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‘’Young Voices Can Make a Difference  in Rare 
Diseases research & innovation’’



What is Patient Advocacy?

Patient advocacy means standing up for the rights, needs, and 
voices of people receiving medical care. It’s about:

- Ensuring fair and equitable access 

- Helping patients understand their rights

- Making the healthcare system better



Why Does It 
Matter?

- Not all patients can speak up 
for themselves and have voices 

- Some don’t know what care 
they deserve

- Health systems can be 
confusing or unfair

Impact: Advocates help fix that!



What Do Patient Organizations Do?

Support

- Support patients 
emotionally and 
practically

Raise

- Raise awareness of 
diseases or 
disabilities and 
promote research 

Train

- Train advocates 
(like you!)

Push

- Push for better 
laws and health 
policies



Real Talk – How 
Youth Can Lead

Youth are already making change! 
You can:

 Connect with Patient 
Organizations  

 Share stories, Start or Join 
advocacy campaigns 

 Speak at school, events, HCPs 
and policy makers

 Help design youth-friendly 
services



Tools of a Young Advocate

 Knowledge – 
Learn about patient 

rights

 Voice –        
Speak up in and for 

our community

 Teamwork – 
Join forces with 

others

 Empathy – 
Understand what 
others are going 

through



Examples of Youth 
Advocacy in Action

- Teens promoting 
mental health 
awareness in schools

- Youth campaigns for 
better access to 
insulin

- TikTok campaigns 
that went viral for rare 
diseases



Challenges – and How to Overcome 
Them

 “I’m too 
young to make a 

difference.”

 Truth: Your 
voice is 

powerful and 
fresh!

 “I don’t 
know enough.”

 Truth: 
Learning is part 
of the journey!



How to Get Involved Today

Follow

Be part of 
patient 
organization 

Attend

Attend a 
webinar or 
event and 
network 

Volunteer

Volunteer at a 
PO, hospital 
or NGO

Start

Dream Big, 
Think smart  
and Start a 
project 



Final Message

 "Advocacy isn’t 
about being loud — 

it’s about being 
heard."

You are the future of 
healthcare change. 

Start now. Speak up. 
Stand strong.
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We need YOU to make Europe
a world-leader in rare diseases

research and innovation
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https://www.facebook.com/ERDERAeu/
https://www.instagram.com/erdera_org/
https://x.com/ERDERA_org
https://www.linkedin.com/company/erdera/
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