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NEW NAME AND LOGO

The LDANJ has a new name.  We are now Lyme Disease Association, Inc., LDA.  Also look for our new logo, a map of the United States with a tick in the center.  Our focus has become a national one as more groups nationwide ask for our help and ask to become a part of us or work with us in some way.  What does this mean to the Lyme community at large?  It increases our ability to bring in new people and to procure more money for Lyme disease research, a goal we all share.  We have always felt cooperation will lead to a cure.  By the time you receive this, LDA will also have a new voice mail system and toll free number that will allow round the clock access to Lyme disease information.  Our website is http:/ldanj.tripod.com but we will be working on major changes in that area.

ATTENTION! LYME DISEASE ASSOCIATION CONFERENCE FOR PHYSICIANS,  CME’s AVAILABLE

The LDA has received a grant to sponsor our second annual medical conference (Bard was the first).  The conference will be held November 4, 2000 at Doral Forrestal Conference Center, Princeton, NJ. Nine Category 1 CME credits will be provided to physicians.  The conference will focus on problems of children with Lyme disease.  The target audience is physicians and other health care professionals.  The public is also invited to attend.  See attached flier for registration and details or go to Lymnet.org for a registration form.  Register soon, since space is limited.

YEAR 2000 RESEARCH  GRANT AWARDS

The following grants have been awarded by the Lyme Disease Association in the year 2000. Total $93,900

· Manfred Bayer, MD, Science Center University City (Philadelphia) Effects of Low Frequency Magnetic Fields on Borrelia burgdorferi 
· Gregory Bach, DO Colmar, PA The Possibility of Sexual Transmission of Lyme Disease in Human Semen

· Steven Burke, MD Kennett Square, PA Combination Therapy Tinidazole/bicillin  vs. Monotherapy Bicillin

· Andrea Gaito, MD Basking Ridge NJ Isolation of Lyme Spirochetes in Cervical Tissue of Women Seropositive for Lyme Disease

· Dolores E. Hill ,PhD, FDA Efficacy of Entemopathogenic Nematodes in Field Trials Against Ixodes Scapularis (deer Tick) and Amblyomma Americanum (lone-star tick) Replete Females

· Richard Horowitz, MD Hyde Park, NY Lyme Disease and Babesiosis: A Retrospective Community Survey on the Role of Co-infections and Long Term Antibiotic Treatment
· Mark E. McCaulley, MD Steamboat Springs,  CO Lyme Disease and Babesiosis in Multiple Sclerosis

· Ritchie Schoemaker, MD Pockomoke City, MD  Beyond Antibiotics: A new Approach to Treatment of the Chronic Neurotoxic Syndrome of Chronic Lyme Disease Using Cholestyramine, with Monitoring by Visual Contrast Sensitivity 

· Steven Schutzer University of Medicine and Dentistry New Jersey Molecular Confirmation of Infection and in Vivo Expressed Borrelia Antigens in Chronic Lyme disease.

2001 & 2002 MEMBERSHIP  DRIVE $12.00

Along with a new name, we are planning a new membership drive for two years.  Easier for you and for us, and more money goes to Lyme research and education. Join us for the next two years for only $12 (individual/family membership), or (Lyme disease support or information group, “Friend of the Association) and you will receive a monthly mailing of our minutes and announcements and happenings in the Lyme community.  Please send a check for $12.00 payable to: LDA, Inc.  PO Box 1438 Jackson, NJ 08527.  There is strength in numbers!  Make your voice count in the fight to find a cure for chronic Lyme.  Everyone on our mailing list, member or not, receives a free copy of Tiny Tick Tales .

HELP RAISE MONEY FOR LYME RESEARCH, 10TH ANNUAL MASQUERADE

You often ask us how you can raise money for us.  The masquerade is an easy way.  Buy tickets, even if you cannot come.  Buy an ad in our ad journal.  An ad journal is just a book of ads from people/companies who support our research/education projects.  You can, too, and it does not have to cost a lot.  See our enclosed flyer.

This is it! The event that combines family fun with raising money for Lyme disease research--all at an affordable price.  The recipients of this year’s annual project monies include Dr. Brian Fallon, Columbia, and Dr. Steven Schutzer, UMDNJ. The Masquerade will be in the Whiting Firehouse, Whiting, NJ, October 22. 

Mr. Bill, the greatest DJ, is back this year as are the wonderful Barnegat Bagpipers.  Many door prizes and prizes for the costume/dance contests have been donated. Entrance tickets that include a buffet are $15 for adults, $7 for children, and free for 3 & under.  50/50 will be available. For dinner tickets, call Betty Markonas at 732 542-7308

FOCUS  ON  CHILDREN LYME DISEASE BROCHURE

The LDA has received several grants to develop a brochure that will be geared for parents and school officials.  It will have a number of Lyme disease professionals summarizing specific problems associated with Lyme disease in children.  The LDA hopes to have the brochure available in time for the November conference.

ELIGIBILTY FOR SOCIAL SECURITY AND  SSI BENEFITS BASED ON LYME DISEASE

by Barbara R. Silverstone, Staff Attorney, National Organization of Social Security Claimants' Representatives, August 2000

     If you suffer from a chronic condition such as Lyme disease that seriously limits your ability to work, you may find that your financial situation is deteriorating while you try to devote your energy towards your medical care and your health.  If you are disabled and cannot work, you need more information about two disability benefits programs administered by the Social Security Administration (SSA). 

     If you have worked in jobs covered by Social Security, you may be eligible for Social Security disability benefits; Medicare coverage is available after two years of disability, and additional benefits may be paid to your immediate family members.  Even if you haven't worked outside the home, you may be eligible for Supplemental Security Income (SSI) disability benefits if your income and resources are very limited; Medicaid eligibility begins immediately for SSI recipients.  Many people receive benefits under both programs.  

