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SCDC Priorities
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Current SCDC Data
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Why is Surveillance/Long Term Follow Up Important?
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=  Qver a 3-year period:
— 24% (CA) and 13% (GA) of pediatric patients had no hematology care
— 56% (CA) and 34% (GA) of adult patients had no hematology care

Horiuchi et al, Blood Advances, 2022
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SCDC Successes Example #1: Pain Management
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Project RISEGeorgia State University (gsu.edu)
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https://research.gsu.edu/rise/

SCDC Successes Example #2: Emergency Department
(ED) Education
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SCDC Successes Example #3: Children’s Special Health
Care Services (CSHCS)

State-University Partnership to

Enhance Outreach to Adults Living
with Sickle Cell Disease in Michigan
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Key outcomes of the
state-university partnership
The collaboration between MDHHS and the MISCDC

program at the Uiniversity of Michigan substantially
increased identification of adults eligible to enrollin the

CSHCS program expansicn,

The partnership identified 2,569 adults living with
sickle cell disease in Michigan who are eligible to
enroll in the new CSHCS expansion.

+ Inttially, 40D sligibls people wers identified using
CSHCS enraliment data.”

= An acditional 2,169 eligible people ware identified by
leveraging the multi-source MISCDC database.
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In order o successfully implement this new sxpansicn,
the first step was to iantify as many eligitle people

a5 possibic. MDHHS partnered with the Michigan
Sickle Cell Data Collection (MiSCDC) program at the
University of Michigan to identify adults with sickle cell

are y eligible for
The MISCDC program uses mullidle population-level
cata sources to idsntify peopi with sickle cell ciseass in
hichigan fsee page 2 for further details) ®

+ Of the additionsl people identified, 4% were sdults
wh had been enralled in CSHES prior to 2015 and
76% were adults who had never been previously
enralled in CSHCS.

2,569 total adubs identified

2,169 additional adults idemifisd

using the MiSCOC database

400 sdults identified using recent
CSHES enraliment*
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“The partnership between MDHHS and the University of
Michigan allowed the MiSCDC team to leverage a multisource
dataset to identify five times as many eligible people for the
program expansion compared to relying on prior CSHCS
enrollment data alone. This demonstrates the usefulness of
state-university collaborations and creative strategies to
improve the health and quality of life for populations that may
be hard to reach.

Other states, particularly those who have Sickle Cell Data
Collection (SCDC) programs, could consider using similar
methodologies to identify individuals with sickle cell disease—
or other rare diseases—who can be connected to resources
and impacted by new policies and program expansions.”

State-University Partnership to Enhance Outreach to Adults Living with Sickle Cell Disease in Michigan (umich.edu)



https://ihpi.umich.edu/sites/default/files/2022-12/0292_Sickle-Cell-Brief-FINAL-12052022.pdf

For More Information About SCDC:

Webpages with state data, publications, fact sheets, and more

MMWR article, Surveillance for Sickle Cell Disease — Sickle Cell Data
Collection Program, Two States, 2004—2018, with information about the

history of CDC’s SCD surveillance programs, SCDC methods, and ways the
data is resulting in active change in SCDC states

Quarterly newsletter, The Bloodline, with updates about project-related
activities in the SCDC states, including work with the SCD community and
policy makers



https://www.cdc.gov/ncbddd/hemoglobinopathies/scdc.html
https://www.cdc.gov/mmwr/volumes/71/ss/ss7109a1.htm
https://www.cdc.gov/ncbddd/hemoglobinopathies/scdc-newsletter.html

Thank you!

Mary Hulihan
ibx5@cdc.gov

For more information, contact CDC
1-800-CDC-INFO (232-4636)
TTY: 1-888-232-6348 www.cdc.gov

The findings and conclusions in this report are those of the authors and do not necessarily represent the
official position of the Centers for Disease Control and Prevention.
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