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Abstract

Background: Electronic health records (EHRS) are increasingly implemented internationally, whereas digital sharing of EHRs
with service users (SUs) is arelatively new practice. Studies of patient-accessible EHRs (PAEHRSs)—often referred to as open
notes—have revealed promising results within general medicine settings. However, studies carried out in mental health care
(MHC) settings highlight several ethical and practical challenges that require further exploration.

Objective: This scoping review aims to map available evidence on PAEHRs in MHC. We seek to relate findings with research
from other health contexts, to compare different stakeholders' perspectives, expectations, actual experiences with PAEHRSs, and
identify potential research gaps.

Methods: A systematic scoping review was performed using 6 electronic databases. Studies that focused on the digital sharing
of clinical notes or EHRs with people affected by mental health conditions up to September 2021 were included. The Mixed
Methods Appraisal Tool was used to assess the quality of the studies. The PRISMA (Preferred Reporting Items for Systematic
Reviews and Meta-Analyses) Extension for Scoping Reviews guided narrative synthesis and reporting of findings.

Results: Of the 1034 papers screened, 31 were included in this review. The studies used mostly qualitative methods or surveys
and were predominantly published after 2018 in the United States. PAEHRSs were examined in outpatient (n=29) and inpatient
settings (n=11), and a third of all research was conducted in Veterans Affairs Mental Health. Narrative synthesis allowed the
integration of findings according to the different stakeholders. First, SUs reported mainly positive experiences with PAEHRS,
such asincreased trust in their clinician, health literacy, and empowerment. Negative experiences were related to inaccurate notes,
disrespectful language use, or uncovering of undiscussed diagnoses. Second, for health care professionals, concerns outweigh
the benefits of sharing EHRS, including an increased clinical burden owing to more documentation efforts and possible harm
triggered by reading the notes. Third, care partners gained a better understanding of their family members' mental problems and
were able to better support them when they had access to their EHR. Finally, policy stakeholders and experts addressed ethical
challenges and recommended the development of guidelines and trainings to better prepare both clinicians and SUs on how to
write and read notes.
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Conclusions: PAEHRsin MHC may strengthen user involvement, patients' autonomy, and shift medical treatment to a coproduced
process. Acceptance issues among health care professionals align with the findings from general health settings. However, the
corpus of evidence on digital sharing of EHRs with people affected by mental health conditions is limited. Above al, further
research is needed to examine the clinical effectiveness, efficiency, and implementation of this sociotechnical intervention.

(IMIR Ment Health 2021;8(12):€34170) doi: 10.2196/34170

KEYWORDS

electronic health record; open notes; user involvement; patient advocacy; patient portal; patient rights; collaborative health care;
participation; coproduction; system transformation; health care reform

Introduction

Background

Electronic health records (EHRs) are implemented throughout
health care asimportant toolsfor documenting and coordinating
care within and across health care provider organizations. In
the past 2 decades, secure patient portals have provided service
users (SUs) opportunities to access certain information from
the EHR and interact with health care providers. Administrative
functions, such as appointment booking and prescription
renewals, are common, but giving SUs accessto thefull clinical
content of the EHR has been more controversial.

Although patient-accessible EHRs (PAEHRs) contain many
different types of information [1], one of the more disputed
functions has been providing SUs access to clinical notes or
narrative visit reports. This practiceis often referred to as open
notes [2,3]. Open notes can be considered an essential part of
any PAEHR. In some countries, for example, in Sweden [4],
Norway [5], Finland [6], and Estonia [7], nationwide PAEHR
services, including open notes, are offered to most adult citizens.

The legidation for giving SUs accessto their EHRs s in place
in many countries. |n the European Union, most of the member
states provide patients access to their EHRS; however, the level
of access varies between member states. Legally, the SUS
accesstothe EHR isusually covered by general data protection
rules[8]. In the United States, since April 2021, a new federa
rule mandates that all patients be offered accessto their EHRS,
including the narrative notes written by clinicians[9]. Notably,
this rule encompasses the sharing of notes in psychiatry but
excludes psychotherapy notes [10].

However, the sharing of mental health notes remains
controversia . Health care professionals (HCPSs) may be unclear
when it is appropriate to close access or to hide aspects of
documentation from patients. For example, in the United States,
information blocking is permitted if doing so “will substantially
reduce the risk of harm” to an SU or another person [11]. It is
at the discretion of licensed HCPsto determine what constitutes
a substantial risk in the context of a current or prior
clinician-patient relationship. In such cases, the rules specify
that risks must reach aclinical threshold well beyond the patient
being upset [10]. However, as noted, these rules leave
considerable latitude for interpretation, and so far, there are no
clear proceduresfor monitoring or auditing clinicians’ decisions
[12].

Moreover, beyond legal rulings, many HCPs report concern
that SUs will become anxious or confused if they are offered
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access to their PAEHR [3,13]. HCPs also report concerns that
providing access to SUs will reduce clinicians' autonomy
[14-17] and encroach on the quality of documentation [5,13-20].
Fears about additional workplace burdens[13,14,16-18,21,22],
increased time spent responding to SUS anxieties, or
misunderstandings about their clinical documentation
[13,14,16,17,23] are additional concerns.

To date, between 2012 and 2021, 7 reviews have explored the
effects of PAEHRS [24-30]. In 2020, a systematic review and
meta-analysis found that adult patients' access to EHRs was
effectivein reducing hemoglobin A, levelsand could improve
patient safety. However, the authors concluded that more
methodologically robust studies were necessary to increase
meta-analytic power and to evaluate the effects of access in
different hedth care domains [30]. Similarly, in 2021, a
Cochrane database systematic review found that the effects of
patient access compared with usual care were uncertain [25].