     Benefits are also available if you never married and your disability began prior to age 22, and continues until your parent is eligible for retirement or disability benefits, or until you are eligible for survivor's benefits.  These Social Security disability benefits are called Disabled Adult Child's benefits and are intended to support a disabled individual whose parents are no longer able to do so.

Determining Eligibility

     Social Security disability benefits are available to disabled workers who meet two conditions: (1) they are too disabled to work at any job, not just the jobs which they held in the past; and (2) through their employment, they have contributed enough FICA tax over the years to be covered. In general, workers who have worked at least five out of the ten years just before the disability began are covered; the rules are different for workers under age 30.  Your wage history will determine your monthly benefit amount.

     SSI benefits are available to disabled individuals whose income and resources are very limited. Generally, to be eligible for SSI benefits, an individual may have no more than $2,000 in resources ($3,000 for a couple) and income of under $512 per month ($769 for a couple). The income levels change each year. Income and resources from a spouse or the parents of a minor child are deemed to be available to the claimant.  The value of a home and certain other assets are not included. 

     Claimants who are eligible for Social Security disability benefits but whose benefit amount is very low may also be eligible for SSI benefits.

Who is "Disabled"?

     Eligibility for disability benefits depends on the limitations you have as a result of both physical and mental impairments.  For example, in addition to the physical limitations imposed by Lyme disease, the pain and fatigue may cause mental strain or depression which can affect your ability to function in the work place.

     SSA will evaluate you by first determining whether you have been, or expect to be, disabled for at least 12 months.  If so, SSA will ask whether or not you are currently working.  If you are not working, SSA will then compare your condition to its criteria in its "Listings of Impairments.” Although there is no specific Listing for Lyme disease there are several different listings under which you may be evaluated, and you may show that your symptoms are equivalent to one of the listed impairments. For example, you may experience the same joint pain and fatigue as that described in the listings for arthritis or lupus (listings §§ 1.02 and 14.02).
      The listing for rheumatoid and other inflammatory arthritis, section 1.02, requires a medical showing of a history of persistent joint pain, swelling, and tenderness involving multiple major joints and signs of joint inflammation on current physical examination despite prescribed therapy for at least 3 months, resulting in significant restriction of function of the affected joints, and clinical activity expected to last at least 12 months. There are specific tests which SSA requires to corroborate the diagnosis of arthritis. Under Listing 14.02, for Lupus, SSA requires a showing of constitutional symptoms and signs (e.g., fever, fatigability, malaise, weight loss), multisystem involvement and, frequently, anemia, leukopenia, or thrombocytopenia in combination with severe loss of function in a single organ or body system, such as joints, muscles, or skin, or the ocular, respiratory, cardiovascular, digestive, or renal systems.  SSA will also consider neurological or mental involvement. 

     It is important that you have been properly examined because SSA will rely on the results of medical tests to determine whether you can be found disabled at this step of the evaluation. If your condition, including consideration of your impairments in combination is equivalent to the criteria of these listed impairments, SSA will find that you are disabled.  But meeting these criteria is not the only way to qualify for benefits.

     SSA will continue to evaluate your claim by considering your vocational factors (age, educational background, and work history) along with your physical and mental residual functional capacities to decide whether you are disabled or whether there are jobs that you can do.  Keep in mind that you can base your disability claim on a combination of several impairments that may not be disabling when considered separately, but when evaluated together show that you cannot work.

     You can assist your claim by keeping a diary documenting your symptoms and how they affect your ability to function during a typical day, during both flare-ups and remissions. You can also provide the ALJ with medical information about this disease well in advance of the hearing, so the ALJ can be familiar with the debilitating nature of the disease. 

Applying for Benefits

     You can get the application forms for disability benefits from SSA by calling 1-800-772-1213. You can apply for Social Security and SSI benefits at any Social Security office. It is important to complete the form with as much information as possible. Give the full names and addresses of your doctors, and the dates of any hospitalizations.  Make a list of the medications you are taking or other treatments you use and their side effects, and any medications and treatments you have tried but which no longer work for you.  Describe your daily activities, and list those chores and activities that you can no longer perform or participate in. Tell your doctors that you are applying for disability benefits, and that they should expect to receive a request for more information from SSA. 

The Application and Appeals Process

     If your application is initially denied, there are several steps in the appeal process. Only about 30 percent of disability applications will be approved at the first step of the process. Many claimants who receive denials file appeals. Over half of the claimants who request a hearing before an Administrative Law Judge will receive favorable decisions awarding benefits. For those who are turned down again, the next steps of the appeals process are the SSA Appeals Council, and, if necessary, Federal Court. The amount of time and effort it takes to pursue an appeal is definitely daunting. Perseverance and persistence are crucially important.

How Long Will The Application Process Take?

     It is not uncommon for a claimant to wait 6 - 12 months for a decision on an application for disability benefits.  Claims which must be appealed administratively (to an Administrative Law Judge and the Appeals Council) or to Federal Court will take much longer. To give you some perspective on the program, consider that almost three million applications for disability benefits were filed last year. When a case is finally approved, benefits will be paid to cover the months during which you were waiting for a decision. 

Once Approved, Can I Work and Continue to Receive Disability or SSI Benefits?

     SSA has many work incentive programs which allow recipients to work for a limited amount of time, or under special circumstances, without losing their benefits. Recipients who are considering trying to work should contact SSA at 1-800-772-1213 or consult an attorney who is familiar with Social Security programs for specific guidance.

How Can I Get Help or Additional Information?

