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BACKGROUND: Sharing outpatient notes with patients
may bring clinically important benefits, but notes may
sometimes cause patients to feel judged or offended, and
thereby reduce trust.
OBJECTIVE: As part of a larger survey examining the
effects of open notes, we sought to understand howmany
patients feel judged or offended due to something they
read in outpatient notes, and why.
DESIGN: We analyzed responses from a large Internet
survey of adult patients who used secure patient portals
and had at least 1 visit note available in a 12-month
period at 2 large academic medical systems in Boston
and Seattle, and in a rural integrated health system in
Pennsylvania.
PARTICIPANTS: Adult ambulatory patients with portal
accounts in health systems that offered open notes for
up to 7 years.
APPROACH: (1) Quantitative analysis of 2 dichotomous
questions, and (2) qualitative thematic analysis of free-
text responses on what patients found judgmental or
offensive.
KEY RESULTS: Among 22,959 patient respondents who
had read at least one note and answered the 2 questions,
2,411 (10.5%) reported feeling judged and/or offended by
something they read in their note(s). Patients who report-
ed poor health, unemployment, or inability to work were
more likely to feel judged or offended. Among the 2,411
patients who felt judged and/or offended, 2,137 (84.5%)
wrote about what prompted their feelings. Three thematic
domains emerged: (1) errors and surprises, (2) labeling,
and (3) disrespect.
CONCLUSIONS: One in 10 respondents reported feeling
judged/offended by something they read in an outpatient
note due to the perception that it contained errors, sur-
prises, labeling, or evidence of disrespect. The content and
tone may be particularly important to patients in poor

health. Enhanced clinician awareness of the patient per-
spective may promote an improved medical lexicon, re-
duce the transmission of bias to other clinicians, and
reinforce healing relationships.

KEY WORDS: bias; language; health information transparency; patient-

doctor relationship; trust.

J Gen Intern Med

DOI: 10.1007/s11606-020-06432-7

© Society of General Internal Medicine 2021

BACKGROUND

Health systems are increasingly offering patients ready elec-
tronic access to clinician notes, and patients strongly support
such practice beneficial, citing many potentially important
clinical benefits.1–8 However, by offering patients a window
into how clinicians view them and their conditions, such notes
may also cause patients to feel judged or offended, and thereby
reduce trust.4,9 Many clinicians worry about such potential
consequences.6,10,11 With the goal of helping to inform and
guide the practice of sharing notes, we analyzed data from a
large survey of patients at 3 healthcare organizations and
explored what patients may find judgmental or offensive in
their notes. The experience of feeling offended, by definition,
suggests an expectation was not met. Our analysis draws from
a growing body of literature which describes the various
dimensions of trust and respect in the clinician-patient rela-
tionship and provides a contextual framework for what pa-
tients may expect from clinicians.12–18

METHODS

Data Collection

We examined responses from a 2017 web-based survey of
patients who had been seen in hospital offices and community
practices at 3 health systems: Beth Israel Deaconess Medical
Center (BIDMC), an academic health system in the Boston
area; University of Washington Medicine (UW) in Seattle, an
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academic health system in Seattle that included a safety net
hospital and practices; and Geisinger, a rural integrated health
system in Pennsylvania. These organizations began sharing
notes with patients in primary care in 2010 and have since
expanded note sharing across ambulatory care specialties.
Eligible patients were 18 years or older and had at least 1
ambulatory visit note available on the patient internet portal in
the previous 12 months. Walker et al. have published detailed
descriptions of the methods used in this survey.6

Patients who reported having read at least 1 note were asked
2 yes/no questions: “Have you ever felt offended by some-
thing you read in a visit note?” and “Have you ever felt judged
by something you read in a note?” If patients answered affir-
matively, they were prompted to answer two open-ended
questions: “Please explain what offended you,” and “Please
explain what made you feel judged.” Focusing on the re-
sponses to these 4 items, we conducted a mixed methods
analysis.

