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Abstract

Background: Sharing mental health notes through patient accessible el ectronic health records (PAEHRS) is controversial. Many
psychiatric organizations and regionsin Sweden have resisted the implementation, as cliniciansworry about possible harmswhen
patients are reading their notes. Despite the documented benefits of PAEHRS, thereis still alack of knowledge regarding whether
patients with mental health issues could reap similar benefits of reading their notes as other patient groups.

Objective: Theaim of the study isto examine the use, attitudes, and experiences of patients with mental health issues by reading
their notesin the PAEHR and, moreover, whether their experiences differ from other patient groups, and if so, how.

Methods: A national patient survey was conducted with answers from 2587 patients from different patient groups. In total, 504
respondents (19.5%) indicated that they experienced amental health disease. Answers from this patient group were compared to
the answersfrom all other respondents. Survey questions rel ated to attitudes, information usage, and effects on contactswith care
were selected for analysis. Mann-Whitney U tests were used to detect groupwise differences.

Results: Patientswith mental health issues use PAEHRs for checking that they have received the right care (mean_mental health
2.83, SD_mental health 1.39; mean_others 2.62, SD_others 1.37; P=.002) or suspected inaccuracies (mean_mental health 2.55,
SD_mental health 1.34; mean_others 2.31, SD_others 1.30; P=.001), blocking access for professionals in other specialties
(mean_mental health 3.43, SD_mental health 1.46; mean others 3.04, SD_others 1.42; P<.001), and checking which care
professionals have accessed their record (mean_mental health 4.28, SD_mental health 1.14; mean_others 4.05, SD_others 1.25;
P<.001) to asignificantly higher degreethan other patients. On the other hand, the results show that asignificantly lower proportion
of patients with mental health issues (mean_mental health 3.38, SD_mental health 1.21; mean_others 3.52, SD_others 1.18;
P=.02) believe that PAEHRSs help them in shared decision-making compared to other patient groups.

Conclusions; Patientswith mental health i ssues who took part in the survey, asagroup, express some minor differencesin both
the use of the PAEHR and their experiences regarding its usefulness, as compared to other patients, asagroup. This patient group
shows adlightly higher interest in 2 types of use: checking for accuracy of carein the record and blocking accessto mental health
notes for professionals from other parts of the health care system. Compared to other patient groups, these patients are less likely
to experiencethat the PAEHR isasupport in shared decision-making. The study indicatesthat the benefits of PAEHR on ageneral
level are the same for this patient group as for other patients. The study does not support clinicians’ worry about possible harm
to this patient group. Further research is however needed.
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Introduction

Patient accessible electronic health records (PAEHRS) aim to
promote patients' engagement with their care by giving patients
direct accessto their electronic health records (EHRS) through
a national patient portal. Patients in around 20 countries
worldwide, including Estonia, the Nordic countries, Australia,
the United States, Canada, and England, are now offered
web-based access to at least some of their EHRs. In Sweden,
the PAEHR called “ Journalen” was launched in 2012, when the
region of Uppsala offered al citizens 18 years and older of age
access to their EHRs through the national patient portal 1177
Vardguiden. In 2015, Journalen was launched as the national
system in Sweden for web-based access to clinical notes, and
at the end of 2018, all regions had implemented Journalen. The
PAEHR offers the patient access to his or her medical notes,
prescribed medications, laboratory results, diagnosis, maternity
care records, referrals, and vaccinations. Since health care in
Sweden is governed by 21 autonomous regions with their own
regulations, there are someregional differences concerning what
type of information a patient can access and how soon
(immediately or after 2 weeks). All regions offer patients access
to visit notes from somatic care and test results.

Degspite the documented benefits of PAEHRs [1-3], clinicians
have raised concerns that patients could become confused or
anxious by what they read [4]. The web-based accessto mental
health notes is especially controversial. The clinicians main
argument is that in mental health, the information concerns
sengitive topicsthat can have negative consequencesfor patients
when they access their notes. In the study by Peck et a [5],
several clinicians approved of the possibility to exclude patients
from access, when they were considered too vulnerable.
Different survey studies related to PAEHR and mental health
suggest that clinicians worry about possible harms, and many
health care professionals anticipate that patients will become
confused, get angry, or decompensate when reading their notes
[6,7]. Other studies report that patients with mental health can
benefit from accessing their notes. Some reported benefits are
increased feelings of engagement [8-10], feeling of control over
their health, trusting their providers, taking better care of
themselves, remembering their care plan, understanding better
therationalefor medications, and being morelikely to take their
medications as prescribed [11,12]. A small humber of studies
have however found negative consequences for patients with
mental health issues because of reading the mental health notes,
such as feeling judged, worried, or offended [5,12-14]. A
majority of studies[5,9,15] suggest that outpatient patientswith
mental health issuesvalue reading their notes, that psychiatrists
do not experience increased work burden or perceive negative
outcomes, and that respectful, accurate mental health notes may
enhance patient trust.

