosponsors of S-1905],
the Lyme Disease Initiative. The Bill contains a package of desperately needed
reforms, combined with additional resources totaling $125 million over five
years, to help combat this emerging public health threat. The goals of the Bill
in priority order are as follows:

- A detection test that will accurately indicate who has Lyme, who does not,
and who is cured

- Improved surveillance and reporting system

- Lyme disease prevention and development of indicators in the ten highest
endemic states

- Prevention of tick-borne diseases other than Lyme

- Improved public and physician education

Please join Congressman Smith and Senator Santorum in their effort to
improve what has become a desperate situation for many Lyme disease
patients and their families.

Cosponsor HR 2790 [S-1905], a bill that has been endorsed by Lyme patient
advocacy groups all over the country.
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the ten most endemic states, includ-
ing Pennsylvania. Wemust eliminate
this disease, instead of seeing it
spread unchecked to thousands more.

Thebill also providesfor in-
creased awareness, testing, surveil-
lance, diagnosis, treatment and
effective strategies to prevent and
control tick-borneillnesses other than
Lymedisease. Theseinclude
ehrlichiosis, babesiosis, rickettsial
diseases, tick-borne encephalitisand
variousviral diseasesto nameafew.

Knowledgeisapowerful weapon,
and this legislation funds education
about this poorly understood illness.
Much of themedical community is
grossly ignorant of the proper way to
diagnose and treat Lyme, and must be
educated to stop Lymein itstracks.
Public awarenessiscrucial to
prevention and early detection.

Thislegislation isan auspicious
beginning inthefight against Lyme
disease. It laysthe groundwork for a
morepositivefuturefor Lymedisease
patients, and brings us closer to
conquering thisdisease. | am proud
to have been a part of this process,
and once again our special thanksto
Sen. Santorum and Congressman Pitts
for their support of Lyme disease
patientseverywhere.

Special offer of free
Lyme Times

If you would like a copy of the
Lyme Times#27 with thepicture of
the protest at NIH on the front, to
include with your letter to your
representative or senator, send your
name and addresson amailing label
and $.99in stampsto LymeTimes
Editor, POBox 1423, Ukiah CA 95482.
The Lyme Timeswill be sent toyou
firstclassmail inalargemanila
envelope. You can then readdress it
and enclose your own cover |etter. If
our legislators start receiving many
LymeTimes, wemay makean
impression.

Offer good while supplies|ast.
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International professional Lyme
group hasfirstgeneralmeeting

by Teresa MacKnight, DO

Thefirst general meeting of
ILADS—thelnternational Lymeand
Associated Diseases Society —on
April 29thin central Pennsylvaniawill
feature aworkshop onthelega
concernsof caring for Lyme patients.
Themeetingwill beheldinconjunc-
tionwithaLymediseasepublic
education seminar.

ILADSisasociety for healthcare
professionals whose devel opment
has been welcomed during the last
year by patients, providers, and
support groups from coast to coast,
asthey haverealized that the doctors
arein need of their own support
group.

ILADS purposeisto protect the
rights of doctorsto carefor Lyme
patients and to protect the rights
Lymepatientstoreceivequality
medical care. Oneof theprimary goals
isto develop position statements and
practiceparametersrelatedtoLyme
and associated diseases. The
prioritiesof ILADSare:

1. The education of providerson
how to protect themselves
medicolegallyincaringfor Lyme
patients. Michael Shoppman, aNew
Jersey lawyer whosefirm hasrepre-
sented many Lyme specialists,
understands that there are things
doctors need to know with regard to
documenting properly the care of
Lymepatients. Thisinformation
needsto be widely disseminated to
doctors.

2. The opening of the general
membershipof ILADS, andfromthis
body to elect to the administration,
those doctors with energy and
leadership qualities.

3. Theorganization of statelevel
ILADS groupsfor the purpose of
providing local support, and to
educate and mentor newcomers.
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4. Themaintenanceand utilization
of the websites' s public areas and the
healthcare provider’ s* private entry”
areas for the sharing of questions,
cases studies, bad outcomes,
initiating practice-based research, and

networking responses to media and
legal challenges at the state, national,
andinternational level.

All peopleworkingonILADSdo
so as volunteers. Interested
healthcare professionalsareinvited to
visittheILADSwebsite at
www.ilads.orgwhereamembership
for may befilled out, or towrite
ILADSat POBox 367, Andover,
Maine04216, or Phone/Fax 207-392-
1373, or Email ilads@megalink.net.

care.

ILADS Mission Statement

The mission of the International Lyme and Associated Diseases Society
(ILADS) is to create an interdisciplinary forum for health science professionals
where they can communicate their collective wealth of knowledge, as
accumulated from their many years of experience, in the management of Lyme
and associated diseases. As an effective advocate for physicians engaged in
the treatment of Lyme and associated diseases and by seeking cost-effective,
state-of-the-art therapies, ILADS will achieve the ultimate goal of providing
successful treatment regimens for patients suffering from Lyme and associ-
ated diseases, and thereby establish new standards of excellence in medical

Lettersneededfordoctor

defense

L ettersfrom patientsin support of
Dr. Bernard Raxlenof Hamden, Conn.
areneededimmediately. Raxlenis
being investigated by the Connecti-
cut Dept. of Health.

Patients should mention whether
they were misdiagnosed or not
diagnosed prior to being diagnosed
andtreatedfor Lymeby Dr Raxlen.
They should al'so mention if they had
difficultiesinobtaininghealth
insurancecoveragefor their Lyme
treatment.

Letters should be addressed to
Attorney Elliott B. Pollack, Pullman &
Comley, LLC, 90 StateHouse Square,
Hartford, CT 06103. Email:
EBP@Pullcom.comFax#: 860-424-4370

According to Kathleen Dickson of
the Southeastern Connecticut Lyme
Support Group, Attorney General

Blumenthal would beinterestedin
knowing whether doctorswho adhere
totheideology that Lymeis
overdiagnosed are also being
investigated for physician negligence.

Dickson said she has reported two
such doctorsto Kathleen Boulware,
RN (tel. 860-509-7552) whoisin
chargeof Conn. Medical Quality
Assurance, but has heard nothing.

“It would be within the Attorney
General’ srealm of dutiestolook into
the possibility that thereisadiffer-
encein the extent to which these
people are being investigated as
comparedtoDr. Raxlen,” shestated.

She saysif other patients have
reported negligence they need to
come forward and give a status
report. If thereisabias, the Attorney
General needsto know.
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Regional News

Southeastappearstohavea
uniguetype of Lymedisease

The Southeast appears to have its
own version of thetick-borneailment
Lyme disease that is not detectable
by most standard tests, according to
Georgiaresearchers.

Extensivelaboratory testing of 23
adultswith the characteristicbull’s
eye rash showed that 70 percent were
not infected with the spirochete
known to cause Lyme disease,
according to the study published in
the November issue of Archives of
Dermatology.

Thirty percent of patients did test
positive for the spirochete, but on
closer analysis, even in those
patients, the spirochete—called
Borrelia burgdorferi—had adifferent
protein composition than that causing
Lymediseasein New England and the
Midwest, said Dr. Michael Felz, family
medicine physician at theMedical
Collegeof Georgiaand principal
investigator on the study.

“Thereissomekind of tick-
transmitted ilInessherethat actslike
Lyme disease but only fitsthe
laboratory pattern 30 percent of the
time, at least when you apply atest
that was designed for New England
and the Midwest where Lyme disease
ismorecommon,” Dr.Felzsaid.“In
other words, we may need awhole
new testing system for thisillnessin
the Southeast.”

MCG collaboratedwithGeorgia
Southern University in Statesboro
and the Centersfor Disease Control
and PreventioninFort Collins, Colo.,
on the CDC-funded study.

The three-year study included
Georgiansand South Carolinianswho
lived within 200 miles of Augustaand
cametotheM CG Family Practice
Center to seeDr. Felz after developing
enlarging red rashes, 2to 8inchesin
diameter. Approximately 90 percent
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were certain they had been bitten by a
tick.

Before each patient began the
standard therapy of athree-week oral
regimen of theantibioticdoxycycline
hyclate, photographs, biopsies and
blood samplesweretakenfor a
complete series of tests. Tests
included the sophisticated poly-
merase chain reaction assay for
spirochete DNA in biopsy samples;
the PCRwaspositiveinfiveof 23
cases.

“These data say yes, thereis
some Lyme disease herethat meets
thecriteriaof current national lab
testing standards. Y et the mgjority of
cases— seven out of 10—are
somethingdifferent,” Dr. Felzsaid.
“Thetick speciestransmitting this
illness seemsto be different and may
betransmitting an organismthat is
very different.

“Lyme disease in the southeastern
United States seems to be due to
genetically variant strains of the
spirochete Borrelia burgdorferi,” Dr.
Felz said. “ These strains probably

have adifferent DNA backbone and
causedifferent clinical symptomsand
signs than isthe casein other parts of
the country.”

Dr. Felz, who has studied ticks
and the diseases they carry for nine
years, says this study is the “most
scientifically rigorousanalysis’ of
Lyme disease ever in the southeast-
ern United States.

Researchers found no evidence
that the disease progressed to the
second stage in any of the study
patients, |eading them to believe that
the Lymedisease organisminthe
Southeast may be aless virulent
strain and/or more responsive to
antibiotictherapy.

Dr.FelZ scollaboratorsat MCG on
the study include Dr. FrancisW.
Chandler Jr., director of Immunopa
thology and Histopathology L abora-
tories, and Dr. Daniel W. Rahn,
rheumatol ogist and Lymedisease
expertwhoisvicedeanfor clinical
affairsinthe School of Medicine.
Other collaboratorsincludeDr. James
H. Oliver Jr., Ingtitute of
Arthopodology and Parasitology at
GeorgiaSouthernUniversity, andDr.
MartinE. Schriefer, CDCinFort
Coallins.

