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www.LYMENET.org

This year, the LDANJ has been working with Lymenet.org . You can find Tick Tales as well as valuable Lyme disease information and a link to the LDANJ’s personal website on that site.

Y2K LDANJ  MEMBERSHIP DRIVE $6.00

2000 is upon us.  We need to be stronger than ever in the fight against Lyme and other TBD’s (tick-borne diseases). Join now to receive monthly minutes and mailings in addition to Tick Tales.  Sign up as an individual or as a Lyme group (a "Friend of the Association”).   Please send a check for $6.00 payable to: LDANJ, Inc.    PO Box 1438 Jackson, NJ 08527.  There is strength in numbers!  Make your voice count.  Remember, we are an all volunteer organization, no paid employees, no paid office space.  

CHARITY UP-DATE (figures cited are 1998 data)

from: Close-Up on Charities, Asbury Park Press, December 12, 1999

Lyme Disease Association of NJ

total revenues: $264,782    %fundraising: 4.7     % management: 0.9      % program: 94.4

Definitions used in article: Total revenues-total amount raised.    Percent fundraising-The portion of total expenses used to raise money, including mailings or holding a dance. Percent management-portion of total expenses used to run charity, including utility bills.  Percent program-Portion of total expenses used for charity’s goals (charity watchdogs say a charity is efficient if it spends at least 60% of its total expenses on programs).

LDANJ SPONSORED BARD COLLEGE CONFERENCE

The Lyme Disease Association of NJ recently sponsored the two-day CME approved medical conference entitled Lyme Disease and Other Spirochetal and Tick-Borne Diseases: A Two Day Discussion of the Most Recent Developments in Research and Clinical Management held at Bard College, NY.  Program Co-Directors were Kenneth Liegner, MD and Armen Manasar, DDS, and the featured speaker was Willy Burgdorfer, PhD, Hon. MD.   Dr. Manasar and Sandra Berenbaum, CSW, BCD did an outstanding job organizing the event.  Besides all of the above, presenters included Marylynn Barkley, PhD, MD; Joseph Burrascano, Jr., MD; M. Lynne Canon, CSW, BCD; David Dorward, PhD; Paul Duray, MD; Brian Fallon, MD; Richard Horowitz, MD; Michael Caldwell, MD, SmithKline Beecham; Charles Ray Jones, MD; Amiram Katz, MD; Janice Kochevar, FNP-C; Louis Magnarelli, PhD; Nick Harris, PhD; Carmine Sorbera, MD.  A conference syllabus is available for $25.  Contact Lymeconf@aol.com   Since the LDANJ is paying for printing costs, all proceeds from the syllabus will be returned to the LDANJ to be used for further research.  (For a conference summary, see The National Lyme Disease Network                  http://www.LymeNet.org/    LymeNet Newsletter     Volume 7 / Number 12 / 20-DEC-1999)

LDANJ SPONSORED BARD CONFERENCE VIDEO

The LDANJ is also producing a  video of the conference that is still being developed by the professional videographer and the LDANJ.  It will include any of the featured speakers who have signed the video permission.  There will be several tapes to the conference set.  The LDANJ is selling them for $25 per set, at a great loss to the Association financially, so that the entire Lyme community nationwide has the opportunity to view this important conference.  The tapes will not be available until at least the end of January, although orders are being taken.  Please send $25 check/money order payable to LDANJ PO Box 1438, Jackson, NJ 08527.  If you can afford to pay more to help out Lyme, please do so, and the extra will constitute a tax free donation for you to the LDANJ.

THE LDANJ VISITS THE US ARMY CENTERS FOR HEALTH PROMOTION & PREVENTION, CHPPM by: Pat Smith, with input from Corey Lakin and USACHPPM

In May 1999, Association Vice President Corey Lakin and I visited the US Army Centers for Health Promotion and Prevention, USACHPPM, at Aberdeen Proving Grounds, Maryland.  USACHPPM is the preventive medicine arm of the US Army.  The visit was coordinated by NJ Congressman Christopher Smith’s office as a briefing for us so that CHPPM could share the progress the Army is making in the area of tick-borne diseases, TBD.  This year, CHPPM was required to submit an annual report to Congress, which is titled  DoD Research and Surveillance Activities Regarding Lyme Disease and Other Tick-Borne Diseases, since Congressman Smith and Senator Dodd were able to get an attachment for TBD monies to the Strom Thurman National Defense Authorization Act for Fiscal year 1999.   Congressman Smith was also successful several years ago in attaching Lyme disease monies to the defense appropriations.

Not really knowing the extent of Army involvement, we were surprised to find that the Army takes TBD very seriously.  We were shown laminated tick cards designed especially for the Balkan theater where Lyme is transmitted through infected sheep ticks.  We were given tick removal kits that are distributed to the Department of Defense (DoD) health clinics, so that ticks removed from soldiers can be submitted to USACHPPM for identification and testing. The DoD has a 3 prong Insect repellent system which they heavily promote: permethrin on uniform, DEET on exposed skin, and properly worn uniform = maximum protection. The DoD has developed a permethrin impregnation kit that soldiers can use to treat their uniforms.  The treatment offers protection for the life of the uniforms. We were also amazed to find the DoD has now made available uniforms that are actually impregnated with permethrin at time of manufacture, so that applications do not need to be done by the soldiers.  They also use a state-of-the-art, long-acting DEET skin cream that is commercially only available through Amway.

The most exciting research was being done in the area of technology.  In the lab, we saw how the Army has developed a prototype “in the field” PCR test kit, a virtual lab in a suitcase, to be able to perform testing for the presence of Borrelia burgdorferi right where the action is. It has been designed so that soldiers with limited training can operate it successfully.  Individuals utilizing these kits could amass tick data including species, density, location (using a Graphic Information System, GIS), and results of PCR testing, which are then transmitted directly from the field to computers via a portable satellite uplink.  

