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ABSTRACT

Background: Open notes invite patients and families to read ambulatory visit notes through the patient portal.
Little is known about the extent to which they identify and speak up about perceived errors. Understanding the
barriers to speaking up can inform quality improvements.

Objective: To describe patient and family attitudes, experiences, and barriers related to speaking up about per-
ceived serious note errors.

Methods: Mixed method analysis of a 2016 electronic survey of patients and families at 2 northeast US aca-
demic medical centers. Participants had active patient portal accounts and at least 1 note available in the pre-
ceding 12 months.

Results: 6913 adult patients (response rate 28%) and 3672 pediatric families (response rate 17%) completed the
survey. In total, 8724/9392 (93%) agreed that reporting mistakes improves patient safety. Among 8648 partici-
pants who read a note, 1434 (17%) perceived >1 mistake. 627/1434 (44%) reported the mistake was serious and
342/627 (56%) contacted their provider. Participants who self-identified as Black or African American, Asian,
“other,” or “multiple” race(s) (OR 0.50; 95% CI (0.26,0.97)) or those who reported poorer health (OR 0.58; 95%
Cl (0.37,0.90)) were each less likely to speak up than white or healthier respondents, respectively. The most
common barriers to speaking up were not knowing how to report a mistake (61%) and avoiding perception as a
“troublemaker” (34%). Qualitative analysis of 476 free-text suggestions revealed practical recommendations
and proposed innovations for partnering with patients and families.

Conclusions: About half of patients and families who perceived a serious mistake in their notes reported it. Iden-
tified barriers demonstrate modifiable issues such as establishing clear mechanisms for reporting and more
challenging issues such as creating a supportive culture. Respondents offered new ideas for engaging patients
and families in improving note accuracy.
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INTRODUCTION
Background

The patient-physician relationship is evolving to reflect a cultural
shift in health information democracy and transparency. New fede-
ral regulation will vastly expand patient access to electronic data.’
Providing patients easy access to their health information can em-
power them to collaborate with physicians to make personalized
health decisions.” Greater transparency has driven patient-centered
innovation, including easy access to visit notes (“open notes”)
through the patient portal. More than 50 million patients in the US
now have access to their notes and the practice is growing world-
wide.>* Sharing visit notes with patients is a cultural change, since
previously notes were routinely viewed by everyone but the patient:
providers, insurers, regulators, and lawyers. Filled with medical ter-
minology and abbreviations, notes were crafted by clinicians for
clinicians, and not necessarily for patients, despite their legal right to
their record.’ Today, however, electronic health records (EHRs) are
increasingly being shared with patients and provide a meaningful
opportunity for open communication and patient engagement.®
Sharing notes with patients can lead to benefits such as improved
medication adherence and shared decision-making.”® It can also en-
gage patients and their caregivers in safety-related behaviors such as
test and referral follow-up.”'® Alongside a growing literature that
patients and families can find relevant errors and breakdowns in
care,"'™'* prior reports also demonstrate that patients and families
can identify errors in their notes, the majority of which are clinically
relevant.'® Partnering with patients to identify documentation errors
may be particularly helpful in the ambulatory setting where errors
are prone to occur in the “space between visits” and may not be as

visible to providers.'”

Significance
Prior studies of hospitalized and intensive care unit patients and
families suggest that while some want to play an active role in their
care, they do not always feel comfortable speaking up about per-
ceived mistakes.!®® Little is known, however, about barriers to
speaking up in the ambulatory care setting, particularly when errors
are identified in the electronic health record (EHR). In the era of
transparency and expanded use of patient portals, patients and fami-
lies will increasingly access their health information and may per-
ceive mistakes.''® Understanding the barriers to speaking up about
them may help target interventions to engage patients, improve
EHR accuracy, and strengthen patient-provider safety partner-
ships.2°

We surveyed patients and family members at 2 healthcare organ-
izations about errors they found in their outpatient notes with the
goals of determining;:

How often patients and families who perceived a serious error in
their notes notified their provider’s office about the error;

Barriers to, and factors associated with, speaking up about serious
note errors; and

Patient and family recommendations for enabling speaking up
about serious note errors.

