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ASH’s Multi-Faceted Initiatives on SCD 

• ASH SCD Task Force 

• ASH SCD Research Priorities 

• ASH SCD Management Pocket Guides 

• ASH Sickle Cell Trait Policy Statement 

• CDC-SCDAA-ASH educational/awareness materials 

• ASH SCD Summit: Call to Action  

• Sickle Cell Disease Coalition  
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ASH Research Priorities for SCD 

• Identify Predictors of Disease Severity 

• Optimize the Use of Existing Therapies  

• Develop Novel Therapies 

• Strengthen Curative Therapies 

• Enhance Pain Research 

 



ASH SCD Research Priorities 

• Improve Access to Evidence-Based Care Through 
Innovative Healthcare Delivery Models 

• Determine the Effects of Quality of Care on Quality 
of Life 

• Investment in Sickle Cell Trait Research 

• Expand Global Initiatives 

• Support a Sustainable SCD Workforce 

 



2014 Sickle Cell Disease Guidelines 

• NIH-supported initiative based on 
systematic evidence review  

• Recommendations to address many 
clinical care issues in sickle cell 

– Health maintenance 

– Managing acute complications 

– Hydroxyurea 

– Transfusions 

– Managing chronic complications 

• Many knowledge gaps, opportunities for 
research identified 

 https://www.nhlbi.nih.gov/health-pro/guidelines/sickle-cell-disease-guidelines/ 



ASH Pocket Guides for Clinicians 



ASH SCD Summit: A Call to Action 
(April 2015) 

• Multidisciplinary approaches to enhance access to care 
and research 

• Enhance cooperation and collaboration among multiple 
organizations 

• Integrate and build upon existing resources 

• Engage partners who are not currently engaged 

– Research expertise (pain, implementation, health systems, etc) 

– Access  to care (economics, policy, health systems, payers) 

– Global stakeholders 



The Current State of SCD 

Unmet potential for action spurred the 

State of Sickle Cell Disease: 2016 

Report.  

• Four priorities to advance SCD care: 

1. Access to Care in the United States 

2. Training and Professional Education 

3. Research and Clinical Trials 

4. Global Issues Related to SCD 



State of Sickle Cell Disease  

2016 Report Card 

To better understand where 
SCD care stands today, ASH 
polled: 

• Individuals with SCD, 

• Health care providers, 
and 

• Global health leaders. 

 



Sickle Cell Disease:  Worldwide health disparity 

– The majority of affected individuals are from low income countries 
• More than ¾ of SCD births occur in Africa  

 
 
 
 
 
 
 
 

– Patients residing in high income nations are often poor and are 
frequently from ethnic minorities    

 
  The slow pace of clinical breakthroughs and implementation of evidence 

based interventions compounds this world-wide health disparity  

The Global Burden of SCD 



Limitations 

• Approximately 1,000 children in Africa are 
born with SCD daily. 

• In resource-poor countries, up to 90%+ of 
children with SCD do not survive to 
adulthood. 

“The burden of sickle cell disease in 

the African region is increasing with the 

increase in population.  This has major 

public health and socioeconomic 

implications.” 

WHO Report, 2010 

Global Issues with Related to SCD  



The State of SCD:  Global  



The promise of newborn screening programs 

in management of SCD complications 

• Some middle-income countries are making advancements in  both 

early diagnosis and management of SCD. 



Africa  

• High Mortality Rates 
– 50-80% of children with SCD in 

die before 5 years of age  

• Limited Health Resources 

– Few newborn screening 
programs 

– Prophylaxis, vaccination  options 
variable,  limited in some areas 

• Penicillin 

• Pneumococcal 

– Few options for treatments 
available  

• Transfusion limited 

• Hydroxyurea limited  

North America – U.S.  

• Lower Mortality Rates 
– >95% of children born with SCD 

survive to adulthood 

– Median life expectancy 42–47 years 

• Health Resources 
– Universal newborn screening to 

identify infants 

– Evidence-based early interventions 
that save lives and prevent 
complications  

– Limitations: 
• Paucity of adult providers for SCD 

• Hydroxyurea is underutilized  

• others 

 

A Tale of Two Continents – Clinical Care  



Global Working Group Project (proposed): 

 
Explore the Development of a Newborn Screening and 
Early Intervention Consortium in Africa 

• Convene countries with existing infrastructure for screening 
and early intervention to share best practices and extend the 
reach of their programs 

• Modeled after the ASH International Consortium on Acute 
Leukemia (ICAL) in Latin America 

• Goals: 

– Set standards for infrastructure, therapies, and education and training 
for participating countries/institutions  

– Implement standard treatment and registry protocols and develop 
research programs  



• Goal:  Amplify the voice of the SCD 
stakeholder community, promote 
awareness and improve outcomes for 
individuals with SCD 

• 31 SCD Coalition Members 
– Patient groups – 3 

– Public health, research, and provider 
organizations – 17 

– Federal agencies – 3  

– Industry – 7 

– Foundations – 1 

 

 

 

Website:  scdcoalition.org    



ASH’s Commitments for Change 

• Research priorities in SCD and SCT. 

• Opportunities for a consortium of African countries to 
institute a population-based registry study for newborn 
screening and early intervention 

• Clinical practice guidelines describing the management of 
acute and chronic complications of SCD. 

• Educational tools to educate health care providers in all 
settings to treat people with SCD. 

• Working with Congress and federal agencies to enhance 
and expand federal SCD programs (US). 

 



Summary 

• We have unprecedented opportunities to advance research 
and provide high quality medical care for patients with SCD 

• Widespread adoption and implementation of new NHLBI 
Guidelines can provide a framework for optimizing care 
across the lifespan 

• Knowledge gaps in SCD have created opportunities for 
research and potential improvements in care 

• Without ongoing and, in many areas, even greater 
investment progress will be lost 

• ASH looks forward to working with other global 
stakeholders on this important initiative.  

 

 



Questions?  Thank you!  