The development of a “heads up” display for tick populations is certainly some of the best use of  technology in tick prevention that I have ever seen.  If you are not familiar with this terminology, you are not alone.  A soldier in the field wears a special helmet with a special “heads up display” visor. The soldier is also equipped with a Global Positioning System (GPS) receiver, which is able to pinpoint his/her exact location on earth, and also a small transceiver linked via satellite to the DoD’s GIS computer. The GIS computer tracks the soldier’s position and transmits critical information, including tick population densities, to the “heads up” display visor. This high tech system provides soldiers in the field with a real time assessment of the risks posed by ticks in the potential troop deployment area and offers guidance during maneuvers, so that if possible, personnel shifts can be made to avoid dense tick populations. 

The mapping of tick populations has already started and the density overlays are reported to a military map. The map overlay image is transmitted via secure satellite links to whomever requests it. On the example shown to us, the graphic shows the “risk of infection with Lyme disease from ticks occupying this area” from 0% to 100%.  Additionally, tick infection rates are being determined at all major military installations and this data is being used to create overlays and analyze tick densities to protect those who are employed at these installations. This feat is accomplished by coupling GIS to field collected data. 

The CHPPM officials were extremely cooperative.  We had discussions on how these army developments can benefit the civilian population, and more importantly, how can this information be relayed to the civilian sector in a timely basis?  We felt that this visit would be a first step in “opening up” communications.  We, of course, can both benefit by us helping to promote monies in the Defense Authorization Act, as we have already done through Congressman Smith, and us ensuring that they receive monies through the Lyme Disease Initiative 1999 (current DoD appropriation in bill-$30M/5years). I have had preliminary discussions with Congressman Smith’s office about the possibility of inserting language into the LD Initiative that would require DoD tick-borne illness projects to be made public within a specified time period after their development.  It is too early to determine if this is a viable proposal. 

Space limitations prevent me from printing the Report to Congress here, but I have selected several paragraphs that I feel reflect the tone of the report.  The first three paragraphs of Section I of the report state:  FINDINGS: Ticks are among the most important of all arthropod vectors of disease.  There are over 850 recognized species worldwide.  Ticks rank second only to mosquitoes in the number of life-threatening and debilitating diseases they transmit to humans.  In the United States, ticks are responsible for more human disease than any other arthropod group.  Tick-borne diseases represent potentially serious health threats to troops, their family members, DoD civilian employees, and other residents at military installations in many parts of the world.

In recent years, data indicate that tick-borne disease transmission has been increasing in the United States, both in terms of incidence of some diseases and the number of known pathogens transmitted by ticks. Tick-borne pathogens appear to be in the vanguard of a group of newly emerging diseases.  Since 1957, at least 14 new disease agents have been discovered worldwide.  Ticks transmit four of these, or almost 30%.  They cause Lyme disease, human monocytic ehrlichiosis, human granulocytic ehrlichiosis, and human babesiosis.  Deaths have been associated with some of these.  To further complicate matters, there is increasing evidence that individual ticks can carry and transmit two or more infectious agents simultaneously, thereby increasing the severity and complexity of symptoms, and compounding the difficulty of diagnosis and treatment. 

Lyme disease is now the most prevalent vector-borne disease in the United States, with approximately 100,000 cases reported to the Centers for Disease Control and Prevention (CDC) since it became a nationally reportable disease in 1991.  It is estimates that the actual number of cases may be as high as one million or more….

I have always been an individual with a lot of questions, but this report has raised many more in my mind.  Why are Lyme and other TBD’s seriously considered threats to the troops who defend our country, yet not seriously considered threats to the civilian population?   Why are military installations mapped and rated for tick densities and rates of infection, while public parks are not even posted with warning signs?  Why would PCR’s be reliable “in the field” and not at commercial labs?  Why is the government impregnating uniforms with permethrin, when we all know that the civilian population is creating a climate of “Lyme hysteria” and that Lyme is “overdiagnosed and overtreated?”  To quote the report: “In addition to directly transmitting disease, the adverse impact of psychological factors associated with tick attack, including fear, discomfort, and distraction, as well as indirect medical complications such as secondary infections, dermatitis or allergic reactions, should not be overlooked.”  The army has not labeled this “hysteria” but normal “complications” of tick attacks.

Why is the vaccine promoted to the civilian population yet the report states “…questions and concerns linger regarding the new vaccines safety…; effectiveness…; age restrictions…; frequency of boosters…; and the known limitation that it is ineffective against European strains of the Lyme disease agent.  Confident decisions as to its value and use within the military cannot yet be made….” Why does this double standard exist?  I do not have all the answers, but I think we need to work more closely with government and the military to get all the answers so that we can solve this enigma that has been called Lyme disease.

1998 LDANJ SUPPORTED RESEARCH PUBLISHED IN JAMA & NEUROLOGY 1999
Researchers at University of Medicine and Dentistry of NJ (UMDNJ) have developed a test that may accurately detect Lyme disease as early as one week after an infectious tick bite.  It may also differentiate between active and passive infection and between active infection and vaccinations.  Those persons most likely to benefit from the test would be early suspected cases, seropositive reinfected people, vaccinated individuals, and people within endemic areas without EM who have compatible but nonspecific symptoms.

The study is published in the Journal of the American Medical Association, JAMA, Nov. 24, 1999 issue.  The research was funded by grants from the National Institutes of Health (NIH), Centers for Disease Control (CDC), and the Lyme Disease Association of NJ, Inc. Steven E. Schutzer, MD, immunologist, is the principal investigator.

 “ Absence of Borrelia burgdorferi-specific immune complexes in chronic fatigue syndrome,” Steven                                                                     Schutzer, UMDNJ, Neurology, Oct 12, 1999 is work partly supported by the LDANJ and published in 1999.

