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C DEPARTMENT OF HEALTH & HUMAN SERVICES Public Health Service

¢ Canters for Disease Control
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A6 24 2007

Ms. Patricia V. Smith

President

Lyme Disease Association, Inc.
PO Box 1438

Jackson, New Jersey 08527-0438

Dcar Ms. Smith:

1 am responding to your letter to Dr. Julie Louise Gerberding regarding the Council of State and
Territorial Epidemiologists” (CSTE) revisions to the National Surveillance Casc Definition for Lyme
disease. The Centers for Disease Control and Prevention (CDC) has worked closely with state health
officials and CSTE on the adopted revisions to the Lyme discase surveillance case definition.

Dr. Gerberding appreciates your concerns and has asked me to respond on her behalf,

Please be advised that CDC believes that the changes to Lyme diseasc reporting proposed by CSTE
will result in surveillance that is more consistent, sustainable, accurate, and complete. The growing
burden of Lyme disease surveillance has less to do with the number of reported cases and more to do
with how those cases have been captured. While the addition of laboratory-based reporting has
increased the number of reported cases in highly endemic states, it also has greatly increased the
burden on state and local health departments. The previous surveillance case definition required
extensive follow-up of laboratory-based reports before a case could be counted and because adequate
follow-up could not be obtained for many laboratory-reported cases, they simply were not counted.
The burden of follow-up became so arduous that some states were forced to discontinue laboratory-
based reporting altonether, leading to acute reductions in reported cases (Connecticut
Epidemiologist,’ WRZ) The revised definition provides local and state health departments the
flexibility to classify Lyme disease reports as confirmed, probable, or suspect and therefore more
accurately reflect the true public health impact of Lyme disease. We expect that this change will

appreciably increase the number of cases tallied

With respect to erythema migrans (EM), the great majority of thesc cases oceur in Lyme disease
endemic areas and will continue to be classified as confirmed cases under the revised case definition.
For the small number of EM cases in patients without exposure to a I.yme disease-endemic area, the
previous surveillance case definition already included the recommendation that these cases should be
confirmed by some form of laboratory evidence (MMWR Surveillance Case Definitions®). The
revised surveillance case definition simply further clarifies this recommendation and reflects the well
established fact that the EM rash is not pathognomonic for Lyme disease. There is at least one other
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tick-associated rash illness, known as Southern Tick-Associated Rash Illness (START) or Master’s
disease, that produces a clinically indistinguishable rash but is not caused by Borrelia burgdorferi
(Campbell et al., 1995.* Kirkland et al., 1997,° Masters and Girardeau, 1998,° Wormser et al., 20057)
and is not Lyme diseasc. Undcr the new case definition, EM cases from nonendemic areas will still
be captured under the “suspect” category. A patient with this condition who is diagnosed with Lyme
disease is in fact misdiagnosed. This change in the surveillance case definition will not prevent
recognition of emerging areas of Lyme disease activity. It requires only two bona fide cases of Lyme
disease to designate an area as Lyme disease endemnic, and the prior recommendation to obtain
laboratory confirmation of EM cases from nonendemic areas has not hindered recognition of areas of

Lyme disease expansion.

Finally, you express concern regarding the requirement for laboratory evidence of infection in
patients with neurological and psychiatric manifestations of Lyme disease. Neurological and
psychiatric conditions are extremely common in the general population and result from many
different causes. Failure to require laboratory evidence of Borrelia burgdorferi infection for a
confirmed case would lead to gross over-reporting and could promote misunderstanding of the
potential manifestations of Lyme disease. The literature has confirmed that the sensitivity and
specificity of two-tier or single IgG immunoblot iesling for patients with late-stage manifestations of
Lyme disease are clinically significant (Bacon et al., 2003%).

We hope this information addresses your concerns about Lyme disease and Lyme disease reporting
CDC appreciates the opportunity to continue dialogue with you regarding this important public
health issue.

Sincerely,

Mitchell L. Cohen, M.D.
Director
Coordinating Center for Infectious Diseases
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