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What is an Online Patient Community?
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Example - Aggregating patient data
www.duchenneconnect.org
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Example – Networking patients
www.marshallsmith.org
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Example – Rich way of providing care 

information
www.haei.org
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Example – Your presence on Facebook
www.facebook.com
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Example – A Facebook conversation
http://www.facebook.com/pages/Pulmonary-Hypertension-

Association-Europe
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Example – An industry-led “community”
www.bravecommunity.com
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Example – A place for people to find you?
www.wikipedia.org
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Example – Conversations taking place without 

you?
www.wikipedia.org
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Example – See who’s interested in you?
www.wikipedia.org
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Why Online Communities are important?

By enabling a community – you are providing 

value
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New Online Patterns
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The evolving web
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Interim Conclusions

 Visibility of traditional Rare Disease patient groups in Organic 
Google Search results and on Facebook or Twitter could be better

 Quite a lot of single voices – Opportunity for relationship building

 Moderate degree of noise & risk of misinformation – Opportunity
for patient groups to play Quality Assurance role 

 Social Media gives great opportunity to build awareness of the 
disease and highlight the patient’s perspective

 So much information – create value by synthesising the best 
information with editorial priority on the patient’s perspective
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Solutions / Ideas

 Think about building a community and serving that communities 
information needs

 Think about content (Conference updates, News, Video, Blog, 
Tweets)

 Build a presence on Facebook & Twitter and/or support existing 
conversations there

 Allow users to share your content easily (Like Button etc)

 Invest in Search Engine Optimisation (Code & Link Building)

 Invest in Google & Facebook advertising in the short term

 Participate in collaborative projects e.g. 
rarediseasecommunities.org
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www.rarediseasecommunities.org
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Achievements sofar

 Launched in April 2010

 10 rare disease communities live

 10 more in active development

 Addition of on-demand human translation service in summer 2010

 Attendance at medical congresses (World Auto-inflammatory 
congress 2010 Amsterdam, European Hematology Association 2010 
Barcelona)

 Winner of the “audience prize” for best new comer at Health 2.0 
Paris 2010
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Myeloma Community

Patient testimonials
User Generated Content
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Myeloma Community

Online discussion in several languages
More like a stream of conversation than a forum
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Myeloma Community

Breaking down the language barrier
On-demand human translation
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Myeloma Community

Social Networking functionality
Virtual profile



Patient Disease 
Management tool



Patient reported 
outcomes:

- Treatments
- Side effects
- Quality of Life



Compare side-
effects over time 
& against 
aggregated data 
from other 
patients
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Governance

EURORDIS/NORD provide & fund 

the platform

Moderaters

National & 
International 
groups

Patient Stories 
& Medical info

Heathcare
professionals

Promotion

3rd party software 
providers
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Funding

Public/Private funding model

Public funders - 2010

Private funders - 2010 through the EURORDIS/NORD Corporate partnership for 

Social Media.  All private funding is fully independent (funders exercise no 

influence on decisions related to the platform).
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Eurordis and NORD present the project to 

patients and patient organizations

 Outline strategy and vision for project

 Answer all questions, listen to feedback
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Patient organizations express an interest in 

becoming involved as a partner in the Online 

Communities project

 Ideally, a group of patient organizations from different language and 
cultural backgrounds decides this would add value to their work
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Together, try to determine: 
What online tools (forums, websites) exist?

What groups are working together already, what new partnerships can NORD 

help us in creating? 

How could an Online Community support the goals of the organizations 

involved?

What are the main subjects that the community wants to talk about?

Which patients or patient representatives can be active moderators?
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Together, decide to begin to create an online 
community with international involvement from 
patient organizations

Assemble a working group with representatives 
from each patient organization to offer input, 
verify information, share resources, check 
translations
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Seeding document -
A way to gather information from involved patient organizations for providing 
the Start up content for the Community

We want to open the site with stories, pictures, resources reflecting the 
various experiences of patients and patient organizations around the world

Since each community is different, some parts of this document may not 
apply to your organization or disease, complete it the best you can and ask 
questions!
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Test Site -
We take information from the different Seeding Documents that have been 
completed and enter it onto a Test Community that is only viewable with a 
password

This test site helps us all to envision how the final product will look and what 
we are missing or how we can organize information

Key information, stories, and documents are translated between the 
languages, team members are asked to verify both the medical information 
and translations to ensure maximum quality 



Presentation

Expression 

of interest

Information 

Gathering

Decision

to go

forward

Seeding 

Document

Test 

Site

Launch date

Promotion

Launch date -
Agree on a date when we can make the site public and available for new 
members to join

Need to remember to have moderators in place who will be regularly checking 
the Forum based on number of new messages
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Promotion -
How can we tell interested parties about the new Community and some of it’s 

features?

Need to link to new Community from other quality sites to increase Google 

Search Ranking

How can Eurordis/NORD support your promotion amongst your members? 
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Q & A

Thank you!
You can also email me:

denis.costello@eurordis.org