Contact: Toni Baker
tbaker @mail.mcg.edu 706-721-4421
Medical College of Georgia

Ohiosupportgrouplaunches

newwebsite

TheGreater ClevelandLyme
Disease Support Group (GCLDSG)
has launched a new website at http://
www.freeyellow.com/membersg/
gcldsg. The siteincludes excerpts
fromtheir newsletter, “ Best of the
BULL’'SEYE-1999,” aswell as
informationabout GCL DSG projects
and meetings.

Foundedin1990,theGCLDSG,is
a501 (c) (3) non profit organization
serving asasource of information
andinteractionfor Lymedisease

patients, families, thegeneral public
andthemedical community. They
offer monthly meetings, telephone
contact withfellow Lymedisease
patients, anewsl etter, information and
education projects. Thereisno
membership feeor chargefor the
meetingsor materials.

GCLDSG meetsonthethird
Sunday of every monthfrom 3-5pmin
theDeWitt ConferenceRm- D 18697
at SouthWest General Health Center,
Bagley Road, Middleburg Hts., Ohio.
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University

of Alabamahosts

lecture by Steere

by Julianne Collins

Dr. Allen Steeregave alectureon
Lyme disease at the University of
Alabamaat Birmingham on January
26, 2000. Thelecture was sponsored
by the Rheumatology department and
was open to the public. A hundred
people were estimated to bein
attendance, with physiciansmaking
up the majority of the audience.

Seven Lyme disease patients and
family membersfromtheLyme
Disease Support Group of Alabama
attended this lecture. We wore green
names tags stating who we were,
wherewewere from, and how long we
had Lyme disease to add amore
human face to thelecture. The
organizers of thelecturealso let us
give out brochures containing general
information about Lymediseasein
Alabama

We were aware of the controversy
surrounding Dr. Steere, and had all
been affected by misdiagnosis or
undertreatment of Lyme disease.
However, we decided not to protest
because of two reasons, the first
being that no one would understand
why we were protesting, and the
second was that we wanted to hear
what he had to say, since many other
groups around the country haven't
been able to.

Dr. Steere opened thelecturewith
somemisleading graphicsthat madeit
seem like Lyme disease only occursin
the Northeast. He downplayed the
risk in the South, and commented that
the Lyme disease here was more
treatable than the strainin the
Northeast (which caused some
amusement among the patients).
However, he did mention that some
patients, especially those who have
late-stage Lyme, may be harder to
treat. Oneimportant thing isthat he
went over the symptoms of Lyme and
other tick borne diseases, so possibly
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“Dr. Steere stressed
that a doctor should
not wait for the test
results, but should
treat immediately, as
itis better to treat
Lyme disease while it
Is in its early stages.”

the doctorsin the audience will
consider them the next timetheseea
patient with those symptoms.

They clearly ignored the patients
at the question and answer period,
but | finally stood up for awhile and
they allowed meto ask thefina
guestion.

| asked, “ According to the CDC

Helpneededon
Tissue Bank
Project

Lyme patients are dying, but
are they dying of Lyme? Their
death certificates often list other
diseases. There is a need for
more research, and to support it,
a tissue bank to store speci-
mens from Lyme patients, both
alive and dead. An ideal site
would be a facility that is also
actively conducting tissue-based
research and not only a storage
facility. Specimens would be
made available for research
projects on Lyme disease.
Collection protocols would be
designed to make it simpler for
the next of kin.

If you are interested and
could help with this project,
financially or otherwise, please
contact the Lyme Times editor.

and FDA, surveillancecriteriashould
not be used for aclinical diagnosis.
Herein Alabama, we have had people
with tick bites, bull’ s-eye rashes, and
symptoms, who could not get
treatment unlessthey met CDC
criteria. Dr. Steere, would you treat a
patient if they presented to you with
these symptoms?’

Heanswered " Yes, | would treat
anyonewho | felt had Lyme disease.”
He also stressed that a doctor should
not wait for the test results, but
should treat immediately, asitis
better to treat Lyme disease whileitis
inits early stages. Thisisnot the only
guestion | wanted to ask, but it was
the most useful to future Lyme
patients here given the many doctors
inthe audience.

After the lecture, another patient
and | went down and actually got to
briefly talk to Dr. Steere. Wetold him
that we both had Lyme disease and
had had alot of trouble getting
diagnosed here. We thanked him for
coming and raising awareness (Trust
me, in Alabamawe still have doctors
who don’t know what it isor even
that it ishere and many were
present!). The other patient asked him
what he thought about the contro-
versy and conflicting research on
treatment length. Steere responded
that he didn’t believe that there was
any research (except on the Internet)
supporting long term antibiotic
treatment.

Even though we didn’t necessar-
ily agreewithwhat Dr. Steerehad to
say, hisvisit was a decent start to
raise awareness about Lyme disease
in Alabama. We need to get doctors
testing and treating patientsfor it
first, and thenwewill work on
informing them about problemswith
the tests, length of treatment, and co-
infections.

Ms. Collinsisamember of the
Lyme Disease Support Group of
Alabama. She has developed a
website at http://
julianneSC.tripod.comvlyme.html and
may be contacted by email at
julianne@uab.edu.
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Infected ticksfoundin Southern

Californiaparks

After years of making light of
patient claims that they had con-
tracted Lyme diseasein the Los
Angelesarea, health officialsare
finally warninghikersat Will Rogers
State Historic Park to bewary of ticks
this spring, because a pool of 10 male
Ixodes pacificus collected on Jan 5
along the park’ s Betty Rogers Trail
tested positive for the bacterium that
causes Lyme disease.

A total of 274 tickswere collected,
and divided into groups of 10. One of
those groups tested positive for the
Lyme disease bacteria, said Robert
Saviskas of the Los Angeles County
West Vector Control District.

Another batch of ticks collected at
CharmleeParkinMaliburecently
showed arange of four to possibly as
high as 42% testing positive, accord-
ing to the Los Angeles County West
Vector Control District. Of 120ticks
pooled (10 per group), 5 of 12 groups
werereactive on an | FA test.

According to astory in the March
29 LosAngeles Times, ticksthat carry
the disease were first discovered
locallyinMalibu StatePark in 1999,
and researchers say the infected
Ccreatures now appear to occupy a 22-
mile stretch of the SantaMonica
Mountains, from Malibu to the
Palisades. Saviskassaiditisn’t clear
whether infected ticks are spreading
or whether they had always existed in
these areas but are only recently
being discovered because of in-
creased testing.

Thisyear’ s findings show an
increasefrom last year, when the
county found almost 2% of ticks
collected in the SantaMonica
Mountains tested positive for Lyme
disease.

Mark Miller, director of Communi-
cable Disease Control of Placer
County Health Department, stated
that the adult tick infectivity rate
statewide has historically been about
Page34

1to 2%, and may be on therise.
However the infection rate of the tiny
nymphal ticks, suspected of being the
source of most human cases of Lyme
disease, is known to be severa times
higher in areasinhabited by lizards.
Thelow state figureslead to
underrecognition and underdiagnosis
of Lyme disease.

AnnieKonklin,aBeverly Hills
resident, saw seventy physicians
before she was diagnosed. “The
unacknowledged suffering is the
worst thing I’ ve suffered,” said

Konklin. “People would say get your
act together.”

BarbaraBarsocchini,aMalibu
resident who caught Lymein her
backyard, was also misdiagnosed for
months by local doctors. She joined
the board of directors of the Lyme
Disease Resource Center and started
trying to educate people. Largely
because of her efforts, health depart-
ment researchers started investigating
LA parks, leading to the new discov-
erieswhich vindicated patients
cams.

People with questions may
contact the Los Angeles County
Acute Communicable Disease unit at
(213)240-7941.

Californiaresidents“Makea

Difference”

SantaCruzresidentandLyme
patient Sarah Weissis proud of
hersdlf.

“Notonly are TICK WARNING
signs going up at State Parks around
here because of my efforts,” she
wrote, “but | have just gotten off the
phonewiththe Environmental Health
officer of SC County and heisgoing
to do a News Release to the local
press about the dangers of Lyme
diseasein SC County.”

Weiss hopes the pediatrician who
refused to treat her daughter'stick
bite and told her there was“no Lyme
diseasein SantaCruz” readsit. The 3-
year old child came down with the
disease and is being treated by a
different doctor.

Maliburesidentand LDRC Board
Member Barb Barsocchini received a
1999 Citizenof the'Y ear Dol phin
Award for her educational and
support work inher community. Given
annually to outstanding citizens, the
Dolphin Awards are awarded by The
MalibuTimes.

Anarticleinthe Feb. 3Malibu
Timessaid: Aslate as 1998, doctors
maintained that Lyme disease did not

exist anywherein Los Angeles
County. Barsocchini knew better,
having suffered for years with
debilitating symptoms misdiagnosed
aseverything from arthritisto chronic

Support Groups in

California

The Santa Cruz Support Group
meets at the Aptos Library Group
Room. For information email Sarah
Weiss AramSarah@cs.com or call
her at 831-662-3628.

The Mid-Peninsula Lyme Disease
Support Group meets at the EI Camino
Hospital, 2500 Grant Road, Mountain
View, on the second Tuesday of
alternate months from 6:00pm to
8:00pm in Room D. For information
email tom7s@aol.com or call the
hospital.

The Marin County support group is
run by Lee Lull. Email her for
information at leema@earthlink.net or
call 415-927-9553.

