
CNA & CEF Meeting | October 2017 | Paris

___ MARTA CAMPABADAL ___

RareConnect Manager

1



2K
patient

testimonials

23K
posts

32K
members

795
advocacy

organizations

8
languages

DE, EN, ES, FR,

IT, PT, SR, RU

110
global 

communities

RareConnect.org in numbers

1,1M
visits/year

346
moderators
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• Over 1 year of partnership and work

• In-house development team

• Give rapid response to users feedback

• Integrate RareConnect with PhenomeCentral

Partnership with SickKids Hospital
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Differences between platforms
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fully adapted to mobile 

devices

easier to use

new interface > new 

features

more intuitive and user 

friendly

Differences between platforms
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New technology > cut 

hosting costs

More secure platform

Faster!

Differences between platforms
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Find others in their country 

and connect through private 

messaging while also allowing 

patient groups to get an idea of 

what the worldwide distribution 

of patients looks like

Members can choose to share no 

location, or only country, don’t have 

to share city.

As always, members don’t have to

put their real name and can use a

pseudonym.

RareConnect maps
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manual request 

translation
automatic machine 

translation

Language shouldn’t be a barrier
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Volunteer translators
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Send us email at info@rareconnect.org



Profiles for patient organisations

• Share events

• Reach people worldwide

• Share updated information, clinical trials, crowdfunding 
campaigns…

• Promote the organisation’s activities

Cooming soon! New features for patient organisations
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General Discussion Community

“This global community is the space where all 

RareConnect members can discuss general 

topics that are not specific to a particular 

community. If you want to ask or share 

something about patient advocacy, research, 

events, orphan drugs, gene therapy… do it 

here!”
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What are the ‘Looking for’ calls?
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What are the ‘Looking for’ calls?
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These monthly updates include: 

• newest RareConnect communities

• communities in the pipeline

• new features

• recent calls posted on the General 

Discussion community

• other news about EURORDIS & RareConnect

Receive monthly updates
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https://www.rareconnect.org/en/community/rareconnect


blog.rareconnect.org

Send us email at info@rareconnect.org
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Some easy steps:

• Sign up and fill in your profile

• Join one or more communities

• Post updates on your profile

• Post calls on the General Discussion community

• Participate in decision making processes

• Encourage your members/audience to join the conversation

• Add the RareConnect logo to your website

• Send us your logo too!

How can the National Alliances take part?
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Featured National Alliances in our homepage

Send us email at info@rareconnect.org
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Future plans for the platform
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Future plans for the platform
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Study questionnaires

Patients can self-describe & do questionnaires
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Marta Tihana Sandra

RareConnect support staff
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Denis



Where to find us…

info@rareconnect.org

• facebook.com/rareconnect

• @rareconnect

• rareconnect

Contact us!
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