Strengthening Sickle
Cell Trait Care in

Connecticut;
A New Statewide Workflow

e Discuss SCT results & next steps with the family

e Upload the result to the infant’s electronic health record
AT A GLANCE e Referthe patient to pediatric hematology

o If hematology is declined, ensure hemoglobin

electrophoresis is completed at 6 months and faxed to
(860) 837-7871

Why a New Workflow Was Needed
I,

> 1,000 babies in Connecticut are identified with SCT each year

> 80% of adults with SCT do not know their status

Previous workflows resulted in very low completion of recommended follow-up
Families reported inconsistent notification and a lack of clear next steps

Why Families Need to Know

Health Impact: Pain crises under extreme conditions, heat stroke, muscle cramps or weakness,

increased risk of venous thromboembolism, chronic kidney disease, hematuria and retinopathy, and
emerging evidence of increased childhood mortality.

Family & future planning: Knowing SCT status informs reproductive decision-making, identifies risk
for sickle cell disease in future pregnancies, and supports genetic counseling and parental testing.

What Families Told Us

e Theywant to hear results directly from their pediatric provider
e Theyvalue written information mailed to their home

e Theywant the option to meet with pediatric hematology (in-person or telehealth)



New SCT Workflow

1. CT Newborn Screening Program: Calls PCP, faxes result with provider info sheet, notifies the CT
NBS Network, and mails a family letter at ~2 months of age.

2. Pediatric Provider: Discuss results with family, upload NBS result to the EHR, and refer the infant to
pediatric hematology. If hematology is declined, order hemoglobin electrophoresis at ~6 months.

3. Pediatric Hematology: Provides education, counseling, confirmatory testing, and coordinates
parental testing when appropriate.

4. CT NBS Network (6-12 months): Confirms hematology visit and/or electrophoresis completion and

reports back to DPH.

Pediatric Provider Action List

e Discuss SCT results and next steps with the family
e Upload the newborn screening result to the infant’'s electronic health record
e Refer to pediatric hematology
o If the family declines a hematology visit, ensure the hemoglobin electrophoresis is completed
at 6 months and faxed to the Connecticut Newborn Screening Network at (860) 837-7871.

Reach Out

For questions or concerns, please contact the Connecticut Newborn Screening Network:

Phone: (860) 837-7870
Fax: (860) 837-7871

Email: CNDTN@connecticutchildrens.org



