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Objective To identify perceived benefits, problems, facilitators, and barriers to adolescent online patient portal
use.

Study design Qualitative, semi-structured interviews with dyads of parents and adolescents with or without
chronic illness. The study team purposively sampled for racial and ethnic minorities and fathers. Three team mem-
bers then performed thematic analysis of the transcripts, with subsequent dyadic analysis of themes represented
by related parents and adolescents.

Results We performed 102 interviews with 51 dyads of parents and adolescents (26 with chronic illness, 25
without chronic illness). Nearly all participants believed that adolescents should be permitted portal access. We
identified 4 themes related to portal benefits: improves adolescent’s knowledge of health; supports medical self-
management and autonomy; strengthens communication and relationships; and supports parental influence. We
identified 4 themes related to portal problems: misunderstanding or confusion; emotional distress; strain on rela-
tionships; and irresponsible use of portal. Facilitators of portal use included severity of iliness, adolescent’s curios-
ity, and ease of technology use. Barriers included lack of awareness or interest, complexity of information, and
access difficulties. Twenty adolescents (39%) did not know they could access the portal, and 23 (45%) lacked in-
terestin portals. Parents and adolescents seldom used the portal as a collaborative tool, and instead were engaging
with the portal independently.

Conclusion Parents and adolescents perceive several benefits and problems with portal use, but many adoles-
cents lack interest in using portals. Adolescent portals represent an underutilized resource to engage adolescents in
their care. (J Pediatr 2024;270:114015).

nline patient portals (hereafter referred to as “portals”) are widely available tools that can support communication
with patients and caregivers. The 21st Century Cures Act mandates access to electronic health information.' Through
portals, patients can access medication lists, test results, and clinical notes. For adult patients, portal use has been asso-
ciated with better medical adherence,” perceptions of control over one’s health,”” and improved medical understanding.”*°

Portals provide an opportunity to better engage adolescents in their healthcare, supporting communication and self-
management. Most adolescents rely on parents to manage communication and complex logistics of medical care,” "’ but ad-
olescents also must transition to adulthood and self-management. These transitions rely on ongoing, effective communication
between parents, adolescents, and clinicians.”'"'* As such, portals could facilitate collaborative communication and
care management.

Despite the broad availability of portals, few studies have characterized adolescents’ experiences and motivations that influ-
ence portal use behaviors. While several studies have evaluated perspectives on privacy and confidentiality related to adoles-
cents’ portals,'”'* little work has focused on how to encourage portal use or make the adolescent portal more useful.'” This
dearth of evidence limits the ability to develop policies and interventions to make the portal a useful tool for adolescents.
We aimed to identify the perceived benefits, problems, facilitators, and barriers to adolescent portal use. These findings could
inform the development of strategies to further engage adolescents in using their portals.

We report these results following Consolidated Criteria for Reporting Qualitative

16 . . . .
Results. ” (Appendix 1, online; available at www.jpeds.com)
From the 'Division of Hematology/Oncology,

Department of Pediatrics, and “Bioethics Research

Participants and Recruitment Center, General Medical Sciences, Department of

Medicine, Washington University School of Medicine, St.
We performed semi-structured interviews with dyads of parents and adolescents Louis, MO; *Division of General Pediatrics, Boston
. . . . ) . . . Children’s Hospital, Boston, MA; “Department of
who received medical care from St. Louis Children’s Hospital or primary pedia- Pediatrics, Harvard Medical School, Boston, MA
tricians in the St. Louis area. Parents and adolescents were interviewed separately. This study was funded by a Greenwall Foundation Make

. . . . .. a Difference grant.
We stratified sampling for adolescents with or without chronic illnesses, and we

purposively sampled for racial and ethnic minorities and fathers. Purposive sam-

0022-3476/% - see front matter. © 2024 Elsevier Inc. All rights reserved.
https://doi.org/10.1016/j.jpeds.2024.114015

Descargado para Lucia Angulo (lu.maru26@gmail.com) en National Library of Health and Social Security de ClinicalKey.es por Elsevier en julio 17, 2024.
Para uso personal exclusivamente. No se permiten otros usos sin autorizacion. Copyright ©2024. Elsevier Inc. Todos los derechos reservados.



http://www.jpeds.com
https://doi.org/10.1016/j.jpeds.2024.114015
http://crossmark.crossref.org/dialog/?doi=10.1016/j.jpeds.2024.114015&domain=pdf