1999 LDANJ RESEARCH GRANTS AWARDED TO DATE

· "Host and Borrelia burgdorferi: (Bb) Interaction: The Dynamics of Persistent Infection,”                                                               Marylynn Barkley, MD, PhD, University of CA, Davis

· “Biological Control of Ixodes Scapularis with Metarhizium Anisopliae Using Remote Applicator,” Elyes Zhioua, PhD, University of Rhode Island

· “Molecular Confirmation of Infection and In vivo Expressed Borrelia Antigens in Chronic Lyme Disease,” Steven Schutzer, MD, UMDNJ-NJ Medical School

· “Are Stealth Virus Infections Misdiagnosed as Chronic Lyme Disease?” W. John Martin, Center for Complex Infectious Disease, CA*
OTHER LDANJ GRANTS AWARDED: Lyme Alliance, Dolly Curtis Videos
* “Are Stealth Virus Infections Misdiagnosed As Chronic Lyme Disease?”

by: W. John Martin, M.D., Ph.D., Medical Director, Center for Complex Infectious Diseases
Abstract:

This article reviews the basis for a planned series of experiments designed to address a critical issue. It is whether stealth virus infected patients are being inadvertently diagnosed as having Lyme disease. The proposed studies to be supported in part by the Lyme Disease Association of New Jersey, will explore whether serological and even molecular based assays, aimed at detecting Borrelia burgdorferi, are, instead, detecting the presence of stealth viruses that have incorporated Borrelia bacteria related sequences.  If this is so, then many chronic Lyme disease patients may have to be added to the increasing ranks of those afflicted throughout the world with a menacing new life form termed "viteria."

Lyme Disease Diagnosis:

Laboratory support for a clinical diagnosis of chronic Lyme disease is currently provided by positive results in various antigen, antibody and/or molecular based assays for Borrelia burgdorferi. Inter-laboratory variability in the performance, reading and interpretation of Lyme disease testing has thrown into question the reliability of such assays, even to the extent that the clinical diagnosis is not infrequently sustained even in the face of negative or inconsistent laboratory findings. Conversely, over time, many patients already diagnosed as having chronic Lyme disease on the basis of positive serological tests are now revealing additional positive assays to such diverse infectious agents as Babesia, Ehrlichiosis, Mycoplasma, Chlamydia, etc. An alternative approach to chronic Lyme disease diagnosis has been an assessment of a clinical response to high dose antibiotics. An initial exacerbation of symptoms (so called Herxheimer's reaction) followed by gradual clinical improvement is erroneously considered by some practitioners to be essentially diagnostic of Borrelia infection.  Antibiotics do not exclusively act on bacteria but can, in addition, modulate various cellular functions including viral host cellular interactions. Disease flare ups are also rather non-specific and can be precipitated with the introduction of other therapeutic modalities. Many chronic Lyme disease diagnosed patients find themselves on successive cycles of long term antibiotics, which typically achieve only modest improvement.  Furthermore, medical insurance carriers and Public Health Officials decry the possible overuse of such therapies given their belief that even a simple course of therapy should eliminate any offending Borrelia bacteria. The medical community is clearly split on this issue with patients left to wonder what to do.

Chronic Fatigue Syndrome (CFS):

The clinical manifestations of patients currently labeled as having chronic Lyme disease are essentially indistinguishable from those exhibited by patients categorized as having chronic fatigue syndrome (CFS). In turn, a CFS diagnosis merges with vaguely defined conditions such as fibromyalgia, Gulf war syndrome and depression. Relevant to the present discussion, several CFS patients from non-Lyme disease endemic regions, such as Los Angeles, are showing positive serological test for Borrelia. Centers for treating Lyme disease are springing up with no basis beyond a positive Borrelia antigen test. Many of the same patients will also test positive for Mycoplasma species, Chlamydia, human herpes virus-6 (HHV-6), and other potential pathogens.

Stealth Viruses: 

The Center for Complex Infectious Diseases (CCID) has focussed on atypically structured viruses that evade the immune system because they no longer possess the major antigenic targets required to evoke effective anti-viral cellular immunity. Their capacity to evade immune defenses led to the use of the term "stealth" to describe such viruses. In spite of the loss of certain viral antigens, stealth viruses are still able to replicate in and to cause damage to cells. The mechanisms that allow for stealth viruses to retain and/or regain their cytopathic (cell damaging) activity are not yet understood, but are likely to be related to their capacity to capture additional genes from infected cells (discussed below). Although stealth viruses describe a diverse group of structurally distinct viruses, they share a general property of inducing a foamy vacuolating cytopathic effect (CPE) in cells of multiple species. They are, therefore, most readily detectable using in vitro culture techniques that are based on observing this characteristic CPE. 

Stealth viruses were initially detected in patients with CFS. They have since been positively correlated with a wide range of neurological, psychiatric, autoimmune and malignant diseases. An obvious question is whether stealth virus infections could be misdiagnosed as chronic Lyme disease.  If so, what is the explanation for the variably positive antigen, antibody and/or molecular probe based assays that use reagents that react with Borrelia bacteria.

In approaching this problem, CCID has been successful in demonstrating positive stealth virus cultures in blood samples from the vast majority of patients referred with a diagnosis of chronic Lyme disease. By comparison, the incidence of a positive stealth virus culture among healthy blood donors and healthy non-medical personnel is less than 10%. The high prevalence of stealth virus infections in patients with chronic Lyme diseases matches well with similar high prevalence rates in CFS patients and patients with other forms of stealth virus associated illnesses.

Viteria:

An explanation for the positive Borrelia bacteria based assays may lie in the additional capacity of stealth viruses to assimilate bacterial genes. Normally viruses that are infectious for human or animal cells (eukaryotic cells) will not infect bacteria (prokaryotic cells).  Stealth viruses appear to have overcome this phylogenetic barrier. The term "viteria" has been coined to define eukaryotic viruses that have acquired bacteria-derived genetic sequences. The sources of the bacteria sequences include both eubacteria and archebacteria and both cell wall containing, and cell wall deficient bacteria.

Where do stealth viruses capture bacterial genes? There is increasing evidence for the direct infection of various bacteria with stealth viruses, including the culturing of bacteria with unusual biochemical profiles from stealth virus infected patients. The assimilation could also occur within eukaryotic cells that are dually infected with a stealth-adapted virus and intracellular bacteria. Among the more notable intracellular bacteria are those that lack rigid cell walls. These include spirochetes, of which Borrelia burgdorferi is a prime example; Mycoplasma fermentans and incognitus; and Rickettsiae. Since these bacteria do not have sterol synthesizing capacities, they are entirely dependent on the infected cell to provide their lipid cell walls. As noted above, lipid laden cells are a hallmark of the CPE induced by stealth viruses. By simply co-culturing stealth viruses and Borrelia burgdorferi, one can observe a marked enhancement in the intracellular growth of the Borrelia (personnel observation). To one extent, this could suggest that an underlying stealth virus infection could create an in vivo environment of Borrelia growth promoting cells. The rich variety of bacterial sources that have seemingly contributed to the prototypic viteria suggests a diverse array of bacterial-related antigens. Very few, if any of the currently available commercial assays for Borrelia utilize strict criteria for specificity. At this time, it is considered more likely that within the broad scope of assimilated bacterial sequences some would be found that simply cross react with the reagents commonly used in Borrelia testing.