     Additional information can be obtained from SSA by calling 1-800-772-1213.  Most people apply for benefits on their own, but often want assistance in pursuing an appeal. If you need legal representation to assist you in obtaining Social Security disability or SSI benefits, contact your local legal services program or your local bar association referral office. Or, you can get a referral from the National Organization of Social Security Claimants' Representatives by calling 1-800-431-2804.

LYME DISEASE: A TICK AWAY

By Pat Smith ,President, Lyme Disease Association, Inc.

Great Outdoors magazine, Summer 2000 edition

     Considering all the discussion about Lyme and other tick born disease, TBD, we all sometimes wonder how we can still enjoy the great outdoors.  Education is the key.  Here are some facts, tips, and tricks to help reduce your exposure to Lyme and other TBD’s.

     Lyme disease is caused by an infection with the bacterium, Borrelia burgdorferi, Bb, which is primarily transmitted by the bite of the black-legged tick, Ixodes scapularis.  The black-legged or deer tick is a small but powerful tick that has an adult infection rate of 40-60+% in certain areas of the northeast.  The life cycle of the deer tick consisting of egg, larvae, nymph and adult takes two years in the Eastern US.  They feed once during each of the three stages.   The larvae hatch from eggs in the spring, but less than 1% of larvae are infected with the Lyme spirochete. The larvae feed on small mammals such as whitefooted mice, and the larvae become infected with the Lyme bacteria from the mice. If they become infected with Bb in one stage, they will remain infected in subsequent stages.  After the larvae feed and metamorphose they then become nymphal ticks the following spring. The larvae are about the size of poppy seeds.  The nymphs prefer to feed on smaller animals but will feed on larger animals, including domestic pets and humans.  If a nymph has become infected from an earlier feeding, it can transmit Lyme to the animal it feeds on now--maybe you.  Next the nymphs metamorphose into adult ticks and emerge in the fall. Before mating, female adults will feed, frequently on deer, thus the name deer tick.  The female will not feed to completion until she mates.  In fact, the female will mate and feed on the deer simultaneously.  Deer do not come down with symptoms of the disease, however.  

     The poppy seed-sized nymph has a lower infection rate than the adult, but its small size enables it to spread much of the disease, since it frequently escapes detection.  This is often why the typical response to the question, “do you remember being bitten by a tick?” is, “no.”  Literature says ticks may be active above 40 degrees, a condition common most of the year in our area of the country.

     Infected deer ticks are not the only means of acquiring Lyme disease.  The Lone Star tick, Amblyomma americanum, carries and transmits Lyme or a Lyme-like illness.  The infection rate and distribution of the Lone-star is much lower in our area of the country than that of the deer tick.  The adult female has a white dot on her back, providing the nickname, Lone star.  A small percentage of dog ticks, as well as several types of mosquitoes, have been found to carry the Lyme bacterium, but no proven cases of transmission have been documented.  Other insects are being studied as possible vectors.  Lyme bacteria have been shown to cross the placenta and can cause birth defects and/or death in the fetus.  Lyme bacteria have been found in breast milk, so pregnant women and nursing mothers need to seek medical attention.

     Although questions continue to surface pertaining to the possibility of transmission of Lyme disease through the nation’s blood supply, no tests are required to donate blood, and no studies have been done to put the issue to rest.  However, sportsmen are cautioned to wear rubber gloves when dressing down deer to reduce possible transmission from infected deer blood.  Of course, this transmission method would only be a possibility if an opening in the hunter’s skin came in contact with the infected deer blood. 

     All the ticks mentioned above have been shown to carry other diseases which you can acquire from being bitten by one tick. Being infected with more than one disease is called co-infection.   Co-infections carried by the above ticks include HGE and HME, forms of a bacterial disease called ehrlichiosis; Rocky Mountain spotted fever, a bacterial infection; and babesiosis, a parasitic malaria-type disease.  The treatments for some of these diseases are different from the treatment for Lyme. Various viruses and bacteria-like organisms called mycoplasms may also be transmitted by ticks.  The effects of these organisms and their relationship to treatment response remain largely unknown.

     What can you do to help prevent yourself from getting these diseases?  Experts recommend avoiding tick infested areas if possible, walking down the center of paths rather than brushing against the growth which may harbor questing ticks (ticks waiting to feed), cutting away underbrush, clearing leaf and other debris under which ticks live, keeping lawns mowed and raked, putting clothes in dryer for 30 minutes after exposure to dehydrate (kill) ticks, wearing light colored clothing, and tucking pants into socks.  

     The use of chemicals as repellents or acaricides (tick killers) is a personal choice that may be made after carefully studying manufacturers’ recommendations and warnings.  There are two product types, DEET- containing products for skin and premethrin-based products for clothes.  Permethrin should never be used on skin and should be applied to clothes off of the body.  They are sprayed, left to dry, and according to the manufacturer, can be washed 2-3 times and still retain the acaricide’s properties.  DEET-containing products that are used on the skin have had adverse affects in a small amount of subjects, particularly children, when used in concentrations higher than about 30%.  Various treatment protocols exist for chemically treating properties, with protocols often recommending only perimeter treatment where lawns meet woods or fields.  Granular forms are often used to get under the leaf debris where the ticks are hiding. 

