THE NATIONAL DATA BANK FOR RHEUMATIC DISEASE

AMENDMENT 13 –  November  2005

The purpose of this amendment is to describe another method of recruitment for The National Data Bank for Rheumatic Disease (NDB).

METHODS:

2,500 members of the American College of Rheumatology will be invited to enroll patients in the data bank as follows:

· Each SLE patient will be invited by his/her physician to participate in the National Data Bank for Rheumatic Diseases (NDB).  Patients will receive an informational letter explaining the purpose of the study, a consent form with a copy for the patient to keep, and a 1-page contact form.  (See forms attached)

· Physicians will complete a 5-page SLE questionnaire at the time of enrollment and at selected follow-up clinic visits.  (See forms attached)

· Patients consenting to enroll in the study will complete a 5-page Enrollment questionnaire which will complete the enrollment process.  (See forms attached)

· Patients will receive a detailed questionnaire at 6-month intervals.

PHYSICIAN AND PATIENT PARTICIPATION:

Patient participation is strictly voluntary and no compensation will be given to the patient for their participation.  We will attempt to enroll at least 1,000 patients.

