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Connecticut Newborn Screening



Sickle Cell Trait vs. Hemoglobin C  Trait

Sickle Cell Trait Hemoglobin C Trait

What it is Carrier status: Inherits 
one normal (A) and one 
sickle (S) gene

Carrier status: Inherits one 
normal (A) and one C gene

Health effects Usually no symptoms No symptoms

Why it matters Can pass the sickle gene 
to children
Has important health, 
reproductive, and 
counseling implications

Can pass the C gene to 
children

If both parents carry 
a trait

Child could have sickle 
cell disease (HbSS) or 
HbSC disease

Child could have HbCC 
disease or HbSC disease



Sickle Cell Trait  (SCT) in Connecticut

≈ 1,000 babies in CT are identified each year as having SCT

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



(Tracking California, PHI; Public Health Reports)

Why Parents Need to Know Their Baby’s SCT Status: 
Health Impact

●  Potential health risks
 ○  Pain crises under extreme conditions
 ○  Heat stroke, muscle cramps, or weakness
 ○  Higher risk of complications such as:
    Venous thromboembolism (VTE)
    Chronic kidney disease
    Hematuria and retinopathy  

●  Emerging evidence
 ○  Recent studies show SCT may not be entirely benign
    Children with SCT had 44% -48% higher mortality, mainly from respiratory causes  (Tracking 

 California, PHI;  Public Health Reports)  
 ○  SCT can affect health across the lifespan, not just under stress. 
  



(Tracking California, PHI; Public Health Reports)

Why Parents Need to Know Their Baby’s SCT Status: 
Family & Future Planning

●  Family Planning Implications
 ○  Informs reproductive decisions
 ○  Supports genetic counseling and preimplantation testing
 ○  Helps families prepare for possible trait inheritance

   

●  Why Awareness Matters
 ○  SCT is often seen as harmless, but research links it to long-term health affects.
 ○  Early knowledge empowers families and providers to monitor, prevent, and educate. 
  



Megan Coco, APRN
Nurse Practioner

Connecticut Children’s

Center for Cancer & Blood Disorders



Previous SCT Workflow in CT

NBS is suggestive of 
SCT

The Connecticut Department of Public 
Health NBS Program reports the result to 
the PCP office via phone call.

AND, faxes a letter to the PCP requesting:

1.) The family be notified of the result

2.) Hemoglobin electrophoresis be done at 
6 months of age, and the results faxed to 
DPH

3.) Referral to a newborn screening genetic 
counselor for a no-cost telehealth 
appointment



15 completed follow-up testing and 
submitted results to DPH NBS Program 
(1.4%)

2 scheduled an appointment with 
the genetic counselor

Challenges

Of the 1039 sickle cell trait cases reported in 2024:











Goal: To improve the identification, communication, 
and follow-up care for newborns who screen positive for 
sickle cell trait and hemoglobin C trait.



Input from Families

► Families would like to be notified 
by their PCP AND receive a letter in 
the mail that includes written 
information and next steps.

► Families would welcome the 
opportunity to see a pediatric 
hematologist.

► Families would like the option of 
in-person or telehealth visits.



New SCT Workflow

NBS Result 
suggestive of 

SCT (Hgb FAS or 
Hgb FAC)

CT NBS Program notifies 
PCP office:

1.) Phone call
2.) Fax with the result 
and provider info sheet

PCP office:
1.) Discuss results with family
2.) Upload result to EHR
3.) Refer the patient to hematology. 

* If the family decides not to see 
hematology, order Hgb 
electrophoresis.

At 2 months of age, the CT 
NBS Program sends a 

letter to parents notifying 
them of the result. 

CT NBS Program notifies 
the CT NBS Network of 

the result.

Family meets with pediatric 
hematology.

* Hematology connects with adult 
hematology for parental testing

At 6-12 months of age, CT NBS 
Network:

1.) Confirms visit with hematology is 
complete
2.) Confirms Hgb electrophoresis 
complete 
3.) Notifies DPH



Provider Action List

1

2

3

Discuss the results with the family. Provide information about inheritance, the hematology 
referral, and confirmatory testing. 

Upload the newborn screening result to the baby’s electronic health record.