In Sweden, region Skane made mental health notes accessible
to adult patients from 2015. Since then, more regions have
followed, and as of today, 17 of 21 regions share mental health
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notes through the PAEHR Journalen [16]. There are no other
differences between patientswith mental health issuesand other
patient groups regarding what information typesyou have access
to and when. Thus, patients with mental health issues have the
same access to notes from somatic care, test results, and other
information types accessiblein their region asall other patients.
Attitudes among physicians were studied (along with other
professional affiliations) before and after the implementation
of PAEHR in region Skane [7]. That study reported that some
physicians were more careful with what they documented in
the record, as a result of not knowing how the patient might
interpret and use the information. Similar results were reported
by Dobscha et a [6] and Denneson et a [17], who found that
clinicianswere less detail ed and changed their tone of the notes
when they knew that the patient might choose to read the notes.
Respondentsin the study by Petersson and Erlingsdottir [7] also
indicated a fear of increasing tension between clinicians and
the patient, which could manifest itself in threats and acts of
violence. In their follow-up study, the professionals rather
expressed that there were no changes in patient involvement
after the implementation of PAEHRs[18].

Additionally, Denneson et a [17] reported that clinicians
expressed concern that access to mental health notes “could
damage the therapeutic relationship by exposing a disconnect
between the patients’ in-person experience with their clinicians
and the documentation they read in their notes” Mental health
notes can, they argue, revea aspects of the therapeutic
process—such as clinical formulations and subjective
impressions—which clinicians frequently do not communicate
to their patients. Thus, a patient reading his or her notes could
cause the patient to misinterpret the clinician’s notation, which
could have negative effects on the patient, such as having
feelings of being judged or stigmatized [17]. Moreover, patients
with mental health issues are also generally considered a
vulnerable patient group, which begs the question whether
patientswith mental health conditions can reap similar benefits
of accessing their PAEHRS as other patient groups [19]. This
review showsthetopic to be controversial, and in practice, many
psychiatric organizations resist implementation.

Empirical research is scarce, especialy in Sweden. To our
knowledge, there is no comparative research on how PAEHRs
are perceived among patients with mental health issues as
compared to other patient groups. Moreover, Petersson and
Erlingsdottir [18] make a call for empirical research regarding
the perspectives of patients with mental health issues toward
PAEHRSs. Theaim of this paper isto examine the use, attitudes,
and experiences of patientswith mental health issues by reading
their notes in the PAEHR and if their experiences differ from
other patient groups. More practical knowledge is needed in
this area as input to the ongoing debate regarding the possible
benefits for patients in accessing their mental health notes
through PAEHRS.
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Methods

Ethical Consider ations

The survey, which focused on attitudes toward and experiences
of using Journalen, was approved by the regional ethical review
board in Uppsala, Sweden (EPN 2017/045). The respondents
were informed about the voluntary participation and the aim of
the study aswell as presented with standard consent that needed
to be accepted before the survey could be started. No datawere
stored unless the respondent chose to submit the answers at the
end of the survey. The data were anonymized by representing
each respondent with a number. No incentives were offered for
participation.

Study Design

This paper is based on data from an open anonymous
self-completion digital national patient survey distributed to
users of the Swedish PAEHR system, Journalen, through alink
onthelogin page. Thus, all citizenswho logged in to the service
during the period that the questionnaire was accessible (June
to October 2016) were potential respondents to the voluntary
survey.

The survey included 24 questions with a combination of
Likert-scale items, multiple-choice items, and free-text
alternatives. The questions covered the following themes:
attitudes and reactions, access to and usage of information,
effects on contact with health care, information content, security
and privacy, personal health information, and demographics.

The theme “personal health information” included a question
about which diagnosis group the respondentsidentified himself
or herself to belong to. The respondents could choose between
the alternatives of cancer, menta health, diabetes, high blood
pressure, and others. The diagnoses of cancer, diabetes, and
high blood pressure were specified as survey alternatives as
they are the most common chronic conditions in Sweden. The
alternative to mental health was included in order to address
the ongoing debate in Sweden regarding whether psychiatric
records should be made available and whether this patient group
can benefit from accessing their medical record. Of the
respondents, 504 people chose to identify themselves as
belonging to the group of patients with mental health issues.
This congtitutes 19.5% (n=504) of the respondents who
answered the survey. Glaobally, about 1 in every 8 people live
with a mental disorder—most commonly, an anxiety or
depressive disorder [20]. In Sweden, an official national health
survey reported that 16% of respondents experienced severe
mental difficulties, but that as many as 71% of respondents
experienced feelings of anxiety or worry [21]. It is thus not
remarkable or questionable that as many as 19.5% (n=504) of
respondentsin this study identified themselvesto belong to this
group of patients.

