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Abstract

Background: Despite effective psychosocial interventions, gaps in access to care persist for youth and families in need.
Behavioral intervention technologies (BITs) that apply psychosocial intervention strategies using technol ogical features represent
a modality for targeted prevention that is promising for the transformation of primary care behavioral health by empowering
parents to take charge of the behavioral health care of their children. To realize the potential of BITs for parents, research is
needed to understand the status quo of parental self-help and parent-provider collaboration to address behavioral health challenges
and unmet parental needs that could be addressed by BITs.

Objective: Theaim of thisstudy isto conduct foundational research with parents and health care stakeholders (HCS) to discover
current practices and unmet needs related to common behavioral health challenges to inform the design, build, and testing of
BITsto address these care gaps within a predominantly rural health system.

Methods: We conducted a convergent mixed-parallel study within alarge, predominantly rural health system in which the BITs
will be developed and implemented. We analyzed data from parent surveys (N=385) on current practices and preferences related
to behavioral health topics to be addressed in BITs along with focus group data of 48 HCS in 9 clinics regarding internal and
external contextua factors contributing to unmet parental needs and current practices. By comparing and relating the findings,
we formed interpretations that will inform subsegquent BIT development activities.

Results. Parents frequently endorsed several behavioral health topics, and several topics were relatively more or less frequently
endorsed based on the child's age. The HCS suggested that BITs may connect families with evidence-based guidance sooner and
indicated that aweb-based platform alignswith how parents already seek behavioral health guidance. Areas of divergence between
parents and HCS were related to internalizing problems and cross-cutting issues such as parenting stress, which may be more
difficult for health care HCS to detect or address because of the time constraints of routine medical visits.

Conclusions: These findings provide arich understanding of the complexity involved in meeting parents’ needs for behavioral
health guidance in a primary care setting using BITs. User testing studies for BIT prototypes are needed to successfully design,
build, and test effective BITs to empower parents to take charge of promoting the behavioral health of their children.

(JMIR Pediatr Parent 2021;4(4):€27551) doi:10.2196/27551
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Introduction

High Behavioral Health Need for Youth and
Intractable Gapsin Accessto Care

Behavioral health problems are common among children and
adolescents [1,2]. More than 13% of preschool—age children
present with disruptive behaviora problems[3], and the onset
of approximately half of al lifetime cases of clinicaly
diagnosable disorders occurs by the age of 14 [4]. Short-term
consequences associated with behavioral health problems
include significant impact on family functioning [2,5,6] and
educational achievement [3,7]. In the long term, children with
behavioral health problems have a higher lifetime risk for
conduct problems, antisocia behavior, early pregnancy, drug
use, and school failure[7-9]. Symptomsand impairment falling
below the cutoff for diagnosis or treatment also carry a
significantly higher risk for psychopathology years later. This
is especially concerning considering that the prevalence of
subclinical cases is twice that of those reaching clinical
thresholds [10,11].

Despite the increased risk for short- and long-term negative
outcomes, most children who would benefit from behavioral
health care do not receive services [12,13]. Barriers to service
use include structural barriers, such as shortage of behavioral
health care providers, particularly in rural areas, and barriers
related to stigma and negative perceptions regarding mental
health problems and accessing mental health services [14,15].
In the pediatric health care setting, primary care clinicians
(PCCs) often do not make appropriate referrals [16], and even
when referrals are placed, many families never engage with the
services [17].

Furthermore, initiatives directly aimed at increasing access to
services often fail to accomplish thisgoal. For example, despite
the efficacy of school-based programs in preventing and
decreasing aggressive behavior [18,19], ongoing efforts to
provide servicesin schools are mitigated by avariety of factors
including availability of trained staff [20], stakeholder attitudes
about services [21], and the attendance and participation of
those students who may benefit the most [22]. Similar or higher
rates of behaviora health problemsin rural communities[23-25]
are compounded by even lesser access to and use of behavioral
health services than those in urban communities [26].

