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Rob Pleticha 
- Online Communities Manager 
- Aged 30, Education in Psychology 

(Uni. Of Illinois) 
- Previous experience: 2 Years at 

Romanian RD Alliance 

Marta Campabadal 
- Online Communities Manager 
- 26 years old, from Spain 
- Social Media Coordination 
- Spanish Outreach 
- Education in Marketing &  

Community Management 

Carmen Lasheras 
- Online Communities 

Manager 
- From Murcia, Spain 
- PhD in Pharmacology 
- Focusing on Web-RADR 

project 
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Dubrowka Franz 
- Online Communities Manager , Web 
Content 
- 7 years in Greece as volunteer 

coordinator with young people in NGO 
- Also proficient in Italian + German 
- Excellent online content mgmt 

experience 
 

Tihana Kreso 
- Online Communities Manager, 

Outreach 
- From Istria, Crotia – fluent Italian 
- Experienced administrator with 

Croatian RD Alliance 
- Representative on European Helplines 

Network 



Igor Ban 
- Online Communities Manager, 
Web Content 
- 26 years old, from Spain 
- Social Media Coordination 
- Volunteer in support group for 

young cancer patients 

Sandra Pavlovic 
- Online Communities Manager, Outreach 
- Vice-President of NORBS 
- Mother of child with EB 
- Fluent Russian speaker with professional 

background in Marketing 



 

Steering 
Committee 

Members and 
Partners Advisory 

Committee 

Members and 
Partners Advisory 

Committee 

EURORDIS Board 
of Directors 

Staff 

• 7 representatives from NA 
• 2 reps from participating 

Patient Orgs  
• 2 community moderators 
• 2 discussion group moderators  



#EMM2015Madrid 
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How to be involved as a National Alliance? 
 

•Participate in Governance Committee 

•Co-promotion of RareConnect 

 On your website, Social Media, Newsletter 

 Promote at Family & association days 

 Integration into information service/helpline 

 Provide a contact person to liaise with patient groups 

• In return 

 RareConnect shows your logo on it’s homepage as an official partner 

 RareConnect regularly informs you of new communities and of # of 

users from your country/region 

 RareConnect attends some meetings and/or provides material for your 

volunteers to present the project 

 RareConnect promotes relevant activities to communities via platform 

& social Media 
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How to be involved as a European Federation? 
 

•Start a community or discussion group 

•Participate in Governance Committee 

•Co-promote RareConnect 

 On your website, Social Media, Newsletter 

 Promote at Family & association days 

 Nominate a moderator 

• In return 

 RareConnect shows your logo on community or discussion group 

 RareConnect regularly informs you of new communities and of # of 

users in your community 

 RareConnect attends some meetings and/or provides material for your 

volunteers to present the project 

 RareConnect promotes relevant activities to communities via platform 

& social Media 
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www.facebook.com/rareconnect 

team@rareconnect.org 

+34 663 092 790 

@rareconnect 

www.youtube.com/user/eurordis 

Thanks 

And if you’d like to contact 

us: 
Here we are: 

www www.rareconnect.org 


