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Clinical trial recruitment before and after a 

Community Engagement Studio

Johnson DA, Joosten YA, Wilkins CH, & Shibao CA. (2015) Case Study: Community Engagement and Clinical Trial 
Success: Outreach to African American Women. Clinical and Translational Science.

Joosten, Israel, Williams, Boone, Schlundt, Mouton, Dittus, Bernard, Wilkins. (2015). Community Engagement Studios: A Structured 
Approach to Obtaining Meaningful Input from Stakeholders to Inform Research.  Academic Medicine June 2015



Wilkins et al. Vanderbilt University Medical Center; 1,240 participants; 261 African Americans (21%). June 2015 

Genomic Literacy Varies by Race 



Wilkins CH et al; 2015, Developing a measure of trust that includes dimensions more common 

among racial and ethnic minorities. 



The Genetic Ancestry of African Americans, Latinos, and European Americans across the United 

States. Bryc et al.  American Journal of Human Genetics; January 2015 reported-

The average African-American genome is 73.2% African, 24% European, 

and 0.8% Native American.

Comments http://news.sciencemag.org/biology/2014/12/genetic-study-reveals-surprising-ancestry-

many-americans

“European ancestors tended to be male, while African and Native American 

ancestors tended to be female. That imbalance reflects the fact that for 

much of U.S. history, European men were the most aggressive colonizers.”

This doesn’t challenge ancestral beliefs but downplays that many African 

slaves and Native American women were raped and exploited. 

Specific issues related to trust and genomic medicine among minorities

• History: Eugenics movement & discrimination against persons w sickle-cell trait

• Economic risk: loss of benefits or income if linked to health condition

• DNA associated with criminal justice system

• Findings linked to genetics may contradict cultural or ancestral beliefs



# of AA patients in the 
Vanderbilt EHR who meet 
study criteria

Geographic distribution of 
practices with highest % 
of AA patients

30-50% more time to 
recruit minorities (more if 
complex/invasive)

Staff needs experience 
and cultural humility

Elicit input to tailor 
recruitment materials, 
review language in 
consent forms, advise on 
recruitment strategies. 

Demonstrate respect and 
value, compensate

Relationship building

Need phone calls, notes

Must maintain contact 
throughout study

Feasibility, Resource & Capacity 
Assessment

Tailored 
Implementation

Ongoing 
Engagement

Accurate feasibility 

assessment

Adequate staffing; 

staff experienced 

engaging minorities

Engage populations of 

interest

Retention requires 

additional effort

Strategies for recruitment & retention of minorities 

Example: Electronic Medical Records & Genomics (eMERGE) Vanderbilt 

Implementation plan for recruiting African American (AA) patients


