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SCID is often called 
"bubble  boy 
disease”



To make precautions 
and treatment 
available before
exposure to 
infection



 4 months in PICU / 11 
months in the hospital

 PCP pneumonia scarred 
lungs

 GI track damaged by 
enteral virus and GvH – TPN 
and g-tube feeds

 Surgeries for chest tubes, IV 
central lines / ports, g-
tube, trach, endoscopies 
and a bowel resection

 Deafness from antibiotics 
 Short Stature / poor growth



 Medical costs maxed out a 
$2million insurance policy before 
he was 5 years old. 

 Though he survived where many 
have not, many costly challenges 
and disabilities could have been 
prevented

 Benefits of early diagnosis would 
have been a life without these 
ongoing costs and challenges



 Example of a state 
with little opposition, 
but which required a 
lengthy regulatory 
process

 SCID screening was 
recommended in 
2011 by the VA 
Genetic Advisory 
Committee

 Screening began July 
2015





 In October, 2010 Louisiana began a pilot 
program to start screening

 Just over 30,000 babies were screened before 
the state decided to  end the pilot in April, 
2011

 Since then, little has been done to reinstate a 
process that saves lives and reduces 
healthcare costs.



 70% of babies born in Louisiana are on Medicaid. If 
a Medicaid baby is born with SCID, the state is 
required to pay 50% of the medical costs for that 
child

 Babies born with SCID, a treatable illness, deserve a 
chance at a healthy life and implementing testing 
in Louisiana will save lives AND health care costs



 Immune Deficiency Foundation
www.primaryimmune.org
› IDF SCID Initiative 

primaryimmune.org/programs/idf-scid-initiative/
› IDF SCID Newborn Screening 

idfscidnewbornscreening.org/
› PUBLICATIONS

 What does an abnormal screen for SCID mean? – A quick 
guide for parents

 SCID: A Parents Guide



 SCID, Angels for Life
www.scidangelsforlife.com

 SCID website and listserv as well as 
private Facebook groups
www.scid.net



Thank you for the 
opportunity to share 
my family’s story 
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