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— Explain the current ways in which newborn
screening policy is set across the United States;

— Describe how you can find information about
newborn screening policy in the Genetics Policy

Learning

Objectives Hub; and

— ldentify new and emerging policy trends in
newporn screening
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— Overview of Newborn Screening Policy
— Newborn Screening Policy Information in GPH
(NCC)
: — Overview of NCC and GPH
Webinar — Policy Trends of Newborn Screening

Outline ~ Q&A




NEWBORN SCREENING
SETTING POLICY



WHAT IS POLICY?
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/ Big ‘P’ Policy Little ‘p’ policy \

* Legislation * Protocols

e Litigation * Procedure Manuals

e Regulation e Organization/
Administrative Rules

* Federal, state, or e Guidelines

K local level / K /




WHAT IS PUBLIC
HEALTH POLICY?

. Refers to the

and taken by
governments or health
organizations to achieve specific
health care goals within a society.

. Policies are generally designed to

promote and protect the health of
communities.



PUBLIC HEALTH
POLICY PROCESS !

Engagement
and Education
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https:/ /www.cdc.gov/policy /polaris /training /policy-process /index.html



HEALTH IN ALL POLICY AND NEWBORN SCREENING

The “Health In All Policies” approach is one way to routinely consider the health impact of all public policies.

And there are MANY policies that may impact the Newborn Screening System

HEALTH IN ALL POLICIES

t 0t It 1t | t

Many areas of public policy can impact health, and
health can impact many dlfferent pollcy goals
!
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SycamorelnstituteTN.org




WHY IS POLICY IMPORTANT IN NEWBORN SCREENING?

. Newborn Screening programs are programs
. Newbon Screening programs operate under

Policies in Newborn Screening are often needed for:
Providing increased funding to programs for expansion and
improvement

. Adding new diseases/Removing diseases

. Addressing issues of access

. Addressing data and dried blood spot storage and use

. Defining program operations

. AND MUCH MORE....



LEGAL FOUNDATIONS OF NEWBORN SCREENING

Exemption Policies

Number of States

No exemptions for religious or
personal belief

1

Exemption for religious belief 30
only

Exemption for religious or for 15
personal /philosophical belief

Must inform parent of right to 3
object

Must give parent reasonable 4

opportunity to object

Legal and Constitutional
Foundations of Newborn
Screening

" Tenth Amendment

 States have the power to regulate the
receipt of medical care to protect public

health
* Common law doctrine of parens
patriae

" Permits states to make decisions for the
health and well-being of citizens who
cannot speak on their own behalf

King JS, Smith ME. Pediatrics. 2016:137 Suppl I(Suppl 1)-58-515



CHALLENGES TO NEWBORN SCREENING MANDATES

Legal and Constitutional Foundations of Newborn Screening
" Tenth Amendment

* Common law doctrine of parens patriae

Medical procedures mandates must be weighed against the individual’s

constitutionally protected interests in personal autonomy and bodily integrity.

* Fourteenth Amendment protects parents’ fundamental right to make decisions about their minor child’s
welfare, including consenting to their medical treatment.

* Fourth Amendment applies to government action that intrudes upon an individual’s reasonable
expectation of privacy

King JS, Smith ME. Pediatrics. 2016:137 Suppl I(Suppl 1)-58-515



HOW IS NEWBORN
SCREENING-RELATED
POLICY SET?

Newborn Screening programs are STATE-
BASED

Policies impacting Newborn Screening are
usually set at the state-level through:

Legislation

Newborn Screening Advisory
Committee

Rules/Regulations /Administrative
Code

Internal procedures

BUT... Federal Policies also can and do
impact the Newborn Screening System
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Funded by the Health Resources and Services Administration
(HRSA), the Regional Genetics Networks (RGNSs), the National
Coordinating Center for the Regional Genetics Networks (NCC),
and the National Genetics Education and Family Support Center
(NGEFSC or Family Center) mission is to improve access to genetic

services for underserved populations.
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Core Focus Areas

Genetics and |
Genomics Telegenetics

Education
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Genetics Policy Hub

Genetics
Policy Hub
Background

With the passage of the Affordable Care Act, the NCC and
regional system began to develop specific resources to help
support the genetic service delivery system through the lens

of policy.