In mental health, sharing SUS' health records and the use of
PAEHRs are also topics for further development and research.
Although the implementation of PAEHR in mental hedlth is
similar to other hedth care domains, the perspectives,
expectations, and experiencein mental health can be of different
natures. For example, the fear of unexpected consequences led
to ashadow record in Norway [5]. Several studies have further
identified that within mental health, there are strong divergent
views, expectations, and concerns based on either the SUS'
conditions or the HCPs' professional role, with psychiatrists
holding the most negative attitude toward open mental health
notes[5,13,17,20]. We a so observed that many studiesfocused
onwhether the use of PAEHR can be harmful to SUs; thistheme
will be discussed in the Special Challengesin MHC section in
more detail.

Context and Scope for the Review

Thisisthefirst review to evaluate studies of PAEHR specifically
among SUs affected by mental health conditions. Inlight of the
new ruling in the United States and advances in patient access
in the Nordic countries, evaluating the effects of PAEHR in
mental health care (MHC) is particularly timely. As previous
publications have stressed, PAEHR in MHC raises new practice
dilemmas [10,31] but might also offer new opportunities to
empower patients [32]. In the era of transparency, HCPs must
now balance respect for patient autonomy and open and
transparent information disclosures with dutiesto prevent patient
harm. Persons with mental health conditions represent a
vulnerable patient population, and there may be the potential
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to exacerbate perceptions of stigmatization or undermine the
therapeutic alliance.

Objectives

Considering the urgent need for greater clarity regarding best
practices in this domain, our goal was to initiate a scoping
review to explore what is understood about the effects of
PAEHR among SUs, care partners, and HCPs. The study
objective was to map the available findings on sharing EHRs
with SUs affected by mental health conditions. Hence, we map
the key concepts underlying theresearch area, (ie, mental health
and neighboring fields) with the available evidence. The
following research question is examined in detail: What is
known from the existing literature about sharing EHRS or
clinical noteswith people affected by amental health condition?

Methods

Scoping Review

Compared with the systematic review method, which is guided
by astrongly focused research question, a scoping review aims
to open up the spectrum of the available evidence on arel atively
new field of research, so that its breadth and depth become
visible[33]. A systematic scoping review was considered highly
appropriate because of the lack of systematic reviews on the
research topic and the exploratory nature of our research
guestion.

The methodological framework for scoping reviews proposed
by Arksey and O’ Malley [33], itsfurther development by Levac
et a [34], and the Johanna Briggs Institute guidance on

Textbox 1. Key concepts of the search strategy.

Schwarz et al

conducting systematic scoping reviews were applied in this
work [35]. Accordingly, the following steps were performed:
(1) identifying the research question; (2) identifying relevant
studies; (3) study selection; (4) charting the data; and (5)
collating, summarizing, and reporting the results, and
consultation with stakeholders on how to report and integrate
the study findings. As specified by Arksey and O’'Malley, at
least 2 reviewers (JS, AB, and SH) were involved in the study
selection and analysis. To ensure reproducibility and traceability,
ascoping review was carried out and prepared according to the
PRISMA (Preferred Reporting Items for Systematic Reviews
and Meta-Analyses) Extension for Scoping Reviews checklist
to report our results (Multimedia Appendix 1) [33,34,36].

Information Sources and Search Strategy

A literature search was conducted on April 16, 2021, and
updated on October 2, 2021. A title and abstract search were
carried out in 6 electronic literature databases: MEDLINE,
Embase, Scopus, PsycINFO, Web of Science, and Google
Scholar. The research question was based on three key concepts:
(1) EHR, (2) sharing EHR with SUs, and (3) Mental Health,
which were combined with the Boolean AND (Textbox 1). The
search terms were adapted according to different databases.
Subsequently, references of the found papers were scanned
backward to find prior work that should be considered for the
research topic [37]. Thiswasfollowed by another forward search
using Google Scholar to identify papers that cite the papers
included in the review so far. Finaly, in accordance with
Haddaway et al [38], Google Scholar was used to track down
gray literature.

Electronic health record search string

. “open notes’ OR “opennotes’ OR “patient portal” OR “health record” OR “patient record” OR “psychiatric record” OR “clinical record” OR
“health notes” OR “visit notes” OR “clinical notes” OR “ psychotherapy notes’

Sharing electronic health recordswith service users search string

o Access OR show OR open OR share OR read OR engage OR participate OR participation

Mental health search string
« Mental OR psych*

Eligibility Criteria

Inclusion and exclusion criteria (Textbox 2) were informed by
thereview process and were applied at the study sel ection stage.
All studies were included in the review as long as the
participants were involved in the process of sharing EHRs or
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were affected by mental health conditions. This included not
only SUs and medica saff, but also stakeholders from
administration, information technology, and health policy.
However, only studies that focused on the digital sharing of
health records with SUs were selected. Purely paper-based
sharing of medical files was set as an exclusion criterion.
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Inclusion criteria

«  Studies published up to September 30, 2021
e  Studiesin English

« Norestrictions on the type of study

o Studies containing original empirical data

«  Studieson health care providers
«  Studieson policy stakeholders
«  All health care settings

« Nolocation restrictions

Exclusion criteria

«  Gray data (Websites, tweets, and blogs)

o Paper-based sharing of patient files

«  Pediatric and adolescent health care settings

«  Studieson service users affected by a mental health condition (>18 years)

«  Studieson care partners or family members of people affected by a mental health condition

Because people affected by mental health issues are treated at
several other institutionsin addition to psychiatric facilities (eg,
outpatient psychotherapists and primary care by genera
practitioners), where sharing EHRs are also a common
practice—at least in some countries—it was decided not to
narrow down the search to individual medical specialties but
to include all areas in which people affected by mental health
conditions are treated.

All study types and designs were considered in this review.
Search criteria were designed to include formally published
peer-reviewed articles and selected grey literature (eg,
dissertations and book chapters) aslong asthey contain original
empirica data. Gray data such as websites, tweets, and blog
posts were excluded. Studies conducted up to the end of
September 2021 were eligible for inclusion.