Refer the patient to pediatric hematology. If the family decides not to see a pediatric 
hematology, ensure that a hemoglobin electrophoresis is completed at 6 months of age 
to confirm trait status. 



“If it’s not the disease, why do I need to see hematology?”

Since new studies show that children with the trait may have slightly higher health risks 
than previously thought, having this information allows doctors and you to be aware and 
proactive in protecting your child’s health. 

Knowing your baby’s trait status is important for the future:

1

2

3

It could affect your baby’s own children.

It may affect your future pregnancies. If both parents have sickle cell trait, there’s a chance 
of having a child with sickle cell disease. Knowing carrier status before pregnancy gives 
families the opportunity to meet with a prenatal genetic counselor to explore prenatal 
screening and testing options, such as pre-implantation genetic testing (PGT). 



Provider Factsheet



Family Letter



Outcomes

► More families will access follow-
up resources (recommended labs, 
genetic counseling)

► More individuals will be aware of 
their trait status



Connecticut Newborn Screening Network
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Our Organization
Statewide CBO: (Sickle Cell Disease Association of America: Connecticut Chapter)

Established in 1985: Bridgeport, CT (Sickle Cell Disease Association of America, Southern CT)

Mission: We embrace prevention strategies to enhance the quality of life and well-
being of the community affected by sickle cell disease (SCD), trait and related 
conditions. We provide individuals and families with critical education and access to 
support services.  This work is accomplished through partnerships and advocacy.



SCD Trait & Its Impact



Philadelphia Story

   The Value of Communication



SCD Facts/Statistics
SCD can cause pain and other health complications

● Life expectancy is 20 years shorter than the average person
● Approximately 100,000 U.S citizens are living with SCD
● 1 in 13 African American babies is born with SCT
● 1 in 365 African American babies is born with SCD
● We have identified over 800 individuals in CT living with SCD, however it is estimated that close to 

2000 more are unidentified/unknown.
● There are approximately 75,000 carrying the Sickle Cell Trait in CT
● Annually, 600 babies are born with the trait throughout the state



Social Statistics
SCD predominantly affects communities of color
● SCD can also be found in Latino and Middle Eastern communities as well 
● Children with SCD more likely to repeat grades than the general public 
● Gene Therapy (Casgevy & Lyfgenia) provide hope, however they are considered potentially curative or 

transformative rather than a definite cure
● Gene Therapy is not accessible to everyone, a patient can spend upwards of 16 months in the hospital, 

if they qualify
● Clinical trials and treatment can be prohibitively expensive ($1- 3 million per case) 



2026 Goals & Objects
● Coalition Development: to have all health providers use SCDAA, CT as central point of reference for those in need of resources and more 

importantly reduce unintentional harm to future generations through trait testing and educational campaigns. This will also include a 

central database to better serve SCD Warriors.

● Generational Health: As many talk about Generational Wealth, we keep our focus on Generational Health as a cornerstone of our fight to 

Break the Sickle Cell Cycle and improve the quality of life for all of the Sickle Cell Warriors in the state.

● Case Management: We will be developing a program model of support that provides wrap around care for our Warriors prior to and after 

treatment at health care service sites for issues related to social determinants of health.

● Educational Support: Partnerships with academic institutions of higher education and superintendents of school systems across the state 

to ensure tutorial opportunities are available.  This support would also include advocating for student inclusion in 504 plans and/IEP, if 

appropriate.

● Increase Trait Testing Statewide:  This would require using the model of clinical partnership established in New Haven as a procedural 

template for use at additional health care service sites i.e. hospitals and FQHCs. 
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NBS Infoline
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Thank You!
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Claiming CME Credit Instructions:

EVALUATION QR

Thank you for participating in the CT-AAP webinar 
“Strengthening Sickle Cell Train Care in Connecticut: 
A New Statewide Initiative Webinar!” We hope you 
found the activity interactive, engaging, and inspiring.

Please complete this evaluation to claim your CME credit. 
A certificate will be emailed to you after the evaluation 
closes on December 20th, 2025. We appreciate your 
feedback, as this information is important for creating 
valuable CME experiences for you in the future.
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