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Western CT Health Network appreciates the opportunity to submit testimony concerning Lyme disease and proposed legislation to provide for the expansion of Federal efforts concerning the prevention, education, treatment, and research activities related to Lyme and other tick-borne diseases, including the establishment of a Tick-Borne Diseases Advisory Committee. As an acute care two-hospital Network including Danbury Hospital, New Milford Hospital and the Western CT Health Network Biomedical Research Institute, home of the nation’s first hospital-based Lyme Disease Registry, we understand first-hand the complex nature of this disease and its varying affect on our patients.
The 2009 and 2012 Community Report Card for Western Connecticut, a collaborative publication looking at leading health indicators for the towns of Western Connecticut found our region has a higher rate of tick-borne illness than most other geographic areas in the nation and also found Lyme disease to be a prevalent public health issue and a priority health concern for the region based on state case rates (1). The data collected in 2009 and again in 2012 via our Community Health report Card indicates that Lyme disease is an important and ongoing health issue for our community.
Western CT Health Network Lyme disease registry was created from the Greater Danbury community’s expressed desire to explore Lyme disease more thoroughly, including the lingering symptoms associated with Lyme disease and unmet medical service needs of the community. We recognize that extremely valuable information can come from individual patient experiences, but it is most useful when these experiences are carefully combined and studied in a systematic format for a large number of patients.
The mission of the WCHN Lyme disease registry is to create a comprehensive database of patients with Lyme disease that will serve as the basis for multidisciplinary research leading to a better understanding of:

· The course of the disease and how people are affected

· Causes of persistent symptoms and

· Improved diagnosis and treatment

Through our interviews we have met and heard the painful stories of people whose lives were devastated by this disease.   We have heard how chronic Lyme disease has dramatically weakened people’s health.  This physical damage combined with the feelings of helplessness leave the lives of patients and their families in turmoil.  Despite these examples, those of us working with the Registry find ourselves walking a very fine line, even in the use of terminology regarding the long term effects of Lyme disease.  For example, if we use the term chronic Lyme disease, we become discredited by many physicians.  If we use the term post-Lyme syndrome we are discredited by the community that has been personally impacted.  Based on our interactions with many patients, we believe that there is a protracted clinical course for many people following Lyme disease, but the controversy surrounding these long term symptoms has created tension between patients and providers that can be polarizing.  
The Registry staff work hard to stay focused on the goal of conducting meaningful and high quality research.  Our research plans to date have been shaped by the impact of several community task forces in our area, specifically those in Brookfield, CT and through the regional HVCEO’s Lyme Task Force that focus on this disease in conjunction with public health professionals.  For inclusion in the Lyme disease registry, we do not require that patients have a diagnosis following the existing CDC criteria.  We currently have about 180 patients enrolled, but we continue to recruit people over the age of 5 years of age who have had Lyme disease diagnosed by a healthcare provider (contact us lyme.registry@wcthn.org).   
We have been working to uncover information that will help us understand whether the protracted course of Lyme disease is homogenous or heterogeneous.  That is, does Lyme disease have a consistent or variable clinical presentation?  Specifically, we are working to understand whether protracted symptoms may be the caused by: 1) the genotype of the bacteria (or the tick); 2) the genotype of the host (the person); or 3) a combination of the two.  

The CDC acknowledges the true number of human Lyme disease cases may actually be 6-12 times higher than number of reported cases.  This underreporting is due, in part, to the limitations in our ability to diagnosis the disease.  At the Registry, we are working on a new approach to Lyme diagnosis.  The patented technology we are testing is potentially more sensitive than currently available blood tests.  This test might be especially useful for detecting Lyme spirochetes in patients with lingering symptoms that are unresponsive to antibiotic treatment.   Our work has been conducted at the Western Connecticut Health Network Biomedical Research Institute which provides the basic science platform needed to conduct our studies, in conjunction with the Department of Pathology at Danbury Hospital.  

Thus, we have the infrastructure needed, but for the registry to be most successful, we need to increase our enrollment and secure additional funding.   We are currently collaborating with the CDC on ways to maximize the potential of the registry and we ask that the Tick-Borne Diseases Advisory Committee consider the Western Connecticut Health Network Lyme disease Registry as a resource to support its work going forward.  
We have had the distinct pleasure of touring Senator Blumenthal through our Lyme disease registry and would like to thank him and other legislators here today for their commitment and ongoing dedication to this cause and will end with the following recommendations:

· We support the creation of a Tick-Borne Diseases Advisory committee and strongly recommend that patients and their families be represented on the committee.  Such a committee would bring a strong and united voice to the cause. 
· One of the provisions in the proposed bill is the creation of a Registry.  We offer our registry to serve as a resource to the Advisory Panel as they synthesize existing evidence and create new ideas for study.  

· Funding for community-based participatory research projects focused on Lyme disease should be included in Federal research initiatives.  While the support of Danbury Hospital and the community has been generous, our work has moved slowly due to limited funding.  Public funding for this type of community-based participatory research is desperately needed to move innovative research forward.  

In closing, we offer the knowledge and experience of our professional team to participate on the Tick-Borne Diseases Advisory Committee and/or associated work groups to further prevention, research and treatment of Lyme disease.
(1.) CT Department of Public Health Lyme Statistics – Available at: http://ct.gov/dph/cwp/view.asp?a=3136&Q=399694&dphPNavCtr=46973#46999
(2.) CDC. (2004). Lyme disease—United States, 2001–2002. MMWR, 53:365–9. Available at: http://www.cdc.gov/mmwr/preview/mmwrhtml/ mm5317a4.htm
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