The full national survey was analyzed and presented by Mall
et a [22]. In this study, 7 Likert-scale questions, including
several items, related to attitudes, information usage, and
contacts with care were selected for further analysisin relation
to patients with mental health issues. Questions related to
genera attitudes and information usage were also picked out
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in order to shed light on any differences regarding how patients
view and use the possibilities that Journalen gives. Finaly,
questions related to information accuracy, contact with care,
and involvement in the care process were selected, since they
reflect issues that mental health professionals have raised, as
reported by previous studies. This set of selected questions is
motivated by the need to devel op knowledge that addresses the
controversia question regarding access of patients with mental
health issues to their records, and the set of questions relate
closely to the concerns that were raised by health care
professionals. The paper focuses on the answers of patientswith
mental health issues as a group and compares those to the
answers from the other respondents as constituting another

group.

During the time that the survey was distributed on the login
page of Journalen, only 2 regions (Skane and Kronoberg) had
opened up web-based access to mental health notes. One
consequence of this is that some of the patients with mental
health issues who answered the survey could not yet accessthe
mental health notes, while others could. Patients who lived in
other Swedish regions could still access other types of health
information (eg, test results and notesfrom primary care visits).
During the survey period, 154 patients (30.6% of the mental
health respondents) belonged to Skéane or Kronoberg and could
thus access their mental health notes.

Analysis

Apart from descriptive analysis, Mann-Whitney U tests were
used for detecting groupwise differences in answers on the
5-point Likert-scale questions between the group of patients
with mental health issues and the group of al other respondents.
The same test was used for detecting groupwise differences
between mental health respondents from the regions Skane and
Kronoberg, who could read the mental health notes at the time
the survey was open, and all other mental health respondents.
Thisextracomparison was performed to investigate if the survey
answerswere affected by the fact that some of the mental health
respondents could not actually access their mental health
information but only information related to somatic care. Prior
to the analysis, the Likert-scale options strongly agree, agree,
neutral, disagree, and strongly disagree were converted to a
numerical scale (1=strongly disagree and 5=strongly agree). No
free-text questions were analyzed in this study. The SPSS
software (version 25; IBM Corp) was used for all calculations.

Results

Result Presentation

In the tables in the following subsections, the response options
“strongly agree” and “agree€’” have been combined for
readability. For the same reason, “strongly disagree” and
“disagree” werealso combined. In Multimedia Appendix 1, the
results for al response options are provided for compl eteness.
As mentioned, some patients with mental health issues could
access their mental health notesin Journalen at the time of the
study, while others could not. Mann-Whitney U testswere used
to check if there were any significant differences between
patients with mental health issues who could and could not
access their mental health notes. Significant differences were
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only found for 2 of the survey questionsin the study (regarding
access to all types of record entries and access to log list).
Hence, the vast majority of the results presented here were not
affected by the respondents being able to access their mental
health notes.

Demographic Information

Demographic information about the respondentsis provided in
Table 1 together with a comparison against demographic data

Moll et &

from the other group of respondents. Chi-square testswere used
to check for significant associations between the compared
variables. The group of patients with mental health issues was
a bit younger, which was expected based on current statistics
[23]. Moreover, there was afemal e dominance that was however
a bit stronger than the statistics would suggest. Additionally,
the level of education islower for the mental health group. No
differences were found regarding previous work experiencein
health care.

Table 1. Demographic information for respondents who identified themselves as patients with mental health issues.

Demographic Mental health, n (%) Others, n (%) P value
Age? (years) <.001
18-25 75 (15) 96 (4.9)
26-35 145 (29) 269 (13.8)
36-45 109 (21.8) 264 (13.5)
46-55 89 (17.8) 366 (18.8)
56-65 55 (11) 427 (21.9)
>66 27 (5.4) 528 (27.1)
SexP <.001
Female 387(78.3) 1242 (63.9)
Male 100 (20.3) 698 (35.9)
Others 7(1.4) 3(0.2)
Works or hasworked in health care® A1
Yes 226 (45.4) 804 (41.4)
No 272 (54.6) 1139 (58.6)
Education® 004
Research education 11(2.2) 64 (3.3)
Higher education =3 years 168 (33.8) 776 (39.7)
Higher education <3 years 94 (18.9) 372 (19)
High school =3 years 112 (22.5) 296 (15.1)
High school <3 years 56 (11.3) 192 (9.8)
L ess than high school 32(6.5) 127 (6.5)
No formal education 11(2.2) 55 (2.8)
Others 13(2.6) 72 (3.7)

patients with mental health issues: n=500; other patients: n=1950.
BPatients with mental health issues: n=494; other patients: n=1943.
CPatients with mental health issues; n=498; other patients: n=1943.
Ypatients with mental health issues: n=497; other patients: n=1954.

