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Abstract

Background: With the increasing implementation of patient online record access (ORA), various approaches to access to
minors’ electronic health records have been adopted globally. In Sweden, the current regulatory framework restricts ORA for
minors and their guardians when the minor is aged between 13 and 15 years. Families of adolescents with complex health care
needs often desire health information to manage their child's care and involve them in their care. However, the perspectives of
adol escents with serious health issues and their parents have not been studied.

Objective: This study aims to qualitatively and quantitatively investigate the perceived benefits and risks of ORA and the
awareness of and views on ORA regulations among adol escents with serious health issues and their parentsin Sweden.

Methods: We used a convergent mixed methods (qualitative and quantitative) design, consisting of a survey and semistructured
individual interviews with adolescents with serious health issues (aged 13-18 y) and their parents. Participants were recruited via
social media and in clinics. Quantitative data were presented descriptively. Interviews were audio recorded, transcribed, and
analyzed using inductive thematic content analysis.

Results: Thesurvey population included 88 individual s (adol escents. n=31, 35%; parents. n=57, 65%). | nterviewswere completed
by 8 (26%) of the 31 adolescents and 17 (30%) of the 57 parents. The mean age of the surveyed adol escents was 16 (SD 1.458)
years, and most of the parents (29/57, 51%) were aged 45 to 54 years. The surveys indicated that most of the parents (51/56,
91%) were critical of the access gap, and most of the adolescents (20/31, 65%) were unaware of the age at which they could gain
access. Intheinterviews, adolescents and parentsidentified benefitsrelated to ORA that were categorized into 6 themes (empowering
adolescents, improved emational state, enhanced documentation accuracy, improved partnership and communication, supported
parental care management, and better prepared for appointments) and risks related to ORA that were categorized into 4 themes
(emational distress and confusion, threatened confidentiality, increased burden, and low usability). Adolescents’ and parents
views on ORA regulations were categorized into 3 themes (challenges of the access gap, balancing respect for autonomy and
support, and suggested regulatory change).
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Conclusions: In Sweden, ORA regulations and alack of available information cause significant inconvenience for adolescents
with serious health issues and their parents. Views on access age limits differed, with adolescents expressing their perceived need
for independent access, while parents exhibited concerns about adolescents having ORA. The findings indicated the importance
of increased education, dialogue, and flexibility to uphold confidential and consistent delivery of adolescent health care. Further
exploration is needed to understand the experiences of adolescents and parents in diverse clinical and geographic contexts, as

well as the perspectives of pediatric health care professionals on restrictive ORA regulations.

(JMIR Pediatr Parent 2025;8:€63270) doi: 10.2196/63270
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Introduction

Background

Worldwide, online record access (ORA) enables more patients
and caregivers to read their health records via patient portals.
Electronic health records (EHRS) often include clinical notes,
laboratory test results, and medications. In the United States,
the practice of sharing clinical noteswith patientsisreferred to
as“open notes’ [1]. In the European Union, individuals have a
right to access their health information in registries such as
EHRs, under the General Data Protection Regulation. A
proposed European Health Data Space will provide patients
with accessto their EHRs throughout Europe. A growing body
of research [2] indicates that ORA benefits for adolescents and
parentsare similar to those for adults (eg, better recall, increased
treatment adherence, and an increased sense of control [1,3,4]).
Unique benefits for adolescents and parents may also include
increased autonomy [5] and a supported transition from
adolescent to adult health care [6,7].

Despite potential benefits, access to pediatric records is often
restricted due to concerns about confidentiality, particularly
during adolescence. While most young children benefit from
parental proxy access, adolescents may be deterred from seeking
help for sensitive health care issues if parental monitoring
remains possible, leading to potentia ethical concerns and a
need to protect the developing autonomy of the young person
[8]. Asaresult, 1 policy response has been to limit adolescents’
and parents' access when the child becomes an adolescent.
However, the implementation of patient-accessible EHRs
(PAEHRYS) for parents and adolescents differs globally [9-11].
A variety of access control practices attempting to balance
parents and adolescents' needs have been adopted, with
approaches either based on set access limits or case-by-case
assessment.

Sweden has an advanced ORA system, facilitated through the
nationa PAEHR 1177 Journal. A regulatory framework
implemented in 2017 grants parents default access to their
child’s PAEHR from birth until the child turns 13 years of age,
after which the adolescent gains their own access at the age of
16 years. Parents’ loss of access to their child’'s PAEHR when
the child turns 13 years of age was due to concerns that teens
may refrain from seeking care for sensitiveissues, such ashirth
control, sexua health, or mental health, if they know that their
parents have access to their records. In the first regulatory
framework, adolescents themselves gained access to their
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records only at the age of 18 years, but this age limit was | ater
lowered to 16 years, based on the argument that most teenagers
are mature enough to make informed decisions about their health
at this age. More than half (50.5%) of adolescents access their
records from the age of 16 years[12]. The “access gap,” when
the child isaged between 13 and 15 years, aperiod during which
neither the child nor the parent has access, has been criticized
for hindering active participation and engagement in health care,
especialy by parents of children with serious illness [13,14].
There is an option for both guardians and minors to apply for
extended access under special circumstances (such as chronic
illness) when the child is aged between 13 and 15 years. The
application processinvolvesfilling out and submitting a specific
paper form to the health care provider, followed by a maturity
assessment and approval by the health care provider’s operations
manager. To approve the application, health care professionals
(HCPs) assess needs and risks, as well as the minor’'s level of
maturity and wishes. The process must be repeated for each
clinic where the minor is receiving care. However, few
applications for extended access from either adolescents or
parents have been observed [12]. Thus, although the restrictive
policies are intended to ensure safety, their consequences for
adolescentswith serious health issues and their parent caregivers
may be dire and have not been studied.

Several topic experts have noted the unique need for ORA
among families where adol escents are undergoing treatment or
have extensive contact with health care systems [15,16]. In
previous research in Sweden, we found that adolescents with
lower self-reported health may have less interest in being able
to control who can access their records and to concesl
information from relatives [17]. Indeed, many adolescents
depend on their parents for health care management [6]. In
addition, in an interview study, adolescents aged 13to 17 years
with cancer and blood disorders report that, after reading their
records, they are better ableto preparefor clinical consultations
and are able to check accuracy; moreover, examining their test
results makes it easier to talk to HCPs [7]. Parents of children
who arecritically ill report similar benefits: the ability to check
accuracy [18], better understanding [18], improved recall of
information [19,20], reduced anxiety [21], and an increased
sense of control [21]. They also reported that ORA makesthem
better able to advocate for their child [18].

Parents offer complex home-based health care and provide
emotional support in advocating for their child. Rather than
communicating directly with HCPs, adolescents often prefer
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asking questions via their parents [6,7]. Furthermore, a
framework developed by Ford et a [22] described how
partnerships between adolescents, parents, and HCPs can
improve the adolescent’s health, stating that, for example,
adolescents are more likely to seek support from their parents
if they are well informed.

Study Aim

Views on policies regarding adolescents' and parents ORA
access are underresearched. Increasing our knowledge about
adolescents who are ill and parents in caregiving rolesis vital
to enable the design of informed policies and education for
HCPs and patient portal users, with the long-term purpose of
improving adolescent health. This study aimed to investigate,
both qualitatively and quantitatively, adolescents' and parents
views on the perceived benefits and risks of using the PAEHR,
as well as their perspectives on the national ORA regulatory
framework in Sweden. Our research questions (RQs) were as
follows:

« RQL: What benefits and risks do adolescents and parents
perceive regarding access to adolescents health records
for both adol escents and parents?