METHODS

Survey development
An interdisciplinary team including patients and family members,
healthcare delivery researchers, internal medicine and pediatric doc-

tors and nurses, patient safety experts, health information technol-
ogy representatives, and patient engagement leaders convened over
the course of 1 year to develop the survey, which focused on the ef-
fect of reading visit notes on safety-related knowledge, behaviors,
and engagement. The survey underwent external review by a survey
scientist with expertise in patient and family engagement and cogni-
tive testing with patients. Further details about its development are

71021 and the survey is available upon request.

available elsewhere,

Survey items included multiple-choice and open-ended questions.
Structured response categories included Likert scales, 0-10 scales, or
Yes/No/Don’t know choices. This paper focuses on the results of ques-
tions regarding patient and family experiences with, and recommen-
dations for, identifying and reporting serious errors in open notes. We
defined “open notes” as “the notes written by your healthcare pro-
vider(s) about your health care visits that you can read online.” In the
survey, we used the portal name of each respective study site and pro-
vided a screenshot of where notes are found on each patient portal.
We asked patients who read at least 1 note: “Did you ever find a mis-
take in your notes (not counting misspellings, typing errors, or other
trivial mistakes)?” We defined a “serious mistake” as “a problem that
could have immediate effects on your care” and included examples,
such as a wrong medication or incorrect list of medical problems. In
contrast, we defined a “minor error” as “a problem that does not
likely have immediate effects on your care” and included examples
such as listing the wrong ages of family members. We defined report-
ing as “letting someone in your healthcare center know about the
problem.” In this paper, we use the terms “reporting” and “speaking
up” interchangeably, since letting someone in the healthcare center
know about a perceived mistake requires speaking up about the con-
cern and is likely influenced by factors known to affect patient com-

fort with speaking up.'®*?

Participants

Adult patients at 1 northeast United States (US) academic hospital
and adult portal account holders for pediatric patients at a second
northeast US academic hospital were eligible to participate if they a)
had logged onto the patient portal at least once and b) had at least 1
available open note, both within the year prior to the study period
(June 2016-September 2016). The vast majority of portal accounts
at the pediatric hospital belonged to parents or guardians. We ex-
cluded the small number of pediatric hospital patient respondents,
such as adolescents, since they fell outside the target (adult) study
population. Collectively, we refer to the study sample as “patients
and families” for simplicity and consistency with previously pub-
lished reports.'®*

At the adult hospital, we invited a random sample of half of the
eligible patients to complete the survey through the patient portal,
using a maximum of 2 reminders. The other half of the eligible adult
patients were not contacted based on recruitment guidelines at our
organization pertaining to eligibility for future studies related to
open notes. At the pediatric hospital, we invited all eligible portal
accounts, using a maximum of 3 reminders. We offered 10 raffle
prizes (iPads) at each hospital as incentive for participation.

Analysis

All participants were asked about agreement with general reporting
attitudes such as, “Reporting mistakes improves patient safety.” We
used SAS software version 9.4 and descriptive statistics to analyze
attitudes about reporting, self-reported errors and notification of
providers, and respondent characteristics; and the X2 test to com-
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6913 adult patients + 3339 pediatric families

| 10252 participants |

'

!

n=1434 n=1044

Have you read a note in the last 12 months + Have you ever read a note? If you found a serious mistake in your notes in the
n=9783 future, how comfortable would you be telling your
l provider(s) about it?
More comfortable (8-10) | | Less comfortable (7 or less)
Did you ever find a mistake in your notes (not counting n.sb188 n=1343
misspellings, typing errors, or other trivial mistakes)?
Yes, | found one or more mistakes | | Maybe, | am not sure || No, | didn't find any mistakes L 2

n=6170

Recommendations to facilitate patient/

Y

How serious was the most important mistake you found?

| am not sure
n=159

Not at all serious
n =641

Somewhat or very serious
n =627

h 4

Did you contact your provider's
office about this mistake?

Yes No
n=342||n=272

Barriers to speaking up about
perceived errors (table 2)
n=270

Figure 1. Flowchart describing study population.

family reporting of serious mistakes (table 3)
n=574

see him again—told all this to my PCP (of 30 years) whom | greatly trust. .. and got another

pare responses between parents and family members. We employed
2 strategies to assess barriers to reporting. First, we evaluated bar-
riers among participants who identified a perceived mistake in their
notes but had not reported it. This allowed us to ground the data in
actual experiences. Second, we solicited recommendations for how
to facilitate reporting from any respondent who felt they would be
uncomfortable reporting a serious mistake if they found 1 in the fu-
ture. We chose this broader second strategy to understand what
matters most to all participants who are not comfortable speaking
up, since anyone may encounter a perceived serious mistake in their
notes in the future (Figure 1).

