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Nemours Children’s Health System researchers develop novel ways to achieve informed consent

JACKSONVILLE, Fla. (May 21, 2018) –  Videos and creative uses of other visuals provide a novel way to
obtain informed consent during clinical trials to improve participants’ understanding and retention of trial
information, according to a study by Nemours Children’s Health System presented today at the American
Thoracic Society (ATS) Annual Conference.
 
With funding from the National Institutes of Health, Nemours piloted a new clinical trial design to streamline
and reduce the time demands and cost of clinical research with the use of technology through a step-by-step
video to achieve informed consent, telemedicine appointments, online symptom diaries, and electronic fund
transfers for trial compensation.
 
“Right now, 80 percent of clinical trials are delayed because too few people sign up to participate. Nemours is
investigating how we can improve recruitment and participation in research,” said Kathryn Blake, PharmD,
BCPS, FCCP, director of Nemours’ Center for Pharmacogenomics and Translational Research and the lead
researcher of the study. “As a part of this project, we looked at new ways to obtain informed consent, by
utilizing a 15-minute video that incorporates eLearning principles for a more visually engaging way for
participants of all literacy and health literacy levels to digest the information.”
 
In the study, researchers compared participants (children and their parents) who watched a 15-minute video
presentation with accompanying tabs that viewers could click for more information, as well as multiple-choice
questions to reaffirm what they learned, to participants who read through a traditional 13-page consent
document. After completing the informed consent tasks, researchers assessed comprehension of both groups
through a 17-item questionnaire. Participants performed similarly on the questionnaire, showing no difference
between the two groups. However, five months later when the study was completed, comprehension
questionnaires were given again. Participants who watched the video presentation retained more information
about the study design than those who completed the traditional consent forms.
 
“The idea of using videos for this process allows families to complete the consent task remotely, which is in
line with Nemours’ commitment to help families receive exactly the care they need and want, how and when
they need and want it,” said Blake.
 
Nemours is a pioneer in the use of telemedicine to improve pediatric research. In addition to this ongoing
study, researchers are also using these tools to screen patients for other clinical trials. For example, Richard
Finkel, MD, chief of neurology at Nemours Children’s Hospital in Orlando, uses telemedicine to determine
eligibility of children with Spinal Muscular Atrophy (SMA) to participate in the health system’s research on the
disease. This reduces the demands on families, especially those that may need to travel to participate in
these studies.
 

###
About Nemours Children’s Health System
Nemours Children’s Health System is an internationally recognized children's health system that owns and
operates the Nemours/Alfred I. duPont Hospital for Children in Wilmington, Del., and Nemours Children's
Hospital in Orlando, along with major pediatric specialty clinics in Delaware, Florida, Pennsylvania and New
Jersey. Established as The Nemours Foundation through the legacy and philanthropy of Alfred I. duPont,
Nemours offers pediatric clinical care, research, education, advocacy, and prevention programs to all families
in the communities it serves.
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