Since 2017, NCC has been tasked by HRSA to accomplish the
following related to genetics policy:

 Monitor, analyze, track, and report on national policy issues related
to the genetics care service delivery system with a focus on finance
and insurance coverage: genetics workforce; and emerging issues
In the use of genetic testing and technologies.

o Disseminate information on practices, policies, and resources
related to the genetics care delivery system to states and
stakeholders.
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Genetics
Policy Hub

Background

geneticspolicy.
nccrcg.org

NCC has developed multiple resources over the years to

meet this goal and recently compiled all resources in a new

policy website, called the Genetics Policy Hub.

" Genetics Palicy Hub - Your H + - - 2 %
& & C @ geneticspolicyncercgorg e % /2 O e 0w
|
=
:_G H Policy Areas  Proposed Legislation/Regulation = Medicaid Coverage  Genera I Resources - 0O
enetics Policy Hu

Your Hub for the Latest Genetics Policy
Information and Resources

The National Coordinating Center for the Regional Genetics Networks (NCC) is pleased to develop and share resources related to genetics policy
across the U.S. Within the hub, you can find the latest legislation and regulation at the state and federal level, latest information on Medicaid coverage
policy, information about specific policy topics and related to policy statements from national organizations, and much moret

( Example: Newborn Screening, Genetic Testing
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Genetics Policy Hub

I | Policy Areas Proposed Legislation/Regulation Medicaid Coverage GPH Webinar Series General Resources ~ ,O

Policy Hub

Newborn
Screening

Newborn Screening

li= UPDATEDON FEB 25,2022 = IEW AS
D POLICY AREA T VIEW ASPDF | Share Page

L}
O I Cy r € ! a This information is meant to be used for educational purposes to inform providers, patients, and genetic service delivery unﬂn

stakeholders about genetics policy topics. Sharing of information, resources, or policy statements is no way an endorsement of

stated positions by NCC.

On this Page

IntrOdUCtion Introduction

Legislation and Regulation

Newborn screening is a public health program administered by each state to identify specific health conditions Policy Positions
soon after birth. Nearly 4 million babies are screened every year using the blood spot test for a range of serious

conditions that once identified can be treated or provided intervention by healthcare providers, sometimes

changing the entire trajectory of the disease or condition’s prognosis and associated comorbidities.

bit.ly/NBSPolicyArea
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Newborn

Screening
Policy
Statements

National Society of ‘.3

: N
Genetic \' ABOUT MEMBERS FDUCATION POLICY RESEARCH AND

counselors AND EVENTS PUBLICATIONS

"

7,
The National Society of Genetic Counselors (NSGC) strongly supports newborn screening for the
Recommended Uniform Screening Panel (RUSP) as approved by the Secretary of the Department of Health
and Human Services, as well as state-mandated newborn screening systems for the universal protection of
newborns.

The RUSP and/or state-specific screening panels should only include conditions that have undergone
thorough evidence review by an advisory committee. At a minimum, conditions should meet the inclusion
criteria for a mandated screening panel as specified by the Advisory Committee on Heritable Disorders in
Newborns and Children. NSGC also encourages states to consider screening methodology performance and

Statement of Position A. Statement of Position

The Association of Public Health Laboratories
(APHL) recommends that all state newborn
screening (NBS) systems maintain and update a
Continuity of Operations Plan (COOP) that ensures
minimal or no interruption of services.

Timely, efficient, and integrated short-term follow-up
programs that strive for continuous quality improvement are
necessary components of successful newborn screening
(NBS) systems.