Leveraging Innovationsin Service Delivery and
Technology Can Help to Close Access Gaps

Behavioral intervention technologies (BITs) have emerged as
an option that may expand access to individuals for whom
structural and consumer-level barriers prevent engagement with
traditional face-to-face (FTF) therapy and telehealth services
[27]. Most adults have amobile phone and homeinternet access,
far outreaching the number of individualswho livein areaswith
accessible behavioral health care [28]. BITs have the potential
to provide better access to underserved populations and

https://pediatrics,jmir.org/2021/4/e27551

eliminate distance or transportation barriers, and they are not
necessarily subject to shortages of trained staff [29,30].

Most BITs for prevention and treatment of behavioral health
problems in youth have included adolescents as the primary or
sole users, and promising BITs exist for arange of presenting
concerns, including anxiety, depression, and chronic health
conditions [31-34]. BITs designed for parents may expand
access and use of behaviora health further because of the
potential to engage families who may not seek FTF behavioral
health care because of fear of stigma or barriers of perception
and those familieswho may be more willing to engagein BITs
that are often self-directed and relatively more private [35,36].
Indeed, looking to the internet for parenting support and
behavior change strategies is an emerging trend among parents
[37-40].

BITs for parents have predominantly focused on trandlating
evidence-based parent training interventions originally
developed and tested through FTF implementation [41]. There
are examples of BITs for parents of children with disruptive
behavior concerns that have successfully been adapted from
FTF implementation for web-based platforms and have shown
positive outcomes [29,35,37]. Overall, parents report a high
rate of interest in and satisfaction with available BITs [40,42],
yet the scope and availability of existing BITs need more
development to realize this potential. One notable line of
research has been conducted on the ezParent Program, which
is a tablet-based preventive behavioral parent training
intervention adapted from the Chicago Parent Program [43]
tailored for youth aged 2 to 5 yearsin primary care settings. An
advantage of the devel opment strategy for ezParent isthat many
of itsaspects, including implementation factors, adherence, and
parental perceptions of engaging with the program, have been
studied [44-46]. Nevertheless, when tested in a randomized
controlled trial, ezParent was not more effective on child
outcomes than enhanced usual care[47]. Thesefindings suggest
that BITs such as ezParent may work best in primary care
settings when offered along with a range of more intensive
interventions tailored to salient family characteristics that
influence interest and engagement.

Realizing the Potential for BITsto Improve Targeted
Prevention in Primary Care

There is a strong potential to expand the use of BITs across a
wide range of developmental, behavioral, and emotional needs
beyond parenting guidance for chalenging behaviors
[29,35,37,40,42]. Targeted prevention in the primary care setting
may help to address an important care gap because PCCs
routinely engage in anticipatory guidance as part of well-child
visits, but it isimpractical and potentially unhelpful for PCCs
to discuss every relevant domain. For example, it is estimated
that if PCCs addressed every relevant prevention target with
every patient according to evidence-based guidelines, then it
would comprise 7.4 hours of their workday [48]; however, only
52 of 2161 recommended topics for well-child visits are
considered actionable [49].
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The importance of targeted prevention becomes even more
salient when considering that PCCs are routinely asked to
increase their roles and responsibilities (eg, developmental and
behavioral health screening), yet visit lengths have not changed
[50]. BITsthat help PCCs do more with less must also consider
parents’ preferences for guidance to be maximally effective.
Parents often want more and different types of guidance and
information than are typically provided by their child’'s PCC
[51,52]. Schuster et a [51] found that most surveyed parents
endorsed having unmet needs regarding subjects that PCCs
routinely discuss, such ascrying, learning, discipline, and toilet
training, and many endorsed needing more information.
Combs-Orme et a [53] found that even though discipline was
one of the most frequently discussed topicswith PCCs, thiswas
the area in which parents had the most questions. Therefore,
research to develop BITs must also carefully examine the
determinants of maladaptive parenting behaviors, such as lack
of information regarding typical development and behavior or
lack of parenting skills that promote healthy behavioral and
emotional growth for children [54-56].

