How to avoid Lyme and other tick-borne diseases

By Phyllis Mervine, President, California Lyme Disease Association

REDUCE YOUR CHANCES OF A TICK BITE:

Avoid tick-infested areas, such as leaf litter under trees, Avoid brushing against long
grasses and brush on edges of paths. Don’t sit on fallen logs.

Wear light-colored long pants and long sleeves so you can easily see any ticks.
Tuck shirt into pants and tuck pants into socks.
Use DEET on skin and treat clothing with spray containing permethrin.

Do a thorough tick check upon returning inside and for several days following
exposure. Check bedding for several days following exposure for ticks that drop off.

Ticks, especially nymphal ticks, are tiny. Find and remove them before they bite.

WHAT TO DO IF YOU ARE BITTEN:

Use fine-point tweezers or a special tick-removing tool. Grasp the tick as close to the
skin as possible. If you don’t have tweezers, protect your fingers with a tissue.

Pull the tick straight out with steady, even pressure. Don’t squeeze the tick’s body.

Place the tick in a small plastic bag or vial with blades of grass, leaf, or moist (not
wet) piece of tissue.

Label the bag with your name, date, site of bite and how long tick was attached.
Have the tick identified and tested by a lab, health department or veterinarian.
Wash your hands and disinfect the tweezers and bite site.

Find out about tick-borne diseases and consult a doctor to see if you need treatment.

CONSIDERATIONS FOR PROPHYLACTIC (PREVENTIVE) TREATMENT:

The tick infection rate in the area where you acquired the tick

The relative risk of transmission, related to whether the tick was a nymph or
adult, duration of attachment and how it was removed.

Whether the tick tested positive for a tick-borne infection.

The Lyme germs disseminate widely in the body within hours/days, including
to the brain.

The cost, risks, and benefits of prophylactic treatment vs. risk of infection.

For more information , visit CALDA at www.lymedisease.ore




CALDA CDC Survey Results
(182 Respondents)
by Lorraine Johnson, JD, MBA and Theresa Denham

Misuse of the Centers for Disease Control and Prevention (CDC) surveillance criteria for diagnostic
purposes is a significant problem for patients with Lyme disease, causing misdiagnosis and
treatment delays that may permit the disease to advance from the more easily treated acute infection
to a chronic treatiment resistant infection. As part of an informal study, a sutvey questionnaire was
distributed to patients with persistent Lyme disease through the Lyme Times publication nationally and
through selected doctors’ offices throughout the nation during the last quarter of 2003 and throughout
2004. The study was completed in January 2005. Preliminary results suggest widespread misuse of the
CDC surveillance criteria for diagnostic purposes resulting in significant diagnostic delays.

Respondents were asked to provide a unique patient identifier to ensure that no duplication of results
occurred. This article reflects the responses of the 182 respondents that were diagnosed with Lyme
discase.

ELISA Misdiagnoses

Seventy-three percent (73%) of respondents were denied a diagnosis for Lyme at least once due to a
negative ELISA by CDC criteria. Of these, 31% were denied access to 2 Western blot (WB) by their
physiaians due to a negative ELISA.

Western Blot Misdiagnosis

Sixty-one percent (61%) of respondents were denied a diagnosis for Lyme at least once due to a
negative WB blot by CDC surveillance band critedia.

ELISA and Western Blot: Misuse of CDC Surveillance Criteria for Diagnostic Purposes
| ELISA _ Western biot Total
(CDC surveillance criteria)  (non-duplicated)
Misdiagnosis basis 73% 61% 81%
Doctor refused to do Western blot 3%
Medical Reimbursement Denials 16% 18%

Method of Diagnosis

Of the diagnostic methods surveyed, only 13% of those responding were diagnosed by ELISA. The
WB supported 67% of the Lyme disease cases, with significant bands present and not necessarily falling
into the CDC surveillance ctiteria. Diagnosis by Polymerase Chain Reaction (PCR) and spinal tap wete
12 and 3%, respectively. Clinical diagnosis, without supporting lab tests, accounted for 24%.

Diagnosis and Treatment Delays

The misapplication of CDC surveillance criteria (either ELISA or WB) for diagnostic purposes resulted
in a delay in diagnosis of one year or more for 49% of responding patients. The average period of delay
in diagnosis was almost 4-/2 years. A full 81% of patients had physicians fail to diagnose their Lyme
disease because of misapplication of the CDC surveillance critetia for diagnosis. Many of these patients
incurred treatment delays as well. Delayed diagnoses in Lyme disease can allow the disease to progress
frotn one that is generally treatable to one that is more resistant or unresponsive to treatment, with
devastating consequences to the patient.