I 0UX>

Establish clear guidelines regarding length of time specimens will be stored; the rationale,
objectives, potential risks or benefits, and procedures associated with NBS dried bloodspot
retention and research; use of identifiable and unlinked samples; security, privacy, and
confidentiality of the samples; the conditions of storage; and allowances for parents or the child
upon turning 18 years old to opt out of bloodspot storage or use of their bloodspots for future
research.!

OT 40>



G P H — / enacted bills related to newborn screening

Genetics Policy Hub

in / states:
Proposedand AR/ IL, LA, MT,SC, TX, VA
Legislation and
Regulation — 15 proposed bills related to newborn
F[i]eele;tggrtr? screening in 7 states:
Screening — New York -5

— Massachusetts - 4
— South Carolina - 2
— California, Hawall, Kansas, Michigan

geneticspolicy.nccrcg.org/
legislative-policies/
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Sample
Enacted
Legislation
Related to

Newborn
Screening

bit.ly/AR-NBS-Bill

AR HB 1102

Universal Newborn Screening Act

e There is created an advance universal newborn screening program to
be administered by the Arkansas Department of Health.

e All newborn infants shall be tested for core medical conditions as
listed in the Recommended Uniform Screening Panel recommended
by the United States Secretary of Health and Human Services, in
order to provide appropriate newborn screening guidelines to protect
the health and welfare of newborns.

— Enacted April 5, 2023
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Sample
Enacted
Legislation
Related to

Newborn
Screening

bit.ly/MT-NBS-BIll

MT HB 682

An Act revising laws related to the collection
of genetic material for newborn screenings

"Genetic material obtained to conduct the newborn screenings may not be
used for any purposes other than the required screenings unless a parent
or guardian consents in writing to use of the material for other purposes."
"A laboratory shall destroy any genetic materials submitted for a newborn
if requested by a parent or guardian.”

“A facility that collected samples for tests shall destroy any excess genetic
material that was collected and was not sent to an approved laboratory for
testing."

p— g . -
(c1) S HROIcCy ffanatTircrcnnlicey ncecrecee Tds |
DOIICY UETNCSLUGCSPONCY . IT1GGT L §. K
s 1 <

Acionatirc
Wwyeielivap)
= <

— Enacted April 27,2023



$ — NY A /338 (Proposed) - Relates to newborn screening for
G P H glucose-6-phosphate dehydrogenase deficiency

Genetics Policy Hub — NY 56814 (Proposed) - Relates to newborn screening for
duchenne muscular dystrophy

Sampl e — SCHZ39/8 (Proposed) - Relating To Neonatal Testing Of
Children, So As To Provide For The Notification Of The
PFODOSGd Child’s Primary Provider And A Qualified Pediatric Specialist
Legislation Of Abnormal Newborn Screening Results In Certain
Circumstances.
F[\)\Ieel?/;tgg rtr$ — SC S 525 (Proposed) - Relating To Required Neonatal
_ Genetic Testing, So As To Include Fabry Disease Testing.
Screening

— MA 51366 (Proposed)- An Act improving newborn
screening tests
— Would add 6 conditions to state’'s Newborn Screening
panel.
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Downloa
Our

Genetics
Privacy
Policy Brief

88 o
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GPH

bit.ly/NBSPolicyOv

Policy Overview

September 2023

The Genetics Policy Hub (GPH), a program of the National Coordinating Center for the Regional Genetics Networks, is a policy
° education website where you can explore state-based policies, ranging from Medicaid to policies being proposed by state
governments to federal policies, ranging from proposed legislation to policy statements written by professional organizations.
Newborn Screenin - Qo omorop ol ol s
only, and specific questions about the information presented should be directed to the government agencies or organizations
discussed. If you have questions about our methodology or feedback on what should be added to GPH, please get in touch with
geneticspolicy@nccreg.org.

