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DD07-010

 2007-2012

– Children’s Hospital of Philadelphia

– Children’s Hospital Los Angeles

– Children’s Hospital & Research Center Oakland

– Cornell University

– Children’s Memorial Hospital (Chicago)

– Children’s Hospital Corporation (Boston)

– Children’s Hospital of Atlanta



 Other sources of (HTLV) infection may be inferred, the most likely being 
unscreened blood product transfusion before 1988.

 Suggest that HTLV testing should be considered in thalassemia patients, 
particularly if they were recipients of unscreened transfusions.



 Hemosiderosis was the most common complication in this population.

 A history of transfusion reactions was reported in 48% of transfused patients.

 19% of all transfused patients had alloantibodies.

 Autoantibodies occurred in 6.5% of patients.

 Local blood banking practices varied.

 This longitudinal surveillance project will enable the development of 
recommendations for interventions to prevent transfusion morbidity and 
evaluate long-term effectiveness.



DD11-1108 Blood Safety Surveillance among People 
with Blood Disorders

 2012-2014

– The University of Mississippi Medical Center 

– Michigan Department of Health

– Children’s Hospital Los Angeles

– Children’s Memorial Hospital (Chicago)



Outcomes

 Expanded diagnosis list

 Improved data collection methods

 Continued specimen repository

 Planned Publication

– Adherence to Treatment Recommendations in A Cohort of 
Thalassemia Patients
• Evaluate the level of adherence to treatment recommendations, including iron 

assessment studies, iron overload status, and completion rate of hepatitis A and 
hepatitis B vaccination series.

• Examine the relationship between patients’ and/or parents’ demographics, 
educational status, and adherence to treatment recommendations.



DD14-1406: Characterizing the Complications Associated with 
Therapeutic Blood Transfusions for Hemoglobinopathies

 2014-2019

– Georgia State University

– Benioff Children’s Hospital Oakland

– University of Florida



Outcomes

 Interviews with patients and families regarding blood transfusion 
knowledge and attitudes

 Large payer claims database analysis of locations of care for patients with 
thalassemia

 Transfusion Practices and Complications in Thalassemia (accepted by 
Transfusion, June 2018)

 Transfusion Service Knowledge and Practices Related to Transfusion in SCD 
and Thalassemia (submitting to Transfusion Medicine, July 2018)

 Systematic literature review to expand on impact of extended phenotypic 
& genotypic cross-matching transfusions in SCD & thalassemia populations 
(submitted to Transfusion Medicine Reviews, April 2018)



Outcomes (con’t)

 Patient identification cards

 Standard of care guideline development

 Educational materials for patients and families

 Educational materials for health care providers

– Training webinar

– Clinical consultations at Community Hospitals with highest patient numbers

 Scientific and lay publications and awareness raising, along with community and 
health care faculty education re. minority blood donation

– Brochure, infographics, video

– Be the Motivation campaign

– Targeted blood drives



DD09-909/DD10-1017: Registry and Surveillance System for 
Hemoglobinopathies (RuSH)

 2010-2012

– California

– Florida 

– Georgia 

– Michigan

– New York

– North Carolina

– Pennsylvania 





DD12-1206: Public Health Research, Education, and 
Surveillance for Hemoglobinopathies

 2012-2014

– California



Outcomes

 “We found significant problems in the results of data collection and 
linkage in describing the state’s thalassemia population.”

 “We suggest that future efforts to conduct surveillance for these two 
disorders be developed separately for this reason, make 
recommendations for such an effort, and note that recent changes in ICD 
9 coding will improve future surveillance work in thalassemia.”



Outcomes (con’t)



Outcomes (con’t)



OE15-1501: Newborn Screening and Genetics –
Hemoglobinopathies Project 

 2015-2020

– Association of Public Health Laboratories



Outcomes



Outcomes (con’t)

 Alpha thalassemia survey 
results

 Beta thalassemia webinars

 Beta thalassemia survey 
dissemination and results



Thank you!

ibx5@cdc.gov