Analysis of the Dichotomous Questions

We analyzed responses from patients who answered both yes/
no questions and whose report of having read a note in the past
year was confirmed by portal tracking data.6 We used descrip-
tive statistics to assess sociodemographic characteristics of
patients who did and did not report feeling judged and/or
offended, and because we expected even small differences to
be significantly different due to the total number of respon-
dents, we selected differences of 5% or more as a threshold for
reporting here. Analyses were done using SAS software ver-
sion 9.4 (SAS Institute Inc.).

Thematic Analysis

We used a 3-step process to analyze the free-text responses.
Two authors (LF and CD) together reviewed the first 100
responses to each, initially identifying 7 themes. We found
in this first pass that many patients did not distinguish between
offended and judged, e.g., many comments in response to the
second question, “Did you feel judged?,” included the words
“see above,” referring to their free-text response to the preced-
ing question, “Were you offended?”. Therefore, we combined
free-text comments to both “judged” and “offended” for the
remainder of the analysis. Second, one author (LF) and 2 other
coders reviewed 150 additional randomly selected responses
to refine the themes and together identified final categories for
coding.We classified free-text responses into 12 codes that we
grouped into 3 overarching domains: errors and surprises,
labeling, and disrespect (Fig. 1). Finally, the same 3 coders
analyzed all responses independently and assigned 1 code that
best characterized the dominant or primary theme of each free-
text response. They classified as “not applicable” responses
that were uninterpretable or not directly applicable to a note,
e.g., “no comment” or responses that clearly referred only to
the appointment itself, rather than to the note. If at least 2 of 3
reviewers agreed on a code, then that code was assigned, and

the fourth coder (CD) adjudicated responses when all 3 the-
matic codes were disparate. We used Fleiss’ kappa form raters
to measure inter-rater reliability. We used REDCap soft-
ware19,20 hosted at BIDMC to organize free-text responses
and subsequent coding.

RESULTS

Results of Quantitative Analysis

We contacted 136,815 patients and received 29,656 responses,
a response rate of 21.7%. Among the 22,959 patients who had
read at least 1 note and answered both judged and offended
yes/no questions, 2,411 (10.5%) reported ever feeling judged
and/or offended by something they read. Among these, 608
(25.2%) felt judged, 748 (31.0%) felt offended, and 1,055
(43.8%) felt both judged and offended.
Using a difference of 5 percentage points between demo-

graphic groups as a threshold for meaningful differences, we
found the following patterns: Those patients who (a) described
their race as other, (b) rated their health fair/poor, (c) reported
being unable to work, or (d) reported having read 4 or more
notes were more likely than their counterparts to feel judged/
offended. In contrast, patients who reported they were (a)
Asian, (b) retired, or (c) male, were less likely than their
relevant comparison groups to report feeling so (Table 1).

Results of Thematic Analysis

Of the 2,411 patients who said they felt judged and/or
offended, 2,137 (84.5%) wrote free-text comments (Fig. 2).
The median word count for responses was 18. There was
moderate agreement among the 3 reviewers who assigned
the 12 primary thematic codes to free-text responses (Fleiss’
Kappa: 0.469 p value < 0.001, indicating moderate agreement
among the three raters). Of the 3021 responses reviewed, at
least 2 out of 3 reviewers agreed on the thematic code for
2,652 (88.0%), and the 4th reviewer assigned codes to 453
comments in which there was no agreement. Table 2 displays
representative comments from the thematic categories within
the 3 domains.

Errors and Surprises

This thematic domain included descriptions of finding inac-
curacies in the record and instances when the note negatively
surprised the patient. For example, patients reported feeling
judged/offended due to documentation of physical examina-
tions or discussions that the patient believed had not occurred.
Some respondents referred to what they perceived as a delib-
erate lie, misrepresentation, or omission within the record.
Many were surprised and judged/offended to find diagnostic
terminology that had not been discussed with them. Others
were surprised and troubled by how much personal informa-
tion was contained within their notes. Several felt confidenti-
ality was breached because they found unexpected
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documentation of something they felt was privately shared
with the clinician. Some respondents were offended by diag-
noses listed in the note that the clinician had not discussed or
shared explicitly at the visit. Finally, patients reacted strongly
to finding mental health diagnoses in the note that had not
been discussed at the visit.