Selection of Studies

The search results were exported from the respective search
engines, merged in a Microsoft Excel table (columns: author,
year, title, and abstract), and duplicate entries were removed.
Study titles and abstracts were screened independently by 2
reviewers (JS and SH) using predefined eligibility criteria. To
select mental health populations that were treated outside of
mental health settings, all studies dealing with PAEHRS were
initially selected for title screening. If menta health populations
were named in the abstract, corresponding publications were
included. Papers were excluded when the abstracts were not
available. If it was not possible to decide on the suitability of a
paper based on the abstract, the full text was assessed. The
screening results were then discussed and consented to by the
reviewers. As part of thisiterative process, the full texts of the
presel ected studieswereread. The decisionto excludeindividua
studies was made at the level of the full text.

https://mental.jmir.org/2021/12/€34170

Data Extraction and Management

The research team devel oped astandardized template to extract
and chat relevant data from the included studies
[5,12-23,39-56]. The following parameters were recorded in
detail: reference ID, authors, year, country, design, sample,
participants, treatment setting and medical specialty, study
purpose, and asummary of the results. The data were extracted
by JS and AB, and checked for accuracy and completeness by
CB (see Multimedia Appendix 2 [5,12-23,39-56] for more
information).

Quality Assessment of Studies

TheMixed Methods A ppraisal Tool (MMAT) was used to assess
the quality of theincluded studies[57]. Thistool was developed
for quality assessment in systematic reviews that comprise
qualitative, quantitative, and mixed method studies. It was
successfully tested for reliability and efficiency in systematic
reviews [58]. The evaluation of the MMAT is based on criteria
that are specific to the method used and includes the foll owing:
the suitability and rigor of the methods used, control of
confounding factors, minimization of selection bias, and
consideration of limitations. The MMAT grading was carried
out by 2 researchers (AB and JS) independently of one another
and consented to their results. When no agreement could be
reached regarding the assessment, a third researcher (SH) was
consulted. One study was excluded from the analysis owing to
a low-quality score (Results section). Because of the limited
informative value, the mean value of the MMAT of al included
studieswas not cal cul ated. Instead, a detailed description of the
quality of theincluded studiesis provided based on the MMAT
grading results. A comprehensive presentation of theindividual
ratings of each criterion can be found in Multimedia Appendix
3[5,12-23,39-56].
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Qualitative Analysisand Synthesis

Theresultsof all included studies were compiled and analyzed.
The results were then analyzed independently by 2 researchers
(AB and JS) using thematic analysis (Braun and Clarke [59]).
In this process, the anaytic material was increasingly
summarized, and key themes were identified to organize the
study results. The results of this synthesis process were
discussed and approved by the entire research team.

SUSs' I nvolvement Statement

The review was neither coproduced nor carried out with the
participation of SUswith lived experience of mental distressor
any form of Patient and Public Involvement. However, after
completion of thereview, 2 researchers (LC and SM) with lived
experiencewereinvited to critically comment on the paper from
an SU’s perspective. The commentaries are attached in the
Multimedia Appendix 4.

Schwarz et al

Results

Study Selection

In total, 1034 records were identified—827 (79.98%) records
from database searching, 207 (20.01%) through other sources
(198 from Google Scholar, 9 through communication with
authors and consultation with experts). After removing
duplicates, 86.46% (894/1034) entries remained for title,
abstract, and keyword screening. This step reduced the selection
by atotal of 854 to 40 records that were then subjected to a
full-text eligibility check. Finally, 2.99% (31/1034) of entries
that met theinclusion criteriaof thisreview article wereretained.
The study selection process is shown in the PRISMA flow
diagram (Figure 1) adapted from Moher et a [60].

Figurel. PRISMA (Preferred Reporting Items for Systematic Reviews and Meta-Analyses) flow diagram adapted from Moher et a [60].
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Basic Characteristics of the Body of Evidence

These studies mainly used qualitative methods or surveys. A
randomized controlled trial design was used once among the
observational studies. Instead of well-established outcome
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measures, self-developed and unvalidated questionnaires were
predominantly used in the surveys. A comprehensive overview
of the basic parameters of the included studies is presented in
Table 1.
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Table 1. Basic characteristics of theincluded studies (N=31).2

Schwarz et al

Parameter Total, n (%) References
Study design
Qudlitative 10 (32) [12,15,16,18,21-23,39,50,51]
Survey 9(29) [5,13,14,17,40,43,45,48,49)]
Mixed method 4(13) [20,46,47,55]
Descriptive 2(6) [53,54]
Cohort 2(6) [41,52]
Intervention 4(13) [19,42,44,56]
Randomized controlled trial 1(3) [44]
Publication year
2012-2014 1(3) [44]
2015-2017 6 (19) [13,15,19,39,47,56]
2018-2020 18 (58) [5,14,16-18,20-22,40-43,45,46,49,52-54]
2021 and onwards 6 (19) [12,23,48,50,51,55]
Country
Australia 1(3) [21]
Canada 3(10) [20,45,56]
Netherlands 1(3) [23]
Norway 31 [5]
Sweden 5(16) [14,16,17,50,55]
United Kingdom 2(6) [47,51]
United States 8 (58) [12,13,15,18,19,22,39-44,46,48,49,52-54]

Study participants

Service users 17 (55)
Veterans 5(16)
Health care professionals 16 (53)
Relatives 1(3)
Policy stakeholders 2(6)
Treatment setting
Inpatient 11 (35)
Outpatient 29 (94)
Not applicable 13
Clinical field
Psychotherapy 4(13)
Psychiatry 13 (42)
Veterans Affairs Mental Health 9(29)
Somatic (General practitioner, Primary Care and other) 6 (19)
Not applicable 1(3)

[19,23,39-41,43-49,51-54,56]
[39-41,43,52]
[5,13-23,42,53-55]

[45]

[12,50]

[5,14,16,17,23,45,47,50,52,55,56]
[5,13-23,39-50,52-56]
[51]

[18,46,53,54]

[5,14,16,17,19,20,23 45,47,48,50,55,56]
[13,15,22,39-43,52]

[5,21,44,48,49,51]

[12]

3 ndividual papers can be assigned to the various subparameters at the same time, which means that percentages of over 100% can be achieved.