+ RQ2: What are adolescents' and parents' views on and
awareness of the ORA regulations governing access to
adolescents' health records?

Methods

Ethical Considerations

This study received ethics approval from the Regiona Ethical
Review Board in Uppsala, Sweden (EPN 2022/02160). Survey
participants provided consent digitally, while participants
recruited in the clinic provided consent in paper format. No
financial incentive was offered to survey participants, however,
interview participants received a gift card worth 200 SEK
(approximately US $18). Data were deidentified.

Study Design

Data collection occurred from March 2022 to November 2023,
after ethicsapproval wasreceived. A convergent mixed methods
(qualitative and quantitative) approach was adopted [23,24].
Mixed methods can be defined as the “ concurrent collection of
both quantitative and qualitative data’ where data are integrated
inthe analysis[23]. The purpose of combining methods wasto
provide a breadth of data on an understudied topic, with
interviews designed to facilitate a deeper understanding of the
reasons underlying the quantitative results. The qualitative
component is reported in accordance with the COREQ
(Consolidated Criteriafor Reporting Qualitative Research) [25]
guidelines (Multimedia Appendix 1).

Participants and Setting

We recruited adolescents aged 13 to 18 yearswith serious health
issues and parents of adolescents aged >13 years with serious
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health issues with experience in accessing their child’'s EHR,
either having lost access or gained extended access. In this
context, serious health issues refer to physical or mental health
conditions that significantly affect an adolescent’s well-being
and require ongoing care or intervention. Study participants
were recruited via social media advertisements by patient
organizations and through collaboration with Uppsala University
Hospital and other clinical partners (eg, during appointments,
by sending surveys viamail to former patients, and by posting
study information in waiting rooms). Although citizens gain
access to the 1177 Journal at the age of 16 years, adolescents
aged =13 years were eligible to participate because they can
apply for early access, and the study aimed to explore viewson
ORA regulations. Both parents of a child were able to
participate.

The national regulatory framework for patients ORA was
designed by Inera AB, the company managing the 1177 patient
portal that houses the PAEHR 1177 Journal, and approved by
the Swedish Association of Local Authoritiesand Regions. The
record typically includes clinical notes, test results, and
diagnoses, but information availability differs across Sweden's
21 regions and affiliated HCPs (those who have agreed to
provide access). No data are concealed from parental view
unless an HCP actively chooses to block information access,
which can occur in cases where, for example, child abuse is
suspected.

Data Collection

Survey

Two survey instruments were designed: one for adol escentsand
one for parents (refer to Multimedia Appendix 2 for the full
surveys and Swedish trandations). For this study, 9 (69%) of
13 questions were included from the adolescent survey and 13
(93%) of 14 questions from the parent survey, based on the
study aim (Textbox 1). Parents awareness of ORA was not
examined. The value of including patientsin research has been
noted previously [26,27]. Therefore, adolescents and parents
were consulted for input, which was used to revise the surveys.
Questions were not mandatory, except for those on inclusion
criteriaand contact information (in case the participant marked
interest in participating in an interview). In Sweden, study
participants aged <15 years must provide written parental
consent, as mandated by the Swedish Act (2003:460) concerning
theethical review of research involving humans[28]. Therefore,
age was a mandatory question for adolescents, along with the
provision of written parental consent for those aged 13 or 14
years. In the web-based survey, adolescents could provide
parental consent digitally. For participants aged =15 years,
consent was provided by submitting the survey. The web-based
survey was conducted using REDCap (Research Electronic Data
Capture; Vanderbilt University) software.
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Textbox 1. Survey questions for adolescents and parents.

ADOLESCENTS

Inclusion

1. How old are you?

a. How do you want to provide guardian consent? (if younger than 15 years old)
Experience with health care

2. What types of care have you received?

Views on and awareness of online record access (ORA)

3. At what age do you think you will have (or when you received) online access to your electronic health record (EHR)?
4. Do you want to be able to read your patient-accessible EHR?

5. To what extent do you agree with the following statements? (views on ORA age limits)
6. If you have thoughts or comments to add about the EHR, please write below.
Demographics

7. You identify as...? (gender)

8. Who do you live with? (select al that apply)

9. Would you participate in an interview about this?

a E-mail

b.  Phone number

c.  How would you prefer to be contacted?

PARENTS

Inclusion

1. How old is the child for whom you base your answers?

2. Did you read your child's EHR online before your child turned 13?

Experience with health care

3. What types of care has your child received?

Views on ORA

4. To what extent do you agree with the following statements? (views on ORA age limits)
5. If you have thoughts or comments to add about the EHR, please write below.
Demographics

6. You identify as...? (gender)

7. How old are you?

8. Which region do you live in?

9. In what type of areado you live?

10. What isyour level of knowledgein Swedish?

11. What is your highest completed education?

12. Approximately how much is your household income before tax in a normal month?
13. Would you participate in an interview about this?

a E-mall

b.  Phone number

c. How would you prefer to be contacted?
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I nterviews

The first author (JH, a PhD student in health informatics with
past experience of qualitative research and training) conducted
the interviews with participants who registered their interest in
the survey. Verbal consent for audio recording was provided
before the interview. Interviews were conducted between
February 2022 and November 2023 via telephone or
videoconferencing software. Interview guides were created
based on prior work on ORA for adolescents, children, and
parents (Multimedia Appendix 3) and included similar themes
as the surveys. At the start of each interview, JH introduced
herself and the reasons for conducting the research. JH had no
prior relationship with any of the study participants.

Data Analysis

Descriptive statistics were used to present quantitative survey
data. Of the 25 interviews, 18 (72%) were transcribed by a
professional company and 7 (28%) by JH. Interview analysis
was conducted by JH and MH using NVivo (release 1.7.2;
Lumivero). MH is a researcher in health informatics with
experience of leading and conducting qualitative research. As

Hagstrom et al

views on ORA regulations were previously unexplored, we
analyzed theinterview datausing thematic content analysis[29]
with an inductive approach. First, JH read al transcripts to
develop an understanding of participants' responses. Next, the
data were categorized into codes that were grouped into
categories and themes. Definitions were refined further through
discussions during meetings. Discussions of thefindingsamong
all authorsimproved credibility. Analysis of perceived benefits
and risks was inspired by previous work [7,30].

Results

Participant Demographic Characteristics

Intotal, 31 (74%) of 42 adolescentsand 57 (81%) of 70 parents
completed the survey and were included in the study. While
most of the participants identified as woman in both groups,
the proportion was larger among parents (47/57, 83%) than
among adolescents (15/31, 48%; Table 1). Regarding gender,
of the 31 adolescents, 3 (10%) selected other or did not want
to statetheir gender. Of the 31 adolescents, 1 (3%) had recently
turned 19 years of age.

Table 1. Survey and interview participants’ demographic characteristics (n=88).

