
1© 2019 Medidata Solutions, Inc. – Proprietary and Confidential 

Health Literacy in 
Clinical Trials
A Patient Perspective



2© 2019 Medidata Solutions, Inc. – Proprietary and Confidential 

Alicia C. Staley
3 time cancer survivor

Co-founder of #BCSM Cancer Community

Sr. Director, Patient Engagement mHealth, Medidata Solutions



3© 2019 Medidata Solutions, Inc. – Proprietary and Confidential 

Patients are the most underutilized resource in healthcare.

What can we learn from the Patient Journey? 
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The Charlie Brown Theory of Clinical Trial Education Comprehension
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Patient Perspective on Health Literacy…

… it’s about context, situation, technology, comprehension 
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Everyone’s talking about Informed Consent…

… let’s start talking about EDUCATED CONSENT
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Educated Consent is…

• Presentation of information in a mode the patient needs

• Presentation of information on a timeline the patient needs

• Presentation of information to the patient’s healthcare team (Caregivers, 
family members)

… the right information at the right time in the right context



8© 2019 Medidata Solutions, Inc. – Proprietary and Confidential 

Design

Develop and design information 
products and solutions with the 
patient perspective at the 
forefront.

Engage

Build consistent points of 
interaction for patients to learn 
in ways that they want.  What 
works best? Paper, web based 
presentations, video, audio.

Activate

Consider the environment for 
information sharing.  Can the 
patient act on the information 
presented.

Best Practices for Health Literacy 



9© 2019 Medidata Solutions, Inc. – Proprietary and Confidential 

Thank you
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