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Barriers & Facilitators

• Interviews
• Study coordinators
• Participants w/ MCI- AD
• IMPACT Participants
• Partners



Qualitative analysis
Emerging themes

• Barriers:
• The length of both the form and the process
• Complex study procedure (biomarkers)
• Expertise/ lack of confidence of the coordinator
• Frustration about lack of access to data and test results (research vs. 

care)
• Facilitators

• Add visual aids
• Adapting the cadence and order of topics

• Coordinators recommendations:
• Shortening the form/process
• Clarify confusing areas i.e. study liability and information sharing 

procedures
• Provide optional information for people who wish additional details









“Make everything a game. Make it interactive and 
fun. Even though kids are the ones supposed to be 
playing games to learn, it makes it easier for adults 
too. It also makes it fun and makes me want to come 
back to finish the task every day...”

The Candy Crush effect



Reading and Health literacy

1 in 3 American adults reads at a basic or or below basic  level

14% Below basic
21% Basic
53% Intermediate
12% Proficient



Revised Common Rule- effective Jan 2019

1.Must provide information any “reasonable person” 
would want to know (§__.116(a)(4));

2.Must begin with “a concise and focused 
presentation” of “key information… organized and 
presented in a way that facilitates 
comprehension” (§__.116(a)(5)(i)); and

3.Must present information in “sufficient detail,” but 
not “merely provide lists of isolated facts” 
(§__.116(a)(5)(ii)).



eConsent Introduction-
About the study

• Why this research?
• What will I do?
• How long?
• Most common risks?
• What’s next?



Text Information Area + Icons
Graphics demonstrate and 
reinforce the information 
provided in text.

Hyperlinks
Opens to more information

Main Concept + Visual
Graphics demonstrate and 
reinforce the information 
provided in text.

Instruction area

Navigation

Layered Information



eConsent Narrative 
Self-guided exploration







Formative Evaluation







Recap





Thank you
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