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Background and Objectives: The Texas Birth 

Defects Epidemiology and Surveillance Branch 

(Branch) carries out three family outreach activities 

that are tied to Texas Birth Defects Registry 

(TBDR) data. One of these activities is a neural 

tube defect (NTD) recurrence prevention initiative. 

The other two activities are family/child case 

management by agency social workers, and surveys 

with mothers about the NTD recurrence prevention 

initiative and their affected child’s health care.    

Methods:  For the NTD recurrence prevention 

initiative, the Branch mails letters to mothers of 

children affected with an NTD (anencephaly, spina 

bifida, or encephalocele, among all pregnancy 

outcomes). The letters remind women of their 

increased risk in subsequent pregnancies, and 

provide information about folic acid prevention 

opportunities. For the case management initiative, 

agency social workers contact mothers to identify 

needs and find services for families with children 

affected by spina bifida, encephalocele, orofacial 

clefts, and Down syndrome. The social workers 

return case management data to the Branch within 8 

weeks. Finally, Texas A&M University conducts 

surveys by phone or internet with mothers of 

children living with spina bifida or encephalocele. 

Survey data are used to evaluate the NTD 

recurrence prevention initiative and health care 

barriers for the children.  

Results: Of 459 letters sent to mothers with 

children affected with spina bifida and 

encephalocele (NTD initiative), 47 (10.2%) have 

been returned as undeliverable. Over 1,000 families 

of children with NTDs and several other birth 

defects have been referred to agency social workers 

for case management. Among the most recent 

cohort of 106 families, social workers successfully 

contacted 78 (73.6%) of the families, and 17 of 78 

(21.8%) were newly referred to early childhood 

intervention services. The most frequent barrier for 

families identified was finances (17 of 78, or 

21.8%). Among 177 mothers selected to be 

surveyed, 67 (37.9%) have completed the survey. 

Of these, 53 of 67 (79.1%) recalled receiving the 

NTD recurrence prevention mailing, and 31 of the 

53 (58.5%) demonstrated accurate knowledge about 

folic acid prevention. Nine of 67 mothers (13.4%) 

indicated their child needed care during the last 12 

months and did not receive it, or they had difficulty 

getting the care their child needed.  

Discussion and Conclusions: The Texas Birth 

Defects Epidemiology and Surveillance Branch will 

continue to monitor family outreach activities and 

make adjustments to these projects as they proceed. 

For example, we will soon expand surveys to 

include mothers of children with critical congenital 

heart defects. The ultimate purpose is to determine 

the greatest unmet needs for these children and 

families. With this type of information, the next 

step will be to collaborate with internal and external 

partners to address the identified unmet needs of 

families and children affected with birth defects. 
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