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SBTS Celebrates 10" Anniversary

Ten years ago, ten-day-old Tyler Wayne Mize died because no
one knew that the formula he was being fed was, in fact, killing
him. The newborn screening test that would have let his doc-
tors know about his life-threatening condition was grossly mis-
handled. Every safeguard that had been put in place to protect
Tyler failed him. His parents, Dallas and Tera Mize founded
the Save Babies Through Screening Foundation to ensure that
what had happened to them would not happen to other families.

Now, 10 years later, the foundation is cele-
brating a decade of existence through various
activities planned throughout the year, including
its annual Mother’s Day Fundraising Drive and a
number of events in September to mark Newborn
Screening Awareness Month. The Save Babies
Through Screening Foundation is the only na-
tional non-profit organization devoted exclu-
sively to the advocacy of newborn screening.
The foundation’s goal is to see that every child is
successfully screened competently and compre-
hensively to prevent disability or death in affected children.

The Save Babies Through Screening Foundation currently
advocates screening for over 50 detectable diseases, which is a
significantly higher number than is presently screened for in

most US newborn screening programs. Additionally, supple-
mental screening through private laboratories is recommended
for any baby born in a state not currently screening for all the
diseases recommend by the foundation. Supplemental screen-
ing is available to all babies in every state but many times must
be requested by the parent, as many hospitals and doctors do
not routinely offer such additional screening. Expectant parents
can contact the foundation for a list of laboratories that offer
supplemental testing. The foundation also provides free supple-
mental screening kits to families who cannot
afford the cost of additional testing. Families can
visit our website at www.SaveBabies.org or call
our toll-free help line at 1-888-4LIFE-83 for
more information.

Once the full panel of screening is imple-
mented, it is estimated that over 10,000 babies
per year will be saved from a lifetime of mental
retardation or physical disability, even death.

“It’s remarkable that a foundation formed at the kitchen
table has grown into an internationally respected organization
and is still just as committed today to newborn screening as it
was the day it started,” says Tera Mize, who still serves on the
board of directors for the foundation.

Newborn Screening Saves Lives Act Signed into Law

The Save the Babies through Screen-
ing Foundation is thrilled to celebrate the
passing into law and signing of the na-
tional Newborn Screening Saves Lives
Act. The Act, signed into law by Presi-
dent Bush on April 24, 2008, was the
culmination of the incredibly hard work
of many individuals, groups, and fami-
lies, who worked tirelessly with Congress
to identify many of the requirements to
advance, standardize and enhance life-
saving newborn screening programs in
the US. The new law will support many
advances in newborn screening, including

the expansion of screening tests for con-
genital, genetic, and metabolic disorders,
and funding for education programs to
train health care professionals in new
screening technologies and to develop
and provide education to parents, fami-
lies, and advocacy groups. (For full sum-
mary of legislation, see page 6.)

Save Babies through Screening Foun-
dation is eager to see the advancements
this new law will provide. As newborn
screening technology and science con-
tinue to advance, many more children’s
lives and well-being will be saved. It is

so important to continue to be forward-
thinking about newborn screening and
establish regulations that will allow for
quick implementation of changes to keep
up with screening technologies as they
continue to progress in the future. Now,
SBTS is focusing on encouraging Con-
gress to appropriate the necessary fund-
ing that is vital to the good health of
many of our nation’s newborns.

SBTS would like to thank and honor
all of those who worked so hard to help
pass this legislation!
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September is Newborn Screening Awareness Month!

Mark your calendars!

September is Newborn Screening Awareness Month. Watch

your inbox for news about upcoming SBTS initiatives and be ready to spread the

word!
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Newborn Screening Saved KarleyiQwew Her Family Helps Others

On October 29, 2005, Kar-

(u‘ Z‘ ley Sue Williams was born

C_ ~ to James and Becki Williams

o - ) of Woodsfield, Ohio. Little

G did they know that laws

passed there a year before

ﬁ \ (A Karley was bom wogld play

¢ ( a major role in saving her

life. Shortly after her birth,

Karley was diagnosed with

Carnitine Palmitoyl Trans-

ferase Deficiency Type Il —

one of 32 genetic disorders screened for by the state of
Ohio.

There are three types of Carnitine Palmitoyl Trans-
ferase Deficiency Type II — Prenatal, Neonatal, and Late
Onset. The Prenatal is the most deadly — causing death
before birth. The Late Onset Type is not detected until
the mid or late teenage years, is characterized by muscle
pain and weakness, and usually causes many hospitaliza-
tions in the victim's lifetime. The last typeof CPTII is
Neonatal, nicknamed the “lethal” CPT2. Because of its
severity, and often due to late diagnosis in the absence of

newborn screening, no baby with the disorder has ever
lived past 5 months. Until Karley Sue.