Search Results

categories were as follows: (1) SUS experiences of reading

mental health notes (positive and negative), (2) experiences of

Theresultsof the quaitative analysisand synthesisarepresented  care partners, (3) HCPs' experiences of sharing mental health
thematically based on the main categoriesformed. Theidentified
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notes (benefits and risks), and (4) views of policy stakeholders
and experts.

SUs' Experiences

Overview

SUs attitudes and experiences toward OpenNotes were
evaluated in about half of the papers. This included whether
reading OpenNotes had any effect on SUs MHC, such asif the
patient-clinician relationships were affected. In most papers,
the participants were diagnosed with one or more mental
disorders, such as posttraumatic stress disorder (PTSD)
[22,39-41,43,52], bipolar disorder, psychotic spectrum disorder
[22,39-41,43,48,52-54], personality disorder [40,43,44,47],
substance use disorder [40,43,44,47,52], and major depressive
disorder [22,39,41,43,46,53]. Other mental health issuesamong
the participants were depression (unclear to what severity or
type) [40,44,52], mild or atypical depression [46], anxiety
disorder [41,43,47,52,53], military sexual trauma[52], and other
mental illnesses within the International Classification of
Disease-10 codes FOO-F99 [48]. In 5 papers, mental health
diagnoses or issues were not highlighted [19,45,49,51,56]. The
most frequent care settings were outpatient and inpatient
psychiatry, outpatient veterans mental health, outpatient
psychotherapy, and primary care settings.

Positive Experiences

Positive experiences were reported to the greatest extent in all
studies[19,22,39,40,45-47]. In one study, 94% (108/115) of all
study participants reported that being able to read therapy notes
on the web is a good idea [46]. In another study, most
participants reported that they were extremely to moderately
positive about open mental health notes[40]. SUS' reported that
they wanted to continue having web-based mental health notes
available [19,46,47]. It was reported that open notes within
MHC increased feelings of validation [46], SUS sense of control
of their care 48.9% (87/178) [40,46], 82% (43/52) [19], 93%
(372/400) [49], and helped SUs to understand potential side
effects of medications, as well as to remember to take their
medications[19,48,49,52]. One survey analysis examined SUS
experiences with open notes by comparing personswith serious
mental health diagnoses (defined as major depressive, psychatic,
schizoaffective, or bipolar-related disorders), personswith other
mental health diagnoses, and those with no mental health
diagnoses [48]. The study found that 20% of SUs with serious
mental health diagnoses, and 18% with other mental health
diagnoses reported that they were more likely to adhereto their
medications after reading their notes, compared with 14% of
personswith no mental health diagnosis. The study al so reported
that among SUs with serious mental health diagnoses, the
majority reported a better understanding of why medications
were prescribed (67%), feeling more comfortable (65%), and
morein control (67%) of their medications, and that notes helped
answer questions about their medications (60%) [48].

In one self-reported web-based survey study from the United
States, more than half of the study participants (total n=52)
reported that open notes helped them to remember the plan for
their MHC [19]. Other studies report that being able to access
and read notes is extremely important for SUs to better take

https://mental.jmir.org/2021/12/€34170
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care of themselves [46,49]. Studies also report that open notes
increased SUS understanding of their mental health [19,49]
and awareness of their diagnosis[45]. In addition, SUsreported
being better prepared for their visits [46,49], and the odds of
attending their scheduled appointmentsincreased by 67% after
portal implementation [56]. A study at the Department of
Veterans Affairs (VA) reported that the most frequently used
features were medication refill, appointment view, secure
messaging with the HCP, and Blue Button (eg, allowing the
SUsto sharetheir VA care documentation with anon-VA health
care provider) [52].

Several papers have reported that open notes within MHC help
SUs gain trust in their clinicians [39,40,46] and improve
transparency [46]. SUs emphasized the importance of talking
openly and upfront to each other [22,39]. In one of the
semistructured interview studies conducted in the United States,
SUs emphasized the importance of obtaining an overal picture
of their mental health via the notes and of detailed notes that
thoroughly summarized each visit. Notes that were written in
this way reportedly increased feelings of being understood by
their clinician. Notes that embraced strengths and progress in
treatments also reportedly improved health and increased
feelings of being valued and supported by their clinician [22].
The accuracy of the notes was also identified as a reason why
SUs wanted to read their notes [19,22,45,46]. Health users
desired the opportunity to ensure that no errors occurred and
that the description of the visit was correct [19,45,46]. In one
cross-sectional survey study conducted in the United States,
94% of the SUs (total n=108) reported that the description of
thevisitsin the notes usually or always conformed to their visit
[46]. Another survey study conducted in the United Statesfound
that SUs diagnosed with PTSD were morelikely to report having
read their notes [43]. A Canadian study reported improved
recovery among SUs that use a patient portal according to
Mental Health Recovery Measures. The study also reported an
86% decrease in the number of requests for health information
among SUs [56].

Two studies have evaluated the impact of EHR useonin-session
behavioral treatment with a computer screen facing the SU
[53,54]. SUs reported that EHR use during their appointment
did not impact communication and increased collaboration
during their planning [53], and that collaborative documentation
endorsed a strong therapeutic relationship [54].

In a feasibility study conducted in the United Kingdom,
participants with severe mental illness monitored their health.
The participants self-monitored and interactively input their
health information into the EHR, which alowed them to
self-monitor and become interactive with the service. The
participants reported that the interactive part was most useful
because they could monitor their mood over time, allowing
them to better understand their illness [47]. In one
cross-sectional randomized controlled trial, the hypothesis of
mental health or substance use conditions as a possible barrier
to engagement with web-based hedth information was
examined. Theresultsfound that amental health diagnosiswas
not a barrier to the ability to use a PAEHR [44]. The same
results were reported in a mixed method study with a survey
and interviews, where SUswith asevere mental health diagnosis
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reported the benefits of using a PAEHR to self-monitor health
outcomes, which contributed to experienced improvementsin
well-being over time[47]. Another study reported SUS' positive
experiences of aweb-based educational program of open notes,
which appeared to improve patient activation, trust in their
clinician, and efficacy in hedlth careinteractions. Schizophrenia
spectrum disorder, bipolar disorder, older age, and a higher
number of mental health visits were common variables that
were significantly associated with these improvements [41].

