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Our Mission

We believe that no one should be alone in their suffering. KIDS Rare Hellas
turns experience into collective power, raising our voices to fight for equal
access to health care, education and social inclusion for all young people with
rare diseases.

Our Team

CHAPTER LEADER iniki .
Konstantinos Karathanas Eirini Daskalopoulou Mariniki Tolia

Patient Advocate General Secretary of “Krikos Zois” (Life Link) Patient Advocate

Panhellenic Advocate for Inherited Metabolic
Diseases

SCIENTIFIC ADVISER
Persephone Augoustides-Savvopoulou .
Professor Emeritus, School of Medicine, AUTh.
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** *Our Priorities/Activities...

ATEDDY

NETWORK

-We host educational events.

-We participate in events to foster
stronger connections within our
community.

-We help young patients get involved in
making healthcare decisions.

-We share our stories to empower.
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, Wedinvest in the continuous training of our members to
become effective patient advocaters
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NETWORK
ERDERA  (European Rare Disease
Research Alliance) Young Patients
Training - Athens, 2025
First Young Patients Training on rare
diseases in Greece.
Representation: P. Augoustides-

Savvopoulou, E. Daskalopoulou, M. Tolia

STYPA (Skills Training for Young
Patient Advocates) Summer Training

Course - Riga; Brussels (online); Brussels
(2023-2025)

Focused on shortages (2023),
antimicrobial resistance (2024) digital
health and AI (2025). Representation: E.
Daskalopoulou, K. Karathanas

'TEDDY KIDS Network - Lyon 2022,
Barcelona, 2023

Empowerment program in collaboration
with the TEDDY Network. Representation:
K Karathanas M. Tolia, Elisavvet-Maria
Stergiou

European Youth Week - European Parliament, 2024
We brought rare disease realities to the European
Parliament.

Presentation: E. Daskalopoulou

Seminar, 3rd Health Region of Greece -
Thessaloniki, 2024

“Patients with Rare Diseases” .

Presentation: P. Augoustides-Savvopoulou, E.
Daskalopoulou, K. Karathanas

MetabERN Rare disesease day 2024

Participation in a video to raise awareness of rare
Persephone Augoustides-Savvopoulou, K.Karathanas

iCAN (International Children’s Advisory Network)
Summit -International presentations of our team’s work
on a global platform. Bari, 2024. P Augoustides-
Savvopoulou, E. Daskalopoulou, , K. Karathanas, P
Karathanas & Montreal, 2025 K. Karathanas M Tolia

Orphadev4kids Project (PEC) ,EPTRI, 2024-,
E.Daskalopoulou

Co-creating Digital-First Health Systems, Participation
in DTH-Lab focus group discussions, E.
Daskalopoulou

FAIR TRAINING by ERDERA
Online, 2025 E. Daskalopoulou

Care Pathway Review Group, Rare Diseases
International, 2025, E. Daskalopoulou
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AI is rapidly transforming
healthcar_ef Offerlng_ N KIDS RARE HELLAS is pleased to
opportunities to 1mprove gontrﬂ%utﬁl tﬁ BIOTECH WEEK 2025f
. . y ighlighting the perspectives o
dlagnOSISa treatment, and young patient advocates on the role of

outcomes for children and
young people, especially those
with rare diseases. To
maximize its benefits, Al must
remain ethical, inclusive, and
patient-centered,
complementing, not replacing
the human connection at the
heart of care.

digital health and artificial intelligence
(A) in  pediatric research. This
contribution builds on the 2025
Recommendations on Digital Health and
Al from Youth, developed by the
group of Young Patient Advocates
participating in the STYPA 2025 (Skills
Training Course for Young Patient
Advocates), organized by the European
Patients’ Forum (EPF).
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%] Youth Perspectives on Digital Health,

R o TE D DY Artificial Intelligence. and Orphan
< Drug Development in Pediatric Research
NETWORK

The recommendations emphasize that:

- Access and equity are crucial to ensure that young patients, including
those living with rare diseases, benefit from affordable and inclusive digital
health tools.

- Human empathy and the patient-doctor relationship must remain at the
center, with Al serving as a support to improve diagnosis and treatment.

Co-creation between youth, clinicians, and developers is essential to
ensure that digital solutions meet the specific needs of children and young
people, particularly those affected by rare conditions requiring orphan drugs.

Data protection and transparency are fundamental for building
trust, especially when working with sensitive and limited datasets typical of
rare diseases.

Bias and fairness in Al must be addressed to ensure that rare
disease populations are not overlooked and that research and therapeutic
development remain inclusive.

European Network of €Excellence for Paediatric Research
Via Luigi Porta 14, 27100 PAVIA - ITALY *« VAT 0I825900I184
www.teddynetwork.net * info@teddynetwork.net



NETWORK

Al offers great potential to improve care for children and young
people, especially those with rare diseases. By prioritizing ethics,
fairness, and collaboration, we can ensure Al supports patients,

accelerates orphan drug research, and complements the human
touch at the heart of healthcare.

Thank you for your attention!

KIDS RARE
HELLAS ‘

kidsrarchellas@gmail.com
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