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I’m Sophia Klaudt and I am a member of the International Children’s Advisory Network at
Children’s Mercy Hospital in Kansas City. I was diagnosed with Cystic Fibrosis at birth which
inspired me to be a part of iCAN as well as work to become a pediatric physician. At the
Pediatric Trial Network symposium in Maryland, I was able to convey the pediatric voice as a
member of iCAN. At the conference there was a variety of presentations involving pediatric
research trial data and some of the complications that arise with such research. From a
physician perspective, it is difficult to determine the manner in which research study
opportunities should be delivered to patients and families. The maturity of the patient in
addition to the relations between researcher and patient can be a tough obstacle to address. In
order to make the patients and families more comfortable and open minded to research it is
important to ensure a level of familiarity with the researcher and focus on understanding and
empathizing the feelings of the patient and their current health experience. This symposium, led
by Gary Furda, focused on ways to involve the youth patient at the very origin of a clinical trial.
The Best Pharmaceuticals for Children Act (BPCA) discussed their aims to encourage the
pharmaceutical industry to perform pediatric studies to improve labeling for medical products
used in children. A primary focus of this discussion was treating NICU patients with optimum
care after all approved medications have been administered to the patient. This would offer a
strong treatment and recovery plan for the patient. The following presentation, led by Matthew
Laughon and Kelly Wade, discussed real-world applications of PTN’s work. There are
currently 7,000 children enrolled in PTN and there has been 38 studies conducted. The impact
of this clinical research in practice includes the submission of 21 products with data to the FDA
and the research of 70 drugs. I had the opportunity to speak on a panel along with another iCAN
Youth member, Reece Ohmer. On this panel, we discussed how researchers can have stronger
engagement with patients and reach out to the patients about pediatric research. We also
discussed as to ways to improve follow up after the completed study via text message, email, or
phone call. This would allow the patient to understand and appreciate the impact they had as a
participant in the research study and become inspired to further participate.
Another focus was about the importance of making the research study as organized
and manageable as possible for the patient. If they are sacrificing their time for the
study, it is important to tailor the study to their utmost convenience. Our moms were
also a part of the panel and shared their unique insight as a parent of a child who has
participated in research studies. They both felt that it was important that they stay
involved in the trial and at no point should they be left out of the loop. This experience
opened my eyes to the importance of the pediatric voice in research studies and it
encourages me to continue to represent other children’s voices.