We first identified the proportion of respondents who perceived
a serious mistake in their notes. For simplicity, we combined partici-
pant responses describing perceived errors as “somewhat serious”
and “very serious” and refer to these as “serious.” Among those
who identified a serious mistake we reported the proportion who
notified their provider’s office about the mistake. Among those that
did not notify their provider’s office, we calculated the frequencies
of their reported barriers. Barriers were derived from the literature
and respondents could select up to 3 that were most applicable. Par-
ticipants who selected “other” were given space to describe the bar-
rier. Two researchers (BL, SB) independently reviewed the “other”
responses to batch responses that matched existing categories and
categorized new barriers.

We used logistic regression to explore the relationship between
patient and family demographics (including sex, race, ethnicity, edu-
cation, and self-reported health) and 2 outcomes of interest: confi-
dence finding mistakes in notes and likelihood of contacting the
provider about a perceived serious mistake in their notes. In each re-
gression model, we included participants for whom demographic in-
formation was available. Participants’ self-reported sex was
identified for adult participants but was not available for family
members of pediatric patients. Self-reported health reflected partici-
pant responses only (ie, adult patients and parents or guardians, the
subjects of interest for speaking up). The survey used US Census cat-
egories for race and ethnicity, and patients were able to check off
multiple races. Although there may be relevant differences between
and within these heterogenous groups, participants who self-
identified as Black or African American, Asian, American Indian or
Pacific Native, Native Hawaiian or Pacific Islander, other, and of
multiple races, were grouped together to improve the power of this
exploratory analysis. The intent of this analysis was not to draw
generalized conclusions, but to raise awareness about potential
inequities related to speaking up in order to guide further research.

Finally, we conducted a qualitative analysis of all patient narra-
tive responses regarding recommendations to support speaking up
about serious perceived mistakes. All survey respondents were asked
how comfortable they would feel reporting a serious mistake in the
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Table 1. Demographics and characteristics of the 10 252 patient and family participants

Overall (n=10 252)*

Patients (n=6913)"  Family members (n=3339)*

Sex”

Female

Male

Race

Asian

Black or African American

White

Other (including American Indian, Pacific Native, Native Hawaiian,
Pacific Islander), and multiple races

Ethnicity

Hispanic or Latino

Not Hispanic or Latino

Education

High school graduate or less

Associates or bachelor’s

Master’s or doctoral

Employment

Employed for wages or self-employed

Homemaker

Unemployed, retired, or unable to work

In general how would you rate your overall health?

Excellent

Very good or good

Fair or poor

How confident are you filling out medical forms by yourself (in English)?

Not at all or a little bit

Quite a bit or extremely

How confident do you feel in your ability to find mistakes in your notes?

Not at all confident or a little confident

Confident or

very confident

N/A 4343 (63%) N/A
N/A 2570 (37%) N/A
453 (5%) 293 (4%) 160 (5%)
355 (4%) 229 (4%) 126 (5%)
7792 (88%) 5448 (89%) 2344 (85%)
277 (3%) 165 (2%) 112 (4%)
391 (4%) 224 (4%) 167 (6%)
8506 (96%) 5915 (96%) 2591 (94%)
1395 (16%) 1003 (16%) 392 (14%)
3279 (37%) 2168 (35%) 1111 (40%)
4310 (48%) 3037 (49%) 1273 (46%)
6192 (69%) 4053 (65%) 2139 (77%)
652 (7%) 162 (3%) 490 (18%)
2126 (23%) 1985 (31%) 141 (5%)
1646 (18%) 948 (15%) 698 (25%)
6443 (72%) 4509 (72%) 1934 (69%)
922 (10%) 149 (6%) 773 (13%)

79 (<1%) 58 (<1%) 21 (<1%)
8931 (99%) 6171 (99%) 2760 (99%)
477 (6%) 323 (5%) 134 (5%)
8534 (94%) 5887 (95%) 2647 (95%)

*N varies by item; total missing demographic information was <15% for any given item.

