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Stakeholder Group   Representation 
State Genetics Coordinators  8 (all states) 
Advocates    3  
Newborn Screening representatives  5 (from long term follow-up, newborn 

screening coordinators, laboratory, 
clinical, hearing, endocrine, 
pulmonary, hematology or industry 

Clinical Genetics    2 (physician and genetic counselor 
Primary Care    2 (pediatrician, family practice)  

Newborn Screening Work Group 
(15-20 core members) 

3 Advocates 
2 Metabolic clinicians 

3 Long term follow-up coordinators 
2 Newborn Screening laboratorians 
3 Newborn Screening coordinators 

4 State genetics coordinators 
1 Primary care provider 

Advocacy Work Group 
(16 core members) 

2 Advocates or advocacy organizations per state 
 

 

Clinical Services Work Group 
(8-10 core members) 

2 Advocates 
4 Clinicians 

2 Laboratorians 
2 State genetics coordinators 
1-2 Primary care providers 

 

Education Work Group 
(8-10 core members) 

3 Advocates 
4 Clinicians 

2 State genetics coordinators 
1-2 Primary care providers 

 