     Currently, there is one Lyme disease vaccine on the market, which the manufacturer states is safe and 79 % effective after 3 shots.  However, researchers have performed animal studies showing the development of an incurable autoimmune arthritis from receiving OspA, the basis of the vaccine, and about 30 % of the human population has been shown to be sensitive to OspA.  Those who are sensitive may be susceptible to the autoimmune arthritis.  Additionally, boosters are required after the three shots, since the protection induced from the three shots begins to plummet after the third shot.  A lawsuit has been filed against the manufacturer for failure to notify the public of the Osp A sensitivity problem and its relationship to developing autoimmune arthritis, the availability of Osp A sensitivity testing, and of the need for boosters.  Again, it is up to the informed consumer to weigh the risk-benefit ratio and make the choice.  To date, there are no vaccines for the other TBD’s.

     Tick checks remain the safest and most popular method of preventing disease.  Particularly check such areas as creases of elbows and knees, hairline, and groin, although you might find a tick attached almost anywhere.  What if you find an attached tick?  The DON’T’s outweigh the DO’s.  Don’t grasp the tick by its body and squeeze, don’t twist it, don’t burn it or apply Vaseline, gasoline, nail polish remover or any other substance.  These actions can irritate the tick, which may then regurgitate its stomach contents into you.  If it is carrying disease, improper removal can increase your chances of becoming infected. With pointed tweezers, do grasp it close to the skin at its “head” and pull straight out, or use specially designed tick removers that slide between the tick’s body and your body.  Do apply antiseptic to the site and speak with your physician, especially if tick parts remain.

     Some want to save the tick to be tested for the presence of Lyme.  If you do, place the tick in a sealed container or zip-lock bag with a moist cotton ball.  Send/take to a tick-testing laboratory that may be able for varying fees, to test for any/all of the TBD’s mentioned.

     How long does a tick have to be attached to transmit the disease?  Literature varies with times of 24-48 hours often quoted.  However, these estimates are based on the fact that the Lyme spirochete is in the tick’s midgut where it remains dormant until the tick begins to feed.  Then chemical signals tell the spirochete to divide and reproduce and this enables the spirochete to move from the midgut to the salivary glands of the tick.  From here, it can transfer to the host (animal tick is feeding on).  This entire process is thought to take 24-48 hours.  But researchers now think that maybe 1-2% of ticks may have a systemic infection with the bacteria and this may include infection in the salivary glands.  If these ticks feed, infection may occur in less than 24 hours.

     Symptoms are numerous and diverse.  Less than 50 % of those who develop the disease get a bull’s eye rash; many develop a flu like illness with muscle aches, malaise, possible fever, headaches.  Unfortunately, not all will present with the disease in this manner.  A clinical diagnosis based on history, exam, and symptoms with possible testing to support/rule out Lyme should be sought from a knowledgeable physician.  Lyme can produce cardiac, ophthalmologic, musculo-skeletal, gastrointestinal, central nervous, and other system involvement.  Psychiatric and cognitive symptoms may also appear.  Babesiosis is usually milder at onset, whereas ehrlichiosis often develops quickly with the victim spiking a high fever.  The latter disease has a relatively high fatality rate, so you need to be careful to have the physician check for it.

     Early Lyme, if it is caught within a few weeks of the tick bite, may be relatively easy to treat with an appropriate regimen of antibiotics dispensed from a knowledgeable Lyme physician.  Disseminated Lyme disease may take repeated treatment courses to resolve.  Chronic Lyme is a hotly debated topic, but many Lyme literate physicians, relying upon peer-reviewed literature as well as their own clinical experience, argue that chronic Lyme is a persistent bacterial infection, and they treat it accordingly.

     The Centers for Disease Control, CDC, says Lyme disease is meant to be a clinical diagnosis because some commonly used Lyme tests are not very reliable.  For example, many sources give antibody response tests such as ELISA and western blot a 40-45% accuracy rate.  Unfortunately, insurance companies often require positive tests for insurance reimbursement.  However, these antibody response tests should not be performed immediately after a tick bite, since it takes 4-6 weeks for antibodies to develop.  PCR’s, polymerase chain reaction, and LUAT’s, Lyme urine antigen tests,  may be more accurate, but insurance companies often consider them experimental.  The bacteria are very difficult to culture, but work is currently underway to make this technique a feasible diagnostic tool. Always remember that you can test negative and still have Lyme disease. Tests for other TBD’s are also available.

     Lyme is a tricky disease, but by actively incorporating the above knowledge in your lifestyle, you may be able to continue the activities you have always enjoyed.  Remember, if you perform frequent tick checks, you may always keep Lyme disease a tick away.

LYME DISEASE BUYERS CLUB,  MONEY FOR LYME RESEARCH

Thanks to Cindy Onorado and the Lyme Disease Buyer’s Club, Lyme disease research has gotten 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 may want to look at these items for possible purchase.  If you buy through the Lyme Disease Buyer’s Club, the LDA will receive 10% of the purchase price.  The LDA 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.   Offer will end Dec. 31, 2000.  Call (800) 366-5924 to order and make sure to mention Lyme Disease Buyers’ Club.

SHOP FOR CHARITY (LYME DISEASE)

Click on to this website, http://jerseyandyou.com.  Check out the links to other sites.  Connect to one of those sites.  Buy a product.  LDA will automatically receive a percent of your sale. The LDA is not promoting, endorsing or otherwise recom-mending these products.  But thanks to Butch Neuhaus, LDA will receive a percent of the sale if you do purchase this way. 

ILADS  INTERNATIONAL LYME AND ASSOCIATED DISEASES SOCIETY

This important new organization is for physicians and other health science professionals.   Its mission is to create a forum where these professionals can communicate and disseminate information about Lyme and other associated diseases.  ILADS will be an advocate for treating physicians.  Encourage your physician to join.  Different types of membership are available for allied health care providers and companies who support the goals of the society.  See attachment for details and application.  http://ilads.org.  Pat Smith, LDA President, is a member of the ILADS Board and acts as liaison between ILADS and Lyme disease support groups.

