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Goal of the Panel

* Highlight the critical role of education in NBS
e Feature the achievements and ongoing activities in NBS education
 Foster discussion and spark ideas for future collaborations/projects



Background

Educate
e To provide with information

e To train by formal instruction and supervised practice especially in
a skill, trade, or profession

-Merriam-Webster



Role of Education in NBS

Sobre las pruebas de
de _atale &

Las pruebas de deteccion en recién na
ma de salud piblica estatal que busca
idiones graves y tratables. Los babés
cuyas prusbas de deteccién dan resultados pesitivosa
condidones tratables, podran comenzar con un
tratamiento antes de tener efectos dafiines.

La prueba de sangre
Se extraen unas gotas de sngre
del bebé y se colocan en un tarje
que seusa en las pruebas de det
tarjetdn as enviado al laboratos
para un andlisis.

La evaluacion auditiva
Determina si el oido y el tronco cerebral
responden al sof 0 hay respuesta,
puede sefiglar |3 pérdida auditiva,

La prueba de pulsioximetria
Un sensor mide el oxigeno en la sangre y
puede detectar la cardiopat(a congénita
crftica (OCHD).

},Pclr qué son tan imp rtantes |as

La perspectiva de una madre

“Las pruebas de deteccién le salvaron la vida a mi hijo.
A pesar de quetenia un aspecto perfectamente sano y
que en nuestra familia no hubo un historial médico de
cualquier trasto u prueba dio un resultado
positive para una condicidn metabdlica lamada la
MCADD. Gracias 3 la informacian que obtuvimos a
traves die sus pruebas de deteccidn, es un niflo
completamente sano y sabemos cémo cuidarko para
que 52 mantenga asl.

“Les ruego a todos los nuevos padres que aprendan
sobre el potencial de las pruebas de deteccidn para
salvar vidas, y que agradezcan al personal del hospital
que realizan estas importantes pruebas

b szlud y la seguridad de su recién nacida.

- Una madre agradecida de Coborado

Newborn Screening

ots are sent to the
Minnesota Department

of Health lab for testing.

is tested for more than 50

health problems.

Q600

3 tests are done to
check your baby’s
health:

m—————== @ Hearing screening

o Heart screening

0 Blood spot screening

Hearing screening
and heart screening
take only a fi
m|r|utF-5 -'-‘«sk for your
esults when

the lab will call your bab

only tell us if a baby might have a health problemn.
We won't know for sure until the doctor does
more tests. Your ba docter will talk

about what needs to happen next.




Serving the Family From Birth to the Medical Home

Newborn Screening: A Blueprint for the Future

A Call for a National Agenda on

ABBREVIATIONS. PKU, phenylketonuria; AAP, American Acad:
emy of Pediatrics; MCHB, M aternal and Child Health Bureau
C o f IllZEI‘I MCH maternal m‘l h|1

CSHCN_.LIuldren With bp ual Heﬂth C\r Ne *1.‘; CORN,L un:
cil of Regional Networks for Genetic Services; NAS, Nationa
Academy of Sciences; IOM, Institute of Medu.me HHS, US De:
partment of Health and Human Services; NIH, National Institute:
Agem) for Hemltht.are Research and Quality

of l"ubl Heallh Lahn ories; SACGT, Secre:

ting; CLIA, Clinica

» Health Care Fi-

creen ng Qual ty L\ S

evien board OTA UH (,ongre
t; SSI, Supplemental Security In
Insurance Program; HIPAA
- Y ccountability Act; ERISA, Em:
ployee Ret rement and Inco Security Act; EPSDT, Early anc
Periodic Screening, Diagnosis, and Treatment (program).

I. BACKGROUND

ewborn screening in the United States is a
public health program aimed at the early
identification of conditions for which early

and timely interventions can lead to the elimina-
tion or reduction of associated mortality, morbidity,
and disabilities. This screening takes place within
the context of a newborn screening system, and in-
volves the following components: screening, short-
term follow-up, diagnosis, treatment/management,
and evaluation. Inherent to each of these components
is an education
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A blueprint for maternal and child health
primary care physician education in
medical genetics and genomic medicine:
Recommendations of the United States
Secretary for Health and Human Services

Advisory Committee on Heritable
Disorders in Newborns and Children

Alex R Kemper , Tracy L Trotter, Michele A Lloyd-Puryear, Penny Kyler, W Gregory Feero & R Rodney

Howell

Genetics in Medicine 12, 77-80 (2010)  Download Citation &




ACHDNC: Education & Training Workgroup

e 1 of 3 ACHDNC Workgroups

* Instrumental in garnering interest and support for funding of the
Genetics and Primary Care Institute

e Mission of the Genetics in Primary Care Institute (GPCI): to increase primary
care provider (PCP) knowledge and skills in providing genetic-based services

e Diverse membership spans organizations, disciplines, NBS
stakeholders



E&T Workgroup: Recent Projects

AcHDNC
Communication Guide

THIS GUIDE WILL HELP YOU EFFECTIVELY COMMUNICATE [POSITIVE]* NEWBORN SCREENING
RESULTS TO PARENTS.

hare the specific [positive]* newbomn screening result and associated condition(s) with the family.
m Help the family understand that a [positive]” newborn screening result is serious, but that you are thera to help
guide them through the next steps.

omprehension: Assess the family's undersianding of newborn screening.
Is and understands the pr of newbaorn screening.

