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e US newborn screening did nqj

a legislated or public heglif

~ During the 1970s, when physig " s weréslow
to adopt screening, parentg a anlza ons*

1.' . k ¥

advocated for policy chang

= As a result of this advocag /s eglslatures
mandated screening indTiBSEStates.

s

'@Uqr advocacy and p#licy
elgpment is going,entod =
‘ -1




“Only publié®health agengfes — with their autag |

& could implement systems that would

screening for all infants, ensura yand
availability of testing, and proviQeSOROW-UpPiOns
population basis.” N.A. Holtz ’-‘a

»
o State public health age 3face the challenge Q)
of financing newborn scteening.systems; with:

lonal tests and equipmepe,

bl'lled IN new technoledV. &
— more effective follow q




"« Focus on system, not justa tgf

 Set policies for adequate

4 f:.r’r i

» * Involve professionals = sumers'ff_',‘.
« Adopt mandates & priM@acy protections.

-

o blish new criteria fo@tdmg tests.

ragram guidelineg(qualifigretc.).«
b i




Framework for Financing
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" Adequate financing for;

“individuals with conditi

@eening; and
(4
S



— Fees sufficient to finangs *

R

_fellow-up, and diagnos

—Use other public heaff#dollars as necessary

-ﬁcﬁnate and blend ffhds fa
i ‘ %
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¥e States can coordinate public i
— Medicaid, and SCHIP
— Title V Maternal and Child Health BIOCREE

Aml!
an

»° In Medicaid/SCHIP ma J care ( ..,t

=frequire coverage of services reliecjto NBS, and

— require that MCOs ensure a€cg8SH0 specialty providers, as
ecessary. - ‘

health insurance\@lans they regulate,

s.can mandate JE




 HIPAA on genetics |
« HIPAA on newborn PrOggl StrUEN, |
coverage ° \a nancing s 4

* ADA.rights -+ fslirance beﬁ:efi;'*f'. |

o IDEA entitlements ngndates
: HIP benefits




Al lOther st t

] Oth erﬂ% eral

: ~ Source: GA0O-03-449. State Newborn 8
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NBS programs fully funded. b

- 5 states and DC not cofjegiifigfees.” SE N

“ZFees typically cover quligtest/lab costs. <y

“

Fees may not suppdft’expansion of new
%ology and equipfmafft.
OomIcC pressures Ii IMIL#EE IncCréases.
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Tax dollars fund newbor

r

,-" 'i:"..l I.. 4
. .-I".q-flf'

#  —45 states use fees, not ’i‘ dollars, éi“s_"
#funding for tests. bt .

For residual fundin@®mainly Title V=MCH
@Medicaid to financegfollowsup and
at -

Jnent. !
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. "i_,..' .-I".q-flf'

#  _Eees not always cover )V Insurance
Medicaid. p

ZEven when they pay\ihe fgesmMedicaid
pRbursements are typi€ally .
- A 73
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@mollues and flnan e stratégies were
»  USed*td expand an 14




. Geog‘rgphic distrfbution .
* Variation In number/ty 0 S
* Recent expansion or ingguat Non U\

r

 Public vs. private Iabs
«“Fee vs. blended fungiglel
rious approaches%o follaw-up
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*+ California - Pilot MS/MS prog
e Maryland - Integrated pgooy
 Minnesota — Public-priye w rtners

#+ Mississippi — Rapid expag8ion to 40 f’ StS
. New York — Adding.€fnd others

- Qklahoma — Expansion wjgksblended funds
o — Regional suppart P
= . E 4 N




Overview of Screening Panel

State PKU CH GAL MSUD HCY BIO SCD CAH MCAD CF MS/MS Hearing

CA V]
MD
MN
MS
NY
OK
OR
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State

Ay
MS/MS Fatty

acids

CA pilot completed

MD
MN

Z
<
N »* N N NN

g > d/authorized but

. NCHRAM, March

9

Organic

P

Amino/ urea T =g
acids
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State

Fees 1997
$ 42.00

$ 15.00
$ 13.00
$ 20.00
$ -
$ 10.50
$ 28.00

ase agpproved, scheduled to

take ef] oN
NCHRAM, March of Dig J‘ 7

Fees 2004
$ 60.00

$ 42.00
$ 61.00
$ 70.00
No fee
$ 75.59*
$ 54.00

% Iincrease

43%
180%
369%
250%

620%
93%



Sources of core funding for:
Screening, Short-term follow up and Diagnosis

State Fees 2004-2005 Fee State MCHBG Medicaid

CA $6000 M routinely

MD $4200 ™M ™ V]

MN  $ 6100 utinely

MS  $7000 outinety
NY v M

OK $7559 ™ V] V]
OR $5400 ™ V]




State

CA
MD
MN
MS
NY
OK
OR

U.S.