Labeling

Patients reported feeling judgment/offense when they felt they
were labeled by clinicians. Descriptions of obesity were a
frequent cause of feeling negatively labeled, as were other
personal descriptors such as “elderly,” ”anxious,” “well-
groomed,” or descriptions of patients’ emotional demeanor.
Annotations about physical examinations were also cited as
sources of feeling judged—particularly when related to gen-
eral appearance, to dermatological or gynecological concerns,
or to overall physical strength or ability. There was concern
about possible transmission of bias: Several patients worried
that some value-laden labels could render their concerns to be
discounted by other clinicians in the future. Positive patient
descriptions, such as “pleasant” or “delightful,” were deemed
by some as unnecessary, as they suggested that their person-
ality was being judged. Some patients also felt labeled by the
way some notes described gender, sexuality, depression, anx-
iety, or their use of cigarettes, alcohol, or other substances.

Disrespect

Some patients felt disrespected when they perceived their
perspective was not recorded, was misunderstood, was repre-
sented incorrectly, or was not valued. Respondents reacted
negatively to language used by convention by clinicians, such
as “patient claims” or “patient denies,” and particularly to
phrasing that appeared to distort, dismiss, or question the
validity of the patient’s perspective. Patients considered some
notes “condescending,” although the specific content in the

note that brought them to this conclusion was not always
described. Many felt blamed for their health conditions or felt
their symptoms were disbelieved, particularly when the symp-
tom was painful. Some terms were misunderstood: the ICD 10
diagnosis, “Dizziness and Giddiness,” for example, was
confusing—several understood the word “giddy” to be
mocking or critical. Similarly, the neurological condition
“pseudo-claudication” was interpreted by one patient as evi-
dence that the clinician thought the patient’s symptoms were
“fake” (Table 3). Some experienced terms such as “former-
smoker” as blaming. Miscellaneous comments varied widely.
For example, patients disliked statements regarding the
amount of time spent in counseling and coordination of care,
at times interpreting such boiler-plate sentences required for
billing purposes as evidence of clinician impatience.

DISCUSSION

In this large survey of patients who read visit notes, 1 in 10
respondents reported feeling judged and/or offended by some-
thing they read in their notes after finding perceived errors,
surprises, labeling, or disrespect. Patients reacted negatively to
clinical documentation that they thought did not accurately
capture the visit, did not represent their perspective, or
discounted their concerns. Patients who were unemployed or
unable to work, and those with worse self-rated health, were
more likely to report feeling judged or offended. Some “mis-
takes” and “inaccuracies” were perceived by their very nature
as judgmental/offensive, perhaps because they suggested to
patients a lack of attention or care. Conversely, notations that
suggested disrespect/inattention to the patient’s concern were
often described as inaccurate.
The finding that women, patients with poor self-rated health,

and those unable to work felt more judged/offended should be
studied further, but is not completely unexpected. Women

Figure 1 Framework for thematic analysis: overarching domains and specific codes.
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patients and patients who are chronically ill and unable to work
may feel, and may in fact be, more stigmatized generally; they
might be more vigilant about how they are described in our
notes. Cinicians may have more negative implicit attitudes
about chronically ill patients and may sometimes consciously
or unconsciously blame patients for their conditions in their
language.16 Our finding reinforces the importance of actively
considering whether language might be perceived as stigmatiz-
ing, particularly when writing about patients in poor health or
about any patient who may frequently experience bias.

