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The Tuskegee Syphilis Study and Other Barriers to
African American Participation in AIDS Clinical Trials
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ABSTRACT and METHODS

Despite African Americans composing 13% of the US population, they
account for 51% of all reported AIDS cases between 1985 and 2002. Yet, due
to a variety of sociocultural, structural and economic factors, many African
Americans are uneducated about or distrustful of HIV/AIDS research
methods and research-related procedures and terms in general. Researchers
are struggling to find African Americans for screening and enrollment in
AIDS clinical trials, which is critical to the development of new antiretroviral
medications. “Without adequate representation of racial and ethnic
minorities it is difficult to assess the ramifications, if any, of race and gender
on HIV treatment regimens” (Cargill and Stone 906). Understanding these
barriers to enrollment and developing strategies to combat them are essential
to forming more successful minority recruitment methods in HIV/AIDS
research.

To establish this link, I examined numerous focus group studies, surveys,
questionnaires and scholarly articles that evaluated the willingness of African
American populations to participate in health research, the obstacles
impeding their enrollment, and strategies to increase their participation. I
was especially interested in the role the Tuskegee Syphilis Study played in
these enrollment decisions, and whether it or other factors were more
influential in their decision-making. I conducted research database searches
including “African Americans with HIV/AIDS,” “the Tuskegee Syphilis Study
and distrust toward medical research,” and “methods to increase minority
participation in health research.” The majority of my sources were retrieved
from scholarly, secondary and peer-reviewed sources such as medical
journals.
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Onlookers watch as Dr. Walter Edmondson takes a blood test from an unidentified Tuskegee
Syphilis Study patient.
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RESULTS

The studies revealed that the following serve as major
barriers to African American participation in health,
specifically HIV/AIDS-related, research:
 Distrust rooted in the Tuskegee Syphilis Study and other

historical abuses
« Poor or inadequate knowledge of healthcare procedures

and terms
« Provider biases
 Structural issues, such as childcare and transportation

Although the Tuskegee Syphilis Study has discouraged
some African Americans from participating in such
research, a combination of other factors has played a greater
role in their decisions to participate.

In order to increase African American enrollment, it is
crucial for healthcare professionals to...

« Educate minority populations about the benefits and
drawbacks of health research

« Address any fears, misconceptions and conspiracies by
providing factual information about historical abuses and
healthcare procedures and terms

« Eliminate any biases from their own practices

« Form trusting patient-provider relationships

» Provide culturally sensitive recruitment strategies such as
peer-driven intervention

Increasing African American participation in AIDS
clinical trials is the only way to treat these issues, and it is
imperative that health professionals take the necessary steps
to do so.

CONCLUSION

Due to a number of factors, African Americans are vastly
underrepresented in health research, specifically, in HIV/AIDS
clinical trials. It is vital that their representation expands so that
researchers may further assess the implications of race and
ethnicity on antiretroviral medications, ensure that population’s
access to safe, reliable healthcare, and decrease the number of
HIV/AIDS-related deaths among minority populations.

Many of the root causes of the unwillingness of some African
Americans to enroll in health research are entrenched in
historical abuses such as the Tuskegee Syphilis Study, creating
feelings of fear and distrust. Other causes stem from poor or
misplaced knowledge of health terms and procedures, provider
biases and various structural issues.

It is the responsibility of the healthcare professional to
provide a safe, educational and culturally-sensitive
environment. I do not doubt that researchers have the tools to
mend the disparities that exist between some African Americans
and our health system.

/ACKN()WLEDGMENTS 3

I would like to thank Professor Prichard for guiding me through this process,
for inspiring me to continue to improve my writing, and for being a generally
delightful human being. Regardless of the cliché, I truly could not have done this
without you.

I would also like to thank my classmates. You all are incredibly supportive,
and I am so excited to see what the future has in store for you.

Lastly, I thank my dad for being my mentor, my editor and my academic

&nspiration.

Works Cited

BeLue, R., et al. “African Americans and participation in clinical trials: Differences in beliefs
and attitudes by gender.” Contemporary Clinical Trials 27.6 (2006): 495-505. Web. 24 Feb. 2014.
Cargill, V., Stone, V. “HIV/AIDS: A Minority Health Issue.” Medical Clinics of North
America 89.4 (2005): 895-912. Web. 1 Mar. 2014.
Freimuth, V., et al. “African Americans’ views on research and the Tuskegee Syphilis Study.”
Social Science & Medicine 52.5 (2001): 797-808. Web. 5 Feb. 2014.
Gadegbeku, C., et al. “Factors associated with enrollment of African Americans into a clinical
trial: Results from the African American study of kidney disease and hypertension.” Contemporary Clinical
Trials 29.6 (2008): 837-42. Web. 20 Feb. 2014.
Gamble, Vanessa Northington. “Under the Shadow of Tuskegee: African Americans and Health
Care.” American Journal of Public Health 87.11 (1997): 1173-77. Web. 17 Feb. 2014.
Leonard, N. R, et al. “Description of an efficacious behavioral peer-driven intervention to
reduce racial/ethnic disparities in AIDS clinical trials.” Health and Education Research
28.4 (2013): 574-90. Web. 12 Feb. 2014.
National Archives, Atlanta. The Minority Health & Health Equity Archive. Web. 15 Apr. 2014.
Osborn, C., et al. “Health Literacy: An Overlooked Factor in Understanding HIV Health
Disparities.” American Journal of Preventative Medicine 33.5 (2007): 374-78. Web. 3 Mar. 2014.
Polanco, Frinny, et al. “Conducting HIV Research in Racial and Ethnic Minority Communities:
Building a Successful Interdisciplinary Research Team.” Journal of the Association of Nurses in AIDS Care
22.5 (2011): 388-95. Web. 19 Feb. 2014.
Thomas, S., Quinn, S. “The Tuskegee Syphilis Study, 1932 to 1972: Implications for HIV
Education and AIDS Rick Education Programs in the Black Community.” American Journal of Public Health
81.11 (1991): 1498-1504. Web. 9 Feb. 2014.
Wendler, D., et al. “Are Racial and Ethnic Minorities Less Willing to Participate in
Health Research?” PLoS Medicine 3.2 (2006): 201-10. Web. 26 Feb. 2014.




	Virginia Commonwealth University
	VCU Scholars Compass
	2014

	The Tuskegee Syphilis Study and Other Barriers to African American Participation in AIDS Clinical Trials
	Madeleine Mashon
	Downloaded from


	tmp.1403573404.pdf.VoeFg