Karley is now 31 months old and has fought this dis-
order for 2% years. Karley has broken many records in
her short life. She has lived way past 5 months, and has
set the path for treatment of this disorder. She is the first
person ever to receive a heart transplant with this disor-
der, and is doing great. She proudly holds the title of the
oldest living human with Neonatal onset CPTII.

With Karley having spent a total of more than a year
of her life at Children’s Hospital of Pittsburgh, Karley’s
parents are no strangers to the difficulties families face
when their children are admitted to the Pediatric Intensive
Care Unit (PICU). Having met so many wonderful chil-
dren and families in tough circumstances, the Williams
family wanted to help others facing situations so similar
to theirs. So they created Karley Care. Now, when chil-
dren enter the PICU at Children’s Hospital of Pittsburgh,
the non-profit organization Karley Care provides them
with a bag filled with supplies and necessities to last for a
week’s stay in the PICU. To learn more about Karley
Care or to donate, please visit www.karleycare.com.

Thank you !!

The Save Babies Through Screening Foundation would like to extend our warmest thanks to outgoing board mem-
bers, Kileen Hall, Robin Haygood, and Gina Revinsky. Ms. Revinsky, Ms. Hall, and Ms. Haygood all served for
many years on the board, contributing countless hours of advocacy and support for the cause of newborn screening,
and providing invaluable guidance to the organization. We will miss them, but we know they will still work on
with us as we strive towards universal education and accurate implementation of newborn screening!

SBTS would also like to sincerely thank Terilyn DePaolo, who recently stepped down as editor of
the SBTS Newsletter in order to spend more time with her family, for her wonderful efforts in

shaping the newsletter over the years. Thank you!
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SBTS Welcomes New Board Members

Save the Babies Through Screening welcomes its new
Board Members, Lisa Archetti, Micki Gartzke, and Ryan
McLaughlin.

Lisa Archetti has been part of the Advisory Board for the

Medical Genetics Department at Westchester Medical Center

worked with the Children's Hospital Foundationo promote
awareness through annual walks and has participated in Radio-
a-Thons. Ms. Acrhetti has lead many fundraising and aware-
ness efforts for SBTS, including dress-down days at work and
sales of bracelets and beanie babies. In addition to board ser-
vice and fundraising activities, Ms. Archetti is active in the
FAOD Support Groupand has worked with Party Liteto raise
awareness and promote education of her son Marcello's disor-
der, LCHADD. Lisa has worked tirelessly to promote aware-
ness of LCHADD through different types of print media in
hopes that it will make a difference in at least one person's
life! In addition, Ms. Archetti has contacted a wide range of
television shows with the story of her son’s birth and delayed
diagnosis, with the goal of further spreading the word about the
importance of newborn screening. Although she has not yet
received a positive response, Ms. Archetti is undaunted and
will continue to pursue media outlets to expand education.

Micki Gartzke is the Mom to LeA, who passed away in
1998 at the age of two from Krabbe disease. Her early grass-
roots parent advocacy efforts for newborn screening led to Ms.
Gartzke being named the Hunter’s Hope Foundation Director
of Education and Awareness in 2001. After having led the
Hunter’s Hope major initiative of national and state advocacy
for Expanded Newborn screening for six years, Ms. Gartzke
joined the Save Babies Through Screening Foundation’s Board
of Directors in February 2007. Her widespread and diverse

NBS advocacy experience includes an instrumental role in the
expansion of the Kentucky and New York states’ newborn
screening participation and public comments since the incep-
tion of Secretaries Advisory Committee on Heritable Disorders
and Genetic Diseases in Newborns and Children. Since Octo-
ber 2005, Ms. Gartzke has served on this committee as a mem-
ber of the Education and Training Subcommittee. Ms. Gartzke
has also spoken at the invitation of a number of professional
associations and various public health entities, at numerous
conferences and meetings; most recently at the Newborn
Screening Branch, Division of Laboratory Sciences at the Cen-
ters for Disease Control and Prevention.