LDA 2000 OFFICERS

President- Pat Smith, 

Executive Vice President- Pam Lampe

Technical Advisor Corey Lakin, 

Grants' Coordinator-Barbara Muniz, 

Corresponding Secretary- Ruth Waddington

Co-Treasurers- Liz Missett, Erika Holland 

LDA 2000 EXECUTIVE BOARD

Emilia Eiras, MD; Amy Gerber, DVM; Eileen Gurgone, PT; Mary Halinski; Donna Luhrs, RN; Betty Markonas; Inga Querfeldt; Ruth Waddington, RN; Lloyd Walling; Marte Warren

OTHER POSITIONS

Mary Halinski Pennsylvania Chapter Co-Director

Larry Linford Pennsylvania Chapter Co-Director (new)

Jeannine DerBedrosian Rally Organizer (new)

Sue Huesken On-line publicity

Edina Gibb County Coordinator

Cindy Onorato-LD Buyers Club

Marta McCoy-On-line doctor referral

THANKS FOR YOUR HELP TO:

Joni Schultz

Phyllis Mervine Lyme Times

Sharon Smith Lyme Alliance

Carol & Bill Stolow, Marc Gabriel Lymenet

Art Doherty geocities site

Steve Nostrum LBO

Donna Herrell About Lyme

Ellen Lubarsky & Joan Green NY City

Diane Blanchard & Deb Siciliano GLDTF
Kathleen Dixon Action LD

Jill Auerbach, Dutchess County

Barbara Goldklang Westchester

Lovette Mott, Vicki Smith Gettysburg

Patty & Harold Smith  Danville

Marvina Lodge (Lovey), Florida

Cheryl O’Connor LDCC

Debora Scatuccio

Jeri-Lynn Weir, Kennett Square, PA

Anyone I’ve forgotten

LYMENET FUNDRAISER-SUPPORT LYMENET

The fifth annual Bachmann Bash for for the Lyme Disease Network will take place on Saturday, October 7, 2000, 6:45pm, at St. Michael’s Church Hall in Paterson, NJ.

The non-profit Lytme Disease Network, http://www.lymenet.org operates entirely on individual donations and has been providing services since 1994.  

· To attend: Make return check payable to Angela Bachman 16 Willow Court, Totowa,, NJ 07512 ($20/person, include name, address)

· To donate: Make tax deductible check payable to: The Lyme Disease Network16 Willow Court Totowa, NJ) 07512

DR. BURRASCANO SITUATION

By Ellen Lubarsky, NY

· Participate in Senator Spector writing campaign (see separate article)

· Write to NY state legislators listed below.  Describe Dr. Burrascano’s situation and that of other treating physicians.  Explain how that affects you.  Mention the Lyme disease treatment controversy. If you are familiar with OPMC’s letters discussing the rarity of published guidelines requiring anything more than two-three weeks of antibiotics for Lyme disease, and their lack of recognition of any peer-reviewed literature supporting persistence of infection, describe how you feel about the uninformed, biased decisions the board may be making.  Urge the legislators to investigate the OPMC for bias in the area of Lyme disease treatment. 
Hon. Kemp Hannon 

Chairman Senate Health Committee

Room 609 LOB

Albany, NY 12247

HANNON@SENATE.STATE.NY.US 

Hon. Richard Gottfried

Chairman Assembly Health Committee

Room 822 LOB

Albany, NY 12248

GOTTFRR@ASSEMBLY.STATE.NY.US 

Hon. Patricia Acampora

NYS Assembly

Room 725 LOB

Albany, NY 12248

ACAMPOP@ASSEMBLY.STATE.NY.US 

Hon. Maureen O'Connell

NYS Assembly

Room 326 LOB

Albany, NY 12248

OCONNEM@ASSEMBLY.STATE.NY.US 

Hon. Joseph Bruno

NYS Senate Majority Leader

Room 909 LOB

Albany, NY 12247

BRUNO@SENATE.STATE.NY.US 

Hon. Joel Miller

NYS Assembly

Room 531 LOB

Albany, NY 12248

MILLERJ@ASSEMBLY.STATE.NY.US 

Hon. Vincent Leibell

NYS Senate

Room 802 LOB

Albany, NY 12247

LEIBELL@SENATE.STATE.NY.US 

Hon. Michael A.L. Balboni

NYS Senate

Room 803 LOB

Albany, NY 12247

BALBONI@SENATE.STATE.NY.US 

Hon. Stephen Saland

NYS Senate

Room 946 LOB

Albany, NY 12247

SALAND@SENATE.STATE.NY.US 

Hon. Fred W. Thiele, Jr.

NYS Assembly

Room 530 LOB

Albany, NY 12248

THIELEF@ASSEMBLY.STATE.NY.US 

Hon. Congressman Michael Forbes

3680 Route 112

Coram, NY 11727

JACK.AMES@MAIL.HOUSE.GOV 

Governor George Pataki

State Capital

Albany, NY 12224 

ATTENTION: Mary Gifford 

GOV.PATAKI@CHAMBER.STATE.NY.US (IF you e-mail Gov. Pataki, write Attention: Mary Gifford on subject line).

