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1999 LDANJ MEMBERSHIP DRIVE     The Association has 350 members to date for 1998 and over 2,000 addresses on the mailing list for Tick Tales.  For only $6, you too can help us in the fight against Lyme. Join today (envelope attached) and receive meeting minutes and up-to-date Lyme info monthly. Unity is strength! Volunteer time to help the LDANJ in its fight against Lyme; call Liz Missett  at 732 531-8546. 

UPCOMING ASSOCIATION EVENTS

Brielle Day Sept. 12, Sportsmen’s Jamboree Sept. 19, Freehold Raceway Mall Sept. 20, Macy’s Day Oct. 5, Bernards’ Township Middle School staff inservice Oct. 7, Masquerade Oct. 25, Howell Women’s Club Festival of Trees Dec. 12, silent auction in Princeton Jewelry Store (Sept.-Dec.)

THANKS

· Lipton Company & Tim Brennan for the Sept. 11 fundraiser   

· Kim Uffleman and mom Naomi for your annual fundraiser at the Red Barn Campground, NY

· Deb Scatuccio, our Patient Information Guides are being distributed free to doctors offices right now.

8TH ANNUAL MASQUERADE

This is it! The great family fun event that raises money for our Lyme disease project which this year  is awarded to Dr. Brian Fallon!  Everyone knows what a great job he has done for the Lyme community.  Let’s not let him down.  Even if you can’t come, support Lyme research, buy a ticket.

This year’s Masquerade will be in a brand new location:Whiting Firehouse, 

Whiting NJ.  Mr. Bill, the greatest DJ, is back this year as are the wonderful Barnegat Bagpipers.  Many doorprizes and prizes for 

the costume/dance contests have been donated.  Paper products, Halloween decorations, Pepsi, Lipton Tea have also been donated as have two of the three raffle prizes (3rd prize-astronauts’ autographed postcard, 2nd prize-$200 worth of Tupperware thanks to Laura Gagliardi). The 1st prize is a $500 gift certificate to the major store of your choice. Entrance tickets that include a buffet are $15 for adults, $7 for children, and free for 3 & under.  For dinner tickets or raffle tickets call Betty Markonas at 732 542-7308.

AD JOURNAL

Buy an ad for $10 to $500 to support Lyme research.  It may be possible to accept ads until the beginning of October.  Call Pam Lampe 732 886-5157 (form on back cover).

GRANT AWARDS

This has been a banner year for awarding Association grants for Lyme disease research.  This year, the Association adopted a position to award its grants to researchers who are working on projects that could lead to a cure for chronic Lyme.  The following have been awarded:

Dr. Steven Schutzer, UMDNJ, $30,000. 
The expected outcome of the research proposal will be to arrive at a gold standard or surrogate gold standard test 

for active infection in Lyme disease including chronic Lyme disease that can be used on a wide scale. I believe that the immune complex test will fill this void.  It is adaptable to previously and newly discovered antigens that are unique to Borrelia burgdorferi.  The presence of the immune complexes will serve as a marker or barometer that infection is present. The disappearance of the immune complexes will serve as a marker that the infection is going away.  The contents of the immune complexes will be confirmed even further by using synthetic protein targets for the antibodies and monoclonal and other specific antibodies to prove the antigen content of the immune complexes.  And further proof will be provided by using molecular structure analysis to prove "beyond a shadow of a doubt' what the antigen is.  This approach has already been feasible on a limited scale on humans and animals in our hands.  This approach should provide a very sound step in establishing not only the existence of chronic infectious Lyme disease, but its resolution or resistance to therapies.

Dr. Manfred Bayer, $22,122 
The goal of the study, the effects of low frequency radiation on B. burgdorferi cultures, is to explore the use of controlled pulses of low frequency electromagnetic radiation as a tool to damage and ultimately destroy Borrelia burgdorferi cells.  This type of radiation has been used with varying success in the treatment of persons suffering from Lyme disease and related symptoms.  The question remains unanswered whether such treatment does affect the spirochete directly or whether host-related mechanisms are activated that eventually may destroy the bacterium.  Our proposed experiments are addressing the effect of the radiation on the spirochetes.