Characteristics Adolescents (n=31)

Interviewed (n=8), n

Parents (n=57)

Not interviewed (n=23), Interviewed (n=17),n  Not interviewed (n=40),

(%) n (%) (%) n (%)
Gender
Man 4 (50) 9(39) 3(18) 6 (15)
Woman 4(50) 11 (48) 13 (76) 34(85)
Other 0(0) 1(4) 0(0) 0(0)
Don't know or don’t want to state 0(0) 2(9) 0(0) 0(0)
Missing 0(0) 0(0) 1(6) 0(0)
Child age (y)
13 1(13) 1(4) 1(6) 17 (42)
14 0(0) 0(0) 3(18) 9(22)
15 2(25) 4(17) 5(29) 5(12)
16 1(13) 4(17) 0(0) 2(5)
17 0(0) 10 (44) 8(47) 5(12)
18 3(39) 4(17) 0(0) 1(2)
19-25 1(13) 0(0) 0(0) 1(2
Child’s diagnosis®
Juvenile arthritis 2(25) 7 (30) 4(24) 17 (42)
Cancer 2(25) 9(39) 9(53) 10 (25)
Gastrointestinal diseases (eg, irritable 2 (25) 3(13) 0(0) 5(12)
bowel syndrome)
Mental health issues 1(13) 3(13) 1(6) 4(10)
Diabetes 0(0) 2(9 1(6) 3(7)
Other 3(39) 1(4) 3(18) 8 (20)

participants could select all that applied; therefore, the total can exceed 100%.
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Of the 31 adolescents and 57 parents who responded to the
survey, 11 (36%) adolescents and 28 (49%) parents agreed to
participate in an individua interview. Ultimately, of those
agreeing to take part in an interview, 8 (73%) of the 11
adolescents and 17 (61%) of the 28 parents completed an
interview, while 3 (27%) adolescents and 11 (39%) parents did
not participate in an interview despite registering interest in the
survey due to scheduling difficulties or a lack of response.
Interviews lasted for a mean of 28 (range 13-40) minutes for
adol escents and amean of 42 (range 21-70) minutesfor parents.
Of the 17 parents, 5 (29%) reported having amedical profession.
Notably, 2 (12%) of the 17 interviewees were parents of the
same child, and none was a parent of a participating adol escent.
All participants reported having moderate or higher levels of
digital literacy.

Hagstrom et al

Asshownin Table 2, of the 8 adol escents, 2 (25%; aged 13 and
15 years) preferred parental ORA, whereas the remaining
adolescents (n=6, 75%; aged 15 to 19 years) wanted their own
access and either did not want or were indifferent to parental
access, perceiving no need for it but expressing no privacy
concerns. Almost all parents (16/17, 94%) desired longer access
than current regulations allow (Table 3). The exception was a
parent whose access was lost when their child was diagnosed
with aserious health issue after the age of 13 years. Most of the
parents (10/17, 59%) did not have accessto their child’'s EHR;
2 (20%) of these 10 parents reported accessing it via the child
logging in on their behaf. Additional demographic
characteristics can be found in Multimedia Appendix 4.

Table 2. Adolescent participants’ characteristics as reported in the interviews (n=8).

Age Child'sdiagnosis (age Current ORA
ID ) Gender? Interview setting  at diagnosis[y]) Current ORAP preference situation
Start age End age
Adolescent ) Parent )
A27 19 Femae Telephone Juvenile arthritis (14)  Yes, in favor 14°-15¢  Okay butno 13 Access by de-
need fault
Al4 18 Female Telephone Inflammatory bowel  Yes, in favor 16-179 No, opposed 14C.1g¢  Accessby de-
disease (17) fault
A26 18 Mae Video Inflammatory bowel  Yes, in favor 13¢-14¢  No, opposed 13 Access by de-
disease (14) fault
A19 18 Femae Telephone Juvenilearthritis(1.5) Yes, infavor 15¢ Okay, butno q5¢ Access by de-
need fault
A10 16 Male Video Cancer (7) Yes, in favor 13¢ Okay, butno qg¢ Access by de-
need fault
A29 15 Femae Video Asthmaand allergies  Yes, in favor 12¢.13¢ No, opposed 15913 No access by
(0), mental health (13) default
A23 15 Male Telephone Neurological disease No need 16 Yes, infavor ¢ No access by
5) default
A4 13 Male Telephone Cancer (2) No need 15%-16 Yes, infavor  q5¢ No access by
default

%0n the basis of survey responses.

PORA.: online record access.

CLess restrictive than current regulations.
dMore restrictive than current regulations.
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Table 3. Parent participant characteristics as reported in the interviews (n=17).

Hagstrom et al

Child'sdiagnosis

Age Interview  (ageat diagnosis  Adolescent Current ORA

ID ) Gender? setting yD age (y) Current ORAP preference situation

Start age End age
Adolescent  (y) Parent )

P22 48 Female Video Cancer (13) 14 No, opposed 16 Yes, infavor ,c Gained extend-
ed access

P48 50 Male Video Juvenile arthritis 15 No, opposed A Yes, infavor ¢ Gained extend-

(10 ed access

P52 37 Female Video Skin disease (0) 15 Okay, butno q3¢ Yes, infavor 1 of Gained extend-

need 16° ed access

P8 a4 Female Video Cancer (7) 14 Okay, butno qsc Yes, infavor ¢ Gained partial

need extended access

P15 55  Female Video Cancer (17) 17 Okay, butno qge Yes, infavor 1g¢ Accessto the

need child's EHR'
viathe child's
account (with
assent)

P31 48 Female Telephone Bonemarrow dis- 17 Okay, butno 16 Yes, infavor ¢ Accessto the

ease (5) need child'sEHRvia
the child’'s ac-
count (with as-
sent)

P1 41 Female Video Cancer (11) 14 Yes, infavor q4¢.15¢  Yes,infavor 14¢.15¢  Applied for but
not gained ex-
tended access

P2 49  Femae Video Cancer (4) 13 No need 16 Yes, infavor 14¢ Applied for but
not gained ex-
tended access

P54 52 Female Video Juvenile arthritis 17 Okay, butno 16 Yes, infavor qg¢ Applied for but

3 need not gained ex-
tended access

P47 47 Female Video Juvenile arthritis 15 Okay, butno 16 Yes, infavor ¢ Extended ac-

(20 need cess expired
P5 57 Mae Video Cancer (2) 17 Okay, butno 1g/182 Yes, infavor qg¢ No access, un-
need awareof extend-
ed access
P9 49 Female Video Cancer (4) 17 Okay, butno 16 Yes, infavor qg¢ No access, un-
need awareof extend-
ed access

P12 52 Female Telephone  Cancer (4) 17 Okay, butno 16 Yes, infavor A No access, un-

need awareof extend-
ed access

P26 45 Female Telephone Dental surgeryand 17 Yes, infavor  16.1g¢ No need 4C No access, un-

orthopedic issues awareof extend-
@) ed access
P38 47 Female Video Juvenile arthritis 14 Yes, infavor q5¢ Yes, infavor 1g¢ No access, un-
(20 awareof extend-
ed access

P49 47 Female Telephone  Juvenile arthritis 15 Yes, infavor 16 Yes, infavor 1g¢ No access, un-

(11 awareof extend-
ed access

P55 54 Male Video Diabetes (16) 17 Okay, butno 16 No need 13 Aware of ex-

need tended access

30n the basis of survey responses.
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PORA: online record access.

CLess restrictive than current regulations.
dUnableto specify.

eMore restrictive than current regulations.
fEHR: dlectronic health record.

Quantitative Findings

Almost all adolescents (29/31, 94%) reported wanting access
to their records. Low knowledge about the access age limit was
observed: only alittle more than athird (11/31, 36%) knew that
the access age limit was 16 years of age, and almost as many
(10/31, 32%) incorrectly guessed it to be 13 years of age. Of
the respondents aged =16 years, 43% (10/23) claimed that they
did not have current access to their records although thisisthe
defaullt.

