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Racial and Ethnic Groups Perceptions 
of Risk of Participation in Genetic and 

Genomic Research

• Research Ethics Violations 
• Unequal Treatment in the Health Care System
• Invasion of Privacy 
• Stereotyping 



Historical Basis for Racial and 
Ethnic Group Concerns



U.S. Public Health Services Syphilis Study  
“Tuskegee Syphilis Study”

Inside The National Archives Southeast Region 
http://www.archives.gov/southeast/exhibit/6.php



Source: Communities of Color Genetics Policy Project.  Bonham VL et al. Community-Based Dialogue: Engaging Communities of Color in the 
United States’ Genetics Policy Conversation, J Health Polit Policy Law. 2009 June; 34(3):325-359. 

Voices of the Community

Genetic Research

“I’m not trusting anything the government does that’s supposed 
to be helpful to black folks.  I just don’t trust anything they do, 
and I would advise anybody that takes any advice from me… to 
not be involved [with]anything to do with the government until 

we know absolutely sure what they are going to do with it. I 
don’t want to have my information in any data bank.  I am just 

very distrustful. We need to remember what they did to our 
men in Tuskegee.”



The U.S. Public Health Service STD 
Inoculation Study of 1946-1948

“This case of unethical human subjects 
research represents an appalling example 

from a dark chapter in the history of 
medicine.”

Francis S. Collins, October 1, 2010



Voices of the Community

Genetic Research

“Historically it has always been the lowest person 
in society that gets tested. We’ve got to be wary as 
to who’s going to be the guinea pigs in this deal,  

it’s probably going to be us.”

Source: Communities of Color Genetics Policy Project.  Bonham VL et al. Community-Based Dialogue: Engaging Communities of Color in the 
United States’ Genetics Policy Conversation, J Health Polit Policy Law. 2009 June; 34(3):325-359. 



History of Unequal Treatment

• “Racial and ethnic minorities tend 
to receive a lower quality of 
healthcare than non-minorities, 
even when access-related factors, 
such as patients’ insurance status 
and income, are controlled. The 
sources of these disparities are 
complex, are rooted in historic 
and contemporary inequities, and 
involve many participants at 
several levels…”

Unequal Treatment Confronting Racial and 
Ethnic Disparities in Healthcare, IOM, 2003



Willingness To Share Data



Source: Kaufman, DJ, Murphy-Bollinger, J, Scott, J, and Hudson, KL.  Public Opinion about the Importance of Privacy in Biobank Research.  
The American Journal of Human Genetics 85, 643-654.  November 13, 2009.



Source: Kaufman, DJ, Murphy-Bollinger, J, Scott, J, and Hudson, KL.  Public Opinion about the Importance of Privacy in Biobank Research.  
The American Journal of Human Genetics 85, 643-654.  November 13, 2009.



Invasion of Privacy

“Finally, 37% of respondents said that they 
would be afraid that the information collected 

by the study could be used against them.  
Black non-Hispanics and participants under the 

age of 60 were significantly more likely to 
share this feeling.”

Source: Kaufman, DJ, Murphy-Bollinger, J, Scott, J, and Hudson, KL.  Public Opinion about the Importance of Privacy in Biobank Research.  
The American Journal of Human Genetics 85, 643-654.  November 13, 2009.



Racial and Ethnic Groups Perceptions of 
Benefits of Participation in Genetic and 

Genomic Research

• Community Benefit  
• To Understand Diseases that Burden their 

Communities  
• To Use Genomics To Improve Health of their 

Communities



Community Benefit

“At a very broad level, everyone should benefit 
from genetic technology, especially those who 

have a specific need for this type of technology. 
I would hope the benefits are made available to 
all human kind and not just for the benefit of a 

specific population. It should benefit people 
irrespective of gender, social economic status, 

political affiliation, etc.”

Source: Communities of Color Genetics Policy Project.  Bonham VL et al. Community-Based Dialogue: Engaging Communities of Color in the 
United States’ Genetics Policy Conversation, J Health Polit Policy Law. 2009 June; 34(3):325-359. 



The Moral Contract Between the 
Researcher and Participant 
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