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WELCOME 

to the winter edition of Volume II of the news-letter of the Lyme Disease Association of New Jersey, Inc. A happy, healthy New Year to all.

1st ANNUAL MEMBERSHIP DRIVE

We are still looking for new members. If you want to join, please send $5.00 to Lyme Disease Association of New Jersey, Inc. PO Box 1438 Jackson, NJ 08527, or use the enclosed envelope.  Please include name/address/zip/ telephone/e-mail.

The Association reports as of February 1998: 241 members, 124 health care providers, 1203 in data base.  Groups who joined as “Friends of the Association”: Ticked Off Lyme, Ocean Co. (Marge Grayson) (609) 296-7969; Ticked Off Lyme, Atlantic Co. (Donna Robertson) (609) 652-0534; Lehigh Valley Lyme League (Betty DiDario) (908) 454-2265; Lyme Care (Judy DeBow, New Egypt, NJ) (609) 758-9155; Rancocas Road Group (Sue Hueskin, Palmyra NJ) (609) 461-3369); Delaware Valley Lyme Action Group (Marty Warren, Yardly, PA) (215) 321-9323; Lyme Cure Support Group (Joel Shmukler Wayne, PA) (888) LYMEAID; Lyme Disease Community Coalition (Tina Dusewicz, Coatesville, PA) (610) 384-9622; Lymelight Lyme Disease Support Group (Jane Chapman, Williamstown, NJ) (609) 629-2446; Middlesex County Lyme Disease Support Group (Brenda Cooney, S. Amboy) (732) 727-1091.

Members, we apologize for the slow delivery of monthly mailings.  We are having problems that we are addressing with the post office.

LYME DISEASE PROJECT UPDATE

Drs. Ralph Schumacher and Manfred Bayer have been streamlining the urine Polymerase Chain Reaction project at Hospital University of PA/Veterans Hospital, Philadelphia.  Dr. Schumacher submitted a paper to an arthritis meeting that has significant implications for proving existence of chronic LD [see article*].  Association money was used to buy equipment used in the research.  To date, the LDANJ has raised $41,000 for this Lyme disease project.

DONATIONS

End-of-the-year donations have made this the best year ever for the Association.  We raised almost $80,000 in 1997 and of that, less than 1.5% went to administrative costs.  The remainder went directly to programs! We thank all who contributed time, money, services, material.  We have had two year-end stock donations resulting in $28,086 of which $25,000 is earmarked for a future chronic Lyme disease cure project. This money has been invested awaiting projects to be chosen by the LDANJ.

NEW PROJECT

A committee of LDANJ members including professionals has developed the criteria for the chronic Lyme project.  Requests For Proposals will be sent to researchers who have ideas for projects which could lead to a cure for chronic Lyme. If you know anyone who is interested, have him or her contact the Association at (732) 255-2083.

INFORMATION ITEMS

Video tapes of the talk by Dr. Nick Harris, IGeneX Labs, California, are available. The Association hosted Dr. Harris who spoke in Wall Township, NJ on the latest scientific information on Lyme disease testing including PCR’s.  Send $6.00 to LDANJ PO Box 1438, Jackson, NJ 08527 or call (732) 531-8546.

Two individuals have agreed to donate profits from fundraising parties for the LDANJ.  One is for a Tupperware party; the other is for Mary Kay cosmetics. We need two hosts.  Anyone interested in hosting one of these parties, please call (732) 370-3027. LD research needs money.

Lehigh Lyme League is sponsoring a community awareness meeting featuring pediatric neurologist Dr. Dorothy Pietrucha Thursday, March 5, 7:00 PM, at Warren Hospital, Phillipsburg, NJ.  All are welcome. Call (908) 859-6777 for details.

Thanks to Vince Scatuccio for introducing the Association to Quicken, a computer finance program.  Special thanks to Liz Missett for the weeks she has devoted to changing over our accounting system.  We are in the 21st century! 

Congratulations to Barbara Brennan, an 

Association member who has been named by the Michigan-based Lyme Alliance as its NJ rep.  The Alliance is working to nationally organize Lyme disease groups.  The Alliance has a Lyme disease questionnaire on-line at www.lymealliance.org.  All are asked to fill it out.  You can also request the questionnaire from Brennan, 24 Willow Dr. Chester, NJ 07930 or (908) 879-5331.

Thanks to Jane Chapman, Lyme Light SG, our Gloucester/Cumberland rep, several of us met with Congresman Robert Andrews D-1 NJ.  He has agreed to try and set-up an early spring  Jersey meeting with several Congressman and government officials to discuss NJ Lyme issues.