Proposal:

In the proposed studies, we will examine positive stealth virus cultures from patients with a diagnosis of chronic Lyme disease. The virally infected cells and culture supernatants will be tested for reactivity with anti-Borrelia reagents. Any positive findings will be pursued to see if the reactive components are actually derived from Borrelia burgdorferi, or from related bacteria. The proposal should be completed with [sic] 2 months of its initiation.

Significance:

This study may help reorient the thinking regarding the use of Lyme disease as a diagnostic term in patients with complex multi-system illnesses. If the results from the study point towards a stealth viral etiology of these illnesses, one will likely see more efforts in evaluating the use of anti-viral agents, such as ganciclovir. Indeed, one clinician has already noted some successes in "chronic Lyme disease patients" following 4-6 weeks of this medication, versus years of therapy with various antibiotics. There may still be a role for antibiotics in either directly treating viteria infected bacteria or in modulating some of the viteria mediated cellular dysfunctions. At least, the clinician will come to know the enemy he is treating.

References:

Published articles on stealth viruses and viteria can be found on the web site www.ccid.org Any additional inquiries can be addressed to CCID at 3328 Stevens Avenue, Rosemead CA 91770 or via e-mail to ccidlab@hotmail.com

FEDERAL BILLS PROVIDE $125M FOR LYME DISEASE RESEARCH
As you may know, the LDANJ has been working with Congressman Christopher Smith for a couple of years on the development of the LD Initiative of 1999.   A 1998 version was introduced, but we knew there was not enough time in that session for passage.  We honed that bill with more input from the Lyme community and from federal agencies.  With help from our PA Chapter and other sources, we were able to get sponsorship of the Senate version S-1905 by PA Senator Rick Santorum. We were successful in getting our own two NJ Senators, Lautenberg and Toricelli, on board that bill.  Both houses must pass the same version to have the legislation become law.  

To understand the need for this bill, one must understand that all segments of the population, including government officials who have the power to focus the money and the attention of federal agencies on these diseases, must be educated to the problems associated with Lyme and other tick-borne diseases, TBD’s.    Without this attention, the monies that are already supplied to government agencies are being disbursed to areas that many think are “vested interests” whose goals are not necessarily the same as our goals. With informed government officials who understand many of the problems associated with chronic Lyme, and with a bill that creates a national task force whose membership will include Lyme advocates, we hope not only to provide monies, but also to help channel the monies to priority areas and to those best equipped to provide objective findings that will unravel the mystery of these diseases.  

YOU CAN HELP GET THIS BILL PASSED!

Where ever you live in the US, find out who your Congresspersons and Senators are, and if they are not signed on to their respective bill below, call them and make enough noise to get them signed on as  cosponsors.  We need to reach 100 Congresspersons to get the bill moving out of the House committee and several more Senators to move the Senate version. Have all your friends and relatives call, too.

LYME DISEASE INITIATIVE 1999  HR 2790

You can find a complete copy of the bill at  http://thomas.loc.gov
SPONSOR: Rep Smith, Christopher H. (introduced 08/05/99) (R-4-NJ)

	
	


COSPONSORS(26): 

	PRIVATE
Rep Pitts, Joseph R. - 8/5/1999
	Rep Oberstar, James L. - 8/5/1999

	Rep Gilman, Benjamin A. - 8/5/1999
	Rep Maloney, James H. - 8/5/1999

	Rep Saxton, Jim - 8/5/1999
	Rep Towns, Edolphus - 8/5/1999

	Rep LoBiondo, Frank A. – 8/5/1999
	Rep Gejdenson, Sam - 8/5/1999

	Rep Gilchrest, Wayne T. – 8/5/1999
	Rep Delahunt, William D. - 8/5/1999

	Rep Morella, Constance A. - 8/5/1999
	Rep Shays, Christopher - 8/5/1999

	Rep Hinchey, Maurice D. - 8/5/1999
	Rep Wolf, Frank R. - 9/9/1999

	Rep Roukema, Marge - 9/9/1999
	Rep Boehlert, Sherwood L. - 9/9/1999

	Rep Kelly, Sue W. - 9/23/1999
	Rep Gekas, George W. - 10/6/1999

	Rep Underwood, Robert A. - 10/14/1999
	Rep Hilliard, Earl F. - 10/19/1999

	Rep Emerson, Jo Ann - 11/1/1999
	Rep Wynn, Albert Russell - 11/17/1999

	Rep Payne, Donald M. - 11/17/1999
	Rep McNulty, Michael R. - 11/17/1999

	Rep Hoeffel, Joseph M. – 11/17/1999
	Rep Kennedy, Patrick J. - 11/17/1999


LYME DISEASE INITIATIVE 1999   S.1905 

You can find a complete copy of the bill at  http://thomas.loc.gov
Sponsor: Sen Santorum, Rick (introduced 11/10/1999)  (R-PA)

COSPONSORS(5): 

	PRIVATE
Sen Dodd, Christopher J. - 11/10/1999
	Sen Torricelli, Robert G. - 11/10/1999

	Sen Lieberman, Joseph I. - 11/10/1999
	Sen Schumer, Charles E. - 11/10/1999


Sen Lautenberg, Frank R. -  11/10/1999
	
	


STATEMENT OF REPRESENTATIVE CHRISTOPHER SMITH (NJ-04)

(To the LDANJ)

October 22, 1999

"A Washington Dispatch on Lyme Disease"

Dear Friends:

I believe the 106th Congress will be a very productive one in the fight against Lyme disease.  For example, in August, I introduced The Lyme Disease Initiative of 1999 (H.R. 2790); a comprehensive battle plan to reduce and eradicate Lyme disease.  The legislation is built upon provisions enacted into law last year to boost Lyme research through the Department of Defense (DoD).  I successfully fought alongside the Lyme Disease Association of New Jersey to secure additional Lyme research funding in DoD.