Most of the adolescents (20/31, 65%) wanted their parents to
be able to read their EHR after they had turned 13 years of age
(Figure 1). A dlight majority (16/31, 52%) agreed that 16 years
of age is an appropriate age to gain access to one's hedlth

Hagstrom et a

records. Most of the parents (51/55, 93%) were positive about
parental ORA for children aged <13 years and negative about
the gap in access from the ages of 13 to 15 years (51/56, 91%).
Almost al parents (50/53, 94%) were positive about the option
of applying for extended accessfor themselves, while morethan
half (30/51, 59%) were positive about adol escents applying for
earlier access.

Most of the free-text comment data were reflected in the
interviews. One parent responding to the survey noted that there
should be a screening process for parents to access their
children's records, while another referred to regulations
regarding parents’ rights to medication information as unclear,
noting that the PAEHR is more restrictive than the information
provided by pharmacies.

Figure 1. Adolescents and parents’ ratings for statements related to online record access and current regulations. EHR: electronic health record.

[ 1 (Completely disagree) [l 2

I think my parents should be able to see my EHR after | turn

3 [1]4 M5 (Completely agree)

wv
et O, 0, o 3%
S 13yearsold 18% 3% 43%
w
W | think that 16 years is an appropriate age for teenagers to 5 " i
% gain access to their EHRs. 13% 26% 10% 32%
L]
<L | do not want my parent to have access to my EHRs today 29% 16% 13% 7%

It's good rule that the parent has access to their child's EHR l ‘ 18%

It is good that no one (parent/child) has access to the 86% A 5o

child’s EHR when the child is 13-15 years old © :

It is good that parents can apply for prolonged access to l | 9%
£ ther child's EHR | 8 87%
Q f . .
< It is good that adolescents get access to their medical 15% 10%
a records at the age of 16

It is good that adolescents have access to their EHR 6%

It is good that adolescents between 13-15 years old can
apply for earlier access to their EHR

Qualitative Findings

Perceived Benefits of ORA

Adolescents and parents reported 6 perceived benefits of ORA:
empowering adolescents, improved emational state, enhanced
documentation accuracy, improved partnership and
communication, supported parental care management, and
better prepared for appointments (Textbox 2).

Empowering adolescents referred to ORA hel ping adolescents
to gradually become moreinvolved intheir care (eg, by helping

https://pediatrics.,jmir.org/2025/1/e63270
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them to remember appointments, track their illness, and
understand their illness history). Adolescents shared that reading
the notes from the beginning helped them gain a better
understanding of what they had been through, providing
information about eventsthat they weretoo young to remember.
Both adolescents and parents envisioned that this information
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Textbox 2. Themes identified in the interviews of the perceived benefits of adolescent and parental online record access.

Empowering adolescents
« “It could be good to learn how to do things when you get older. When they might not be there.” [A4, aged 13 years, diagnosed with cancer]

« “If you're 16, | believe you have the right to receive the same information that’s actually written in the record.” [P47, mother of child aged 15
years diagnosed with juvenile arthritis]

Improved emotional state

. “It'squite nice, well...if something happens, that | can go...I have security in that | can go back and read exactly everything, and even show that
‘thisishow it was.” [A19, aged 18 years, diagnosed with juvenile arthritis]

. “Asamother | have felt that it is a security to be able to go back and read, ‘what did they do now,’ and it has felt good.” [P15, mother of child
aged 17 years diagnosed with cancer)

Enhanced documentation accuracy

« “Weaways have adiscussion at health care meetings and such. But...they won't write down word for word what we have said...and sometimes
there are misunderstandings, and then it's always good to be able to go back and check.” [A26, aged 18 years, diagnosed with inflammatory
bowel disease]

. “At severa occasions, doctors have said, ‘oh my god, how lucky you spotted that,” and such.” [P22, mother of child aged 14 years diagnosed
with cancer]

Improved partnership and communication

« “l have learned alot through my parents sitting at home and reading, we have read the records together.” [A23, aged 15 years, diagnosed with
neurological disease]

« “[My boyfriend] has a so been allowed to read a bit from the record...So that he can gain a better understanding.” [A19, aged 18 years, diagnosed
with juvenile arthritis]

e “You can sit together and reflect. Because otherwise it's somewhat difficult to just ‘yeah, so now we're going to talk about this' and...then they
want to go on some social media or something else like that. Maybe you can have a little focus on this” [P54, mother of child aged 17 years
diagnosed with juvenile arthritis]

. “Heclams up when doctors come to talk, then he won't speak, he won't say anything...It may be better if we talk together in advance, and he
getsto ask us his questions, and we can ask the doctor.” [P22, mother of child aged 14 years diagnosed with cancer]

Supported parental care management

«  “You haveto remember to schedule appointments and make sure to attend those appointments you' ve booked, so it’s very, very much to manage
logistically when you're sick, and it’s quite nice to get help from parents when you're young.” [A26, aged 18 years, diagnosed with inflammatory
bowel disease)

« “It has been good to track it, because then you can aso tell [the child] that ‘you have to eat this vitamin because there is a deficit.’ It's not as
though | give her medication because it isfun.” [P1, mother of child aged 14 years diagnosed with cancer]

o “Just last week, we had a situation where [my child] had got a specific medication and has been taking it, but then test results came and | saw
that the levels regulated by this medication were sky high, so if we had continued taking the medication it might not have been so good. Then |
could contact the physician to ask ‘ should we keep giving this medication or not? And they say, ‘no, don’t do that.’” [P22, mother of child aged
14 years diagnosed with cancer]

Better prepared for appointments

o “l cantell [my child] that ‘on Wednesday, we will see the physician, and we will talk about how to move forwards, and it might be that we will,
blah blah blah,” whatever it is. And then he knows, so then when we meet the physician it won't be as dramatic.” [P22, mother of child aged 14
years diagnosed with cancer]

«  “We have ayounger brother and live in the countryside, we have animals, and | may have to call my work and inform them | will be gone all
week, so it facilitated a lot for everyone's well-being in the family that we could see for example test results on beforehand.” [P52, mother of
child aged 15 years diagnosed with skin disease]

Improved emotional state referred to an increased control and
a sense of safety. Adolescents and parents reported that these
feelings often related to having quick access to test results and
being able to go back and read information. One adolescent
(A26) described reading notes from childhood as fun and
nostalgic. Parents reported feeling a sense of control due to
increased knowledge about theillness and itsterminol ogy. Some
parents stated that access to information reduced their anxiety
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and worry. One parent (P52) mentioned that because physicians
did not always indicate that they had seen new test results,
seeing that they had been active from checking the log list
provided a sense of relief. Some adolescents described feeling
safewhen reading the EHR with their parents or merely knowing
that their parents had access. One adolescent (A23) speculated
that ORA provided parents with afeeling of safety, but parents
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did not express this in relation to benefits of ORA for
adolescents.

Enhanced documentation accuracy was reported as a benefit
by both adolescents with ORA experience and parents; for
example, it enabled them to ensure that HCPs had understood
the information they shared during a consultation correctly and
that there were no errors. Experiences of inaccuracies often
involved HCPs misunderstanding details about symptoms, such
as the degree of gravity or timing. One parent (P52) reported
having once noted to an HCP that their child'srecords contained
someone else’s test results, apparent because the results were
“too good.” Another parent (P1) who had lost accessto the EHR
described a case involving their child where areferral had been
sent for a sex change investigation because the HCP had
misunderstood the adol escent’s request to stop their period. The
parent argued that if they had been ableto review the EHR, they
could have intervened earlier, preventing the adolescent’s
distress and avoiding unnecessary efforts.

