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International Children’s Advisory Network

e June 2015 iCAN Councils and Committees established to bridge
communication and promote partnership among all children, parents, and
team leaders.

e 3 councils (Parent Council, Youth Council, and Team Leader Council),

e 5 committees (Communication and Technology, Conference, Education, Finance, and
Membership),

e Scientific Advisory Board composed of top pediatric leaders in regulation, pharma,
academia, hospitals, and more.
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Quarterly Newsletter * November 2015 into 2016 Summit

vol.2 mArcrioniepmmioN  Planning Committee established, including
W NI Ay ok e the Conference Committee and
representatives from each other council
and committee. This group meets biweekly
to organize events for the Summit.

e February 2016 first iCAN Newsletter
published by the Membership Committee

e 2015 into 2016 iCAN establishes new
chapters in Michigan, Southwest Florida,
Houston, Barcelona, Australia, and France
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Projects involvement

ICAn groups have been involved in more than 11 projects such as*:

* NIH-funded online educational tool aimed at teaching children about
pediatric research. The resource plays out like a video game.

e pediatric assent survey in partnership with medical information
s RVOICE N 3y companies. Results at the 2015 Eastern Societies for Pediatric
’%é\ Research Meeting and the 2015 Pediatric Academic Societies

Meeting.

e guidance to Nuffield Council on Bioethics to help develop a magazine
version of their study titled “Involving Children and Young People in
Health Research- Getting it Right” (available here:
http://nuffieldbioethics.org/project/children-research/)
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e asmartphone app for a nutrition study and provided feedback via
online survey

* afocus group with a medical device startup company to provide
feedback from children on several mockups of auto-injectors.

» feedback on a study design for a clinical trial of a therapeutic for
i . 123 people participated.

*Local chapters have been involved with many projects in addition to those
listed here



http://nuffieldbioethics.org/project/children-research/

Projects involvement

Feedback on a storyline for a study gamification app
which would be used in a pediatric clinical trial. The aim
is increasing retention in the study. 147 young people
participated in the survey.

Online focus group with the company developing the
gamification app to further develop the storyline and
concepts

Online focus group to help develop an online, interactive
tool funded by the NIH aimed at educating children
about pediatric research.

User testing on an electronic assent program and
provide feedback from pediatric patients’ and families’
perspectives. Members are teaming up from Kansas City,
Vancouver, and Michigan chapters to help develop a
second phase of this project as well as write up a report
to share ' ummit.

AN

International Children’s Advisory Network

Communication activities:

e 12 Scientific Conferences
and Societies Meetings

e 8 publications and
presentations
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lcan Summit 2016:research and advocacy




KiDS

JUNE 27-JULY 1
2016 ICAN RESEARCH
&ADVOCAGY SUMMIT

Children, young people, and families

will have a world-class learning opportunity as they engage with
pediatric professionals in healthcare, research, industry, academia,
and regulation. The focus of the Summit is on healthy lifestyle and
empowering young people to take part in medicine, research, and
innovation.
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Iniemational Children's Advisory Neswock

#ICANSUMmMIt2016

icanresearch.ors/summit

Barcelona, Spain

130 Child and
Family Attendees

11 Sponsors and
other Partners

INTERNATIONAL
CHILDREN'S ADVISORY
NETWORK

104 Hungerford St
Hariford, CT 06106

www.icanresearch.org
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. International Children’s Advisory Network
KIDS Connecticut

KIDS Chicago

KIDS Florida
KIDS France
KIDS Giorgia
KIDS Houston
KIDS Kansas City
KIDS Michigan
KIDS Ohio

KIDS Sydney
KIDS Canada

v" ScotCRN (5 groups)

v' GenerationR (UK)

v

KIDS Barcelona
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lcan Summit 2016... focused on a global con€&pt™ """
of health: prevention and treatment.

Many diseases of adults should have ...let's say 50 years before they
healed before... appear!

elona Ican Summit 2016
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3 Topics of the congress:

v" Innovation

v' Patient Expert & Research

v Innovative treatments

elona Ican Summit 2016

www.icanresearch.org
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Pulsera Solidaria

por la investigacion )

del cancer infantil
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lona Ican Summit 2016
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Innovation day

Barcelona Ican Summit 2016
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Practical workshops about innovative therapeutic tools
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CosmoCaixa Museum

Patient expert day

elona Ican Summit 2016
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MiRobot#2

inicia

Ayidanos El proyecto ~ Preguntas

... ¥ si RobotX pudiese encontrar el diagndstico a enfermedades genéticas que hasta ahora se

tardaba afios en diagnosticar?