General Attitudes

Both patients with mental health issues and all other patients
are generaly positive toward the Swedish PAEHR system,
Journalen (Table 2). The vast majority of the respondents, no
matter which of the 2 groupsthey belong to, believe that access
to Journalen isgood for them (Q3b), and that web-based access
to medical records is generally a good reform (Q3a). The
Mann-Whitney U tests showed significant differences between

https://mental .jmir.org/2024/1/e48008

the 2 groups for questions Q3a (mean_mental health 4.73,
SD_menta health 0.68; mean_others 4.80, SD_others 0.60;
P=.01) and Q3b (mean_mental health 4.78, SD_mental health
0.64; mean_others 4.86, SD_others 0.51; P=.005), indicating a
dlightly less positive attitude among patientswith mental health
issues. The difference between the 2 groups is, however, very
small, pointing to that the results are not that significant.
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Regarding the content within the PAEHR Journaen, the
respondents were asked to rate how accurate they believe the
content is. This question was split into 2 aspects: whether the
information that is found in the record is correct (Q15a) and
whether sufficient information was recorded (Q15b; Table 3).
Both groups, patients with mental health issues and all other
patients, gave afairly high rating regarding the correctness of
information (mean_mental health 3.98, SD_mental health 0.99;
mean_others 4.22, SD_others 0.91; P<.001) and a lower score
regarding the completeness of information (mean_mental health

Moll et &

3.32, SD_mental health 1.34; mean_others 2.85, SD_others
1.40; P<.001). The differences between the groups were
statistically significant in both cases, indicating that patients
with mental health issues were more inclined to think that
information was complete but less convinced that the
information was correct, as compared to all other patients. This
being said, the average rating among patientswith mental health
issuesfor the question about completenesswasfairly low (close
to neutral), whileit was higher (closeto “agree”) for the question
about correctness.

Table 2. The results regarding general attitudes toward Journalen from patients with mental health issues and al other patients.

Question Mean_mental health (SD) Mean_others(SD) P value
| believe that access to medical records online is generally agood reform 4.73(0.68) 4.80 (0.60) .01
| believe that access to “Journalen” is good for me 4.78 (0.64) 4.86 (0.51) .005

Table 3. The results regarding information accuracy in Journalen from patients with mental health issues and all other patients.

Question

Mean_mental health (SD) Mean_others (SD) P value

The content in the record reflectsthe information | think that health care hasabout me  3.98 (0.99)

There isinformation about me that is missing in the record which | think should be

there and that the staff should know

4.22 (0.92) <.001

3.32 (1.34) 2.85 (1.40) <.001

Accessing Patient | nfor mation

Regarding the respondents answers to why a patient uses
Journalen (Q4a-h), the results show that the most common
reasons for accessing Journalen, among patients with mental
health issues, are to get an overview of the medical history and
treatment (Q4b), to follow-up what has been said during ahealth
carevisit (Q4e), and to become moreinvolved in the care (Q4h).
The same holds true for all other survey respondents. The least
common reason for access, for both groups, was to get an
overview of relatives medical history and treatment (QA4c).
Resultsfor al these questions are presented in Table 4.

There were 4 reasons for access, where the analysis showed
significant differences between patients with mental health
issues and the other respondents (Q4a,b,d, and f; also in Table
4; detailed resultsfor all items related to this question (Q4) are
presented in Multimedia Appendix 1). Of these 4, to get an
overview of medical history and treatment, Q4b got the highest
mean score, where patients with mental health issues gave
dightly lower ratings (mean_mental health 4.58, SD_mental
health 0.78) than other patients (mean_others 4.65, SD_others
0.80; P=.001). Still, the results show that patients with mental
health issues see this as one of the most important reasons for
accessing the PAEHR. On the other hand, compared to the other
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respondents, patients with mental health issues gave dlightly
higher, significant, ratings for the following reasons to use:
genera interest (mean_mental health 3.86, SD_mental health
1.19; mean_others 3.66, SD_others 1.29; P=.002), insecurity
of whether the care is right (mean_mental health 2.83,
SD_menta hedlth 1.39; mean others 2.62, SD_others 1.37;
P=.002), and suspicion of inaccuracies (mean_menta health
255, SD_mental health 1.34; mean others 2.31, SD_others
1.30; P<.001). The differences are, however, not very large,
and none of these 3 were marked as one of the most common
reasons for access by any of the groups.