Mike wants to set up a southern
California network including San
Diego, Los Angeles, Orange,
Ventura, San Bernadino, and
Riverside Counties, possibly kicking it
off with a family picnic in July at Mile
Square Park in Fountain Valley. If you
are interested email Mike at
mike7701@my-deja.com.
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fatigue syndrome. When shefinally
received the correct treatment, she
madeit her personal missionto
educate other Malibu residents to the
threat of the tick-borne disease and to
get the attention of state and county
health officials. It wasastruggle.

Barsocchini has devoted the last
five years of her life to helping those
who have suffered from thelong-term
effects of the disease to get effective
treatment and to inform people how to
protect themselves.

Sheal so organized ameeting of
Lyme patientsand their friends at the
Holiday Inn,inVentura, California, on

January 19to coincidewiththe
Gordon Research Conference onthe
Biology of the Spirochetes, whereDr.
Allen Steere was schedul ed to speak.

InMarinCounty, Larry Gambol,
45, issuing Novato Community
Hospital, alleging that doctorsthere
were negligent for failing to diagnose
himwith Lymedisease, leadingto
complicationsthat cost him his
strength and his job. The lawsuit says
that doctorsfailed to make the
diagnosis even though they saw his
tick bitewith arash and Gambol and
hiswife, an RN, suggested that he
might haveLyme.

Riskof LymeDiseasein

California

by Phyllis Mervine

This paper was presented as a poster at the VIII International Conference
on Lyme Borreliosisin Munich in June, 1999.

According to hundreds of calls
received yearly by theLymeDisease
Resource Center, anational educa-
tional nonprofit group located in
northern California, many sick
people cannot find a physician who
will consider adiagnosis of Lyme
disease, in spite of tick bites and
symptoms compatible with the
diagnosis. Many Californian physi-
ciansbelievethat Lymediseaseis
rare or is an East Coast disease.
Somerefuseto test peoplefor Lyme
disease or to diagnose it, with the
consequence that some bonafide
cases progress to severe chronic
disease states. People who eventually
are diagnosed find that their chronic
fatigue, their multiple sclerosis-like
disease or other symptoms improve
withantibiotictreatment. Physicians
say that they do not report cases
becausetheformsaretoo time-
consuming or complicated, or they
fear harassment or investigations by
health department officials or state
medical boards as has happened in
other states?34

Californiaresidentsareat risk for
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Lyme disease. Studies conducted by
theCaliforniaDepartment of Health
Services(CDOHS) havedemonstrated
the existence of the vector tick, Ixodes
pacificus, inall buttwoof California’s
58 counties. Infected ticks have been
foundin 34. Adulttickshaverela
tively low infectionrate(usually 1-
2%, as high as 5%), but the nymphal
tickinfectionrateissignificantly
higher, upto 14%in someareas. °
Nymphal ticksareimplicatedinmost
human cases of Lyme disease.

Unique enzootic cycles have been
identified. Westernfencelizards
(Sceloporus occidentalis) and
Columbian Black-tailed deer
(Odocoileus hemionus columbianus)
aremajor hostsof I. pacificus.
Antibodies to Borrelia burgdorferi
(Bb) have been detected in 12 species
of wildlifeinCalifornia. Species
exhibiting the highest seropositivity
rates include brush rabbits and black-
tailedjackrabbits(=100% and =90%
respectively).® Dusky-footed
woodrats (Neotoma fuscipes) and
California kangaroo rats (Dipodomys
californicus) serve as reservoirs of

the Lyme disease spirochete.”

Cdlifornia sclimaterangesfrom
desert to temperate rain forest. Ticks
are active year-round except in
extremely dry areas. High risk
outdoor occupations common in the
state include agriculture, ranching,
and forestry. Outdoor recreation is
also enjoyed by many Californians.
Both work and play put many people
at increased risk for Lyme disease.

In the late 1980s, a Ukiah
(Mendocino County) physician
undertook aninformal survey of
health care providersin the northern
countiesto determine whether Lyme
disease was being recognized and
reported. His data, which suggested
that many cases were being diag-
nosed but few reported, led CDOHS
to initiate an active surveillance
program whose results are noted
below.

Over 1400 casesof Lymedisease
meetingthe CDC casesurveillance
definition have been reported from
Cdliforniasincetheearly 1980s. With
apopulation of almost 32 million, this
worksout to anincidence of 0.4 per
100,000 population (Note: Compare
Connecticutat 94.8, New Y ork at 29.2
in1996.). ®Wepresent epidemiologic
datafrom three studiesto compare
withofficial incidencefigures.

Methodology:

We selected three studiesfor
comparison. Thefirst was an active
surveillance program conducted in
four northern coastal counties by C.
Ley and colleagues at University of
California School of Public Health
and CDOHS. The secondwasUC
Berkeley entomol ogist Robert Laneet
al.’ soneyear prospective study of
risk factorsfor Lymediseasein a
small rural community in Mendocino
County. A second Mendocino County
study examined the incidence of
erythema migransin arural commu-
nity. We compared these data with
CDOHS and CDC figures.

Results:

TheCDOHSactivesurveillance
study of four northern counties
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concluded that Lyme disease was
both underdiagnosed and
underreported and subsequently the
low 14.2/100,000 incidence figurein
Humbol dt County wasrevised
upwardto65.7/100,000[ Note: more
than doubletheNew Y ork inci-
dence] .®

In 1988-9 researchers conducted
an epidemiologic study of asmall
rural community in Mendocino
County. They determined that the
rate of seropositivity for Bb among
study participants was between 20-
24%. Residents compl eted aquestion-
naire about outdoor activities and of
83 participantswereexaminedby a
physician, 31(37%) had definiteor
probable Lyme disease. Theresearch-
ers concluded that the cumulative
frequency of serologicinfectionwith
Bb in the resident population was
probably higher than 24 percent. The
annual incidencewas1.7%, “ compa-
rableto or higher than the cumulative
frequencies/incidencesfromthe
Northeast.” °[Note: 1.7%translates
intoanincidenceof 1700/100,000, but
the samplesizewasvery small and
cannot be considered representative
of the state as awhole.] This unusu-
ally highincidenceisexplained by the
highinfection rateof nymphal ticks,
averaging12.7% (range4-41%) .1

Clinical symptomsexperienced by
Lymedisease patientsin the commu-
nity include (but are not limited to)
pancarditis, arrhythmia, absent
reflexes, arthritis, ankylosing
spondylitis, juvenilerheumatoid
arthritis, chronic bad back, “tennis’
elbow, carpal tunnel syndrome,
paralysisof thevocal cords, Bell’s
palsy, Parkinson’ s-likesyndrome,
excessive hair loss, night sweats,
depression, and psychosis.

In anearby valley, 76 cases of
Lyme disease were diagnosed during
the sametime period. Of these, 31 had
pathognomonic erythemamigrans
rashes. 2 With the valley population
of about 1,500, theincidenceworks
out to 2.0%. The patient dataare
consistent with Clover and Lane’s
finding that 13.6% of the nymphs
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fromonesiteinthisvalley are
infectedwithBb.%

Discussion and Conclusions:

Thesethreenorthern California
studies show a high incidence of
Lyme disease. There are many other
similar communitieswhereLyme
disease is not being diagnosed and
reported. A similar study in Sonoma
County did not find a high incidence
of Lyme disease, but did find a high
risk of two other tick-borne dis-
eases,* suggesting that the study
group was being bitten by ticks. Also,
the researchersin that study em-
ployed the controversial two-tier
testing method for Lyme disease
which isaccused of being insensitive.
Reports of infected ticks have just
been confirmed in southern counties,
although the CDOHS isdownplaying
their significancefor fear of “ causing
hysteria.” In conclusion, the true
incidence of Lymediseasein northern
Cdliforniaisseveral ordersof magni-
tude greater than the official state
estimate.

These research findings of high
incidencein certain population
groups in the state are not well
known. Health care professionalswho
are aware only of the state figures
think Lymediseaseisrareand are
reluctant to diagnoseit, evenin
hyperendemic areas. Of casesthat are
diagnosed, alarge percentage is not
reported. Passive surveillanceis not
working. And asistruein other
states, cases accepted for inclusion in
official incidence reports represent
only afraction of the total cases
reported.

Accordingto CDOHSfigures, four
sparsely populated northern counties
(Mendocino, Humboldt, L ake, and
Sonoma) areresponsiblefor most of
the reported cases of Lyme diseasein
the state. If the cases reported in
1991-1995fromthesecountiesare
considered in relation to the popula-
tion of the county alone, theinci-
dencerangesfrom9.8to0 74.3/
100,000.° Averagingwith zero
incidencefrom many other counties,
however, brings the state figure down

toalow 0.5for thistimespan.

The popular but erroneous
perception of the whole state of
Californiaasalow risk environment
for acquisition of Lyme disease has
significant public health conse-
guences. Failureto diagnose com-
bined with failureto report leadsto
low incidencerates. It leadsto
widespread denial of Lyme disease by
physicians, leaving undiagnosed and
untreated patients to progress to a
late stage of the disease with severe
disability and suffering.

More education and further
research on the West Coast are
urgently needed to combat the
significant morbidity associated with
undiagnosed and untreated Lyme
disease and other tick-borne diseases
and to encourage physicians to
diagnose and report it.
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Wilton (Conn.) Task Force
raisesbigbucksforresearch

by Yvonne Kosakow

“DancetheLyme Away” wasthe
first fund-raiser in the State of
Connecticut to raisefundsfor Lyme
Disease research and education. It
washeld March 23 at theRolling Hills
Country Clubin Wilton and 307 seats
were sold. Theevent raised in excess
of $160,000whichwill beusedto
support scientists collaborating with
Dr.BrianFallonof ColumbiaUniver-
sity, whorecently received a$4.7
milliondollar NIH grant to study
persistent Lyme encephal opathy.
Under Fallon’ sdirection, researchers
will begintodoimportantworkin
immunol ogy, microbiology, and
epidemiology. (seestoryp. 43)

When Fallon spoke at the fund-
raiser hetold the attendees that pilot
studies are what led to hislarge grant.
The pilot studieswere made possible
by agrant from the New Jersey Lyme
Disease Association.