PParticipants’ self-reported sex was identified for adult participants but was not available for family members of pediatric patients.

future. Those who were less comfortable (responded <7 on a scale
of 0-10) were asked, “Please tell us what would help you to report a
serious mistake in your notes.” Two researchers (BL, SB) conducted
a qualitative analysis of these free-text responses by first reviewing
all respondent comments and independently creating a list of themes
to reflect the data. The researchers then discussed the themes and it-
eratively developed a final codebook by consensus. The researchers
used this codebook to independently code the free-text responses,
assigning up to 3 codes per response. The researchers compared
their coding assignments and reached consensus for every response.

Ethics

The study was approved by each site’s institutional review board
(adult hospital protocol number 2016P000045 and pediatric hospi-
tal protocol number IRB-P0002184).

RESULTS

Participants

In total, 24 722 adult patients and 21 579 pediatric patient families
were invited to take the survey; 6913 (28%) of adult patients and
3672 (17%) of pediatric patients and families completed the survey.
Among pediatric patients and families, 3339 (91%) were parents or
guardians (the “family” sample). In total, 10 252 participants com-
prised the patients and families study population.

Table 1 shows demographic characteristics of the participants.
Over 80% were white and had a college degree or higher, and com-
pared to nonparticipants, participants at the adult hospital were
more likely white, college-educated, and publicly insured.'® We
were not able to compare participants and nonparticipants at the pe-
diatric hospital because demographic information such as race, eth-
nicity, and education level was not routinely collected.'”

Attitudes and experiences related to perceived mistakes
in notes
Among respondents, 8724 (93%) believed that reporting mistakes
improves patient safety, 8114 (86%) agreed they play an important
role in preventing mistakes by reviewing information in the medical
record, and 6896 (73%) thought that healthcare providers want to
know about mistakes. In total, 8534 (94%) of respondents felt con-
fident or very confident about finding mistakes in notes.

Of the 8648 participants who read at least 1 note and responded
to the question, “Did you ever find a mistake in your notes,” 1434
(17%) identified 1 or more perceived mistakes in their notes, not
counting misspellings, typing errors, or other trivial mistakes (an ad-
ditional 1044 (12%) were “not sure”). Of those who identified a
mistake, 627/1434 (44%) respondents felt the mistake was serious.
Among these, 342/614 (56 %) contacted their provider’s office about
it, while 272/614 (44 %) did not (13 individuals did not respond).
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Table 2. Barriers to speaking up cited by participants® who found a serious mistake in their notes but did not contact their provider’s office

Reason

Overalln=270

Patient n =194 Family Member n="76

I didn’t know I could report a mistake

I don’t want to be thought of as “difficult” or a “troublemaker”
I didn’t know whom to call or talk to

I am not sure it’s important

I am worried [ might make my provider annoyed

Nothing would be done about it

My provider(s) are too busy

[ am too busy

I don’t want to get my provider(s) in trouble

I am afraid of seeming like I don’t understand medical words
Other®

164(61%) 113(58%) 1(67%)
2 (34%) 5 (34%) 7 (36%)
72(27%) 0 (26%) 2 (29%)
3(23%) 48 (25%) 5(20%)
8 (22%) 9 (20%) 9 (25%)
6(21%) 42 (22%) 4 (18%)
9 (18%) 7 (19%) 2 (16%)
7 (17%) 8 (20%) 9(12%)
1(8%) 7(9%) 4(5%)
5 (2%) 4(2%) 1(1%)

69 (26%) 52(27%) 17 (22%)

*participants could select up to 3 reasons; the total n is therefore greater than the number of respondents (n =270). Data was missing for 2 participants.

"Most responses in the “Other” category reflected participants’ plan to speak up later, such as at their next visit, and/or preferences to discuss the issue with

their primary care doctor rather than a specialist.

Barriers to speaking up about perceived serious
mistakes in notes

Of the 272 respondents who perceived a serious mistake in their
notes but did not contact their provider’s office, 270 (99%) reported
barriers to speaking up (Table 2). The 3 most common barriers
were: not knowing one could report a mistake (61%), not wanting
to be perceived as a “troublemaker” (34%), and not knowing
whom to call or talk to (27%). In addition, 23% of respondents
didn’t speak up about the perceived mistake because they weren’t
sure if it was important; 22% worried about annoying the provider,
and 21% felt that nothing would be done about it.