Ryan McLaughlin is the wife of Michael, and proud mother
of Conner and Ellie Kate. Ellie Kate, their youngest child, was
born with Non-Ketotic Hyperglycinemia (NKH), also called
Glycine Encephalopathy, a terminal and rare amino acid disor-
der. Ellie Kate suffers from seizures, mental retardation,
breathing, heart, and vision problems, and currently cannot eat
by mouth. She has spent approximately seven months total in
the hospital in her short two years of life and is developmen-
tally delayed. Because of Ellie Kate’s disorder, Ms. McLaugh-
lin became aware of the importance of Newborn Screening,
and the lack of screening done in her home state of Oklahoma.
This motivated her to compete as Mrs. Oklahoma (USA), with
a platform for increasing NBS across the nation. Ms.
McLaughlin was crowned Mrs. Oklahoma in 2007. Since be-
coming involved with the Save Babies Foundation, and since
being crowned Mrs. Oklahoma, Ms. McLaughlin has been able
to speak to many state and federal officials concerning NBS
and the importance of increasing testing within Oklahoma.
Recently, a new NBS timeline was set into place in the state,
and all recommended tests will be enforced by 2010.

SBTS Welcomes New Members to Medical Advisory Panel

SBTS is pleased to welcome Rani H. Singh, PhD, RD and
Lynne A. Wolfe, MS, CRNP, BC to its Medical Advisory
Panel.

Dr. Singh is an Associate Professor and Director of the Nu-
trition section of the Division of Medical Genetics at Emory
University School of Medicine in Atlanta, Georgia. She spe-
cializes in the nutritional management of patients with inborn
errors of metabolism (IEM), as well as genotype/phenotype
relationships in patients with IEM. Since 1991, she has served
as the Nutrition Chair of the Southeastern Regional Genetics
Group, and is a member of the American Dietetic Association,
the American Society of Clinical Nutrition, the Society for
Inherited Metabolic Disorders, and has served with distinction
on several national and international advisory committees re-
lated to newborn screening and IEM management. Dr. Singh
received a PhD in Nutrition from the University of Georgia in
1982 and was a Postdoctoral Research Fellow from 1991-1992
at Emory University School of Medicine, Department of Pedi-
atrics, Division of Medical Genetics.

Ms. Wolfe has been a nurse for over
25 years and a Metabolic Nurse Practi-
tioner for nearly 15 years. As a staff
nurse, she worked mostly in Pediatric
Critical Care. Her Nurse Practitioner
training was completed at the Univer-
sity of Rochester in New York where
she earned her pediatric primary care
degree and also her acute care degree.
She has worked in rural New England, with Dr. Charles Roe at
the Baylor University Institute for Metabolic Diseases in Dal-
las, and with Dr. Jerry Vockley in Medical Genetics at the Chil-
dren's Hospital of Pittsburgh. Currently, she is working with
Dr. Margretta Seashore at Yale University School of Medicine,
Department of Genetics. Ms. Wolfe is a great support to fami-
lies of children with all types of Inborn Errors of Metabolism
and Mitochondrial diseases with special interests in Newborn
Screening and Fatty Acid Oxidation disorders.




With Gratitude and Recognition

The Save Babies Through Screening Foundation is able to carry out its mission
because of the generosity of contributors who know that raising awareness of newborn
screening takes money along with the time and skills of volunteers. Noted here are the
spec1a1 glfts g|ven between July and December of 2007

Thank Youl

Fundraising with Awareness
Laurel View Village
Davidsville, PA

Presentations/Exhibits
Jill Levy-Fisch
NBS presentations
Sarah Lawrence College
Bronxuville, NY

Monetary Gifts
Sponsors:

$5000 and above
Joshua Davis

$2000 and above
James Hilke/Microsoft Giving
Campaign

Patrons:

$500 and above
Charles P. Hehmeyer
Jill Levy-Fisch

Supporters:

$250 and above
Anonymous

Saqib Bedi

Kelly Finn-Koehler
Peggy Stevens
Unity Group

Memorial Donations

Jim Clay

Juliette Coddington

Meredith, Boone, and Zachary Davis
Emily Ann Finn

Ben Haygood

Joel Bruce Myers

Andrew “Drew” Dylan Plaisted
Joyce Saitta

Honor Donations
Brickman Clow
Gabriel Cushing
Prentice Cushing
Cory and Mary Hilke
Malik Lewis

Stephen Monaco
Justice Quent
Gabriel Torre
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My name is Carmen Me-
dina and I am a pediatric
physical therapist in San
Juan, Puerto Rico. I am writ-
ing to you just to say that I
am very happy that there are
people in this world that
really are concerned about
babies at risk, and that their
acts, commitment, and, most
of all, their faith in what is
needed to be changed move
them to go ahead and create
consciousness about how
prevention and early detec-
tion is the key to the future of
our babies. You must feel
very proud of this whole
process and about the educa-
tion and changes that you
play a part in on behalf of
babies and their families.