In one study, 43.7% (45/103) SUsreported interest in providing
portal access to a care partner, and 33% (34/103) participants
were concerned about privacy breaches and cybersecurity [45].
Other papers reported that SUs shared or discussed their notes
with others; the most frequent sharing or discussion was with
acare partner (15/108, 13.9% [46]; 9/52, 17% [19].

Negative Experiences

Negative experiences have been reported in fewer papers and
consistently on a smaller scale. Some SUs reported feeling
judged and labeled [22,46], and 1 participant (total N=28) in a
semistructured interview study described how the tone of the
notes made him feel like being perceived as acomplainer [22].
Some SUs felt offended by their notes (2/108, 1.8% [46]; 5/52,
9% [19]), or offended and di srespected by the tone of their notes
[39]. Studies also reported that some health users experienced
stress and worry when reading their mental health notes (14/178,
7.9% [40]; 9/108, 8.3% [46]; 2/52, 4% [19]; 32/400, 8% [49]),
which caused some individuals to question the nature of
documentation and therapy itself [19]. Feeling upset when
reading mental health noteswas al so reported sometimes 17.9%
(32/178) or often or aways 7.9% (14/178), with the most
frequent response “the notes make my problems seem smaller
than they are” [40]. One study reported that health users found
simple language to be preferable to medical terminology [22].

Studies have reported that SUs expressed feding upset and
worried when seeing inaccuracies in their notes or details with
a lack of congruence between what the note said and their
recollection of a visit [19,39,46]. Others felt confused and
blindsided when discovering diagnoses in their notes that had
not been discussed with them [22,39] and worried that errors
could affect their mental health treatment [19,39]. Such
incongruences in the notes contributed to strained trust in
clinicians, as they experienced low transparency or lack of
respect [22,39]. Some SUs also expressed concerns about
privacy and confidentiality (15/108, 13.9% [46]; 9/52, 18%
[19]; 164/400, 41% [49]). In addition, health SUs reported
concern about who could access their mental health notes, and
that medical appointment notes should be between them and
their care providers[19,46]. One qualitative focus group study
investigated SUS expectations of having access to their mental
health notes. The participants emphasi zed the need to maintain
confidentiality and expressed concerns about the security of the
data systems. They wanted to have the choice to decide what
information should be shared (eg, with other HCPs within the
organization) and raised concerns about inaccurate notes and
the need for transparency from their clinician regarding the
content of the notes [51]. One self-reported cross-sectional
survey study conducted at the Veterans Affairs Medical Center
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in the United States reported that SUs with PTSD diagnoses
were more likely to experience negative emotions after reading
their notes (no further explanation of why in the paper) [40].

Experiences of Care Partners

Only one study included care partners, such asfamily members
and friends, as study participants in a cross-sectional survey
(total n=7) [45]. Participants stated that to be able to support
their family members it would be helpful and convenient to
have accessto the SU’s health record. They expressed an interest
in accessing health records, messaging providers, receiving
educational materials, appointment times, and self-assessments.
Of the 7 participants, 5 (71%) expressed an interest in scheduling
appointments and renewing medications.

HCPSs Experiences

HCPs' attitudes and experiences toward open notes in MHC
wereexplored in about half of all papers. Study settingsincluded
veterans mental heath (inpatient [22]; ambulatory [13]),
inpatient and outpatient (1 large mental health hospital [20], 1
university hospital [15], 1 adult psychiatric clinic at auniversity
hospital [14,16,17,55]), 2 ambulatory care settings [18,19], 1
primary health care [21], 2 health centers [53,54], and 1 MHC
organization [23]. Psychiatrists, nurses, psychologists, therapists,
and medical secretaries were the most common study
participants.

Experienced Benefits

Unlike perceived risks, the HCPS' perceived benefits of sharing
mental health notes with SUs were reported in most studies to
a minor extent. Mental HCPs believed that open notes
contributed to better documentation [13,18,22], increased
patient-clinician collaboration [13,22], and improved SU
participationin care[13,15,19,23]. They a so believed that open
notes strengthened the patient-provider relationship [15,18,23],
increased transparency [15,20], and increased feelings of trust
[14,15]. A survey study from Norway reported that 2.39%
(107/4477) mental HCPs believed that SUs in MHC had
increased understanding of their diagnosis, treatment, and
follow-up when reading their EHR [5].

One semistructured interview study with therapists, conducted
in the United States, reported that the most significant impact
of open notes was that it encouraged HCPs to be more sincere
during visits and that it was easier to address difficult topics
because communication was strengthened [18]. Transparent
communication was reported to be important in maintaining
patient-provider relationships and helpful when documenting
potentially surprising and sensitive information such as
diagnoses [15,18,22]. One self-reported survey study that
evaluated the effects of a training program for mental health
staff on open notes reported communication improvements,
such as more frequently advising and educating SUs to access
and read their notes, as well as more frequently asking SUs
about questions and concerns regarding their notes [42]. One
study evaluated theimpact of EHR use onin-session behavioral
treatment with a screen facing the SU, where HCPs confirmed
the accuracy and acceptability of documentation with the SU
to alarge extent [54].
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Notes that highlighted SUS' strengths and treatment progress
were perceived as necessary by mental HCPs[22]. These notes
could help SUs gain control of their health and treatment
[14,16,23], and also demonstrate that the HCPs heard and
understood the SUS' from a patient perspective [22]. Some
papers reported that HCPs believed that collaborative notes
could facilitate patient-centered care [15] and, in turn, that the
power between care providers and SUs can be more equally
distributed [15,21]. Onefull-popul ation survey conducted before
implementation in Sweden reported that mental HCPs believed
that open notes within MHC would contribute to equal terms
for all SUs, patient satisfaction would improve, and MHC would
be both more efficient and safer [17]. In afull-population survey
conducted after implementation in Sweden, mental HCPs
believed that open notes improved SUS' recall about their care
plan better, helped them to be better prepared for visits,
increased their understanding of their mental health condition,
and strengthened health care SUS' trust in them as clinicians
[14].

