Sample Letter to New York State Department of Health on SCID NBS

Please use the template as a basis for letters to the Commissioner of Health.  An electronic version is available on the SCID Newborn Screening (NBS) Campaign website at:

Richard F. Daines, M.D.

Commissioner

New York State Department of Health

Corning Tower

Empire State Plaza

Albany, New York 12237
Subject: Addition of Severe Combined Immune Deficiency (SCID) to the State newborn screening panel. 
Dear Dr. Daines,
In May 2010, Secretary Kathleen Sebelius announced her recommendation that Severe Combined Immunodeficiency Disease (SCID) should be added to the 29 disorders on the core panel for universal screening of all newborns in the United States. The Immune Deficiency Foundation has mounted a national campaign to add SCID (also known as the Bubble Boy disease) to newborn screening panels in all 50 states and US territories.
I urge you to join the national campaign by taking the necessary policy actions to include SCID in the New York State newborn screening panel.  SCID is a primary immune deficiency disease that has become a pediatric emergency.  Affected infants lack T lymphocytes, the white blood cells that help resist infections due to a wide array of viruses, bacteria and fungi. Babies with SCID appear healthy at birth, but without early treatment, most often by bone marrow transplant from a healthy donor, these infants cannot survive. 
Wisconsin and Massachusetts have already implemented newborn screening for SCID.  As a result of this screening, a number of infants with serious primary immunodeficiency diseases related to T-cell defects have been identified, at least one of which was diagnosed with SCID.
My particular interest lies with SCID for some very personal reasons.   Now provide a brief summary of your personal, family or friends story with SCID and why it is so important to you to see Newborn Screening for SCID implemented in your state:
Please help expand the State Newborn Screening Program by setting an example and showing others that every life is worth saving!  

For more information on SCID screening, contact the Immune Deficiency Foundation at idfscidinitiative@primaryimmune.org or 410-321-6647.

Sincerely,

Full name and address
