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BACKGROUND

 Lawsuit 2009 to 2014

* Legislative Change in 2012
— Negative DBS at 71 days
— Positive DBS at 2 years
— All Test Results at 2 years

* Legislative Change in 2014

— Stored Indefinitely
— Program Operations Use Only




Barriers to Robust Education

Constant changing of storage and use

practices

Media and other information outlets

Competing provider priorities
Staff time and funding
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MN Current Law
Addresses Education

Subd 3. Information provided to parents and legal
guardians.

The department shall make information and forms
available to childbirth education programs and
health care providers who provide prenatal care
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MN Current Law
Addresses Education

 The department shall promote the materials describing the
newborn screening program and encourage providers and
education programs to thoroughly discuss the program
with expectant parents and parents with newborns. The
department shall make information and forms about
newborn screening available to the persons with a duty to
perform testing under this section and to expectant parents
and parents of newborns using electronic and other means.
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MN Current Law
Addresses Education

 Upon request, [birth facilities] must promptly
provide parents or legal guardians of infants
with forms necessary to request that the
infant not have blood collected for testing or
to request to have the newborn screening
performed, but not have the blood samples
and test results stored; and... 0
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MN Current Law
Addresses Education

e [Providers must] record in the infant's medical
record that a parent or legal guardian of the
infant has received the information provided
pursuant to this subdivision and has had an
opportunity to ask questions.
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Educational Plans

* Most plans take a 3-pronged approach:

Newborn Screening
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... each prong needs several parts!

* Education, Awareness, and Training
— ARE NOT SYNONYMOUS!

 Education:

— Imparting fundamental knowledge and tools that can
be used to grow and expand the concept.

* Awareness:
— Exposure to information
* Training: 0
— Imparting “how to” knowledge
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Public

* Focus on Awareness
— Need to be familiar with the program

— State Fair, PSAs, posters, billboards

OH BABY!

A test? Ask your doctor about
| just dot here!

NEWBORN SCREENING

Ask your doctor about
NEWBORN SCREENING




Helping bat

What happens to the
remaining blood spots and
results after screening?

Fallowing newborn screening.,

What personal information is written
on the screening card and sent to the
Minnesota Department of Health (MDH)?

What is newbor test resulis and any lefiover The newbormn screening card that is sent to MDH for testing
blood spots are stored to allow contains only the information about mom and baby that

Newbom screening | for follow-up testing, i needad. will help staff interpret test results and contact your baby's

rare disorders. Most Stored blood spots and test results primary care provider if mare testing or fallow-up is needed.

but can be treated o
include blood spot.

Blood spot
treatable di
serious heal

are also used for general program
operations, such as making sure
screening is acourate, improving
test methods, and developing new
newborn screening tests. They are
net used for research or public
health studies without the parent's

This includes, but i not limited to, baby's name, date of
birth, time of birth, mom’s name, and the name of baby's
primary care provider or clinic.

Can I refuse screening for my baby?

PARTMENT oF HEALTH

Every paren_t-to—be wal mﬁ:;; writtzn informed consent. Yes. If you do not want your baby screened, you must .
checks babies for sefio ) ) complets the Parental Aefusal of Newborn Screening "curs
at birth. These disord¢ = Parentz have options regarding the form. You can ask your birth provider for a copy of
hearing, and pulse oxi range when storage of their child's blood spots the form or download it from the Newbarn Screening
early through one of t & o garly by and test results. You may request Program website. You may also choose to arrange for
help give thes: language. a that your child’s blood spots and blocd spot screening through a private laboratory.
resufts be destroyed, or you may
R Fulse oxim request to obtain the blood spots
O treatable disor “fE-tthiit':ﬁ ﬂ'ﬂl:?'l your child’s P;'mil'&' care For more information on newborn screening:
B 9 congen provider at any time. You may ) .
system, how tl habies with also choose to allow your child’s Minnesota Newbom Saeening Program
important pro or other me blood spots and results to be wiwahealth siate mn.us/newbomsoreening
prevent sarion used for public health studies or MN Early Hearing Detection & Intervention Program
Hearingscree  When will I gef i Nomtre S Propm | "iuimpeoveehdlcrg/mn
en will I ge m ning Program . . .
; F ; Save Babies h Screening Foundation
@ range where sj Your baby's hearing website for forms and instructions . mr.gg ng
early improves lable on the on how to request these options vww savebiabies o
and developo e on the =am and for the most up-to-date Baby's First Test
birth provider or the d .
s them with you. storage and use practices. www babysfirsttest crg
4 ) ‘ congenital he: The blood spot scre
early, babies w baby's primary care
surgery or oth passible if the result
wisit is also a good t
Newborn screening provider about re<u S e W W SRR Mewborn Soreening Program
and intervention \1 [ ) H li W 601 Robert 5t N., St. Paul, MN 55155
babies Al -y Phone: (B0D) 664-7772+ or (651) 201-5466*

