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“I've been sitting for 12 years now - para, th12 
complete. And actually I think I've managed quite well 
so far. Lately, however, there have been thoughts about 
how my life would have gone on without the accident 
and also thoughts about the accident (although they 
weren't there for a while). And through that also again 
the thoughts of this finality, etc. How do the others
here deal with it?”

A story from the Community…
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Why this Community?

 to provide an online service for people with SCI

 to foster knowledge exchange around SCI

 to provide knowledge about SCI and disability

 to gain various views and answers in a short period
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Why is the Community “better” than Facebook?

 anonymous

 protected: no advertisement, personal data stay with us etc.

 moderated: no unqualified posts or wrong information

 every question receives an answer

 1-2 new blog articles every week

 free medical advice 

 in four languages: DE, FR, IT, and EN 
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I need your tips on how 
to keep warm in winter

great link, I didn’t know it 
yet, thank you very much!

I am a quadriplegic and 
therefore very sensitive to cold. 
I wear thick underpants from 
the company Rollitex 
www.rollitex.de. They are warm 
and sit well. 

Forum: typical peer-to-peer exchange 
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Ask the Expert: experts from SPC at your service 



May 29, 2019 9

Blog: weekly new articles on SCI topics worldwide
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Wiki: evidence-based medical information on SCI written 

by SPC health professionals for a lay audience
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Currently 10,000 – 20,000 users per month.
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Time range: 01.06.2017-31.03.2019; source: Google Analytics

The Community is growing…
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Time range: 01.06.2017-31.03.2019; source: Community backend
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… and active!

Regularly more than 100 posts per month.

Over 2,600 posts in less than two years.
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Time range: 01.06.2017-25.01.2019; source: Community frontend

Most referred topics in the Forum
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Challenges when building an online Community

 privacy vs. visibility

 moderation requires 24/7 service

 multilingualism multiplies the efforts

 the “critical mass” is difficult to reach for SCI

 social media like Facebook are big competitors
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Tips for building an online Community

 start small – you can always enlarge

 users seem to appreciate the opportunity to ask an expert

 engage not only online, but also offline

 try to attract superusers and create a personal bound

 be patient – Rome wasn’t built in a day ;)
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The exchange is very good for me. 
I was able to implement some of 
the tips in my everyday life and I 
gained quality of life through it.

We are a community 
of destiny and share 

beautiful and sad 
thingsI wish more 

people would 
sign up every 

day
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One discussion…
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… can be helpful for thousands of people!



Your experience is valuable – it could help others.

Join the online Community!

www.community.paraplegie.ch
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Interesting discussion on “political correctness”

https://community.paraplegie.ch/t5/Leben-mit-

Querschnittl%C3%A4hmung/Behinderung-Erkrankung-oder-

Wie-seht-Ihr-Euch/m-p/5424

https://community.paraplegie.ch/t5/Leben-mit-Querschnittl%C3%A4hmung/Behinderung-Erkrankung-oder-Wie-seht-Ihr-Euch/m-p/5424
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Users by country

Time range: 01.06.2017-25.01.2019; source: Google Analytics

Italy has passed Switzerland because of Google rankings.
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Users by language

Time range: 01.06.2017-25.01.2019; source: Google 

Analytics

Italy has passed German.
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Users by device

Time range: 01.06.2017-25.01.2019; source: Google 

Analytics

Mobile more important than desktop.
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Google rankings

Time point: 25.01.2019; source: Google search

Community on first place for important Italian and French 

keywords.

Italian keywords:

• “lesione midollare”: 1st place

• “lesione/i del midollo spinale”: 1st

place

• “lesione spinale”: 1st place

• “svuotare l’intestino” (= “empty the 

bowel”): 1st place

• etc.

French keywords:

• “lésion médullaire”: 1st & 2nd place

• “paralysie médullaire”: 2nd place

• “lésion de la moelle épinière”: 3rd

place

• etc.