Respondents were also asked to rate items of their importance,
in connection to being able to access Journalen (Q5). The
respondents in the mental health group rated the following
benefits of being able to access Journalen the highest: it makes
me feel informed (Q5e), it makes me feel safe (Q5d), and it
improves communication between medical staff and me (Q5a).
The other respondents’ ratings gave similar results aside from
that they rated Q5c (it improves the understanding of the
condition) as one of the top 3 benefitsinstead of Q5d. Itisalso
of interest to note that both groups of respondents gave a very
low rating to the item it has no relevance (Q5j), indicating that
the respondents generally see clear benefits from accessing
Journalen. See Table 5 for detailed results.
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Table 4. Respondents answers to the question “Why do you use Journalen?’ by patients with mental health issues and all other patients?,

Question Mean_mental Mean_others P vaue
health (SD) (SD)

Mostly general interest 3.86 (1.19) 3.66 (1.29) 0020

To get an overview of my medical history and treatment 4,58 (0.79)° 4,65 (0.80)° 001°

To get an overview of my relatives’ medical history and treatment 2.06 (1.45) 2.21(1.52) .05

Because | am not sureif | got the right care 2.83(1.39) 2.62 (1.37) 002

To follow up what has been said during a health care visit 4.47 (0.92)° 4.39 (0.99)° .10

Because | suspect inaccuracies 2.55(1.34) 2.31(1.30) <.001P

To prepare for my health care visit 3.40(1.35) 3.51(1.33) A1

To become moreinvolved in my care 421 (1.10)° 4.28(1.02)° .39

#The Mann-Whitney U test was used for statistical analysis.
bsj gnificant P values.

®The most highly ranked options by mental health respondents and other respondents.

Table 5. Respondents’ answers to the question “How important is it for you to be able to access patient information?’ by patients with mental health
issues and all other patients. Some items related to Q5 are only shown in Multimedia Appendix 12,

Question Mean_mental Mean_others P value
health (SD) (SD)

It improves communication between medical staff and me 421 (O.96)b 4.36 (0_92)b <.001¢

It improves the understanding of the condition 4.18 (1.02) 4.26 (0.98)b A2

It makes me feel safe 4.24 (0.99)° 4.22(0.97) A4

It makes me feel informed 459 (0.76)b 4.62 (0_72)b 42

It leads to that | can take care of my health better 3.40 (1.16) 3.54 (1.13) 02°

It leads to that | can take care of my relatives health better 2.39 (1.38) 2.52 (1.36) 04°

Itisessential that | am ableto actively participate in decisions about my or my relatives heath 3.31 (1.44) 347 (1.41) 03¢

It has no relevance 1.49 (0.96) 1.50 (0.93) .52

#The Mann-Whitney U test was used for statistical analysis.

bThe most highly ranked options by mental health respondents and other respondents.

CSignificant P values.

Some significant differences were however found between the
groups (alsoin Table 5). Patientswith mental health issuesrated
the following benefits of Journalen as of lower importance than
did the other patients: improves communication with health
care (P<.001), enables better self-care (P=.02), improves the
possibility to take better care of relatives (P=.04), and enables
the essential possibility to participate in health decisions (P=.03).
None of the stated itemsin Q5 wererated of higher importance
by patientswith mental health issues compared to other patients,
with a significant difference between the groups. Among the
items where significant differences could be identified, only
item Q5a about improved communication was one of the most
highly rated benefits of accessing Journalen.

Moreover, respondents were asked how important different
information types and functions in Journalen are to them
(Q17ar). The 3 functions or information types that the group

https://mental .jmir.org/2024/1/e48008

of patients with mental health issues rated to be of highest
importanceto have accessto were results of tests (Q17d), being
ableto read al types of record entries (Q17g), and overview of
all health care contacts (Q17€). Thisrating corresponds well to
the ratings from the group of other patients. Both respondent
groups gave the lowest ratings to the importance of being able
to communicate electronically with other patients (Q170).

Therewere 18 itemsincluded in this survey question. For most
of the items, no significant difference could be found between
the 2 groups of respondents. The 6 items for which significant
differences could beidentified are presented in Table 6. Patients
with mental health issues gave higher ratingsto the importance
of the following information types or functions: psychiatry
records (P<.001), all types of medical notes or record entries
(P=.02), blocking professionals from access to certain
information (P<.001), and access to the log list (P<.001). Of
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these, the differences were largest regarding the importance of
having access to the psychiatry record (mean_mental health
4.47, SD_mental health 1.09 and mean_others 3.65, SD_others
1.38) and the possibility to block other professionals from
having access to all patient information (mean_mental health
3.43, SD_mental health 1.46 and mean_others 3.04, SD_others
1.42), which was expected due to the special needs of thisgroup.
Furthermore, patients with mental health issues gave dlightly
lower ratings regarding the importance of the following
information types or functions: referral tracking (P=.02) and
test results (P=.01). It isalso noticeabl e that both studied groups

Moll et &

of patients gave generally high ratingsto most of theinformation
types and functions included in question Q17.