Relterate what screening is and is not.
m  Remind the fa ] | ening and that it is not a diagne it is important
that timely follo 1

Engage with the family and provide information at their desired level aml pace.
rmride me farnil}.r ad:lih- |nfnrrnat||)n od oy WHOITI SCreening program.
el of detail.

E plo g 2y mi se their s g SUppOrt resources now and as ey go

e It (anxiety to denial). Tailor your
it n 1o help the family hear and retain the information c

Next steps: Discuss a shared plan and provide resources.
m [ with the family a shared plan that i ) ific, and includes

ck methods, and provide
*A positive newbom scresning reswlt can also be referred to as an abrormal result, an ovt-of-range resull, or presumptive positive result.

For mare information about the Advisory Committea on Heritable Disorders in Newboms and Children, please
visit hitps://www.hrsa.gov/advisory-committees/heritable-disorders

Link: https://www.hrsa.gov/advisory-committees/heritable-disorders/resources



E&T Workgroup: Recent Projects g, - ’

Learn;

el® : . . ing o
,a\ke“o\d NBS Education Planning Guide als
X

What they need to know— How to respond to results of Special neonatal The costs of How a newborn How healthcare
"The stakeholder should What The general How and The possible outcomes newborn screening (referral, circumstances that may NBS assay screening sample Where NBS The providers and
know..." Health  screeningis  types of when will  of NBS and respective confirmatory testing, require modifications to  to parents collected from the results will importanc  NBS follow-up
Stakeholder| reasons/ and when/ conditions NBS results next steps (insufficient diagnostic algorithms, etc.) the NBS process and how newborn reside e of staff should talk to
benefits for how itis  identified b will be sample, presumptive  for personnel and healthcare (preemie, NICU, Home are they (technical permanentl timeliness parents about

B screeninli done B NBS receivedd positive or borderlin{id providers = Birth, etc. B coveredid [ | B innpdd results

New parents Y (if relevant)

Parents of Screened Positive Y (preemie and NICU)

Family members of identified child|

(grandparents / siblings / other) M Y (general) ¥ (general) N

Y (newborn) / Y (newbomn)
N (older /N (older
child) child)
N Y (newbom) / Y (newborn)
Fﬁgmmmwwwmm;“” N (older /N (older Y (general) N N
¢ | child) child
General public (constituent) | Y Y (general) Y (general) Y (general) Y (general)

Adoptive parents (newborn / older
child)

Y (focus on
¥ . referrals, key
messages, and
support)

Disease/Condition Specific v %

Advocates Y (general) Y (general)

Birth/ Prenatal educators Y (general) Y (general) Y (general) Y (general) Y (general)
OB/ GYNs Y (general) Y Y N Y

Midwives Y Y Y

Y Y
Doulas Y (next steps) Y (general) Y N Y
Y Y

Birth nurses (OB) Y (next steps) Y Y

Pediatricians/Family

practitioners/Well baby care Y Y
providers/PCPs |

Geneticists/Biochemical Y ¥
geneticists

Second Screen
States?

Link: https://www.hrsa.gov/advisory-committees/heritable-disorders/resources



ACHDNC: New Ad-hoc Workgroup

 Joint effort - Committee Members, Education and Training Workgroup
members, and Laboratory Standards and Procedures Workgroup
UEEE

* Address opportunities and challenges related to interpretation of
newborn screening results
e Communicating the strengths and limitations of newborn screening results
e Educating different audiences — providers, parents, and the public



Panel Presentations

e Jaclyn Seisman, MPH, Assistant Director of Maternal & Child Health, Genetic Alliance
e Summary from the Education and Engagement Summit

 Debra Freedenberg, MD, PhD, Medical Director, NBS and Genetics, Texas Dept of State
Health Services
e Creation of X-ALD education materials - retrospective comparison of the process used with the
framework developed post Summit

e Susan Berry, MD, Committee Member, Professor & Director of Division of Genetics and
Metabolism, University of Minnesota

 Development (who, what, why, how) of the “Newborn Screening: More Than a PKU Screen"
educational tool — using it in the field

e Kim Piper, RN, Executive Officer, Center for Congenital & Inherited Disorders, lowa

e Using a Deliberative Community Engagement process to inform lowa’s NBS Program processes and
education efforts

 Q&A/Discussion
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