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Focus Groups and Semi-Structured Interviews
• 29 participants
• Ages 20-40
• Self-identified as African American or West African
• All parents

Community Needs Assessment



Why is this important for parents to know?
• Knowledge is power
• Reproductive risk
• Health burden of SCD
• Prior awareness

Focus Group Findings



What qualities of the notification are valuable?
• Knowledge base
• Personal relationship
• Provision of support/resources
• Timeliness

Focus Group Findings



Major Conclusions
• Parents in communities most affected by sickle 

cell trait want to be made aware of their 
newborn’s trait result

• Carrier result notifications should be:
– Multi-faceted 
– Facilitated by an individual knowledgeable on 

hemoglobinopathies



SCT Notification Changes
• MDH Newborn Screening has developed a multi-

faceted notification process
– Letter/mailing directly to parents when SCT is identified
– Phone number of SCT educator will be provided to answer 

additional questions 
– PCP (listed on NBS cards) will be contacted and directly 

sent results with resources 
– Began June 2015

– Continue outreach to increase awareness of sickle cell trait 
and disease 



Notification Process
1. Report is received by clinic listed on the 

newborn screening specimen card
2. Infant is registered and seen at clinic
3. Provider discusses result with family
4. Provider confirms the result through 

hemoglobin electrophoresis



214

100%

Analyzing the process prior to changes:

Presenter
Presentation Notes
To get a better idea of how the process was working before we started an active notification process we asked the listed primary care clinic to fill out a checklist with the actions they completed. The number at the top right indicates the number of infants with SCT in a 6 month period The bar at the left shows the percent out of the total 214.



144

67%67%

Returned checklists from providers:

Presenter
Presentation Notes
A third of infants were lost to follow-up/documentation due to our inability to engage primary care clinics after two attempts.



81

38%

Infants whose providers received newborn screen report:

Presenter
Presentation Notes
Of those that responded 81 of those clinics had received the newborn screen report



68

32%

Infants that were confirmed patients in listed clinic:

Presenter
Presentation Notes
Of those listed clinics who received the newborn screen report, 68 were actual patients at the clinic.



56

26%

Infants whose results were reviewed with family:

Presenter
Presentation Notes
Only a quarter of children had results reviewed with their families by a provider.



48

22%

Infants that had confirmatory testing:

Presenter
Presentation Notes
Only 48 went on to have confirmatory testing.



44

21%

Infants that had all actions completed:

Presenter
Presentation Notes
Only 44 had a complete interaction, in which the listed clinic received the newborn screen report, had seen the patient, reviewed the result with the family, and completed or planned to complete the confirmatory testing.



Notification Process
1. Report is received by clinic listed on the 

newborn screening specimen card
2. Infant is registered and seen at clinic
3. Provider discusses result with family
4. Provider confirms the result through 

hemoglobin electrophoresis



205

96%

Our process now:

Presenter
Presentation Notes
There are many steps where an infant with SCT can completely fall off the grid and where we can no longer assess the process. However, after we began conducting a more active process for follow-up, we’ve reduced the LTFU/documentation rate from over half to only 4%. Out of the gates we are empowering more providers and parents to obtain this information.



Next Steps…

• Focus group of parents receiving notification
- Reaffirmed current, active method to notification
- Provided suggestions for increased parental engagement and 

understanding

• Expansion to other hemoglobin traits
• More outreach and increased awareness
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Questions???

Maggie Dreon
Newborn Screening Program

651-201-5670
Maggie.Dreon@state.mn.us
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