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Mission: To improve quality of life, life expectancy, and health among people living with sickle cell disease (SCD).

Communications Corner
CDC shared resources on the SCDC program in observance of World Sickle Cell Day.

SCDC California released the infographic “Living without essential healthcare.”

SCDC California developed the infographic “How can we better support people with sickle cell disease?” in collaboration
with Sickle Cell Anemia Awareness San Francisco and Cayenne Wellness Center.

SCDC Michigan developed the brief “Michigan Sickle Cell Data Collection program CDC site visit.”

SCDC North Carolina launched its program website: https://sites.duke.edu/ncscdc/. The website includes an overview of
the NC SCDC program, surveillance �ndings, a data request form, and resources for the SCD community.

SCDC Tennessee released its inaugural newsletter on May 31. It will be published quarterly with data updates and
partner activities. Email Amanda Young at ajyoung@memphis.edu to receive a copy and to be added to the subscriber
list.

SCDC Wisconsin has released the infographic “Newborn screening for sickle cell disease in Wisconsin.”

Trainings & Webinars
SCDC California hosted the webinar “Aging with sickle cell disease: Strategies for assessing and managing functional
impairment” in May 2023. Charity Oyedeji, assistant professor in the Duke University Division of Hematology, presented on
strategies for comprehensively evaluating age-associated changes in health and physical function as adults with SCD advance
in age. Potential strategies to maintain and improve function in older adults with SCD were also discussed.
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In the Community
Piedmont Health Services and Sickle Cell Agency hosted the SCDC North Carolina community town hall meeting on March 9 at the International Civil Rights Center and Museum, in
Greensboro, North Carolina. This event served as an opportunity to bring the SCD community together, share �ndings from SCDC North Carolina, and engage in conversations about
issues important to the SCD community. Approximately 80 people attended in person and on Facebook Live.

MTS Sickle Cell Foundation in Georgia partnered with the Georgia Public Library Service to raise awareness about SCD and sickle cell trait among 409 public library facilities across the
state, with the potential of reaching 10.8 million library cardholders. SCDC Georgia supported this e�ort by providing data on individuals diagnosed with SCD and printing educational
brochures, posters, and �yers for dissemination.

Up-to-Data
Each SCDC state has its own unique process for groups to access collected data. Recently available forms of data access are included in this newsletter.

New SCDC newborn screening data is available here.

SCDC North Carolina developed a data analysis request process that enables members of the SCD community to request aggregate-level data. The purpose of the data request process is
to support SCD-speci�c quality improvement initiatives, clinical care, grant applications, and health policy in North Carolina. Requesters are highly encouraged to reach out to
nc_sickledata@duke.edu to discuss their requests before submitting them.

Three submitted data requests have been completed (data analyses were done and results were provided to the requestors) and are being used to support the following:
A statewide initiative to improve emergency department pain management for SCD

A grant application

A conversation with a legislative assistant to a North Carolina senator

SCDC Georgia provided
Demographic, incidence, and prevalence data on the state’s SCD population to an SCD community-based organization (CBO). This data will support the development of a toolkit to
educate faith-based leaders about SCD.
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Prescription usage data for two SCD medications (hydroxyurea and Endari) to an SCD CBO that wanted to understand prescription trends and usage. The data will help the CBO
raise awareness about the use of these medications among provider-patient groups as well as support education e�orts in the wider SCD community.

Acute care utilization data (emergency department and inpatient) along with insurance status for individuals diagnosed with SCD between the ages of 19 and 25 years to a
hematologist/oncologist and SCD specialist. The data will be used to help better understand healthcare transition challenges in relation to loss of insurance coverage.

Presentations & Meetings
“Sickle cell disease: A case for racism and disparities within healthcare” at the University of Michigan Undergraduate Research Symposium and the NextGenEducated Health Conference
on Health Equity and Social Justice (Simi Neeluru and Erica Gri�n, SCDC Michigan)

Left to right: Simi Neeluru and Erica Gri�n

“COVID-19 immunization coverage among people living with sickle cell disease in Michigan” at the 18th Annual Michigan Epidemiology Conference, the Pediatric Academic Societies 2023
Poster Presentation, and the University of Michigan Department of Pediatrics Annual Pediatric Research Symposium (Hannah Peng and Sarah Reeves, SCDC Michigan)

Sarah Reeves

“Examining community-level social vulnerability and emergency department use for people with sickle cell disease in Michigan” at the 18th Annual Michigan Epidemiology Conference and
the University of Michigan Department of Pediatrics Annual Pediatric Research Symposium (Jennylee Swallow, SCDC Michigan)

“Characterizing mortality among individuals with sickle cell disease in Michigan, 2010 through 2020” at the University of Michigan Department of Pediatrics Annual Pediatric Research
Symposium (Pooja Patel and Hannah Peng, SCDC Michigan)

“Hospital utilization by payer for pediatric patients with sickle cell disease in Michigan” at the University of Michigan Department of Pediatrics Annual Pediatric Research Symposium (Erica
Gri�n and Simi Neeluru, SCDC Michigan)

Simi Neeluru



Hannah Peng Jennylee Swallow

“SCD in California” to the Department of Health Care Services’ Integrated Systems of Care Division (Jackie Valle, SCDC California)

“Evaluating the Sickle Cell Data Collection program’s administrative case de�nition for adults with sickle cell disease” at the Foundation for Sickle Cell Disease Research & Educational
Symposium (Ashima Singh, SCDC Wisconsin)

Left to right: Janelle Highland, Nicole Steiner, and Ashima Singh

“Medicaid enrollment patterns in the �rst 3 years for children with SCD” at the Foundation for Sickle Cell Disease Research & Educational Symposium (Sophie Horiuchi, SCDC California)

“Sickle cell disease surveillance and research using big data” at the Research Brainstorming Session for the Department of Pediatrics at the Medical College of Wisconsin (Ashima Singh,
SCDC Wisconsin)

Upcoming Events
The 11th Annual Sickle Cell Disease Conference: “More than Sickle Cell Disease,” takes place on September 8–9. The conference, an annual collaboration between Duke University School
of Nursing and the University of North Carolina School of Medicine Blood Research Center, will be held virtually. Register here until September 7.

Dr. Mariam Kayle, PhD, RN, CCNS, co-PI of SCDC North Carolina will present “Learning about people with SCD in North Carolina,” with a key emphasis on the outcomes and bene�ts
of the SCDC program for the SCD community.

CDC is hosting the SCDC Summit September 25–28. Save the date and stay tuned for registration details for this virtual event, which is free and open to the public. The summit will
showcase SCD surveillance activities taking place in 11 states participating in the SCDC program. Each day of the summit will focus on di�erent topics in the form of presentations and
discussion panels that will describe how data is being used to improve the lives of people living with SCD.

Contact
For any questions about the SCDC program, contact Mary Hulihan or Mandip Kaur.

If you are not currently a subscriber, click the subscribe button below to get SCDC program updates.
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