THE JOURNAL OF PEDIATRICS . www.jpeds.com

pling is a nonprobability sampling strategy in which partici-
pants are selected based on characteristics that investigators
wish to be represented in the study.'” This strategy helps to
ensure that important voices are included. We focused on
racial and ethnic minorities because our prior work demon-
strated that many communication studies had insufficient
recruitment of participants from these communities.'® We
also focused on fathers because many prior studies of commu-
nication and psychosocial support have recruited few fa-
thers.'” We aimed to recruit at least 20 dyads with and 20
dyads without chronic illness, based on prior data showing
that 15-20 interviews are likely to reach thematic saturation
when participants have relatively homogenous experiences.”’

Parents were eligible if they' had a child who was cared for
by physicians at participating clinics,” spoke English, and’
had a child aged between 12 and 17 years. Adolescents were
eligible if they' were cared for by physicians at participating
clinics,’ spoke English, and’® were 12-17 years old. For
chronic illness, we focused on 3 diseases: diabetes mellitus
(DM), sickle cell disease, and inflammatory bowel disease.
We chose these diseases because they affect patients of
various races and ethnicities, affect adolescents across wide
age ranges, and create a need for lifelong management and
potential health complications.

We recruited adolescents with these chronic illnesses from
specialty clinics that cared for patients with sickle cell disease,
inflammatory bowel disease, and diabetes mellitus at St.
Louis Children’s Hospital. We approached 75 dyads by tele-
phone or in clinic, of which 14 declined, 34 initially demon-
strated interest but did not answer subsequent phone calls,
and 27 were enrolled. We lost contact with 2 dyads from
the sickle cell cohort, leading to 25 total dyads with chronic
illness. For adolescents without chronic illness, we recruited
from 3 general pediatric clinics and an adolescent clinic
that shared an electronic health record (EHR) system with
St. Louis Children’s Hospital. We identified all adolescent pa-
tients seen in these clinics during the prior year and contacted
eligible dyads by telephone. We approached 178 dyads by
telephone, of which 120 declined, 32 demonstrated initial in-
terest but did not answer subsequent phone calls, and 24 were
enrolled. All participating specialty and general clinics used
the same EHR instance and followed identical policies for
adolescent portal access. Adolescents were permitted access
to the portal at 12 years of age, and parental access was sub-
sequently discontinued unless adolescents approved their
parent’s proxy access. We asked the parent most involved
in clinical communication to participate. We obtained verbal
informed consent from parents and assent from adolescents.
The Washington University Institutional Review Board
(IRB) approved this study.

Data Collection

We developed interview guides exploring parents’ and ado-
lescents’ experiences, motivations, and disincentives for us-
ing the portal (Appendix 2, online; available at www.jpeds.
com). The guides were informed by literature review, our
prior work,'”*'** and a stakeholder advisory board. This
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study was guided by the Technology Acceptance Model,
which maintains that acceptance of novel technologies is
driven by perceptions of usefulness and ease of use.”* BAS,
CB and ME conducted interviews between May and
December 2022 via telephone or video-conferencing
software. BAS is a pediatric oncologist and communication
researcher with training in qualitative research. CB and ME
both had master’s degrees and past experience with
qualitative research. Interviews were audio-recorded and
professionally transcribed.

Data Analysis

BAS and ME developed themes following validated phases of
thematic analysis,”” which included iterative cycles of initial
descriptive coding of transcripts, lumping of descriptive co-
des into groups, and interpretation of coding groups that
led to development of themes with definitions. The study
team refined definitions of these themes through 6 cycles of
independent coding and consensus meetings. They first
developed the codebook with parental transcripts, then
adapted the codebook based on adolescent transcripts. After
reviewing 30 parental and 25 adolescent transcripts, they
reached thematic saturation. CB and ME then applied this
codebook to all transcripts using Dedoose qualitative soft-
ware, identifying excerpts that represented the themes and
subthemes identified during codebook development. They
then reviewed other’s application of codes, and resolved dis-
agreements through discussion. Subsequently, BAS and ME
reviewed transcripts for each dyad, noting overlaps and con-
trasts between parent and adolescent.

