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Newborn Screening in Oregon

Three screenings are offered to all newborns born in
Oregon.

* Critical Congenital Heart Disease (CCHD)
* Hearing screening

* Newborn bloodspot screening (NBS)




What is Newborn Bloodspot Screening?
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“No child should die or suffer disabilities if a simple
blood spot can prevent it.”



Newborn Bloodspot Screening Statistics

newborns born in the
United States each year are screened

https.//www.newsteps.org/about-newsteps

» Saves or improves the lives of over In the
United States each year

https.//www.newsteps.org/about-newsteps

* In Oregon, approximately
each year and are diagnosed and treated
for one of the disorders on the newborn screening panel.




Why Newborn Bloodspot Screening is Important:

 Affects one in 500 newborns in Oregon.

* Approximately 20 disorders can kill or severely harm a
baby if untreated in the first two weeks of life.

* Oregon is a 2-screen state. The second screen helps
to detect later onset conditions.




Who are Partners of the Oregon NBS Program?
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History of the Oregon NBS Program

1963  Oregon initiates NBS for Phenylketonuria

1975 Screening for MSUD, Galactosemia, and
Congenital Hypothyroidism

1985  Screening for Biotinidase Deficiency
1995  Screening for Hemoglobinopathies

2002 Screening for amino acid disorders, organic
acidemias, and fatty acid oxidation defects

2003  Screening for Congenital Adrenal Hyperplasia
2006  Screening for Cystic Fibrosis

2014 Screening for SCID

2018 Screening for Pompe, MPSI, Gaucher, Fabry
2022  Screening for SMA

2023  Screening for XALD

2025  Screening for Infantile Krabbe Disease




Oregon NBS Panel: 46 Disorders

Propionic acidemia (PA)
Methylmalonic acidemia (MMA)
Isovaleric acidemia (IVA)

3-methylcrotonyl CoA carboxylase deficiency

(3MCC)

3-hydroxy-3-methylglutaryl CoA lyase
deficiency (HMG)

Multiple carboxylase deficiency (MCD)
Beta-ketothiolase deficiency (BKT)
Glutaric acidemia, Type | (GA-I)
Malonic acidemia (MAL)
Isobutyryl-CoA dehydrogenase deficiency
(IBD)

2-methylbutyryl CoA dehydrogenase
deficiency (2MBC)

3-methylglutaconyl CoA hydratase
deficiency (3MGH)
2-methyl-3-hydroxybutyryl CoA
dehydrogenase deficiency (2M3HBA)

Argininosuccinate lyase deficiency (e.g.
Arginosuccinic aciduria or ASA)
Citrullinemia, Type | (CIT)

Maple syrup urine disease (MSUD)
Homocystinuria (HCY)

Phenylketonuria (PKU)

Tyrosinemia, Types I, I, and lll
Arginase deficiency (ARG)

Primary congenital hypothyroidism (CH)
Congenital adrenal hyperplasia (CAH)

Mucopolysaccharidosis Type | (MPS 1)
Fabry (alphagalactosidase A deficiency)

Gaucher (glucocerebrosidase deficiency).

Pome (glycogen storage disease Type Il)
Infantile Krabbe Disease

Carnitine uptake defect (CUD)

Medium chain acyl-CoA dehydrogenase
deficiency (MCAD)

Very long chain acyl-CoA dehydrogenase
deficiency (VLCAD)

Long chain 3 hydroxyacyl-CoA
dehydrogenase deficiency (LCHAD)
Trifunctional protein deficiency (TFP)
Short chain acyl-CoA dehydrogenase
deficiency (SCAD)

Glutaric acidemia Type |l (GA2)

Carnitine palmitoyl transferase
deficiency, Types | and Il (CPT I and CPT
1))

Carnitine acylcarnitine translocase
deficiency



Oregon Newborn Bloodspot Screening Program
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Newborn Bloodspot Screening Timeline
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Collection of the Bloodspots

