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What We Will Discuss

R !ŦǊƛŎŀƴ !ƳŜǊƛŎŀƴ !ƭȊƘŜƛƳŜǊΩǎ 5ƛǎŜŀǎŜ wŜǎŜŀǊŎƘ {ǘǳŘȅ ŀǎ ŀ aƻŘŜƭ

R !ƭȊƘŜƛƳŜǊΩǎ CŀŎǘǎ ŀƴŘ CƛƎǳǊŜǎ

R 4 Research Studies that inform Healthy Lifestyles:
Å Genetic Research Study

Å Survey I

Å Survey II

Å Survey III

R Creation of Merck Center

R AD Support Group

R Charlotte Gala



African American 
!ƭȊƘŜƛƳŜǊΩǎ 
Disease Research 
Study

Our Study Model



R Consider AD as normal 

memory loss

R More confident in future 

advances in AD research

R Lower literacy skills

R Twice as likely to have AD 

compared to whites

R Have less factual 

information

R Fewer information sources 

about   the disease

R Lower levels of perceived 

risk of AD 

²Ƙȅ {ǘǳŘȅ !ƭȊƘŜƛƳŜǊΩǎ ƛƴ !ŦǊƛŎŀƴ !ƳŜǊƛŎŀƴǎΚ



R Improve outreach and knowledge base and recruitment 

strategy

R Recruit 2000 African Americans

R Test the association of AD with human Genome

R Refine the phenotype of AD among AA

R Seek molecular targets for potential therapeutics

AAAD Study Aims



60% of Caregivers are Women

Finances are Affected

Work is Affected

Health is Affected

Family Relationships Strained

There are over 15 million Unpaid Caregivers

!ŎŎƻǊŘƛƴƎ ǘƻ ǘƘŜ !ƭȊƘŜƛƳŜǊΩǎ !ǎǎƻŎƛŀǘƛƻƴΧ



There is no CURE for 
!ƭȊƘŜƛƳŜǊΩǎ 5ƛǎŜŀǎŜ

!ƭȊƘŜƛƳŜǊΩǎ 5ƛǎŜŀǎŜ /ƘŀƭƭŜƴƎŜ



Language
Memory

Intelligence, 
judgment and 
behavior

!ƭȊƘŜƛƳŜǊΩǎ Disease

Affected Areas of the Brain



Know the 
Warning 
Signs of 
!ƭȊƘŜƛƳŜǊΩǎ 
Disease

¢ŀƪŜ ǘƘŜ ¢ƛƳŜ ǘƻΧ



R Nursing homes can cost 
up to $70,000 per year

R Families are often left 
broken:
ÅFinancially

ÅSocially

ÅMentally

ÅPhysically

LƳǇŀŎǘ ƻŦ !ƭȊƘŜƛƳŜǊΩǎ ƻƴ CŀƳƛƭȅ ŀƴŘ IŜŀƭǘƘ



Removing Barriers to 
Minority Participation in Health Related 

Research Studies

AAAD Key Goal



AAAD

(NC A&T State 
University, 

University of 
Miami, Vanderbilt, 

Columbia)

Genetics

AD 
Literacy

Outreach

AAAD Model



Translational (Bench to Bedside)

Study Protocol

Community 
Outreach

Senior Living 
Facilities

Churches
Community/Civic 

Activities
Advertisements 

Radio/Newspaper
Electronic Media

Physiological 
Studies

Cognitive 
Assessments

MRI (250 Subset)

Recruitment

NC RAD

DNA Extraction

Cell Lines

Genome-Wide 
Association

Potential 
Therapeutics 

Community Outreach, Literacy 

Awareness and Policy 

Blood Draws 

όпл ŎŎΩǎύ

Study Protocol



Correspondence

TREM2 and Neurodegenerative 

Disease;N Engl J Med 2013; 

369:1564-1570 

Christiane Reitz, M.D., Ph.D., Richard Mayeux, 

M.D. for the Alzheimer's Disease Genetics 

Consortium

In the VEGAS analyses, the TREM2gene was associated 

with Alzheimer's disease (P<0.001). Finally, in VEGAS 

analyses that were restricted to the largest individual data 

set (907 cases and 1675 controls), the TREMgene remained 

significantly associated with Alzheimer's disease (P=0.04). 

This genetic study of Alzheimer's disease in blacks provides 

support for a role of TREM2in Alzheimer's disease.

Genetic Research



ORIGINAL CONTRIBUTION

Variants in the ATP-Binding Cassette 
Transporter (ABCA7), Apolipoprotein E 4, 
and the Risk of Late-Onset Alzheimer 
Disease

in African Americans.

JAMA2013;309(14):1483-1492 
www.jama.com

In this meta-analysis of data from African

American participants, Alzheimer disease was 
significantly associated with variants in ABCA7 and 
with other genes that have been associated with 
Alzheimer disease in individuals of European ancestry.

Genetic Research:

Recent Results



ORIGINAL CONTRIBUTION

Repeat expansions in the C9ORF72 
gene contribute to Alzheimer's 

disease in Caucasians

Neurobiology Aging (2013) 
May;34(5):1519.e5-12

Expansions in the C90RF72 gene have been found in 
Caucasian families with Frontal Temporal Dementia. 
In this genetic analysis of gene region C90RF72, 
large repeats were seen in 0.75% of Caucasian 
samples with AD. No large repeats were seen in 
control samples or in African American samples. 

Genetic Research:

Recent Results



ORIGINAL COMMUNICATION 

Recruiting Intergenerational African

American Males for Biomedical Research 

Studies: A Major Research Challenge

Goldie S. Byrd, PhD; Christopher L. Edwards, PhD; 

VinayaA. Kelkar, Ph.D; Ruth G. Phillips, MD;Jennifer

R. Byrd, BS; Dora SomPim-Pong, MS; Takiyah D. 

Starks, MS; Ashleigh L. Taylor, MS; Raechel E. 

Mckinley; Yi-Ju Li; Margaret Pericak-Vance, PhD. J 

Natl Med Assoc. 2011;103:480-487

In order to close health disparities gaps for African

American males, there is a great need to assist African 

American males in understanding underlying reasons

and expectations for their participation.  It is clear that

most are willing to participate, but based on this study,

there are important motivators that would

encourage their participation.

Survey I: African Americans & Research Participation
African American Males