Dr. Bayer will test the viability of B. burgdorferi cultures after varying exposure times, radiation intensities and frequencies.  The effect of single or repeated treatments on the spirochete will be studied immediately as well as at timed intervals using high-resolution video light microscopy 

in parallel to bacterial counts.  Furthermore, the question will be addressed whether the efficiency of antibiotic treatment of all cultures is enhanced by the radiation treatment. Test results will be recorded on microphotographs, videotapes and disk data storage programs. 

Dr. Brian Fallon, College of Physicians & Surgeons of Columbia University, 1998 LDANJ annual project

Dr. Brian Fallon is working with the LDA of NJ in developing research in the area of neuropsychiatric Lyme disease.  Many patients with Persistent Lyme Encephalopathy (PLE) have structural and/or functional imaging abnormalities.  The SPECT abnormalities suggest either problems with vascular perfusion or problems with nerve cell metabolism.  The MRI hyperintensities suggest that there may be problems of small vessel blood flow, resulting in demyelination.  The SPECT and MRI abnormalities are reversible in some patients, but not in others.  In our proposed study, we will use the more sophisticated technology of PET imaging to examine both blood flow and metabolism.  The questions we will begin to address with this pilot study are: a) are there brain differences on MRI or PET that distinguish antibiotic responders from antibiotic non-responders? b) are the MRI and SPECT abnormalities primarily vascular or metabolic? and c) is functional brain imaging (PET and SPECT) useful as a diagnostic tool?

Drs. Liegner, Niasi, Pavia $12,500

Lyme disease is a tick-borne disease usually caused by an organism Borrelia borgdofreri and is endemic in the Northeast United States but also occurs in other parts of the country though less frequently.  The disease can be fatal and is sometimes quite difficult to diagnose and treat successfully.  One of the reasons for the difficulty in treating Lyme disease is delayed diagnosis, but the other is the resilience of the Borrelia spirochete, which can survive even yearlong intravenous antibiotic therapies.


We want to identify a cheaper and more effective method of treatment for Lyme disease.  This prospective study with both in-vitro and in-vivo (animal) components will help us in identifying whether Potassium Iodide and/or Hyperbaric Oxygen will be effective in the treatment of Lyme disease.

LYME DISEASE INITIATIVE 1998 HR 3795

The events of May 5 in Washington, DC, should make all concerned with Lyme  take a moment to call or fax Congressman Christopher Smith, R-4th, NJ, in Washington to express heartfelt gratitude for his efforts. (202) 225-3765 (P)         (202) 225-7768 (F)

Thanks to him and his hard-working staff, the Lyme community now has a piece of federal legislation, HR 3795, that focuses both federal emphasis and federal dollars on Lyme disease. Some provisions of HR 3795 include:

· allocation of  new money: $100 million over 5 years of new money

· prioritization: development of an effective test

· creation of a physician education program

· examination of CDC criteria for reporting Lyme disease cases

· promotion of a more accurate and timely diagnosis

· formation of a federal Lyme Disease Task Force 

Pat Smith, President of the Lyme Disease Association of New Jersey, Inc., LDANJ, had the honor of being invited to Washington to be by the Congressman’s side as he introduced the bill.  The LDANJ, as well as the LDF and some federal agencies, had been working with the Congressman’s office for a few months, providing input into this bill.

27 other Congressmen have since signed on as co-sponsors.  We are also delighted that just prior to Smith introducing the legislation, Senator Dodd, CT, decided to sponsor an identical version, S-2034, in the Senate.  Several other Senators have also signed on to the House version.

Everyone in the country needs to call/fax/write his/her Congressmen and US Senators and urge them to support these bills.  Immediately!  Only patient pressure will allow these bills to pass and become law.  Congressman Smith has done his part.  The rest is up to you.  