For 2 of the information types or functions listed in the survey
(access to all record entries and access to the log list), the
responses from patients with mental health i ssueswho could or
could not access their mental health records differed
significantly. In the case of accessto all types of record entries,
those who could access their mental health notes gave
significantly higher ratings (P=.049), and in the case of the log
list, this group of respondents gave significantly lower ratings
(P<.001).

Table 6. Respondents’ answersto the question “How important isit for you to have access to the following information which iswholly or partly based
on information contained in “Journalen”?" by patients with mental health issues and al other patients. Some items related to Q17 are only shown in

Multimedia Appendix 12

Question Mean_mental Mean _others (SD) P vaue
health (SD)
Referral (content and how it is handled in care) 4.50 (0.88) 4.62 (0_74)b 02
Resuilts of tests 4.69 (0.76)° 4.78 (0.61)° .01¢
Overview of all health care contacts 4.59 (0.79)b 4.61 (0.77) .60
Being able to read record entries from psychiatry 4.47 (1.09) 3.65 (1.38) <.001¢
Being able to read all types of record entries 4.68 (O.83)b 4.64 (0_79)b 02°
Ability to communicate electronically with other patients 2.15(1.36) 2.02 (1.24) 14
Ability to block certain medical records from access by other medical staff 3.43 (1.46) 3.04 (1.42) <.001°
See which care units and staff groups have been inside “ Journalen” (seelog data) 4.28 (1.14) 4.05 (1.25) <.001¢

#The Mann-Whitney U test was used for statistical analysis.

®The most highly ranked options by mental health respondents and other respondents.

CSignificant P values.

Relationship With Health Care and Patient
I nvolvement

Two of the questions in the survey (Q7 and Q16) covered
aspects of the patient’s relationship with health care and his or
her involvement in the care process. Regarding possible changes
inthe patient’srelationship to health care (in general) after using
Journalen (Q74) and to health care professional s (more specific)
due to communication about Journalen (Q7b and c) and its
content (Q7d), no significant differences could be found between
respondentsin the 2 groups (Table 7). Here, it isagain important
to remember that not all of the respondents who answered in
the role of patients with mental health issues, as of the date of
the survey, had accessto hisor her psychiatry record. Theresults
however show that all patients, regardless of group, experience
at least amoderate positive effect on the rel ationship with health

https://mental .jmir.org/2024/1/e48008

care. Furthermore, patients (regardless of group) and health care
professionals generally do not talk about the possibility for the
patient to use Journalen nor do they discuss its content.

Regarding patient involvement in the care process, some
significant differences were found between the 2 groups (Table
8). Patients with mental health issues gave significantly lower
ratings when it came to Journalen’s potential to support
communication with medical staff (P=.02) and its potential to
enable shared decision-making (P=.02). No significant
differences were found regarding support for following
prescription of treatment (P=.053) or support for self-care
(P=.69). Overall, the resultsindicate that Journalen had at |east
amoderate positive effect in theinvol vement in the care process
for patients with mental health issues, and the same holds true
for the other respondents as well.
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Table 7. Respondents' answers to the question “To what extent do you agree with the following statements regarding your relationship with health

care?’ by patients with mental health issues and all other patients?

Question Mean_mentd health (SD) Mean_others(SD) P vaue
To take part of the patient information via“ Journalen” has affected therelationship  3.80 (1.11) 3.88 (1.07) A3
with health care system positively

Medical staff hasinformed me about the possibility to read “ Journalen” 1.82(1.29) 1.87 (1.24) A7
Medical staff has encouraged me to use the “ Journalen” 1.70 (1.12) 1.72 (1.09) 40

| discuss the content of “Journalen” with medical staff 2.53(1.49) 252 (1.41) .95

#The Mann-Whitney U test was used for statistical analysis.

Table 8. Respondents answers to the question “How important is “ Journalen” to make you feel that you are involved in your own care?’ by patients

with mental health issues and all other patients®.

Question Mean_mental Mean_others (SD) P value
health (SD)

Information in “Journalen” has helped me in communication with medical staff 3.57 (1.19) 3.71(1.13) .02

Information in “Journalen” had a positive impact on the ability to work together with medical  3.38 (1.21) 3.52(1.18) .02

staff making decisions about care and treatment

Information in “Journalen” had a positive impact on the ability to follow the prescriptionof ~ 3.71 (1.22) 3.83(1.16) .05

treatment

Information in “Journalen” had a positive impact on the ability to take own stepsto improve  3.56 (1.22) 3.60 (1.18) .69

health

#The Mann-Whitney U test was used for statistical analysis.

