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Tomás Fidélis – MSc Thesis Defense 

Research documents that patients often innovate by developing new 
solutions, sometime all by themselves, to help them manage the 
diseases that afflict them. 

2 

Patients of chronic diseases often innovate 
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Often patients set out to help themselves 
and end up helping many  




Invented the hug 
machine to calm 
people who are 
overly sensitive to 
human touch


 


Temple Grandin (high-functioning autism) 
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Examples of patient innovations (1)   
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‣  Type 1 diabetes patient (entered med 
school when he turned 45 y.o.)
‣  Began measuring blood sugar  
5 times/day and refined his insulin and diet 
regimen to the point that they were normal 
around the clock
‣  The first individual to self-monitor his 
blood sugar

Richard Bernstein and diabetes 
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Examples of patient innovations (2)   
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BLOB	  a	  small,	  portable	  device	  that	  discreetly	  delivers	  
insulin	  (injec?on) 

Why didn’t you share your device with 
doctors? 
 
“Because my solution is oriented to 
patients everyday use, and, as a diabetic 
patient, I think that the patients are the 
ones that have the knowledge in the 
topic of everyday use of the device. I 
consulted the technical aspects with 
engineers, because I know my doctor 
doesn't really know about insulin 
maintenance.” 

Diabetes patient and innovator 
 

Examples of patient innovations (3)   
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Use of 
trampolines  
by children

Our questions: Did a patient or patient's family have any 
involvement in the initiation of the study?"
"
Dr.J. K. Stanghelle: “The answer is YES ! We were 
performing different studies with physical exercise and 
cystic fibrosis (CF) at that time, and this was a time 
when it became growing interest for such therapy, 
contrary to "normal medicine" these days. We were 
discussing in several fora what kind of exercise that 
could be fun and effective for children with CF, and we 
got to hear about a young girl with CF that had a 
trampoline that she wanted to use many times a day 
for long times, and the parents observed that she 
didn't need to use extra treatment for lung drainage 
in addition.”"


"
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Examples of patient innovations (4)   
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Chest percussion with electrical 
percussor “My daughter, 26 with CF, depended for most of her life 

on us, her parents to do her chest physiotherapy. So her 
independence was constantly compromised and she 
hated it. On other hand, we not always delivered the best 
physiotherapy, simply because were tired, or didn't have all 
this time required or were sick. Sure, you know all of this ... !
Many times I was thinking about a simple solution, which 
would deliver a good physiotherapy and wouldn't require a 
caregiver. And I am very happy, I could do it. My 
daughter uses my eper 100 (stands for electrical 
percussor, and 100 symbolizes all my percussion 
ideas which were never realized) all the time. 
According to her it is much better than the human hand and 
she can do it alone. I got good reviews from the hospital for 
sick children in Toronto. !
"
Hanna Boguslawska” Mother of Natalia and founder of eper ltd (March 

2006) 



"
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Examples of patient innovations (5)   
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The problem we identified - summary 

 
(i)  Rate of innovations by patients is significant but 

could be increased (patients could use some help 
from others) 

(ii)  Innovations rarely diffuse, innovators don’t have 
incentives to diffuse and face a lot of resistance 
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Our project  
An international, multilingual, open, free and non-profit 
platform and social network to facilitate the sharing of 

innovative solutions developed by patients or 
caregivers of any disease 
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“We	  are	  very	  excited	  about	  this	  project”	  
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www.patient-innovation.com 
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www.patient-innovation.com 
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The	  Pa'ent	  Innova'on	  Award	  
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1st Patient Innovation Award 

Objec?ve:	  To	  create	  awareness	  of	  pa(ent	  innova(on	  and	  encourage	  
pa(ents	  to	  ac(vely	  search	  for	  solu(ons	  
	  
What	  is	  eligible:	  Solu(ons	  developed	  by	  pa(ent/caregiver/	  collaborators	  
to	  help	  them	  deal	  with	  the	  disease	  
	  
Criteria:	  Best	  solu(ons	  are	  those	  with	  highest	  poten(al	  of	  helping	  other	  
people	  deal	  with	  their	  diseases	  
	  
Selec'on	  procedure:	  

1.	  Short	  list:	  PI	  team	  selects	  and	  ranks	  10	  finalists	  and	  prepares	  a	  
small	  report	  to	  present	  to	  Advisory	  Board	  
2.	  Advisory	  Board	  selects	  favorites	  
3.	  PI	  Award	  winners	  are	  announced	  in	  a	  public	  session	  in	  Lisbon	  
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Thanks	  !	  


