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May 18, 2016 

 

Complaint Regarding Possible Ethics Violations By  

Members of The CDC Regarding Lyme Disease 

 

Lyme disease is noted by the Centers for Disease Control (CDC) as being the fastest growing 

infectious disease worldwide, with over 300,000 new cases each year in the U.S. alone. Many 

infected citizens will not receive a proper diagnosis, due to the inadequate testing protocol 

currently recommended to physicians by CDC. If left undiagnosed and therefore, untreated, 

advanced stage Lyme disease will often mimic ME/CFS, ALS, MS. fibromyalgia, Parkinson’s, 

dementias, Alzheimer’s, and as many as 300 other diseases and disorders. In addition to serious 

harm inflicted on patients by misdiagnosis and resulting progression of the disease, improper 

medical treatments can be administered for years due to initial misdiagnosis.  

The potential violations of ethics by the Director of CDC’s National Center for Emerging and 

Zoonotic Infectious Diseases, and by employees of CDC’s Division of Vector-Borne Diseases 

(possibly including Lyle Peterson, Beth Bell, Paul Mead, and others) within the executive chain 

of the CDC are alarming and pose potential endangerment to the public health. 

Freedom of Information Act (FOIA) requests regarding Lyme disease have been submitted to 

CDC within the past eleven years. Other than documents subsequent to FOIA requests made by 

Kris Newby (the director the award-winning documentary on Lyme disease, “Under Our Skin”), 

almost no additional records in response to almost forty FOIA’s submitted by Lyme patient 

advocates in over the past seven months have been made available by CDC for public inspection. 

Approximately twenty Freedom of Information requests submitted by Allison Caruana, President 

of The Mayday Project, remain outstanding since the beginning of April of this year. CDC failed 

to comply for over five years with FOIA requests submitted by Kris Newby, who was finally 

compelled to take numerous actions (including writing numerous appeals to government 

officials) to obtain CDC’s compliance. The apparent continued reticence of CDC to comply with 

citizen FOIA requests suggests the agency is highly reluctant to provide information to members 
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of the public regarding its activities regarding the handling of Lyme disease.   

The CDC’s own emails show that a secret meeting of the Ad Hoc group was held in May 2005 at 

Westchester County Medical Center in Valhalla, NY. During the meeting a ‘‘work plan’’ was 

established that included a mixture of private interest and public policy issues. Agenda items 

included updating the IDSA 2000 guidelines for Lyme disease and conducting a critical appraisal 

of the competing 2004 guidelines from ILADS.  

According to the testimony of Lorraine Johnson, Chief Executive Officer, Lymedisease.org: “No 

public notice was given and the meeting was clandestine. The participant list for the meeting, 

chaired by Dr. Gary Wormser included principally IDSA researchers and CDC employees...” 

Attendees of this clandestine meeting included IDSA guidelines panelists Mario E. Aguero-

Rosenfeld, Paul G. Auwaerter, Johan S. Bakken, Linda K. Bockenstedt, Raymond J. Dattwyler, 

J. Stephen Dumler, Durland Fish, John J. Halperin, Mark S. Kempler, Peter J. Krause, Robert B. 

Nadelman, Eugene D. Shapiro, Sunil K. Sood, Gerold Stanek, Allen C. Steere, Franc Strle, and 

CDC employees Barbara J.B. Johnson and Paul Mead.  This Ad Hoc group, which is said to have 

subsequently added two members of the NIH, Drs. Phillip Baker and Edward McSweegan to its 

membership ranks, proceeded to work on IDSA projects and government policy projects 

regarding Lyme disease. A second clandestine meeting, also chaired by Dr. Gary Wormser, was 

held on January 15th & 16th, 2007 at Westchester Medical Center.  

This Ad Hoc International Lyme Disease Group was formed by CDC and NIH employees and 

the 14 authors of the 2006 IDSA guidelines. The CDC emails were released in 2012, in response 

to a Freedom of Information Act (FOIA) request by science writer Kris Newby for the award-

winning documentary Under Our Skin. The FOIA provided evidence that the Ad Hoc Group has 

been covertly setting government policy on Lyme disease for more than a decade. Setting 

government Lyme policy and intentionally excluding other stakeholders is in violation of federal 

law. 

The participation of CDC and NIH employees in clandestine meetings of the Ad Hoc group 

violates The Federal Advisory Committee Act (FACA), public law 92- 463, which governs the 

“creation and operations of advisory committees in the executive branch of the Federal 

Government.”  In addition, the General Services Administration (GSA) Office of 

Governmentwide Policy, states, any advisory group, with limited exceptions, that is established 
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or utilized by a federal agency and has at least one member who is not a federal employee must 

comply with Sec. 10 (a) of FACA. The regulation states. “Each advisory committee meeting 

shall be open to the public” and “records, transcripts, minutes, appendixes, working paper, drafts, 

studies, agenda, of other documents shall be available for public inspection.” 

