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✴MEI Mission:  Help people with chronic disease learn to 
manage and improve their health. 



KIDNEY DISEASE IS A TSUNAMI IN PEOPLE’S LIVES 



STRONG EMOTIONS ARE NORMAL 
TERROR, ANGER, DEPRESSION... 



WHAT WE FOCUS ON 
Other countries don’t even bother to look at urea clearance 

Remove THIS  

From THIS  

Using THIS  



WHAT CONSUMERS FOCUS ON:  THEIR LIVES 



Internet & Social Media 



EMAIL & LISTSERVS – Early “Social” Media; Still in Use 

SINGLE 
EMAILS 



MESSAGE BOARDS – SEARCHABLE, ENDURING 



Facebook Discussion Groups: Asynchronous, Temporary 

Elaine 

Elaine 

Elaine 



Chronic Disease & Internet 
Use 
✴ 51% of Americans have looked online re:  health 

✴ Chronically ill less likely to be online (62% vs. 81%) 

✴ Issue:  Lack of access, NOT lack of interest 

✴ Key activities:  Blogging & online health discussions 

Pew Research Center:  Chronic Disease & the Internet, March 24, 2010 





PATIENT USES OF SOCIAL MEDIA 

Social Media 
Use 

(Observed) 

Reason? 

 

 Connect 
 

  Network 
 

 Learn 
 

  Frustration  
 

  Offer support 
  

 Advise 
 

  Find support 
  

 Validation 
 

  Observe 
  

 Understand 



What Can We Learn from 
Consumers? 
✴ How they feel from day to day 



What Can We Learn from 
Consumers? 
✴ What they worry about or fear 



What Can We Learn from 
Consumers? 
✴ What bothers them 



What Can We Learn from 
Consumers? 
✴ What sort of support they have (or want) 



Suggestions for Social 
Media Observers 

✴ Follow P&P re:  “Friending” posting 



Suggestions for Social 
Media Observers 

✴ Show R.E.S.P.E.C.T. 



Suggestions for Social 
Media Observers 

✴ Disengage 



Suggestions for Social 
Media Observers 

✴ Help with questions—beware of answers 



STARTING A SITE?  LESSONS LEARNED 

✴  Prime the pump – Ask questions to get things rolling 

 



STARTING A SITE?  LESSONS LEARNED 

✴  Zero tolerance for spam or bullying 

 



STARTING A SITE?  SPOT SPAMMERS 



STARTING A SITE?  SPOT SPAMMERS 



STARTING A SITE?  TRACK KEY INFO 

 

 

 



STARTING A SITE?  GIVE MORE THAN YOU TAKE   

Offer info of interest to members 

 Respond to requests 

 “Like” posts 

 Welcome new members 

 Celebrate success 

 Boost confidence 



Facebook Sites to Join 
✴ https://www.facebook.com/groups/HomeDialysisCentral/ 

✴ https://www.facebook.com/groups/DialysisUncensored/ 

HDC 

DDU 



www.mydialysischoice.org 



Take Aways 

✴People with kidney failure are in chaos  

✴THEIR priority is their lives—not their Kt/V 

✴Social media can help you understand consumers 
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