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Presentation Notes
2016 stats: For 25-29 year olds – high school or equiv 92%, assoc 46%, bachelors 36%, masters 9%



Have a child with
a special health need

7.8%
(National rate is 12.8% from

HRSA National Children’s Survey)
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Do you want your newborn screened when there is a 
KNOWN prevention or treatment for the disorder?

If symptoms appear before 6 months
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Do you want your newborn screened when there is a 
KNOWN prevention or treatment for the disorder?

If symptoms appear later
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If yes, what age should symptoms show by? *
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Do you want your newborn screened when there is
NO KNOWN prevention or treatment for the disorder?

If symptoms appear before 6 months
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Do you want your newborn screened when there is
NO KNOWN prevention or treatment for the disorder?

If symptoms appear later
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If yes, what age should symptoms show by? *
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Parental Attitudes Towards NBS for
Late Onset Disorders Summary Findings

Parents generally support NBS for late onset 
disorders

Parents are more supportive of NBS for disorders 
that show symptoms between birth and 4 years 
regardless of whether there is a known prevention 
or treatment

Parents’ support of NBS for late onset disorders 
decreases as the age of onset of symptoms 
increases regardless of whether there is a known 
prevention or treatment
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How Often Do You Want to be Contacted?
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#1 #2 #3 #4

HI = 68%
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CA = 62%
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Program Contact Summary Findings

Parents want to be contacted about once 
per year with reminders about follow-up

Parents prefer e-mail or mail for contact

Need to get parent’s e-mail and current 
mailing address if these methods are used 
to continue contact for follow-up
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