Experienced Risks

Most papers reported mental HCPs' anticipation of and
experienceswith open mental health notes; negative experiences
and risks were reported on a larger scale, unlike positive
experiences and benefits. The negative impact on SUs was a
commonly expressed risk. Both before and after the experience
of the practice, many HCPs believed that SUs would worry
more[13,14,17], disagree with the content of their notes[13,17]
or their diagnosis[13], be confused or offended [15,17,19,20],
or that the assessment might be stigmatizing [15,19]. A Swedish
full-population survey study reported that 25.5% (178/699) of
the respondents experienced notes being more confusing than
helpful for SUs [14], and that open mental health notes could
make the care process less effective [16]. Other papers report
respondents’ worry regarding patient disengagement from care
[13,19] and increased clinical burden [13,14,16-18,20,21,23].
A Swedish full-population baseline study (total n=871) found
that mental HCPs worried that visits would take significantly
longer (35%), that they would spend moretime addressing SUS
guestions outside of visits (40%), that they would spend more
time dictating, writing, or editing notes (41.5%), and that they
would be less candid in documentation (40.5%) after SUs are
provided access to EHRs [17]. A survey study from Norway
reported that 28.9% (1298/4477) of HCPs in psychiatric care
did not report al relevant information in the EHR, and they
reported spending more time writing notes (29%) [5]. In one
United States survey study conducted in the Department of
Veterans Health, about half of the total respondents (n=263)
wanted open notes within MHC to be discontinued [13].

Many mental HCPs perceived a negative impact on the
therapeutic relationship [15,18,20,22], as open notes may
disconnect SUs from the in-person experience [15], and
therefore, not facilitate discussions and the devel opment of good
relations during the visits [15,20]. A United States study, with
semistructured interviews conducted at the Veterans Health
Administration reported that HCPs' concerns about how shifting
patient-clinician power distribution affected their approach of
providing care, such as how some SUs almost dictated how to
writetheir notes and what information they should exclude[15].
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Other papers report concerns about SUS' lack of understanding
of medical terminology documented in the notes, which could
lead to misunderstandings and misinterpretations[14,16-19,23].
HCPsreported being less candid, less detailed [13,14,16-20,22],
changing the tone of their documentation, and reported being
afraid SUS might find errors and request changes [13,17,23].
Sharing sensitiveinformation with SUs hasbeen raised in some
papers as a concern [19-23]. HCPs recommended excluding
detailed information of traumatic experiences for privacy and
safety reasons [22] and wanted to assess what to include in the
notes on a case-by-case basis [19,20,22]. Issues of anonymity,
privacy, and patient safety have also been raised as concerns
[13,14,16-18,20,23,55], as HCPs reported not being able to
protect SUs and the disclosure of third-party names
[14,16,17,23]. One study evaluated the impact of EHR use on
in-session behavioral treatment with a screen facing the SU,
where HCPsweremorelikely to perceivein-session computing
as more harmful to communication and computer use more
disruptive than SUs [53].

In apilot survey study conducted in the United States, mental
HCPs offered SUs access to their mental health notes for 20
months. The study reported that the severity of illness, duration
of treatment, and psychiatric diagnoses were critical variables
intheir selection, and psychotic, personality, cognitive, bipolar,
and substance use disorderswere excluded [19]. Another survey
study conducted in Sweden found that mental HCPs experience
personality disorders, psychosis, and paranoia as the most
challenging SU groups to access and read their notes [14].
Studies have reported that the HCPs with the most negative
attitude toward open mental health notes are psychiatrists
[5,13,17,20], those working in acute care settings [20], nurse
practitioners [13], psychologists [17], and medical secretaries
[17].

Views of Policy Stakeholdersand Experts

Two studies included the views of policy makers [50] and
experts [12] on open notes in MHC. The first study explored
Swedish national and local policy regulations regarding SUS
access to their psychiatric notes and to what extent they were
offered access. Regional policies and regulatory documents
were analyzed, and key stakeholder email interviews were
conducted. The study reported that out of Sweden's 21
self-governing regions, 17 (80%) shared adult psychiatry notes
with SUs, 15 (71%) regions shared pediatrics and adolescent
psychiatry notes, and 8 from forensic psychiatric care. Of the
6 regionsthat did not share notesfrom forensic psychiatric care,
2 (33%) planned to implement open notes, whereas 4 (67%)
had decided to exclude open notes from this psychiatric care
setting. All 17 regions shared psychiatry notes with both
outpatients and inpatients. |mmediate access to open notes was
most common, followed by a 14-day respite period to provide
access [50].

The latter study [12] was a web-based purposive survey of 70
experts on open notes drawn from 6 countries, including
informaticians, clinicians, chief medical information officers,
SUs, and patient advocates. Participants emphasized the
importance of educating mental HCPs in writing notes and
offering SU guidance on the risks and benefits of access. Experts
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suggested that HCPs should become more knowledgeabl e about
patient terminology or use everyday language, and highlighted
theimportance of accurate, objective, and truthful notes. Experts
addressed the need for guidance on how to describe sensitive
and challenging topicsin the notes. Recommendationsincluded
the need to train the staff on dealing with practice dilemmas
specific to sharing mental health notes and dealing with possible
disagreements[12].

Quiality of Included Studies

We reported the grading according to the recommendations by
the authors of MMAT [57]. Overall, we found that the quality
of the included studies was very high or high, with some
exceptions. Wefound the findings of these studiesto be valuable
and included these in our review after a discussion between the
reviewers (AB, JS, and SH). In contrast, we excluded 1 paper
with very low MMAT grading, as it was a design paper
providing little insight into our research question. Of the 31
studies included, 16 (51%) used quantitative analyses, with
majority reporting results from the surveys. The mean response
rate was mostly low to moderate. Hence, there was a moderate
bias in the nonresponse bias in these studies. A detailed
description of the included studies and an overall MMAT
grading can be found in Multimedia Appendix 3.

