State Health Services

x
B0y, TEXAS .
Department of Aprl', 2012
b ﬂ,\

Newborn Screening (NBS) Program Upcoming Changes
Texas Department of State Health Services (DSHS)

Changes to Healthcare Provider Requirements Regarding the Use and Storage of
Newborn Screening Blood Spot Cards

NBS Laboratory Website
The DSHS Newborn Screening Laboratory website has been updated (4/13/12).

Go to: (http://www.dshs.state.tx.us/lab/newbornscreening.shtm) to access a wide range of
resources on newborn screening and for detailed information on changes to healthcare
provider requirements related to House Bill 411.

Educational Sessions

The DSHS Newborn Screening Program will be presenting information on House Bill 411
and changes to healthcare provider requirements as part of upcoming educational sessions
throughout the state. Instructions for registration will be distributed through Regional Texas
Health Steps Coordinators and through the DSHS Newborn Screening Email Distribution
List. For more information, call 1-888-963-7111 Ext. 3198.

Date of
Educational Location Hosted by Registration Information

Session
May 4th Austin DSHS Elick here to registed
May 16th* Dallas THSteps Event Register thru THSteps
May 18"+ Odessa THSteps Event Register thru THSteps
May 23" Tarrant County THSteps Event Register thru THSteps

. Moth fF . . L
May 29th Tyler (tentative) © .er orFrances Register thru listserv invite
Hospital

May 30™"* Bexar County THSteps Event Register thru THSteps
June 1°* Lubbock THSteps Event Register thru THSteps
August 3"* El Paso THSteps Event Register thru THSteps

* The Newborn Screening Laboratory will be participating presenters in Texas Health Steps Medical Training
events and conferences. Texas Health Steps medical providers will receive details, full agendas, and registration
information on these events from their regional Texas Health Steps coordinators. Presentations on House Bill 411
and related changes to healthcare provider requirements will be agenda items within the overall event.
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http://surveys.questionpro.com/a/TakeSurvey?id=3013417

Reminders

e Beginning on (not before) June 1, 2012, healthcare providers MUST distribute a new
decision form to parents with each NBS specimen collection.

e The new decision form will be part (page 2) of the 2012 NBS specimen collection kits. The
decision form will also be available (8%2 X 11 format) on the DSHS NBS laboratory website.

FAQs

What happens to the current kits on June 1, 20127
Current 2010 and 2011 NBS collection kits can and should continue to be used after June
1, 2012, through the expiration date on the kit. Healthcare providers MUST discard page 2

and distribute the 8% X 11 version of the new decision form to parents with each NBS
specimen collection.

Where can healthcare providers get the 8% X 11 version of the new Decision form?

The 8% X 11 version of the form will be made available in English, Spanish and
Vietnamese on the DSHS NBS laboratory website in May of 2012.

Can healthcare providers order the 2012 kits now?

No. The 2012 kits will not be available for distribution to healthcare providers until May of
2012. Healthcare providers are asked to use up any 2010 and 2011 NBS kits prior to
moving to the new 2012 Kits.

Additional Questions / Comments / Sign up for DSHS Newborn Screening Email
Distribution List

Call toll free: 1-888-963-7111 ext. 3198 or for local calls 512-776-3198

Email: NewbornScreeningLab@dshs.state.tx.us

Website: http://www.dshs.state.tx.us/lab/newbornscreening.shtm
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Parental Decision for Storage and Use of Newborn Screening Blood Spot Cards (Page 2 of 2012 Kits)

For informational purposes

ONLY.

DO NOT distribute this form to parents prior to June 1, 2012.

=Tx 12-2000001 X (NI

Parental Decision for Storage and Use of Newborn Screening Blood Spot Cards efiectve: june 1, 2012

Please read below to decide what you would like DSHS to do with your
baby’s blood spot card when the Newborn Screening tests are finished.

If you check the “OK’ box AND sign this form:

® All of your baby's blood spot cards will be kept safe and secure for up
to 25 years.

e The blood spot cards may be used for public health research. The
research may take place outside of DSHS. This research would study
public health problems like cancer, birth defects, or other diseases.

& You can change your mind at any time. Call DSHS (see number below)
for details.

If you check the ‘NO’ box OR do not sign OR do not fill out OR do not
return this form:
# The Newborn Screening tests will still be done in accordance with
Texas law.
s Your baby's blood spot cards will be kept safe and secure. They will all
be destroyed within two years.
e The blood spot cards will NOT be used for public health research
outside DSHS.