WEBSITES  OF INTEREST FOR LYME

http://Columbia-Lyme.org  Dr. Brian Fallon
http://ilads.org ILADS

http://www.lymenet.org Lymenet (Gabriel, Stolow)

http://thomas.loc.gov/home/c106query.html Bills

http://www.cdc.gov/aboutcdc.htm CDC

http://www.geocities.com/HotSprings/Oasis/6455/research-links.html (Art Doherty) LD references

http://ldanj.tripod.com/main.html LDA (Steph Halinski)

http://www.personal.psu.edu/users/m/c/mco114/lymebill.html LDCC Lyme bill (Megan O’Connell)

http://jerseyandyou.com/ shop for LD (B. Neuhaus)

www.disabilityact.com Americans w. Disabilities Act 

SUPPORT, INFORMATION, AND ACTION LYME DISEASE GROUP LIST

Support groups are important to many people.  The insert with support group data is provided for your information and is complete up to publication time.  We apologize to anyone who has a missing/incorrect listing.  If there is a problem with your listing, or if you would like to be listed/unlisted in the future, please write or email the LDA at the address provided.

A NATIONAL INSTITUTE OF HEALTH-FUNDED TREATMENT STUDY OF CHRONIC LYME DISEASE
Principal Investigator :Brian A. Fallon, MD (from Columbia-Lyme.org)

Goals:
1) to determine whether the brain abnormalities in Lyme Disease are primarily due to blood vessel inflammation or a nerve metabolism problem 
2) to determine whether 10 weeks of IV antibiotics result in further improvement among patients who have already received more than the standard amount of treatment. 
3) to identify clinical or biological markers that might be associated with treatment response.
Who may be eligible to participate?
We are seeking 60 patients age 18-60 who have persistent problems with memory, verbal fluency, or attention after having contracted Lyme Disease. Patients must live within New Jersey, New York, Eastern Pennsylvania, or Connecticut. Participants must have had a history of well-documented Lyme Disease using the CDC's clinical criteria and a current positive IgG Western blot or PCR. Patients must also have received at some point in the past at least 8 weeks of IV antibiotic therapy for Lyme Disease. Excluded from participation would be people with other major medical or neurologic problems, people who smoke more than 10 cigarettes/day, people with uncontrolled high blood pressure, and people who have a history of marked cocaine abuse. We are also seeking 20 healthy controls. 
Design:
For each patient, this is a 24 week treatment study that will evaluate response to treatment using neuropsychological testing and state-of-the-art brain imaging. There is no financial charge for participation in this study. The brain tests include neuropsychological testing of memory and attention, brain imaging (MRI and PET scans) to look at blood flow in the brain and nerve cell structure and metabolism, a neurological exam, and studies of the fluid that surrounds the brain (.the cerebrospinal fluid ). The treatment involves 10 weeks of either intravenous antibiotic (Ceftriaxone aka "Rocephin") or intravenous placebo (inactive substance). There is a 2 out of 3 chance of getting the real medicine and a 1 out of 3 chance of getting the placebo. (At the end of the 24 weeks, patients who got placebo will be given the option of getting 6 weeks of the actual medicine at no cost). After the first visit, the remaining treatments will be done in the patient's home. Patients will be screened over the phone and in person to confirm study eligibility. The neuropsychological tests will be done 4 times (screening, baseline, week 12 and 24) and the brain imaging (MRI and PET scans) and physical exam will be done 3 times (baseline, week 12, week 24). From the patient's home, blood tests and self-report ratings will be done more frequently. A lumbar puncture will be done once at the start of the study in order to study the cerebrospinal fluid to look for markers of infection. There is also a 6 month follow-up at the end of the study at which time neuropsychological testing will be repeated. Therefore, over the first 6 months, the patient will visit Columbia at least 4 times, followed by an additional visit 6 months later. The patient's physician will receive a report at the end of the study summarizing the results for his/her patient. 
Frequently Asked Questions
How to contact us: Call the treatment clinic between 9-5 PM EST to make an appointment or call study coordinator, Dr. Kathy Corbera, 212-543-6508.  You can also fax a copy of the screening questionnaire or send it by computer transmission. 

*Dr. Fallon received money from LDANJ for a prior research study, the results of which were sent to the NIH along with the grant proposal for this above study.  The NIH awarded Dr. Fallon $4.7 million for the above study.

HEALTHY VOLUNTEER ADULTS SOUGHT

Healthy adults between 25-60 are being sought for the above study.  They will be paid $750 for completion and will receive a neuropsychological testing battery, PET and MRI imaging initially, but a lumbar puncture will  not be required. Call Dr. Kathy Corbera 212 543-6508 for further information.
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LYME DISEASE INITIATIVE 1999

Additional sponsors are needed for the House  (HR-2790) and Senate (S-1905) Lyme bills, which when passed will provide $125 million of new monies for Lyme disease research, physician education, reevaluation of the Centers for Disease Control criteria for Lyme disease, and prevention.   Besides money, the bills will provide much needed recognition for Lyme disease.  The attached list provides all the names of US Senators and Representatives by state.  The astericks are those who are already signed onto the bill.  The following addresses can be used to write any representatives/congressmen who have not signed on to the bill: U.S. House of Representatives Washington, D.C. 20515/U. S. Senate Washington, D.C.  20510.  

SENATOR SANTORUM’S QUOTE TO LDA JUST IN AT PRESS TIME

"With thousands of Americans contracting Lyme disease each year, it is critical that we work aggressively to wage a comprehensive fight  against this devastating tick-borne illness, which costs our country  dearly in the way of medical expenditures and human suffering.  The current lack of physician knowledge about Lyme and the inadequacies of  existing detection tests only compound this growing public health  hazard.

     "I am grateful for the tremendous efforts of the Lyme advocacy community to raise awareness and mobilize support for this issue.  I look forward to working with them and my colleagues in Congress to  enact into law the bipartisan Lyme Disease Initiative which I introduced in the Senate with Senator Chris Dodd, and to ensure that  we maximize the public and private resources dedicated to fighting  Lyme."

