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ABSTRACT
There are concerns regarding whether patients with mental illness should be
provided with access to their electronic medical records. This study compared
perceptions of patients with (n = 400) and without (n = 2,134) a mental health
diagnosis regarding access to primary care clinic notes through secure online
portals. Eligible participants viewed at least 1 clinic note during a 12-month
period. Administrative data were used to stratify patients by mental health diagnosis. As we hypothesized, patients with and without mental health diagnoses
had similar perceptions about online access to notes.
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INTRODUCTION
Primary care providers deliver a substantial proportion of mental health
care in the United States.1,2 Over the past decade, increasing numbers
of primary care practices have been making electronic medical records,
including clinical notes, available to patients via secure patient portals. A
growing body of evidence suggests this access could help patients be more
engaged in their health care.3,4 Despite the purported benefits, mental
health clinicians5 and others have lingering concerns about sharing clinic
notes with certain patients, specifically those with psychiatric comorbidities. We hypothesize that patients with mental health diagnoses will have
similar opinions about the potential impact of reading primary care clinic
notes online compared with patients without mental illness.

METHODS
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In this study we analyzed data from the original OpenNotes study, which
provided patients with access to their full electronic medical record, including doctors’ clinic notes, at 3 health care systems.6 Following implementation of OpenNotes, patients completed a survey regarding their perceptions
of reading doctors’ notes online.6 Survey questions were developed from
prior qualitative analyses.3,6 For simplification of analysis and presentation
of results, 4-point Likert scale responses were dichotomized as either agree/
somewhat agree or disagree/somewhat disagree.
Our analysis was restricted to patients at a single site where clinical
diagnosis data were available. Eligible subjects were adult primary care
patients with at least 1 clinic visit during the intervention period who
reported reading at least 1 clinic note online. Mental health diagnoses
were determined based on documented International Classification of Diseases, Ninth Revision (ICD-9) codes (Supplemental Appendix 1, http://www.
annfammed.org/content/16/4/343/suppl/DC1). We compared the perceptions of patients with and without mental health diagnoses following the
implementation of OpenNotes.
Comparisons were initially made using the χ2 statistic for categorical dependent variables, then multivariate regression was performed to
control for possible confounders. All statistical analyses were conducted
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using SAS software, version 9.4 (SAS Institute Inc).
The institutional review boards of the University of
Washington and Beth Israel Deaconess Medical Center
approved the study procedures.

harm, with profoundly decompensated mental illness,
or suffering from intimate partner violence might need
to have particular notes blocked from the online portal
for safety reasons. Most health systems have protocols
for blocking part or all of clinic notes from the patient
portal, although HIPAA protects patients’ right to view
their medical records with few restrictions.7
A primary limitation of this study is that the original OpenNotes study was not specifically designed
to investigate the perceptions of patients with mental
health disorders. Administrative data was used to identify patients with mental health problems and a broad
array of mental health diagnoses was included. There
was likely extensive variability in how mental health
diagnoses were addressed in clinic notes. Mental illness
can be under-recognized and less severe in the primary
care setting compared with behavioral health prac-

RESULTS

The survey was completed by 2,534 patients who
reported reading at least 1 of their clinic notes (n = 400
with mental health diagnoses and n = 2,134 without),
representing a response rate of 37%. Patient characteristics are shown in Table 1. Most patients had positive
perceptions about OpenNotes (Table 2). Patients with
mental health diagnoses were significantly more likely
to report worry compared with other patients (8.2% vs
5.3%; P <.029), however, after adjustment for variables
independently associated with mental health diagnoses
(sex, race, education, and employment)
there were no differences in perceptions
Table 1. Patient Characteristics
about access to online notes between
patients with or without mental health
Mental Health
diagnoses (data not shown).
Diagnosisb
(n = 400)
No. (%)

Characteristica

DISCUSSION

No Mental
Health Diagnosis
(n = 2,134)
No. (%)