Although few people know it, DoD performed some $ 1.5 million in research on Lyme last year to protect our soldiers and military dependents who live or train on bases with a high risk of Lyme disease.  In New Jersey, every military base is classified by DoD as having a "high" risk of Lyme.  This research funding I helped secure at DoD is being used to develop new methods of tick-control where targeted uses of pesticides are combined with aggressive tick habitat management techniques and computerized global positioning systems to reduce the incidence and prevalence of Lyme.

H.R. 2790 maps out a five year, $125 million blueprint to wage war on one of our nation's fastest growing infectious diseases, and the most common tick-borne disease in America.  According to some estimates, Lyme disease costs our nation $1-$2 billion in medical costs annually. The number of new confirmed cases of Lyme disease (according to the Centers for Disease Control and Prevention) was nearly 16,000 last year, an increase of 24.5 percent from the previous year, and that is only the tip of the iceberg! New Jersey -- which has reported more than 13,500 cases since 1989 -- ranks fourth nationwide in the incidence of Lyme disease.

Many experts believe the official statistics understate the true number of Lyme disease cases by as much as ten times.  Lyme disease, as you well know, is sometimes called the "Great Pretender" disease because its symptoms so closely mimic other conditions.  Thus, it can be easily misdiagnosed.  Worse still, our current detection tests are not reliable or accurate enough to identify the disease in all patients.

As introduced, H.R. 2790 directs new money over the next five years to the nation's health and disease research agencies.  The National Institutes of Health (NIH) would receive a total of $40 million in additional authorization over five years ($8 million/year), most of which would be used to develop and improve detection tests for Lyme. 

 Similarly, the Centers for Disease Control and Prevention (CDC) would receive $40 million over five years ($8 million/year) to improve and review its surveillance criteria and fund tick control, public education initiatives, and prevention programs.  

The Department of Defense would have its new one-year program extended to a five year program to continue its integrated tick management plan and satellite/terrain mapping systems.  $7.5 million over five years ($1.5 million/year) is earmarked for the Department of Agriculture to enhance its exploration of innovative techniques to reduce and manage tick populations with minimal pesticide exposure to humans.  The same amount would be set aside for the Department of Interior's efforts to improve public awareness and understanding of the risks of Lyme disease on federally owned lands.  

In addition to new funding, the bill establishes very ambitious public policy goals for federal agencies including: a 33 percent reduction in Lyme disease within five years of enactment in the 10 highest and most endemic states; better coordination between the scattered Lyme disease programs within the federal government; additional research into other related tick-borne illnesses to address the problem of co-infection; and the creation of a Lyme Disease Task Force to present the public with the opportunity to hold our public health officials accountable as they accomplish these tasks,  

The Lyme Disease Initiative of 1999 is the product of countless meetings with patients and Families who are struggling to cope with this terribly debilitating disease.  Residents from across New Jersey have reported heartbreaking stories about how they went from doctor to doctor without receiving an accurate diagnosis, while getting weaker and sicker, and racking up massive medical bills.    

Sadly, the lack of physician knowledge about Lyme disease, and the inadequacies of existing laboratory detection tests, compound the misery, Consequently, we have consulted extensively with patient organizations -- like the Lyme Disease Association of New Jersey – as well as the agencies charged with implementing the new program, to ensure that the bill provides genuine relief to patients.  

I have always appreciated the hard work and determination of the Lyme Disease Association of New Jersey on behalf of patients and parents, and I look forward to working with you to forge much needed progress.

PENNSYLVANIA CHAPTER OF THE LYME DISEASE ASSOCIATION OF NEW JERSEY

Everyone knows ticks do not recognize boundaries, and the Delaware River is no exception to that rule.  Thus, when Mary Halinksi and Marte Warren approached the LDANJ about forming a Pennsylvania Chapter, I said, why not?  As a native Pennsylvanian, I know what a great habitat the ticks have there, and last year, Pennsylvania ranked second in the nation in Lyme cases.  This is the organizational year for the Chapter but they have already held several Lyme events that have received media attention.

GREAT IMITATOR LYME DISEASE MASQUERADE BENEFIT HELD

The Lyme Disease Association of New Jersey, Inc., LDANJ, held its 9th annual Great Imitator Family Masquerade Party on Sunday, October 24 at the Whiting Volunteer Fire.  DJ Mr. Bill led the festivities with dancing and many costume contests with great prizes donated from businesses statewide. Food was also donated by NJ businesses.  The Barnegat Bay Pipe band put in a guest appearance.  About 125 people of all ages attended the event in costumes ranging from Tigger, a butterfly hunter, and Darth Vader to a small spider complete with spiderweb.  50/50 and raffle tickets were sold with Macy’s, Federated Department Stores, donating $1,000 to the LDANJ for the raffle first prize.

The Masquerade is part of the 1999 fundraising project for which the proceeds will go to chronic Lyme disease research being conducted by Dr Marylynn Barkley, University of California, Davis. The project has raised  $40,000 to date. 

LYME DISEASE IN THE SCHOOLS: THE WHATS, WHYS AND HOWS

by Pat Smith President, Lyme Disease Association of New Jersey, Inc.

Former President, Wall Township Board of Education
Presented to the Honorable Joseph Pitts, US Congressman, Pennsylvania, June 12, 1999 at the Lyme Disease Forum in Chester County, PA, by Pat Smith, President, LDANJ

· This speech is dedicated to Luke Halinski, who is graduating today as class valedictorian  from Lansdale Catholic High School, and his mom, Mary, who helped make that possible

 I am here today to tell you about a great injustice occurring in this wonderful country of ours.  It is insidious, almost invisible, and it is being perpetrated by many of those assigned to protect the welfare of our children.  Talk to those in educational circles and they will tell you it’s not happening.  They scoff at anyone, especially a parent, who tries to tell them otherwise.  What is this injustice? School districts who may let a prize athlete slide by academically or behaviorally, will balk at making accommodations for children who are treated as the “lepers of the 20th century,” our children with Lyme.

