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The aim of this initiative, co-funded by the Erasmus+ Programme of
the European Union is to give visibility to those young people who
suffer from rare diseases, not only as a mechanism to recognize
their value, but as an example of good practices of which other
young people in their situation can learn to live with their disease
and reach the highest levels of inclusion.

OBJECTIVES



PARTNERSHIP

Fundación Isabel Gemio (Spain for the Research of Muscular
Dystrophies and other Rare Diseases, was born in 2008 with the
aim of contributing to accelerate research in those biological, 
 genetic or therapeutic aspects that can influence the
development and application of curative treatments to those
affected

Federación Española de Enfermedades Neuromusculares (ASEM)
(Spain), a non-governmental organization that brings together
associations and foundations for neuromuscular diseases. It
currently represents more than 60,000 people affected
throughout Spain.

Charcot-Marie-Tooth et Neuropathies Peripheriques (France), an
association of patients with peripheral neuropathies, which aims
to break the isolation by bringing together people with CMT or
similar neuropathies.

Uniamo Federazione Italiana Malattie Rare (Italy) is the
representative body of the community of people with rare
diseases. It has over 150 member associations, which are
constantly growing.

Parent Project per la Ricerca sulla Distrofa Muscolare (Italy), an
association of patients and parents with children affected by
Duchenne and Becker muscular dystrophy.



TRANSNATIONAL
MEETINGS

KICK-OFF MEETING 

The online kick-off meeting of the
initiative was held on March 29th, 2022.
The partnership presented the
dissemination plan of the IGTV: YOUTH
WITH COURAGE and planned the
different strategies that will be followed.

The first transnational took place
in Madrid, on May 26th, with the
participation of all the partners.
After analysing the progress so far,
they continue with the
development of the project. 

The partnership had the chance to
met the second vice-president of
the Congress of Deputies, Ms. Ana
Pastor, who listened attentively to
the objectives of the initiative.

FIRST
TRANSNATIONAL
MEETING



Toulouse was the venue chosen to
hold the second transnational
meeting of the project, on July
22nd. Aiming to improve the stats
on social media, the partners
decided to develop a campaign to
encourage people suffering from
rare diseases to share their own
story. Besides, the consortium will
launch a questionnaire to evaluate
the impact of the IGTV: YOUTH
WITH COURAGE.

SECOND
TRANSNATIONAL
MEETING

The third transnational meeting
was held in Rome on October 24th.
The partnership analyzed the
progress and coordinated the
following steps.  The audience in
the different social media profiles
has increased considerably since
the last meeting. 

THIRD
TRANSNATIONAL
MEETING



[The Erasmus+ YOUNG PEOPLE
WITH RARE DISEASES held its 4th
and final transnational meeting in
Barcelona on January 23rd. The
partnership discussed the results
and analysed the all the activities
carried out within the project. 

The initiative YOUTH WITH
COURAGE has shared a total of 28
videos with the testimonies of
young people affected by rare
diseases and muscular dystrophies. 

FOURTH AND FINAL
TRANSNATIONAL
MEETING

The organizations involved in the
project would like to thank you the
protagonists of the initiative for
their willingness and collaboration.
They have set an example to young
people and society with their value
to face life. We would also like to
thank you all the people that have
supported us in the different
stages of the project.

The partnership concluded that the
project has been a very positive
and enriching experience for all
the organizations, 



YOUTH WITH COURAGE
A virtual environment on Instagram where the
patients explain how they defeat the daily
barriers that most of us do not get to perceive.

CAROLINA
Carolina is 28 years old and suffers
from Friedreich’s Ataxia. Dancing is
one of her greatest passions.

ADRIÁN
Adrián studies Videogames design
and development. He suffers from
Spastic Paraplegia.

NICOLE
Nicole manages and presents a
podcast in which she interviews
people with rare diseases. She
suffers from Systemic Mastocytosis.



ROBERTO
Roberto, musician and composer, suffers
from Becker Muscular Dystrophy.

JONATHAN
Jonathan is the captain of the French
wheelchair rugby team. He suffers
from Charcot-Marie-Tooth type 1

LAURA
Laura has a rare disease called
Arthrogryposis Multiplex Congenita. She
highlights the importance of
professionalized personal assistance.

ALICE
Alice runs a program called “Women
and Disability”. She suffers from a
rare disease called Microdeletion of
Chromosome 22.

https://www.youtube.com/watch?v=fR5AlJu7USg


JUAN
Juan suffers from Congenital Disorders of
Glycosylation (CDG). His mother claims
that all the people suffering from a very
serious disease deserve a treatment. 

AUDREY
Audrey was diagnosed with Charcot
Marie Tooth when she was three and
a half years old. She is now starting
her own business in textile design.

MICHELE
Michele lives in Rome and he is
passionate about football and Formula1.
He lives with Duchenne Muscular
Dystrophy (DMD).

MINA
Mina lives with a rare disease called
DiGeorge’s syndrome or velo-cardio-
facial syndrome. When she was a
teenager, she was also diagnosed with
scoliosis idiopathic.

https://www.youtube.com/watch?v=fR5AlJu7USg
https://www.youtube.com/watch?v=fR5AlJu7USg


MIKEL
Mikel, 22 years old , has a degenerative
neuromuscular disease, called Spinal
Muscular Atrophy Type II.

ALEX
Alex is the vicepresident of the
association CMT France, which helps
patients suffering from Charcot Marie
Tooth disease, the disease he also
suffers. 