Number of Births % Births financed  Income eligibility limit as

(2002) by Medicaid % Poverty (FPL)
529,357 42% 300% FPL
73,323 29% 250% FPL
68,025 31% 275% FPL
41,518 54% 185% FPL .
251,415 41% 200% FPL |
50,387 46% 185% FPL
45,192 32% 170% FPL
Study states = 26% of 36%

total US births

_ : @ ‘ edicaid data: Kaiser Family |



Finaneeapproach./”

— Fees pay for program up to diagn
— $1 per test form + $59 per &R ‘
— Hospitals may charge (kee ‘!u coIIe I

. Challenges In adding test
—Huge undertaking for 500 t._-.u.' births
—«Success with pilot projg€gen MS/MS

able to increase test pane i S/IMS due to
e Budget pressures ,

e PubﬁE‘ﬁealth manageme ot )b capa’city
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 Finanet approach’
— Fees cover lab costs %
e Increase to finance upgréde fI _f pment

n. ‘:';v
— MCHBG for short and -'-p rm follc ,r

« Challenges as tests adiedm™® N '7

| L W
=Pediatrix in competi f,,a Ith state lab |

—Effective parent infQfgalt g/consent
WO Screens (repeats
w-up for many mokre
—Stﬁ/ e budget press




Financed a new approach withdeg.l
Focused on family as customer
Expanded number of tests q |

Created new public-private prtlership

—~"State lab (initial screening)

—+Mayo Clinic (MS/MS scregi#@nd specialist care)
niversity of Minnesota (cooydingii®M&specialist care)

d linkages to medical®home/ ary care
atrigians =y F <,
' “
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« Expansioff to “comprel®nsive screening?

& ¢ Finance approach
— Did fiscal analysis, doubled fee $88

— Hospital charges vary, insurance &
global payment for birth

o * Political pressure to change " |
=Parents and others through legj3latyire
— Recommendation of Geneticg&@Visory Committee

,3-‘

e Lab services

state lab capacity (formerly'ugfd Tenn.)
nd desired services & price with Ped)

g I\/Iore?"l—l’follow up staff ip’e




. FinancﬁpproaCh “

— Not fee-based program
— Public health dollars directly fig@fc

e Change and challenges o,

— Advocacy by parents and othqfforganize |ons( 10D,

AAP) stimulated interest o‘__- or & Ieglslajuré”
4"State budget pressures ongoings,
— 3-year push to add cystic fti@sisttesting in 2003
— Large scale effort -250,00088#rths, 3,800 positivesscreens
¢ IRnovations to link primary and gPecialty physicians

N
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Fmanel approach./”

— Fee Increase to do more tests

Medicaid and private insurance
Legislative commitment to finaneig |
Small HRSA grants to plan fa -:n- tion

Political pressures & opf ,ﬂ Inities

— Genetics Advisory Comm|] Ong role

— Parents and others advocatgtorlegislature
edicaid agency and hospitals i@Iveds,

OFfity to expand tests ¥
N’ .
More public health stz



» Finanee®approath/

— Fee-based budget

 Fees are collected at the time €PN
» Reconsidering allocation for lal \s

e Change process

R In 2001, legislature approve q ding 20 dlsord‘éf

Caopgttigred seeking Ieglslatlv\”{
approval to increase feeSgM@Radd CF test. Instead,
reated a task force to glNde degj Q.

| lab Is a vendo

1onal lab for 5 states (4 !
— Testing for 100,000 newborng™*




What factors are enabling
states to expand and

sustain newborn screening

programs? T

(@

2

@\
R | X e
S LYY 3 3




s 4
' m
Federal sﬁtem \J/ Action &z
#¥support through: e Parenis
Genetics planning grants e Wlal |

Program integration grants

National Newborn Screening
& Genetics Resource Center _
(NNSGRC) Health professmn S

Demonstration projects (AAP, AAFP, etc.)

Regional collaboratives ") Condition-focused
N al Advisory Committee SIPOTrt.groups

quality control o ‘Pediatri
L

» Sidle S netics _.
gmmittees ;

“




o State perspective

— National Task Force recorffmegiietior

- Advocacy by parents anc(proésSionals § 1

-

#= Arguments for equity acgdssistates
HRSA efforts to incredse state capacity

nces In science and te€hnolo
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e Focused on a system, not jus

e Expanded the number d

Invested In state-of-th@&e tmg

Financed more follo ;~

e

gaged parents/ad@s0ory committees

jated quality and'\Brivagyi
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. Adding MS/MS ‘eaflacity in the lajid
compared to the fiscal, ethical, 4
care (follow-up) decisions:

e NBS follows In the wake

r

# « Introducing profit into nrn screehmg ;
programs has changed, egielything.

< What does it mean whdi@#rivate lab takes..
nding but not the publig hgef

e Medicaid managed care§ requi

a7
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The pﬂf tical presstlre is against [
health care costs.

Legislators may say:

- Nice idea but we cannot affarii AN
— Good idea, do it (with no '73 urces)

Health insurance plans gaeiMedicaid may
come forward to say thisWWall drive up costs.

Iscal constraints ofterkdrives@elicy instead
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“ParentS‘%ay go fromf doctor to docig
diagnosis (for their child) and.gg

costs, without being prepared

If you miss a child and missrtu' o

4

# intervention, the costs aredny€h higher: **

'{*f D g
Program managers have iqglegk at all of the \
costs and make judgmeg@t$*that balance the
' st of individual child gt tr

W not (just) spending taxXpay

b
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~+ Every baby, regardless of where hg

to newborn screening (NB

+ Every child receives screeyifiquehagnosistar

needed treatment. \

* New consensus on criteg@for adding tests to

ograms achieved.

. prdgrams meet a