Why are these children spurned?  Why do districts fight against providing them with an appropriate education?  This answer is simple.  Districts are merely the reflections of society at large--a society driven by those whose only desires are money, power and self-preservation: The good old boy network of politics in the medical arena rears its ugly head.   Sadly, society caters to medical professionals from prestigious institutions who often have one particular specialty and who have a cushy niche in life, treating ailments easily diagnosed, easily treated. They are powerful individuals who rule their domain with an iron fist. Many times their sphere of influence includes medical journal publications and funding sources. They form a medical monopoly that effectively shuts out data and conclusions that conflict with their own biased dogma. They remain deliberately ignorant, I believe, about what is really happening with Lyme and other tick-borne diseases. Ignorance is bliss, so these blissful doctors send their Lyme patients packing after administering the 28-day cure with assurances that nothing survives that antibiotic regimen, then turn and treat an acne patient for two years with antibiotics.  The Lyme patients leave with the same complaints they had before treatment, but they now are told they have fibromyalgia, chronic fatigue or need a psychiatrist.  The acne patients, meanwhile, still have pimples and continue antibiotic treatment. The knowledgeable doctors in the trenches fighting this raging epidemic are forced to jump through hoops to continue treating those who are ill with chronic Lyme, while constantly fighting the dogma of this ignorance and its blissful participants.  

Insurance companies, who often hire these blissful professionals as consultants, now dictate treatment protocols.  Often, insurance doctors who have never seen the patient let alone a Lyme case, or whose specialties are far removed from Lyme, are making treating decisions against Lyme patients. One example I heard was of a podiatrist on the insurance company staff who refused to approve antibiotic treatment for  Lyme.

On the surface, the rationale for all this nonsense appears to be that these patients don’t look sick, and sometimes, they don’t act sick.  Or they may be sick one day and fine the next.  Antibody testing is unreliable at best. Antibiotics appear to control, but do not necessarily eradicate, infection. Psychiatric symptoms and behavior problems are often overlooked as Lyme manifestations, although current literature is replete with examples of psychiatric illnesses whose origins are probably bacteriological.  To a casual observer, these may appear to be reasons to deny treatment.  After examining existing medical literature however, I think the conclusion is obvious that human life once again has been sacrificed at the altar of the almighty dollar.

These dogmatic attitudes carry over into the school buildings where administrators are constantly seeking ways to trim school budgets to appease the public. Now we have these children who are fine one minute, sick the next, not performing in the classroom.  They are late for school because they cannot get out of bed in the morning. Maybe they are acting out.  They are labeled lazy, uncooperative, faking.  Johnny cannot focus on his work no matter how hard he tries.  The district says Johnny has ADD, Attention deficit disorder.   Jane cannot think.  She walks around in a fog, barely getting through the day.  She is labeled neurologically impaired.  15 year old Ben reverses his letters and cannot spell.  Officials are puzzled.  He won the state spelling bee 3 years ago.  Fred tries to do a shop project.  He does a fine job of cutting and putting the project together but he refuses to put his plans on paper.  The teacher says he’s defiant and thinks he knows everything.  What do these children all have in common?  Each has Lyme disease that has manifested in a different way.  Each has gone unrecognized as such by the school.

Districts often try to bully parents by sending letters stating the student will be brought up on truancy charges or the student will not get course credit because of the number of absences due to Lyme.  So far, all students whom I have dealt with have received full credit.

There are 10’s of thousands of stories out there, and here are four of them.

The last few weeks of senior year, M, in the top 1% of her class, was told they would not let her walk in the graduation ceremony because she had a small amount of work left that she could not finish due to her illness.  Most of it was repetitious and not necessary to meet the curriculum goals and objectives.  

E had been on home instruction all during high school.  The district forced him to take Spanish I three times. He completed the course the first two times but was too sick to take the final exam each time. He balked at retaking the course the third time. He was never able to fully complete the remainder of his courses for the same reason.  At the end of senior year, he had only 11 credits.  His IEP was never fully implemented. He had however, passed a state mandated graduation test.  The district was refusing to allow him to graduate.

K scored almost perfect on his SAT’s. His IQ exceeded 160.  The district refused to allow him to take Advanced Placement courses. The department heads pompously argued that students on home instruction did not have a right to take these courses, the content would somehow be diluted.  They felt the student was 

getting a break being on home instruction. Once, when K was bedridden, the district requested that he report to school each day that he felt sick so that the school nurse could determine if he were capable of coming to school that day.

C was an honor student out of school four years--three of them spent in intense seizure activity.  The district refused to allow her to take honors courses because she was on home instruction and refused AP courses, because they could not fathom why a sick person would want to take them. A teacher once called her at home and insinuated she might be cheating because her grades were so good on home instruction. The math chairman initially refused to allow her to take two math classes in one year to try and makeup a missed course, an option available to all in-school students.

She was able to go back to school for a week.  This was very important for her to socialize with her peers.  She went back, and one teacher sent her to the library for the period because she couldn’t possibly know what the class was doing. Many times her mom cancelled home instruction with the teacher at the door, because she was in a seizure.  She could not read for 3 years.  At a meeting, her mom explained her myriad of problems to the honors English teacher and asked for the necessary time extensions and a reduction of workload with demonstrated mastery of the subject. The teacher got up, said no one got special privileges in her class, and C still has to do the same work at the same time as everyone else, and she stormed out of the meeting. The honor society refused her admittance even though she ranked in the top 5 of her class, because she had no after school activities!  She had no contact with peers for 4 years. 

In the case of M’s walking in the graduation ceremony, partly due to my intervention and the mom’s persistence, the district extended time to the day before graduation for M to turn in her missing work.  This was still not enough time. M’s mom took the district to court.  The ALJ hearing was scheduled 3 days before graduation.  Partly due to the refusal of the judge to allow me to help the mom present evidence about the district’s unfair denial, the ALJ ruled to uphold the district’s decision.  There was no time for a legal appeal.  M is one tough lady.  Sick but motivated by anger, M stayed up for 48 hours and finished the work the day of graduation and not only walked in the ceremony but graduated.   She’s attending college in PA today.

E was able to graduate after my intervention, because I pointed out to the district its improper handling of his educational program.  Additionally, I was able to get the district to pay for 2 years at a community college in lieu of the parents taking costly legal action against the district, a case which undoubtedly would have been lost by the district because of their inept handling of his education.  

