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Presenter
Presentation Notes
We’re going to start with a little audience participation. Please raise your hand if you’ve worked with a parent who has refused newborn screening. The number of refusals generally is believed to be small, so I’m not surprised by the number of hands raised. Okay, put your hands down. Please raise your hand if know the rules in your state regarding whether or not parents can refuse newborn screening. Okay, put your hands down. Hopefully if you raised your hand for my first question you also raised your hand for this question…Let’s make it a little tougher, please raise your hand if you know the rules in your neighboring state regarding whether or not parents can refuse newborn screening. 
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Number of 
States 

Percent 
of States 

Refusal for any reason 15 29% 
Refusal for religious reasons 33 65% 
No provision for refusals 3 6% 

Presenter
Presentation Notes
(Shows table on number of states that allow refusals and for what reasons. Note: includes the District of Columbia.)Now raise your hand if you know what to do in your state to document a refusal for newborn screening. 
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  No State Form   
Optional 

State Form   
Required State 

Form 
Refusal provision n %   n %   n % 
Refusal for any reason 5 10% 6 12% 4 8% 
Refusal for religious reason 12 24% 6 12% 15 29% 
No provision for refusals 3 6%   0 0%   0 0% 

Total: 20 39% 12 24% 19 37% 

Presenter
Presentation Notes
In 37% of the states if you had a parent refuse newborn screening you would be required to complete some state documentation for that refusal. In 24% of the states there is an optional form the state recommends or offers you to use, and in 39% there is no state form at all.
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Purpose of Project 
• Documentation of refusals is considered 

good practice for state programs and 
supports the goals of newborn screening 
programs 

• Wide variation in what states do to 
document refusals 

• Little information available on how to 
effectively document refusals 
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Methods 
• Survey of state newborn screening 

coordinators 
– 82% response rate 
– $5 gift card offered 

• Collected newborn screening refusal forms 
– 93% of optional or required forms gathered 

• In-depth interviews with five states 
– $10 gift card offered 

• Focus group with parent advocates on refusal 
forms 
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Results 
• Highlighted the value of documenting 

refusals at the program level 
 
All newborn screening programs should 
require program-level documentation of 

newborn screening refusals 
 

(States without a provision for refusals should document refusals so 
information is available for appropriate follow-up) 

Presenter
Presentation Notes
Refusals still occur in states without a provision for refusals, and these states still need a process to gather information about the refusal so they can follow-up appropriately. If designed and communicated properly, having a way to document refusals does not, by itself, suggest refusals are “permitted.” It’s a practical matter recognizing that providers need guidance on what to do and the NBS program needs information it can use to follow-up when there are refusals. Let’s compare two different models for documenting newborn screening refusals. 
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Basic model for 
documenting refusals 
 
Challenges: 
• Cost / benefit ratio seems 

high 
• Emphasis on counting 

and protection from 
liability 

• Can be easy to see why 
some programs wouldn’t 
want to bother with this 

Presenter
Presentation Notes
The first model is the basic refusal documentation model and was identified in a number of states. In these states documentation focused on record keeping, protecting themselves from liability, and counting the number of refusals. Not unimportant things, certainly, but given the cost and effort needed to document refusals it is easy to see why so many states don’t bother with this and leave it up to the hospitals to do their own documentation. 
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Enhanced Model for Documenting Newborn Screening 

Presenter
Presentation Notes
The enhanced model recognizes the role that documentation of refusals can play as part of a communication process. The documentation of refusals allows the NBS program to be involved in providing feedback to the birth providers, developing educational campaigns for future parents and providers, providing needed information to policymakers, letting the well-child providers know the baby hasn’t been screened, and contacting parents to offer screening and follow-up on any concerns. 
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Enhanced Model for Documenting Newborn Screening 

The most important purpose for 
documenting newborn screening 
refusals is to facilitate 
communication between the 
many stakeholders while record-
keeping, liability protection, and 
counting serve a secondary role.  
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Gathering accurate data regarding 
newborn screening refusals allows 
newborn screening programs to 
follow-up with parents, hospitals, birth 
providers, and well-child providers, 
and reduces the number of babies 
who are not screened 

Presenter
Presentation Notes
One state that we interviewed reported 15-20% of babies who had had screening refused were screened after follow-up from the NBS program. This can make a big difference in achieving the goals of the NBS program. 
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What to Include on the Form  
• Contact information for: 

– Parents 
– Birth center / hospital 
– Birth provider 
– Well-baby provider 

• Make the form available in multiple 
languages 

• Ask for the reason for refusal 
• Educate about screening – might be the only 

NBS document a parent sees 
– Summary of conditions screened 
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What to Include on the Form 
• Include website and phone number for additional 

information about screening 
• Clear instructions on the form 
• Separate refusal for screening with refusal for 

storage / research of bloodspot cards 
• Have separate options for metabolic / genetic, 

CCHD, hearing 
• Use a paper form (or require a portion be printed 

and given to the parents) 
• Do not rely on bloodspot card (insufficient space 

for all of the information needed and parents do 
not usually see the bloodspot card) 
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Linking Records 
• Link laboratory records, birth certificate 

records, and refusals to ensure all babies 
are accounted for 

• Some smaller states did this by hand 
• Integrated electronic data systems would 

be best 
• Want to avoid “misses” 
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Next Steps 
• Find out what your state’s NBS program does to 

document refusals (and your state’s policy on 
refusals!) 

• Update your state’s refusal documentation form 
• You can request specific feedback from the authors: 

jeremy.penn@ndsu.edu 
• Communicate the change with key stakeholders 
• Support additional research on educating providers, 

follow-up with patients, reasons parents refuse, and 
using information on refusal to inform policy decisions 

 
Note: statements in this presentation are those of the authors and not 
necessarily those of NDSU or HRSA 

mailto:jeremy.penn@ndsu.edu
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