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California SCD Long Term Data 
Collection 
!  RuSH and PHRESH projects in CA 2010-2014 
!  Building on lessons learned to have statewide 

population based data on how many people have 
SCD and their experience 

!  Funded by the CDC Foundation, with support from 
Pfizer and Biogen 

!  Directed by the CDC Division of Blood Disorders 
!  Planned 2015-2020 
!  CA Rare Disease Surveillance/Public Health 

Institute/CA Dept. of Public Health 



Objectives 

!  Gather data from 
administrative, clinical and 
newborn screening 
sources and link 

!  Understand and share 
information about 
important issues in SCD 

!  Answer questions that 
support changes in health 
care policy, clinical 
research and clinical care 



Milestones: Nov. 2015 – Jan. 2016 

!  State IRB approval for data collection 
!  Plan for data linkage established 

! Search indexing methodology vs. public health 
data linkage methodology 

! Staff changes in IT 
!  Request for Vital Records; death 2004-2013 

submitted 
!  Request for Medicaid data initiated 



Activities: Nov. 2015 – Jan. 2016 

!  Report on SCD in California 
!  Stakeholder meetings with CBOs, clinicians, pharmaceutical 

researchers 
!  Engagement with and support of another state conducting 

SCD surveillance 
!  Launch of web presence at www.casicklecell.org 
!  Initiation of video education project 
!  Initiation of outreach plan with community partners in LA 

County 
!  Response to state legislator’s request for data 
!  Mortality paper (with CDC and Georgia) accepted  
!  Development of manuscript about ED Utilization in CA 



Next Webinar: Drug Development 
for Sickle Cell Disease 
!  How do the potential therapies work? 
!  How does the drug development pipeline 

function? 
!  How are clinical trials designed, and where 

do they take place? 
!  How do pharmaceutical companies work 

with the FDA? 

Summer 2016 (exact date/time TBD) 