Newborn screening is a public health program administered by each state to identify specific health conditions soon after birth.
Nearly 4 million babies are screened every year using the blood spot test for a range of serious conditions that once identified can
be treated or provided intervention by healthcare providers, sometimes changing the entire trajectory of the disease or condition’s
prognosis and associated comorbidities. In general, newborn screening is intended to test babies for conditions that are not readily
apparent at birth, can seriously affect health, and are treatable or have some form of intervention possible.

Enacted and Proposed Legislation and Regulation

Updated Weekly

2 pieces of legislation are enacted or proposed related to t
newborn screening.
The 7 enacted state bills:
¢ Include 7 states (AR, IL, LA, MT, SC, TX, VA);
* Relate to newborn screening program funding; collection of genetic
materials; notification of results; and the screening for certain
genetic conditions.
The 15 proposed state bills: oo st oot
« Include 7 states (CA, HI, KA, MA, MI, NY, SC); . e
* Relate to the screening for certain genetic conditions; notfication of
results; disclosure of genetic information; and storage and use of Lo Lol
samples.

https://geneticspolicy.nccrcg.org/legislative-policies/
Medicaid Policies

Updated Annually Each Fall Updated as needed
Most states collect a fee for newborn 3 6 Policy statements related to newborn
screening. Fees are covered by many screening from professional organizations

health insurance programs. Medicaid can
pay the fees for newborn screening if
birthing centers or hospitals bill directly
for newborn screening or include the fee
in the maternity charges! Check your
state's general Medicaid policies by
visiting your program's website.

Professional organizations write policy statements to
communicate what they believe is best for their community.
Many professional organizations in the genetic system have
written policy statements about newborn screening. These
statements range from general policies on standards for
newborn screening programs, to specific policies on
retention of blood spots; follow-up services and treatment;
geneticspolicy.nccrcg.org and insurance coverage.

bit.ly/NBSPolicyArea

@geneticspolicy

Child Health and Human Development. Updated September 1, 2017, Accessed September 12, 2023

ver Naticnal Institute of

024 for $800,000 per aviard year. This




NEWBORN SCREENING
EMERGING TRENDS



WHAT TYPES OF POLICIES AFFECT NEWBORN SCREENING?

Newborn Screening-Specific/
RUSP Alignment
@ Genetic Privacy >

@% Rare Disease /Access/Coverage >
Therapy and Drug Development




NEWBORN SCREENING ADVISORY COMMITTEE VS

RARE DISEASE ADVISORY COUNCIL

Newborn Screening Advisory Committees

Meeting T SR @ State has an RDAC B State does not have an RDAC

Frequency

Maine 7 Voluntary - Ffrenu.. reps from hc?;pi:‘i;ta!s. genetic counselors, specialists, nurses, state staff, NICU reps, family
Maryland Yes Voluntary Every quarter Data not provided
Massachuset.. Yes Mandatory Onceayear 1o entaton tom MA DY, Hospial, Spociaies fom operoprits iocpins. Parents, Nurss.
Michigan Yes Mandatory Once a year 10 ber Quality Advisory C i P its specified stakeholders

MBS Advisory

Committee meets

semi-annually and Link for Committee: hitps:/fwww.revisor.mn.gov/statutes/?id=144.1255

Minnesota Yes Voluntary :
'2‘;]5:?:9’:”::;{: Link for EHDI Gommittee: hittps:/iwwiw.revisor.mn.govistatutes/?id=144.966
dx per year.
Mississippi Yes Voluntary Semi-annually  Data not provided
Mis=snuri Yas Mandatone Semi A oo Tl L PIES SUEN - et ko Dot el e D
Last Updated: 8/29/2023 11:06:38 PM
k)
Q‘tu NewSTEPs

https://rarediseases.org/policy-issues/rare-disease-advisory-councils/

https://www.newsteps.org/resources/data-visualizations/newborn-screening-advisory-committees



POLICY TRENDS: DRIED BLOOD SPOT/DATA STORAGE & USE

HEALTH VS. PRIVACY

Wisconsin halts plan to keep newborn
6 Main Categories of Uses: screening samples for 10 years

