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We are taking 
this rock star theme 

seriously
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You’ll learn about…
• OpenNotes research à 2010-today
• The patient experience with OpenNotes
• How to include patients in implementing 

OpenNotes
• “Effective” OpenNotes implementations
• Assess: How much do you rock at 

OpenNotes?
#opennotes



What is OpenNotes?
OpenNotes is a national movement 

dedicated to making healthcare more open 
and transparent by giving patients access to 

their medical providers’ notes via their secure, 
online patient portals.

Not a vendor product or software.
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What are clinical notes?
ü Document medical history
ü Interpret patient needs and communication
ü Outline next steps
ü Serve as a reminder for future visits
ü Act as “bread crumbs” for other healthcare 

providers
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What the doctor writesWhat the patient sees

Visit Summary vs. Doctor’s Note

vs.

Salmi, L. Medical record. (6 Feb. 2017)



OpenNotes 
available at all U.S. 
Department of 
Veterans Affairs 
Medical Centers 
nationwide.

37+ million people have access to clinical 
notes at 190+ health systems

opennotes.org/map



What does OpenNotes 
have to do with

patient experience?
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Original study: 2010
• Research and demonstration project
• 105 primary care providers and 20,000 

patients:
– Boston (BIDMC)
– Rural Pennsylvania (Geisinger)
– Seattle safety net hospital (Harborview)

• Now replicated at VA, Kaiser 
Permanente, Cedars-Sinai, and many 
other sites

Delbanco, Walker, et al, Annals of Internal Medicine
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Results for patients
ü 80% read a note initially, 50-60% long term
ü 75% reported benefits (replicated multiple 

times) in Engagement, Adherence, 
Planning, Control, Understanding

ü 99% wanted to continue (replicated 
multiple times)

ü 85% would use OpenNotes as a criterion for 
selecting providers

Delbanco, Walker, et al, Annals of Internal Medicine
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Doctor-patient relationship
ü 99% of patients felt better (37%) or the same (62%) 

after reading at least one note
ü 7% of patients reported concerns to doctors about  

something in the note
• 29% reported a perceived error
• 85% satisfied with resolution

ü Doctors believed shared notes increased patient 
satisfaction (50+%)

ü No doctors reported ordering more tests or referrals

Bell SK, Gerard M, Fossa A, et al A patient feedback reporting tool for OpenNotes: 
implications for patient-clinician safety and quality partnerships. BMJ Qual Saf

Published Online First: 13 December 2016. doi: 10.1136/bmjqs-2016-006020
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What do doctors say?
ü Little impact on workflow, email 

volume unchanged 
ü Worries about negative patient 

effects didn’t materialize
ü After study, no clinicians stopped
ü Need to improve notes---

manageable, needed

Delbanco, Walker, et al, Annals of Internal Medicine
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OpenNotes and…
• Caregivers / care partners
• Vulnerable populations
• Bioethics
• Quality & patient safety
• Patient engagement
• Specialties: Pediatrics & adolescents, 

mental health, oncology, etc.

opennotes.org/about/research
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OpenNotes and caregivers
• 88% of patients and 86% of caregivers had better formulated 

questions for the doctor
• 86% of patients and 82% of caregivers had more productive 

discussions about the patient’s care
• 94% of patients and their caregivers said they had a better 

understanding of patient health conditions, better 
remembered the patient’s care plan, and felt more in control 
of care

• 71% of both patient and caregivers reported patients taking 
medications as prescribed more often

Wolff, et al. JAMIA
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Older, non-Caucasian patients, 
with poorer health, and lower 

formal education… more likely 
to feel better about their doctor 

when reading notes

Bell SK, Gerard M, Fossa A, et al A patient feedback reporting tool for OpenNotes: implications for patient-
clinician safety and quality partnerships. BMJ Qual Saf Published Online First: 13 December 2016. 

doi: 10.1136/bmjqs-2016-006020
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Patients who read notes
can find errors

Bell SK, Folcarelli P; Fossa A, et.al. Tackling Ambulatory Safety Risks Through Patient Engagement: What 10,000 
Patients and Families Say About Safety-Related Knowledge, Behaviors, and Attitudes After Reading Visit Notes. 

Journal of Patient Safety: April 27, 2018. doi: 10.1097/PTS.0000000000000494

#opennotes



My Family’s Story

The Question that 
Changed Everything…

© Lisa Danielpour Consulting, LLC  *   lisadanielpour.com



Josh’s Difficult Journey
• A whole different take on being unique and 

special

• 8-month stay in two hospitals in 2015

• Dramatic medical flight to Children’s Hospital 

of Philadelphia

© Lisa Danielpour Consulting, LLC  *   

lisadanielpour.com



Josh’s Difficult Journey
• Imagine being hospitalized 

most of 8th and 9th grade
• So grateful for nurturing 

care at Rainbow Hospital
• Ancillary conditions, 

challenges
• Stages of anger to coping, 

maturing

Angie’s Garden at 

© Lisa Danielpour Consulting, LLC  *   
lisadanielpour.com



Josh’s Difficult Journey
• Fulfillment from being part of 

NIH research
• Fighting spirit and hope for the 

future
• Biomedical engineering to 

invent devices and help people

© Lisa Danielpour Consulting, LLC  *   lisadanielpour.com



Why the Patient Portal  is Important:
• Empowers patients with access to 

information
• Enhances patient safety, experience, 

communication
• Critical role in chronic illness to learn what 

to track and monitor
• Healthy patients to ensure preventive care, 

monitor annual PCP visits, vaccinations to 
avoid developing problems
• Important for self-care and self-advocacy
• Physician and nursing tool to coach and 

