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 Inspired by the recognition of healthcare disparity—both in 

the clinical care of persons with SCD and in the research 

efforts directed toward understanding and treating this 

condition. 

 Despite the substantial advances in the treatment of SCD 

which have occurred in the last 30 years, there is a lack of 

equity in the quality of clinical care provided to patients 

with SCD as evidenced by a failure to apply knowledge 

obtained from research to much of the at-risk population.

Hassell, 2008



Funding
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Other examples

 50% of the SCD caregivers reported a yearly household income of 

$20,000 or less

 ~50-70% are Medicaid beneficiaries

 For similar surgical procedures:

▪ Younger age

▪ Higher risk of complications

▪ Longer lengths of stay

▪ Higher costs

 Discrepancies in monitoring transfusion outcomes

 Longer ED wait times for analgesic administration and care from a 

provider

Brousseau, 2009;  Dinan, 2009;  Fung, 2008;  Haywood, 2013;  Joice, 2015; Kamble, 2010;  Pulte, 2016; Palermo, 2008; Hyder, 2013



Why is there still uncertainty about whether or 
not SCD is an issue of health equity?

 Conversations about race and social constructs 

 Clinical quality measures and coordinated process for 

adoption

 Data

▪ National registry

▪ CDC’s Sickle Cell Data Collection project

Tanabe, 2012; Smith, 2006



 Collect, synthesize and disseminate multi-source, 

population-based, longitudinal data for people with 

sickle cell disease (SCD)

1.Establish a health profile of the SCD population

2.Track changes in SCD outcomes over time

3.Ensure credible, scientifically sound information 

to inform standards of care

4.Inform policy and health care practices

 Improve quality of life, life expectancy, and health 

among those living with SCD
www.cdc.gov/ncbddd/hemoglobinopathies/scdc.html



SCDC Infrastructure



SCDC Accomplishments

Of the 615 people with SCD 

who lived in California and 

Georgia, nearly half did not 

have SCD listed as a cause 

of death on their death 

certificate.



SCDC Next Steps

 Disseminate findings

▪ Peer-reviewed publications, scientific presentations, social media, 

policy briefs

▪ Maternal mortality, high ED utilization, causes of mortality, personal 

stories, transition from pediatric to adult care

 Include additional states

▪ Establish training institute to help other states develop population-

based surveillance system for sickle cell disease

 Secure additional sustained support and funding



For more information please contact Centers for Disease Control and Prevention

1600 Clifton Road NE, Atlanta, GA 30333

Telephone, 1-800-CDC-INFO (232-4636)/TTY: 1-888-232-6348

E-mail: cdcinfo@cdc.gov Web: www.cdc.gov

Thank you!

ibx5@cdc.gov
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