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Human T Cell Lymphotropic Virus Type 1 Infection
Among U.S. Thalassemia Patients

William M. Switzer] Anupama Shankar, Sean R. Trimble? Alexis A. Thompson,3
Patricia J. Giardina,* Alan R. Cohen” Thomas D. Coates? Elliott Vichinsky,”
Ellis J. Neufeld® Jeanne M. Boudreaux® and Walid Heneing'

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.



TRANSFUSTON COMPLICATIONS

EE Transfusion complications in thalassemia patients: a report
from the Centers for Disease Control and Prevention

Elliott Vichinsky, Lynne Neumayr, Sean Trimble, Patricia J. Giardina, Alan R. Cohen,
Thomas Coates, Jeanne Boudreaux, Ellis ]. Neufeld, Kristy Kenney, Althea Grant,
Alexis A. Thompson, and the CDC Thalassemia Investigators

= 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

= |mproved 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



State-based surveillance for selected hemoglobinopathies

Mary M. Hulihan, MPH', Lisa Feuchtbaum, DrPH?, Lanetta Jordan, MD3, Russell S. Kirby, PhD?,
Angela Snyder, PhD>, William Young, PhD¢, Yvonne Greene, MPH’, Joseph Telfair, DrPHS,
Ying Wang, PhD?®, William Cramer, MPH, Ellen M. Werner, PhD", Kristy Kenney, MPH?,

Melissa Creary, MPH' and Althea M. Grant, PhD'

Table 3 Number of individuals with a thalassemia
diagnosis by state and case definition level, 2004-2008

State Level 1 Level 2 Level 3
California 836 1,915 14,534
Florida 14 1,620 6,731
Georgia 64 271 4,553
Michigan 6 31 1,354
New York 33 1,873 10,380
North Carolina 84 232 1,127



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

= 2012-2014
— California



Outcomes

California Registry and Surveillance
System in Hemoglobinopathies (RuSH)

Data Validation Report

= “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)

Provider Fact Sheet: Thalassemias
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Outcomes (con’t)

CALIFORNIA THALASSEMIA PROVIDER SURVEY

CALIFORNTA THALASSEMIA PROVIDER SURVEY

Phis suevey contains 1 1 beief guaestions abost your experience treating and providing eane o pai

i thalassennia s well a5
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frahle 1. Provider specialty and experience with thalaszemia patients [N=574)

Physicizn spegialty”
rediatrics
Family practice
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0
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OE15-1501: Newborn Screening and Genetics —
Hemoglobinopathies Project

= 2015-2020
— Association of Public Health Laboratories



Outcomes

Hemoglobinopathies:

Current Practices for Screening,
Confirmation and Follow-up

URLIC HEALTH LARORATORIES®  ComvxeL Ano Prsvention

Tralning Weblnars

Module 1
Introduction, History, Specimen Collection

Module 2a
Hemoglobinopathy Screening Methods: Isoelectric Focusing (IEF), High
Performance Liquid Chromatography (HPLC)

Module 2b
Molecular Methods, Tandem Mass Spectrometry, Overall Method Advantages and

Limitations
Module 3
Screening and Reporting Algorithms, Quality Assurance, Follow-up




Outcomes (con’t)

Two-part series: Thal ia: N n 5 ingin the United States

This twio-part webinar series is designed for medical professionals who are or may be responsible for screening, diagnosing, and treating
hemogiobinopathies. The series was ped with expert gui from the Hemc inopathy Laboratory Workgroup at the Association of Public
Health Laboratories (APHL). r

Part 1: Alpha Thalassemia Clinical Aspects

TimDavis, Chair, BS
APHL Hemoglobinopathy Laboratory Workgroup, Microbiologist 3
Washington State Department of Health

Maria del Pilar Aguinaga, PhD, DLM (ASCP),
Co-Director, Sickle Cell Center
Meharry Medical College

A_Bender, MD,
Attending Physician, Seattle Children’s Hospital
Director of Odessa Brown Comprehensive Sickle Cell Clinic

Part2- Thalassemia Newborr. i in the United States

Tim Davis, Chair, BS

APHL Hemoglobinopathy Laboratory Workgroup, Microbiolegist 3,
\Washington State Department of Health

Joseph Ubaike

Supervising Microbiclogist.

Mewborn Screening Section, Connecticut Department of Health
Christine Dorliey, MSP, MT (ASCP),

Mewborn Screening Division Manager,

Tennessee Department of Health Laboratory Services

Alpha thalassemia survey
results

Beta thalassemia webinars

Beta thalassemia survey
dissemination and results
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ibx5@cdc.gov