We performed interviews with 51 adolescents and 51 parents,
averaging 25 minutes. Adolescents were predominantly
White (59%) or Black/African American (41%), non-
Hispanic (90%), and female (59%). Parents were similarly
predominantly White (55%) or Black/African American
(41%), non-Hispanic (92%), and female (98%). Most par-
ents had previously accessed their child’s portal (n = 33,
65%). Fewer adolescents had accessed their portal (n = 17,
33%) (Table I). Every adolescent and nearly all parents
(n = 49, 96%) expressed that adolescents should have
access to their portal. The majority of participating parents
(n = 32, 63%) had previously accessed their adolescent’s
portal. Of the 19 parents who had not access their
adolescent’s portal, 8 were not aware of the portal, 7
described lack of interest or need for the portal, 3 described
losing access when their child became an adolescent, and 1
described limited technology proficiency. Of those who lost
access when their child became an adolescent, 2 were not
aware that they could request proxy access, and 1 found it
too burdensome to activate a proxy account because of
logistical challenges. No parents reported that their
adolescent had declined to provide them with permission
for proxy access.
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Table I. Parent and adolescent dyad demographics
No chronic iliness Chronic illness
n=26 n=25
Characteristics n (%) n (%)
Parent’s mean age in years (SD) 44 (4.8) 46 (6.1)
Parent’s gender
Female 26 (100%) 24 (96%)
Male - 1 (4%)
Race
Black or African American 9 (35%) 12 (48%)
Native Hawaiian or Pacific Islander 1 (4%) -
White 15 (57%) 13 (52%)
Other 1 (4%) -
Ethnicity
Hispanic 4 (15%) -
Non-Hispanic 22 (85%) 25 (100%)
Adolescent’s mean age in years (SD) 15 (1.33) 15 (1.26)
Adolescent’s gender
Female 16 (62%) 14 (56%)
Male 8 (31%) 10 (40%)
Non-binary/third gender 2 (7%) 1 (4%)
Race
Black or African American 9 (35%) 12 (48%)
White 15 (57%) 13 (52%)
Other 2 (7%) -
Ethnicity
Hispanic 4 (15%) 1 (4%)
Non-Hispanic 22 (85%) 24 (96%)
. W

Benefits of Adolescent Portal Access

Improves Knowledge of Adolescent’s Health and Illness.
Parents and adolescents described how the portal could pro-
vide adolescents with important health-related knowledge.
This knowledge had value in itself, and also provided instru-
mental value in easing anxiety, informing decisions, and sup-
porting adolescent autonomy. Parents and adolescents also
used the portal after visits to clarify when there was confu-
sion, refresh their memory, and access information that
was insufficiently explained during the last visit. Adolescents
(but not parents) described how the portal can allow adoles-
cents to bypass parental obstruction, such as withholding a
difficult diagnosis.

Within some dyads, parents and adolescents disagreed
about the value of adolescents seeing results showing wors-
ening health. Several adolescents with diabetes preferred
not to see worsening hemoglobin Alc levels, yet their parents
thought this could motivate the adolescent to change their
behavior. The importance of health-related knowledge
seemed more important for adolescents with chronic illness
who required frequent clinic visits, medical tests, and treat-
ments (Table II).

Supports Medical Self-Management and Autonomy. Par-
ents and adolescents believed the portal could help adoles-
cents to self-advocate and become independent. They
described how accessing the portal could encourage or sup-
port adolescents in managing logistics (such as finding neces-
sary forms for school) and adhering to treatment plans. These
self-management roles differed between adolescents with and
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without chronic illness. Adolescents with chronic illness used
the portal to schedule appointments around their social ac-
tivities. Adolescents without chronic illness more often
described accessing vaccination records and forms for school.

The portal could also encourage adolescents to make
healthier choices. This was especially pertinent for parents
of adolescents with chronic illness, who described how
reading notes could reinforce the importance of taking med-
ications and following doctors’ recommendations. Parents of
adolescents without chronic illness described how reviewing
clinical notes might encourage teens to exercise or eat health-
ier if the recommendations came from physicians. However,
many participants acknowledged that some adolescents will
never use the portal. As such, parents emphasized their
important role in the adolescent’s healthcare. Although ado-
lescents with chronic illness had more medical needs, they
did not seem more likely to desire engagement in their med-
ical care.

Strengthens Communication and Clinical Relationship.
Parents and adolescents described how the portal could
strengthen relationships with clinicians, because reading
notes can show that the doctor is listening and cares about
them. The additional transparency provided by the portal
can support trust by creating open communication with
the doctor and encouraging adolescent participation. Adoles-
cents with chronic illness described how the portal helped
them to respect their clinicians’ efforts in managing
their care.