Since the introduction of the bill, the LDANJ has made a nationwide effort to get other Lyme groups to sign on to a letter it wrote endorsing the bill.  65 groups from 25 states signed on, and Congressman Smith sent the letter to all other Congressmen. 

LYME FORUM FOR FEDERAL OFFICIALS(VIDEO AVAILABLE
On June 30, the LDANJ hosted a forum for federal officials at Burlington County College.  Invitations were sent out through Congressman Andrew’s office and the entire NJ delegation in DC was invited.  Representatives of eight Congressmen/ Senators participated, and another Representative held a meeting in her office with Pat Smith the next day. Drs. Liegner, Lionetti, Pietrucha, Schutzer, and Fallon spoke, along with Jane Chapman from the Lymelight Lyme Disease Support Group, Pat Smith, President of LDANJ, and Colleen Smith, Junior at Johns Hopkins University.

The meeting was designed to educate the officials so they can make an intelligent vote on the Lyme Disease Initiative, which is awaiting a committee hearing in DC.

The following is the list of offices invited and whether they sent a representative.  If your congressman  did not appear, you have a right to call and ask why. Each office was sent several invitations and received follow-up phone calls. Maybe you can call and thank those who did send a rep!

US Senator:

· Lautenberg-yes 609 757-5353

· Torricelli-yes 609 933-2245

US Congressman(woman): 

· Andrews-D-1st-yes, in person

609 546-9529

· LoBiondo-R-2nd-yes 609 625-5008

· Saxton-R-3rd –yes 732 914-2020

· Smith-R-4th –yes (statement also read from Smith) 732 350-2300

· Roukema-R-5th-no, but met with Pat

201 447-3900

· Pallone-D-6th-yes 732 571-1140

· Franks-R-7th-no 908 686-5576

· Pascrell-D-8th-no (said yes but no show)

973 523-5152

· Rothman-D-9th-no (didn’t even respond)

201 646-0808

· Payne-D-10th-no (said yes, no show)

908 629-0222

· Frelinghuysen-R-11th-no(didn’t respond)

973 984-0711

· Pappas-R-12th-yes 908 284-1138

· Menendez-D-13th-no (early on said yes)

201 222-2828

Additionally Congressmen(women) Weldon, Holden, McHale, Borsky, and Geckas from PA and Gilman from NY were invited by request of the PA and NY groups but none participated.  The CDC and NIH also declined invitations.            

The crowd was standing room only, the officials asked many questions, and the doctors who gave up their time were great as always.  We have received much positive feedback.  We now have 2-hour videotapes available of the speakers at the forum.  Send $9.00 to the LDANJ PO Box 1438 Jackson, NJ 08527. Write federal forum tape on the check or money order.

VACCINE POSITION PAPER*

* adopted May 1998
The Association recognizes the need for a safe effective vaccine against Lyme Disease.  Several pharmaceutical companies have developed vaccines that are going through the FDA’s vaccine approval process. 

The Association does not recommend for or against products, including the vaccine, used for the treatment or prevention of Lyme Disease. An individual and his/her doctor need to make the decision whether or not to receive the vaccine. 

Several questions about the vaccines:

· Since there is no effective test for active Lyme, what happens to individuals who have active Lyme disease and receive the vaccine?

· Since the vaccines are effective against certain strains of the Lyme bacteria, Borrelia burgdorferi, what happens if someone is infected with a different strain?

· What happens to individuals who receive the vaccine and become vaccine failures and contract Lyme? They now have a positive Elisia from the vaccine and may only show a Western Blot 31.  Will doctors know enough about the vaccine effects on LD testing to diagnose Lyme and will insurance companies pay for treatment, or will the record of the vaccine and subsequent positive Elisa prevent diagnosis and treatment?

· Since having had Lyme disease itself does not confer immunity, can one conclude that a positive titer means immunity to the disease? Are positive titer and conference of immunity the same thing?

· What tests have been done to determine the length of protection of the vaccine beyond 2 years?

