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CDC’s National Center on Birth Defects and Developmental 
Disabilities (NCBDDD) made significant progress in 
identifying inhibitors in people with hemophilia, raising 
awareness of venous thromboembolism and learning more 
about sickle cell disease.    
 
Blood disorders - such as deep vein thrombosis, hemophilia, and 
thalassemia - affect millions of people each year. Men, women, and 
children of all backgrounds live with the complications of these 
conditions, many of which are painful and potentially life-
threatening. NCBDDD works to reduce the public health burden of blood disorders by contributing to a 
better understanding of blood disorders and their complications; developing, implementing and 
evaluating prevention programs; providing information to consumers and health professionals; and 
working to improve the quality of life for people living with these conditions. 
 
Accomplishments 
• Contributed to new inhibitor testing guidelines issued by the National Hemophilia Foundation’s 

Medical and Scientific Advisory Council based on the results of the CDC’s Hemophilia Inhibitor 
Research Study. The guidelines state that everyone with hemophilia should be tested for inhibitors at 
least once every year. However, some people with hemophilia may need to be tested more frequently, 
depending on the severity of the disease and other risk factors. CDC’s monitoring program, called 
Community Counts, is now offering annual inhibitor testing for participants at no cost to Hemophilia 
Treatment Centers (HTCs). 

• Received over 500 CHOICE (Community Having Opportunity to Influence Care Equity) surveys from 
people with hemophilia and other bleeding disorders.  CHOICE is a collaborative project with 
Hemophilia Federation of America to learn more about health outcomes and care equity of all 
members of the bleeding disorders community. The CHOICE survey asked questions about diagnosis, 
bleeding history, treatment, insurance coverage, quality of life, and quality of care. The knowledge 
gained from the CHOICE survey will be used to help change lives, improve medical care, and help 
ensure access to the services that people with bleeding disorders need. 

• Announced the launch of the HHS Competes Healthcare-Associated Venous Thromboembolism (HA-
VTE) Prevention Challenge to identify best practices and increase the use of strategies to prevent 
healthcare-associated blood clots.  

• Raised awareness of risk factors for venous thromboembolism (VTE), reaching an audience of over 70 
million, by supporting the National Blood Clot Alliance’s Stop the Clot, Spread the Word™ awareness 
campaign.  The campaign included a digital media press release, web portal, and a VTE infographic 
which appeared in over 900 online television, radio, and newspaper websites. 

 
 
 



National Center on Birth Defects and Developmental Disabilities  
Annual Report Fiscal Year 2015    

• Partnered with the CDC Foundation to build public private partnership support to develop a 
longitudinal data collection system for sickle cell disease (SCD). This is the first system to potentially 
collect information on every American diagnosed with SCD. The system will collect information on the 
geographic distribution of patients and providers, transition of (or change in) care from pediatric to 
adult providers, Hispanic patients with SCD, older patients with SCD, and high usage of healthcare 
services for SCD. By linking data from multiple sources, the system will allow for unique insight into 
the course of the disease and the burden of its effects on public health. 

 
Looking to the Future 
NCBDDD’s Division of Blood Disorders (DBD) will continue its work to 
determine the causes and risk factors for developing inhibitors in people 
with hemophilia. DBD will evaluate and promote the use of periodic 
inhibitor screening, monitor complications from blood and treatment 
products, and assess the effectiveness of strategies to prevent disease-
related complications. We will remain focused on HA-VTE prevention; 
improving laboratory techniques; and increasing provider and public 
knowledge and awareness of the signs and symptoms of blood disorders, 
the importance of early recognition and diagnosis, and referrals to 
specialists and comprehensive care. DBD will improve the understanding 
of complications of blood transfusions used to treat people with 
thalassemia and sickle cell disease.  We will work to improve the health of 
individuals with blood disorders over the lifespan. 
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Spotlight on: National Blood Clot Alliance 

This Spotlight was contributed by Randy Fenninger, JD, who is CEO for the National Blood Clot Alliance. 

The National Blood Clot Alliance (NBCA) works to reduce death and disability caused by blood clots, one 
of the most common blood disorders addressed by the Centers for Disease Control and Prevention’s 
(CDC’s) National Center on Birth Defects and Developmental Disabilities.   

This work is important because approximately 900,000 Americans experience a blood clot every year 
and 100,000 deaths result.  In the United States about $10 billion is spent to treat these clots and their 
consequences.  The tragedy of blood clots is that the majority of them could be prevented or treated 
promptly to avoid death or injury.  

NBCA works to address this challenge through public awareness campaigns, patient education efforts, 
and health professional training.  Currently, NBCA is working with CDC on year 2 of a 5 year cooperative 
agreement to build broad public awareness about blood clots, with special focus on at-risk populations, 
such as pregnant women, hospitalized patients, and cancer patients. In year one, just completed in 
September, public awareness messages reached an estimated audience of more than 70 million people.  
NBCA recently launched a separate education program for women, highlighting estrogen as a risk factor 
for blood clots (for example, an increased risk during pregnancy or while using hormone therapy during 
menopause).   

Our public outreach has direct results.  Each day we receive calls and emails from individuals who need 
help for themselves or a family member because of blood clots.  Frequently they need information on 
how to get better care for a blood clot.  We maintain a nationwide registry of specialists, and are often 
able to guide them to the expert care they need for their condition.  Their gratitude is expressed in many 
ways, but the most important is to receive a call or email of thanks after they have been treated 
successfully. 

To view the annual report online, please visit: 
www.cdc.gov/ncbddd/aboutus/annualreport2015 

For more information, please visit: 
www.cdc.gov/ncbddd or www.friendsofncbddd.org

http://www.cdc.gov/ncbddd/aboutus/annualreport2015
http://www.cdc.gov/ncbddd
http://friendsofncbddd.org/
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