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Project Summary 

Care for sickle cell disease is under-resourced and reflects significant inequalities related to racial 

injustices. Currently, the care that patients receive is not standardized across the enterprise. The 

transition period from pediatric to adult management is particularly high risk and demonstrates an 

increase in morbidity and mortality, and frequent loss to follow up. We created an enterprise-wide 

Sickle Cell Transitions Workgroup to identify the key elements for standardization of this process, as a 

part of the greater initiative to create an enterprise-wide center of excellence for sickle cell care. 

 

Project Details  

Care for sickle cell disease is under-resourced and reflects significant inequalities related to racial 

injustices. Nothing shows this more clearly than foundation grant support dollars. Sickle cell disease, 

with a prevalence of nearly 7,000,000 people, had only ~$6 million in grant support over a 3-year period. 

In contrast, cystic fibrosis, a disease that affects predominantly white patients, received nearly $2.2 

billion in the setting of 70,000 patients over the same time period. 

Given the inequities that exist, the care that patients receive is not standardized across the enterprise. 

From discussion with experts in sickle cell disease, transitions in care seem to be the highest risk for 

patient loss to follow-up and potential gaps in care. The transition period from pediatric to adult 

management is particularly high risk – prior work has demonstrated an increase in morbidity and 

mortality during this period.  

We created an enterprise-wide Sickle Cell Transitions Workgroup to identify the key elements for 

standardization of this process. Main items that were identified include: a dedicated patient navigator, 

follow-up for missed appointments, strong social work support, consistent experience independent of 

insurance, virtual care leveraged where appropriate, and dedicated physical space when needed. 

We anticipate this work will help serve as part of the greater initiative to create an enterprise-wide 

center of excellence for sickle cell care. 

 