Implicit bias related to race, disability, and obesity play a
role in clinician perception and assessment of pa-
tients,6,14,15,23,24 and we might expect this bias to reveal itself
in clinicians’ notes. Patients may perceive indications of bias
in the medical relationship through the note. Our survey did
not ask specifically about discrimination, stereotyping, or
issues of racial, ethnic, gender, or linguistic bias, and these
were rarely cited explicitly as reasons for feeling offended/
judged by participants, but several patients referred to “as-
sumptions” which could be related to stereotyping, though the

Table 1 Characteristics of Patients Who Did and Did Not Feel Judged or Offended

Demographic Felt judged and/or
offended N = 2411

Felt neither judged nor
offended N = 20548

Age N(%) N(%) P value
18–24 84(10.8) 692(89.2) < 0.0001
25–44 573(11.2) 4543(88.8)
45–64 1095(11.5) 8428(88.5)
65 + 659(8.7) 6885(91.3)
Sex
Female 1832(12.6) 12658(87.4) < 0.0001
Male 579(6.8) 7890(93.2)
Race
Asian 57(4.9) 1118(95.1) < 0.0001
Black 68(11.9) 502(88.1)
White 1835(10) 16465(90)
Other 129(17.7) 600(82.3)
Multiple races 110(14) 676(86)
Missing 212(15.2) 1187(84.8)
Ethnicity
Hispanic/Latino 92(11.3) 724(88.7) < 0.0001
Non-Hispanic 2130(10.2) 18724(89.8)
Missing 189(14.7) 1100(85.3)
General health
Excellent, very good, or good 1653(9) 16783(91) < 0.0001
Fair or poor 597(17.6) 2791(82.4)
Missing 161(14.2) 974(85.8)
Education
High school or less 113(7.8) 1343(92.2) < 0.0001
Some college or technical school 491(10.2) 4323(89.8)
4-year college degree or some graduate school 759(10.2) 6705(89.8)
Masters or doctoral degree 889(10.9) 7255(89.1)
Missing 159(14.7) 922(85.3)
Employment
Employed or self-employed 1203(9.6) 11288(90.4) < 0.0001
Homemaker 72(11.8) 536(88.2)
Unemployed 104(14.7) 604(85.3)
Retired 585(8.6) 6242(91.4)
Unable to work 268(22.8) 905(77.2)
Missing 179(15.5) 973(84.5)
Language usually spoken at home
English 2074(10.4) 17891(89.6) < 0.0001
Spanish 9(12) 66(88)
Other 24(5.4) 424(94.6)
Multiple languages 129(10.5) 1094(89.5)
Missing 175(14) 1073(86)
Number of notes read
1 105(6.2) 1593(93.8) < 0.0001
2 or 3 721(8.1) 8137(91.9)
4 or more 1489(13) 9934(87)
Don’t know/not sure 96(9.8) 884(90.2)
Length of time reading notes
A week or less 36(6.9) 482(93.1) < 0.0001
More than a week, less than a year 471(8.4) 5120(91.6)
A year or more 1904(11.3) 14946(88.7)
Are you a healthcare professional?
Yes 388(12.1) 2816(87.9) < 0.0001
No 1849(10) 16721(90)
Missing 174(14.7) 1011(85.3)

ap values from the chi-square test for independence
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brief comments did not allow us to explore this. It is notable
that patients who described their race as “other” had higher
reports of feeling judged/offended. The finding that Asian
patients were less likely in this survey to feel judged or
offended merits further study to understand in more detail
which Asian groups were represented, and to explore their
experiences and expectations of the clinician-patient relation-
ship and of notes specifically. Similarly, the finding that men,
and patients who spoke a language other than English or
Spanish at home, felt less offended/judged could be further
explored. The experience and perception of what constitutes
respectful or disrespectful language may vary among different
cultural and social contexts.17 Few respondents had less than a
high school education. Though we found slightly lower rates
of reporting feeling judged or offended among such patients,
this finding did not meet our 5% difference threshold.1 Re-
spondents who described themselves as healthcare profes-
sionals (Are you a healthcare professional?) reported feeling
judged/offended at rates similar to those who were not.
Standard medical language and conventions related to how

notes are typically worded may sound “loaded” or
condescending to some patients, although some patients for-
gave these expressions as language clinicians “are taught to
use.” The theme of overweight/obesity, and choices related to
documenting this topic, was commonly cited as a reason for
why patients felt judged/offended. Patients in our study fre-
quently objected to being described as obese, particularly
when no discussion about weight had occurred in the visit.
Guidelines suggest that obesity should be discussed empath-
ically and noted as a medical condition or illness, rather than as
a term characterizing the patient’s identity (e.g., patient with
overweight/obesity instead of obese).13,25

