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Abstract

Background: Aspatient online accessto electronic health records becomes the standard, implementation of accessfor adolescents
and parents varies across providers, regions, and countries. There is currently no international compilation of evidence to guide
policy decisionsin matters such as age limit for access and the extent of parent proxy access.

Objective: This paper presents the protocol for a scoping review of different stakeholders' (including but not limited to end
users) perspectives on use, opinions, and experiences pertaining to online access to electronic health records by parents, children,
and adolescents.

Methods: This scoping review will be conducted according to the Arksey and O’ Malley framework. Several databases will be
used to conduct a literature search (PubMed, CINAHL, and PsycInfo), in addition to literature found outside of these databases.
All authorswill participate in screening identified papers, following the research question: How do different stakehol ders experience
parents’, children’'s, and adolescents’ online access to the el ectronic health records of children and adol escents? Data abstraction
will include but will not be limited to publication type, publication year, country, sample characteristics, setting, study aim,
research question, and conclusions. The datato be analyzed are from publicly available secondary sources, so this study does not
require an ethics review.

Results: The results from this scoping review will be presented in a narrative form, and additional data on study characteristics
will be presented in diagrams or tabular format. This scoping review protocol was first initiated by Uppsala University in June
2021 as part of the NordForsk-funded research project NORDeHEALTH. The results are expected to be presented in a scoping
review in June 2022. The results will be disseminated through stakeholder meetings, scientific conference presentations, oral
presentations to the public, and publication in a peer-reviewed journal.

Conclusions: Thisis, to our knowledge, thefirst study to map theliterature on the use and experiences of parents’ and adolescents
online accessto the el ectronic health records of children and adolescents. The findings will describe what benefits and risks have
been experienced by different stakeholders so far in different countries. A mapping of studies could inform the design and
implementation of future regulations around access to patient-accessible electronic health records.
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Introduction

Background

Digitalized health records, also called el ectronic health records
(EHRs), contain clinical information (eg, doctor visit notes, lists
of medications, and diagnostic information) and are used by
health care professionals. Technological advancements have
enabled patients to read their EHRSs via online patient portals,
often called patient-accessible EHRs (PAEHRS), quickly and
easily, which promotes patient empowerment. It appears that
PAEHRs are becoming the standard [1-5], as an increasing
number of patients worldwide gain access to their records [6].
Today, hedlth institutions in over 15 countries are providing
patients with online access to their medical records via secure
online portals [4]. Furthermore, a recent US policy of “open
notes’ mandates health care providers by law to share the
recordswith patients[7]. In responseto thisrapid devel opment,
legal frameworks are continuously being adapted to improve
use and ensure privacy of such PAEHR systems [4,8].

As PAEHRs continue to be implemented worldwide, vast
uncertainty remains in the area of access by parents, children,
and adolescents [9]. This is evident from the variation in the
age of achild at which parents gain and lose access as well as
the age at which young patients can accesstheir records on their
own [4]. On a national level, some countries (eg, Sweden and
Finland) hold nationally regulated systems while others use a
case-by-case approach (eg, the United States and New Zealand)
[4]. In some countries, parents and guardians (herein, referred
to asparents) are offered accesswhilein other countries, parents
are blocked from accessing records by law when their children
reach a certain age threshold. In Sweden, for example, a parent
has default access to their child’'s PAEHR until the child turns
13 years old, and the age limit for accessing one's own datais
16 years. Thus, no one has access to the child’s EHR when the
child is between 13 and 15 years of age. At this point,
adolescentsin Sweden can decideto providetheir parent(s) with
continued access to their records through an administrative
process requiring approval by a hedth care professional. In
Australia, on the other hand, adolescents can make similar
decisionswith aclick on their computer. In France, adol escents
receive access at 18 years of age when, in turn, the parent loses
access. Decisions about earlier accessin France may also depend
on the perceived maturity of the minor. In many countries and
regions, a lack of user continuity of access is apparent [4].
Currently, there is no international consensus on PAEHR
regulations for parents, children, and adolescents.