-- U.S. Senator Rick Santorum

DOCTOR INVESTIGATIONS/ACTION ITEMS

In many states, particularly in the northeast, state boards of medical examiners are investigating complaints against doctors who treat chronic Lyme disease.  Although the process differs in each state, the boards are generally appointed by the governor or legislature of the state.  If your state is investigating a doctor treating chronic Lyme and the investigation appears to be based on that physician’s treating philosophy, you certainly have the right to make your voice heard.  Find out what board licenses your doctors.  It is usually listed in your telephone book under state agencies.  Call, request information about the board’s process and find out how they obtain their positions. Those who appoint the board can be held accountable if they are elected officials. Write a letter to the board with your concerns.  Copy your state officials.  If the situation seems to be one of repeated patterns of doctor complaints, call and write your federal legislators.  If they receive enough calls, they may make some inquiries even if it is not a federal issue.  After all, it is occurring in their home state with their own constituents. The LDA has been working behind the scenes on this issue in several states.  We are working with groups in those states to help effect changes.  Changes can often be achieved through

education of your officials.  It is your state, and you need to make the effort, too. 

U.S. Senator Arlen Specter is interested in receiving personal stories from Lyme patients about getting diagnosed, treated, and reimbursed.  It is possible he could take some action on the issues if enough people write. Send your story to: Senator Arlen Specter 711 Senate Hart Building Washington, DC 20510 ATT; ErinQuayOR E-MAIL: erin_quay@specter.senate.gov.   Please keep a copy for your records.

FUNDRAISER FOR LYME DISEASE

Larry Linford, Lyme Disease Community Coalition (PA), and LDA’s Pennsylvania Chapter co-director, has been raising funds for Lyme disease through sales of Damminix, a product which is placed around the property perimeter to reduce tick populations.   The product consists of cardboard tubes containing 

cotton impregnated with an acaracide which provide attractive nesting material for mice who utilize the cotton in nest building, and subsequently, the ticks on the mice are killed.  If you are interested in receiving 

cotton in nest building, and subsequently, the ticks on the mice are killed.  If you are interested in receiving further information, contact Larry at larrylin2000@aol.com
AMERICAN PSYCHIATRIC ASSOCIATION INSTITUTE on PSYCHIATRIC SERVICES MEETING

By Robert Bransfield, MD

The American Psychiatric Association Institute on Psychiatric Services Meeting will take place in Philadelphia on Oct. 25-29. A Symposium on Microbes and Mental Illness will be presented on

Wednesday, Oct. 25 from 2:00 to 5:00 PM. The presentations within the symposium include--Microbes and Mental Illness, Robert Bransfield, MD; Neuropsychiatric Features of Lyme Disease, Brian Fallon, MD; Endogenous Retroviruses and Schizophrenia, Robert Yolken, MD; Analysis of Gene

Expression in Human Brain Diseases, Jonathan Pevsner, Ph.D; and A New Approach to Diagnosis and Successful Treatment of Environmentally

Acquired Psychiatric Illness: Neurotoxins, Cytokines and Vision, Richard  Shoemaker, MD.  Virginia Sherr, MD will be doing a presentation on Saturday, Oct. 28th at the same meeting from 3:30 to 5:00 PM on "Panic Attacks Can Alert Psychiatrists to Suspect Lyme Encephalopathy."  The deadline for reduced rate early registration is Sept. 22. Information regarding the meeting is available by calling 888-357-7924, or by going to the APA site: http://www.psych.org/ Click on the section for the Institute Meeting * The LDA thanks Dr. Bransfield for 

his extraordinary endeavors to make this conference happen.

What Every Parent Needs to Know About Educating Their Child With Chronic Lyme Disease

 By Alfred C. Tagliabue, M. Ed.

Director of Student Personnel and Community Services, (Retired) Jackson Township, New Jersey
More often than not children who contract Lyme Disease are treated with antibiotics for a few months and do not require any additional educational supports or services to make up for lost time in school.  This is the rule for the majority of children who contract Lyme Disease, however there are many children who have a difficult time responding to standard treatments, for any number of reasons, and other children who become re-infected one or more times.  These children are considered to have “Chronic Lyme Disease”.  They have a multitude of symptoms and problems that make it impossible to keep up with their schoolwork without special accommodations and services from their teachers and school.  It is important to note that some physicians in the medical establishment do not recognize the term “Chronic” Lyme Disease.  Some school physicians are among those who do not recognize the term “chronic” when dealing with students who have Lyme Disease.  If your child suffers from Lyme Disease and needs special education services or accommodations you may get a hard time from your school district if your local director of special education either had the disease or knows someone close to them who had the disease and was cured with a couple of months of antibiotics.  These people are among the lucky majority that never become re-infected and respond positively to standard antibiotic therapy.  This article however, will deal with those students who do not respond well to standard treatment and have a variety of needs for special education services and or accommodations in the classroom.

While all states have their own special education laws there are two federal laws that protect students with Lyme Disease and supercede state code and regulations.  The first law that parents need to become familiar with is the Individuals with Disabilities Education Act or IDEA.  This law deals with all students who have some form of disability.  Students with Chronic Lyme Disease may fit several different categories depending on how severe the Lyme Disease has impacted on the child’s ability to profit from regular education.  Some classifications or categories could be “chronically ill”; “other health impaired” or “learning disabled”.  You will need to obtain a copy of your state’s special education code and read it carefully in order to become an active participant in the decision making process for your child.  Many states have slightly different categories and definitions than those given in IDEA.  Remember that, the IDEA law supercedes all state special education laws except when the state law is more protective of your child’s rights or offers more services.  It is also possible to have your child qualify under other more intense terms such as “multiple disabilities” or other categories depending on how the disease manifests itself at a particular time during the course of the disease.  There can be, in extreme cases, both neurological and psychiatric problems that may require additional medical and educational treatment.  A “red flag” for parents when dealing with their school or school district, would be a suggestion to classify a child with Chronic Lyme Disease as “orthopedically disabled”.  This would show some archaic thinking on the school’s part if they believed that Lyme Disease was like arthritis.  The most significant educational impact of Lyme Disease lies with lack of vitality to produce schoolwork, the ability to focus and sustain attention, memory and the overall ability to process and syntheses what is being taught.  If a child with Lyme Disease had some severe orthopedic symptoms they would most likely also have some of the learning problems as well and this would qualify under the term “multiple disabilities”.  