a 1st Yewborn DO NOT USE THIS AREA
a Screening
[
s SPECIMEN E XXXXXXXXXX
= - TAST NAME FIRST NAME MEDICAL RECORD#
]
o
> BIRTHDATE BIRTH TIME BIRTH WEIGHT (Grams) |WKS GESTATION [SEX BABY'S SPECIAL CONSIDERATIONS
D(l ] o M F |
< _ [0 e ] HATPN[ ] sTerODS[_| anTisioTics [ |
- (within 24 hours) (within 7 days) (within 24 hours)
COLLECTION DATE _ |COLLECTION TIME __ |BIRTH ORDER
TRANSFUSED TRANSFUSION DATE TRANS. START TIME(Miltary)
o REC
S / / : SINGLE[ ] FmuTrte Al |8 | [ ] [ReS)[] / /
E £ LASTNAME [FIRST NAME BIRTH DATE
oEY | 22 /
S 8 < | T & ADDRESS (STREET,CITY) STATE ZIP CODE PHONE NUMBER
N
Fxo | E°
- i E——— —
< E & |, PUACEWHERE SPECIMEN WAS COLLECTED NES CODE
T3 | E
®) <L = =
Sa = cny STATE SPECIMEN COLLECTED BY
0—3' Z -
Swe %
a % > w PLACE WHERE BABY WILL RECEIVE PRIMARY CARE NBS CODE
Waoo <
P 03
< O s>
= g o | 25 cony STATE LAB USE ONLY
2 b 2 |:| Same as Submitter
wQ >
8 =z EEJ — & PLACE WHERE BABY WAS BORN STATE
Lo foE3 [_]same as Submitter
e Ta
N e [Ty
ONTI

BLOOD NOT SUBMITTED TRANSFERRED D DECEASED D REFUSED D SIGN REFUSAL ON BACK PORTION OF BLOOD COLLECTION CARD (REQUIRED)




Newborn Bloodspot Screening Case Study

* Maisie was born in Oregon 2 summers ago. This
was the parent’s third child after two healthy
children.

« Mom was aware of and thankful for newborn
screening but did not have any concerns. “The
things the NBS test for were rare and not likely to be
anything | ever had to worry about’.

« Maisie’s NBS screening was positive for MCAD
Deficiency (Medium-chain acyl-CoA dehydrogenase
deficiency).




Newborn Bloodspot Screening Case Study

e Screening results were available
when Maisie was 5 days old.

Family was notified by the PCP that
day of screening results and
scheduled confirmatory testing.

Because of newborn bloodspot
screening, Maisie can grow and
thrive.




Newborn Bloodspot Screening Education Video
for Parents

Oregon Newborn Bloodspot Screening Program:
Protecting Your Baby's Health From Day One

NBS video for parents



https://www.youtube.com/watch?v=k-ab3TvQS5Q&feature=youtu.be

How can the WIC Nutritionist Support the NBS
Program?

* Review video with parents or have it available to view In
clinic waiting room.

» Offer NBS education pamphlet to parents during pregnancy.

« Support families to pick a primary care provider during
pregnancy.

* Refer family to educational resources -
for additional information.

\\
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How can the WIC Nutritionist Support the NBS
Program?

* Ask families if their baby has completed both NBS
screenings and any repeat or additional testing that was
ordered. Was any follow up indicated?

* Refer families to their PCP if they have not had newborn
bloodspot screening completed. \We can screen babies up
to 6 months of age.

* Remind families to ask their baby’'s PCP for screening
results.




NBS Specimen Retention Policy

« Specimens are stored at the state lab for 12 months and
then securely destroyed.

« Specimens with unused bloodspots may be used for
internal lab quality control purposes.

« Parent/guardian can request specimens be returned to
them after screening is complete.

* Screening results are retained for six years.




Additional information for families

Babysfirsttest.org NBS video for parents

* Information about which conditions
are screened for in Oregon.

* Information about each disorder.
* Living with a disorder.
* The newborn screening process.

bit.ly/NBSnewvideoforparents

www.healthoregon.org/nbs

* The Oregon NBS website has a
section for parents that includes
helpful information about newborn
blood spot screening.



https://www.babysfirsttest.org/
http://www.healthoregon.org/nbs
https://gcc02.safelinks.protection.outlook.com/?url=https%3A%2F%2Fbit.ly%2FNBSnewvideoforparents&data=05%7C02%7CJacqui.Umstead2%40oha.oregon.gov%7C44bbc3d2096d45f6220408ddefdcc92e%7C658e63e88d39499c8f4813adc9452f4c%7C0%7C0%7C638930453747262446%7CUnknown%7CTWFpbGZsb3d8eyJFbXB0eU1hcGkiOnRydWUsIlYiOiIwLjAuMDAwMCIsIlAiOiJXaW4zMiIsIkFOIjoiTWFpbCIsIldUIjoyfQ%3D%3D%7C0%7C%7C%7C&sdata=ZVZv2DSdwCrOVI89n%2F1GkuO45yRCcLCVMlB%2FCeYDSf0%3D&reserved=0

Thank you

The Oregon NBS program and the Oregon WIC program

have the same goal to support the health of babies in
Oregon.

Thank you for all that you do for families.




Questions?

Newborn Screening Follow Up Team
NWRegqgional.NBS@odhsoha.oregon.gov

Phone: 503-693-4174 o % B e L s g
FAX: 503-693-5601 c (\ 2 m Do &
Jacqui Umstead =yl N o | J
Jacqui.umstead2@oha.oregon.gov R sl

Phone: 971-708-4294
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