In honor of St. Patrick, the event
had an Irish flavor. Music was
provided by the Sean Fleming Band,
and the audience very much enjoyed
aperformance by the children’ sdance
troop, TheEmerald Dancers, who
were expert step dancers. Silent and
liveauctionswere held. Well over one
hundred itemswere auctioned,
including sportsmemorabiliaand
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tickets, an oriental carpet, worksof
art, vacation homes, even dinner
prepared by the opera star Anna
Moffoin her NY C penthouse. The
liveand silent auctionsraised nearly
$60,000, including $1,100for cookies
baked by the children.

Connecticut Attorney General
Richard Blumenthal, who conducted
insurance hearings on Lyme Disease
last year, made a surprise appearance
to thank the attendees for supporting
“one of the most important public
health causes in the nation today.”
He said that the Task Force's
benefactorswereliterally savinglives,
not just physically but emotionally
and spiritually. He said that he was
proud and grateful to be supporting
thework of the Wilton Task Force.

Congressman James Maloney,
who cosponsored the much-needed
LymeDiseaselnitiativeof 1999 (till
pending in Congress, see article on
page 1), also spoke. He praised the
work of the Task Force and said that
theattendees' participationwill
resonate throughout Connecticut, the
Northeast and Congressitself. He
noted that Lyme disease is seriously
underreported and costs the country
billionsof dollars. But, he said, the
real cost ispersonal. He said the

Wilton Task Force has been a key
driver in effortsto combat Lyme.
Lyme diseaseisapriority health issue
forhim.

Dr.BrianFallon, whowill be
coordinating the various research
projects funded by the benefit, aso
thanked the Task Force. David
Canary, theEmmy awardwinning star
of All My Children, also spoke. Heis
concerned that his own children may
have Lyme. He mentioned that the
Wilton Task Force hasworked hard
to educate the community and
increase safety on school grounds
and public fields. Heis proud that
Wilton isaleader inthefight against
thiswidespread problem.

Cathy Morrissey, President of the
Task Force, spoke movingly about
the motivation behind the efforts of
the Task Force and the controversies
surrounding Lyme disease [ see
below].

“Therearesevera communitiesin
Connecticut following our lead and |
believe wewill see significant money
raised inthe next 2 years,” said
Morrissey. “This was a very good
responseto afirst time project. The
Wilton Task Forceis continuing its
educational and research effortswith
events planned throughout the next
year. We are planning another large
fund-raiser, and welcomenew
volunteers.”

Ms. Kosakow isthe secretary of
the Wilton Task Force.

Speechgiven
atWiltonevent

by Cathy Morrissey

Thereisno denying the pain and
suffering of those afflicted with Lyme
disease. Because members of the
Wilton Task Forceandtheir families
have experienced its devastating
effects firsthand, we are dedicated to
preventing and curing the disease in
others especially children who are at
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particular risk.

Thereisapublic perception that
weliveinatimeof great medical
advances. That is basically true. But
in the case of tick borne illnesses we
are just beginning to understand their
potentially serious effects, especialy
inthe brain. But much of what isin
print about Lyme disease is very
simplistic, outdated and controversial.

Because there are so few scientific
facts available to the public and the
medical community, L D hasbecome
anillnessthat is perfectly positioned
to engender controversy. Who has it?
Who doesn’'t? How do isiit treated?
How do is cure defined? What do
ongoing symptoms mean? These
guestions cause frustration for
patients and doctors.

| suspect each of you knows
someone with Lyme disease who seek
answers to these questions . They
turn to their physicians—some of
whom may bebrilliant or compassion-
ate—but just don’t have the answers.
Patients often endure amaddening
range of diagnoses and suggested
treatments. Onecanfind medical
experts to support any one of the
diverse range of opinions about what
constitutes LD and how it should be
treated.

Some doctorsrecognizeadifficult
diagnosticandtreatment dilemma.
They do as much as they can to help
their patients. But if they stand up to
thereal challenge of diagnosing
clinically and do what they believeis
in the best interest of their patient,
they risk losing their licenses.

Doctors are under tremendous
pressure not to treat or to treat
cheaply. Many more physicians shy
away from treating ongoing or
complex cases. Others discount them
entirely. Y ou can find expertsto
support opinions to deny medical
coverage.

Unfortunately there areinstitu-
tionsin a position to help who chose
instead to downplay the reality of the
illnessbecause of financial or political
interests. Thisonly reinforcesthe lack
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of knowledge and understanding of
the disease.

How can wefind thetruth if we
adhere to the strictures of simple
principlesfor a disease that has
clearly becomemorecomplex?How
does science progress? How is any
cure discovered?

The Wilton Task Force believes
that open discussion and unbiased
scientific research are what is needed
to find answers. We began our fund-
raising effort for thisparticul ar event
only two months ago. The fact that
we were able to accomplish so much
in so littletimeis nothing sort of
miraculous. But thereality of
tonight’s success is due to the
response of people with an urgent
need for research. They have been
waiting for this opportunity for along
time. We have been overwhelmed by
the outpouring of support from all
across the country.

Wiltonishard hit by Lyme
disease. Wilton values quality of life
and cherishesitschildren. Weare
honored by the community’ s positive
response and that our first selectman,
Paul Hannah ishere. Connecticut
reports the highest incidence of Lyme
disease. We are delighted to have the
support of our State Attorney General
Richard Blumenthal and are happy to

see advocates here from other
communitiesinthestate: The
Greenwich LD Task Force, Weston,
New Canaan, Darien, Norwalk and
Newtown.

The demand for research comes
from all acrossthe country. | welcome
our guests from Texas, especially our
friendsfrom Senator Harris' soffice,
who are hereto learn how they can
help patientsin their state.

We are so grateful to Congress-
man Jim Maloney for hispresence
here tonight and his continued
commitment and support at the
federd level.

The foundation for our work was
laid by many people who came before
us and continue to work for a better
understanding of Lyme disease.
BarbaraGoldklang, President of the
LD Coadlitionof NY/CT hasbeena
particular inspirationto me, especially
in understanding scientific and
research issues.

Tonight, hundreds of scientists
and physicians from around the world
will gather for theLDF s13thannual
international medical conferencein
Hartford. We areenormously grateful
for their extraordinary commitment to
seek answers through science.”

Minnesotadoctorsturnaway

Lyme patients

by Lynn Olivier

It isnot that we are afraid of
giving names, it isthat we no longer
have any namesto give herein
Minnesota. Every referral hasmet
with arefusal inthelast year.

Board membersof theLyme
Disease Coadlition of Minnesota
(LDCM) were polled to seeif any of
them knew any doctor who was
seeing late Lyme disease patients.
Their answer was, “No.” Thereisno
infectious disease, rheumatologist or

other specialist whowill seeLyme
disease patients in Minnesota.

Thisis because of the impending
hearingsinNew Y ork State, the
lawsuitsfiled against Michigan
doctors, and the fact that Mike
Osterholm, former MN State Epidemi-
ologist, through his start-up company
ICAN hasbeen examining therecords
of patients being treated long term
with antibioticsfor Lyme disease.
Osterholm isbeing hired by the
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HM Os and insurance companies to
cut costs by forcing doctors to stop
treating Lyme disease patients or face
sanctions. LDCM is getting reports of
deaths of patients who are unable to
get treatment for late stage or chronic
Lyme disease herein Minnesota and
across the county. It is unknown how
many undiagnosed patients are dying
of complications.

The LDCM therefore passed a
resolution that isin linewith other
states' Lyme disease support and
education groups that it would no
longer send people on expensive, time
consuming and at the moment almost
futile attemptsto try to find a doctor
to treat them, even if they have gotten
apositive Lymetest. They are asking
people to educate themselves, and
they will sendinformation. They
recommend that peoplework with
their regular physician, or an associ-
ate of their physician.

E-copiesof themonthly LDCM
newsletter “Tick Talk” may be

ordered by emailing
lymenet_mn@yahoo.com. For mailed
copies we ask $5 donation for
postage and copies.

Lynn Olivier ispresident of the
Lyme Disease Coalition of Minnesota
and editor of “ Tick Talk.” Shelives
in &. Paul, Minnesota.

The Lyme Disease Network North
Metro support group meets at the
First Lutheran Church, 1550 40th
Ave. NE. Columbia Heights, MN
55421.

For further information please call
Nancy at 612-612-521-9917 or Lynn
at 651-644-3756 (after noon).
Email: lyndy@crosswinds.net Fax:
651-644-7239

The Lyme Disease Coalition MN
newsletter TICK TALK [Internet
Edition], containing information about
Lyme disease in Minnesota may be
obtained by emailing
<lymenet_mn@yahoo.com>

lllinois legislature asks Health
Dept.tostudy Lyme

By Candy Sandford

Senator K athleen Parker intro-
duced abill into thelllinois Senatein
February 2000 which should offer a
greatly broadened recognition of the
status of Lyme Diseasein Illinois. The
synopsisof Senate Bill 1510, as
introduced, reads:

“ Amends the Department of
Health Powers and Duties Law of the
Civil AdministrativeCodeof Illinois.
Requires the Department to conduct a
study regarding the prevalence,
identification, and eval uation and
treatment of Lyme Disease. Setsforth
the matters to be studied. Requires
the Department to issue areport to
the Governor and the Genera
Assembly by January 1, 2002.”

