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Premise

The active participation of children in decision-making processes, according to their age and maturity, is
crucial in routine clinical practice but also in the experimental process to develop innovative medicines and
therapies. Empowering children and young individuals by incorporating their perspectives in health-related
decision-making is a fundamental right. When children and young people participate in the processes
regarding their health, they develop valuable skills and self-esteem and acquire the ability to manage their
condition and treatments more effectively. To promote children's empowerment and effective partnerships
with health professionals, Young Person Advisory Groups (YPAGs) have been established in several countries
in Europe and beyond Europe.

This document outlines the principles guiding the mission of the TEDDY KIDS Network. It encourages existing
or new YPAGs willing to adhere to this Network to sign an Agreement to collaborate in advocating for the
improvement of paediatric health through medicine, research and biomedical innovation.

1. OVERVIEW
Who we are?

The TEDDY KIDs Network embraces several YPAGs across Europe, each independently managed and devoted
to paediatric health. This collaborative Network supports the approach of empowering and engaging
children in clinical research to ensure their priorities, needs, and concerns are heard throughout the research
process. The network is expected to expand and evolve in the years to come.

Our Mission

To promote patient-child-oriented research that considers the persistent unmet therapeutic needs in
paediatric research and prioritises children’s well-being and safety.

Our foundations

The TEDDY KIDS Network is promoted by the TEDDY — European Network of Excellence for Paediatric Clinical
Research (later on referred to as TEDDY) (category 1 member of Enpr-EMA) that has been focusing on setting
up YPAGs since its establishment as a legal entity in 2017, when KIDS Bari (Italy) and KIDS Albania were first
developed. To strengthen its international representation, TEDDY counts on the TEDDY kids’ framework,
composed of European YPAGs whose representatives meet regularly and have a voice on the TEDDY Board
of Directors, with one Kids representative appointed, as outlined in the TEDDY Statute (Art. 13). The mission
of promoting children's rights and active participation in decision-making processes, reached a milestone,
“when the TEDDY kids (from Albania, France, Greece, Italy, Latvia, and Malta) collaborated with the Council
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of Europe to develop the "Guide to the participation of children in decision-making processes regarding their
health”, released in 2023.

Network Overview

TEDDY continuously supports the development of new YPAGs. To be part of the TEDDY KIDS Network,
individual YPAGs are encouraged to adhere to shared intents and sign the Agreement in part 5 of this
document to commit to advocating for the improvement of paediatric health through medicine, research
and biomedical innovation.

2. RATIONALE AND LEADING PRINCIPLES
According to the TEDDY Charter on “Paediatric patients’ engagement and empowerment to participate in

biomedical research”, the involvement of children in health and biomedical research is seen as a progressive
process. It is tailored to their developing abilities and involves four levels of participation that can be applied
to all aspects of their lives:

1. being informed

2. expressing a view

3. influencing decisions

4. sharing opinions pear to pear

The TEDDY KIDS Network aims to promote a change in attitudes to make children’s empowerment a priority
in the paediatric research field. This implies that young patients must actively participate in activities or
decisions that impact their health and that their specific knowledge and experience should be reinforced.
Thus, the members of the Network align to the following leading principles:
1. Children and young people have the right to be involved in decisions that will impact their health
and wellbeing
Young participants are eager to provide their insights into research ideas and innovative solutions
3. Stakeholders are required to review any research material or procedures, incorporating the
feedback provided by the young participants

3. OBJECTIVES
The TEDDY KIDS Network will actively strengthen collaborations and partnerships with the leading European

stakeholders, including the Enpr-EMA, Council of Europe, ACT-EU, and others (e.g., academics, researchers,
. and pharmaceutical companies). This will ensure they play a significant role in shaping research priorities for
unmet paediatric needs.
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Specific objectives of the Network include to:

Learn, Educate, and Advocate: Acquire and share knowledge about medicine, research, and innovation to
enhance the health and well-being of children thanks to specialized training.

Engage Actively: Participate in projects, awareness campaigns, and consultation activities with European
authorities, industry stakeholders, researchers, hospitals, and other nonprofit organizations.

Provide Valuable Input: Offer insights on research ideas, child-centric solutions, and unmet paediatric needs
and priorities.

Contribute to Research Design: Assist in the creation and implementation of clinical research studies
focused on children.

Be a Voice for Change: Represent the interests of children and families in the medical and research fields by
attending international conferences and events to bring their perspectives.

4. GOVERNANCE
The governance of the Network shall be vested in a Steering Committee composed of one representative

from each YPAG member.

Steering Committee members serve a term of 2 years and are eligible for re-election. The responsibilities of
the Steering Committee include to:

* Coordinate meeting schedules and provide advance notice

* Review applications of YPAGs seeking membership and approve membership by a majority vote
* Represent the Network at relevant events and forums.

* Facilitate the implementation of Network decisions and initiatives.

*  Ensure effective communication between the Network and its members.

General meetings shall be scheduled at least once a year, with additional meetings as needed. The Steering
Committee will coordinate meeting schedules and provide advance notice

5. TEDDY KIDS NETWORK AGREEMENT
Upon completion and signature of this Agreement, each YPAG will be connected through the network and

receive regular communications. The YPAGs will also receive invitations to get involved, participate in
awareness campaigns and events, and updates on exciting projects and opportunities for youth members to
make their voices heard.
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. Date of Agreement Establishment:
Effective from this date, , this agreement outlines the relationship and expectations
of conduct between (YPAG Name) and the TEDDY KIDS Network.

Il. Commitment Statements
The YPAG group joining the TEDDY KIDS Network commits to:

- upholding the network's overall principles and objectives of youth empowerment, inclusivity, and
transparency, with the aim to advocate for children's rights and research priorities.

- to learning, educating, and advocating group members for advancements in medicine, research, and
innovation aimed at improving the health and well-being of children.

- actively participating in the Network projects, awareness campaigns, and consultation activities with
European authorities, industry stakeholders, researchers, hospitals, and other non-profit organizations.

- contributing to the dissemination of best practices and to publicise the TEDDY KIDS Network appropriately
during meetings and conferences.

- developing an engagement strategy to promote collaboration with all the YPAGs

- sharing information, resources, and best practices with other members

lll. Benefits of joining the network
The benefits of joining the TEDDY KIDS Network include:

» participation in international projects

* access to training materials, support, guidance and best practice

* use of the TEDDY logo in presentations, promotional materials and website

* involvement in the Network governance and all advantages that stem from it
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V. Representatives Contact Information

Contact Information of Team Leader

Name

Email

Phone Number

Contact Information of Supporting Entity(ies), if any

Entity type [hospital, patient’s association, research organisation, etc.]

Entity name

Email

Phone Number

V.  Approvals
We agree to commit to the leading principles (Sec. 2) and objectives (Sec. 3) outlined in this document and

to align with the TEDDY Charter on “Paediatric patients’ engagement and empowerment to participate in
biomedical research”, to reach mutual objectives. By signing below, we acknowledge our commitment and

agree to actively participate in the TEDDY KIDS Network.

Signature of Team Leader:

Signature(s) of Supporting Entity:

Date:
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