Children with Chronic Lyme Disease can have a multitude of symptoms.  These symptoms can change week to week, day to day and sometimes hour to hour.  Every child is different, so parents and school special education committees (child study teams, etc.) need to listen carefully to both the students and the family physician that is treating the student for the disease.  Some children have their REM sleep interrupted by the disease and would have significantly more functional learning disabilities in the morning.  I have found that allowing them to stay home in the morning and bringing them in at lunchtime provides them with a greater vitality needed for learning.  I would then provide home instruction between 4 and 7 PM for the subjects that were missed in the morning.  This may continue for a few weeks or many months depending on the success of the medical treatment.  A very common problem for these students is the inability to focus and attend.  In fact some children with Lyme Disease have been misdiagnosed with ADD or ADHD and have been treated with Ritalin.  It is important to remember that Lyme Disease is diagnosed by excluding other diseases and disorders since there is still no 100% accurate test for Lyme Disease.  Another very common problem is memory loss and the ability to organize one’s schoolwork.  Any insult to the central nervous system can cause memory problems and once again the student’s abilities can change day to day or hour to hour.  Motivation is also a key factor to learning.  When children don’t feel well they will have a tendency to become depressed and develop feelings of hopelessness.  This will have a negative impact on their ability to perform academically.  Children with Lyme Disease have been accused of “faking it”, trying to get out of homework and generally trying to beat the educational system.  Educators need to fully understand all of the neurological and psychiatric implications of Lyme Disease and they need to understand that the children would much rather be well than to be sick.  Whenever you deal with a person with a disability you should provide them with an educational program that not only meets their needs but also provides them all the experiences and opportunities that a child without disabilities would encounter.  Children with Lyme Disease should lead as full and as normal life as they are capable given their individual symptoms and the severity of those symptoms at any given time.

The second federal law that is applicable to students with Lyme Disease is Section 504 of the 1973 Rehabilitation Act.  This is not educational law.  It is primarily civil rights legislation that prevents students from discrimination, if they have some type of disability that substantially limits the child’s ability to learn.  School districts and parents together can decide which of these codes and format could best serve the child.  While there are whole day workshops on the differences and similarities between Section 504 and IDEA I will attempt to highlight some issues to keep in mind.  As a former public school special education administrator I based the decision of whether to provide service to a student under Section 504 or IDEA on the projected outcome and level of service that could be reasonable assumed for a given student.  For example if a child only need some classroom accommodations and some home work modifications that could be performed by the regular classroom teacher I would prefer to see that child served under Section 504.  While Section 504 requires a written plan signed by the parent, as does IDEA, there are far less procedural issues and students can be served faster than through IDEA in general.  The written 504 plan itself is less complicated, faster and easier to write than an IDEA plan.  Parents need to remember that all IDEA students are 504 students but not all 504 students are qualified under IDEA.  There can be some cases that that 504 students would not qualify under IDEA but these cases are rare.  However, students with Lyme Disease often fit into these rare situations, primarily due to their ever-shifting medical and educational condition. 

In general any service or program that can be delivered through IDEA and also be delivered through Section 504.  In most cases districts would prefer using IDEA rather than Section 504 since there is no state or federal financial aid available to school districts through Section 504.  As I mentioned above, as a special education administrator, I would prefer that a child who would need special transportation, tutoring or other services that would increase their cost of education, be handled through IDEA.  If a student’s needs can be met with accommodations and modifications that do not involve extra expenses to the school district, I have always felt that Section 504 was a quicker way to go without compromising the quality of service provided or the student’s/parent’s due process rights.

Parents basically have the same “Due Process Rights” if they become in conflict with their school district with IDEA and Section 504.  Most state departments of education use the same conflict resolution procedures for both IDEA and Section 504.  You need to check these state procedures with your state department of education.  Ultimately the United States Department of Education, Office of Civil Rights will hear both IDEA and Section 504 complaints against school districts.  You can call your state department of education to get the address and phone number of your nearest U.S. Department of Education, Office of Civil Rights.  If you are reading this and saying to yourself “ This seems fine if my child is in public education but my child attends a private or religious school”.  You are correct in thinking that all of this is may not apply.  Times are changing.  Since the “1990 Americans with Disability Act” the rights of all students, public, private, religious and even home schooled children have been expanded through various court cases.  I recently read a federal court decision in which the judge reinstated a preschool child with disabilities back into a private preschool program that had recently dismissed the child.  Most states have child advocacy organizations that can provide some guidance in conflict resolution or direct you to where you can obtain legal advice.  I have found two Internet sites that can be very helpful.  One is [http://www.ideapractices.org/].  This site contains the entire 1997 edition of the Individuals with Disabilities Education Act and Regulations, which can be downloaded and printed.  The second site is [http://www.504idea.org/].  This site contains the entire text of Section 504 of the 1973 Rehabilitation Act (which again, can be downloaded and printed) and gives a detailed comparison between IDEA and Section 504.  This data will make you an informed participant when making educational decisions for your child.

