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Patients like me 
are created every day
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•105 primary care clinicians

•20,000 patients:

• Boston 

• Pennsylvania 

• Seattle 
Since replicated around the world…

2012
original 

study published
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Surveyed before the study
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Surveyed after the study
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Patients who read notes feel more 
engaged in their care
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Remember more 
from medical visits

opennotes.org/research

Felt the same 
or better about 

their doctors

1 out of 6 patients reported 
taking medications 

more accurately

Caregivers
benefitted

Mutual trust 
between doctors and patients 

increased
#MEDINFO23@TheLizArmy
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Sometimes I forget what is said to me… 
it is so nice to be able to go back
and read exactly what my doctor 

was telling me…

“
A patient 

Mayo Clinic

Rochester, Minnesota



Patients who read notes 
can find errors in time 

to prevent harms
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Weeks after my visit, I thought, Wasn't I supposed to 
look into something?

I went online immediately. Good thing! It was a 
precancerous skin lesion my doctor wanted removed (I 

did).

“
A patient 

Beth Israel Deaconess Medical Center

Boston, Massachusetts



Historically disadvantaged populations 
report the greatest benefit from 

open notes
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Most clinicians 
report little to no change 

in workflows
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OpenNotes isn’t a health IT project
—it is a change management project.“

Christopher Longhurst, MD, MS

Chief Medical Officer, Chief Digital Officer

UC San Diego Health, San Diego, California



>100
published studies & 

commentaries

@TheLizArmy #MEDINFO23
opennotes.org/research



 260 organizations
 52 million people
 15% of U.S. population

2020

opennotes.org/research
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2021
21st Century 
Cures Act

Empowered Americans with their 
health data

Delivered to computers, cell 
phones & mobile apps

Without charge, 
without delay

All federally-funded research 
must be 
open access

opennotes.org/onc-federal-rule/
#MEDINFO23@TheLizArmy
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52 MILLION

331.4 MILLION

41.6 MILLION

28 MILLION

18 MILLION

11.4 MILLION

20 THOUSAND

Source: unpublished data 

at opennotes.orgOpenNotes spread in the U.S. (2010-2021)
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Open 
everything

catalyzes culture 
change

Salmi L, et al. US policy requires immediate release of records to patients BMJ 2021#MEDINFO23@TheLizArmy

•2005: Estonia 🇪🇪

•2012-2018: Sweden 🇸🇪

•2021: United States 🇺🇸

•2023: England 

🏴            

• Australia? 🇦🇺



Implementation tips

• Publications alone are 
not enough

• Find your champions 
right away

• Dissemination strategies needed for 
all stakeholders (clinicians, executives, 
policymakers, 
EHR vendors, patient advocates)
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Getting 
ready for open 
everything
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What is the 
sequencing?
• Education first?

• Share everything 
all at once?



How it started…
How it’s going
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In the ER again for another 
electrical cardioversion… this time armed with 

instant notes from
an appointment not even two hours ago. Thank you 

#opennotes. 
This is real patient #empowerment 🙏🏼

“
@HugoOC

April 6, 2021
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Don't assume older adults aren't interested in using 
patient portals. 

Last week, my patient in their late 70s asked when my 
clinical notes would be available for them to see in the 

portal. Today they complimented me on them! 😃

“
Andrea Bradford, PhD (@ABradfordPhD)

health psychologist, Houston, Texas

June 14, 2023



2021 2022
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Remind me of the plan

Answer questions

Spot inaccuracies

This time…

#MEDINFO23@TheLizArmy



December 2021
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I noticed my surgical report says I am 
a ‘right handed’ person, but I am left handed. I believe 

this is a typo…“



Transparency 
is logical 

and ethical

#MEDINFO23@TheLizArmy

Salmi L. Deciding on My Dimples. NEJM 2022



We don’t own the 
open notes movement.

You do.
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