Improved partnership and communication was reported as a
benefit by both adolescents (with or without ORA experience)
and parents. This referred to ORA enabling Dbetter
communication among adolescents, parents, and HCPs in
working together to managetheillness. Parents stated that ORA
could help adolescents formulate questions beforehand, which
the parents could then forward to HCPs. Many stated that
parental ORA lessened the burden on the adolescent with health
issues. The youngest adolescent (A4) expressed a substantial
need for parental EHR access because they felt unableto manage
everything aone. Older adolescents described that their
perceived need for parental EHR access had decreased over
time, partly because their ability to independently communicate
with HCPs had increased. In addition, ORA facilitated reading
the EHR together at home, allowing families to focus on the
illness and providing an opportunity to ask questionsin a safe
environment, either in preparation for visits or as a way to
debrief afterward.

Supported parental care management referred to ORA
facilitating parents’ provisioning of care in various ways; for
example, both adolescents and parents reported that ORA
facilitated parents management of medications and
appointments, improved recall of information, and enhanced
parents’ understanding of the child’'s health condition. Some
parents stated that the EHRs contained more information than
otherwise communicated, such as positive test results. Parents
described that ORA facilitated dealing with insurance tasksand
that accessto test results enabled them to motivate the child to
take their medications. Some parents noted that reading test
results allowed them to anticipate being called to the hospital,
enabling them to prepare their child mentally and emotionally
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in advance. Quick access to test results also enabled parentsto
speed up the care process and prevent unnecessary distress. One
parent (P52) mentioned that test results revealed the child’'s
actual condition, even when the adolescent claimed to feel well
to avoid a hospital visit. The same parent stated that the only
perceived benefit of their adolescent having ORA wasthat they
could log in on their behalf.

Better prepared for appointments was reported as a benefit by
both adolescents and parents, in that ORA facilitated the
formulation of questions before appointments. Some parents
described how ORA enabled preparations that were critical for
their individual situation; for example, a parent (P52) living in
the countryside could organize family life, animal care, and
work in preparation for a hospital stay that might otherwise be
sudden. Another parent (P22), whose adolescent had mild autism
and struggled to process information during an appointment,
described that ORA enabled her to use information from the
EHR to prepare her child for what HCPs may bring up.

Perceived Risks of ORA

Participants identified 4 perceived risks of adolescent and
parental ORA: emotional distress and confusion, threatened
confidentiality, increased burden, and low usability (Textbox
3).

Emotional distress and confusion referred to the inability to
understand information that was vague or written in clinical
language, which could cause distress and lead to feelings of
worry and frustration for both adolescents and parents.
Confusion was a so reported by an adolescent (A26) inrelation
to the unintuitive organization of information on the portal.
Parents expressed concerns about adolescents reading
concerning or negative test resultswhile alone or learning about
difficult medical events from their childhood, leading them to
emphasize the importance (or necessity, for some) of having a
parent present to answer questions and provide explanations.
An adolescent aged 18 years diagnosed with juvenile arthritis
(A26) recounted past experiences of fegling low after reading
about traumati c experienceswith health careinthe EHR. Some
adol escents and parents explained that their worry did not derive
from accessing negative information in the record but from the
progression of theillnessitself. Two adolescents (A26 and A27)
described that their close contact with HCPs reassured them
that they would not receive bad news in the EHR without it
being communicated in advance. Adolescents without
experience of ORA did not anticipate emotional distress. While
most desired an explanation from HCPs before receiving
negative results, some reported prioritizing quick accessto the
information. Several parents recognized that other parents may
worry; however, they themselves were not ones to worry.
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Textbox 3. Themes identified in the interviews of the perceived risks of adolescent and parental online record access.

Emotional distress and confusion

o “It'sthose difficult words that one doesn’t understand...And you don’t really know what kind of test results you're getting back or what it means,
so there’s been quite alot of Googling, consulting with mom all thetime.” [A10, aged 16 years, diagnosed with cancer]

. “Oneday it may pop up and boom, she has cancer everywhere and they can’t do anything. And if you find out in her EHR. And the doctor hasn't
called and explained anything. Then you get alittle frustrated about it.” [P2, mother of child aged 13 years diagnosed with cancer]

. “Some [parents] might say ‘no, | won't read because it makes me more worried.” But in our case, | felt that nothing can... I'm already worried
anyway, it's part of having avery sick child, so to speak.” [P12, mother of child aged 17 years diagnosed with cancer]

« “If | read something and suddenly just feel like...oh my god, | got heart palpitations because | read something very negative or something. Then
| think, for him to sit alone without anyone beside him and read this, no, | think that would just harm him, honestly. He's too young.” [P22,
mother of child aged 14 years diagnosed with cancer]

« “Even |, who work as a medical secretary, don’t understand these terms either. | haven’'t worked in oncology. | don’t understand everything
either, so it’s a bit poor of the doctors then perhaps also to dictate so that one doesn’t...or the staff actually, to write and dictate so one doesn’t
understand.” [P15, mother of child aged 17 years diagnosed with cancer]

Threatened confidentiality

o “If there’s something | don’t want them to know or something, they’ll be able to see it or they’ll be able to see al the notes that you might
just...' They don’t need to see thisnote’” [A14, aged 18 years, diagnosed with inflammatory bowel disease]

o “If parents perhaps pressure one to log in, or something like that.” [A29; aged 15 years, diagnosed with asthma, alergies, and mental health
issues)

«  “With honor-related violence, among other things, if you see that your child perhaps has a sexual activity and you don't believe it and so...yes,

then it can get very bad...And also transgender care.” [P54, mother of child aged 17 years diagnosed with juvenile arthritis)

Increased burden

o “[Theteen] might have to bear too much responsibility.” [P48, father of child aged 15 years diagnosed with juvenile arthritis]

o “l can understand that it could also lead to a greater workload for [HCPs], because | think that...Now, | might be a quite reasonable parent who
also understands that one shouldn’t reach out unnecessarily and so on. But | can imagine that there might be others who read things and maybe
don’t quite understand, and then they call.” [P22, mother of child aged 14 years diagnosed with cancer]

L ow usability

« “Thewebsite or app itself, or how one choosesto read therecords, well...| can’t say that it hasareally great layout, and it'sabit difficult to know
how everything is sorted and to find things.” [A26, aged 18 years, diagnosed with inflammatory bowel disease]

Threatened confidentiality referred to the risk of sensitive
information about the adolescent becoming visible to parents
or others. While severa adolescents mentioned that “the parent
might see something one wants to hide,” parents commonly
specified potentially sensitive topics, such as mental or sexual
health. One adolescent (A26) and many parents recognized that
privacy may be a problem in families where parents seek to
exercise control and may not focus on the child’s best interest.
Both adolescents and parents al so recognized the risk that some
parents might attempt to access their child’s records via their
account or pressurethemtolog in. Some adolescents and parents
mentioned the risk of young adolescents sharing information
with peers or on socia media.

Increased burden referred to a burden placed on both
adolescents and HCPs. Adolescents (only those who had not
had access) and parents reported that granting adol escents access
could lead to excessive responsibility for adolescents, who,
especially whenill, wanted to be ableto depend on their parents.
Some parents imagined a burden on HCPs, such as adol escents
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sending numerous messagesthrough the portal . Moreover, HCPs
may feel compelled to omit sensitiveinformation fromthe EHR,
which would be detrimenta to the child's future care. Some
parents stated that patients ORA is not a priority for HCPs,
who understandably focus on providing care.

