Lyme disease patients face an uphill battle
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PUTCHESS COUNTY—
Lyme disease and other Gck-bome
related diseazes pose 2 SErious
health threal by many residenis in
the northesavern United Scates.
Dutchess County in partcular has
the greatesl number of reconded
cased. Accordigg o Andrew
Bvans of the Dulchess Counly
Health Depariment, there were
1,700 riaw contirmed cagss in
2002, up from 1,006 in 2001, Liv-
ing with Lyme disease can be a
painful, dizorienting experience,
and 1L cen be 1ife Boeatening if te
patient 15 unable (o receive Hear-
ment.

The Centers for Diserse Con-
ol and Prevention (CIXC) Weh

-aute slates that only one in |0 coses
Eets rapored.

According to the Americen
Lyme Disease Foundation | Al E}
only J0-80% ol sll people biten
by a tick with Lymne dissase acm-
ally e the characieristic hullx-eye
rash akthe tick bite site. The Lyme
izessa Association says that il ik
cven luweer, oty 500%.

The ALDI states that the sarly
stager of Lyme can be masked by
flu-like symptoms such as chills,
mild-fever, haadache, fatigue,
juint pain or swollen lymph
glands. Ifthese symptoms are by-
passad, later «lagos of Lhe disesse
Dy ool weeks, motths or vears
later. Chronic Lyme diseawus may
then result.

Kl Auerbach, coordinaior of
the Hudeon Valley Cnmmiltec for
Lyine Dhsease Patient- Advocosy.
said co-intections are not only
prevalenl but alzo make diagnos-
ing and fghring the infections 1Wat
much more difficult.  Auerbach
wus disgnowed with Lyme list
year, but only after & Pwo-stage
testing Approach was used.

According o the "Disgnostic
Hinrs and Treatment Guidelines
for Lyme and Oither Tick Bome
Mnesses,” wrmen by Joseph I
Burrascans Jr., M.D., “Lyme Dis-
ease iz not simply an miectm
with Botrelia burgdorfen (Lyme
Borreliosis), but a complex illness
potentinlly complicaied by mal-
tiple tick-bome co-inlestions.”

A shudy that was conducted in

199K joiutly by the Inslitute of
Ecosyetem Smudiss in Millbrook
and the Departmenl of Eulogy
and Evolutonary Biology of the
Lniversity of Conpecricm showed
that §3 oul of 188 ticks (28% ) had
both Lyme Borreliosls and
Ebrlichiasie  And this is omly one
‘combinaticn of pathogens that
muay be transmited from ore tick
bite.

Now York Stae Assemblyman
Joel Miller has hesn for many
vears a sitong advosale Nor de-
fending the rights of petients and
dactors who have amd reai Lyme,

“There is no single test it this
point thet is accurale enough o
detect if yor have chnmic Lyme,”
said Miller

Arcocding to Auerbach, Lyme
diveases ars difficalt 1o detect and
to tregt and that many dectors are
uxing & one reeipe “cookbook” to
mear patiepte and not looking at
each individual case.

“Whot woks fou one péreon
may not work for another. [m-
mwges sy stems ans different ™ said
Aunerbach,

Muaureen O of Red Hook
said it 1ok more than A ¥ear to
be correctly diagnosed, ard due
Lo the inghility of local daotors
to treat her illness, she has re-
sorled o trevelling to
Westchester Counry (o sge 1
Lyme specialist, Tn some cases.
doctors wete not knowledpeable
enough oo provide troatment.
Orx's initiel tests for Lyme dia-
ease failed to find any antibod-
ies. Her immune systam wasn't
detecting the invading erganism.

“Wa have rheumatologisls, io-
temmsts amlinfections digease spe-
cinlists who are refoeing to freat
thess patients stating Lhet they
huve Fibronialgie, Chronic Fa-
tigue Sytdrome or an amc-im-
mune discase,” said Miller.,

Burrascano's guidslines say
that the lenger the patient has Lhe
disease, (he greaier the suppression
of the patieat’s Umamne sysen.

According to Miller, many
physicians reluse fo reat patients
beyood the present COWC pre-
gcribed traatment of 3-4 weeks
with doxycveline or amoxicillin
wlicr initial disgnosis dus o the

fear that the New York Staie Oi-
fice nf Pafesxionel Medical Com.
doct (OPMC) may investigate.

QOne physician Wld O, “1
think a bt of ooy patisots are sivg-
gling with Lyme and [ wanl 1o
help them and T want 1o help you,
bul T don’t want to lese my li-
cense.”

“It iz @ vory cxpensive weal-
ment,"” seid Miller, “And | balicve
that the expense involved is what
Iriggenal (he compleints, most of
which have come from the insur-
gpoe companies, "

Oer's intravencus antibiotics
cost $1,650 per week. |

Miller zawl that the OPMC is
uufairly singling out and invest-
gating doctors who arc wing long-
et antibiotic trepmels tof the
treatment of Lyme discase and
hat current ve gulations 4o nor al-
low dactors due process ighly (o
prulect und defend themselves.

The proposed OFMC relorm
bill, named for Asscrsblyman Ri-
chard Gottfied, is before the New
‘York Stare [egislature (o reform
the OPMC to allow physicians
basic civil rights.

&lxc before the Legislarurs
ia the propossd Mayarsahn Bill,
named for Aszemblywoman
Nettie Mayersann. This Ml
gpecifically provides that e
phyaicien'a license conldn't be
subjest to professinnal miscoo-
ducl proceedings for prescrib-
ing long-term antibiclic treai-
ment for patients with Lyme oz
other related tick-boroe dis-
ZANBE.

“"We want te stop the witch
huuts," snid Miller.

Anyone inleresied o support-
ing these hills is urged to contact
their local slake legiclators or con-
tact Senater Juroph Bruno, Major-
ity Eeader, Room 904 LOB, Al-
bany 12247, {518) 455-3191.

For more informadun regad-
ing the Gottfried and Mayerschn
Bills, and/oc Lyme diseare advo-
cacy, go to the Voices of Lyme
Web  aite at,  hup:
www. ymeinfo.nec

*Yedicine 13 abil an art and Dt
everything falls into a ceat pack-
age,” said Miller. “This is clearly
an unseitled scientilic issue."”