Supports Parental Influence. Parents described how using
the portal provided them with an opportunity to teach their
adolescents about their health or illness. Additionally, par-
ents described how the portal could reinforce their advice
or guidance to their children, because adolescents are more
likely to follow the doctor’s guidance. No adolescents
described these benefits.

Problems with Adolescent Portal Access
Misunderstanding or Confusion. Parents and adolescents
expressed that portal contents are complicated and
confusing, which could lead to misunderstanding or misin-
terpretation. Laboratory values often have warning flags,
and imaging results are full of complex medical terms. This
misunderstanding made the portal less useful and disincen-
tivized portal use. Furthermore, misunderstandings could
create distress, frustration, or mismanagement of medical
care. Misunderstandings were more pronounced for adoles-
cents with chronic illness, who had more complex medical
information in their portals (Table III).

Emotional Distress. Parents and adolescents described how
misunderstandings or misinterpretations could lead to incor-
rect assumptions and worry. This unnecessary worry could
create significant challenges for adolescents who struggle
with anxiety or depression. The content of the portal could
also create distress and worry, such as learning about a
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Table II. Benefits of adolescent portal access

Improves knowledge of adolescent’s “I always tell my kids’ information is ours. The more they know about what is going on with them the better. Obviously,
health and illness again, this is information they hear when they go to the doctor. Who knows if they’re really paying attention, so it’s nice to
have that home for that information where they can read.” [Parent 23 — No chronic illness]

“I like to have all the information about what’s happening with me and my body, and that is an easy way to access it... It
made me more aware of the type of things that were happening with myself and how my physicians were thinking about
how to help me.” [Adolescent 41 — No chronic illness]

“Shortly after a visit or something, | forget something, | can just look back and see. There’s something maybe more
important about our last visit that | can bring up with my doctor before | go in, an important note or important just sentence
they said that | didn’t really get on.” [Adolescent 6 — IBD]

Supports medical self-management “It helps to give a teenager a feeling of control over his or her own life and how to handle different medical conditions, what
and autonomy to do if something happens, or if something’s going on, the reason why it’s going on and how to handle it.” [Parent 10 —
DM]

“I'm getting older and it’s time to start taking responsibility for medications and stuff. I’'m going to go to college soon. | need
a way to keep track of everything.” [Adolescent 7 — DM]

“I think that they should be able to access their records, but at the same time, | don’t know how many teenagers are gonna
be sitting down every day to check, ‘Oh, what did | get from my MyChart account?’” [Adolescent 31 — No Chronic lliness]

Strengthens communication and “Knowing that their doctor is listening to them, knowing that the doctor hears them and is trying to come up with the best

clinical relationship things as far as helping them.” [Parent 51 — SS]
“If anything, it made me look at them like just better doctors that are there to look out for me, and keep me healthy and safe. |
mean it's good to see the—sometimes the dedication they have.” [Adolescent 6 — IBD]

Supports parental influence “If she was having trouble with keeping her blood sugars regular and we were having a conversation and | wanted to have
that pulled up so we could say, ‘Hey, look. Look at these notes again. Remember, he talked about how important this is.” If
| wanted to reiterate with the responsibility of that, | can see that might be a good reason for her to read it.” [Parent 4 —
DM]

“If it was something that I'd been saying. You need to exercise more, or you need to eat more vegetables, or something like
that, and | kept getting the shrugged shoulders and everything else. Then, if a doctor put the same thing in doctor’s notes,

| would want them to see it. Then it’s like, ‘Look. I'm not the only one saying it.”” [Parent 11 — DM]
\ v

DM, Diabetes mellitus; /BD, Inflammatory bowel disease; SS, Sickle cell.

difficult diagnosis or poor prognosis. Some adolescents  hemoglobin Alc levels were worsening, because they felt guilt
preferred to get this information from their parents. Several ~ or frustration about poorly managing their blood glucose
adolescents with diabetes also described distress when their ~ levels. Some parents and adolescents also described how the

e )

Table III. Problems with adolescent portal access

Misunderstanding or confusion ~ “Well, | guess, like anything, it would just be taking something out of context, maybe; them not understanding something.” [Parent
52 — No Chronic lliness]

