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AGHI Recruitment and Enrollment Team



Bioethics Study Navigator Training
• Led by Bioethics Working Group 
• Established relationship between Bioethics 

and Recruitment before the study launch
• Information on Transparency/Honesty, 

Respect, Confidentiality and Fairness
• Definitions of Bioethics and the importance
• Historical information and responses
• Detailed Consent overview by Bioethics 
• Chance to ask questions and address 

concerns



AGHI Bioethics Consent Highlights

• Navigators highlight the Bioethics Working Group 
Leaders 
• Certificate of Confidentiality
• Researchers can legally refuse to disclose information that 

may identify participants in any federal, state, or local civil, 
criminal, administrative, legislative or other proceedings.

• Genetic Information Nondiscrimination Act (GINA)
• Generally makes it illegal for health insurance companies, 

group health plans, and most employers to discriminate 
against participants based on genetic information



Power of Participant Choices:



Power of Choices_Results Consent:



AGHI Frequently Asked Questions
• Privacy, Confidentiality, and Participant 

Re-contact Information
• Reconfirms transparency of AGHI
• Henrietta Lacks
• Working document
• Published on AGHI.org and given to each 

participant at enrollment



Participant Bioethical Concerns at Enrollment
• Henrietta Lacks
• Payment for “super cells” 
• Oprah’s HBO Movie, April 2017

• Re-Contact
• Fear that something was positive

• Biobank Access
• Concern of who may gain access



On the Horizon for FY18 in 
Recruitment and Bioethics

•Continue dialogue between 
working groups

•Update Bioethics Working Group 
as we expand through the state 

•Update FAQ’s as needed

•Harmonize bioethics training of 
navigators across all sites with 
Standard Operating Procedures



Questions and Discussion


