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10th Amendment to the United States Constitution:

“The powers not delegated to the United States by the 

Constitution, nor prohibited by it to the States, are 

reserved to the States respectively, or to the people.”







• Screening Panels

NBS Patchwork

• Laws and Regulations

• Fee Structure

• Screening Algorithms

• Follow-up Strategies

• Policy Making Process



1   Carefully define the problem

2   Gather the data

3   Analyze the data

4   Identify policy options

5   Refine the analysis

6   Make a decision

7   Evaluate changes

Policy Analysis 101



Historical Context

• Steps 1-6 of policy analysis were done as we 
considered CF screening algorithms

• Pressure because of IRT/IRT choice

• We’ve attempted to make improvements to 
standard IRT/IRT



7   Evaluate changes (IRT/IRT)

• Yearly review of NBS screening data

• False(-) ascertainment efforts

• New proposed screening method: IRT/IRT/DNA



(Poster at 2007 NACFC)



* CF clinics have not reported any babies missed

June ‘08

Jan ‘09

Dec ‘09

IRT/IRT/DNA



2   Gather the data

• Roundtable at last symposium

• Fantastic collaboration with CO, UT and TX

• Data shared on common spreadsheet



3   Analyze the data

• Reviewed the data and asked questions

• Examined birth demographics for each state

• Calculated rates based on CO, UT and TX 
experience – applied those to WA birthrate

• Added a new column for WA data to compare 
screening performance



4   Identify policy options 

• Status quo

• Hybrid method (limited DNA)

• IRT/IRT/contract DNA (UT)

• IRT/IRT/in house DNA (CO & TX)

Policy Options



4   Identify policy options 

• Status quo

• Hybrid method (limited DNA)

• IRT/IRT/contract DNA (UT)

• IRT/IRT/in house DNA (CO & TX)

• NBS performance

• Impact to NBS lab ($)

• Impact to NBS follow-up

• Impact to CF clinics

• Impact to individual families

Policy Options

Considerations



4   Identify policy options - matrix 



5   Refine the analysis 

• Preliminary presentation during summer 
conference to all CF providers in region

• Internal DOH meeting

• External meeting with CF specialists 

– CF center director

– NBS consultant – pediatric pulmonologist

– CF nurse coordinator

– Genetic counselor



6   Make a decision 

• Recommendation to NBS program director:

– Maintain status quo

– Continue to monitor IRT/IRT/DNA

– Reevaluate in 2 years time 

• ~2 million screened

• kinks in algorithms should be worked out

• CF specialists were less comfortable

– Intersect of clinical and public health realms



Policy Analysis:
simple idea/complex reality
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