motivate patients

© Lisa Danielpour Consulting, LLC  *   lisadanielpour.com



Patient Portal Saves Patient and Family Time
• Click on the chart icon and 

instantly see trend over time
• Quickly see context of lab values
• Use physician messaging to ask a 

quick question

Patient portal gives sense of 
control that chronic illness takes 
away
Lab results are great, but…
Imagine if you had access to chart 
notes, too! 

© Lisa Danielpour Consulting, LLC  *   lisadanielpour.com



OpenNotes Engages Patients and Families
• Colors in the lines of the patient experience
• Gives holistic view, perspective
• So much more than an after visit summary
• Lets patient/family review information in own time
• Reinforce details hard to remember after the visit
• Do you understand, agree on care plan?



OpenNotes Increases Transparency, Safety
• Many sets of eyes safer than just the 

clinician
• Catch problems before they happen
• Asking questions saves lives, improves 

quality of care
• Identify incorrect medications, dosages, 

diagnoses, descriptions, symptoms, 
history, clinician names

Imagine managing a PICC line pole like this? 
It was just one of Josh’s



What is the Real-Life Impact of OpenNotes?
• Imagine complexity and challenges of patient like Josh
• How amazing to see full medical chart note online every day as everything 

unfolds?
• How many cartons of paper would I have to roll out from the medical 

records department?
Medical Chart Note:



What is the Real-Life Impact of OpenNotes?
• How many problems for someone you love could be avoided because 

you saw incorrect information quickly? 
• What is the value of making sure we all understand the care plan?
• Isn’t this the heart of quality, safety and patient experience?

Then and now…

Each Birthday Is Precious



Impact of the Portal & OpenNotes via Motown
• OpenNotes helps you figure out “What’s Going On?”
• “Signed, Sealed, Delivered,” the information is here
•Message me through the patient portal, “Reach Out I’ll Be There”
• For your family “Ain’t No Mountain High Enough” so we offer an 

easy to use portal and OpenNotes



Proud to Be a Rock Star Mom and Advocate

• Make the Journey Meaningful
• What Impact Can I Have?
• Grateful for Wonderful People Like You



Making a Difference from My Son’s Journey
University Hospitals Rainbow Babies & 
Children's Hospital Patient and Family 
Partnership Council Vice President
Rainbow Hospital Quality Council

University Hospitals Patient-Facing 
Technology Governance Committee

National I.T. Patient and Family Advisory 
Council co-founded by OpenNotes and 
PFCCpartners

Milestones Autism Resources 
Communications/Digital Content 
Consultant, NE Ohio Nonprofit & National 
Autism Conference (milestones.org)



Kerry C. Litman, MD

Physician Lead for 
Patient & Family-Centered Care, 

Partner Emeritus, Kaiser Permanente Southern 
California Permanente Medical Group

Co-Chair, California OpenNotes Consortium



Kerry C. Litman, MD
• Mere implementation vs. effective

implementation THAT ROCKS!?
• The power of patient engagement to 

improve OpenNotes!
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OpenNotes 
available at all U.S. 
Department of 
Veterans Affairs 
Medical Centers 
nationwide.

37+ million in the U.S. and Canada have access to 
clinical notes at 190+ health systems! 

opennotes.org/map

Hooray! But…



People don’t know 
what notes are… 

people aren’t reading 
their notes.

!
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Santa J, Wachenheim D, Chin H, Fellows A. "Implementing 
OpenNotes: Improving patient access to notes on patient 
portals." OpenNotes, November 2018, 
http://www.opennotes.org/wp-
content/uploads/2019/01/Implementing_OpenNotes_Impr
oving_Patient_Access_to_Notes_on_Patient_Portals.pdf.

ORG NOTE OPEN RATE
A 34 %
B 26 %
C 22 %
D 21 %
E 10 %
F 8.5 %
G 7 %
H 7 %
I 7 %
J 6 %
K 6 %
L 6 %
M 5 %
N 4.5 %
O 4 %
P 3.6 %
Q 3.5 %
R 3.5 %
S 3.0 %
T 3 %
U 3 %
V 2.2 %
W 2 %
X 1.3 %
Y 1 %
Z 0.3 %

Note “open rates” 
at 26 health systems
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21-34%

6-10%

0.3-5%

There are big differences 
between organizations in 
helping patients view 
OpenNotes!

