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“Spring has sprung and with that is the 
launch of new and exciting kid-friendly 
initiatives at the International Children's 
Research Network, Inc. (iCAN).  Starting 
with a new approach to discussing 
clinical research trials, iCAN completed 
a collaboration with the Pediatric Trials 
Network (PTN) in which a 13-year old 
youth member, Kenneth, from the KIDS 
Ohio chapter shared his perspective for a 
lay summary”

“ In partnership with Boston Children's 
Hospital, connecting in May, KIDS 
Barcelona will be hosting a Hackathon.  
This event is designed to draw out 
creativity from the community to 
help support new pediatric medical 
innovation.”
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For more information, contact the meeting 
planner at nrose@usf.edu

The 34th Annual Gravens Conference on the 
Environment of Care for High Risk Infants 

March 3, 4, 10, and 17, 2021: Virtual live
March 24 – September 30, 2021: On-demand

www.thegravensconference.com
Early Bird Registration through Dec. 31, 2020

Provided by:

I CAN Digitally Involved (iCANDI): Collaboration with the 
Pediatric Trials Network (PTN)

Amy Ohmer

Spring has sprung and with that is the launch of new and exciting 
kid-friendly initiatives at the International Children's Research Net-
work, Inc. (iCAN).  Starting with a new approach to discussing 
clinical research trials, iCAN completed a collaboration with the 
Pediatric Trials Network (PTN) in which a 13-year old youth mem-
ber, Kenneth, from the KIDS Ohio chapter shared his perspective 
for a lay summary.  This unique project helped create a kid-friendly 
short video designed to educate other children (and their families) 
about the safety and effectiveness of pediatric medicine.  

Next, iCAN participated in the latest AIMed series to spotlight 

Medical Devices and pediatrics.  Sharing the wisdom of 15-year-
old Imaan, a member of the KIDS CT chapter,  the AIMED series 
host, Dr. Anthony Chang, CHOC, was treated to a better under-
standing of what it is like to wear an insulin pump and a continu-
ous glucose monitor as a young person.  The theme of Medical 
Device discussion continued. During the month, iCAN's President 
Leanne West and Director Amy Ohmer participated in a communi-
ty engagement session with MDUFA (FDA) for sharing support to 
create a better understanding of pediatric devices and how to help 
kids. This promises to be an important spotlight during the year 
as more understanding of pediatric medical device innovation is 
shared worldwide.  In partnership with Boston Children's Hospital, 
connecting in May, KIDS Barcelona will be hosting a Hackathon.  
This event is designed to draw out creativity from the community 
to help support new pediatric medical innovation.  All iCAN Chap-
ters have been invited to serve as judges to help narrow down the 
finalists.  We are confident this will be a terrific event. Details on 
our news page at www.icanresearch.org 

iCAN youth members participated globally through several sur-
veys designed to capture feedback on clinical research trial de-
sign and helped create new iCAN Youth Member recruitment fly-
ers. For our organization, it is vital to ensure that the kid's voice 
is infused everywhere, so almost everything is reviewed by kids.  
In completion, all of the finalized work with feedback incorporated 
was given the 'iCAN Seal of Approval".  Going forward, if you see 
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I was exposed to opioids.

I am not an addict.

I was exposed to substances in utero. 

I am not addicted. Addiction is a set of 

behaviors associated with having a 

Substance Use Disorder (SUD).

While I was in the womb my mother and I 

shared a blood supply. I was exposed to 

the medications and substances she 

used. I may have become physiologically 

dependent on some of those substances.

When reporting on mothers, babies, 

and substance use

NAS is a temporary and 

treatable condition.

My mother may have a SUD.

My potential is limitless.

There are evidence-based pharmacological 

and non-pharmacological treatments for 

Neonatal Abstinence Syndrome.

She might be receiving Medication-Assisted 

Treatment (MAT). My NAS may be a side 

effect of her appropriate medical care. It is 

not evidence of abuse or mistreatment. 

I am so much more than my NAS 

diagnosis. My drug exposure will not 

determine my long-term outcomes. 

But how you treat me will. When you

invest in my family's health 

and wellbeing by supporting

Medicaid and Early 

Childhood Education you 

can expect that I will do as 

well as any of my peers! 

84NEONATOLOGY TODAYtwww.NeonatologyToday.nettApril 2021

the seal, you can rest assured that it was "kid reviewed - kid ap-
proved"

Additionally, iCAN summit planning (to be held July 12th - July 
16th, 2021) is happily underway. Dr. Sharon Smith, CT Children's 
Hospital, is creating a session to help youth members understand 
steps to a diagnosis by doctors.  The session aptly named "What 
Doctors Want You To Know" will be part of the weekly summit 
events.  Furthermore, iCAN and Sing Me A Story kicked off a new 
and exciting musical collaboration for a global group of six lucky 
youth members living with rare, complicated, and chronic medical 
conditions. In a wonderful alignment with iCAN to support youth in 
providing opportunities to share children's voices, Sing Me A Sto-
ry's mission is to serve deserving families in need through sharing 
stories of children combined with the power of music.  Sing Me A 
Story connects professional singer-songwriters with each youth 
member and family to understand who the child is, what they like, 
such as hobbies, families, pets, vacations, or other important parts 
of life for the child.  Once the story is shared, the singer-songwriter 
team sets the words to music, creating a lasting memory for a life-
time. The summit will feature the final musical creations of young 
people from KIDS Bari, KIDS Virtual, KIDS Albania, and KIDS 
Houston, and our newly created Young Adult Professionals. 

Looking ahead, we invite all summit participants to send in a 
Chapter Poster - a culmination of work done throughout the year 
to support their local chapters.  The Summit Poster Session is 
also open to other interested community members that might like 
to showcase their original abstracts to the iCAN Community.  The 
Poster Session and all other open projects are available on the 
'FOR KIDS' tab on the homepage.  As a reminder, if any inter-
ested kids are not involved in an iCAN chapter but would like to 
participate, iCAN offers a Virtual Chapter to accommodate any 
child, anywhere in the world. There is no cost to create a chapter 
or for a child to participate as iCAN is supported through sponsor-
ing partnerships.  If you would like to sponsor a child, a chapter, or 
our summit, please contact us by email info@icanresearch.org or 
visit www.icanresearch.org

#iCANMakeADifference #iCAN #iCANBeDigitallyInvolved  #Glob-
alGenes #CareAboutRARE  
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