Discussion

Principal Findings

The aim of this study was to, through a national patient survey,
investigate the experiences of patients with mental health issues
with the Swedish PAEHR Journalen, as well as possible
differences between patientswith mental health issues and other
patients, related to experiences with and attitudes toward the
eHealth service. The paper contributes most and foremost to a
much-needed knowledge about the effects of Journalen for a
specific patient group—patients with mental health
issues—several years after the launch of the service. Several
important conclusions about aspects that patients with mental
health issues value with regard to Journalen were identified in
this study, and someinteresting differences between the groups
of patientswith mental health issuesand all other patientswere
brought to light in the comparative analysis. The results also
reveal that, in most cases, patientswith mental health issues see
the same values in Journalen as other patients.

First, and on an overall level, it is clear from the results of the
survey that respondents in the mental health group, as well as
all other respondents, were positive toward being able to access
personal health information in Journalen, and that there are no
big differences between patients with mental health issues and
other patients. These results are in accordance with earlier
research [9,12]. These results are important, as health care
professionals have raised concerns that patients with mental
health issuesin particular would become confused and agitated
from reading their PAEHR [6,7]. Moreover, the results reveal
that the group of patientswith mental health issuesis somewhat

https://mental .jmir.org/2024/1/e48008
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more critical toward the accuracy of the content compared to
other respondents. A possible explanation for why more patients
with mental health issuesfind inaccuracies could be that mental
health conditions are more subjective and difficult to quantify
and therefore may give riseto disagreementsin how they should
be described and documented. Since patientswith mental health
issues find more inaccuracies in the record, and since current
research [6,17] has reported that some clinicians change the
way they document as a result of patients reading their notes,
itisof utmost importance that we open up adiscussion regarding
how notes could or should be written, and if, how, and when
the patients should be involved.

Second, regarding the reasons for using the service as well as
what information types were considered to be important to
patients, there were no big differences between the 2 respondent
groups. The reasons for use that were rated highest among
mental health respondents are using Journalen for receiving an
overview of on€e's treatments, following up on what was said
during a health care visit, and becoming more involved in the
care process. This should be seen as an important result, since
it showsthat the reasons for implementing Journalenin thefirst
place are as relevant for patients with mental health issues as
they are for all other patient groups represented in the survey.
Nevertheless, this patient group has been treated differently
during theimplementation processin that, for example, mental
health noteswere excluded in all regions during thefirst 3 years
and were only accessible in 2 regions 6 years after launch.
Results from the comparison between mental health respondents
who could accesstheir mental health notes and those who could
not, show, interestingly enough, that there are no significant
differencesfor any of the resultsrelated to the reasonsfor using
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Journalen. Hence, this study does not show any indication that
accessto these particular notes makes adifferencein the reasons
for using Journalen or the attitudes that patients with mental
health issues have toward it.

There were some significant differences indicating specific
needs that are related to patients with mental health issues, but
most of these differences are till small. Hence, even though
there were statistically significant differences between the
groups, most of the results do not support that there, in practice,
would be any big differences between patients with mental
health issues and other patients. Patients with mental health
issues gave a somewhat higher rating for possibilities of
reviewing which of the health care professionals have read the
content in the EHR (access to the log list) and for blocking
professionals from other health specialties from accessing all
information. They also reported somewhat higher feelings of
insecurity regarding having received the right care.

The results showed that some patients might use Journalen
because of insecurity about receiving the right care. This can
be related to some of the concerns raised by mental health
professionals. Both Petersson and Erlingsdottir [7], from the
Swedish perspective, and Daobscha et a [6], from the US
perspective, reported the general concern that patients would
request changes in the health record both due to found
inaccuracies and notes that can be considered sensitive and that
the patient might not agree with. These studies, from the
perspective of health care professionals, report on health care
concerns regarding the consequences of patients access to
mental health notes. This survey’s results show that patients
from this group indeed use Journalen to check whether they
have received the right care. The perceived importance of the
blocking feature in the system aswell asthelog list of who has
accessed the record points toward an insecurity in who can
access the information. This could possibly be due to the
sensitive nature of the information related to mental health.

Third, when it comes to communication with health care, no
big differences between patients with mental health issues and
all other patients could be observed. Respondents with mental
health conditions, as well as al other respondents, were
generally positive regarding the effects on communication with
health care, whichisin linewith existing research [22], but they
gavelower ratingswhen it comes to communicating with health
care professionals about the existence of Journalen. The fact
that health care professionals generally do not inform patients
about Journalen or encourage them to use the service has also
been reported in earlier research but then concerning patients
with cancer [24]. A reasonable interpretation of this neglect is
that the earlier-mentioned concerns raised by heath care
professional s function as an obstacle.