Theinformation to be gathered
through this new law will go beyond
Number 28

the guidelines of the CDC on the
definition and treatment of Lyme
Disease. It should have far-reaching
impact on recognition of Lymein
[llinois.

S.B. 1510 was passed rapidly
through the Illinois Senate and
received an almost unanimous vote
fromthefull Senate. It was passed in
the House of Representatives on
March29.

Patients should contact the bill’s
legislative sponsors, Senator Parker
and Rep. McKeon, to make sure the
funding gets put into place asit goes
to Gov. Ryan’ sdesk for signing

Ms. Sandford livesin Lake
Zurich, lllinois.

Patients
soughtfor
Investigation

The Massachusetts Lyme Disease
Coalitionisseeking patientswith
Lymediseasewho were misdiagnosed
or denied treatment for Lymedisease
by Dr. Allen Steere or other physi-
ciansat the New England Medical
Center, or whose bloodwork was sent
totheNEM Claboratory. The Coali-
tionisalso looking for patientswho
have been misdiagnosed or refused
treatment because of theinfluence of
Dr. Steere on other physicians or
diagnostic centers.

A Coalition spokesman said that
several patients have already come
forward with complaintsthat Steere
failed to diagnose them and/or treat
them adequately, and that conse-
guently they developed late stage
chronicLymedisease.

TheCoalition claimsthat many
other complaintsareinthefilesat the
Medical Board of Registration, and
have never been acted on. Because
Steere’ sguidelines for diagnosis and
treatment arewidely accepted asthe
standard of care by the medical
community, morecomplaintsare
needed to trigger afull investigation,
according to aCoalition spokesman.

In his paper Overdiagnosis of
LymeDisease(JAMA 1993;269:1812-
16), Steerefound that most patients
whowerereferredtohimfor confirma-
tion of Lyme disease diagnosis, did
not have Lyme disease according to
his standards.

For moreinformation contact the
Massachusetts Lyme Disease
Coalition, P.O.Box 1916, Mashpee,
MA 02649, phone508-563-7033.

Patients can make a
difference by contacting
their legislatorsandtelling
theirLyme story.
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ConferenceReport

Antibiotictreatmentof
rheumaticdiseases

by Raphael B. Stricker, M.D.

A report from The Road Back Foundation Meeting, Los Angeles, March

2000.

So those weird symptoms that
you’ ve been having in the months
sincethat tickbite havefinally been
diagnosed as Lyme disease, and your
doctor hasrecommended antibiotic
treatment for three months. But you
areworried. Isit safeto take antibiot-
icsfor that long?

How about 35 years?

Carol Langewasdiagnosed with
rheumatoid arthritisat age 16. She
was told by her doctor that she would
eventually becrippledforlife. After
10 yearsof progressivejoint pains
and swelling that failed to respond to
standard antiinflammatory drugs, she
met Dr. ThomasM cPherson Brown,
who started her on antibiotic therapy
for her rheumatoid arthritis. Shehas
taken various antibiotics for the past
35 years on a continuous basis.
Today at age 61 her X-rays show
minimal evidenceof joint disease, she
isactiveandrelatively pain-free, and
(perhaps most telling) she has
outlived two of her doctors, including
Dr.Brown.

Carol’s odyssey was described at
arecent Los Angeles symposium of
the Road Back Foundation, an
organizationdedicatedtoDr. Brown’'s
principlesof treating rheumatoid
arthritis, sclerodermaand other
rheumatic diseaseswith antibiotics.
Theview that antibioticsare helpful
in these “noninfectious’ diseasesis
based on the idea that atypical
infectious agentssimilar to spiro-
chetes are responsible for the
devastating complications of rheu-
matic diseases. Treating these
infectious agents with antibiotics
over long periods of time can arrest
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the disease processin a manner
similar totreating Lymediseasewith
antibiotictherapy.

Dr. Brown'’ stheory was consid-
ered pure heresy by the medical
establishment when it wasfirst
proposed over 50 years ago. But the
discovery of Lymedisease asan
infectious cause of arthritislent
credibility totheheretical concept,
and the recent discoveries of other
infectious causes of “noninfectious’
illnesses such as peptic ulcer disease,
diabetes and coronary artery disease
havefurther validated Dr. Brown’s
theory. Of coursethemedical
establishment isstill skeptical, but
tetracyclineis now an approved
treatment for rheumatoidarthritisin
the United States.

Inturn, Lyme disease patients and
their doctors have much to learn from
Dr. Brown'’ stheories. The approach
to treatment of rheumatic diseasewith
antibiotics involves both intravenous
and oral medications given on apulse
basisvarying from once aweek for
the intravenous drugsto threetimes a
week for theoral medications. This
typeof intermittent antibiotictreat-
ment would be considered inappropri-
atefor acute bacterial infections. But
for achroniclow-gradeinfectious
process causing rheumatic symptoms
(andsimilartoLymedisease), Dr.
Brown argued that long-term pul se
antibiotic therapy made perfect sense.

The speakers at the Road Back
symposiumincluded Dr. Emil
Wirostko, an ophthalmol ogist from
ColumbiaPresbyterianMedical
CenterinNew Y ork City; Dr. John
Sinnott, ageneral practitioner from

lowaand aformer student of Dr.
Brown; Dr. Robert Franco, arheuma:
tologistfromRiverside, CA; Dr.
AristoVojdani, animmunologistin
chargeof ImmunosciencesL abora-
tory inBeverly Hills, and Dr. David
Brownstein, aholistichealth practitio-
ner from Michigan. Also onthe
programwas Pat Ganger, who
described the successful use of
antibioticsto treat her scleroderma-
foramerel12years.

Dr. Wirostko pointed to electron
microscopic findingsof infectious
particlesin the joints and tissues of
rheumatoid arthritispatients. Since
these infectious agents have been
impossibleto culture, their existence
remainscontroversial. Dr.V ojdani
reviewed hiswork onthemolecular
diagnosis of mycoplasmaand related
organismsin rheumatic diseases. He
noted that the molecular technique
knownasPCR (polymerasechain
reaction) isextremely sensitiveand
shows evidence of infection in about
half of the rheumatic disease patients
tested. Dr. Sinnott described his
clinical experienceintreating rheu-
matic diseaseswith antibiotics. Many
of hispatients have had clinical
coursessimilar to those of Carol
Langeand Pat Ganger. Dr. Franco
gaveanexcellent review of rheumatic
diseases and the effects of antibiotic
treatment. He pointed out that many
antibioticshaveboth antimicrobial
and antiinflammatory properties, and
he outlined therationalefor pulse
therapy invariousrheumatic dis-
eases. Dr. Brownstein stressed the
importanceof hormonal and nutri-
tional supplementsin histreatment
approach, referring to hisbook
entitled”“ TheMiracleof Natural
Hormones’ (Medical Alternatives
Press, $14.95).

Participantsin the Los Angeles
symposium camefrom asfar away as
Canadaand Australia. The Australian
contingent was particularly vocal in
its support of pulse antibiotic therapy
for diseasesranging from rheumatoid
arthritistofibromyalgiaand chronic
fatigue syndrome. Drs. John Whiting
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andKerrieDavisrelatedtheir experi-
ences with these disease states and
stressed the nutritional aspects of
successful treatment. Other partici-
pantsincluded Dr. Pieter DeWet, a
holistic practitioner from Texaswho
combinesantibioticand nutritional
therapiesintreating hisrheumatic
disease patients, and Dr. Alan
Cantwell, whoiswell knownfor
proposing that infectious agents play
asignificantrolein cancer. Dr. Harvey
Heinrichs, aplastic surgeonfrom
Newport Beach, gaveanintriguing
talk on breast implantsand rheumatic
diseases based on hiswife' s experi-
enceand treatment.

What about the potential dangers
of chronic antibiotic therapy? After
all, resistant infectionsareaconcern.
Carol Lange saysthat she has learned
how to increase or decrease her dose
of antibiotics depending on her
symptoms. She hardly ever getsa
respiratory infectiondespitelivingin
the snowbelt of New Jersey, and she
has never had aresistant infection in
35 years. Pat Ganger echoesthis
experienceafter 12 yearsof pulse
antibiotictherapy. Dr. Franco points

out that patients with acne may take
tetracyclinesfor years on end, and
patientswith rheumatic heart valve
disease may need penicillin prophy-
laxisforanentirelifetime. Andfor
many years, pul se antibiotic therapy
has been the standard of care for
patientswith AIDS.

Despite the fact that many
antibioticsareinexpensive, readily
availableand safe, only afew
controlledclinical trial sof antibiotic
therapy for rheumatic diseases have
been performed. As patientswith
chronic Lymedisease know all too
well, themedical establishment has
much to learn about treating chronic
rheumatic diseases. The teachings of
Dr. Brownandtheinformation
generated by the Road Back Founda-
tion should help to bridge the gap
between medical knowledgeand
patient careinthenew millennium.

Raphael Sricker, M.D. practices
medicine at Union Square Medical
Associates, 450 Sutter Street, Suite
1504 San Francisco, CA 94108
(415) 399-1035

inemoriam [

Chantal Semans, of BigBear,
Cadlifornia, diedonJanuary 11, 2000
from complicationsof Lymedisease.
Shewasin her early fifties.

Her friend BarbaraBarsocchini of
Malibuwrote: “ Chantal Semanswasa
fighter. She saved thetick which
infected her; transported the tick
down the mountain to the local vector
control agency in Southern California
to haveit tested. Thetick was
identified as an I xodes pacificus.

Asill as Chantal was, she brought
Lyme diseaseto the attention of her
rural community, includingthe
medical establishment.”