Low usability was reported as a downside or risk by an
adolescent (A26), who found it challenging to locate and identify
specific types of notes, such as diagnoses, clinical notes, or
other documentation, due to unclear categorization and sorting.
As a result, they spent more time searching for the desired
information.

Views on ORA Regulations

Three themes were identified with regard to views on ORA
regulations: challenges of the access gap, balancing respect for
autonomy and support, and suggested regulatory change (Table
4). Similarities and differences between adolescents and
parents report of themes and subthemesarevisualized in Figure
2.
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Table 4. Themesrelated to adolescents' and parents’ views on online record access regulations.

Themes and subthemes Representative quotes

Challenges of the access gap

Lack of information « “Beingableto accessit at al, | found out just amonth ago from someone at aprimary careclinic, that like,
you have to order it and then you'll get it on paper...but, that you can get earlier access or so, | haven't
heard anything about. And it’s probably because even when you ask your physician at the clinic, they don’t
know either.” [A29; aged 15 years; diagnosed with asthma, allergies, and mental health issues)

«  “Weknew it would come, but we still thought that ‘ sheis sick, maybe they understand that we should have
access to the record anyways.” But it...it wasn't the case.” [P2, mother of child aged 13 years diagnosed

with cancer]
Losing access causesalossof «  “I got readly angry [when losing access], as | said, because it's my child that I'm responsible for. Then she
control and complicates care shouldn’t be able to do a bunch of things without my knowledge either.” [P15, mother of child aged 17
years, diagnosed with cancer]
« “l feltaconfusion, not being able to read the test results, if she has inflammation in her body, where does

she have it or does she not, how do the liver tests look? You couldn’t follow her illnessin the same way
when you couldn’t read the EHR [el ectronic health record].” [P38, mother of child aged 14 years diagnosed
with juvenile arthritis]

« “Thereisextrawork, both for me and physicians...or the nurse | guess, because | haveto call in. And |
have to match their phone hours, and then | take their time and time from those who need it better.” [P1,
mother of child aged 14 years diagnosed with cancer]

Cumbersometo extend access «  “It feelslike avery complicated process. Especialy for 13- to 15-year-olds...like, we find it easy to do
something on our mobile phones, fill it out there, but if we have to first find a paper, figure out how to
printit, fill it out, send it in, get it signed, get it into the system...that probably takes afew months.” (A29;
aged 15 years; diagnosed with asthma, alergies, and mental health issues)

«  “You have athousand other things that are higher priority when you have sick children...To then submit
long paper forms, find the right nurse who also doesn’'t know what to do...and specifically write the exact
clinic on them when you go to...they send referrals here and there, | barely know what all the clinics he
has been to and is going to are called.” [P52, mother of child aged 15 years diagnosed with a skin disease]

Balancing respect for autonomy and support

Need for parental support «  “It can be good, because you're darn young, and maybe you don’t know how to do everything yoursel f
and might need help.” [A4, aged 13 years, diagnosed with cancer]

«  “It'scompletely different from person to person. Some might devel op faster than others. And if you haven't,
it might be nice for parentsto be able to help.” [A27, aged 19 years, diagnosed with juvenile arthritis]

« “I probably wouldn’t have wanted [adolescents'] access that early. Thereisaconflict, I'’'m thinking, with
the child’s right to know and at the same time, whether a child is emotionally equipped to see seriousill-
nesses or prognoses, and takein theinformation. | think that you're young when you are...below 16, you're
still young to deal with these difficult things.” [P48, father of child aged 15 years diagnosed with juvenile
arthritis]

«  “Maybethey don’t need access before they’re 18...1 fed at least that I'm glad he can access his EHR.
Otherwise, we wouldn’t have seen anything. Because it's mostly me who reads it.” [P15, mother of child
aged 17 years diagnosed with cancer]

Adolescent autonomy « “I think maybe you can have access dlightly earlier, so that you can like, understand alittle bit.” [A10, aged
16 years, diagnosed with cancer]
« “llivein[region], where many livein rural areas and when you're 15-16, you can move away from home.

Like, into the city, and then you become more or less an adult and abit more, ‘| can take care of my record
myself.” [A29; aged 15 years; diagnosed with asthma, allergies, and mental health issues]

« “I would probably wish that [my daughter] had access to see her test results. It's still her life, you know.”
[P38, mother of child aged 14 years diagnosed with juvenile arthritis]

«  “Thisthing about medication and making your own decisions...it's something you have to phasein. For it
to work, | think you need to phaseit in over afew years. It's not something you just fix with a bang on
your 18th birthday. Soit’sstill good at 16 years old that they get accessand...if they are mature and willing.”
[P54, mother of child aged 17 years diagnosed with juvenile arthritis]

«  “There are some children who are more mature than their parents, | think it provides an opportunity for
the children who areinterested and listen during their meetingslike parents...| think the opportunity should
betherefor them to seethewholetime.” [P52, mother of child aged 15 years diagnosed with askin disease]
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Themes and subthemes

Representative quotes

Need for privacy

Suggested regulatory change

Closing the access gap

Enhanced information on ex-
tended access

Tailored access for privacy
protection

« “Itredly depends, like some might start...like, if we say that one goes to BUP [child and youth mental
health services] or some other place...I would say it begins at around 12-13, that one seeks help but doesn’t
want to tell.” [A29; aged 15 years; diagnosed with asthma, allergies, and mental health issues)

« “ldon'tthink it'sreally about age, but more about what happensin the child's life. Because | think that
there might be adifference...I’m thinking in terms of privacy. Now we have an ongoing illness process
where | believe he also benefits from us being involved in and being able to help follow up. And aslong
ashe'sinthat loop...I think it's very important that we have access. But after that, maybe not as much.”
[P22, mother of child aged 14 years diagnosed with cancer]

« “Therearefar too many controlling guardians out there who want to control their children and all that. But
| think that it must be more prevalent within certain areas, such as counseling support and youth clinics
and so on. And | think we should never have accessto those.” [P8, mother of child aged 14 years diagnosed
with cancer]

« “I think maybe parents should have access until you are 13-14, and then | think it should be brought up
that you can gain your own accesstoit.” [A26, aged 18 years, diagnosed with inflammatory bowel disease]

«  “I think one should be able to read always, or maybe until they’re 16, and from 16 they can perhapslogin
themselves.” [P52, mother of child aged 15 years diagnosed with skin disease]

«  “Could oneconsider sending information to the health care center, to youth...I mean, to health care centers,
that parents can apply [for access extension]? Or maybe conduct some webinar?’ [P49, mother of child
aged 15 years diagnosed with juvenile arthritis]

o  “Ithink it should be very clear on 1177, that ‘if you want to see your child’s medical record, fill in here’
or something like that.” [P54, mother of child aged 17 years diagnosed with juvenile arthritis]

«  “For anything that isn’t transient, like a cancer diagnosis that doesn’t go away on its own, there should be
adialogue at least 6 months before the child turns 13 with the treating physician, and it should pop up in
the EHR when the doctor opensit. Explaining to both children and parents, ‘thisiswhat will happen if we
don’t do anything, and how do you view it and what would you like access to? and so on...Perhaps even
that there can be some standard procedure, ‘thisis how we usually do it when it comes to cancer diseases,
that you have access to blah, blah, blah...this and this’ But this you won't see. So that the wheel doesn’t
need to be reinvented every time.” [P8, mother of child aged 14 years diagnosed with cancer]