“Just like the medical terms. | don’t really understand everything, but [laughter] there’s just a lot of stuff to read.” [Adolescent 4 —
DM]

“Seeing a chart of facts and other people’s perspective can be confusing, and just not super fun to look at.” [Adolescent 15 — No
Chronic lliness]

Emotional distress “I think that they could be scared and misunderstand... They may think that something is more dire than it really is.” [ Parent 12 —
IBD]

“I'’know a lot of teenagers recently struggle with anxiety. If they see something that they might not be familiar with, they might panic
and think that something is terribly wrong with them.” [Adolescent 41 — No Chronic lliness]

“I think, if you have somebody who’s in a delicate mental stage, | don’t think reading some pretty blunt, straight-forward notes would
necessarily be wise. But now, I'm older than—in my generation I've seen doctors can be cruel a times in their notes.” [Parent 20 —
No Chronic lliness]

“[Seeing your weight] could be kind of triggering... | definitely think that’s the big one just because, especially to girls. Anorexia is
really relevant... | know a good amount of girls that have struggled from that mental health disorder, and | definitely think that
would be a downside, or | honestly think that would be probably one of the biggest downsides.” [Adolescent 29 —No Chronic
lliness]

Strain on relationships “If a doctor was saying something specifically to parent about a future condition that occurring and not giving that information to the
child or the doctor telling the parents and then the parents not telling the child. | think that would be a downside if they’re keeping
something that needs to be kept. | don’t know.” [Adolescent 29 — No Chronic lliness]

“If for some reason there’s a discussion that possibly | had to have with the provider about some concerns we had that | did not think
that my teenager or adolescent necessarily would understand or it’s something that hasn’t been fully addressed yet, | wouldn’t
want them to read it and think the doctor—really just that it’s not—create an environment in which the doctor is only listening to
mom or dad.” [Parent 36 —No Chronic lliness]

“The way that some providers speak in their notes, it’s a little odd... | felt like they were a little judge’y... It just made me—I was a
little taken back by it.” [Adolescent 10 — DM]

Use of portal irresponsibly “Well, they might post it online, share it with their friends at school, and that’s the only downsides | see.” [Adolescent 16 — SS]

“I can’'t imagine what a teenager could do—maybe put their information on social media and then have regret. Sometimes kids do
dumb things, and then they have to live through it.” [Parent 1 — DM]

“I feel like sometimes teenagers can be immature or joke about things when it’s not funny. They can maybe abuse their
independence and their power by maybe making prank calls or joking or saying that they have something when they don’t.”

[Adolescent 27 — No Chronic lliness]
\ v

DM, Diabetes mellitus; /BD, Inflammatory bowel disease; SS, Sickle cell.
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tone of notes could make clinicians seem harsh or judg-
mental. Several parents and adolescents described specific
concerns about adolescents (especially female adolescents)
fixating on their weight through the portal. This concern
about weight was especially worrisome for girls with
eating disorders.

Strain on Relationships. Parents and adolescents described
how adolescents might lose trust in their doctor if they find
information on the portal that was not previously disclosed.
Parents also worried about a strain in the parent-child rela-
tionships if the adolescent found information that the par-
ents attempted to withhold. Many adolescents described
how doctors’ notes might seem insensitive or judgmental.
These negative comments could relate to adherence to medi-
cation, management of one’s illness, or other behaviors that
might affect health.

Irresponsible Use of the Portal. Parents and adolescents
worried about adolescents oversharing their medical infor-
mation from the portal. This oversharing could occur in per-
son, via social media, by printing results, or sharing log-in
credentials with friends. Parents and adolescents were con-
cerned especially for less mature adolescents.

Facilitators of Adolescent Portal Use
Severity of Illness. Many adolescents without chronic illness
would have been more interested in their portal if they had

ORIGINAL ARTICLES

health complications. Adolescents with chronic illness
described how they would have less interest if they did not
have health problems. However, some adolescents described
how their interest would again be limited if they were seri-
ously ill, or if their chart contained bad news or worsening
laboratory results. Furthermore, many adolescents with
chronic illness still demonstrated little interest in using their
portals, despite their ongoing health needs (Table IV).

Adolescent’s Curiosity. Adolescents described how curios-
ity motivated them to access the portal. For some, this curi-
osity related to their health or disease. For others, this
curiosity reflected an interest in what results looked like
and how doctors wrote notes. Adolescents without chronic
illness also shared this interest. This curiosity was often unre-
lated to practical healthcare needs, but rather an interest in
the novelty of seeing results and reading notes.

