


• The SC Department of Health and 
Environmental Control is unique among 
state health departments.

• Centralized – all state-level and 
county-level staff are in one agency

• Health AND Environment

• 3 NBS Programs within the Bureau of 
Maternal and Child Health

• Newborn (bloodspot) screening, EHDI, 
CCHD

• Birth Defects is now in MCH



• Coordinative functions

• Most NBS conditions and birth 

defects are “managed” via referrals 

to sources and systems of care

• Mostly short-term follow-up for NBS 

conditions

• Some longer-term follow-up is 

coordinated through the CYSHCN 

Program

• Referrals
• Re-testing

• Confirmatory testing

• Assistance for PCP and family to 

connect to specialists

• Assistance 
• Some $$ and similar (e.g., metabolic 

and other special formulas, factor 

for hemophilia clients)



• Strong Epidemiology Focus

• Strong Referral Focus

• Strong Partnership Focus



• “Nothing about me 
without me.”



And we’re here to help.

Oregon Health Sciences University

Ehdiconference.org

Awhonnminnesota.org



Vinita Leedom and Karen Revels, SC Birth Defects Program



• How can we make a positive difference in public health with 
the work we do? 
• Conversation with CDC health scientist

• Research on conditions

• Data represent impacted lives



• Children with BD can have co-occurring conditions
• Speech

• Vision

• Mobility

• Cognitive/neurodevelopmental

• Others

• Which children with BD would benefit from referrals?

• How old are the children at the time of referral?



• Office of General Counsel buy-in
• Is it legal to do referrals?

• Partner organization capacity
• Which entities can accept BD referrals?

• Stakeholder buy-in
• Can Early Intervention handle an influx of referrals? Are efforts coordinated with 

internal partners?

• Staff/Resources
• Is there time for staff to do referrals?

• Cost
• Is there a financial cost associated with referrals?





• The Department may contact a family whose child is identified as having a structural 

birth defect either directly or through the child's health care provider in order to offer 

services. Family acceptance of referrals is voluntary. Referrals shall be made in accordance 

with the Department guidelines and recommendations.

• South Carolina Birth Defects Program nurse abstractors will conduct surveillance activities, to 

include review of medical records for documentation of physician, social work or discharge 

planner referral for follow-up of children with birth defects. When there is no documented 

evidence of follow-up, South Carolina Birth Defects Program staff may access other 

appropriate health and developmental systems or organizations for referral for early 

intervention, such as Babynet. Babynet will provide regular feedback, as requested, to South 

Carolina Birth Defects Program on status of birth defects cases referred.



• SCBDP Advisory Council
• SCBDP Strategic Plan:

• Referrals Goal C.4 Refer families of infants

• born with a birth defect to appropriate services

• Activity 3: Ensure that all qualifying infants in the SCBDP system are 
sent to Baby Net for follow up



• Referred a backlog of cases

• Lead abstractor assessed workload

• Referred thousands of cases and learned BabyNet processes 











• Birth Defects Prevention 
Program

• Recurrence prevention

• Counseling

• Health promotion 



• Since 2006

• All pregnancy outcomes

• Legal agreement 



• Congenital Hearing Loss
• 3 per 1000 babies 

• Per Legislation
• Screening

• Risk Factors (see following slide)

• Follow-up
• Diagnostics – audiological and/or medical evaluation

• Early Intervention – confirmed hearing loss

• Reporting
• Hospitals

• Audiologists

• Early intervention





• Partners
• First Sound staff – 3

• Other DHEC Programs:
• CYSHCN

• Central office

• Region offices

• Newborn screening

• SCBDP

• Birth facilities – hospitals and birthing centers

• Audiologists

• BabyNet (Part C)
• SC School for the Deaf and Blind

• Family Support Organizations 
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• Partnership with SC EHDI program (First Sound)
• Reciprocal Referrals

• Shared Data System

• Organically created idea; built on good relationship
• SCBDP to First Sound

• First Sound to SCBDP

• Closing gaps for both programs

INFORMATION

Hospitals Audiologists

Early Intervention CYSHCN

SCBDP NBS

Family Support Other



Tara Carroll
Dr. Vinita Leedom
Dr. Michelle Myer
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