Can information about me or my child be released without my OK?

No matter your choice an this form, no information that identifies you or your
child can be released outside DSHS without your additional written OK.
There are a few exceptions, as provided by law.

I've already sent this decision form. Do | need to send it again? NO.
One form applies to all of your baby's newborn screening blood spot cards.

For questions or more information: Call 1(888) 963-7111 ext. 7333 or visit
the web site: www.dshs state tx.us/lab/newbornscreening.shtm

NBS Form EF 1413689 (June 2012)

.

PARENT: Please read this form. Select an option. Sign and return.

1. EILL OUT the form below.

Baby's First and Last Name:

Baby's Date of Birth:

Parent PFhone Mumber:

Mother's First and Last Name:

2. CHECK one box only and SIGN below.

I:l ‘OK’Igivemﬂformy

1
1
i
baby's blood spot cards to be kept by :
DSHS after the Newborn Screen tests are 1
complete. The de-identified blood spots |
may be used for public health research :
outside of DSHS. 1

I:l ‘NOJ | do NOT give my ok

for my baby's blood spot cards to be used
for any research outside of DSHS after the
Newborn Screen tests are complete. |
understand the blood spot cards will be
destroyed by DSHS within 2 years.

(Parent Signature)

(Date)

3. RETURN this form to hospital or doctor’s office staff. They will send it in
with the blood spot cards. Or, you may MAIL it to:

Texas Department of State Health Services (DSHS)
Newborn Screening Laboratory, MC 1947

PO Bax 149341

Austin, Texas TAT14-8341

Retum with blood spot cards if requested.

Vea el reverso
L*f.’ﬁq"‘“ para Espaiiol

PROVIDER: Give form to parent &
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Texas Newborn Screening Parent Information Form (Page 1 of 2012 Kits)

/

Baby's Last Mame Baby's First Name

Baby's Date of Birth

serialnumber I TX 12-2000001

Texas Newborn Screening Parent Information

PROVIDER: Fill out baby's information above. Give this form to a parent.

=TX 12-2000001 X

HHARVRHER--

me 12-2000001 X

Parent,
Congratulations on your new baby!

Take your baby to your baby's doctor when your baby is 7 to 14 days old.
Also, take this form! This is important. This will help the doctor get the
newborn screening test results.

What is newborn screening? It is a simple blood test to look for some
diseases. These diseases can cause a baby to get really sick or die.

Why should my baby be tested? If we find and treat these diseases
early, we can keep babies from getting sick or dying.

When is my baby tested? In Texas, babies have a newborn screening
test when they are 1 to 2 days old. This test is done again at 7 to 14 days
old. The test is done in accordance with Texas law.

How is newborn screening done? A little blood from your baby's foot is
put on a blood spot card. The cards are sent to be tested at the
Department of State Health Services (DSHS).

How do | get results? You can get the test results from your baby's
doctor. The results are sent to the doctor from DSHS in one to two
weeks.

Is more testing available? DSHS screens for many but not all diseases
your baby may have. More tests can be done. Ask your baby's doctor
and see www.babysfirsttest org/find-condition.

What happens to the blood spot card after testing?
Starting June 1, 2012:

# DSHS keeps the blood spot cards in a secure place for up to
two years. By Texas law (Health & Safety Code Sec.
33.018(b)-(c)), the blood spots may be used during that time.
Uses include:

o DSHS and extemal quality assurance to make sure tests,
equipment, and supplies are working right;
o Developing new tests; and/or
o DSHS studies of diseases that affect public health.
s |f you give your OK, your baby's blood spot cards will be

stored for up to 25 years, and they may be used for public
health research outside of DSHS.

Complete, sign, and return the "Parental Decision for Storage and Use
of Newbom Screening Blood Spot Cards” form to make your choice.

No matter your choice, no information that identifies you or your child can
be released outside DSHS without your additional written OK. There are a
few exceptions, as provided by law.

You can change your mind at any time.
For more information, call 1(888) 963-7111 ext. 7333 or visit:

www.dshs state.tx.uslab/newbomscreening.shtm
Vea el reverso

Texas Department of State Health Services — Newbom Screening Program
PO. Box 149341, Austin, Texas T87 (B00) 252-8023

PARENT COPY

Kit Expires 11/30/2014 m\t.

para Espaiiol

INSURANCE / SELF-PAY

xamp

Ie
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