Ease of Technology Use. A small number of parents and ad-
olescents described how accessing the portal after initial
enrollment was simple, which encouraged portal use. Parents
also described how portal use was easy for adolescents
because their generation has been raised with
similar technology.

Barriers to Adolescent Portal Use
Lack of Awareness or Interest. Twenty adolescents (39%)
were not aware that they could access the portal. Two parents

7

Table IV. Facilitators and barriers to adolescent portal use

Facilitators

Severity of illness

Curiosity

Ease of technology use

Barriers
Lack of awareness or
interest

Complexity of
information

Access difficulties

\,

“I would definitely look at it just to see, especially if | had some sort of medical issue that was reoccurring. I'd wanna see what the doctors
were putting in there.” [Adolescent 29 — No Chronic lliness]

“I think | definitely would not think about it as much. | probably wouldn’t even care. | probably wouldn’t have my chart.” [Adolescent 4 — DM]

“I think if | had cancer or some long-term disease, | probably wouldn’t wanna see my doctor’s notes.” [Adolescent 47 — No Chronic lliness]

“Just curiosity. | mean it's something—diabetes is something | have to deal with forever, so it's just kind of cool to read about.” [Adolescent
4 — DM]

“l wanted to know what she said. | was curious as to what doctors write down. | want to learn how to speak doctor that way | can understand
it when they talk to me in the office face-to-face.” [Adolescent 7 — DM]

“| did the first time just to see what it was about, see what it was.” [Adolescent 40 — No Chronic lliness]

“It's actually really easy because | even made it so that | can just log in with my touch ID, so it’s really easy to get on.” [Adolescent 4 — DM]

“It's a pretty easy navigable website. It's pretty user-friendly.” [Parent 13 — IBD]

“Our adolescents are completely digital native. They’re more adept, honestly than their parents, especially if their parents are in their late
thirties and early forties. | think it's a great tool for our young adults to be using.” [Parent 42 — No Chronic lliness]

“[Adolescent] don’t wanna. That’s why he told them | can have access to it... He really didn’t want to be bothered right now.” [Parent 21 —SS]

“My mom just does it. | don’t really think about it.” [Adolescent 50 — No Chronic lliness]

“I just don’t think | ever have the time to seriously sit down and read that just with all of the things that | have going on.” [Adolescent 29 — No
Chronic lliness]

“Well, | try to encourage him to read ‘em every time, but he doesn’t always. [Laughs]” [Parent 5 — IBD]

“I've looked at it a couple times, but some things | don’t really understand completely, so | just stay away.” [Adolescent 17 — IBD]

“It seems more adults are using it and I'm not using it. There’s a, | don’t know, it just doesn’t seem something that is directed at me.”
[Adolescent 15 — No Chronic lliness]

“Make the wording a little bit easier for Kkids to understand. Because we don’t understand some of the terms in the app. Maybe make a
dictionary or just change the words.” [Adolescent 40 — No Chronic lliness]

“We had to basically make a fake email account, use my phone number, it was really a lot of hoops that just didn’t apply to her. She was so
young, at the time, that she didn’t have the things that it assumed that she had.” [Parent 15 — No Chronic lliness]

“The signing on process was a challenge, and it was aggravating. She was aggravated. | was aggravated. | just wanted to schedule a doctor’s
appointment with her. | really didn’t want to worry about MyChart. | just wanted to call someone and schedule an appointment, and they
are very—nher endocrinologist is 100 percent MyChart.” [Parent 26 — No Chronic lliness]

“The mobile version and the desktop version are pretty different. The desktop version—it doesn’t feel as organized as the mobile version, so
it was kinda hard to navigate.]” [Adolescent 10 — DM]

DM, Diabetes mellitus; /BD, Inflammatory bowel disease; SS, Sickle cell.
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described their adolescent lacking this awareness. Of these
adolescents, 8 had chronic disease, and 12 were without
chronic illness.