The Association will have a table at a health fair at a Morristown school on April 4.  

The LDANJ is looking for someone who has access to a business copier that the Association can use for its mailings.  Sometimes large corporations will allow non-profits to use their copiers.  Call (732) 938-4834 or e-mail at Lymeliter@aol.com. 

All are welcome to LDANJ meetings. The Association meeting schedule is as follows: 7:30 pm February 17, March 17, April 21, May 19, June 16 at the Johnson School, New Prospect Rd., Jackson, NJ.  Call (732) 531-8546 for directions.

EDUCATION SEMINAR

On March 30, 1998, 7:00 pm, the LDANJ is presenting a LD seminar for educators at Howell High School, Howell, NJ.  Psychiatrist Dr. Brian Fallon, neurologist Dr. Dorothy Pietrucha, research scientist Dr. Terry Schulze, Jackson Special Services Director Al Tagliabu,  Monmouth County Department of Health Mike Meddis and former Wall Board of Education President Pat Smith will present. Info: (732) 270-3027

*PCR EVIDENCE FOR BORRELIA BURGDORFERI DNA IN SYNOVIUM

IN ABSENCE OF POSITIVE SEROLOGY 

P. Branigan, Jay Rao, Iodi Rao, H. Gerard, A. Hudson, W. Williams, T. Arayssi, J. Pando, M. Bayer, S. Rothfuss, G. Clayburne, M. Sieck, HR Schumacher 

Although Borrelia Burgdorferi have been identified in synovium by several groups using immunohistochemistry, EM, Steiner stains and PCR, there is controversy about whether they can infect joints without inducing a serologic response and whether they can persist after antibiotic treatment. We have performed PCR for Borrelia on a series of 185 synovial biopsies and synovial fluids regardless of clinical diagnosis.  There were no cases included with known clinical Lyme disease or with positive Lyme ELISA serology.  A positive control was from  an erythema lesion with known Lyme disease. PCR primers used identified Borrelia burgdorferi Osp A DNA.  In 6 PCR positive cases synovium was also studied by Steiner and 4 had transmission EM to search for evidence of organisms.

Ten of the 185 cases studied (5.3%) and the positive control were positive for the Osp A gene of Borrelia burgdorferi.  Steiner stains were negative in all 6 studied.  EM in no cases revealed any classical organisms but did show several features (including a variety of unusual membranous arrays) that have been reported before in known Lyme disease and other infections. Clinical patterns were reviewed on the Borrelia PCR positive  patients.  Clinical diagnoses were RA in 4, Adult Onset Stills Disease or JRA in 2, reactive arthritis in 2, psoriatic 1, and unclassified oligoarthritis 1. Four had received extensive antibiotics before the biopsy with improvement in 2.

PCR evidence for Borrelia has been identified in synovial biopsies of patients with clinical pictures that had not initially suggested Lyme disease. All patients were negative for antibodies to Borrelia and some were PCR positive in synovium despite previous treatment with antibiotics.

ASBURY PARK PRESS JUNE 18 1997
Lyme disease goes unreported

I want to thank you for the informative coverage of Lyme

disease in the June 18 Asbury Park Press.  Lyme is a seriously

debilitating disease that is often under diagnosed and under reported.


 I would like to clarify the numbers cited in the Press as the number of people diagnosed with Lyme disease in New Jersey in 1996.  In actuality, those are strictly the number of cases reported to the N.J. Department of Health and Senior Services, not the number of diagnosed cases of Lyme disease.

To be reportable to the health department, a case of Lyme must meet a very narrow standard set by the Centers for Disease Control. This standard is meant for surveillance purposes only, it is not meant to include all diagnosed cases.

The bottom line is that the 1996 reported cases in New Jersey are said to represent anywhere from one-tenth to one-third of actual cases, depending upon whom you consult.  New Jersey ranked third in the nation for reportable cases.

Lyme disease is now the second fastest growing infectious disease in the world.  Through education and action by our legislators, this disease can be stopped.  Unfortunately, those with the disease are often too sick to educate and lobby for action.  Those who aren't sit by until they themselves get it. It’s a cycle that needs to be broken. Pat Smith  PRESIDENT LDANJ

TIME magazine August 18, 1997

AS I WRITE FROM THE TRENCHES, THE WAR

against Lyme disease goes on.  The battles are many, victories few.  Lyme disease victims are the lepers of the 20th century.  Those who are not infected want the victims to be banished to their own little colonies, out of sight, out of mind.  It is time for the victims to get out of the trenches and let politicians, doctors, scientists and insurance companies know they have a right to be treated with antibiotics if necessary and certainly with dignity.  Pat Smith, President, Lyme Disease Association of N J,  Jackson, N.J.

