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Informed Consent Statement — Newborn Screening Dried Blood Spots (DBS

NOTES:

*  DParent(s) or legal guardian(s) must indicate whether they accept or decline participation in research & sign bottom of form.

¢ If participation is declined, child’s DBS will be destroyed after 6 months in storage.

= If participation is accepted, child’s DBS will be stored in freezer w/ humidity control & allowed to be used for research (samples
will be de-identified for research use). Child’s DBS will be destroyed after 3 years in storage.

CONSENT STATEMENT (provided on back of heelstick card):

You should have been given the brochure called “After Newborn Screening. " This brochure describes how your child’s blood sample
from newborn screening (alse called a dried blood spot, or DBS) could be used for medical research after newborn screening is complete.
Please read this brochure. If you did not receive a copy, please ask your child’s nurse or primary care provider for one.

As your child’s parent(s) or legal guardian(s), vou have the right to decide whether your child’s DBS will be used for medical
research after newborn screening is complete. Please read the information below. Once you decide whether your child’s DBS can
be used for medical research after newborn screening, check “YES” or “NO” and then sign the bottom of this form.

¢ Itis important for parent(s)/guardian(s) to understand that participating in medical research is completely voluntary.
> There is no penalty for declining to have your child’s DBS used for medical research after newborn screening.
+  If you agree to have your child’s DBS used for medical research now, but change your mind later, vou can call the Indiana State

Department of Health Newborn Screening Program & ask that vour child’s DBS not be used for research.

I/we have read the brochure called “After Newborn Screening” and the information above. My/our decision about mv/our child’s
DBS is below. Mv/our permission applies to any and all blood spots collected for newborn screening.

PLEASE CHECK EITHER YES OR NO.

O vES. Iiwe agree that my/our child’s dried blood spot (DBS) can be used for medical research after newborn screening is
complete. My/our child’s DBS will be stored for use in future medical research. My/our child’s DBS will be destroyed after 3 years.

[J NO. I/we decline the use of my/our child’s dried blood spot (DBS) in medical research after newborn screening is complete.
My/our child’s DBS will be destroyed after 6 months.

If you have more questions about dried blood spots & medical research, please contact the Indiana State Department of Health Newbom

Screening Program at (888) &15 — 0006. 7 __—_ ___ ___ ___

Parent/legal guardian signature Date [sN] L233658
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