The CDC worked closely (and sometimes secretly) with the Infectious Diseases Society of 

America (IDSA) to develop guidelines for the diagnosis and treatment of Lyme disease. A small 

core of researchers within the IDSA dominate Lyme disease research and are regarded as the 

“Lyme Experts”. Likewise, the CDC supports the actions of the same group of researchers within 

the IDSA. Furthermore, CDC provides preferential treatment to IDSA by endorsing and 

promoting IDSA’s 2006 guidelines for diagnosis and treatment of Lyme disease while ignoring 

2014 Lyme guidelines from the International Lyme and Associated Diseases Society (ILADS), 

which reflect more current and comprehensive scientific information. The ILADS guidelines are 

the only Lyme diagnostic and treatment recommendations currently recognized by the National 

Guideline Clearinghouse. The IDSA guidelines are outdated and have been removed because 

they do not meet the standards set forth by the NGC for establishment of health treatment 

guidelines. Also, the IDSA guides have not been revised nor updated within the last 5 years, as 

required by NGC. The IDSA guidelines have also been criticized because they fail to meet the 

rigorous Grading of Recommendations Assessment, Development and Evaluation (GRADE) 

Working Group standard for rating evidence and recommendations. 

With the exception of the IDSA diagnostic and treatment guidelines for Lyme disease, CDC has 

given preference to guidelines of any other private medical society. IDSA given preference in 

CDC publications and on CDC’s website except the IDSA guidelines for Lyme disease, which 

the CDC is not supposed to do as it isn’t permitted under the IOM Standards for Developing 

Trustworthy Clinical Practice Guidelines, violating the Standards of Ethical Conduct for 

Employees of the Executive Branch, which states: “Employees shall act impartially and not give 

preferential treatment to any private organization or individual.”  

On October 14, 2015, the Patient Centered Care Advocacy Group filed a citizen petition, End 

Preferential Treatment of the IDSA Guidelines for Lyme Disease, with the CDC Bacterial 

Diseases Branch, and on November 30, 2015, received a response from Beth Bell, MD, Director 

of CDC’s National Center for Emerging and Zoonotic Infectious Diseases (NCEZID). The 
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response included a statement that “CDC believes that IDSA guidelines currently represent the 

best available synthesis of the medical literature on the diagnosis and treatment of Lyme 

disease.” How can the 2006 IDSA guidelines, which are ten years out of date and non-compliant 

with current federal standards, represent the best available synthesis of the medical literature? 

Dr. Bell’s response not only admits to and defends preferential treatment of IDSA, but also 

indicates that preferential treatment will continue. Dr. Bell, who is a long standing member and 

fellow of IDSA, is also joined by other CDC employees (some of who are also IDSA members) 

in providing preferential treatment of IDSA. The providing of preferential treatment to IDSA is 

an obvious and long-standing action that suggests a serious conflict of interest.  

Institutions directly affiliated with authors of the IDSA Lyme guidelines are awarded a 

disproportionate share of CDC, National Institutes of Health (NIH) and National Institutes of 

Allergy and Infectious Diseases (NIAID) research grant monies. Despite the fact that Yale 

University and New York Medical College have received over $52 million during the past 17 

years, no recognizable, beneficial results have been shown to improve the diagnosis and 

treatment of patients.   

In 2008, Connecticut Attorney General Richard Blumenthal, now a U.S. senator (D- 

Connecticut), conducted an antitrust investigation of IDSA based on allegations of abuses of 

monopoly power and exclusionary conduct. In a May 2008 press release, Blumenthal said, “The 

IDSA’s 2006 Lyme disease guideline panel undercut its credibility by allowing individuals with 

financial interests—in drug companies, Lyme disease diagnostic tests, patents and consulting 

arrangements with insurance companies—to exclude divergent medical evidence and opinion.”  

In addition, some members of the IDSA Guidelines Review Panel were in the position to profit 

because they had conflicts of interest. The conflicts included patents on Lyme test kits, 

involvement in Lyme vaccine development, providing paid expert testimony against doctors who 

treat outside the guidelines. Members of the IDSA Lyme disease guideline panel have also 

worked as consultants for health insurance companies to assist in denying payment for any 

treatment that differs from IDSA recommended treatment protocols.  

CDC is supporting Lyme Corp, a national physician education program, which is responsible for 

promoting the currently outdated IDSA guidelines. The National Guidelines Clearinghouse has 

removed them for not complying with Institute of Medicine standards and the IDSA announced 
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on April 5, 2016 that they do not expect to complete a review of past and current available 

scientific and medical literature for another 2-5 years. Despite determination by IDSA that a 

review of information is necessary to determine any future testing and treatment 

recommendations, the “one-dose Doxycycline” prophylaxis regimen is still being recommended 

for the patient suspected of having contracted the infection in an endemic area. In sharp contrast, 

the NGC recognized guidelines written by ILADS allows doctors to treat each patient on an 

individualized, clinical basis. 

CDC’s Division of Vector-Borne Diseases (DVBD) cannot be allowed to continue to operate 

outside the law by providing preferential treatment to one particular medical society whose 

members have been shown to possess substantial conflicts of interest. CDC is continuing to 

ignore the regulations set forth by the IOM and GRADE standards and, at the same time is 

risking the health of the more than 300,000 people who contract Lyme disease each year.  It is 

time for the CDC to remove the IDSA Guidelines from its website.  

Other than documents obtained via Kris Newby’s FOIA, o records have been made available for 

public inspection. The FOIA request period ended in 2007. However, other Lyme advocates have 

submitted FOIAs. In fact, a set of FOIA requests have been submitted to the CDC by Allison 

Caruana, President of The Mayday Project, but the vast majority of these FOIAs have not been 

resolved months after submission and some have not been assigned FOIA record number after 

weeks of their original submission.   

 

 