· In the vaccine trials, people were not challenged with the disease; they were just monitored to see if they came down with it.  What happens if someone actually is infected?

· Bacteria inside a tick that is feeding on a vaccinated animal are mostly destroyed.  Can the remainder produce disease?
As of this writing, Lymerix from SmithKline Beecham was recommended for approval by a committee of the FDA and is awaiting final approval.

SmithKline requested to attend an Association meeting in August where they gave a vaccine presentation.

LYME DISEASE

By: Virginia Truitt Sherr, MD

The typical phone call to my psychiatric office begins: “Please help us.  My husband/wife has had a personality change.  Something must be wrong – he’s she’s not like himself/herself.  Or “She is spitting out irate words which she feels are totally justified but which are so inappropriate.  She was never angry at the children like this before.”

In the past, I probably would have helped the person look for underlying stressors and tried to help the patient deal with alternate ways of coping.  Perhaps I would have written a prescription. Experience now tells me that an essential part of the workup for such intense changes in people of  known character must include evaluation by a sensitive laboratory for at least three tick-borne diseases.  I use IGeneX Labs of Palo Alto, California.

These previously undiagnosed Lyme disease patients who see me for personality change type of problems often have additional symptoms for which they have not been able to get a certain diagnosis. Examples are GI distress, ear or neck area pain, nighttime restless legs, memory changes, muscle spasms, fatigue, intensification of obsessive-compulsive thoughts or behavior, sensitivity to sound, severe aches and pains, general irritability, panic, and/or depression.  Some have one; others have all these symptoms and many more.  What is certain is that without treatment for the underlying Lyme disease, ehrlichiosis, and/or babesiosis (some people have all three tick-borne germs which tends to make co-existing diseases more troublesome.), the personality changes just get worse, road rage begins, then child and spousal altercation occurs, frustrating and isolating the patient more and more.

The first step to stop this chain reaction is proper diagnosis and the correct treatments for a sufficient length of time in the hands of those clinicians skilled in the treatment of tick-borne disorders, especially Lyme disease.  Unfortunately, this group of skilled clinicians does not usually include the majority of infectious disease specialists who use the diagnostically unreliable CDC surveillance criteria for diagnosis. 

REMARKS OF PAT SMITH, PRESIDENT LDANJ, AT FEDERAL OFFICIALS FORUM Education is the key to the future.  I am sure everyone in this room agrees with that statement.  

Yet we have in this country today a whole segment of the population who are denied access to that key. They are the lepers of the 20th century—children with Lyme disease.  I speak to you now not only as a mother and child advocate, but also as a past 12-year member of and former board of education president. I travel across this state trying to help our children get the education which they deserve and so desperately seek, yet are often denied.  I have seen many problems associated with educating classified children, i.e., children with learning disabilities, but rarely have I seen the degree of ignorance and outright callous indifference like I have witnessed toward children with Lyme.

 
Children with Lyme are behind the eight ball.  They have no classic symptoms; the symptoms they do exhibit frequently have physical, psychiatric, and emotional components, and often go unrecognized as Lyme disease symptoms.  Districts many times have difficulties fitting these children into the public school mode, first because school officials do not think Lyme is serious, and second, because they do not understand the accommodations necessary to educate these children.  They do not know nor do they seem to care about the legal requirements pertaining to educating children with Lyme.

For example, under 18A, the state of NJ requires that districts annually inservice teachers who instruct children with Lyme.  This is rarely done.  You, as federal legislators, have no control over NJ’s failure to monitor district compliance with state laws; however, you certainly have jurisdiction in the federal arena.  504 is a federal statute which applies to all recipients of federal financial assistance from the Department of Education.  Children are placed under 504 if they have a physical or mental impairment that substantially limits one or more major life activities (e.g., walking, learning, working), or have a record of having a substantial impairment, or are regarded as having an impairment.  After listening tonight, you should have no doubt that Lyme students qualify as disabled under 504.  Yet districts continually fail to place students in this category, or they place them but do not make the proper accommodations for learning such as shortened days, untimed tests, dropping unnecessary requirements, alternate testing methods, modified home instruction programs, and tailored assignments.