Intentionally devel oping Bl Tsfrom the outset to meet therange
of needs of families and PCCs working to address behavioral
health problems may help to address the limitations of extant
BITs. Research on elements of effective implementation and
scaling of FTF behavioral health services in primary care has
robustly shown that effectiveness is influenced by contextual
factors such as provider knowledge and skills about and attitudes
toward behavioral health topics, motivation to change,
management and leadership practices, and financial resources
[57]. This has a so been shown to be relevant to BITs, asclinic
personnel implementing the ezParent Program reported that
despite supporting the program, substantial contextual barriers
impeded referrals to the program because of time, workflow,
and organizational factors [58].

This Study

Thispaper reportstheinitial stagesof development for atargeted
prevention BIT to empower parents to take charge of their
child’s behavioral health care in pediatric primary care clinics
within a predominantly rural health system in the Northeast
United States. Developing targeted prevention BITs is part of
an overarching approach to extend the continuum of primary
care behavioral health services, including integrating behavioral
health—health care stakeholders (HCS) into pediatric primary
care locations and improving the scope and quality of training
for PCCsin behavioral health topics.

Our approach to developing these BITs is informed by the
approach described by Lyon et a [59] for adapting
evidence-based psychosocia interventions for implementation
in naturalistic settings. We describe the findings of the discover
phase of development to identify the needs and perspectives of
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stakeholders and potential barriers to usability and
implementation in the targeted intervention context. The goal
isfor the findings of this study to identify modification targets
in extant evidence-based interventions and then apply this
knowledgeto iterative design and build cycles used to redesign
interventions using prototypes and stakeholder feedback in
preparation for developing a polished prototype to rigorously
test for effectiveness in naturalistic setting. This approach is
compatible with recommendations to improve BIT
implementation measurement in part by distinguishing between
BIT development and implementation, enhancing responsiveness
to stakeholder outcomes, and integrating the BIT into existing
services in the implementation context [60].

Therefore, the primary objective of this study isto identify the
needs and preferences of parents and HCS within the health
systemthat the BITswill ultimately implement, asthese arethe
2 key stakeholder groups which the Bl Ts areintended to serve.
We obtained input from parents and HCS using different
methods to maximize the depth of information from each
stakeholder group. For parents, we devel oped and administered
a survey of parent preferences to be addressed in BITs. In
addition, we developed a survey of current needs and practices
for handling behavioral health concerns and administered it to
amarket research panel of parentswithin the health system. We
choseto conduct aseries of focusgroup interviewswith arange
of HCS to allow for more flexibility and depth of explanation
of the intervention context and any associated barriers and
facilitators to the implementation of BITs.

Methods

Design and Data Analysis Plan

We used the Pragmatic Robust Implementation and
Sustainability Model (PRISM) [61] framework to inform our
development activities, as it is an implementation science
framework that encompassesthe diverse priorities of the design
phase by expanding the conceptualization and measurement of
RE-AIM (Reach, Effectiveness, Adoption, Implementation, and
Maintenance) [62] implementation outcomes by explicitly
including contextual factors, overarching issues, and
interdependency among components of the model. Additionally,
PRISM has been shown to be compatible with qualitative
methods throughout the intervention development and
implementation continuum [63].