I told K’s district it was unthinkable that an individual with K’s intellectual ability would not be permitted to take AP courses. Besides the fact the denial was not legal, it would be an extreme embarrassment to the district since K was now a National Merit Scholar!  K not only took his AP courses at home, but when I stopped by one day, I found him teaching one of his teachers.  He just graduated Phi Beta Kappa and is heading for an Ivy League graduate school.

C took honors courses at home, including honors biology on a picnic table in her back yard and she also took three AP courses.  She doubled her math courses senior year.  She not only graduated with an A average in the top few % of her class but received money from a high ranking university where she has been a dean’s list student who just finished her junior year, with an IV in her arm.  After she graduated high school, her mom was able to get the district to review and change the honor society regulations to permit a classified student to be inducted into the honor society with a waiver of that one provision about school activities.  The mom, then a board of education member there, was informed that just because the regulation was changed, she shouldn’t think the committee of teachers who vote admission will ever let anyone like that in. 

These students are Lyme success stories.  Sadly, for each one of them, there are dozens more who have neither a parent nor an advocate to fight for them.  While they are struggling for their very lives, districts who should be throwing them life preservers, are instead holding their heads under water and forcing them to struggle harder.

Not all districts or all individuals in districts are so inhumane.  Many times teachers will recognize the seriousness of the illness and try to advocate for the student. Unfortunately, districts have ways of silencing non-conforming employees. 

The whys and whats of the situation are obvious. The hows of dealing with it are not so readily apparent.  All districts that receive federal monies must comply with the provisions of 504, civil rights legislation.  Disability under 504 covers any student who has a physical or mental impairment, or who has a record of having a substantial impairment or is regarded as having a substantial impairment, including students with Lyme disease.  It covers all classified students.  Students basically have the same rights whether classified or under 504.  Unfortunately, the law requires parent notification of rights for a classified student, yet under 504, no notification of rights is necessary.  Districts really do not understand their obligations under this act.  Often, I must go in and explain to them what their requirements are.  This is an embarrassment to them, and they tend to get attitudinal about the entire situation. 

Districts are required to have 504 coordinators, but rarely does anyone know who they are.  Complaints of non-compliance must be filed in the civil rights office of each state, but try finding that out if you are a parent.  Through each state, the federal government has an obligation to ensure that each district consistently complies with 504.  If the district is constantly violating this law, its federal funding should be decreased or curtailed until it produces a corrective action plan.  Give parents a well publicized 800 number in each state to report violations or get information. Do not leave districts out of the loop either. Provide them with inservices on the implementation of 504.

Our children are sick. They can’t get diagnosed. They can’t get treated.  They can’t get treatment paid for. They have asked for little and society has given them nothing in return. We may not be able to save their bodies but with your help, maybe we can save their minds.  Thank you.   

NYC PROTEST RALLY TO HIGHLIGHT PHYSICIAN HARASSMENT

Pat Smith and Inga Querfeldt represented the LDANJ at the rally in NYC on December 8, 1999.  A number of other New Jerseyians were present.  Other places represented include Washington, DC, Michigan, NY, PA, and Virginia.  The rally was held outside the Office of Professional Medical Conduct, OPMC, which has recently charged several NY physicians who treat chronic Lyme disease with a number of violations, and it stripped one doctor of his license to practice.  This persecution of LLMD’s, along with license suspension/removal/restriction, has occurred in NJ from the NJ Board of Medical Examiners over the past 12 years, including several current cases.  It has also occurred in other states.  Several groups nationwide, including the LDANJ, are working on solutions to this problem.  To be effective, however, many of these measures must remain confidential at this time.

The following is the position paper that was distributed by the LDANJ at the NYC rally: The LDANJ is behind our treating physicians 100%.  The war against them, which some have compared to McCarthyism or the Salem witch trials, must be brought into the public arena so that these accused individuals have an opportunity to defend themselves in an open forum. Accusers and accused, along with charges, must come together face to face, and punitive judgements must then be apportioned to fit the crimes of the accused, if indeed, any crimes have been committed.  If none have, the perpetrators must be silenced once and for all, and the treating physicians must be allowed to practice the medicine they have been trained to practice, free from the political interference they now face.  Unless and until this happens, Lyme patients will continue to expend energies so sorely needed to fight for their lives in fighting for their doctors’ right to freely practice medicine.

LYME DISEASE BUYERS CLUB

    Thanks to Cindy Onorado and the Lyme Disease Buyer’s Club, Lyme disease research may get more money.  Cindy is working with the chronic fatigue community, which has an established buyers’ club for nutritional supplements.  Any individual who normally buys over-the-counter health related products might want to look at these items for possible purchase.  If you buy through the Lyme Disease Buyer’s Club, the LDANJ will receive 10% of the purchase price.  The LDANJ is not promoting, endorsing or otherwise recommending these products.  We are just making the offer available to you. Remember, though, Lyme research will benefit from your purchases.  Call 800 366-6056 for catalog or ordering info.  Remember to specify the order gets credited to the  Lyme Disease Buyers’ Club.
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CLASS ACTION SUIT FILED AGAINST SMITHKLINE BEECHAM FOR VACCINE

On December 14, 1999, a lawsuit was filed in the Chester County Court of Common Pleas, alleging that SKB manufacturer of Lymerix, the Lyme vaccine, failed to warn doctors and the public at large that about 30% of the general public could possibly be predisposed to a degenerative autoimmune  arthritis that can be triggered by the vaccine.  According to the complaint, the autoimmune reaction , once triggered, is unstoppable, and the victim can only be treated for symptoms thereafter.

To determine  sensitivity to OspA, the base of the vaccine, individuals may be tested to see if they are genetic type HLA-DR4+.  The suit claims that SKB knew of this potential genetic susceptibility and the easy availability of the test, yet failed to educate doctors or consumers to the potential problem or the availability of the test, and instead, promoted LYMErix to be safe and generally well-tolerated.

The complaint which was filed by Stephen A. Sheller and Albert A. Brooks, Jr. of Sheller, Ludwig, & Badey, Philadelphia, is designed to protect those who may now be asymtomatic but who have taken the vaccine without being told of the potential HLA-DR4 susceptibility and test availability.  These individuals may later develop this degenerative arthritis as a result of the vaccine administration, and the suit asks for continued monitoring of these individuals.  Those with problems from the vaccine are not addressed in the suit but may potentially be able to file private claims through the firm.