 GENOMIC SEQUENCING OF Bb

At the Institute of Genomic Research in Maryland, researchers have accomplished an amazing feat.  They have mapped the spirochete that causes Lyme. This is important to development of drugs and a vaccine for LD.  For discussion of the issue, see a summary of the findings in Nature, Vol..390,  12/11/97 or see
http://www.lymenet.org  

Statement of Rep. Chris Smith for Pat Smith's Lyme Newsletter

One of the most important items on my health care agenda for the 105th Congress is in the area of Lyme Disease.  A major focus during this session will be advancing my previous efforts, including Lyme research conducted by the Department of Defense that authorized and funded through amendments I authored as part of the fiscal year 1994 defense bills.

Another area of concern is direct detection testing.  During the first session of the 105th Congress, I organized a House effort to urge the National Institutes of Health (NIH) to make the development of direct detection testing, among other items, a major research priority.  In response to a letter, which was co-signed by 22 other Members of Congress, Dr. Harold Varmus, Director of the NIH, stated that "the development of more sensitive and reliable diagnostic tests for both early and chronic Lyme disease" was indeed a component of the NIH's Lyme

disease research portfolio.

In fact, the National Institute of Allergy and Infectious Disease

(NIAID) currently devotes about 20 percent of its extramural Lyme disease portfolio to the development of novel and more sensitive diagnostic procedures.

You may have also learned of a new study that reportedly criticizes "unnecessary, costly serologic (blood) testing" for patients who reported a tick bite.  This study, conducted by the University of Maryland School of Medicine and subsequently published in The Journal of the American Medical Association, may be used by some to argue that Lyme treatment and testing

should be strictly limited.  However, I believe this conclusion 

has only surface appeal.

We all know that Lyme disease is  tough to diagnose without PCR or other reliable testing because its symptoms mimic other conditions.  Even PCR testing has its limits.  Without truly accurate testing mechanisms, patients will never really know if the Lyme spirochetes have been killed off in response to 

antibiotics.  And until doctors can definitely determine that Lyme has been eradicated from the body, patients may end up taking unnecessary antibiotics, thereby increasing the antibiotic resistance to harmful bacteria that the authors of the University of Maryland researchers claim they want to prevent.  

As a result, I plan to urge the NIH to increase its proportion of

extramural Lyme research devoted to direct detection this year so that unreliable tests can be replaced with accurate diagnostic information.  During the President's State of the Union Address, he talked about dramatic increases in funding for the NIH.  The Republican Congress has already been steadily increasing research funding, but I will work hard to ensure that Lyme disease gets its fair share of any increases.

Of course, I always welcome input from patients and health providers on the issue of Lyme disease.  Rest assured that I will continue to be a leader in the House on the issue of Lyme.

LYME, DEPRESSION, AND SUICIDE

Robert Bransfield, MD  1/28/98

In the late 1970's I treated a depressed patient who appeared to have more than just depression.  Her weight increased from 120 to 360 lbs., she was suicidal, had papilledema, arthritis, cognitive impairments, and anxiety.  This patient became disabled, went bankrupt, and had marital problems.  Like many whose symptoms could not be explained, she was referred to a psychiatrist, but I was never comfortable labeling her condition as just another depression.  At the time, I did not consider that her illness could be connected to other diagnostic entities, such as neuroborreliosis, erythema migrans disease, erythema chronicum migrans, Bannwoth's syndrome, Garin-Bujadoux syndrome, Montauk knee, or an arthritis outbreak in Connecticut.  With time, the connection between Borrelia burgdorferi infections and mental illnesses such as depression is becoming increasingly apparent.

In my database, depression is the most common psychiatric syndrome associated with late stage Lyme disease.  Although depression is common in any chronic illness, it is more prevalent than in most other chronic illnesses.  There appears to be multiple causes including a number of psychological and physical factors.

From a psychological standpoint, many patients are grief stricken by the large multitude of symptoms associated with this disease.  Most medical conditions primarily affect only one part of the body or only one organ system.  As a result, patients can do activities which allow them to take a vacation from their disease.  In contrast, multi-system diseases such as chronic Lyme disease can penetrate into multiple aspects of a person's life.  It is difficult to escape for periodic recovery.  In many cases, this results in a vicious cycle of disappointment, grief, chronic stress, and demoralization.

