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CHILDREN RIGHTS

all the actions shall be carried out according with two fundamental principles

International Convention of
». ) the Rights of the Child (UN)

THE “BEST INTERESTS” OF THE CHILD

THE “EVOLVING CAPACITIES” OF THE CHILD

Xﬁwﬁa

A CHILD MUST ENJOY ALL THE RIGHTS OF A PERSON

X P Children have the right to participate in any decision regarding
4 TEDQY them, including their health
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Give voice to children! Not an easy task!

Young people and Children:
a new actor on the scene!
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young people improving

International Children’s Advisory Network

To the courtesy of Claudio Fracasso, MD, former Pediatric Clinical Director, 2023

“TEDDY

€European Network of Excellence
for Paediatric Research
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Children have the ideas, set up the project, and invite

adults to join with them in making decisions.

Children have the initial idea and decide how
the project is to be carried out. Adults are
available but do not take charge.

Adults have the initial idea but children are
involved in every step of the planning and
implementation, Not only are their views
considered, but they are also involved

in taking the decisions.

The project is designed and run by adults

but children are consulted. They have
a full understanding of the process
and their opinions are taken
seriously.

Adults decide on the project and
children volunteer for it. The
children understand the project,
and know who decided they
should be involved and why.
Aduits respect their views.
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Children are asked 10 say what they
think about an issue but have kittle or
no choice about the way they express
those views or the scope of the ideas

~ _;_0 they can express.

Children take part in an event, e.g. by

singing, dancing or wearing T-shirts with
logas on, but they do not really under-
stand the issues.

Children do or say what adults suggest they
do, but have no real understanding of the
issues, OR children are asked what they
think, adults use soma of their ideas but do
not tell them what infiuence they have had on

the final decision.

https://www.unicef-irc.org/ publicati'ohs;pd

-l Roger Hart's Ladder
Frn of Participation (1992)

’i‘/chiIdrens_participation.pdf



Participation of children in decision-making
processes regarding their health

Engaging with children to improve individual decision-making processes
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International Children's Advisory. Network

www.iCAN.health #iCANMakeADifference



http://www.ican.health/

Common Goals:
* Give voice to thei
* Being heard by in ndustry, gov. |
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agencies
! ’Www.icanresearch.‘
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A non-profit made up of 34 groups
dedicated to empowering every
child, everywhere by working to
improve pediatric health,
medicine, research, and innovation
by sharing children's voices

A dedicated platform for children
and families to give input and
feedback into study designs,
treatment plans, and educational
materials of industry partners as
well as hospitals, high schools,
researchers, and non-profits.

HOW iCAN WORKS

the iCAN Seal of Approval*®

The iCAN Chapters:
YPAGs or KIDS
Young Persons Advisory Group
Kids Impacting Diseases through Science

Ask the Experts Sessions

the annual iCAN SUMMIT




What iCAN Do?

Every iCAN Chapter is a unique,
ICAN Umbrella work dynamic organization housed within
the global iCAN umbrella!

9 International Summit organised US/EU
iCAN Curriculum by age group

Educative Documents, Video, Games
Encourage leadership

Develop iCAN learning activities
Partnership with the Pediatric Networks
Foster a shared community ASSENT@ CONSENT izsiminmeizsesion
The iCAN Seal of Approval*

Chapter Leader Lesson Plan

Discover Clinical Research

Clinical Research Terminology (ages 8-11)

How Are Medications Approved (ages 12-18)
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MY CLINICAL
& TRIAL CENTER

¢ == PLAY TO LEARN!



Promote Children participation in decision-making process
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Third paediatric
expert patients
training workshop
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Council of Europe Draft Guide to the participation
of children in decision-making processes regarding their health

OBIJECTIVES

10 October 2022

BIOENF.CP
Drafting group on devaloping a guide for the participation of children
In decision-malong procass regarcng the haaith

DRAFT GUIDE TO THE PARTICIPATION OF CHILDREN
IN DECISION MAKING PROCESSES

Promoting children rights, needs, and resources, empowering children at every stage,
a Council of Europe initiative (2021-2022)



DEEP-2 Clinical study Lay summary

Lay summary of the DEEP-2 clinical study, developed

with the expert contribution of the TEDDY Kids, in ‘?:E PRONE
—VALUATION IN
collaboration with CVBF, sponsor of the study and PAEDIATRICS

coordinator of the DEEP Project.
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Children, giving a voice to other children

TEDDY has promoted KIDS groups that are part of the iCAN
community since 2017

KiDSBari KiDSAlbania

Young patients and healthy
youngers, aged from 12 to 18
years, and more, who work
together to give voice to
children in the decision-making
process involving health,
medicine, and research.

NETWORK
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for Paediatric Research

J

TEDDY kids are specifically
educated and empowered
about fundamental children
rights and biomedical research.
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The iCAN Advocacy and Research Summit

The summit acts as
a spotlight and
gathering place for
research, science,
medicine, and
friendship

Kids all around the
world from 4
different continents
come to see how
they are changing
the world

NEXT Summit (2024) will be in EUROPE!

It will be in BARI!

17,

ﬁ Hot topics =

» Paediatric regulations
» Equal access to
paediatric medicine

It will involve all KIDs and YPAGSs in
the world and will aim to
implement new Groups in Europe




Donato Bonifazi

Advisory Board Member
dbonifazi@teddynetwork.net

www.icanresearch.org
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e CoOntinue to Support at iCAN.health
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