PATIENT

CONGRESS

YEAH

Youngsters
EngAgement in Health

Programa de capacitacién

Begonya Natria :
Patient Engagement in Research Coordinator J— @
Hospital Sant Joan de Déu |

Funded by the
European Union

eit ) Health

SJ Sant Joan de Déu
Barcelona - Hospital



Objetivo

Educar a los jovenes para que se
involucren en la investigacion en
salud, especificamente en ensayos
clinicos y dispositivos médicos para
garantizar que la investigacion esté
centrada en el paciente.
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;Por qué es impotante involucrar a los jovenes? \".
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Los jovenes representan el Los jovenes representan el

21% — 100%

de la poblacion mundial del futuro de una sociedad saludable




=Derecho a la ciencia/a la investigacién
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Los ninos y los jovenes tienen derecho a
expresar libremente sus opiniones (CDN art.
12), el derecho al mas alto nivel posible de
salud y a instalaciones para el tratamiento de
enfermedades y |la rehabilitacion de la salud
(incluida la investigacion).

Convencion de los Derechos del Nino- 1989 — Naciones
Unidas
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Co-creacidon del contenido:

Toolkit- actividades educativas

Guias diddcticas
Juegos sobre datos en salud
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YEAH 1: Ensayos clinicos
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DESIGNING RESEARCH
PROJECTS WITH YOUNG
PEOPLE

e

CO-CREATING HEALTH
RESEARCH PROTOCOLS
WITH YOUNG PEOPLE

YEAH .*@ Clinical Trials
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QUALITY OF LIFE, AND
PATIENT-REPORTED OUTCOME
MEASURES (PROMs)

CLINICAL TRIAL
INFORMATION FOR
YOUNG PEOPLE
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Designing research projects with children and young citizens

Module objectives

ID card
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Challenge

Case scenarios about the
ethical discussions on
clinical trials
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Challenge

James Lind breakout to
introduce clinical trials
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Challenge

Ethical issues in health
research




YEAH 2: Dispositivos médicos
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YEDE ')’ Medical Devices
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Data sharing and ) ’tﬁ ' |
rights of young people )“ b!
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Co-design of Patient involvement and
medical devices dissemination
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S | 3 ' Technology and Medical Devices. How can they change lives?

Bhurlotte was diagnosed with ME/CFS when she was 15 after two years of symptoms and

Case

Her symptoms can vary hugely each
day but include severe muscle and
joint pain making it extremely difficult
and sometimes impossible to walk.

She also has very bad headaches,
dizzy spells and sickness and suffers
from extreme fatigue.

Her mental and emotional health has
been greatly affected as she cannot
attend school and is largely bed-
bound at home.

tests at her local hospital.

Before her diagnosis Charlotte was a very
active teenager and had a large group of
friends. She enjoyed school and was a happy
and active young person. Now life is very
different and her condition has impacted on
the whole family.

Some of Charlotte’'s friends are
understanding and come to visit her, but this
can also be difficult.

Wants

* Now life is very different and has
impacted on the whole family.

Frustrations

Charlotte would love to get the grades to
attend university in a couple of years but,
due to her symptoms and the huge impact
ME/ CFS is having on her life she worries this
might not be possible.




YEAH 2: Juego sobre datos en salud

AVENTURA LITADO DE MISIONES
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LISTADO DE RETOS

PUNTOS

50 puntos

RECOMPENSAS
C

ONDICIONALES
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as gracias!
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