Additionally, the suit indicates that SKB also failed to inform doctors and the public of the need for booster shots after the initial series of three shots are given.   Thus, the suit asks for restitution for the costs of the initial shots that individuals received without being informed of the need for additional boosters, since the individuals thought they would be protected from Lyme disease indefinitely from the first series of three shots.

Anyone who was not advised of the necessity or availability of the HLA-DR4+ testing and others who received the vaccine and have questions concerning their status, may contact Albert Brooks or Stephen Sheller at (800) 883-2299. You do not have to be a Pennsylvania resident to call. 

*NOTE: Anyone who took the vaccine and had any kind of reaction should consider filing the adverse events reporting form from the Vaccine Adverse Event Reporting System (VAERS) which has a toll free information line 800-822-7967.  You can request copies of the form here and get information about vaccines.  On line go to http://www.fda.gov/cber/vaers/report.htm  Patient identity is kept confidential and any kind of unusual event  which occurred after vaccination is accepted.  There are no time restrictions between vaccine and event or event and report.

NEW LYME DISEASE STUDY

Richie Shoemaker, MD, of Maryland, has completed a preliminary study of the use of cholestyramine on 100 patients with long-term, antibiotic-treated Lyme disease.  Based on the dramatic positive results of the study, Dr. Shoemaker is ready to submit his work to a major journal for publication.  He will also be ready to perform an FDA-IND (more rigorously monitored by FDA than an independent research study) study shortly.  

Dr. Shoemaker believes that neurotoxins play a major role in the symptoms of, if not the cause of symptoms of, chronic Lyme patients, and he has been able to successfully utilize cholesteryamine to bind and remove the toxins from the body.  He became involved with this treatment when he discovered the cause and treatment of Pfisteria, a bacterial disease which also involves neurotoxins, that was killing fish along the east coast.

Attending physician approval is necessary to participate in the study, an informed consent must be signed, and certain criteria must be met.  If you are interested in receiving the informed consent packet, WRITE (no faxes) to DR. Shoemaker 1604 Market Street, PO Box 25, Pokomke City, MD 21851. You must include a PREPAID PRIORITY MAIL ENVELOPE.

FOR YOUR INFORMATION

Check out this website: patientsamerica.com  It is a website “Empowering America’s Healthcare Consumer” and it appears to be a very valuable resource.

TO: LYME DISEASE SUPPORT GROUP LEADERS

FROM: PAT SMITH
I thank those of you who took the time to respond to our  August mailing on the LD Initiative and sent back your permission to sign on in support of the bill.  There is still an opportunity to sign on.  I have again enclosed the letter and the permission.  Please send back immediately so we can get this bill  moving now. 

I have the authority to and give my permission to sign the group listed below onto the letter from the Lyme Disease Association of New Jersey to NJ Congressman Christopher H. Smith supporting the Lyme Disease Initiative 1999.

Group Name:__________________________________________________________________________________

Group Phone Number (to be included on letter)​​​​​​​​​​​​​​​​​​_______________________________________________________

Group Address:________________________________________________________________________________

Your Name:___________________________________________________________________________________

Your Title:____________________________________________________________________________________

Group E-Mail:_________________________________________________________________________________

E-MAIL your consent to sign on to: LYMELITER@aol.com (Pat Smith, President LDANJ) or FAX to (732)  938-7215 or send to: LDANJ  PO Box 1438 Jackson, NJ 08527 

732 938-4834 (P)                                             732 938-7215 (F)                                         Lymeliter@aol.com
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August 1999

Dear Congressman Smith,

We are writing to register our support for the Lyme Disease Initiative 1999.  This bill would authorize much-needed money for research for Lyme disease and prioritize Lyme disease research, treatment, education and prevention programs.   Its passage and enactment will provide hope to the tens of thousands of individuals in this country who suffer the debilitating effects of this illness.

We, the undersigned organizations, are dedicated to facilitating reliable treatments and cures for this mentally and physically crippling disease.  Every day, we encounter its effects on people in all walks of life: military, civilian, adults and children. 

Frequently, insurance coverage for the astronomical costs of treatment for this disease is inadequate, and in many cases, individuals are faced with bankruptcy, loss of employment, loss of education, and forgone opportunities. 

To date, the government has essentially turned a blind eye to these individuals, but with a 32-fold increase in reportable cases since 1982, it can no longer afford to do that.  The estimated economic costs alone to the government and to those affected individuals are startling, with some studies indicated the cost to society is   $1-2 billion annually for Lyme disease.

The problem is only going to get worse unless decisive action is taken now.  Growing populations of infected deer ticks, a greater variety of ticks carrying and possibly transmitting the disease, and the possibility of other insect vectors are now under discussion.  Dr. Willy Burgdorfer, for whom the Lyme bacteria is named, spoke last year at the 11th International Lyme Conference in NY about studies of the demonstration and isolation of the Lyme bacteria in some European mosquitoes.  The implications of this possibility are staggering. Additionally, there is an increasing number of co-infections, other tick-borne illnesses such as babesiosis and ehrlichiosis, from the bite of the same types of ticks.

This past year, experts  predicted a bumper crop of ticks due to an increase in the acorn crop. Also, warmer winters seem to increase the prevalence of tick-borne illnesses.  Indeed, the vast numbers of phone calls we have received to date relative to tick activity would seem to support this prediction of an increased population.

The money included in this bill, as well as the focus on an effective detection test, physician education, reevaluation of the Centers for Disease Control criteria for Lyme, and creation of a Federal Lyme Disease Task Force will go a long way toward stopping the spread of this catastrophic illness and to helping to put an end to the suffering of its victims.

We wholeheartedly support this bill.  Lyme disease does not discriminate based on party affiliation; it can strike down anyone, especially those who work or recreate outdoors.  Consequently, we urge all Members of Congress to support prompt consideration and subsequent passage of  the Lyme Disease Initiative 1999.

Thank you for considering our views in this important health care matter.

Sincerely, 

Patricia V. Smith

President, Lyme Disease Association of New Jersey, Inc.

(732) 938-4834