« “Can'tyoublock certain parts[from parents], like youth psychiatry, counseling, youth health, or something
like that? I m thinking that you could be allowed to read all the time but maybe block certain parts.” [P52,
mother of child aged 15 years with skin disease]

«  “Maybe [the adolescent] can make an agreement with the person writing in the record that ‘ no, but this
can be kept hidden, | don’t want anyone else to seethis.’ That there’s like atoggle switch, like, private or
not. You know, like when booking [setting up appointments] in Outlook, you can just belike, thisisprivate.”
[P22, mother of child aged 14 years diagnosed with cancer]

«  “Ithink that if achild seeks careindependently, the health care professional could perhaps ask the question
‘do you not want your parent to be able to read this? That it can be customized.” [P47, mother of child
aged 15 years diagnosed with juvenile arthritis]

https://pediatrics.,jmir.org/2025/1/e63270

RenderX

JMIR Pediatr Parent 2025 | vol. 8 | 63270 | p. 13
(page number not for citation purposes)


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

JMIR PEDIATRICS AND PARENTING

Hagstrom et al

Figure 2. Themesrelated to adolescents' and parents’ views on online record access (ORA) regulations.
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Challenges of the access gap were mentioned by both
adolescents and parents. Several parents expressed strong
feelings of frustration and desperation over losing their access,
citing the many benefitsthey had experienced. Despite receiving
notifications, several parents had not fully understood that they
would lose access when the child turned 13 years of age and
were convinced that HCPs would ensure continued ORA due
to their situation. Losing access made it difficult for parents to
track their child's illness because they could no longer check
test results, manage appointments, or monitor medications
needing refills. Instead, they had to travel to the pharmacy for
medications and contact HCPs to inquire about test results
during designated hours, leading them to feel that they were
burdening HCPs. Most adolescents and some parents were
unaware of the option to apply for extended access, especially
in the case of adolescents. Of those who had applied, amajority
described the application process as cumbersome: identifying
theright form; submitting separate applicationsfor each desired
unit; and parents needing to frequently raise the issue with
HCPs, who often lacked the necessary knowledge or
information. Difficultieswith the application processwere both
anticipated and encountered. One adolescent (A26) and several
parents had given up on their efforts to apply for access dueto
these challenges. A few parents who had applied for extended
access immediately after losing access did not regain it until 6
months later, while 1 parent (P1) was still waiting for a
signature, 2 years after applying.

Adolescents and parents were balancing respect for autonomy
and support intheir appraisal of appropriate access ages. Severa
participants perceived that the need for adolescent and parental
ORA depended on factors other than age, such as the
adolescents’ maturity and interest, which may not correlate with
age. Adolescentsand parentswho advocated access earlier than
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e Tailored access for privacy protection

the age of 16 years focused on adolescents’ rights to read their
records, as well as the importance of involving interested
adolescentswith serious health issuesin their carefrom an early
age. By contrast, having a serious health issue was often
perceived as a situation necessitating parental access beyond
the age of 13 years, a view supported by 5 (62%) of the 8
adolescents and almost all parents (15/17, 88%). Parents stated
that parental ORA should extend into adulthood for children
with severe neurocognitiveimpairments. Some adol escentsand
most parents were positive about the idea of adolescents aged
16 years gaining access, citing that younger adolescents are
often less capable of managing their care and require parental
support. Still, most valued the opportunity for interested and
mature adolescentsto becomeinvolved intheir own care before
adulthood. Some parents were negative about early adolescent
ORA, seeing it as a burden for the adolescent or perceiving
illness-related information in the EHR as harmful. One parent
(P48) stated that the age of 16 yearsis“too young to deal with
such difficult matters,” and severa stated that adolescents should
have a parent present when reading the records.

Another source of divergent opinion was adolescents' need for
confidentiality. Privacy was a priority for adolescents and 1
parent (P55) who were positive about parents losing access
when their child turned 13 years of age. Many referred to a
difference in the timing of adolescents beginning to seek care
for sensitive matters. While most parents were understanding
of the need to conceal sensitive information, they still viewed
their parental responsibility as critical. Most adol escents stated
that they did not feel the need to conceal information from their
parents, citing arelationship of opennessand their parents’ prior
involvement in the treatment. Nevertheless, some expressed a
desire to hide nontreatment information, such as alcohol use.
The exception was an adolescent aged 15 years who had
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experience with mental health care and was not open to parental
access, stating that any information could be sensitive for an
individual. Adolescents’ view of sensitive information was
generally broader than that of the parents, with parents primarily
focusing on mental and reproductive health. Furthermore,
several parentsand 1 adolescent (A 26) discussed theimportance
of considering adolescents who may experience harm from
parental ORA, such as children with controlling parents or in
honor-based contexts. However, afew parents argued that such
cases arerare and that the majority of adolescents benefit from
parental access.

Suggested regul atory change was mentioned by both adol escents
and parents. A common suggestion was to remove the existing
access gap between the ages of 13 and 15 years, perhaps by
finding a middle ground. Furthermore, participants proposed
increasing education for adolescents, parents, and HCPs about
the option of access extension and the application procedure.
Parents suggested facilitating the procedure by digitizing the
application to the patient portal and enabling a combined
application for all unitsinvolved in treatment. Both adol escents
and parents cited the need for HCPs to have more knowledge
of the process. Some parents also stated that parental access
should be tailored based on adolescents preferences or
technological tagging of diagnoses, allowing for the concealment
of sensitive information from parental view.

Mixed Methods Comparison

Overdll, the qualitative accounts of adolescents and parents
largely reflected and elaborated on their ratings and views
observed in the quantitative measurements. Consistent with
survey findings, both adolescents and parents criticized the
access gap between the ages of 13 and 15 years and expressed
a desire for this gap to be closed. The qualitative findings
provided insightsinto the perceived benefits and risks of ORA,
which aided an understanding of various findings, such as
parents’ preference for parental ORA over that of adolescents.
Moreover, extensive challenges rel ated to access extension were
revealed.

Discussion

Summary of Findings

This study found that adolescents and parents were negative
about the current access gap in Sweden for adolescents aged 13
to 15 years. While adolescentswere largely positive about longer
parental access, parents strongly advocated it. By contrast,
adolescents also preferred earlier own access, which most
parents opposed. The current option to extend access beyond
the default was considered complicated due to a cumbersome
application process and a lack of information and HCP
knowledge. Perceived benefits and risks of ORA differ,
revealing tensions in the respective views, particularly
concerning parents’ worries about adolescents’ access.

Comparison With Prior Work

Whilein alignment on many aspectsrelated to ORA regulations,
adolescents and parents differed mainly in their views on
adolescents' access. Our findings suggest a tension between
adolescents and parents similar to that between patients and
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HCPs|[31]—adolescents appreciate having access, while parents
worry about adolescents' lack of health literacy and the potential
for harmful consequences. While adolescents in this study
acknowledged therisk of not understanding medical terminology
with ORA, they expressed minimal concern and described
coping strategies to manage this chalenge. However, many
parents perceived alack of interest among adolescentsin reading
their records, in addition to a high risk of potential harm. This
isinlinewith previously identified parental concerns, including
the possibility of adolescents misunderstanding information or
reading negative test results independently [7]. These concerns
are understandable, particularly during times of illness and
vulnerability when parentswant to ensure the best possible care
for their child [32]. Nevertheless, arecent case study comparing
Swedish and Finnish adolescents’ ORA useindicatesthat earlier
access may lead to increased uptake at earlier ages[12].