God bless you and all
those who advocate for this
mission. Please keep going
always!

- Carmen Tere Medina, MPT,
FAPTA, tDPT

More Work to Do

In spite of the recent victory of the passing of the national Newborn Screening
Saves Lives Act, many challenges to universal newborn screening lie ahead.
Sadly, misinformation continues to be spread about newborn screening, often fo-
cusing on purported “genetic information databases” supposedly being compiled

by the government through newborn screening samples.

Opponents of newborn

screening often deliver compelling presentations which completely distort and
misrepresent the purpose, methods, and enormous benefit to children and families

of the Newborn Screening Saves Lives Act and state screening programs.

The Save the Babies through Screening Foundation strives to provide accurate

N

&
&

information and education whenever it faces such distortions, and will continue to
champion the right of every baby to have the best start in life through newborn

screening.
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Genetic Information Non-discrimination Act Signed into Law

Save the Babies Through Screening Foundation
applauds the signing into law of the Genetic Information

Proponents of the legislation celebrated its passing,
stating that GINA will open a new age of genetic

Non-discrimination Act of 2008 (GINA). This
law will protect Americans against
discrimination based on their genetic information
when it comes to employment or health
insurance.

GINA protects all Americans by prohibiting
both group and individual insurers from
requesting or requiring the genetic testing of an
individual or his family and using genetic
information to determine eligibility for insurance
or in calculating premiums. GINA also
prohibits employers from requesting or requiring

medicine. More than 1,200 genetic tests exist
today, but many fear to use the tests to advance
their personal health, due to fear of discrimination
from health insurers or employers. In addition,
according to surveys by the Genetics & Public
Policy Center at Johns Hopkins University, fear
of repercussions has prevented individuals from
participating in large-scale studies linking gene
variants to health outcomes, preventing progress
in genetic research. GINA should ease these
fears, guaranteeing protection under the law.

Debated for over 13 years, GINA received

the genetic testing of an individual or his family or using
information to make hiring or promotion
decisions, or in determining eligibility for training

genetic

programs.

overwhelming support in both the House and the Senate,
where it was passed this spring. President Bush signed the
Bill into law on May 21.

Celebrity Advocates for Expanded Newborn Screening

Earlier this year, celebrity Scott
Baio and his wife Renee shared with
the public that their daughter had
screened false-positive for a
metabolic disorder through
California’s expanded newborn
screening program. Their experience
has led the Baios to advocate publicly
for universal, mandatory, expanded
newborn screening.

You may remember Scott Baio
from the roles he played in Charles
in Chargeand Happy Days More
recently, Baio has starred in his own
reality series on VH-1, Scott Baio is

45 and Singleand Scott Baio is 46

and Pregnant

In December 2007, Scott Baio and
his then fiancée Renee, welcomed
their baby daughter Bailey Deluca
into the world. Their celebrations of
this new life were short-lived,
however, as two days after she was
born, Bailey’s pediatrician informed
the family that they needed to bring

Bailey back to the hospital for urgent
testing.

The Baios would soon learn that
Bailey had screened positive for
Glutaric Acidemia Type 1 (GA-1).
Thus, they began a two-month
odyssey of difficult diagnostic tests
to determine if Bailey truly had GA-
1, a disorder which can lead to severe
disability or death if not treated
promptly.

After ten weeks, the Baios were
infinitely relieved to learn that, in
fact, Bailey does not have GA-I.
The family suspects that Bailey is a
carrier of the gene mutation which
causes GA-1, which may explain
why she tested positive for the
disorder, though they may never
know the true reason.

The Baios have come through this
ordeal with an intense desire to help
children and families affected by GA
-1. Seeing how quickly the state of
California responded to the positive
screen, the Baios were very dismayed

to learn that only 17 states currently
test for GA-1 through newborn
screening. They have made newborn
screening awareness a priority, using
their celebrity status and access to the
media to try to educate their fan base
and the public on the need for
universal mandatory expanded
newborn screening.

The Baios were also alarmed to
learn that there is so little formal help
available to families affected by GA-
1. Due to the rarity of the disease, a
cure is nowhere in sight and required
treatments, such as expensive special
formulas and supplements, are often
not covered by insurance.

