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March 4, 2011 

 
The Honorable Theresa B. Gerratana and Elizabeth B. Ritter, Co-Chairs 
Public Health Committee 
Room 3000, Legislative Office Building 
Hartford, CT 06106 
 
RE: Raised Bill 6481- An Act Concerning the Establishment of a Lupus Education and Awareness Plan 
 
Dear Senator Gerratana, Representative Ritter and Members of the Public Health Committee: 
 
The Arthritis Foundation expresses support for the purposes of Raised Bill 6481 to increase awareness and 
education in the state about lupus.  The systemic form of lupus is one of the more than 100 rheumatic 
diseases under the broad umbrella that the Arthritis Foundation addresses because this form can affect 
joints.  While we provide basic information, we also refer people with questions about lupus to the services 
of our state Lupus Foundation. 
 
Lupus is a multi-system autoimmune disease of unknown cause with disease symptoms that vary over time. 
The most widely used diagnostic criteria, published by the American College of Rheumatology, rely on signs 
and symptoms present at any time during a person’s illness.  People with early or atypical disease often do 
not have enough symptoms to meet the criteria and may not be counted as having lupus.  The National 
Arthritis Data Workgroup estimated a range for the prevalence of lupus nationwide of 161,000-322,000 in 
20051.  A range was necessary to count those with definite lupus and those with suspected disease that do 
not meet the criteria but experience lupus-related symptoms.  The Workgroup also noted that lupus 
disproportionally affects women and African-Americans. 
 
Given the above issues of a multi-system disease with disparate symptoms and outcome disparities, we 
see in the queries we receive a need for increasing education and awareness about lupus in our state, 
especially among populations at greater risk.  Two recent studies also support this need.  Demas and 
Costenbader in a review article noted that recent research suggests we should focus on healthcare access, 
education and increasing disease awareness and adherence to reduce disparities2.  A large cohort study in 
Northern California showed that for cancer and infections, two frequent causes of lupus complications, 
receipt of preventive services was dependent on higher educational level and involvement of the generalist 
in care.  This finding suggests the need for increased physician education3. The proposed advisory panel 
and resulting plan in this bill should help guide our state resources toward achieving increased awareness 
and education both among people with or at risk for lupus and among primary care providers. 
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We do have one concern that we suggest the advisory panel address regarding the development of a 
directory of lupus-related health care resources in the state.  The bill recommends including a listing that 
can be disseminated of health care providers with specialization in the diagnosis and treatment of lupus. 
Such a list would require an objective criteria for inclusion, such as board certification.  Since there is no 
board certification for lupus, the list would probably have to include rheumatologists, the board certified  
specialty that current diagnoses and treats the disease.  Since the Department of Public Health also  
licenses health care professionals, including physicians, we suggest the advisory panel check with the 
department on whether compiling and maintaining such a list is appropriate within the statutory authority 
given the department. 
 
Thank you for support for increasing awareness and education about lupus. 
 
Sincerely, 

 
  
Susan M. Nesci, MS, MA 
Chief Public Policy Officer 
 
cc: Paula Haney, RPT, Chair 
      Regional Public Policy Committee 
      Arthritis Foundation, New England Region 
 
      Lisa Sartorius 
      President & CEO 
      Lupus Foundation of America 
      Connecticut Chapter 
 
1Helmick CG, Felson DT, Lawrence RC, et al: Estimates of the prevalence of arthritis and other rheumatic 
conditions in the United States. ArthRheum 58: 15-25, 2008 
 
2Demas KL, Costenbader KH: Current opinion in rheumatology review. Curr Opin Rheumatol 21:102-109, 
2009 
 
3Yazdany J, Tonner C, Trupin L et al: Provision of preventive health care in systemic lupus erythematosus: 
data from a large observational cohort study. Arthritis Res Ther 12:1-12. 
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