
  
    

      

   

    

 

 
 

 
 
 

 
 

  
 

   

  
 

 

 
   

 

 
 

   
  

   
 

 
 

 
 

      
  

    

   

     

The Advisory Committee on 
Heritable Disorders in Newborns and Children 

HRSA Headquarters - 5600 Fishers Lane, Rockville, MD 20852 
February 8, 2018 

TIME TOPIC PRESENTER 

8:30 – 8:50 AM 

• Welcome 
• Roll Call 
• Opening Remarks 
• November 2017 Minutes 

Joseph Bocchini, MD 
Committee Chair 
Professor and Chairman, 
Department of Pediatrics, 
Louisiana State University 

Catharine Riley, PhD, MPH 
Designated Federal Official 
Health Resources and Services 
Administration 

8:50 – 9:10 AM 

An Overview of Cutoff Determinations and 
Risk Assessment Methods Used in Dried 
Blood Spot Newborn Screening 

Joe Orsini, PhD 
Wadsworth Center, New York 
State Department of Health 
Co-Chair, APHL Newborn 
Screening Quality Assurance 
Quality Control Subcommittee 

9:10 – 9:25 AM 
Laboratory Standards and Procedures 
Workgroup: Review of the Overview of 
Cutoff Determinations Document 

Kellie Kelm, PhD 
Ex-Officio Committee Member 
Chair, Laboratory Standards and 
Procedures Workgroup 

9:25 – 9:50 AM Committee Discussion and Vote Joseph Bocchini, MD 
Committee Chair 

9:50 – 10:30 AM Public Comment 

10:30 – 10:45 AM Break 
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The Advisory Committee on 
Heritable Disorders in Newborns and Children 

HRSA Headquarters - 5600 Fishers Lane, Rockville, MD 20852 
February 8, 2018 

TIME TOPIC PRESENTER 

10:45 – 11:45 AM 
Newborn Screening for Spinal Muscular 
Atrophy (SMA): A Systematic Review of 
Evidence (Part 1) 

Alex R. Kemper, MD, MPH, MS 
Lead, Evidence-Based Review 
Group 

Jelili Ojodu, MPH 
Member, Evidence-Based Review 
Group 

Lisa A. Prosser, Ph.D. 
Member, Evidence-Based Review 
Group 

11:45 – 12:30 PM Lunch 

12:30 – 1:30 PM 
Newborn Screening for Spinal Muscular 
Atrophy (SMA): A Systematic Review of 
Evidence (Part 2) 

1:30 – 2:00 PM Committee Report: Newborn Screening 
for Spinal Muscular Atrophy (SMA) 

Dietrich Matern, MD, PhD 
Committee Member 

Beth Tarini, MD, MS, FAAP 
Committee Member 

2:00 – 2:30 PM Committee Discussion and Vote on SMA Joseph Bocchini, MD 
Committee Chair 

2:30 – 2:40 PM 

Follow-Up and Treatment Workgroup 
Report: The Role of Quality Measures to 
Promote Long-Term Follow-Up of Children 
Identified by Newborn Screening 
Programs 

Jeffrey P. Brosco, MD, PhD 
Committee Member 
Chair, Follow-Up & Treatment 
Workgroup 

2:40 – 2:55 PM Committee Discussion Joseph Bocchini, MD 
Committee Chair 

2:55 – 3:00 PM New Business Joseph Bocchini, MD 
Committee Chair 

3:00 PM Adjourn 
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