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We	  conducted	  an	   interview	  study	  with	   individuals	  with	  rare	  diseases	   from	  
around	   the	   world	   to	   understand	   common	   problems	   and	  
experiences	  to	  be	  supported	  through	  design.	  

While	   there	   is	   a	   small	   number	   of	  
people	   living	   with	   a	   rare	   disease,	  
10%	   o f	   the	   wor ld ’ s	  
popula;on	   has	   some	   sort	  
of	  rare	  disease.	  
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In	  phase	  2,	  we	  will	  work	  closely	  with	  pa;ents	  and	  physicians	  
through	   a	   series	   of	   online	   workshops	   to	   design	   a	  
sociotechnical	  solu;on	  to	  these	  challenges,	  taking	  into	  account	  the	  
solu<ons	   provided	   in	   previous	   studies	   of	   people	   with	   common	   chronic	  
illnesses.	  


