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\evere Combined Immune

Deficiency (SCID)

SCID is often called

"bubble boy
disease”



N\

~ Why Early Detection is
I%pormn’r

To make prec
and treatment
avallable before
exposure to
Infection



\ Complications from late

diagnosis

® 4 months in PICU / 11
months in the hospital

® PCP pneumonia scarred
lungs

® Gl track damaged b
enteral virus and GvH -
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




osfs of Late Diagnosis

® Medi Ca|CO sts maxed out a =
$2million insurance policy before
he was 5 years old. s

® Though he Survive\d\y\\/here many B
have not, many costly challenges | = s,
and disabilities could have been I
prevented .-.':‘ -

® Benefits of early diagnosis wouh
have been a life without these
ongoing costs and challenges



- Newborn Screening
Virginio
RN
® Example o
with little opp
but which requir

lengthy regulatory
process

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

® Screening began July
2015




Standard regulatory process: Guide for state agencies

Stage 1

Notice of Intended

Regulatory Action (NOIRA)

Stage 2

Proposed regulation

Stage 3

Final regulation

Submit NOIRA (Form TH-1) and
sync RIS project (if available) for
review on Town Hall.

.

Executive branch review
DPB - 14 day deadline;

If no objection by Cabinet Secretary or
Governor within 14 days of DPB
review, agency is authorized to submit
NOIRA to Registrar

J

I

Within 14 days of being authorized,
must submit NOIRA to
The Virginia Register of Regulations
via the Town Hall

I

Ten days before publication
in the Register:
Automatic email is notification is also
sent to registered Town Hall users.

I

-

h'
NOIRA is published in the Register.
Thirty day public comment period
begins & Town Hall
comment forum opens.

Comment periodfforum closes.
Consider public comment,
draft proposed regulation,

& submit it within 180 days for
executive branch review.

Y

Submit regulatory package

Submit regulatory package

(Form TH-2 and sync RIS project) (Form TH-3 and sync RIS project)
for review on Town Hall. for review on Town Hall.
A 7
'S ¢ N

Executive branch review
(In order of review):
-OAG — no deadline;
-DPB (including economic impact
analysis (EIA) - 45 day deadline;
-Cabinet Secretary - 14 day deadline;
-Governor — no deadline

\ J
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' P
Within 14 days of Governor's approval,
submit proposed stage to the
Register via the Town Hall
(and paper copies to the Registrar)

y

Ten days before publication
in the Register:
Automatic email notification is also
sent to registered Town Hall users

.

Proposed stage is published
in the Register.

Sixty day public comment period
begins and Town Hall
public comment forum opens.

A 4

Comment period/forum closes.
Consider public comment.
Adopt final regulation no sooner than
15 days after comment period closes &
submit for executive branch review
no later than 180 days after

close of comment period.

Executive branch review
(in order of review):

—-OAG review only necessary if
significant changes made since
proposed stage — no deadline;

-DPB - 14 day deadline;

-Cabinet Secretary — 14 day deadline;

-Governor — no deadline

v

Within 14 days of
Governor's approval,
submit final regulation to
the Register via the Town Hall
(and paper copies to Registrar).

v

Ten days before publication
in the Register:
Automatic email notification is also
sent to registered town Hall users.

w J

v

r ™)
Final stage is published in Register.

Thirty day final adoption period
begins and Town Hall
public comment forum opens.

I

Final adoption period and
public comment closes.

Final regulation becomes
effective.

OR it is suspended,
OR, if changes with substantial
impact have been made between the
proposed and final stages and 25+
and/or Governor petition the agency,
an additional public comment period
Lmust be held




~ Newborn Screening

L ouisiana

® 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.




Louisiand

/0% 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
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R esources

® Immune Deficiency Foundation
WWW. pnmarwmmune org
> IDF SCID Initiative
primaryimmune.orqg/programs/idf-scid-initiative/
> IDF SCID Newborn Screening
idfscidnewbornscreening.orqg/
> PUBLICATIONS

What does an abnorrﬁé creen for SCID mean? — A quick
guide for parents

SCID: A Parents Guide

NewbcmScreemngfurSmrel’ bined| deficiency (SCID)
nd C ated with T phopenia

Severe Combined

Immune Deficiency
(SCID)

" 5 FOR PARENTS
OF GENETIC TESTING f TS s PY=) MMUNE

What Does An Abnormal Screening Test Mean?
What is SCID? . L

What Other Diseases or Conditions are Detected by this Test?

HOPEFUL DUTCOMES

RESOURCES

maticn and rescerces avalabie

=
i

A Guide for Parents

How Common is SCID?

How are SCID and Other Conditions Assodated with T cell Lymphopenia Treated?

Following a Diagnosis

EiSGIR

Bre&IR



A olellile]alel
Resources for Families

© SCID, Angels for Life
www.scidangelsforlife.com

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