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Thank you!
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“Terminally ill patients and their loved ones deserve nothing but the highest quality care.”
Dr. Harry Hynes
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Cancer Support Community
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Cancer Support Community
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Innovation in Survivorship Research

• 1,688,780
• 15.5 million
• 67 percent
• 17 percent
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Patient Perceptions Have Changed
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www.cancersupportcommunity.org/clinicaltrials
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Some Have Not
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And Some Are New
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Words to Live By
The Belmont Report
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The term "benefit" is used in the research context to refer to 
something of positive value related to health or welfare. Unlike, 
"risk," "benefit" is not a term that expresses probabilities. Risk is 
properly contrasted to probability of benefits, and benefits are 
properly contrasted with harms rather than risks of harm. 
Accordingly, so called risk/benefit assessments are concerned 
with the probabilities and magnitudes of possible harm and 
anticipated benefits. Many kinds of possible harms and benefits 
need to be taken into account. There are, for example, risks of 
psychological harm, physical harm, legal harm, social harm 
and economic harm and the corresponding benefits.
While the most likely types of harms to research subjects are 
those of psychological or physical pain or injury, other possible 
kinds should not be overlooked.
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Patient Experience in Today’s World
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Miller, M.F. (et al.). 2013 Discriminatory power of a 25-item distress screening tool 
CancerSupportSource ®: A cross-sectional survey of 251 cancer survivors. ASCO.



www.CancerSupportCommunity.org Uniting The Wellness Community and Gilda’s Club Worldwide

Clinical Trial Endpoints
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In clinical trials, an event or outcome 
that can be measured objectively to 
determine whether the intervention 
being studied is beneficial. The 
endpoints of a clinical trial are usually 
included in the study objectives. Some 
examples of endpoints are survival, 
improvements in quality of life, relief of 
symptoms, and disappearance of the 
tumor

NCI Dictionary of Cancer Terms, accessed April 24, 2017
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Patient Experience in Clinical Trials

• Current Patient Reported Outcomes (PROs)
– Disease symptoms
– Treatment side effects
– Physical functioning

• Future Patient Experience Outcomes (PEOs)
– Disruption of work, family, or school life
– Concerns about transportation
– Body image
– Other
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Seamless Integration into Clinical Trials

Patient experience endpoints must be:
• Included in most trials
• Specific to a trial
• Documented and reported
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Seamless Integration into Clinical Trials
Why?

• Improved patient outcomes 
• Reduced clinical trial abandonment
• Meaningful information for decision making
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Seamless Integration into Clinical Trials
How?
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Patient enrolls in trial

Routine screening visit two

Patient re-screened  - timing determined by trial

Measurement and intervention
documented and reported

Appropriate intervention applied
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Next Steps

• Proof of concept study
• Ongoing dialogue with NCI, FDA, researchers
• Patient Experience in Research Act, 2017
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So that no one faces cancer alone®

Cancer Support Community
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Linda House
317-997-0561

Linda@CancerSupportCommunity.org