Among “other” barriers, the majority planned to share informa-
tion at a subsequent visit. Some respondents noted a preference for
speaking to their primary care provider (PCP) while others switched
providers entirely: “I'd already lost all confidence in this specialist—
knew that I’d never [referral].”

Regression models: association between participant
demographics and finding or reporting perceived
serious mistakes
Among all responding participants with available demographic data
(n=6121), those who identified as female were more likely to report
they were confident finding mistakes, compared to those who identi-
fied as male (OR 1.41; 95% CI [1.13, 1.76]). In contrast, partici-
pants who self-identified as Black or African American, Asian,
other, or multiple race(s) (OR 0.48; 95% CI [0.36, 0.64]), those
who had a high school education or less (OR 0.60; 95% CI [0.39,
0.92]), or those who reported poorer health (OR 0.65; 95% CI
[0.49, 0.87]) were each less likely to report confidence in finding
mistakes compared to their respective counterparts (Table 3A).
Among the 627 respondents who reported finding a serious mis-
take, 442 had available demographic data. In our exploratory logis-
tic regression analysis of this population, those who self-identified as
Black or African American, Asian, other, or multiple race(s) (OR
0.50; 95% CI [0.26, 0.97]) or those who reported poorer health
(OR 0.58; 95% CI [0.37, 0.90]) were each less likely to contact the
provider compared to their counterparts (Table 3B). We did not ob-
serve a significant difference in likelihood to report the mistake to
the provider by respondent sex, ethnicity, or education though the
overall number of Hispanic or Latino patients who reported a per-
ceived serious mistake was small, limiting the power of our analysis.

Patient and family recommendations

In total, 1343/9506 (14%) of participants reported they would feel
less comfortable (<7 on a 0-10 scale) reporting a serious mistake in
the future. Among these, 574/1343 (43 %) volunteered free-text rec-
ommendations about what would help them speak up. After exclud-
ing 98 comments that did not contain useful information (ie,
“nothing” or “I don’t know”), qualitative analysis of the remaining
476 comments revealed 568 recommendations in 3 major catego-
ries: 65% of participants recommended clear instructions about
how to report and whom to report to, 24% described cultural
change needed to encourage reporting, and 17% suggested new
ideas for patient—clinician collaboration on note accuracy (Table 4).
A few noted seriousness of the error, education, and access to notes
would affect speaking up.

A majority of respondents (65%) discussed reporting mecha-
nisms including clear instructions about how to report a mistake
and whom to report the mistake to. Most participants wanted to re-
port mistakes online using a fast and easy instrument and many pre-
ferred an objective third-party reviewer other than their own doctor.
In addition to the convenience of online reporting, some respondents
noted that asynchronous reporting was less anxiety-provoking:

“Phone calls and e-mail to doctors tend to make me anxious and
I therefore tend to avoid them. I may report it if there was an au-
tomated form with a way to select the error in the note, write in
the correction, and then submit it for approval.”

Others expressed frustration at the lengthy process for trying to
report errors. Several participants commented on respectful and
timely communication:

“Have nicer people answering the phone at the office. Don’t be
put on hold forever just to be rudely told ‘they will send an e-
mail to the doctor.””

About one-quarter (24%) highlighted the need for cultural
change such as assurance against retribution for patients, families,
and clinicians. They emphasized the importance of helping patients
and families feel more comfortable discussing mistakes, especially
with specialists and other clinicians with whom they do not have a
longstanding relationship. Participants also underscored the impor-
tance of clinician encouragement:

“It would be nice if...the provider said if there is a mistake in
any reports, please contact the office to have it corrected. This
would eliminate the feeling of bothering the provider.”
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Table 3A. Model 1: Association between respondent demographics® and feeling confident or very confident in finding mistakes in notes

Odds Ratio Estimate (OR) 95% Confidence Interval (CI) P Value

Sex
Female 1.41 (1.13, 1.76) 0.003
Male 1.00
Race
Black or African American, Asian, other race (including 0.48 (0.36, 0.64) <.0001

American Indian or Pacific Native, Native Hawaiian

or Pacific Islander), or multiple races
White 1.00
Ethnicity
Hispanic or Latino 1.11 (0.63,1.95) 0.73
Not Hispanic or Latino 1.00
Education
High school graduate or less 0.60 (0.39,0.92) 0.019
Associate or bachelor’s 0.68 (0.54, 0.87) 0.002
Master’s or doctoral 1.00
Self-reported health
Fair or poor 0.65 (0.49, 0.87) 0.004
Good, very good, or excellent 1.00

*Each exploratory regression model included participants for whom demographic information was available.