[DEPARTMENT o HEALTH] Ry 032015 Faor (B51) 215-6785 *transiaton ovailable
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What will my ba

Your baby will be ché
hearing loss and hea
problems on the Me

Facts for He

Where will s

0 Blood Spot Screenin  STeening happens :
unless you choose ny

= Afew drops of blocd areco

gt " Newborn Screening
v sk e Tourbaby it PROVIDER MANUAL

= The Department of Health ! o bty may fesl s
methods, Visit the Mewbom

= Mewboms affected with thi - How lun.g does it
Without screeming, the disc
causing permarent damag
affected infants right away
and even death.

Yiou can get your bak
the day of screening,

How do I get the

@ Hearin.g sm“jng ‘You can ask your birt

fior hearing and puls:

= Hearing is ideally screened  haalthcare providert
= There aretwo methodsusae  well-child check

emissions ((JAE) and autom

« Hearing loss in infants is us: What happens if

providers because they still - Screening can only ts

infanits have hearing loss b won't know forsure u

stay on track with speech, | If thie blood spot scre

ﬁ Pulse Oximetry Scr natify your bakry’s he

healthcare provider

= Scresning for critical conge
when a newborn is at least
= Asimple test using sensors
levels inthe blood. Low oxy ~ Yisitour veebsite |
ather health issues and tolearn ab.
= Mot all heart defects can be
scresning after birth, infant
thiey appear healthy. At hor
hialth protlermns and often
early, however, they can be
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Infographic Use

MDH]J

mewborn Screenin After Newborn Screening

How does it work?. L pid 20 Dbl Wk D ) il
Mruca.lndmwha‘t Each spot b
o o dene [EEE i sbromin. ] -
baby's health:

Hearing screaning
Heart screening

Option A: The blood spats and Tha blood spots and You can ask tha

cmm spot screening rasuits can gointo safastorage resuits can g into safe storags, and Depertmant of Hasith to destroy
at tha Departmeant of Hesith. This they also can be usad for mesathto the biood spote and resuts. To
s what normaly happanz You help improva the publict haalth. To chogea this option, you have
do nothave to do anythingto chogss this option, you have o give to fill out a destruction
chooss thizoption izslon by signing request form. If you chacsa
form. if you do not give permission, thiz option, bibod spots will no
the blood spots and results will never longar ba availshia for testing if
Blood spot screening A e e uzad for resaanch. you o your doctor neads tham.
takesa few days. Your | e o ehangs your
bebys dred blood st ot oy Oyion 8
5pots are sent to the q:‘nwilﬂ‘h. _:‘mmﬂdhmh

Minnesota Department
of Health lab for
testing,

wisbaiita ot il Betton) of this page.

Thare are afew reasons why it ks help ful to keap laftover blood spots
and results at the Department of Health. Thase reasons include:

Testing Improvement: To maka sure we find Hew Test Development:
ol bshliem who might have one of thasa helth Wea ugatham to halp develop new
If averything boaks ok, problemns; we nead to makesura thatowrtestsand | testeso that babies with othar

Ll the rezults ana sart to your baby's doctor. feX for a8 §tha way they should. This hasith pmb can bia foand
1 your baby's results gt the first nawbom visit] procEss s callad quality control oF SSaUrance. and traated aary too. Nl Bhood
At the lab, blood spots are 1 POt usad 10 make New tests
cut into smaller circles for 1 o Family Heeds: Soma families sk for them ister || &na decidantiflad, mesning the
_ to dotesting if thalr child gats do k. Looking ez maens, dataof birth, or @y
aaoh af the etz Your heby 1 Positive Results: if thare might be a prodiam, st bloodspats can halp gve cues 1o whether athar identifying informationis
Is tested for more than : the s will call your baby's doct or. Bcreening can soemeth gt birth mace tha chid sick. not attached to the bigod spote.
50 heatth problems. onky tell us if a baly might heva a haaith problam. 1 T
P el 1w cx1t know for sura untl the doctor dods mare . g w‘mm::::mm
eoooa tests Your Baby's doctor will talk to you about march'~ofdimes T§, Vel e e ittt s crreces g
it e tohappen e Cn Y NewSTEFs A PHL Nt SmainProgre ogama
A P of T Amsecislion of Fablc Health Liborsicdes™ BN Rokore 8 KL St Paul, MY BETES N OFE
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Lessons Learned & Next Steps

Public, Parents, and Providers need to be
informed equally

Success of materials are dependent upon use
Management of up-to-date materials
Digital and electronic means are necessary
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