For the most part, PAEHRs have been investigated for the
general adult population. Effects of PAEHRs are not conclusive,
yet indicate benefitsincluding improved medication adherence
and sdlf-care, aswell asimproved relationships between patients
and their physicians [3,10,11]. However, a growing body of
literature is exploring access to PAEHRSs for parents, children,
and adolescents in particular. Patient online access to EHRs
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during the transition from child to adult is complex; parental
access, while often appreciated by parents [12], may lead to
ethical challenges. For example, some health information may
be considered sensitive by adolescents, such as health care data
pertaining to the disclosure of alcohol or drug abuse, sexua
activity, or stigmatized illnesses such as anxiety or depression.
Adolescents have also been observed to withhold information
from health care professionals if they are uncertain about who
may access it [13,14]. Furthermore, it has been suggested that
adolescents' acceptability of parental PAEHR access will vary
depending on the relationship with their parent(s) [15]. With
regard to adolescents' own access, a strong desire for control
has been expressed [16] while health care professionals have
expressed concerns [17]. Therefore, while it appears that
PAEHR access offers information transparency that might
contribute to patient empowerment and enhanced health care
[3,18], evidence suggests the adolescent population requires
targeted analysis.

Study Objectives

The objective of the proposed scoping review is to identify,
categorize, and summarize knowledge about different
stakeholders' (eg, children and adolescents, parents, health care
professionals, policy-makers, and designers of patient portals
or PAEHRS) use and experiences of PAEHR accessfor parents,
children, and adolescents. Countries are currently at different
stages of development and implementation of PAEHRS;
therefore, compiling the literature is timely and has, to our
knowledge, not yet been undertaken. This scoping review is
anticipated to aid policy-makersin designing future regulations
around PAEHR access for parents and adolescents, and to
potentially improve the design and implementation of PAEHRS
to meet the needs of end users.

Methods

Approach

A scoping review will be conducted using the Arksey and
O'Malley [19] framework. The framework includes 6 stages:
(1) identifying the research question; (2) identifying relevant
studies; (3) study selection; (4) charting the data; (5) collating,
summarizing, and reporting the results, and (6) consulting with
relevant stakeholders. Methodological comments on the
framework will be consulted during the process to enhance the
method [20-22].

Stage 1: I dentifying the Research Question

Through discussion among research team members, the main
research question is: How do different stakeholders experience
parents’, children’s, and adolescents’ online access to the
electronic health records of children and adolescents? We do
not limit the question only to children’s and adolescents' or
parents’ experiences but also include other rel evant stakeholders
including health care professionals and policy-makers. For this
review, PAEHR access is defined as access provided via an
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online patient portal that can encompass the entire electronic
record or parts of it (eg, accessto test results, clinical notes, or
medications). The practice of “open notes’ is included in the
concept of EHR access [1,23], referring specifically to health
care professional s sharing the visit note summaries they write
with patients.

Stage 2: | dentifying Relevant Studies

The literature search will be carried out by an experienced
research librarian at Uppsala University. The search strategy,
presentedin Figure 1, isdesigned toinclude formally published
peer-reviewed articles and selected gray literature (eg,
dissertations, conference abstracts, editorials, and letters).
Published workswill beidentified using thefollowing el ectronic
literature databases. PubMed, CINAHL, and Psyclnfo. Thetime
frame for the search will be 2005 onwards. Search terms will

Figure 1. The search strategy for the scoping review.
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beidentified with input from the research team and the literature.
The search termisbased on 3 key concepts: (1) EHR, (2) sharing
EHRswith service users, and (3) pediatric or adolescent access,
whichwill be combined with the Boolean operator “AND.” The
following search string will be used and adapted for the different
databases: (“open notes” OR “opennotes’ OR ((“ health record”
OR “patient record” OR “pediatric record” OR “clinical record”
OR “health notes” OR “clinical notes” OR “pediatric notes’)
AND (access OR show OR open OR share OR read OR
participant*)) AND (pediatric OR adolescent* OR parent*)).
Subsequently, referencesin theretrieved articleswill be scanned
backward to identify prior work that should be considered for
the research topic. The key concept “PAEHR” is considered
redundant, as it is covered in the “AND access’ search term.
Furthermore, the authors will be able to include records found
but not identified in the search.
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Stage 3: Selection of Eligible Studies

Thescientific literaturewill be systematically compiled and the
selection will be inclusive, striving to encompass publications
and reports that employ a variety of methodologies. Inclusion
and exclusion criteria are informed by the review process and
will be applied at the study selection stage.