We integrated quantitative survey data obtained from parents
regarding their views and experiences on avariety of behavioral
health topicswith qualitative focus group interview dataof HCS
on their perceptions of unmet needs and current practices of
parents regarding managing their child’s behavioral health care.
To accomplish this, we employed a convergent mixed-parallel
design [64] as depicted in Figure 1.
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Figure 1. The data collection and analysis processin this study using a convergent mixed-parallel design.
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and relate Interpretation

data collection and analysis

Setting and Participants

Focus groups were conducted between April 23, 2019 and June
24,2019in 9 child-serving clinicswithin alarge, predominantly
rural health system. A total of 83% (48/58) of HCS participated.
Participants comprised HCS from 5 primary care sites and 1
developmental medicine clinic; 2 primary care sites invited to
participate declined. The primary care site focus groups were
each completed in asingle session in the clinic over lunch. Of
these, 2 focus groups were conducted with the developmental
medicine clinic stakeholders during monthly administrative
meetings to accommodate the availability of participants. The
focus group participants comprised a range of roles and
professional backgrounds, including 16 pediatricians, 2 pediatric
psychologists, 2 genetic counselors, 1 speech pathologist, 2
behavior analysts, 5 licensed nurse practitioners, 6 registered
nurses, 7 physician or medical assistants, 4 patient access
representatives, 1 family liaison, 1 operations manager, and 1
pediatric technician.

https://pediatrics,jmir.org/2021/4/e27551

An electronic parent survey was conducted using Qualtricsin
Spring 2019 from a geographically representative patient panel
within arural health system in the Northeast United Stateswho
had previously opted in a program to be contacted to complete
web-based surveys regarding their perspectives on health care
services offered within the health system in which the study
was conducted. To be €eligible to complete the survey, the
respondent had to endorse screening items indicating that they
were the parent or guardian of at least one minor child (0-18
years of age) at the time of completing the survey and were
somewhat or very interested (as opposed to not at all interested)
in using web-based resources to research issues and concerns
they may have about their children and parenting. Invitations
weredistributed twice with the goa of acquiring 400 completed
surveys. Of the 2240 respondents who initiated the survey, 411
met theinclusion criteriaand proceeded to the rest of the survey.
However, 6.3% (26/411) of these respondents abandoned the
survey before completing the initial content questions. Table 1
shows the demographics of the remaining 385 respondents.
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Table 1. Demographic characteristics of parent survey respondents (N=385).

Characteristic Respondents, n (%)

Age (years)
18-24 6(16)
25-34 90 (23.4)
35-44 142 (36.9)
45-54 97 (51.2)
55-64 38(9.9)
65-74 7(1.8)
75+ 1(0.3)
Prefer not to say 2(0.5)
Missing data 2(0.5)

Number of children?

1 184 (47.8)
2 139 (36.1)
3 40 (10.4)
4 12(3.1)

5 5(1.3)
Missing data 5(1.3)

Education level

High school graduate (high school diploma or equivalent including GEDP) 37(9.6)
Some college 44 (11.4)
Associate's degree in college (2-year program) 19 (4.9)
Bachelor's degree in college (4-year program) 61 (15.8)
Master's degree 44 (11.4)
Doctoral degree 7(1.8)
Professional degree (JD¢, MDY 3(0.8)
Prefer not to say 4(1)
Missing data 116 (30.1)
Sex
Female 245 (63.6)
Mae 66 (17.1)
Missing data 74 (19.2)

Annual income (US $)

L ess than 10,000 12 (3.1)
10,000-29,999 27 (7)
30,000-49,999 30(7.8)
50,000-79,999 37(9.6)
80,000-99,999 26 (6.8)
100,000 or more 58 (15.1)
Prefer not to say 29(7.5)
Missing data 166 (43.1)

Race or ethnicity
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Characteristic

Respondents, n (%)

American Indian or Native Alaskan
Asian
Black or African American
Hispanic, Latino, or Spanish
White
Other
Prefer not to say
Missing data

Has children in each agerange (years)
0to5
6to0 12
13t0 18

Insurance type
Private
Public (Medicaid, Medicare)
Missing data

0(0)

4(1)

4(1)

4(1)

347 (90.1)
2(0.5)

6 (1.6)

18 (4.7)

143 (37.1)
143 (37.1)
175 (45.5)

44 (11.4)
35(9.1)
306 (79.5)

8Eighteen years of age or younger.
PGED: General Education Development.
€ID: Juris Doctor.

dMD: Doctor of Medicine.