David Wahlberg i
Results can be repeated without needing another sample

" NEW JERSEY

SCImple is available for other health-related TeSﬁng GOV + LEGISLATURE  CRIMINAL JUSTICE  COURTS  SCHOOLS  HOUSING  SOCIAL JUSTICE

CIVIL RIGHTS + INMIGRATION COURTS HEALTH

Sample available to help identify missing or deceased child Parents score victory in federal civil rights battle
over baby blood spots
QUCIliTy control BY: DANA DIFILIPPO - SEPTEMBER 19,2022 7:02 AM 000 006

@ CBS NEWS NEWS ©  SHOWS - LIVE ~  LOCAL -

Develop new tests

Do public health studies/research Privacy concerns prompt states to reexamine
storing newborns' heel blood tests




POLICY TRENDS: NEW DISEASES/RUSP ALIGNMENT

Senator Fine expands newborn screening test to include MLD

Published: Friday, July 28, 2023 04:31 PM

o Requires that states screen
newborn babies for any
disorder on the RUSP.

o Ensures resources will
be available to fund all
conditions added to the
RUSP in the future.

o Implements a timeline
for states to begin

screening for new disorders

added to the RUSP.

https://everylifefoundation.org/newborn-

screening-take-action /support-legislation /#rusp-
bills



POLICY TRENDS: FUNDING

Newborn Screening Funding, Collection and Holding

The Majority of Programs are Funded by the
NBS Fee

10

NBS Fee General Funds

Other NBS Funding Source

Title V

Insurance

Special Revenue Account

Kansas Statute (K.S.A. 65-180) established the newborn screenin
fund, which is funded through the medical assistance fee fund.

Federal Funds

Agency funds as needed

Note: NBS Programs can select multiple funding sources
Last Updated: 8/29/2023 10:48:00 FM

The Majority of NBS Fees are Collected by Billing to

Hospitals
&
-

Billing to Medicaid/insurance I 2

Billed to hospitals/submitters

Collection kit purchase

Electronic payment, Visa, and Checks I 1

Data Not Provided 3

The Majority of NBS Fees are Held in a NBS-Specific

Fund after Collection
______E

5

In a NBS-specific fund
Placed into general funds
State laboratory funds

Other - 7

Data Mot Provided 6

W .

Initial Newborn Screening Fee

Mapbax © OSM

Mapbax © OSM

£ 2023 Mapbox & OpenStreetMap

Mapbaox ©0SM

$0.00 ~ . 235.00

https://www.newsteps.org/resources/data-visualizations /newborn-screening-fees



POLICY TRENDS: FUNDING

Investigations

Tasked with critical testing, newborn screening programs feel pinch of funding
struggles

Staff and equipment shortages, lack of lab space and quality control create big challenges, survey finds

* Costs to NBS programs go beyond the
cost of reagents/testing and need to
also cover:

Texas Comptroller Manual of Accounts - Fiscal 2024
GR Account 5183 — Newborn Screening Preservation

Active

ofeo L]
* Facility infrastructure Purpose
° An account in general revenue appropriated only to the Department of State Health
® EqU| pmen‘l‘ U pg rqdes Services for the newborn screening program.
Any unexpended and unencumbered money from Medicaid reimbursements
o b d - S ff collected by the DSHS for newborn screening services is transferred to the account
Lq O rGTO ry q n FOI IOW U p Tq each year. Other revenue to the account includes gifts, grants, donations, and

legislative appropriations.