Often school physicians who may never have seen the child contradict the child’s personal physician and spurn his/her recommendations, and that child is not able to be classified chronically ill with Lyme or may not get the proper educational accommodations.  Children are sometimes misclassified or labeled as ADD, attention deficit disorder, when what they need is to be treated for the underlying disease causing their symptoms.  Because their symptoms fluctuate rapidly from month to month, day to day, and hour to hour, no one believes they are really sick.  

The emotional damage these children suffer is tremendous, and it follows them throughout the most formative stages of their lives. To get out of bed is an accomplishment, to shower is a miracle. They have few or no friends, no regular school attendance, no sports or activities, and no self-esteem.  Some contemplate suicide, unfortunately, some are successful.  

Districts are easily able to fool parents into thinking they are doing all they can when in fact, they are doing nothing for the child.  I have helped several children who were on the verge of graduation when the districts suddenly realized the children had not been getting the proper requirements.  Instead of accepting responsibility for their failure to provide a thorough and efficient education, the districts tried to prevent the children from graduating. Fortunately, they were unsuccessful.  

Children who are exceptionally bright and have Lyme are often penalized and told they may not take honors, advanced placement, and other courses designed for gifted students.  “Why are we being penalized,” they wonder, “when our only crime seems to be having a disease we have no control over?”  Even the local chapters of the National Honor Society sometimes discriminate against these students by not permitting them membership even though many have A averages and 1300+ SAT scores.  In a country, which prides itself in being progressive and promoting human rights, we have blatant discrimination going on right here in our public schools.  

I have witnessed outright emotional cruelty in meetings with school personnel when a child’s plight is not believed, and the parent is brutally questioned in an accusatory fashion.  I have seen some of these same personnel look the other direction when an athlete is accused of a substance abuse problem or is failing and could potentially be removed from a school sports team.  

What steps must be taken to get help for our children with Lyme?  To what depths must parents go for their children to get that unalienable guaranteed right, a public education?  Facing potential loss of home, loss of job, public scorn, and inadequate medical care, these poor parents are unprepared to handle the task of securing an education for their children.   They are already struggling to rescue their children from a disease whose tortures never end. 

Ladies and gentlemen, I have been there.  Like Dante in Dante’s Inferno, I have been unwillingly dragged down into the bowels of Hell.  There I have seen unspeakable devils unmatched in any Spielberg movie grip my child with an unrelenting hold.  I have begged and pleaded with a deaf universe to give me answers, or at the very least, to give me strength to carry on.  I sought compassion from friends, from doctors, from educators.  Sadly, I got very little, my child, less.  When Lyme comes in the window, humanity goes out the door.

Help the children in this great country of ours.  Help them obtain the key to a successful future: education.  You have the power.  You award school districts nationwide monies to educate children with special needs.  It is up to you to ensure those needs are being met.  If they are not, you must provide a more readily accessible avenue for parents to follow.  You can ensure that doctors are properly educated about Lyme.  You can ensure that monies are withheld if districts are discriminating against children with Lyme.  You are too far away to do it personally, but you can require the states to enforce the provisions of 504 and other statutes which guarantee that our children should be treated as human beings, sick ones at that, ones who need and deserve the education automatically given to their non-sick peers. I would now like to share with you something written by someone near and dear to me about  5 years ago entitled“TheEternal Nightmare.”

We stand here…and wonder

Why it is dark,

A haze covers our lives, 

Severing us from the world.

We search, grasp—there’s nothing

To support us.

No longer do we laugh;

We only cry grown-up tears.

Our childhood is shattered, our

Souls stung and wounded.

Will sun rays ever reach the children with Lyme?   Colleen M. Smith

Pat Smith, Wall Township, President of the Lyme Disease Association of New Jersey, Inc. introducing NJ Congressman Robert Andrews, 1st district, at a recent Lyme Disease Forum for Federal Officials