The tension emerging from parents hesitance to support
adolescent ORA may in part be aresult of the perceived serious
risksin theface of alack of significant benefits. Notably, while
several adolescents reported improved emotional states and 1
adol escent speculated that parents may feel safer with ORA, no
parent envisioned that adol escents may experience more control
or increased safety. Furthermore, parents reported many benefits
that adolescents did not perceive, such asbeing able to prepare
the child for medical appointments and explain medication
needs. Thisisimportant because noncompliance with treatment
in adolescents has been documented [33], where access to
informationisessential [32]. Thedifferencein adolescents and
parents perceived benefits indicates the difficulty in
understanding another person’s perspective and experiences.
Given the importance of partnerships between the adolescent
patient, parent, and HCPs, noted in earlier work [22], there is
potential for ORA to serve as a tool for improving such
partnerships; for example, we identified that the opportunity to
reed EHRs together at home contributed positively to
adolescents' and parents’ experiences. A better understanding
of each other’s perspectives might help mitigate concerns about
harm related to a lack of health literacy and confidentiality.
Both adolescents and parents recognized the benefit of
adolescent access in empowering adolescents and supporting
the transition into adulthood, supporting previous work [6,7].

Most of the adolescents in this study were positive about
allowing parental access after the age of 13 years, recognizing
that parental support lessened the burden on the child,
particularly in the case of serious health issues. However,
adol escents advocated a need for privacy regarding some types
of information unrelated to treatment. The need for privacy
regarding sensitive information was reported to increase with
age and also varied depending on the type of care received.
Notably, an adolescent aged 15 yearswith experience of mental
health issues such as depression (A29) preferred restricted
parental accessfrom the age of 12 or 13 years, which wasearlier
than the preference expressed by adol escents with diseases such
as cancer, inflammatory bowel disease, or juvenile arthritis. The
adolescent also reported having moved away from home for
school, which likely increased their level of independence.
While most of the parents reported that they would accept not
having access to sensitive information, they often referred to
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sensitive topics pertaining to sexual or mental health.
Meanwhile, some adolescents cited allergies and experiences
of bullying as potentialy sensitive. Aligned with previous
findings[17], adolescents stated that what is considered sensitive
information can vary from person to person, indicating a need
to allow adolescentsto decide what should be visibleto parents
in the EHR. Parents suggested enabling customization of
information availability, as has been recommended in earlier
work [34]. An example of a system that allows customization
is found in Finland, where HCPs assess each minor's
decision-making capacity and then allow those found capable
to decide whether parents should have access. While such
case-by-case approaches|ead to arisk of increased work burden
for HCPs, more research is required to explore the feasibility
of customized access.

Adolescents and parents reported low knowledge about access
extension, theintended solution to aid families of children with
seriousillness during the access gap between the ages of 13 and
15 years. It was reported that HCPs often lacked knowledge

Textbox 4. Implications of the findings.

Hagstrom et al

about the application process and even the possibility of
extending access. Our previous research shows that <1% of
adolescents aged 13-15 and their parents access the Swedish
patient portal [12]. Furthermore, adolescentslacked knowledge
about regulations. Adolescents have reported receiving little
encouragement from HCPsto accesstheir records[35]. Possibly,
the implementation of ORA in Sweden has failed to involve
and educate HCPs about the new regulations. Furthermore,
given that ORA and EHR documentation are known causes for
HCP job dissatisfaction and burnout [36], some HCPs may be
reluctant to encourage ORA use. To improve our understanding
of HCPS' perspectives, the aim of a study conducted by the
authors in parallel with this study was to examine the
experiences and awareness of ORA regul ationsamong oncology
HCPsin Sweden.

Implications

On the basis of the findings, we have summarized a number of
implicationsthat concern adol escents with serious health issues
and their parents (Textbox 4).

Implications

«  Provide hedth care professionals (HCPs) with information on online record access (ORA) regulations related to extended access and guidance
on how to facilitate the application procedure for adolescents and parents.

«  Establish aplan for families with adolescents with seriousiliness to retain necessary ORA through afacilitated process of applying for extended

access.

«  Ensure clear communication to parents and adol escents about the management of sensitive information in records on the national patient portal.

«  Provide comprehensive information to adolescents regarding the age limit for gaining access and the option to receive early access on the nationa

patient portal.

«  Provide comprehensive information to parents regarding ORA regulations, loss of access, and the option to extend access on the national patient

portal.

«  Foster diaogue between HCPs, adolescents, and parents regarding ORA and the concealment of sensitive information.

«  Implement patient portal features that enable adolescents to customize the concealment of sensitive information according to their preferences.

Limitations

This study has a number of limitations. The sample size was
relatively small due to persistent recruitment difficulties,
particularly in engaging adolescent participants. Future research
may explore alternative recruitment strategies, such asreaching
adolescents through schools or other community channels.
Moreover, half of the adolescentsinterviewed (4/8, 50%) were
aged 18 or 19 years, which likely affected their views. Among
the parent participants, the majority (47/56, 84%) were women,
and approximately one-third of theinterview participants (5/17,
29%) had a medical background or a partner working as an
HCP. Notwithstanding thislimitation, unequal sample sizesare
a common occurrence in mixed methods research [23].
Furthermore, our sampleincluded adol escentswith avariety of
conditions; however, the focus was not on comparing
experiences across groups with specific illnesses but rather on
exploring broader perspectives related to ORA use. While the
parents varied in education, residential area, and income, most
had Swedish astheir primary language (53/56, 95%). Given the
role of socioeconomic factorsin driving disparitiesin pediatric
ORA adoption [37,38], future work should include minors and
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parents from diverse language backgrounds to capture broader
perspectives. Moreover, 1 survey item included a negation (“I
do not want my parents to access...”), which could have been
challenging for participants to interpret and therefore to
accurately respond to on ascaleranging from 1to 5. The surveys
used were designed by the authors because there are no validated
questionnaires available for examining views on ORA. Finally,
both adolescents who had read their records and those who had
not participated in the study. As a result, some shared their
expectations rather than experiences. We strove to present the
findings with due consideration to this limitation because there
may be differences between expectations and experiences of
ORA [2]. We did not provide a demonstration for adolescents
without access, which may haveimpeded their ability to answer
anticipatory questions. However, most of the interviews (5/8,
62%) with adolescentswere conducted viatel ephone, precluding
visual demonstrations. Regarding interviews conducted via
videoconferencing software, it is possible that this format
influenced participants due to the potential sensitivity of the
topic. In addition, technical issues such as connectivity problems
or the lack of a private and secure environment could have
further impacted the conversation flow. However, video
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interviews offer advantages over telephone interviews by
allowing for the conveyance of nonverbal cues, such as facial
expressions and body language, which can help foster a sense
of connection and empathy between the interviewer and
participant. An interview guide was followed to improve
trustworthiness, and the study was reported in accordance with
the COREQ guidelines.

Conclusions

In Sweden, the regulatory framework on ORA (characterized
by a default lack of access for adolescents aged 13-15 y and

Hagstrom et al

their parents) and a lack of available information on access
extensions creates challenges for parents of adolescents with
serious health issues. Both adolescents and parents desire
consistent accessto the EHR that considers adol escents' growing
need for privacy. While there is parental reluctance to support
adolescent ORA due to concerns about potential harm and low
perceived need, adol escents experience benefitsfrom ORA that
parents are not aware of, and vice versa. Informing adol escents,
parents, and HCPs about experienced benefits and access
regulations could improve partnerships, reduce distress, and
facilitate adolescent care.
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