Table 3B. Model 2: Association between respondent demographics® and contacting the provider’s office about a perceived serious mistake

in notes
QOdds ratio estimate (OR) 95% confidence interval (CI) P value

Sex
Female 0.92 (0.58, 1.47) .73
Male 1.00
Race
Black or African American, Asian, other race (including 0.50 (0.26, 0.97) .04

American Indian or Pacific Native, Native Hawaiian

or Pacific Islander), or multiple races
White 1.00
Ethnicity
Hispanic or Latino 0.67 (0.23, 1.94) 46
Not Hispanic or Latino 1.00
Education
High school graduate or less 1.10 (0.34, 3.55) .87
Associates or Bachelors 0.89 (0.60, 1.33) .57
Masters or Doctoral 1.00
Self-reported health
Fair or poor 0.58 (0.37, 0.90) .02
Good, very good, or excellent 1.00

*Each exploratory regression model included participants for whom demographic information was available.

Several suggested prompting patients with specific language:

“If you see any incorrect information of these categories (de-
scribe, ‘serious, important, not serious’) we ask that you do this/
do that/press this button/write this down immediately, or present
it to your provider on your next visit. . .”

In addition, several respondents cited the importance of respond-
ing meaningfully to patient reports:

“The reason for not reporting this time was that it was not cor-
rected last time, and I was told ‘It’s fine the way it is.””

Nearly 1in 5 (17%) proposed innovations for reporting and fixing
perceived EHR mistakes. Many suggested a method for patients to ap-
prove or edit notes through the patient portal, even considering clini-
cian notes as a “draft, pending patient review.” Participants also

described a “button” or “checkbox” indicating patient/family ap-
proval of a note and “a way to highlight the mistake online and sub-
mit a proposed correction.” Some suggested templated language for
corrections to ease patient discomfort about how to address the issue.
Others recommended the ability to enter a “self-note” or ask that
requested changes be recorded even if the changes are not made. Par-
ticipants sought more effective ways to correct mistakes than currently
used, pointing out that addenda at the end of notes are not adequate:

“After a month and multiple e-mail and phone calls, she put
an amendment on the bottom of the note. This really didn’t
solve the problem because anyone who read the note would
have to read the entire incorrect note to see the amendment at
the bottom, and the errors were still there. When I called Pa-
tient Relations...I was told that my only recourse was a long
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Table 4. Recommendations for overcoming barriers to speaking up by patients and families who feel less comfortable reporting serious

mistakes

Theme

n?

Suggestions

Examples

Instructions for how
to report and
whom to report to

Cultural change to
encourage report-
ing

Proposed innovations
for reporting EHR
mistakes

Seriousness of per-
ceived mistake

Education on medical
concepts, errors,
and importance of
reporting

Access to notes

311/476 (65%)

114/476 (24%)

791476 (17 %)

32/476 (7%)

20/476 (4%)

12/476 (3%)

Online method

“Neutral party” or someone
other than the physician to re-
ceive reports

An anonymous or confidential
method

Prompt responses and respect for
patient time

Clinician encouragement to re-
port

Meaningful responses
Assurance against retribution
Comfort level with the provider

Patient and family contributions
to notes or “self- notes”

Patient and family edits or sug-
gested corrections in the note
Alternatives to addenda
Reporting templates, normalizing
patient feedback, and making
feedback language easier for
patients

Whether the mistake would affect
their health
The urgency of reporting mistake

Guidance on how to identify
errors

Understanding why it is impor-
tant to have accurate notes
Reducing jargon in the notes

Having access to all provider
notes

Sharing notes in a timely manner
after the visit

“Make it easy to quickly do online...”

“To make a phone call during the day when my doctor is
available or the office is open is very challenging. Being able
to communicate by e-mail would be very helpful.”

“A confidential discussion with another medical provider...”
“Who would be the best person to tell? Doctors are very busy
and if we were to call the office it is unlikely to be done.”
“It would take 4 phone calls to fix, there is no easy way to get
anything done over there. It involves phone call after phone

call to actually get your point across.”

“Knowing there would be no retribution. . .with my child’s
care.”

“Ease of reporting and reinforcing just working together as a
team for accuracy.”