Inclusion Criteria
Studies will beincluded if they meet the following criteria:

- Patient user population: parents, children, and adol escents
- Population studied: parents, children, adolescents, and
health care professionals

https://www.researchprotocol s.org/2022/6/€36158

RenderX

«  Outcomes: use, implementation, and experiences of access
or proxy accessto PAEHRs
«  Study design: all study types

Exclusion Criteria

Studies will be excluded if they:

« Arenot written in English

+  Were published outside the study period
» Do not focus on PAEHRs

Search Strategy

The research team will identify eligibility criteria and search
terms. A software program, Rayyan [24], will be used during
the screening process after which included articles will be

JMIR Res Protoc 2022 | vol. 11 | iss. 6 | 36158 | p. 3
(page number not for citation purposes)


http://www.w3.org/Style/XSL
http://www.renderx.com/

JMIR RESEARCH PROTOCOLS

extracted into an Excel spreadsheet (Microsoft Corp) to facilitate
analysis. The first author will set up the Excel spreadsheet and
have the main responsibility of verifying the accuracy of its
data. Study titles and abstracts will be independently screened
by 5investigators. Next, full-text articleswill be divided among
the 5 investigators so that each article is screened by at least 2
people. Where disagreements arise, these will be resolved by a
third reader, and, if necessary, by group discussion.

Stage 4: Data Collection

Study characteristicswill beidentified by the research team and
extracted into the Excel spreadsheet created in stage 3.
Characteristicswill include but will not belimited to publication
type, publication year, country, sample characteristics, setting,
study aim, research question, and conclusions. All researchers
will be able to contribute to the spreadsheet. Ideas emerging
during the process will be discussed among the authors in
regular meetings set up by the main author.

Stage 5: Data Summary and Synthesis of Results

Results reported in the included studies will be compiled and
read multipletimes. Resultswill then be analyzed independently
by 2 researchers (JH and MH) using thematic analysis[25]. In
this process, the analytical material will befurther summarized,
and key themes will be identified to organize the study results.
The results of this synthesis process will be discussed and
approved by the entire research team. Tentative themesinclude
but are not limited to positive and negative experiences,
concerns, and benefits, asinformed by a previous scoping study
inasimilar area[26].

Stage 6: Consultation

Because consultation can provide additional information and
insights[21], theresults of theliterature review will be presented
to and discussed with important stakeholder representatives
from pediatric care, including a pediatric oncologist, a young
patient council at a public hospital in Sweden, and the
Ombudsman for Children in Sweden. These stakeholder
representatives will be provided with material via email. The
youth panel will discuss these results in a meseting, and al 3
stakeholder representatives will be able to choose whether to
provide their thoughts in text via email or verbally in a Zoom
(Zoom Video Communications, Inc) meseting.

Ethical Considerations

As the scoping review methodology consists of reviewing
publicly available materials only, this study is not subject to
ethical approval.

Authors Contributions

Hagstrom et al

Results

The main results of our analysiswill be presented in anarrative
form focusing on research results to date regarding different
stakeholders’ experiences of providing children and adolescents
and their parents with online access to their EHRs. Additional
dataon year, country, study design, study population, and setting
will be presented in diagrams or tabular format. This scoping
review protocol was first initiated by Uppsala University in
June 2021 as part of the NordForsk-funded research project
NORDeHEALTH. We expect the results to be presented in a
scoping review in June 2022.

Discussion

Theresultsfrom this scoping review will aim to inform avariety
of stakeholders, including policy- and decision-makers, vendors,
designers of patient portals and PAEHRS, and perhaps most
importantly, end-user representatives. We aim to describe the
benefits and risks experienced by different stakeholders so far
in different countries. This knowledge may improve both the
design and implementation of future PAEHRs to become more
useful to the population, and al so guide policy-makers and other
decision-makers to provide the right preconditions for future
implementations. In both Sweden and Estonia, the current
patient portals are being redesigned, and there may be
opportunities to influence both portal design and policy
development. Therefore, results will be communicated outside
the traditional scientific publications, through, for example,
seminars and reports focusing specifically on the context in
Sweden and Estonia. Results that are of interest to parents,
adolescents, and health care professionals (eg, reports on the
benefits or risks of record access) will be shared in more easily
accessible formats like social media communications, popul ar
science publications, and presentations for practitioners. We
hope that this may have a direct impact on how record access
is used by health care professionals, parents, and adolescents
to increase potential benefits and minimize any risks.

To date, severa literature reviews have been performed
regarding PAEHRs or open notes in general [10,27,28], but to
our knowledge, thiswill bethefirst review focusing specifically
on the unique challenges in this particular subgroup. We also
aimto identify current knowledge gapsin parents’ and children’s
access to EHRs to guide future research in this area.

JH wrote the manuscript and designed Figure 1. MH contributed to drafting the protocol and was responsible for the conception
of the study. All authors read, provided feedback, and approved the paper for submission.
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