The Baios recently created the
Bailey Baio Angels Foundation, an
organization which will provide real
help to families affected by GA-1.
To learn more about the Baios and
their experience, please visit the
website http://www.celebrity-
babies.com/2008/06/scott-and-
renee.html for an exclusive interview.
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Newborn Screening Saves Lives Act at a Glance

The new act:

1. Amends the Public Health Service Act to authorize
the Secretary of Health and Human Services, acting
through the Administrator of the Health Resources
and Services Administration (HRSA), to award grants
to eligible entities to:

1 provide screening, counseling, or health care services
to newborns and children having or at risk for herita-
ble disorders;

1 provide education and training in newborn screening
and congenital, genetic, and metabolic disorders to
health care professionals and newborn screening labo-
ratory personnel;

1 develop and deliver educational programs about new-
born screening, counseling, testing, follow-up, treat-
ment, and specialty services to parents, families, and
patient advocacy and support groups; and

1 establish, maintain, and operate a system to assess and
coordinate treatment relating to congenital, genetic,
and metabolic disorders.

2.Authorizes appropriations for FY2008-FY2012 for
grants for demonstration programs to evaluate the ef-
fectiveness of screening, counseling, or health care
services in reducing the morbidity and mortality
caused by heritable disorders in newborns and chil-
dren.

3. Expands the duties of the Advisory Committee on
Heritable Disorders in Newborns and Children to in-
clude:

1 making recommendations that include the heritable
disorders for which all newborns should be screened;

1 developing a model decision-matrix for newborn
screening expansion; and

1 considering ways to ensure that all states attain the
capacity to screen for the recommended conditions.

1 Sets forth deadlines for the Secretary to make a deci-
sion on Advisory Committee recommendations.

1 Requires the Advisory Committee to continue to oper-
ate during the five-year period beginning on the date
of enactment of this Act.

4. Requires the Secretary, acting through the Adminis-
trator, to establish and maintain a central clearing-
house of current information on newborn screening.
Sets forth requirements for such clearinghouse, in-
cluding:

1 ensuring that the clearinghouse is available on the
Internet and is updated at least quarterly;

1 providing links to websites that have expertise in new-
born screening;

1 providing information about newborn conditions and
screening services available in each state;

1 providing current research on conditions for which
newborn screening tests are available; and

1 providing the availability of federal funding for new-
born and child screening for heritable disorders.

5. Requires the Secretary, acting through the Director of
the Centers for Disease Control and Prevention
(CDQ), to provide for:

1 quality assurance for screening laboratories; and

1 appropriate quality control and other performance test
materials to evaluate the performance of new screen-
ing tools.

6. Requires the Secretary to establish an Interagency
Coordinating Committee on Newborn and Child
Screening to make recommendations on:

1 programs to collect, analyze, and make available data
on certain heritable disorders; and

1 the establishment of regional centers to conduct ap-
plied epidemiological research on effective interven-
tions for preventing poor health outcomes resulting
from such disorders and to provide information and
education to the public on such effective interventions.

7. Requires the Secretary, acting through the Director of
CDC, to develop a national contingency plan for new-
born screening in the event of a public health emer-

gency.

8. Authorizes the Secretary to continue to carry out, co-
ordinate, and expand research in newborn screening
(to be known as the Hunter Kelly Newborn Screening
Research Program), including:

1 identifying, developing, and testing the most promis-
ing new screening technologies; and

9 experimental treatments and disease management
strategies for conditions that can be detected through
newborn screening for which treatment is not yet
available.

Source: Library of Congress, Congressional Researt
Service
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You Can /—/e/p_l NBS AWARENESS BRACELET ORDER FORM

To view bracelets visit www.savebabies.org/fundraising/Programs.php

There is still a great
deal to do to ensure
that every child has the |} Ship to:

Quantity at $2.00 each: adult size child size

best start in life Name
through Address
Comprehensive

Newborn Screening.

o _ _ Make check or money order payable to:
Visit our website to find Save Babies Through Screening Foundation, Inc.

fresh idea? for For credit card purchase:

awareness projects you '
can initiate or Credit Card # / / /
participate in! Expiration Date /

Name as it appears on credit card

Signature

Mail to : Jill Levy -Fisch
205 Delhi Rd.
Scarsdale, NY 10583

Please detach and enclose with your donation

Your Donations Make a Difference!
Wondt vy oSavelBellep?

Donation Amount $ If paying by credit card:

Name credit card number / / /

As it appears on credit card

Address expiration date /

signature

This giftisin ___Memory of ___ Honor of date
Full Name/address of designated person or family:

Save Babies Through Screening Foundation, Inc.

www.savebabies.org

Toll Free: (888) 454-3383 | Fax: (610) 647-5757

4 Manor View Circle | Malvern, PA 19355-1622
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Not So Rare

Approximately 1 out
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of every 1,500 babies

born in the United
States has a
disorder detectable
through newborn

screening.

Newborn Screening Saves Babies One Foot At A Time ®