Her brother wrote: “Lymedisease
ravaged her body and she wound up
paying the ultimate price. Shewas
airliftedfromBigBeartoLomaL inda
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Hospital because she was having
difficulty breathing. They put her ona
special trach ventilator and into a
drug-induced coma. They believe she
had astroke, paralyzing her armsand
legs. For over amonth, you could not
tell if she understood what anyone
was saying or if sherecognized them.
Shewas in isolation because she had
afatal blood disease that was
antibioticresistant..”

GaylaDianeK eyes, age52, of
Mounds View, Minnesotawent up to
our Lord on February 25, 2000, after a
long struggle with Lyme disease and
lupus. Gaylawasan associate member
of the Sunrise United Methodist
Church and amember of her home
church, Henry (South Dakota) United
Methodist Church. Gaylawasvery

dedicated to her servicewith
Honeywell wheresheworked for 34
years. Shewasamember of the
National Association Property
Management, National Contractors
Management Association; past Chair
of the United Way; active with the
Junior Achievement, City of Angels,
and Community RelationsCouncil
whichincluded the Christmas Adopt
aFamily, Food Share, school supplies
for needy children, and Chair person
forthe ChristmasCard Recycling
project. (Fromthe & Paul Pioneer
Planet Saturday March 4, 2000.)

Kathy Cavert passed away
Tuesday, February 8, 2000in Inde-
pendence, Missouri. She had been
suffering fromlate Lyme diseasefor
many years. Sunday night she
entered the hospital emergency room
fighting severe pain. On Monday,
February 7, her condition declined
and she became delirious. She was
placed on aventilator and then
dlipped into unconciousness. She
died at 6:50inthemorning with her
fiance, John Haynes, at her side. She
was 52 yearsold.

Cavert was the founder of the
Midwest Lyme Disease Association
and publisher of LymeAide, a
publication devoted to helping
victims of Lyme disease. In spite of
her own substantial physical prob-
lems, Kathy worked tirelessly, helping
thousands of victimswith Lyme
disease over the course of many
years. She received countless calls
from people needing help and she
was alwaysthere for them answering
their questionsand mailing them
information. Every caller received
informationfromdeepinsideher
heart. She cared deeply about helping
people and wanted to further the
understanding of the seriousness of
Lymedisease.

The Lyme disease community
mourns the premature death of these
women and offers sincere sympathy
totheir familiesandfriends.

Thanks to John Lushenko for his
contribution to this report.
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Research

NIHgetsrecord$17.9billionfor
biomedicalresearch

by LindaFinn

Thefiscal year 2000 budget
recently passed by Congress gives
the National Institutes of Health a
total of $17.9hillion, another record
increasein funding. Thisispart of a
series of increases intended to double
the budget by 2004. NIH isthe largest
biomedical research organizationin
theworld.

The biggest piece of this budget
pie—$3.3hillion—goestothe
National Cancer Institute, withthe
National Heart, L ung, and Blood
Institutein second place, at $2 billion.
Fourteen other institutes and a
number of centerssharetheremaining
funds. The National Institute of
Allergy and Infectious Diseases
received $1.8hillion; morethanhalfis
earmarkedfor AIDS, but every
institute got some AIDS funding also.
$19.6 millionhasbeenallocated for
Lyme disease. No breakdown was
availableontheLymeprogram. Itis
assumed that funding for the continu-
ation of two chronic Lyme studiesis
provided, along with program
administration and research grants.
Research on a cure was not funded, it
goes without saying.

Two major backersof thebig NIH
budget were Representatives John
Porter (11linois) and David Obey
(Wisconsin). It should be noted that
Obey isfrom astate with many Lyme
disease cases. (Does he know this?)
Porter isretiring at the end of this
term.

Director Harold Varmus, though
pleased with the budget increases
being won by NIH, left his post at the
end of 1999 to take up anew job as
head of the Sloan K ettering Cancer
CenterinNew Y ork City. Varmus
1989 Nobel Prizewasfor cancer
research. Accordingtoareportin
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Sciencemagazine, hissalary will go
from$150,000tonearly amillion
dollars as aresult of the job change.

Nonconformity marked histenure
at NIH. A seriesof controversial ideas
were proposed, among them a new
on-linearchiveof scientific research
papers, intended to shorten thetimeiit
takes to get research findings made
public. A two-tier system was
suggested, with the second tier to be

“Research on a
cure was not funded,
it goes without
saying.”

lesspeer-reviewed thanintraditional
print journals. Most of these journals,
fearing adrop in subscriptions and
loss of control, opposed the idea. A
revised version of the concept begins
thisyear, as"“PubMed Central .”

TheNIH under hisleadership has
been resisting Freedom of Information
access to data produced with federal
funding, for the reason that research-
ers ability tobenefit fromcommercial
applicationswill becompromised, and
therefore researcherswill beless
willingtowork onNIH grants. Since
grantsare crucial to most research,
however, there may not be many
abstainers, even with conditions they
do not like. NIH also has suggested
that they, not Congress, are in the
best position to determine how
research funding should be spent. For
the most part, Congress defersto NIH
priorities.

Varmus' successor

Until asuccessor isnamed,
Deputy Director RuthKirschteinwill
occupy the top job in an acting
capacity. Some sources have pre-
dicted difficulty filling thejob now on
a permanent basis because of the
coming changeinadministration.
However, three namesfrominside
NIH have been suggested as possible
candidates; National Cancer Institute
Director RichardKlausner, National
Institute of Mental Health Steve
Hyman, and National I nstitute of
Allergy and Infectious Diseases
Director Anthony Fauci. Fauci was
involved inthe AIDSwars of the
1980s; hishandling of that program
led to the formation of the ACT UP
campaignto combat the AIDS
epidemic andincluded major protest
events and marches.

Not enough publicinvolvement

In 1998 the National Academy of
Science’s Institute of Medicine
prepared a report requested by
physician/senator Bill Frist (Tennes-
see) and Dan Coats (Indiana). It
recommended morepublic participa
tionintheNIH decision-making
process. It described NIH interaction
with the public asweak, compared
with itsrelationship to researchers.
Sincethen, in response, a Council of
Public Representatives was estab-
lished, with 20 membersselected from
aroundtheU.S., many inhighranking
medical jobs.

NIH has aso set up anew Office
of PublicLiaisonwithaliaison officer
in each institute. NIH suggests that
these measureswill significantly
expand “its effortsto solicit public
comment on NIH research goalsand
related activities to help ensure that
our programs meet the need of
patients and other health consumers.”

Surely thisisan arenainwhich
Lyme sufferers should become more
active; of particular interest isthe
selection of researchersto receive
grants and the nature of the research
to be accomplished.

Ms. Finn may be contacted by
email at overman74@hotmail.com.
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NIHawards $4.7 millionfor
chronicneuroLyme study

As part of the grant proposal he madeto NIH, Dr. Fallon used findings
from a brain imaging project made possible by a grant from NJLDA.

The National Institute of Neuro-
logical Disordersand Strokebranch
of theNIH hasawarded Dr. Brian
Fallon,aColumbiaUniversity
psychiatrist, $4.7 millionto study
chronicneurologicLymedisease.
Fallonislooking for patientswith
persistent cognitive problemswho
have aready received at |east 8 weeks
of 1V antibiotic therapy and who are
WesternBlot 1gG or PCR positive.
Patients must also have awell-
documented history of Lyme disease
by CDC criteriaat sometimeinthe
past. Patientswill be screened and
thosequalifyingwill beextensively
tested before being randomizedto a
double-blind, placebo-controlled
treatment program. Theresearchers
will haveto confirmthecurrent PCR
and Western Blot positive results
with acentral research lab and
determinetheamount of cognitive
impairment at entry. Patientswill
receive 3typesof PET imaging at
baseline; onelooking at glucose
metabolism, onelooking at vascular
flow at rest, and onelooking at
vascular flow after aCO, challenge.
They will alsoreceivefivetypesof
MRI sequences, and more neuropsy-
chological tests. Thebrainimaging
will be conducted by one of the most
advanced brainimaging teamsinthe
country using the PET and MRI brain
imagingfacilitiesat theColumbia
PresbyterianMedical Center.

Twointhreepatientswill receive
10weeksof intravenousceftriaxone;
theremaining 1/3will receiveplacebo.
After thelV treatment (which occurs
at home) the patients must agreeto
stay off other antibiotics for another
14 weeks. Attheend of 12 and 24
weeksfrom baseline, the patientsare
given the same set of PET and MRI
and neuropsych tests. The week 12
testswill look for response. Theweek
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24 testswill look to seeif there-
sponse improves over time, staysthe
same, Or worsens.

“Wewill belookingto see
whether brainimaging changes
correlate with cognitive changes, as
well astryingtoidentify markersat
baseline that might be associated with
response,” explained Fallon. “The
study should be able to tease out
brain problems dueto vascular
disease from brain problemsdueto
metabolicdisease. Lymedisease
might be causing both or either in any
one patient.”

Thisstudy will beadefinitivetest
of the efficacy of arepeated course of
IV antibiotic therapy for patientswho
have previously had at least 8 weeks
of IV.

I ncentivesfor patientstoparticipate

First, all patientswill get treated
withlV ceftriaxonefreeof chargeat
some point. One group (2/3 of the
patients) will get 10weeksright away,
the other group (1/3 of the patients)
will get offered 6 weeksof free
ceftriaxoneafter the24 weeks.
Although patients may think this
soundsunfair, Fallon explained that
sinceit isnot yet known whether 10
weeksisreally superior to 6 weeks of
treatment, doingit thisway will
provide some

end of the24 weekssummarizing the
results of the sophisticated MRI, PET,
and cognitive test results. This
cognitivereportwill providea
breakdown of thedifferent cognitive
domains of the brain and show how
the patient did over the 24 week
period on each domain (e.g., atten-
tion, memory, verbal fluency). The
brainimagingreportwill reveal
whether the patient had anormal
enhancement of flow after the CO,
challenge— the " hypercapnic”
challenge test can detect the presence
of vascular disease — and whether
that deficit (if present) improved over
the 24 weeksor not.