“Knowing if I pointed out the mistakes they would be cor-
rected. Not with an addendum but literally corrected.”

“...Make sure [the] provider won’t get in trouble.”

“Feeling like providers want to hear from parents.”

«...if patients could add their own notes, which could include
things like points the patient forgot to make in the
appointment.”

“Having a checkbox after each note on [the patient portal]
that would allow the patient to 1) document that they’d
seen the note, and 2) verify that their personal history, fam-
ily history, and current medical issue and/or reason for visit
were accurately noted.”

“Notes [could] be thought of as ‘drafts’ pending patient
review.”

“It would help to have some templates online so that I could
choose how [to] write about the mistake. I don’t want to of-
fend my doctor and I’'m afraid to use [the] wrong words.”

“Make the note clickable and possible to type a correction
into it. Then the correction could go to the doctor and she
could look at it and click “accept” or “reject,” and she
could either delete her own mistake or keep alongside my
correction (maybe in another color font).”

“Pm not sure [ would call unless it affected my immediate
health.”

“If there were serious consequences, such as [a] recommenda-
tion for a condition I don’t have.”

“I don’t know the consequence of having the note corrected/
not corrected.”

“I am not sure why Open Notes is important for me to keep
accurate, so an explanation of that would help me report a
serious mistake.”

“The notes are filled with acronyms, making it hard to fully
understand the doctor’s degree of concern about the issue
that included the mistake.”

“Having all providers’ notes be eligible for feedback.”

“Immediate access to [the] note while the visit [is] still fresh in
my memory.”

2476 patient comments included a total of 568 recommendations.

process in which I would have to download, print, fill out,
and mail in a form, and then there would be a review board,
and it would take months. I was also told that there is no
way for a provider to actually make changes in their notes,

they can only add. This is a ludicrous system, I shouldn’t have

to go through a ton of work to correct a mistake someone
else made, and it is [the 21st century], everything should be

available online.”

Fourteen percent of responses indicated that the seriousness of
the perceived mistake, the availability of records in general, and edu-
cation to enhance patients’ understanding of the purpose of report-
ing errors would influence speaking up. For example:

“I would call if it was a wrong prescription. . .but if it was my
weight listed wrong, I would be fine e-mailing or talking about it

at my next visit.”
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Another patient commented:

“If [notes are] just for patients, as long as you know your doctors
are on top of it even if they wrote the wrong thing, I probably
wouldn’t report it. But if the healthcare professionals use [the
notes| and it might affect my future case, then I'd want to report
it somehow.”

DISCUSSION

In our study of over 10 000 patients and families, roughly 1 in 5
respondents reported finding a mistake in visit notes and considered
40% of these to be serious. These findings reinforce prior similar
results,'” now including new study populations (ie, families of pedi-
atric patients) and further adding to the field by examining barriers
to speaking up and patient and family recommendations. More than
75% of respondents believed healthcare providers want to know
about patient-identified mistakes. Yet among those who perceived a
serious mistake, only about half reported the mistake to their pro-
vider’s office.

The most common barriers to reporting included actionable
issues such as how to report and more challenging cultural issues,
such as fear of retribution. Patient and family recommendations
tracked closely with reported barriers. The most commonly cited
barrier (not knowing one could report) and the most common rec-
ommendation (clear online reporting instructions) were each cited
by more than 60% of participants. As health information transpar-
ency spreads and more patients have access to their EHRs,** patients
and families will likely identify documentation errors and organiza-
tions will need systems to support and receive patient feedback.!*>*

One of the barriers to speaking up cited in this study was the
lack of meaningful response, consistent with prior reports.'®*® In an
age where physicians are charting during off hours and burnout
rates are high,?” thoughtful approaches that limit additional respon-
sibilities for physicians are needed. Patients themselves were con-
cerned that physicians are too busy to address errors. At the same
time, many emphasized the known importance of provider encour-
agement to speak up.”’®?® They also underscored the limitations of
“addenda” because the mistake is preserved in the original note and
may be propagated in future notes; a concern shared by some clini-
cians who may then miss important changes to the record.