Patients sometimes expressed surprise, dismay, and offense
regarding the clinician’s decision to include certain details that
patients had apparently thought they had shared “in

confidence” in their visit. Without an explicit discussion of
documentation practices, patients may assume that certain
details will not be included in a note. Indeed, patients and
clinicians may at times have strikingly different definitions of
confidentiality: clinicians typically think that confidentiality
means that information will only be shared with those in-
volved in the patient’s care, and that documentation in the
electronic medical record (EMR) of such information is within
the domain of confidentiality.26 In contrast, patients may
understand confidentiality to mean literally “off the record…”
This study highlights the need for greater deliberation on the
meaning of privacy in EMRs, and more frequent discussion
between patient and clinician on the appropriate documenta-
tion of sensitive details.26

Further research is needed in order to understand in more
detail what specific note content patients experience as posi-
tive and affirming, and what they find negative, worrisome, or
confusing. When patients read clinical notes, their evaluation
of the note is likely influenced by in-person interactions and
the preexisting relationship with the clinician, which was not
evaluated in this survey, an area worthy of further study.
Might a positive interaction “protect” against the patient’s
perception of judgment/disrespect in the notes, whereas a
negative one prompt increased patient vigilance while reading
the note? Might a “good” note improve the patient’s trust?
Medical schools and residency programs are only just be-

ginning to teach learners how to support transparency in
documentation; very few give learners specific patient-
centered guidance for how to write about sensitive issues.
Medical students, residents, and clinicians generally may ben-
efit from increased education and feedback regarding the
effects of shared notes, given that traditional recommendations
regarding progress notes (e.g., “SOAP” notes) and clinic notes
were developed without the expectation or perspectives of
patients reading them.27–29

Figure 2 Overview of thematic analysis process.
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LIMITATIONS

Our survey respondents do not fully mirror the diversity of the
US population, limiting the generalizability of our findings. In
particular, the educational attainment of survey respondents is
higher than that of the US population as a whole. Fewer
patients from low income, lower education, minority, or

limited English proficiency are active portal users,23,24 limit-
ing our understanding of the note-reading experience of these
populations. Our response rate of 21.7% was low, but in the
expected range for an online survey and similar to the response
rate in a recent Consumer Assessment of Healthcare Provider
and Systems survey.30 Finally, there were some demographic

Table 2 Frequency and Proportion of Responses Reflecting Themes and Excerpts from Free-Text Responses

Themes n of patients
(N = 2034)

Examples* (edited for length and spelling)

Errors and surprises 715(35.2)
Mistake/inaccuracy 466 • A note in my file that was put together using boilerplate cut-and-paste

and includes several errors, including some of my conditions, family history,
and my age and sex. It suggested a level of carelessness in record-keeping.
There needs to be an easier way for the patient to request changes and I am
really surprised at how much there is that is wrong.
• There are so many things that are incorrectly stated in the notes and I feel like
I am saddled with them forever.

Did not happen in visit 96 • The doctor reports having made a number of statements and recommendations
that he did not make.

Confidentiality concern 81 • I felt there was too much personal information written about me that I would
prefer not be on there. It made me uncomfortable and it was not necessary in the
context of my visit.

Diagnoses not discussed 44 • I read about a diagnosis we hadn’t discussed. If it’s important enough to go into
my file, it’s important enough to tell me.
• The diagnosis on the notes was that I was suffering from depression but the
doctor did not even mention that to me on the visit, that is what makes me keep
reading the notes, to know what the dr, really think about me but did not said to
me, that was very disappointing.

Lie (intentionality suggested) 28 • I wasn’t offended. It was actually betrayal. I felt that the MD had painted a much
different picture than what they had written in my chart

Labeling 661
Personal descriptors 262 • Provider called me ‘elderly’!!! Insolent pup!!!

• A description of my demeanor that I don't agree with and could have explained
if I was asked about it.