Discussion

Principal Findings

PAEHRs in MHC are a fairly new field, so the available
evidenceislimited. However, the increasing number of studies
carried out in recent years has confirmed the increasing interest
in applying PAEHRs in the mental health sector. It is not
surprising that most of the studieswere conducted in the United
States and Scandinavia, given the legal initiatives there and the
implementation of OpenNotes that go beyond pilot projects.
The results of the included studies show a clear predominance
of positive experiences among SUs, who in turn face an
excessive amount of perceived burden and fears on the part of
the HCPs—an aspect that requires a closer look. The results
also point to several practical and ethical challengesthat reveal
both structural barriers and resistance on the part of the HCPs
to changetheir usual routines and abandon the previous routines
in the transparent handling of medical documentation. The
extent to which these findings are specific tothe MHC field can
only be clarified in comparison with research from general
health care settings. Therefore, we will (1) compare findings
across different medical fields, (2) compare stakeholders
expectations and experiences with PAEHRS, (3) discuss the
special challenges of PAEHRSs in MHC settings, and finally,
(4) deduce tasks for future research on PAEHRsin MHCs.

Comparison With Non-MHC Settings

Firgt, the corpus of evidence on PAEHRs in genera health
settings is significantly more extensive, which is reflected, for
example, in the number of available reviews [25,27,61-63].
Although studies conducted in the mental health sector are
primarily of an exploratory, qualitative, and descriptive nature,
recent work from general health settings includes overall
effectiveness studies often with randomized controlled designs
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[64]. Looking at the examined outcomes, improvements in
medication adherence, disease awareness, self-management of
the illness, and a decrease in office visits were demonstrated
for nonmental health users [65,66]. However, there are also
several qualitative findings on the experiences of veteranswith
PAEHRs in general health settings that are very similar to the
included evidence. For example, Woods et al [67] found that
the use of PAEHRs improves patient-clinician communication
and appointment recall and that SUS hedth literacy,
understanding, and control of health issues were strengthened.
Furthermore, veterans reported almost the same issues with
PAEHRs as users affected by a mental health condition (eg,
concerns about medicalized language in clinical notes and
inconsistencies and errors in the documentation). This study is
particularly comparable across medical fields, asthe same access
system myhealthevet was used.

Negative Expectations Ver sus Positive Experiences

As stated above, the present findings show an imbalance
between negative and positive views of HCPs (and SUs) with
PAEHRs. For instance, the assumption that SUs would often
disagree, feel offended, or stigmatized with notes written by
their therapist predominatesthe staff perspectivein the existing
evidence. Theseresults contrast with the predominantly positive
experiences of the users, who often describe the notes as very
precise and areflection of thevisit that took place[19,22,45,46].
A closer look reveals that the focus of several of the included
studies was on expectations before having used the EHR, and
asignificantly lower proportion of HCPswere asked about their
actual experiences with the EHR. At this point, a comparison
with genera health settings is useful, where PAEHRs were
piloted and researched much earlier than in mental health
settings. a qualitative study of HCPs' and SUs' expectations
toward PAEHR carried out in 2005 showed a similar imbalance
[68]. With increasing implementation and use experiences,
HCPs' views on PAEHRs seem to have become increasingly
positive [69]. Beyond that, the introduction of innovations in
health care that disrupts or changes HCPS' routines often appears
to be accompanied by skepticism and discomfort [70]. This
aspect seems to be more intensified when it comes to
innovations that aim to expand the power or influence of SUs
inthetreatment process. For instance, theintroduction of second
opinion programs in the early 2000s—to check a physician’'s
recommendation of a particular surgical intervention—Iled to
considerable skepticism and reservations among physicians,
whereas this quality assurance measure has been proven to be
a helpful and accepted standard in various health systems
[71,72]. A sensitiveway of dealing with these resistances could
be shown in one of the included studies, which evaluated a
web-based educational program on OpenNotes [42]. The
provision of training HCPs on how to share the EHR seemsto
be of fundamental importance to address fears and reservations
and contrast them by the overall positive evaluation results.

Special Challengesin MHC

Several of the included studies dealt with the question of
whether PAEHRSs could be harmful or disadvantageousfor SUs
with certain mental health issues or acute illness states and
should therefore be limited. The findings of this study are
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ambiguous. Initially, none of the included studies revealed
critical events, such as self-harm, suicide attempts, or other
violent behavior in connection with PAEHRs. Althoughisolated
negative effects from reading EHRs have been described, they
do not seem to be related to specific mental health conditions.
Some unspecified adverse effects have been described for SUs
with PTSD in Veterans Affairs Mental Health and can therefore
not be easily transferred to other MHC settings [40]. The
concernsexpressed by clinicianstoward individual swith whom
it has been hard to develop trusting relationships with, or are
delusional or paranoid, or who are prone to violence could not
yet be confirmed by any of the included observational studies,
which included SUs as participants. These concerns seemto be
comprehensible from a professional point of view; however,
instead of denying accessto asubset of patientsor not informing
them about the possibility of accessing their EHR, one of the
included studies recommended offering an educational program
on the use of PAEHR to learn about the benefits and misuses
of reading therapy notes, and to discuss possible adverse side
effects with each individual SU. Discussion about restricting
access to the EHR to only a subset of SUs, however, can be
considered contrary to the basic idea of coproduction and may
lead to epistemic injustice[73]. Thismight also apply to partial
access restrictions, such as sharing notes only on a case-by-case
basis or the release of clinical notes after an acute mental crisis
has subsided [31]. PAEHR is of overriding relevance in the
field of MHC, where therapeutic decisions are often guided by
clinicians individual experiences, which are applied to the
individual case instead of a small-step procedure described in
guidelines, unlike other medical disciplines, such as surgery or
internal medicine. Therefore, it is important to make medical
decisions as comprehensible and transparent as possible. Hence,
it cannot be concluded from currently available evidence that
restricting PAEHRs makes sense for certain groups of SUs.
Conversely, users should be able to dispose of omissions or
restrictions on the release of their EHR themselves, especially
when it comes to particularly sensitive information that should
not be accessible to family members, for example, in the event
of intimate partner violence or sexua abuse. In this regard,
further research should assess the needs of SUs to be able to
develop evidence-based best practices [74].

