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Supporting European 
Federations 



RareConnect in numbers  I 

• 32 communities live 

• 5 communities in development 
for 2012: Porphyria, Propionic 

Acidemia, Univentricular heart, Ring 
Chromosome 11, Charcot Marie Tooth 

• 3,000 registered members 
 



RareConnect in numbers  II  

•93 volunteer moderators 

•239 international patient 
group partners 

•40,000 words translated 
monthly on average 
 



Alkaptonuria (AKU) 
Alstrom Syndrome 
Alternating Hemiplegia 
Atypical Hemolytic Uremic Syndrome 
Behçet’s Syndrome 
CAPS 
CDG 
Coats Disease 
Cystinosis 
Dravet Syndrome 
DysNet 
Ehlers-Danlos Syndrome 
Epidermolysis Bullosa 
Evans Syndrome 
Familial Mediterranean Fever 
Fibromuscular Dysplasia 

Glut1 DS 
Hereditary Spastic Paraplegia 
Lipoprotein Lipase Deficiency 
Mastocytosis And Mast Cell Activation 
Disorders 
Moebius Syndrome 
Multiple Myeloma 
Multiple System Atrophy 
Narcolepsy 
Neuroacanthocytosis 
Paraneoplastic Neurological Syndrome 
Pulmonary Hypertension 
Rett Syndrome 
Trimethylaminuria 
Von Hippel-Lindau 
Waldenstrom Macroglobulinemia 
WHIM Syndrome (WHIM) 



Oct 24 2011: 240 unique visitors/day 
Oct 24 2012: 653 unique visitors/day 

150%  increase 

Last 6 months 



Last 6 months 



Social media outreach 

• To amplify, promote and share your work and 
group’s message (ex. Awareness days) 

 

• To attract new stakeholders, bloggers, isolated 
patients and families 

 

 

A few examples…. 

 

 













Bringing patient groups together 

• Not only a place for patients and caregivers to 
exchange  

 

• Shared project is catalyst for starting and 
maintaining a vibrant European federation 

 

Hereditary 
Spastic 

Paraplegia 
Dysmelia Waldenstroms 

Macroglobulenemia 











Get started 

• Send your interest to Rob: 
robert.pleticha@eurordis.org 

• Organise conference call to involve other groups 

• Fill out a Seeding Document, gather information 
from your website 

• We create Test Site 

• Launch 

• Promote 

 

mailto:robert.pleticha@eurordis.org


Make it active 
• Join: http://www.rareconnect.org/en/register 

 
• Share the link to the Community on your website, social 

media, newsletter 
 

• Encourage your members to join the international 
conversation enabled by human translation 
 

• Post updates on your group’s activities, share your story 
 
• Place badge on your website/blog or add RSS feed to your 

website 
 
 

http://www.rareconnect.org/en/register


Keep it active 

• Write a scientific article summary and open up the 
full text via patientINFORM 
 

• Organise a webinar with a specialist or researcher 
 

• Create a short video interview 
 

• Share photos from your recent event 
 

• Invite the RareConnect team to your next conference 
 
 

 

 

 

 



 
Access to free full text articles in selected journals 
 
Process:  
1. Check with Rob that article is available, request full 

text version 
2. Write summary 
3. We create summary page on PH Community with link 

to abstract 
4. patientINFORM works with journals to open up access 

to full text  
 















RareConnect vs. Facebook? 

• Human translation 

• Moderator support and training 

• Ongoing technical improvements 

• Non profit model 

• Allows for disease conversations and 
Facebook conversations to be separate 

• 3 full time Community Managers 

• Your conversations and stories are there to 
stay 

 



www.facebook.com/rareconnect 

robert.pleticha@eurordis.org 

marta.campabadal@eurordis.org 

+34 663 092 790 

@rareconnect 

www.youtube.com/user/eurordis 

Thanks, let us know how we  
can work together 

More information: 