Obesity 194 • Note said I wasn't doing everything I could to lose weight which was untrue and
very upsetting to see my Dr thought of me like that.
• I was described as obese. Perhaps that is true according to some chart. ... I was
quite taken aback and embarrassed by that description. ... After this I stopped
reading notes. It wasn’t worth it to me to possibly feel bad about myself.
• I was described as overweight but it actually inspired me to lose weight

Stigma (other than above) 171 • While the note included something I had said during the appointment, it made
it feel like if another provider read it out of context, there could have been
judgement placed on what I said and how I expressed it during the appointment

Gender and sexuality 34 • Comments around my being gay
• Wrong gender

Disrespect 653
Not heard/misquoted 299 • Pertinent info was left off–I often felt the need to offer MY interpretation of the

visit–and there should be a place for this. Some of the notes presented me in a
more negative light because my expressed rational concerns about taking some
meds were not noted.
• ‘Offended’ may be too strong, but I was put off by a description of a discussion
that I felt did not adequately represent my point of view, and differed from my
interpretation of what I thought I had heard the doctor say. This was, however,
very helpful to me...

Clinical language
and conventions

251 • Use of the verb ‘denies’ as in: ‘Denies arms tingling, numbness or weakness.’
I did not deny these things. I said I didn’t feel them. Completely different.
Language matters
• It’s simply the language that doctors are taught to use. Patient reports are
considered ‘subjective’ and therefore cast as slightly unreliable.

Condescension 103 • It feels condescending, even when the comment is positive, when a doctor
judges your personal character based on 5 minutes in an exam room. I feel like
I’m reading my high school report card...assumptions being made, maybe based
on race, gender, weight, etc.

Other 403
• Too hard to explain.
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differences between responders and non-responders,6 and
while these differences were small, it is possible that survey
respondents were more engaged and able to use open notes.
Survey free-text responses were generally short, and the

precise reasons for why patients felt judged/offended were
not always clear and the nature of the survey did not allow
for follow-up with in-depth interviews, which may be of
interest in future research. Our survey questions asked whether
patients “ever” found a note judgmental/offensive; therefore,
we cannot state precisely how many notes each patient found
judgmental/offensive. Responses about feeling judged/
offended were not attached to a specific note, and therefore
we cannot correlate note content with responses.

IMPLICATIONS

This study reinforces the finding that that words do matter.11–
13,18,31 Patients want their concerns documented carefully and
respectfully and do not want to feel labeled or surprised by
what they find in a note. Patients want clinicians to be honest
and competent and to act in the patient’s best interest, qualities
linked to trust in clinicians.4,14,15 The explanations for why
patients felt judged/offended suggest that some of these ex-
pectations were not fully met from the patient’s perspective.
We suggest that visit notes should reflect the content of the
visit and record a patient’s perspective respectfully. Attention
to these issues is especially important when writing notes

about patients who are in poor health, who are unable to work,
or who may frequently experience bias, and also critical when
the patient and clinician disagree. Transparently acknowledg-
ing both perspectives (clinician’s and patients’) within a note
and at the visit, without dismissing a patient’s concerns or
symptoms, may help build trust. Asking oneself “how would I
feel if this were written about me?” and “howmight this sound
if read by this patient?” may prompt clinicians to choose
strength-based language that promotes mutual engagement.32

Others have made helpful suggestions for how we might
improve the way we write about obesity, diabetes, sexual
activity, and opiate and other drug use (Table 3).32–35 It may
also be time to rethink the routine use of terms such as
“refused,” “complains,” “admits,” and “non-compliant”
among others. Increased awareness of the patient’s perspective
on notes may prompt our medical lexicon to become less
judgmental, reduce the transmission of bias to other clinicians,
and reinforce healing therapeutic relationships.
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to for X reason, rather than refuses

Race/ethnicity Adopt a consistent approach, rather than one that
documents race/ethnicity only when the patient is
not Caucasian

Sickle cell disease Patient with Sickle Cell Disease, rather than
sickler

General Quotation marks may occasionally suggest
skepticism
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