El Proyecto

Te presento a RobotX, un robot muy

potente que es capy analirar genes y
de lo que analiza, asi

cada vez se wualve mas listo y es capaz de

sintamas, y apren

nfermedades, {Robot)

diagnosticar a 1000
pacientes en los préximos dos afios!

noce mas s0bre NUBsTro Proyecto.

iAyiidanos a conseguir diagnésticos!

Colabora

La mayaria de los que trabajamos en este
proyecto somas voiunrari

sin embarga,
e} proceso para abtener o

requisre costes en material médico.
sanitario, instalaciones y maguinas.

instrum

ndispensables para

conseguir el éxito en el diagnéstico

Apadrina un disgnéstico
;Compra un RobotX para un nifa!

Read More »

Pacientes

Si tienes un hijo, familiar o conocide con
una enfermedad genética pendiente de
diagnosticar y quisres un Robock para €l o
simplemente te sientes comprometido can

&l proyecta y qu

== ayudar con una

aportach = Io que tienes que

hacer.

Quiero un RobotX
£C8mo puedo conseguiria?

Rare

Commons Compartir para avanzar
Sant Jgan de D

INVESTIGACION EN ENFERME FAMILIAS LINICOS

Ya somos 440 usuarios

INFORMACION

Dia Mundial de la Osteogénesis Imperfecta: futura nueva
linea de i igacién en Rare C

05/05/2016

La osteogénesis imperfecta (Ol), popularmente conocida como «
enfermedad de los huesos de cristal », es una patologia que...

Celebramos el dia del libro, con la historia de Jana...
22/04/2016
Con motivo de la conmemoracion del Dia Internacional del Libro ,

hemos publicado un nuevo cuento en Rare Commeons. La
historia...

Resultados

ENACH-PKAN

PKANDRS: escala de
evaluacion clinica testeada en
45 pacientes.

ver todos
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International Children’s Advisory Network

ED

EUROPEAN MEDICINES AGENCY I J E

M E D I C I N E S H E A L T H European Network of Paediatric Research at the European Medicines Agency
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International Children’s Advisory Network

Sport and scientific research focused on cognitive development.

M "|||1"||"ﬁ{|'1' il M‘

Visit the stadium of Barga Football Club and sport activity focused on the
evelopment and other diseases prevention.

elona Ican Summit 2016
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Interactive workshop of healthy and terapeutic _
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elona Ican Summit 2016

AI|C|a AllmentaC|o | C|enC|a (Allce Food and Science), is a research centre devoted to

mlcuisine, to the improvement of eating habits and to the evaluation
of the food and gastronc e a centre with a social vocation, open to
everyone to promote hea
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CAN

Interactive workshop of healthy and therapeutic metiem Aoy Netor
(Fundacio Alicia)

B

elona Ican Summit 2016

Workshop for adults



Barcelona Ican Summit 2016
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Other therapeutic options: clowns
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Other therapeutic options: music therapy
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Other therapeutic options: Child Life



KiDS S+ IGAN de D § -

N [ (.

Other therapeutic options: Mindfulness
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Bioethics: pediatric clinical research
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elona Ican Summit 2016
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elona Ican Summit 2016

www.icanresearch.org



	From Washington to Barcelona
	ICAN ACTIVITIES SINCE JUNE 2015 LAUNCH�
	ICAN ACTIVITIES SINCE JUNE 2015 LAUNCH�
	Projects involvement
	Projects involvement
	Slide Number 6
	Slide Number 7
	Slide Number 8
	Slide Number 9
	Social community activity
	Slide Number 11
	Slide Number 12
	Slide Number 13
	Slide Number 14
	Slide Number 15
	Slide Number 16
	Slide Number 17
	Slide Number 18
	Slide Number 19
	Slide Number 20
	Slide Number 21
	Slide Number 22
	Slide Number 23
	Slide Number 24
	Slide Number 25
	Slide Number 26

