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ing programs through imple-
mentation of Title 26 of the
“Children’s Health Act of
2000.” Among other things,
Title 26 authorizes state use of

federal fundsto acquire innova-
tive testing technologies.

Answer to May Data Book Question

Hospital charges are far higher for the sickest ba-
bies: $274,000, on average, for the most severely ill,
very low birthweight newbornsin children’s hospitals
in 2001 (the most recent information available).
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Medicaid Reform Update

Medicaid reform has been the
subject of intense negotiations
among governors in the last sev-
eral months and the push for
change is now moving to Capitol
Hill. A bipartisan task force of ten
governors (5 Democrats, 5 Repub-
licans) in the National Governors
Association (NGA) concluded
their work on June 10 without
reaching consensus.

In a letter to Department of
Health and Human Services Sec-
retary Thompson, the five Repub-
lican governors outlined a list of
principlesthey believe the Secretary
should congder duringreformdiscus-
sions. Theseprinciplesincludegrant-
ing states more flexibility on the
populations and benefits Medicaid
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programs cover if statesagreeto cap
federa financing for optional benefi-
ciaries and services. The statement
from Democratic governors on the
task force aso cdled for more state
flexibility and for theAdministration
and Congress to federalize the full
cost of care for elderly and disabled
populationsthat are eigible for both
Medicare and Medicaid—a policy
changethat would reduce state M ed-
icaid spending by one-third.
Fourteen March of Dimes Chap-
terswith governorson the NGA task
force and the NGA Executive Com-
mittee sent |etters to their governors
in mid-May to express concerns
about placing limits on federal con-
tributionsto Medicaid, aprogram that
provides hedlth insurance to nearly
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40% of pregnant women and 23
million children.

Despitetheinability of the NGA
task force to reach agreement, Con-
gress may dill pursue Medicad re-
form. The House Energy and Com-
merce Committee has gppointed it
isown Medicad reform task force,
chaired by Rep. Heather Wilson (R-
NM), and hearings are underway.
Theother membersof thetask force
are Reps. Nathen Ded (R-GA), Ed
Whitfidd (R-KY), Mary Bono (R-
CA), and Ernie Hetcher (R-KY).
The New Mexico March of Dimes
Chapter sent aletter to Rep. Wilson
dressing theimportance of Med-
icadto women, infantsand chil-
dren. TheU.S. Senae hasnaot yet
scheduled action on Medicad re-
form.
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Newborn Screening Bill Introduced

On May 15, Senators Christo-
pher Dodd (D-CT) and Mike
DeWine (R-OH) reintroduced the
“Newborn Screening SavesLives
Act,” (S. 1068). This bill autho-
rizes grant programs to provide
for education and outreach related
to newborn screening and for co-
ordinated follow-up care once a
newborn has been identified as
being in need of treatment.

In the words of the bill sponsors,
“TheNewborn Screening SavesLives
Act of 2003 seeks to address the
shockinglack of informationavalable
to hedth care professonds and par-
entsabout newborn screening. Every
parent should have the knowledge
necessary to protect ther child. The
tragedy of anewborn’'s death isonly

compounded by thefrugtration of learn-
ing that the deeth was preventeble” —
Senator Chrigtopher Dodd (D-CT)
“The grant program established by
our bill seekstohdp gatesmaintainand
expand their newborn screening pro-
grams. Our legidation would beagood
dart toward ensuring thet dl newborns
receiveequd accessto genetic tetsand
that their follow-up care, if needed, is
available and coordinated. The impor-
tanceof thesescreeningscannot beover-
dated. It can mean the difference be-
tweenlifeand death for anewborn. And
thet, Mr. Presdent, issomethingwemust
address” —Senaor Mike DeWing(R-
OH)
The March of Dimes advocacy
agenda seeks to eliminate disparities
among states in newborn screening.

In apress statement released in con-
junction with the introduction of S.
1068, Dr. Jennifer L. Howse, presi-
dent of the March of Dimes, said
“Parentsare often unawarethat, while
nearly al babies born in the United
States undergo newborn screening
tests for genetic birth defects, the
number and quality of thesetestsvary
from state to state. The grants that
will be made available through this
bill will help educate parents about
newborn screening.”