Twenty-three adolescents (45%) and 18 parents (35%)
described the adolescents’ lack of interest in the portal. Of
these adolescents, 7 had chronic disease and 16 were without
chronic illness. Some adolescents lacked interest because they
could rely on their parents. Others expressed a general disin-
terest in healthcare participation. Some adolescents described
how they might become interested in the future, but they
were not interested right now. Other adolescents described
competing priorities that occupied their time, such as school
activities or sports. Several adolescents recognized the value
of the portal and even advised that other adolescents should
access the portal, but they did not have a personal interest in
using the portal. In some dyads, adolescents stated that every
teen should have access, but their parents described the ado-
lescent’s lack of interest (Table IV).

Complexity of Information. Adolescents found some con-
tents of the portal difficult to understand or intimidating,
leading them to avoid portal use. Others expressed that the por-
tal is not intended for them, but for adults and parents. One
adolescent suggested that using simpler language or including
a glossary in the portal could support better understanding.

Access Difficulties. Parents and adolescents described how
enrollment in the portal was complicated and onerous for
the adolescent. This process was further complicated when
adolescents did not have personal email accounts, which
was a requirement for portal enrollment. Their parents listed
their email account as the adolescents’, or they made “fake
email accounts.” After enrolling, some adolescents experi-
enced challenges with the interface, or with logging in. These
barriers were problematic when physicians relied on the por-
tal as the primary means of communication.

Lack of Parent-Adolescent Collaboration in Portal
Use

Parents and adolescents seldom discussed the portal, and
many parents were unsure whether their adolescent had ac-
cessed the portal. “I didn’t talk to her about [using the por-
tal]. I felt like I take care of her, and so it was access for
me.” [Parent 47-No Chronic Illness] In several dyads, par-
ents recalled in depth conversations with their adolescent
about portal use, but the adolescent did not recall having
these conversations. One parent described how her adoles-
cent “still wanted me to [use the portal], but she also liked
the idea of being able to [access the portal]—she’s very com-
puter savvy.” [Parent 26-No Chronic Illness] Yet, the adoles-
cent told us she was not aware that she could access the
portal. In other dyads, adolescents were very active on the
portal, but not in coordination with their parents. Overall,
parents and adolescents in this study seldom used the portal
as a collaborative tool, and instead were engaging with
the portal independently. We did not identify any clear
relationship between the adolescent’s age and their interest
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in discussing portal with their parents, or their interest in
the portals in general.

Parents and adolescents believe that adolescents should have
access to online portals. The benefits of portal use related pre-
dominantly to health-related knowledge that could improve
understanding, support adolescent autonomy, and
encourage self-management. The problems with portal access
also centered on knowledge, including misunderstanding,
misinterpretation, and resulting distress. The complex lan-
guage of clinical notes and test results made some adolescents
feel like the portal was not intended for them. Such misun-
derstandings might further encourage adolescents to rely
on their parents to manage their healthcare needs.

Given the centrality of knowledge to the benefits and prob-
lems with adolescent portal use, healthcare systems and elec-
tronic health record vendors should prioritize making the
portal useful and understandable for adolescents. Yet, few
studies have aimed to engage adolescents’ in using or under-
standing the portal. One study piloted a portal specific to
sickle cell disease, showing that the portal was acceptable to
adolescents and improved communication.”® Another study
found that portal message-based advertising for COVID-19
vaccination was unsuccessful.”” A final study piloted an
educational program to teach adolescents about online por-
tals; participants became more confident in their ability to
use the portal.”® Our prior work found that informatics ad-
ministrators have focused most efforts on ensuring confiden-
tiality and encouraging enrollment, rather than making the
portal useful for adolescents."”

Future efforts to make the portal understandable might
focus on incorporating novel technologies. One adolescent
recommended a glossary within the portal to provide defini-
tions to complex terms. Given the rapid advancements of
large language models (LLM), future studies might develop
LLM-powered chatbots to provide explanations for contents
of the portal. Prior studies have suggested that ChatGPT can
provide lay summaries of radiology results.”” By fine-tuning
LLMs with curated data, future chatbots might provide high-
quality disease-specific output.

Many participants viewed the portal as a tool to support
transitions to self-management of healthcare needs. Parents
play essential roles in supporting these transitions, including
collaborative communication with clinicians, helping adoles-
cents to understand their healthcare needs, and providing
oversight to ensure safety.”'">'? Portals could facilitate this
collaborative management and support transitions, but few
families seem to use the portal collaboratively. Few parents
and adolescents had discussions about the portal, and parents
were seldom aware if adolescents were using the portal. To
maximize the utility of portals, clinicians and researchers
should develop and evaluate efforts to engage parents and ad-
olescents in shared use of the portal. Given the necessity of
maintaining adolescent confidentiality,”’** such efforts will
require close collaboration with vendors and informatics

Sisk et al

Descargado para Lucia Angulo (lu.maru26@gmail.com) en National Library of Health and Social Security de ClinicalKey.es por Elsevier en julio 17, 2024.
Para uso personal exclusivamente. No se permiten otros usos sin autorizacion. Copyright ©2024. Elsevier Inc. Todos los derechos reservados.