“Patientswill begetting brain
imaging that is not done el sewhere,”
said Fallon. “Although they can get
PETselsewhere, thehypercapnic
challengeisonly donefor research
studies.”

Fallon expressed a hope that
patientswill want to participatejust
because they areinterested in
promoting good scientific research of
chronic Lyme disease. He suspects
NIH will bereluctant to ever againrisk
fundingamajor chronic Lymedisease
study if this study is not able to
attract enough patients.

Theentry criteriarepresent avery
high bar for most Lyme patientsto
jump over, however Fallon stressed
theimportance of making surethat
everyone would agree that patients
who enter the study have Lyme
disease.

“We are not saying that other
patientsdon’t have Lyme disease,”

informationon
whether 6 weeksis
as good or less
good or the same as
treatment with10
weeksfollowed by
14weeksoff. The6
week groupwill be
invitedtocome
back after 24 weeks
to get retested.

All patientswill
get areport at the

treatment.

To be eligible for the study, patients must:
- Be between the ages of 18 and 60.

- Have a well-documented history of Lyme disease with
a currently positive result on one of the two tests used
in confirming a diagnosis of the disease.

- Reside in New Jersey, New York, or Connecticut. -
Experience ongoing problems with their memory and
other cognitive problems.

- Have undergone at least four months of antibiotic

- Have no allergies to ceftriaxone, which is marketed
under the brand name Rocephin.
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hesaid. “ Rather, we' re saying that we
have to do a study that even the most
skeptical critic could becomfortable
with. Giventheenormous expense of
the procedures (PET and treatment)
and of the highly technical data
analysis, we haveto.”

Rita Stanley, patient advocate and
educator in Portland, Oregon, feels
the study deserves patient support.

“Thisisawell devised study and
it goeswell-beyond thetypical
placebo controlled study inthat it
does offer the patientstreatment after
they have received placebo,” she
said. “How many studiesdo that? Dr.

Fallonisusing aconsiderable amount
of themoney allotted to himto give
those patients in the placebo group
treatment,” she continued. “1f the 6
weeksisbeneficial, that isagood
start (at no cost to the patient) that
can be continued.”

To make a phone appointment to
discuss this Lyme research study,
pleasecal | 212-543-5367 between 9-
5pm EST or leave amessage at other
timesat 212-543-6510tospeak witha
member of theLyme Disease Re-
search Program Staff. The study
websitewill beat www.columbia-
lyme.org.

Newstudytriescholesterol-
loweringdrugtobindtoxinsin

neuroborreliosis

by Steve Nostrum, R.N.

Ritchie Shoemaker, M.D.wasa
guest onthe“Lyme BorreliaOut-
Reach Foundation TV Series, April
26th. 2000. Shoemakerisamedical
doctor and holdsaB.S. in Molecular
Microbiology. Heisan author, writer,
ecologist, and naturalist. He has
writtentheworld'sfirst articleon the
diagnosis and treatment of Chronic
PfiesteriaHumanIlInessSyndrome,
and his book entitled Pfiesteria
discusses this and the toxin involved.
He has been published in the Lancet,
about learning and neurocognitive
problems. Heisagraduate of Duke
University and resides in Pocomoke
City, Maryland.

Shoemaker's book isastory of
media, politics, economics, medicine,
and aremarkabl e scientific discovery.

Abstract of Shoemaker article

Chronicneurotoxic symptoms
refractory to antibioticsin 51 patients
following atick biteweretreated with
cholestyramine (CSM) according to
protocol previously used success-
fully in patients with Estuary Associ-
ated Syndrome. Prior to treatment, the
chronic Lyme disease patients, 27
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with and 24 without apositiveLyme
diagnostic test, had a statistically
significant deficit in visual contrast
sensitivity (VCS), greatest at 6 cycles
per degrees of visual arc, relativeto
23 control patients. After CSM
treatment, all patients had abatement
of their clinical syndrome.

A symptomintensification
reaction, similar to“ but moreintense”
thantypical Herxheimer reactions,
experienced previously during
antibiotic therapy, occurred early in
CSM therapy, especially in patientsill
longer than threeyears. Theintensifi-
cation reaction was reduced with
pioglitazone therapy or prevented by
pretreatment with piogliazone, a
known peroxisomeproliferator-
activated receptor (PPAR) gamma
agonist. No relapse of symptoms was
observed in patients followed as long
as eleven months.

These results suggest that VCS
measurement isa useful tool for
assisting in the diagnosis of chronic
Lymedisease, and that CSM treat-
ment restores VCS and provides
symptomaticrelief inchronicLyme

disease patients, presumably by
greatly enhancing the elimination of
endotoxin(s) released by Borrelia
spirochete lysis and/or antibiotic
treatment. Theintensificationreaction
may result from different gene
activationby mobilizedtoxin(s) which
induces release of cytokines, includ-
ing tumor necrosisfactor apha, but
can be countered or blocked by the
PPAR gammaagonist activity of
pioglitazone.

Studies are underway and it is
hoped that 2000 patientswill be
enrolled inthe study using CSM in
the antibiotically treated patientswith
monitoring by visual contrast
sengitivity testing. A third study will
deal with prevention or reduction of
severity of the intensification
(Herxheimer) reaction by treatingwith
piogliadouble-blinded, placebo-
controlledtrial.

Laser doppler studies are aso
being researched. As part of the
study, when taking the pioglitazone
or placebo patients must have
random, finger stick blood sugar tests
done on aregular basis. The patient
must agreeto fax VCS scores at
regular intervalsif not accessing the
websi tewww.chronic Neurotoxin.com

The costs to the patient are the
expenseof CSM (approximately $3.00
per day), whatever physician fees by
the attending physician, and what-
ever expenses involved in sending
the data. Extensive support will be
offered at no charge to the patient
and caring physicianwhileinthe
clinical trials. Anindividual report will
be sent to the patient and the
attending physician at the conclusion
of thetrial. A final summary andfinal
report, with theresultsof thetrial, will
be sent to the patient.

With the CSM treatment, the
cholestyramine bindstoxinsin the
intestine and which are then removed
in the bowel. The Laser doppler test
showsthemicrovascular (capillary)
hypoperfusion changes in the retina
and optic nerve head that VCS
represents. The test will show
distinctivedifferencesin capillary
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flow produced variously by obstruc-
tion, spasm or margination of white
blood cells (TNF effects).

A Lyme patient currently under-
going antibiotic treatment wasalso a
guest on the show and the VCS test
was performed. The patient agreed to
betreated with CSM and will return
on another show in approximately two
months so as to measure how and if
thetreatment with CSM assisted her.

Cholestyramineisan FDA-
approved medication used to reduce,
lower cholesteral in patientswith high
cholesterol levels. It bindsbile salts,
cholesterol, and biological toxinsin
the small intestine. Becauseit binds
toxins tightly, they cannot be

reabsorbed, and are harmlessly
excreted in the stool, thus curing the
chronictoxin-mediatedillness.

Thistherapy isNOT acurefor
Lymeborreliosis. It doesnot kill
spirochetes.

If you have questions regarding
thisarticle, contact meand I will
answer to the best of my ability. The
show was one hour in duration, and
not everything can be covered in this
space. Those interested may contact
medirectly.

Seve Nostrum may be reached at
LymeBorrelia Outreach, PO Box
496, Mattituck, NY 11952, tel. 516-
298-9606, email Borrelias@aol.com

Informationsoughtonlegal
actionsassociatedwithLyme

by Robert Bransfield, M.D.

Thereareasignificant number of
legal actions associated with Lyme
disease. | am conducting a survey of
lawsuits and other legal actions
associated with Lyme disease and
other tick borne diseases. | recognize
someareindividual suits, while others
areclassactionsuits. I’'ll be organiz-
ing the information based upon the
type of suit, which may be catego-
rized, but not limited to thefollowing
areas: 1) Insurance company denial of
coverage for Lyme disease treatment.
2) Disability determination (including
liability issuesif thetick borne
disease was acquired in the work-
place). 3) Malpractice suitsrelated to
direct care & /or insurance company
consultant opinion. 4) Requests for
special education from school
districts. 5) Domestic violence. 6)
Violence, aggression or other illegal
behavior resultingincriminal or civil
actions. 7) State board issues. 8)
Auto, train or plane accidents or other
lighility issues associated with
impairmentsassociated withtick
borne diseases. 9) Product liability
cases. 10) Munchausen by proxy
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allegations. 11) Researchrelated
issues. 12) Lyme disease patients
accused of driving under the influ-
ence. 13) Patent issues. 14) Other
issues not listed.

Please respond with asingle,
concise page stating the nature of the
case, date entered, case number,
jurisdiction, plaintiff(s), defendant(s),
experts, abrief summary of the case,
current status or outcome of the case,
date resolved, consent to publish and
distributethisinformation, email
address, phone number and fax. Send
toRobert Bransfield, MD, 225
Highway 35, Red Bank,NJO7701, tel.
732-741-3263.

The Journal of Spirochetal and
Tickborne Diseases (JSTD) is
now listed on the Internet on
Medscape. All back issues are
also going online. All words in all
articles can be searched by the
Medscape searchengine.

The URL is http://
id.medscape.com/SLACK/JSTD/
public/JSTD.journal.html.

Participants
soughtfornew
treatment
study

by Donna Herrell

Ritchie Shoemaker, MD, of
Maryland, hascompleted aprelimi-
nary study of the use of
cholestyramine (Questran) abenign
powder used to lower cholesterol on
100 patientswithlong-term, antibi-
otic-treated Lyme disease. Based on
the dramatic positive results of the
study, Dr. Shoemaker isready to
submit hiswork to amajor journal for
publication. He will also beready to
performan FDA-IND (morerigorously
monitored by FDA than an indepen-
dent research study) study shortly.