* IT

e Specialty center/vendor contracts

. . e ee SB 139 - EXPANDING NEWBORN SCREENING SERVICES AND INCREASING TRANSFER
* Education and fraining activities FROM THE MEDICAL ASSISTANCE FEE FUND TO THE KANSAS NEWBORN SCREENING
FUND

Expands newborn screening services and increases transfer from the medical assistance fee fund to the Kansas
https:/ /www.investigatetv.com/2023 /05 /22 /tasked-with-critical-testing-newborn-screening- newborn screening fund.
programs-feel-pinch-funding-struggles/



POLICY TRENDS: GENETIC PRIVACY/DATA PROTECTIONS/ACCESS

Police Are Using Newhorn Genetic State Genetic Privacy Statl‘l)tES: Good Intentions,
Screening to Search for Suspects, | A Unintended Consequences:
Threatening Privacy and Public

Health

New bill would limit police use of DNA collected
States must craft policies to rein in unbridled police from newborn blood screening
access to newborn blood Samples_ BY: DANA DIFILIPPO - SEPTEMBER 28,2022  7:00 AM o @ o @ @

Montana’s New Genetic Privacy Law Caps Off Ten Years of Innovative
State Privacy Protections

https: //blog.petrieflom.law.harvard.edu /2023 /08 /10 /state-genet ic-privacy-statutes-goo d-intent ions-un intended-consequences /
https: / /www.eff.org/deeplinks /2023 /08 /montanas-new -genet ic-privacy- law-caps-ten-years- innovat ive-state-pr ivacy
https: //www.aclu.org /news/privacy-technology /police-are-using-newborn-genetic-screening



https://blog.petrieflom.law.harvard.edu/2023/08/10/state-genetic-privacy-statutes-good-intentions-unintended-consequences/
https://www.eff.org/deeplinks/2023/08/montanas-new-genetic-privacy-law-caps-ten-years-innovative-state-privacy
https://www.aclu.org/news/privacy-technology/police-are-using-newborn-genetic-screening

POLICY TRENDS: GENETIC PRIVACY/DATA PROTECTIONS/ACCESS

[l Restricts or permits law
enforcement access

| Inconclusive/no articulated
PORCY

https:/ /texaslawreview.org/americas-hidden-national-dna-database /



POLICY TRENDS: TELEHEALTH

Rare Disease and Telehealth: By the Numbers

Cy of patients travel
© atleast 60 miles to
receive medical care.’

offered a telehealth
appointment during
COVID-19 accepted it,
92% of whom said it
was positive experience’

would like the option
of telehealth for

medical appointments
in the future*

https:/ /rarediseases.org/policy-issues/telehealth /

BENEFITS OF TELEHEALTH FOR RARE
Telehealth Across State Lines: DISEASE/NEWBORN SCREENING FAMILIES

* Varies by state licensure

v Allows safe access to ongoing care

regulations
. . . v Allows for improved equity and access to
* Varies by which provider types rare disease specialists
can provide telehealth services v~ Allows for reduced non-medical expenses,

like transportation, overnight stays, and
time away from work

¥ Can provide increased access to early

diagnosis and therapies, including
enrollment in clinical trials

https://www.newsteps.org/sites/default/files/resources/download /COOP_Telehealth.pdf



POLICY TRENDS: ACCESS TO DIAGNOSIS AND TREATMENT

Congress Can Make a Difference!
H.R. 6888, The Helping Experts Accelerate Rare Treatments (HEART) Act

< Requires a study on sufficiency and use of FDA mechanisms to incorporate patient/clinician
perspective in FDA processes related to applications for drugs for rare diseases & conditions

< Calls on the FDA to be required to develop an annual report on progress of rare disease drug
applications

< Requires FDA host a public meeting to address approaches to increasing and improving
engagement with rare disease or condition patients, groups representing such patients, rare
disease or condition experts, and experts on small population studies, in order to improve
the understanding with respect to rare diseases or conditions in terms of patient burdens,
treatment options and side effects

% Directs a review of the European Union’s best practices for approving rare disease drugs

Bringing Care to Rare m

MINNESOTA
Reducing the diagnostic odyssey, addressing health RARE DISEASE
equity, and improving outcomes by allowing ADVISORY COUNCIL
out-of-network access for the rare

disease community.