It should be noted that depression is not only caused by psychological factors.  Physical dysfunction can directly cause depression.  Endocrine disorders such as hypothyroidism, which causes depression, are sometimes associated with Lyme disease and further strengthen the link between Lyme disease and depression.  

The most complex link is the association between Lyme disease and central nervous system functioning.  Lyme encephalopathy results in the dysfunction of a number of different mental functions.  This, in turn, results in cognitive, emotional, vegetative, and/or neurological pathology.  Although all Lyme disease patients demonstrate many similar symptoms, no two patients present with the exact same symptom profile.

Other mental syndromes associated with late stage disease such as ADD, panic disorder, OCD, etc. may contribute to the development of depression.  Dysfunction of other pathways may more directly cause depression.  The link between encephalopathy and depression has been more thoroughly studied in other illnesses, such as stroke.  The neural injury from a stroke causes neural dysfunction that causes depression.  Injury to specific brain regions has different statistical correlation with the development of depression.  Once depression or other psychiatric syndromes occur with Lyme disease, treating them effectively improves other Lyme disease symptoms as well and prevents the development of more severe consequences, such as suicide.

Suicidal tendencies are common in neuropsychiatric Lyme patients, There have been a number of completed suicides in Lyme disease patients and one published account of a combined homicide/suicide.  Suicide accounts for a significant number of 

the fatalities associated with Lyme disease.  In my database, suicidal tendencies occur in approximately 1/3 of Lyme encephalopathy patients.  In contrast, homicidal tendencies are less common and occurred in about 15% of these patients.  Most of the patients displaying homicidal tendencies also showed suicidal tendencies.  In contrast, the incidence of suicidal tendencies is comparatively lower in individuals suffering from other chronic illnesses such as cancer, cardiac disease, and diabetes.

To better understand the link between Lyme disease and suicide, let's first look at an overview of suicide.  Chronic suicide risk is particularly associated with an inability to appreciate the pleasure of life (anhedonia).  People tolerate pain without becoming suicidal but an inability to appreciate the pleasure of life highly correlates with chronic suicidal risk. Of course, there are many other factors that also contribute to chronic risk.   For example, one study demonstrated that 50% of patients with low levels of serotonin metabolite (HlAA) in the cerebro spinal fluid committed suicide within two years. Apart from factors which contribute to chronic suicidal risk, there are also factors which trigger an actual attempt, for example: a recent loss, acute intoxication, unemployment, recent rejection or failure.

There are many impairments from Lyme disease which increase suicidal risk factors.  Suicidal tendencies associated with Lyme disease follow a somewhat different pattern than is seen in other suicidal patients.  In Lyme patients, suicide is difficult to predict.  Attempts are sometimes associated with intrusive, aggressive, hostile images.  Some attempts are very determined and serious.  Although a few attempts may be planned in advance, most are of an impulsive nature.  Both suicidal and homicidal tendencies can be a part of a Jarish-Herxheimer reaction.

I cannot emphasize enough the behavioral significance of the Jarish-Herxheimer reaction.  As part of this reaction, I have seen and heard numerous patients describe becoming suddenly aggressive without warning.  I can appreciate anyone's skepticism about this statement.  Like many other symptoms seen in Lyme disease, it challenges our medical capabilities.  In view of this observation, I advise that antibiotic doses be increased very gradually when suicidal or homicidal tendencies are part of the illness.

Although I have discussed the significance of depression and suicide associated with Lyme disease, I would like to emphasize that proper treatment does help.  Combined treatment, which addresses both the mental and somatic components, improves the prognosis.  This is supported by clinical observation and laboratory research showing antidepressant treatment improvement immunocompetence.  It has been demonstrated in vitro that antidepressants which act on the serotonin 1A receptor (most antidepressants) increase natural killer cell activity.  In addition, there are undoubtedly other indirect effects on the immune system through other neural or neuroendocrine and autonomic pathways.  To state this more concisely- antidepressants can result in antibiotic effects and antibiotics can have antidepressant effects.

Most depression and suicidal tendencies often respond to treatment.  Suicide is a permanent response to a temporary problem.  Many people who survive very serious attempts go on to lead productive and gratifying lives.  Suffering can be reduced, the joy of life can be restored.  Needless death can be prevented.  Don’t give up hope.  There are answers, solutions, and assistance.  There is life after Lyme.

____________________________________________________
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