ALICIA
Alicia is a young woman of 22 years old
who suffers from muscular dystrophy.
Her mother points out that society
doesn’t worry about rare disease

SAMUELE
Samuele, 21 years old, studies
Mechanical Engineering at La
Sapienza and is passionate of hockey.
He also suffers Duchenne muscular
dystrophy (DMD).

https://www.youtube.com/watch?v=eqdVB--z_2I&t=19s
https://www.youtube.com/watch?v=fR5AlJu7USg
https://www.youtube.com/watch?v=fR5AlJu7USg


SARA
Sara is 24 years old and she suffers a
genetic disproportion of muscle fiber
types, due to a mutation of RHNO gene.

LAURA
Laura suffers the Charcot Marie
Tooth disease (CMT). She was
diagnosed with this disease when she
was 7 years old. 

MÓNICA
Mónica  is 21 years old and she suffers
three rare syndromes: Willkie syndrome,
Nutcracker syndrome and May-Thurner
syndrome.

ANTONIO
Antonio is a content creator. He is 19
years old, and he suffers Becker
muscular dystrophy.

https://www.youtube.com/watch?v=eqdVB--z_2I&t=19s
https://www.youtube.com/watch?v=8D1ZqHEmDj8&t=11s
https://www.youtube.com/watch?v=zCzHMuPNM68&t=66s


OLIVIA
Olivia  is 14 years old and she suffers the
Charcot Marie Tooth degenerative
disease. In the future she wants to study
biomedicine.

DAVIDE
Davide was diagnosed with Williams
syndrome when he was a few months
old. Sports have helped him to
overcome several barriers.

ANDRÉS
Andrés have Spastic Paraparesia. HE
loves superheroes and his biggest dream
is to become as fast as a lightning.

CRISTINA
Cristina suffers Phenylketonuria, a
rare disease that can lead to
intellectual and motor disorders. She
encourages society to support people
with rare diseases.

https://www.youtube.com/watch?v=SZ3j-497Z_c&t=401s
https://www.youtube.com/watch?v=fR5AlJu7USg


JACOPO
Jacopo  studies Communication Science at
the University of Padua. He is affected by
Duchenne Muscular Dystrophy (DMD).

MATTEO
Matteo is enrolled in the Agricultural
Science and Technologies degree
course in Grugliasco. He suffers
Duchenne Muscular Dystrophy
(DMD).

LETHICIA
Lethicia is 29 years old, and she suffers
from Congenital Hypophosphatasia, an
absence or low levels of serum alkaline
phosphatase.

NICO
Nico is a researcher of the Institut
national de la santé et de la recherche
médicale looking for therapies for the
Charcot Marie Tooth disease.



BRUNO
Bruno is 13 years old, and he suffers a
disease called non-progressive congenital
Ataxia.

ROBERTA
Roberta is 23 years old and she
suffers Ataxia, a rare disease which
have many different variants. 



STATS ON
SOCIAL MEDIA
YOUTUBE 

INSTAGRAM
Topic Views

Story of Juan 1.495

Story of Sara 983

Story of
  Olivia

547

Story of
  Davide

349

Story of Mina 250

Story of
  Bruno

210

Story of
  Roberta

208

Summary of
  December - January

208

 824 VIEWS

13,5 likes

22.267 VIEWS

MEDIA:     

TOTAL: 



FACEBOOK

TWITTER

 Tweets Impresiones Visitas Menciones Seguidores

Abril 22 2.536 8.095 3 8

Mayo 19 2.714 4.730 13 0

Junio 9 1.596 1933 4 0

Julio 8 929 1.190 3 0

Agosto  308 121 1 0

Septiembre 11 1.738 1.825 5 1

Octubre 7 929 957 2 1

Noviembre 8 825 631 2 2

Diciembre 13 1.149 1.197 5 1

Enero 5 698 590 1 0

MEDIA:      11,3 tweets / 1.342 impressions / 2.126,9 visits

578
impressions

MEDIA
PARTNERS

26.402 views / 4.909 feedback / 30.160 impressions

29.045 views / 1.169 feedback / 4.170 impressions

4.620 views / 1.213 feedback / 15.180 impressions

5.612 views / 371 feedback / 23.147 impressions



EVALUATION
QUESTIONNAIRE

All the respondents agree that this kind of initiatives benefits people suffering from

rare diseases. They also affirm that they have learnt something while watching the

videos. Courage and empathy, the importance of research and how to overcome

difficulties are some of their answers. 

As to the question concerning inclusiveness, they point out that it is important to

carried out similar initiatives to YOUTH WITH COURAGE to continue raising

awareness among society. Also, they consider that it is necessary to increase the

funding and training of society regarding rare diseases. 

From the evaluation questionnaire developed by the partnership to analyse the impact of

the project we have drawn the following conclusions: 



#YOUTHWITHCOURAGE

POST A VIDEO OR A PHOTO TELLING YOUR STORY
TAG YOUTHWITHCOURAGE 
USE THE HASHTAG #YOUTHWITHCOURAGE 
SHARE IT ON INSTAGRAM, FACEBOOK OR TWITTER

IF YOU SUFFER FROM A RARE DISEASE: 

 

SUSTAINABILITY 
CAMPAIGN

DO YOU WANT TO BE PART
OF THE INITIATIVE?

#YOUTHWITHCOURAGE

JOIN US

AND HELP US RAISE AWARENESS ON RARE DISEASES
youthwithcourage

SOCIAL
 MEDIA

@youthwithcourage

youthwithcourage

@youthwcourage

https://www.youtube.com/channel/UCToZHfFviGl5AH-9ylymoIw
https://www.youtube.com/channel/UCToZHfFviGl5AH-9ylymoIw
https://www.facebook.com/Youthwithcourage-108699581803769
https://www.instagram.com/youthwithcourage/
https://www.facebook.com/Youthwithcourage-108699581803769
https://twitter.com/youthwcourage


This project has been funded with support from the
European Commission. This publication reflects the views
only of the author, and the Commission cannot be held
responsible for any use which may be made of the
information contained therein.