Respondents revealed a preference for discussing errors with
their PCP, even if that was not the person who made the error—a
factor that may be uniquely important in the ambulatory setting.
Some patients considered it less important to speak up about per-
ceived errors in one-time settings with specialists, and a few reported
that a mistake drove them to switch providers, a proactive choice
that may not be available in inpatient settings. These findings high-
light the challenge to encourage reporting when a patient is seeing a
provider they do not know well. It also raises implications for better
supporting PCPs to respond to patient-perceived errors involving an-
other provider and to provide feedback to colleagues when neces-
sary—both known to be challenging tasks.?’ In some cases, an
objective “third person” to triage and respond to error reports may
help, and, interestingly, was often suggested by respondents in our
study.

Respondents reported that perceived error seriousness influences
when and how they speak up and suggested providing education
about how to identify errors and why reporting errors is important.
This recommendation speaks to over 1000 patients and families in
this study who were not sure if they identified a mistake in their

notes, multiple sociodemographic groups who were less likely to re-
port confidence finding mistakes, and those who perceived a mistake
but were not sure about its seriousness. With educational support,
patient self-triage of perceived errors may help organizations to re-
spond meaningfully.’

As experts urge patients and families to engage in safety,>®
patients—informed by their other online experiences—already en-
vision ways they can engage with the EHR. Respondents asked
for new technical capabilities such as templates, checkboxes, and
other systematic online solutions that may not only improve indi-
vidual EHRs, but also facilitate organizational learning through
aggregation of patient reports.>’ Templates for reporting mis-
takes could ease the psychological burden for patients and fami-
lies by reinforcing the acceptability of reporting errors, outlining
common types of mistakes, and normalizing reporting language.
Other respondents entirely reimagined the role of the patient in
medical documentation, asking that notes be sent to patients for
approval before publication, that patients be allowed to add their
own notes to the EHR, and that patients review and correct their
own medical, family, and surgical histories on the portal. A few
of these suggestions are in active testing with positive early find-
ings.'>?%32:33 Although such changes raise concerns for some
clinicians and healthcare leaders, the future of health information
transparency in the context of the recent 21st Century Cures Act
will rely on including patients and families meaningfully.® The
COVID-19 pandemic has also created an environment ripe for in-

novation®*37

that may pave the way to developing stronger part-
nerships with patients and families.

Our exploratory analysis of sociodemographic factors associated
with speaking up suggests that some of the inequities underscored
by the pandemic may extend to patient confidence in finding errors
in notes and comfort reporting them, though further research is
needed. Prior research has shown that vulnerable populations are
less likely to be offered access to patient portals,>®** demonstrating
how new technologies can exacerbate existing inequities. Any future
innovations related to speaking up may require not only patient-
centered technological and educational interventions but also
policy-level changes to address healthcare’s structural inequities.*

There are several limitations to this study. The response rate was
low, although not dissimilar from other online surveys.*'*** While
this is among the largest studies of its kind, engaging patients and
families about barriers and recommendations for speaking up about
perceived note errors, a relatively small proportion of the partici-
pants reported a perceived error and could therefore comment di-
rectly on the experience. The majority of respondents were white,
employed, and well-educated; preliminary findings related to race
and ethnicity should be viewed as exploratory. There may be impor-
tant within-group differences among the populations grouped in our
study due to small sample size, and larger studies of more diverse
patients are needed. Other factors such as age, mental health, pre-
ferred language, and health literacy should also be examined.?* The
study was also limited to patients who access their online portals,
since this was a prerequisite to reading open notes. Several barriers
may restrict portal use for more vulnerable patients.*>** Finally, the
severity of perceived mistakes was judged by participants and not
verified by chart review or clinician assessment, as this was beyond
the scope of this study. While prior studies demonstrate clinical rele-
vance of patient-reported errors,">'*'®* future research should
characterize what kinds of mistakes patients and families are willing
to speak up about, alignment of those issues with clinician priorities,
and the ultimate impact on patient outcomes.
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CONCLUSION

Among patients and families who read visit notes and identified a
perceived serious error, nearly half did not report the error. The
most common barriers—not knowing patients could report and how
to report—may be readily actionable. Others, such as improving
reporting culture, will require greater and sustained efforts to create
environments that support all patients, especially more vulnerable
groups, to speak up. Respondents strongly preferred online, asyn-
chronous communication for reporting with a timely response, in
the setting of clinician encouragement and safety education. About a
fifth of participants recommended new reporting tools that do not
yet exist, suggesting a ripe environment for innovation and patient
partnership at a time when such engagement is prioritized.
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