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I am 
a patient 
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2005 
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What mattered to me at 25 
!!Nice website 
!!Make appointments 
!!Email doctor 
!!View test results 
!!Order prescription refills 
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My 29th birthday 
July 18, 2008 

My 29th birthday 
July 25, 2008 
Astrocytoma 
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My blog " TheLizArmy.com 
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Salmi, L. Medical record. (2008-2016) @TheLizArmy 



Salmi, L. How I chose my new neuro-oncologist. The Liz Army. (10 July 2017) 
https://thelizarmy.com/2017/07/how-i-chose-my-new-neuro-oncologist 

@TheLizArmy 



@TheLizArmy 



Rights under HIPAA 
! See a copy of your medical record 
! Get a copy of your medical record 
! Change incorrect information 
! Find out who has seen your health 

information 
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Printed record = $725.40 
 

Digital record = $45 for 3 DVDs 

Salmi, L. Office visit. Kaiser Medical Secretaries. (23 Feb 2017) @TheLizArmy 



!!Emails 
!!Lab results 
!!Surgical reports 
!!Pathology reports 

and biomarkers 
!!Clinical notes 

4,836-page 
medical 

record 
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Salmi, L. Medical record. (16 Dec 2017) @TheLizArmy 



Salmi, L. Medical record. (16 Jan 2009) @TheLizArmy 





Patients like me 
are created 
every day 
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Of the 40,000  
Google searches made 

every second,  
2,000 are health-related 

Wilbanks, J.T. & Topol, E.J. Stop the privatization of health data.  
Nature 535, 345–348 (21 July 2016) doi:10.1038/535345a @TheLizArmy 



Published research "  Annals of Internal Medicine 
Journal of the American Medical Association 
New England Journal of Medicine 
American Journal of Medicine 
Journal of American Health Information Management Association 
British Medical Journal of Quality and Safety 
Journal of the American Medical Informatics Association 
Academy of Medicine 
Journal of General Internal Medicine 
BMJ (British Medical Journal) 
Journal of Medical Care 
Journal of Medical and Internet Research 
The Joint Commission Journal on Quality and Patient Safety 
Journal of the International Association of Providers of AIDS Care 
American Medical Informatics Association 
Journal of the American College of Radiology 
Journal of Hospital Medicine 
Health Expectations  
New England Journal of Medicine Catalyst 
BMC Medical Informatics and Decision Making 
Society of General Internal Medicine Forum 

opennotes.org/case-for-opennotes 
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Patients who read notes… 
•  Have a better understanding of their health and medical conditions 
•  Better recall and follow their care plan 
•  Feel more in control of their health 
•  Take better care of themselves 
•  Do a better job taking medications as prescribed 
•  Can identify inaccuracies in the record and play a role in the safety 

of care 
•  Feel comfortable sharing notes with care partners and others 

involved in their care 
•  Can communicate more clearly, helping to strengthen the 

partnership between themselves and their health care team 
Delbanco, Walker et al. Inviting Patients to Read Their Doctors' Notes. Ann Intern 

Med 2012;157(7):461-470. DOI: 10.7326/0003-4819-157-7-201210020-00002 @TheLizArmy 



People are 
capable of 

amazing things 
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You can  
make it easier  

for patients  
to be engaged 
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Transparency is 
logical & ethical 
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2008 

2011 2016 
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17+ million people have access to clinical notes 

More than one 
organization 
 
One organization 
 
VA only 

opennotes.org/join/map 

OpenNotes 
available at all U.S. 
Department of 
Veterans A!airs 
Medical Centers 
nationwide. 



5% of U.S. 
population 
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Larry Weed, MD 
“A doctor has to be a guidance 
system. He is not an oracle that knows 
answers. And once he accepts the 
concept of being a guidance system 
… the record suddenly becomes an 
unbelievably important document in 
education, in care, and in research … 
The new knowledge we need now is 
how to use knowledge.” 

 
Internal Medicine Grand Rounds, 1971 

Weed, L. Internal Medicine Grand Rounds presentation, 1971.  
https://youtu.be/qMsPXSMTpFI?t=43m56s 
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Are you a 
patient? 
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Share your notes 
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Patients & Doctors  
on the Same Page 
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Thank you 
 

Liz Salmi, Senior Multimedia Communications Manager 
lsalmi@bidmc.harvard.edu 
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