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Possible Priorities 2016-2017
Statement/Position Paper/Letter to Secretary on ACCESS to 
LTFU including treatment -
• RUSP Conditions need LTFU  
• Focus on Essential benefits - ACA 
• Medical foods but also RD, meds… (should cover multiple 

aspects not just foods) 
Promoting the role of clinical quality measures to promote LTFU  
(not just data collection)
• Funding for developing measures  where there is evidence
• Look at existing measures (NQF) 
• Quality vs. performance measures 
• PH role vs clinical quality  



Possible Priorities 2016-2017
Expand to a life-course perspective – lifetime vs long term follow up?  

Examine State Infrastructure for LTFU 
• Explore models/case studies across states
• Focus on PH departments – but LTFU is not just data collection
• States have a different definitions for LTFU 
• Data will vary by states that pay for data 
• Leverage APHL survey?

Document Best Practices – both clinical and public health 

Prioritize what we can do with existing data –what we know
Leverage to be published framework paper from the group 

Prioritize what we need to do with regard increasing data collection 
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