Limitations of Studies

Several important limitations arise from the studies reported in
this scoping review. Most of the studieswere based on surveys,
and it is not known whether response biases affect findings.
One-third of the included studies (8/31, 25%) were carried out
in Veterans Affairs Mental Health settings, and half of these
studies (4/8, 50%) selected American veterans as participants.
As aready discussed, this group is not necessarily comparable
with the general population with regard to the distribution of
psychiatric disorders and use behavior, which limits
generalization.

Other studies examined PAEHR implementationsin which only
selected SUs were granted access to their EHR. In the Peck et
a [19] study for example, treating clinicians decided for
themselves which users were included or excluded from the
intervention (PAEHRS). These results can also only be
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transferred to the population of psychiatric users to a very
limited extent.

Much of the included evidence relates to OpenNotes, which is
a self-described advocacy research unit that supports the
dissemination of PAEHRS (note: not to be confused with VA
OpenNotes, which is not connected or formally affiliated with
the OpenNotes advocacy group). Thisimpliesapossible conflict
of interest and increases the risk of positive biasin the results.
Similarly, some authors contributed up to 10 of the 25 included
studies, which increased the risk of not being able to replicate
the findings [ 75]. However, because all included studies were
subjected to a comprehensive methodological quality check in
this review, the risk of these biases can be ranked as low.

Future Research

In addition to the research gaps already mentioned, the present
corpus of evidence is incomplete and needs to be extended.
First, the predominantly exploratory findings must be
guantitatively validated. Currently, there is a lack of studies
examining the effects of PAEHRs on the basis of
well-established psychologica outcomes such as symptom
severity, socia functioning, and empowerment using controlled
designs and including more participants over a longer period
of follow-up, as this may increase the likelihood of detecting
the effects of the intervention.

Second, there is no evidence on the efficiency of PAEHRs in
MHC. Therefore, the exact treatment costs of SUs having access
to their EHRs should be measured and compared to demonstrate
the efficiency of this intervention. Approximately 60% of
psychiatrists’ working timein acute settingsisnot patient-related
[76]; thus, it should be investigated to what extent PAEHRS
may increase the time spent on documentation or whether
PAEHRs can reduce treatment costs in the long term by
accelerating therapeutic processes.

Third, several EHR solutions contain interactive toolsto promote
salf-management and monitor the mood or activities of the SUS
everyday lives. Further research should explore the role and
scope of these extensionsin PAEHR. To understand psychiatric
treatment as a fully coproductive process, the EHR should not
only be accessible but also easy to useamong SUs[77]. Methods
of participatory design can help study this.

Fourth, most of the existing interventional studies have excluded
persons affected by severe mental illness or those being
(involuntarily) treated in inpatient settings, often for safety
reasons. However, there is initial evidence for a meaningful
application of PAEHRs in acute psychiatry [78,79], which
should be further explored. This includes a close examination
of the question of whether PAEHRS can contribute to suicide
attemptsor other violent behaviors. In this context, the subgroup
of individuals that HCPs are most concerned about should be
examined; that is SUs with whom it has been very difficult to
develop trusting relationships, or are delusional or paranoid, or
who are prone to violence. Few studies have focused on the
impact of PAEHRs on psychotherapy. In addition, littleisknown
about the SUS' perceptions of what clinicians have written. In
this context it has to be considered more closely which type of
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language is either helpful or hindering and which information
should necessarily be included in the notes [31].

Fifth, further research should explore how PAEHRs affect
documentation [80]. For example, it isnot known whether access
changes the quality of mental notes. For example, computer
software programs that use validated metrics such as the
Flesch-Kincaid reading scale could be employed to explore
whether the length of notes changes after implementation or
whether access changes readability.

Finaly, as many of the included studies have mentioned
concerns  regarding privacy and data  security
[16,18,19,21,46,51], wethink thistheme has been covered rather
superficially and the findings are sometimes contradictory. On
the one hand, it was reported, for example, that SUs did not
hold significant privacy concerns and worried more about data
security [19], whereasin contrast privacy concernswere reported
by both SUs and HCPs, which were partially reinforced after
the implementation of a PAEHR [16]. Therefore, we believe
that further, more rigorous, research on privacy and security is
needed in the field of MHC.

Strengths and Limitations of the Scoping Review

This is the first systematic scoping review collating existing
evidence about sharing EHRs or clinical noteswith peoplebeing
treated for mental health conditions. Several limitations should
be considered when interpreting the findings. On the one hand,
our search may have missed some rel evant studies owing to the
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variety of terms used for EHR (eg, clinical note, electronic
medical record, and patient portal), and the restriction on
English-language and peer-reviewed publications. However,
by applying a rigorous search strategy and continuously
expanding the search term in the process, 1032 potential records
could beidentified and screened, which, considering therelative
novelty of the research subject, represents a comprehensive
result. In addition, the review benefited from a diversity of
authors, located in 4 countries (Germany, Norway, Sweden,
and the United States), who bring a variety of academic and
health care backgroundsto this exploration (psychiatric practice,
implementation science, philosophy of medicine, and health
care ethics). Although this work was not coproduced by
researcherswith and without lived experience of mental distress,
it was criticaly reviewed and commented on by 2 user
researchers (SM and L C) to ensure adequate engagement of the
authors (JS, AB, CB, MH, and SH) with PAEHRs from an SU
perspective.

Conclusions

The corpus of evidence on sharing EHRs or clinical noteswith
people affected by mental health conditionsis limited. Further
research is needed to examine the clinical effects, costs, and
implementation of PAEHRS. The user perspective on OpenNotes
should be examined more closely with participatory design
methodologies and involving researchers, including SUs and
caregivers, with lived experience of mental distress.
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