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RESULTS

With Gleevec & GIST,  ACOR saved many lives & record-breaking trial 
accrual

Myeloma group conducted ground-breaking post-marketing study on bi-
phosphanates and necrosis of the jaw

For renal cell carcinoma patients from 1 major institution: told they would 
never been told of only potentially curative treatment

Daily conversations about side effects that are not found in FDA public 
documentation

IOM :: 10/05/09 9

A
C

O
R

.o
rg

Thursday, October 1, 2009



CONCLUSIONS

Activated patients are the most underutilized  healthcare resource

Social networks of patients suffering from a rare disease may often be the 
best source of high quality information.  We must rethink what are 
authoritative answers

Networked patients are inventing and shaping a better healthcare model, 
where their input is constant and central

Participatory medicine where the central role of the patient is emphasized 
requires equal access to all the data and equal rights in the decision making 
process
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Participation means that we as patients, providers, 
researchers or any other member of the health care system 
must be willing to acknowledge our interdependence and 
meet on a level, if changing, environment

- Dr. Kate Lorig, RN

Doctors will get off their pedestals when patients get off 
their knees

- Dr. Tom Ferguson
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Social Networks for e-Patients Sharing  Accurate, Current Information and Data

ACORCommunitiesACORCommunities
Thank You!

Contact : 
Gilles Frydman
gfrydman@acor.org
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