Dr. Shoemaker believesthat
neurotoxinsplay amajor roleinthe
symptoms of, if not the cause of
symptoms of, chronic Lyme patients,
and he has been able to successfully
utilize cholestyramineto bind and
remove the toxins from the body. He
becameinvolved with thistreatment
when he discovered the cause and
treatment of Pfiesteria, adinoflagellate
disease which also involves neurotox-
ins, that waskilling fish along the east
coast.

Attending physician approval is
necessary to participate in the study,
an informed consent must be signed,
and certain criteriamust be met. If you
areinterested in receiving the
informed consent packet, write (no
faxes) to Dr. Shoemaker, 1604 Market
Street, POBox 25, Pokomke City, MD
21851. Youmustincludeaself-
addressed PREPAID PRIORITY
MAIL ENVELOPE.

FromInvisible Threads-
www.lymedi sease.about.comvlibrary/
blinthreads.htm
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Abstracts

Borreliaburgdorferidetected by cultureand PCRin
clinical relapse of disseminated Lyme borreliosis

AUTHORS: Oksi J,Marjamaki M,
NikoskelainenJ, ViljanenMK
ORGANIZATION: Department of
Medicine, Turku University Central
Hospital, Finland. jarmo.oksi @utul.fi
REFERENCE: AnnMed1999
Jun;31(3):225-32

ABSTRACT: Atotd of 165
patientswith disseminated Lyme
borreliosis(diagnosedin 1990-94, all
seropositive except one culture-
positive patient) were followed after
antibiotictreatment, and 32 of them
wereregarded ashaving aclinically
definedtreatment failure. Of the 165
patients, 136 were tested by poly-
merasechainreaction (PCR) during
thefollow-up. PCR was positivefrom
the plasmaof 14 patients0-30 months
after discontinuation of the treatment,
and 12 of these patients had aclinical
relapse. In addition, Borrelia
burgdorferi was cultured from the
blood of three patients during the
follow-up. All three patients belonged
to the group with relapse, and two of
themwere also PCR positive. This
report focuses on the 13 patients with
clinical relapseand cultureor PCR
positivity. Eight of the patients had
cultureor PCR-proveninitial diagno-
sis, the diagnosis of the remaining
five patients was based on positive
serology only. All 13 patientswere
primarily treatedfor morethan 3
monthswith intravenous and/or ora
antibiotics (11 of them received
intravenous ceftriaxone, ninefor 2
weeks, onefor 3 weeks and onefor 7
weeks, followed by oral antibiotics).
The treatment caused only temporary
relief in the symptoms of the patients.
All but one of them had negative PCR
resultsimmediately after thefirst
treatment. The patientswereretreated
usually with intravenous ceftriaxone
for 4-6 weeks. None of themwas PCR
positive after theretreatment. The
response to retreatment was consid-
ered good in nine patients. We
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conclude that the treatment of Lyme
borreliosi swith appropriate antibiot-

icsfor even morethan 3 months may
not always eradicate the spirochete.
By using PCR, it is possible to avoid
unnecessary retreatment of patients
with ‘ post-Lyme syndrome’ and those
with*serological scars remaining
detectable for months or years after
infection.

An in vitro study of the susceptibility of mobile and
cystic forms of Borreliaburgdorferito metronidazole

AUTHORS: BrorsonOand
Brorson SH. REFERENCE: APMIS
[ActaPathologica, Microbiologicaet
Immunol ogicaScandinavica] June
1999, 107(6):566-576.

ABSTRACT: Theaimof this
study was to examine the susceptibil-
ity of mobile and cystic forms of
Borrelia burgdorferi to metronida-
zole. Because B. burgdorferi isa
microaerobicbacteriumlike
Helicobacter pylori, metronidazole
(MZ) [Flagyl, for example] was
chosen in the susceptibility test. For
both microaerobic and aerobic
incubation, thenormal mobile
spirochetes were resistant to this
antibioticwithanMBC[minimal
bactericidal concentration] >or =512
microg/ml. Conversionof mobile
spirochetes to cystic forms was not
observed when they were incubated
with MZ. When they were incubated
under microaerobic conditions, the
biologically active cystic forms had
anMBC> or =4microg/ml., but the
MBCwas> or =32 microg/ml with
aerobicincubation at 37 degrees C.
Stainingwith acridineorange, dark
field microscopy and transmission
electron microscopy revealed that the
contents of the cysts were degraded
when the concentration of MZ was >
or =MBC. Some cystswere aso
ruptured. When incubated with a
sufficient concentration of MZ, core
structures did not develop inside the
cysts, and acridine orange revealed
less RNA in the cysts. Our observa
tions may help effortsto treat
resistant infections caused by B.
burgdorferi with acombination of

MZ and other antibioticsin order to
eradicate both cystic and mobile
forms of B. burgdorferi.

Lyme Times bulk
mailing policy

The following charges and policies
govern requests for bulk orders of
the Lyme Times.

10 $10.00
25 $20.00
50 $35.00
100 $50.00
250 $100.00
500 $150.00

Additional shipping costs may apply.
Prices may vary according to
quantity and shipping method.

Shipments of bulk quantities of the
Lyme Times are subject to approval
by the Lyme Times Circulation
Committee. The following will be
considered

1) Special one time events: (Health
Fairs, Public Forums, Conferences,
Symposiums, etc. Written requests
are required and should include: A)
The event B) Sponsoring organiza-
tion C) Date D) Anticipated number of
attendees E) Quantity of Lyme Times
desired

Requests should be submitted, if
possible, prior to the printing of the
issue to ensure adequate supplies.

2) Shipments to Physicians, at their
request.

3) All other bulk shipments may be
limited to specific geographic “target”
areas as determined by the Commit-
tee.

Please let us know if you don't
receive your Lyme Times. 3rd class
bulk rate mail is not as reliable as
first class. If you are missing your
copy, let us know and we will mail
you a new one.
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LDRC West Coast
Lyme Disease
Conference

Saturday, November 11,°00
time to be announced
California Pacific Medical
Center Auditorium

San Francisco, California

New Y ork Psychiatricnstitute
researcher BrianFallon, MD, will be
the keynote speaker on neuropsychi-
atric Lymedisease. Fallon hasjust
beenawarded $4.7 millionby theNIH
to study chronic Lyme disease (see
article on page 43).

The conferencewill alsofocuson
Lymedisease and other tick-borne
diseases in the western United States.
Topicsto be covered include the
ecology of Lyme disease, testing for
Lymeandother TBDs. New
entomol ogic findingsonticksin
Californiawill bepresented. A public
forumisbeing planned.

For moreinformationemail
info@lymedisease.orgor phone707-
468-8460.

Patients who want their doctorsto
receive an announcement for this
meeting should send us his/her name
and address.

LDANJ offers
grantsforcure

The Lyme Disease Association of
New Jersey, Inc. (LDANJ) has funds
available to those conducting
research that could potentially lead to
a cure for chronic Lyme disease. Fall
2000 Grants will be awarded in
varying amounts up to $25,000.

Grant application deadline is June 30,
2000. Applications can be found
online at the LymeNet (http://
www.lymenet.org) or LDA-NJ (http://
Idanj.tripod.com/about.html) websites,
or call LDANJ president Pat Smith at
732-938-4834 for more information.
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Grass Valley Lyme
Disease Seminar

Tuesday, October 24,2000
5:00 pm to 9:00 pm
SierraNevada Memorial
Hospital

GrassValley, California

This4-hour seminar for medical
professionalswill featurethefollow-
ing speakers and topics:

Mark Miller, P.H.M. Director of
CommunicableDiseaseControl —
Placer County LymeDiseaseinthe
SierraNevadaFoothills

LuciaT.Hui,M.S. Senior Public
HealthBiologist, Stateof California
Department of Health Services,

V ector-Borne Disease Section—
Ecology of the Lyme Disease Spiro-
chete

Raphael Stricker,M.D.Union
Square Medical Associates Hematol-
ogy/Internal Medicine— Diagnosis &
Treatment

Nick S.Harris, Ph.D. President/
CEOQO, IgeneX, Inc. Diplomate, Ameri-
can Board of Medical Laboratory
Immunology — Role of a Diagnostic
Laboratory in the Diagnosis of Lyme
Disease

Richard Tilton, Ph.D. Senior Vice
President, BBI Laboratories Past
EditorinChief, Journal of Clinical
Microbiology Editor in Chief, Journal
of Spirochetal and Tick Borne
Diseases— Coinfection with Tick-
borne Microbial Agents

MarylynnBarkley,M.D.,Ph.D.
Associate Professor of Physiology
Section of Neurobiology, Physiology
and Behavior University of California,
Davis—Understanding Endocrine-
ImmuneSystem Interactionduring
Bacterial InfectioninWomen: The
LymeBorreliosisModel

Aninformal seminar for patientsis
being planned for earlierinthe
afternoon.

Patientsdamaged
by Lyme vaccine
soughtfor class
action lawsuit

ThePhiladel phialawfirm Sheller,
Ludwig & Badey isconducting a
class action lawsuit against
SmithKlineBeecham, manufacturer of
LymeRix, theL ymediseasevaccine.
They are seeking people who have
suffered disabling symptoms after
receiving thevaccine, including
those who were part of the original
clinical trials. Peopleinterestedin
participating should call Sheller'stoll-
freenumber 1-800-883-2299. The
lawfirm’ swebsiteat http://
www.sheller.com contains a copy of
thelegal complaint filed against
SmithKlineBeecham.

See story on page 1.
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