As part of its 2003 federal ad-
vocacy agenda, the March of
Dimesis promoting congressional
approval of S.1068 as well as a
$25 million appropriation to help
strengthen state newborn screen-

Continued on page 4

Vermont Egsablishesa Birth Defects Survelllance System

On May 21, Vermont Governor
James Douglas (R) sgned into law
Act 32 authorizing the establishment
of the Birth Information Network
(BIN), the gate's firgt birth defects
surveillance sysem. The purpose of
the BIN isto identify newborns that
have specid medica needs which
may respondtoearly interventionand
trestment and to promote best prac-
tices to prevent adverse hedth out-
comesinnewborns. Thedtatedepart-
ment of hedth has gpplied for dart-
up funding from the Centersfor Dis-
ease Control and Prevention.

Thistwo-year initiative, led by the
March of Dimes Vermont Chapter,
began in 2001 with acodition of ad-
vocates committed to the establish
ment of a birth defects survelllance

system. The advocacy effort resultedin
the 2001 enactment of abill cregting a
task forcetoformally sudy theissueand
meakerecommendationsto theVermont
Legidature. March of DimesVermont
Chapter State Director Sherry
Wormser co-chairedthetask forceand
was instrumenta in transforming the
task forcerecommendationsinto Sen-
ate Bill 139, introduced in March
2003. The Chapter worked closdly
with the Vermont Department of
Health and the Regional Genetics
Center asthe bill moved through the
legidative process. March of Dimes
volunteers will continue to serve a
critical role as members of the advi-
sory committee responsible for over-
seeingimplementation of the system.

From the March

of Dimes Data

Book for Policy
Makers...

Newborn screening
practices vary among
the gates. Which are

the only two disorders
for which newbornsin
al sates aretested?

Thisfact-and more-is
found in the 2003 Data
Book.
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Health | nsurance Resource Guide

Karen Pollitz and Kevin
Lucia of the Georgetown Uni-
versity Institute for Health
Care Research and Policy pre-
pared a Health Insurance Re-
source Guide for use by Chap-
ters. The Guide is posted on
dimension, the March of
Dimes intranet system. The
Guide provides March of
Dimes staff an easy-to-use re-
source on health insurance
public policy issues includ-
ing: an introduction to the
various types of health insur-
ance coverage, regulation by
the federal government and
the states, and information de-
veloped specifically for the
March of Dimes on state ma-

ternity and newborn coverage
requirements for health insur-
ance plans.

The Guide was devel oped as
apublic policy research project
to provide Chapters a resource
document useful in preparing
March of Dimes State Public
Affairs Plans and for research-
ing issues involving state
health insurance legislation and
regulation. The format of the
Resource Guide allows usersto
quickly find material by click-
ing on the relevant Table of
Contentsentry. Individual sec-
tions of the Guide can be
printed and provided to staff
and volunteers as needed.

March of Dimes President
Dr. Jennifer L. Howse
delivers remarks at the

annual U.S. Coalition for

the Eradication of Polio
Capitol Hill Reception. The
reception honored the 2003
Congressional Champions of
Polio — Reps. Donna
Christensen (D-V1), Donald
Payne (D-NJ) and Joe
Wilson (R-SC).

Georgia Chapter Worksto Increase Tobacco Tax in State

On June 4, Georgia Gover-
nor Sonny Perdue (R) signed
into law abill that will increase
the state’ stax on cigarettesfrom
12 cents to 37 cents per pack.
The tax on cigars will also in-
crease and atax will beimposed
on smoklesstobacco for thefirst
time. This is the first tobacco
tax increase in 31 years. The
changeinlaw becomes effective
July 1, 2003, the beginning of
Georgia'sfiscal year.

March of Dimes volunteers
and staff worked with other
members of the Tobacco Pre-
vention Alliance to draft bill
language, a March of Dimes
volunteer testified before the
House Ways and M eans Com-

mittee, and Chapter volunteers
and staff participated in weekly
meetings with the Governor’s
staff to rally support for the
bill.

Other members of the To-
bacco Prevention Alliance in-
clude the American Cancer So-
ciety, the American Heart Asso-
ciation, the American Lung As-
sociation, Georgia Alliance for

Community Hospitals, Georgia

Hospital Association, and Emory
Healthcare System.

Georgia's constitution man-
datesthat all state revenuegointo
the general fund. Therefore, the
Chapter will now turn its atten-
tion to securing an appropriation
for state health care and smok-

ing cessation programs.

The Office of Government Affairs
(OGA) is proud to announce the
birth of Joseph Foley Manero to

Chriginaand Joe Manero. As
many of you know, Chriginais
Public Affairs Communications
Manager for OGA. Josgph was
born on May 28, 2003, & 8:12
am. EDT. Heweighed 7 Ibs-11
oz. and was 19 incheslong.