!
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‘Homegrown’
Electronic Medical Record
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Standard (Major 
EHR Vendor)
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Vancouver Clinic
Optimizes patient portal
• Sharing is mandatory 

(with some exceptions)

• Easy to find notes 
(referenced in multiple 
places)

Communicates with 
patients
• Patient receives alerts 

via email and on portal
• Email subject line: 

“New Visit Note”
• Email contains context, 

instructions and direct 
link

Feedback! Look at Note 
“Open Rates” each month 

and make modifications



OpenNotes improves outcomes

• ↑ Patient Engagement
• ↑ Trust and Adherence To Clinician 
recommendations

• ↑ Patient Safety
• ↓ Diagnostic Errors

Agency for Healthcare Research and Quality, Guide to Patient and Family Engagement, 
Information to Help Hospitals Get Started, June 2013

So Dude! Why Isn’t Everyone Effectively Sharing Notes!?
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Clinician Concerns: “This is a bad idea!”
OpenNotes will…

• Increase workload: (documentation of note, requests to change 
notes, queries about notes)
ü Multiple studies show no evidence of net increased messages, 

calls, or demands for changing notes 
• Increase patient anxiety and confusion

ü 85-90% of patients report they can read and understand note.
ü No evidence of increased anxiety, complaints, lawsuits. 

• Offend patients
ü No evidence from many studies

• Offer no added value 
ü To whom? 99% of patients want access to notes!



Organizational barriers to reading notes
ü Online patient portals not user-friendly

ü Hospitals and health systems aren’t telling patients 
about Why and How to access notes

ü Doctors aren’t talking about notes to  patients

#opennotes



Making OpenNotes ROCK!
• Create an OpenNotes button! Make finding notes easy! 

• Assess satisfaction! Add questions to patient surveys to 
learn how they want to get their health information.

• Talk about the notes! Explaining and discussing notes 
can improve understanding and trust. 

• Send email reminders when a note is ready to read. 
Evidence shows this can TRIPLE the Note Open Rate!

#opennotes



What can
patient-family advisory 

councils do to make 
access to clinical notes 

ROCK?
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Kaiser Permanente Patient Advisory Councils

KP Southern California: 20 Patient Advisory Councils,  >200 Patient Advisors

Started in 

2012

21 Patients from 
14 Medical 
Centers, 

representing 

4.5 
Million Patients

In Person 
Monthly 

4 Hour 
Meetings

Regional Patient and Family Advisory Council



OpenNotes – A 2018 Regional PFAC Priority

Thank you leaders for listening to the patients and bringing 
OpenNotes to every KPSC medical center in 2018!

However, <5% of KPSC patients signed up on the portal are 
viewing their notes, which represents an opportunity for 

improvement 

Request: OpenNotes outreach strategy, easier access to 
notes and education co-designed with patients! 

In a recent presentation to Kaiser Permanente Southern 
California executive leaders, patient advisors shared:



My OpenNotes Beatles Tribute
• The Long And Winding Road…to get to 

effective OpenNotes implementation          
is worth it!

• We Can Work It Out….                                                                                   
and make OpenNotes ROCK!

• With A Little Help From My Friends….                                                                
at OpenNotes.org

#opennotes



How to rock 
OpenNotes…
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Communicating about OpenNotes
• Audiences: 
– Patients
– Clinicians and staff
– The community

• Messages:
– “We’re sharing clinical notes”
– “Here’s how to find the notes…”

#opennotes



Patient/Family Advisory Councils (PFACs)

ü Toolkit
üVideos
üWebinar series
ü Presentations
OpenNotes.org
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Communications Toolkit
Communicating:
üWith clinicians
üWith patients
üWith the 

community
ü Finding notes
OpenNotes.org

#opennotes





OpenNotes learning consortiums
• California à With Liz & Kerry

• Pacific Northwest (Oregon, Washington)

• Wisconsin
• New York
• National webinar series – FREE 
• EMAIL US to get involved

#opennotes



What kind of OpenNotes rock star are you?

NOT SHARING 
NOTES 

or “I have no 
idea!”

THINKING 
ABOUT IT 

or piloting

>50% OF 
PATIENTS 
READING 

NOTES

SHARING but 
not promoting

SHARING and 
working to 

optimize for 
patient 

experience

Disclaimer: Scale not scientifically valid, has not been tested in clinical settings, is up for debate, is not approved by OpenNotes, was not designed to hurt feelings.

DOES NOT ROCK TOTALLY ROCKS
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For those about to rock 
(OpenNotes)… 
we salute you

#opennotes



Thank You / Q&A
OpenNotes.org
@myopennotes

Liz Salmi
lsalmi@bidmc.harvard.edu

@TheLizArmy

Kerry Litman, MD
kerry.c.litman@gmail.com

Lisa Danielpour
lisa@lisadanielpour.com

@lisadani
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