HF384/SF1029

The rare disease patient journey is often lengthy and costly.
For many rare disease families, this is time and money they simply don’t have.
We can change that.

Patients & Families living with a Rare Disease:

Report being
DENIED

out-of-network care:

19% OF ADULT
PATIENTS

PENIED

Report being

See an average of

8 CLINICIANS’

before getting their
diagnosis

Receive an

average of

Have to wait an

average of DENIED
7-8 YEARS' out-of-network care:
before getting an 27% OF
accurate diagnosis /- NiTiaL \ PEPIATRIC
N> PROVIDER PATIENTS"

rare disease

KNOWLEDGE
*www.globalgenes.com

A

as POOR
Contact: Erica Barnes, RDAC Executive Director “Bogart, et al. Orphanet J of Rare Diseases (2022) 17:196
erica.barnes(@state.mn.us Prepared: February 8, 2023




POLICY TRENDS: MEDICAL FOODS & FORMULAS

Patients & Providers for Medical Nutrition Equity
Launches Site to promote Medical Nutrition Equity Act

IN THEORY IN PRACTICE

® Comprehensive Coverage for Medical Nutrition: 0 STATE MANDATES CAN BE LIMITED BY:
@® Medical Formula & Low-Protein Foods: 33 - Type of insurance - Patient Age
@ Medical Formula Only: $ - Diagnosis - Family Income
@ No Coverage: 15
All 50 states and 3 territories mandate newborn screening Self-funded private insurance plans are exempt from current laws

sed o Recommended Uniform Screening Panel (RUSP), in all states; Puerto Rico, USVI, and Washington DC
but none provide comprehensive coverage for their treatment  have no legally-enforceable coverage
with medical nutrition, which is often the only treatment.



NEWBORN SCREENING SAVES LIVES RE-AUTHORIZATION ACT

Key Bill Provisions

| . o * In , Congress passed the
Reauthorizes Health Resources and Services Administration (HRSA) grants to help
@ statgs expand :?md improve their screening programs, educat.e. parents and health care Orlg InGI Newborn Screenlng ques
providers, and improve follow-up care for infants with a condition detected through
newborn screening. leeS ACT
Reauthorizes the Centers for Disease Control and Prevention Newborn Screening e Esta inShed n(:lﬁonal neWborn
@ Quality Assurance Program, the only comprehensive program devoted to ensuring the . . .
accuracy of newborn tests. screening gul delines and

helped facilitate

Reauthorizes the National Institutes of Health Hunter Kelly Newborn Screening
@ program, which funds research aimed at identifying new treatments for conditions that
can be detected through newborn screening and developing new screening

comprehensive newborn

technologies. . .
’ screening In every state
Reauthorizes the Advisory Committee on Heritable Disorders in Newborns and o qu .
@ Children, which provides states with a Recommended Uniform Screening Panel
(RUSP) to help ensure every infant is screened for conditions which have a known expired on Sep‘l‘em ber 30,
treatment.

2019 — and

@ Directs the National Academy of Science to develop policy recommendations to
modernize the nation's newborn screening system.



NEWBORN SCREENING POLICY MOVING FORWARD

f * Integration of People, Science, and Policy

will continue to be hallmark of NBS

* Policies affecting the Newborn Screening
System are at the local, state, and federal
level

* Not all policies affecting the Newborn
Screening System clearly focus on or use the
words ‘Newborn Screening’




THANKYOU!

Amy Gaviglio, MS, CGC .
amy.gaviglio@outlook.com ' q
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GPH Connect With Us

Genetlcs Pohcy Hub f @HCCFCg

Mcaisse@nccrcg.org

WWW|  WWW.NCCrcg.org @ @nccres

©
e
:
g

A\ 74
7T\ . .
WWW Wwww.geneticspolicy.nccrcg.org
N\, @ﬂCCFCg
www| Www.phgw.org | @nccrcg
Vg @geneticspolicy
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