Age

Compared with patients without mental
health diagnoses, primary care patients
with mental health diagnoses were similarly
enthusiastic about the utility of reading
their doctors’ notes online. Giving patients
with mental illness access to their clinic
notes may help them engage more actively
in their treatment.7 Additionally, opportunities for improved communication between
patient and care provider may enhance
trust,8 which is particularly important given
the stigma surrounding mental illness. Providing patient access to notes could also
stimulate clinicians to craft notes that are
nonjudgmental, another step in strengthening the patient-doctor relationship.9
As with any intervention, the risks of
access to certain clinical information in
doctors’ notes could at times outweigh
the potential benefit. While we noted that
patients with mental illness were more
likely to worry than patients without
mental illness, this association was not
significant after adjusting for possible
confounders. Ensuring that note contents
correspond with visit conversations might
reassure apprehensive patients and could
even engender greater patient-doctor
trust.10 Patients at imminent risk of selfA NNALS O F FAMILY MEDICINE

P
Valuec
.48

<50 y

133 (33)

671 (31)

≥50 y

267 (67)

1,462 (69)

91 (31)

641 (39)

203 (69)

1014 (61)

30 (8)

109 (5)

106 (27)

370 (18)

Sex

.011

Male
Female
Education

<.001

High school/GED or less
Some college
College graduate
Post college

90 (23)

473 (23)

162 (42)

1,147 (55)

46 (12)

106 (5)

Employment

<.001

Not employed
Retired
Employed/self-employed/
homemaker
Race
Black

69 (19)

317 (16)

257 (69)

1,608 (79)
.005

23 (6)

Multi-racial/other
White
Specific mental health
diagnosis d
Depression

59 (3)

25 (7)

167 (8)

335 (87)

1,829 (89)

259 (65)

Anxiety disorder

180 (45)

Stress disorders

47 (12)

Bipolar disorder

23 (6)

Psychotic disorder

7 (2)

GED = general equivalency diploma.
Missing data occur in all patient characteristics.
Mental health diagnosis is determined by International Classification of Diseases, Ninth Revision
(ICD-9) codes. All diagnoses identified before the survey.

a

b

c
d

✦

P value for χ2 statistic.
Diagnoses are not mutually exclusive.
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Table 2: Comparison of Patients With and Without a Mental Health Diagnosis Who Agree/Somewhat
Agree With Perception Statements Regarding OpenNotes
Mental Health
Diagnosis (n = 400)
No. (%)

Perception

No Mental Health
Diagnosis (n = 2,134)
No. (%)

P Valueb

Positive
I do better with taking my medications as prescribed

236 (74.0)

1,017 (67.6)

.025

I take better care of myself

296 (83.6)

1,471 (81.0)

.24

I feel more in control of my health care

336 (92.3)

1,789 (91.3)

.54

I understand my health and medical conditions better

341 (92.9)

1,777 (91.7)

.43

I am better prepared for visits

298 (87.6)

1,549 (85.0)

.20

I remember the plan for my care better

346 (94.8)

1,763 (91.6)

.037

30 (8.2)

104 (5.3)

.029

5 (1.4)

49 (2.5)

.19

152 (41.2)

746 (38.5)

.32

Negative
I worry more
The notes are more confusing than helpful
I am concerned about my privacy

Note: Mental health diagnosis determined by International Classification of Diseases, Ninth Revision (ICD-9) codes from clinic visits during period of note availability. All
diagnoses identified before the post survey.
a

P value from χ2 statistic.

tices.11 It is not known if patients’ perceptions would be
different if they read psychiatrists’ or behavioral health
providers’ detailed notes rather than primary care providers’ notes. Small numbers in some of the perception
categories limit the interpretation of our multivariate
analyses. Finally, perceptions were self-reported and
gathered from early experiences of patients using
secure web portals to access their medical records.
In conclusion, we found that patients with mental
health diagnoses had similar perceptions about reading their primary care clinic notes as other patients.
Providing online access to all patients, including those
with mental illness, might contribute to greater adherence to treatment plans and patient-doctor trust, and
potentially help to destigmatize mental illness. However, we need to more fully understand the spectrum
of benefits and risks of clinic note access in patients
with mental health problems and identify interventions
to mitigate potential adverse effects of this new tool.
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