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Welcome 

ÂFebruary 2016 Meeting of the 

Advisory Committee on Heritable 

Disorders in Newborns and Children 

ÂRoll Call 

 



ACHDNC Business 

Â Secretarial Correspondence 

- MPS I Recommendations 

ÅUnder review 

- ALD Recommendations 

ÅUnder review 

- Committee Letter to the Secretary on the 

NBS Informed Consent Recommendations 

ÅResponse received 

ÂComments submitted for the NPRM on 

Federal Policy for the Protection of Human 

Subjects 



ACHDNC NOVEMBER 2015 

MEETING MINUTES 

Vote 



ACHDNC Subcommittees ï  

Moving Forward 
ÂACHDNC subcommittees will meet to 

discuss priorities and potential projects 

on  which the ACHDNC should focus 

ÂProjects will be discussed, finalized and 

prioritized by the full Committee 

tomorrow 

Â  Goal 

- Address needs/gaps within the scope of 

work for the ACHDNC and do not duplicate 

activities 

 

 



ACHDNC Priorities 

ÂPilot Study Workgroup 

ÂCost Analysis Workgroup 

- Determine essential elements for 

nomination of a condition to meet 

9 month deadline 

ÂTimeliness Workgroup 

    

   - Workgroups met yesterday  

 