Finally, with regard to effects on involvement in care, the results
were also similar between the 2 groups. However, patientswith
mental health issues gave significantly lower ratings to actual
effects on the relationship with health care and regarding shared
decision-making. These results could possibly be related to the
concerns on the effects of the therapeutic alliance that mental
health professionals haveraised [17]. In contrast to these results,
a previous study showed that patients with cancer gave
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significantly higher ratingsthan all other patient groups and on
al items regarding the effects of involvement in care [24].
Earlier studies, not focusing on specific patient groups [25],
have shown that patients’ web-based access to medical records
has improved the possibility for patients to engage in shared
decision-making, something that Rexhepi et al [24] also showed
for patients with cancer in Sweden. Similar studies of patients
with mental health issues are very few to date. Petersson and
Erlingsdéttir [18] showed that most of their answering
professionals did not experience a higher patient involvement.
This survey indicates that patients with mental health issues,
regarding participation in decisionsrelated to their care, do not
experience the same positive effect as other patient groups. This
conclusion is thus in line with the health professionals’ view
[18]. Thisissueis clearly worthy of additional exploration.

Limitations

As aready mentioned, at the time of the survey, only patients
from the regions Skane and Kronoberg could access mental
health notes, sincetheintroduction in 2013. Consequently, some
of the patients with mental health issues who answered the
survey could not yet accessthe mental health notes, while others
in fact could. All patients with mental health issues could,
however, access information on somatic care. An additional
Mann-Whitney U test was used to compare answers between
patients with mental health issues who could and could not
access mental health notes. For most of the areas covered in
this paper, no significant differences could be found between
these 2 groups. In light of this study limitation, when it comes
to actual experiences, the study isfocusing more on experiences
of the PAEHR among patients with mental health issues in
general than mental health notes in particular. However,
regarding attitudes, the study capturestheideas of patientswith
mental health issues regarding accessto hisor her mental health
notes. It is also important to recognize that answers were
gathered through self-report. A unique patient might have had
contact with health care for numerous reasons. We cannot be
sure whether there are patients with mental health issuesin the
“others’” group who did not disclose their mental health status
in the survey. Moreover, one could discuss how homogenous
the mental health group is, given the diversity in both type of
diagnosis and severity in symptomsthat might bevisiblewithin
the group. The survey did not capture this diversity.

Conclusions

The study was based on a national patient survey where 19.5%
(n=504) of respondentsindicated that they experienced amental
health disease. The objectives of the paper were to examine the
use, attitudes, and experiences of patients with mental health
issues by reading their notes in the PAEHR and, moreover,
whether their experiences differ from other patient groups, and
if o, how.

A first conclusion, on an overall level, is that patients with
mental health issues are as positivein their attitudes toward the
access of persona health information in Journalen as other
patient groups. This conclusion agrees with previous research.
A second conclusion is that patients with mental health issues
use Journalen differently in 2 manners, as compared to other
patient groups: they check the record for inaccuraciesregarding
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care and information content and they tend to block access to
mental health notes for professionals from other parts of the
health care system. These differences in usage were not known
from previous research. A third conclusion isthat patientswith
mental health issues have somewhat other experiences from
Journalen than other patient groups, in that they are less likely
to find it supportive of shared decision-making between
themselves and their doctor. Thiswas not known from previous
research. A final conclusion isthat the clinicians’ worry about
possible harm to this patient group does not find support by the
current empirical evidence. Patients with mental health issues
with access to their mental health notes reported the same
positive attitudes toward Journalen as did patients with mental
health issues with only access to their somatic health notes.

There are many previous studies on how patients access PAEHR
and their attitudes to the introduction of such eHealth services.
This study contributes with knowledge, through its comparative
research design, on how PAEHRSs are perceived by patients
with mental health issues as compared to other patients. Further
research is however needed in this area. For example, the study
contributed with insights regarding different usage patterns. It
would be valuable with empirical insights and explanations of
why patients with mental health issues are somewhat more
critical regarding the accuracy of theinformation content. From
the perspective of professionals, previous research has predicted

Moll et &

that patient accessto mental health noteswill have consequences
on what and how the professionals write the notes. This study
indicatesinteresting pathsfor further investigation of that issue.
A practical implication is, however, that professionals do not
need to be overly concerned about potential harm to the patients.
Patients with mental health issues use Journalen and its
information by the same reasons as other patient groups. Patients
with mental health issues are as positive to the effects on
communication with health care as other patient groups, which
isin line with previous research.

Patientswith mental health issuesare avulnerable group, where
professional s anticipate that patients may get confused, judged,
worried, or angry when reading their notes. This study did not
find support for that. Other studies have reported benefits from
accessing the mental health notes, such asfeelings of increased
engagement, control over their health, and trust toward the
professionals. Finally, this study contributes with the insight
that the group of patients with mental health issuesfindsit less
possible to engage in shared decision-making as compared to
other patient groups. Further research could help us better
understand why we need to know more about the obstacles to
patient participation and how Journalen can be used to better
address practical issues related to feelings of engagement,
control, and trust.
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