July 2024

teams to balance the tension between supporting portal util-
ity and incorporating restrictions for confidentiality.

Despite these potential benefits, many adolescents were
uninterested in using the portal. Surprisingly, age was not
clearly related to whether adolescents in this study wanted
to engage with the portal, although many acknowledged
that young adolescents are not equipped to manage their
healthcare needs. This finding could reflect that most adoles-
cents in this study had little interest in using the portal,
regardless of their age or maturity level. In part, this lack of
interest seemed related to a reliance on their parents for med-
ical management. For adolescents who demonstrated inter-
est, curiosity relating to the novelty of the portal was a
motivating factor. Several adolescents were interested to see
how doctors wrote notes, or what results looked like. This cu-
riosity was not rooted in a desire for self-management or a
need to act upon information. It was an interest in the nov-
elty of the tool and information.

Most efforts by healthcare systems to increase adolescent
enrollment in portals have focused on educating adolescents
about the portal and their health.'” Our results suggest that
such approaches are not leveraging these adolescents’ under-
lying motivations or interests. Future efforts to engage ado-
lescents in using portals might leverage this interest in
novelty to draw more adolescents into using the portal.
Messaging and advertising might leverage this role of curios-
ity. Furthermore, portal design or plug-ins might include
tools that adolescents find interesting. For example, adoles-
cents might want to access their portal if a novel chatbot
has been integrated into it, or if the portal tied into popular
culture, such as providing information about celebrities who
have similar medical conditions to the adolescent. Devel-
opers and researchers should engage adolescents in gener-
ating ideas and co-designing these tools to best leverage the
interests of adolescents.

The lack of adolescent interest and engagement with portals
could also reflect a general lack of interest and engagement in
communicating with clinicians. Clinicians and parents
contribute most to verbal communication during clinical en-
counters,” ” and some adolescents prefer their parents to
serve as a conduit for their questions and concerns.’ In addi-
tion to improving the user interface and targeting curiosity,
portals should be viewed as one component of a concerted
effort to engage adolescents in communication and care.

This study has several limitations. There were few Hispanic
participants, which reflects the population of St. Louis.
Despite efforts to purposively recruit fathers, nearly all
participating parents were mothers. This finding is similar
to multiple prior studies of communication,*”*' suggesting
that mothers often play a more active role in clinical commu-
nication. We observed a higher rate of parents declining
participation when their child did not have a chronic illness,
which could introduce a selection bias for parents who are
more active or engaged in portal use. Participants were re-
cruited from a single Midwest city. Given the variability in
adolescent privacy laws and institutional policies and prior-
ities across different health systems in the US, these findings

ORIGINAL ARTICLES

might not reflect the perspectives of families from other re-
gions of the country. Furthermore, adolescents who were
seeking reproductive healthcare or participating in high-
risk behaviors might have preferred more privacy, and
perhaps were less likely to enroll in this study. Additionally,
we are uncertain if any participating parents had been denied
access to the proxy portal by their adolescent. No parents re-
ported that their adolescent had declined permission to
them. This finding could mean that parents who were denied
access were less likely to participate in our study, that parents
were not aware that their child had withheld permission, or
that adolescents in these patient populations seldom restrict
parental access. If all adolescents in our sample were willing
to provide parental access, then our findings might not repre-
sent the experiences of those adolescents who would decline
parental access to preserve privacy.

Parents and adolescents believe that adolescents should be
permitted to access their online patient portals, and they
identified several benefits and problems with this portal
use. However, lack of interest was a major barrier to adoles-
cents engaging with their portal. As such, adolescent online
patient portals represent a largely untapped resource to sup-
port adolescent education, self-management, and transitions
to adulthood. Ensuring adolescents are aware of the portal
and targeting adolescents’ curiosity about the novelty of the
portal could be successful approaches to engaging adoles-
cents in the future. B
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