M easures

Health Care Provider Focus Groups

The focus group moderator guide (Multimedia Appendix 1)
was developed by the study authors using PRISM [61], which
aims to identify and leverage multiple dimensions of internal
and external contextual factors that contribute to stakeholder
influence and implementati on outcomes. Promptswere designed
to evoke discussion among participants about the topi c of unmet
parental needs, including healthy development and social,
emotional, and behavioral functioning of their children. The
moderator introduced the study and its objectives, read prompts,
and encouraged discussion among the focus group participants.
Prompts al so included uncovering what the HCS perceived that
parents were doing to address unmet needs, and how the BIT
platform website might help. In line with PRISM, participants
were al so asked about institutional leadership and what barriers
health care HCS foresee the study team encountering in
developing a mobile responsive website as a behavioral health
intervention directed toward parents.

https://pediatrics,jmir.org/2021/4/e27551

Parent Quantitative Survey

Questions were developed by the study authors and additional
study personnel who were engaged as content expertsin relevant
disciplines. Given our emphasis on evidence-based content and
aim to complement and expand upon the behavioral health care
support provided by PCCs, content topics were selected from
the American Academy of Pediatrics (AAP) anticipatory
guidance recommendations described in Bright Futures:
Guidelines for Health Supervision of Infants, Children, and
Adolescents[65]. The anticipatory guidance described in Bright
Futures covers a wide range of health, developmental, and
behavioral topics across infancy, childhood, and adolescence.
The study authors adopted relevant behavioral health survey
topics from the Bright Futures topics based on their strong
potential for delivery using a BIT. For example, the anxiety in
children, behavioral challenges, and mood or depression in
children survey topicswere sel ected from the broader Promoting
Mental Health anticipatory guidance topicsfrom Bright Futures.
Table 2 depicts the Bright Futures content domains and the
resulting parent survey topics.
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Bright Futures health promotion topics

Parent or caregiver survey topics

Promoting lifelong health for families and communities __a

Promoting family support

Promoting health for children and youth with special health —
care needs

Promoting healthy development

Parenting stress; family communication

Speech or language skills, independence and activities of daily living; academic skills

and intelligence; social skills; motor skills; toileting

Promoting mental health
Promoting healthy weight
Promoting healthy nutrition —
Promoting physical activity —
Promoting oral health —
Promoting healthy sexual development and sexuality
Promoting the healthy and safe use of social media
Promoting safety and injury prevention

Anxiety in children; behavioral challenges; mood or depression in children

Nutrition and eating

Sex and sexual development
The internet and social media

Child safety; drugs and substance abuse

@Bright Futures health promotion topic not covered in parent or caregiver survey topics.

Procedures

Health Care Stakeholder Focus Groups

The project manager and research assistant traveled to each
clinic to conduct in person focus groups. The project manager
was trained in interviewing techniques and led the focus group
discussions based on the guideincluded in Multimedia A ppendix
1. Focus groupswere audio recorded and transcribed by a skilled
research assistant using Start-Stop Universal software and then
deidentified for analysis. Transcripts were coded by the project
manager, research assistant, and 2 psychology postdoctoral
fellows using Microsoft Word. The order in which the focus
group interviews were coded by the study team was randomly
selected using aweb-based randomizing serviceto remove bias
from the coding. An apriori codebook based on the interview
guide was created to identify and code common topics within
each transcript; emergent codes and themeswere also identified
during the course of coding. The codersindividually analyzed
each interview and met every week to review and establish
interrater agreement. The final coded transcripts were then
uploaded to Atlasti 8.4.15 (ATLASt Scientific Software
Development GmbH) for Windows, where thematic quotes
could be exported into spreadsheets based on individual codes
for further analysis.

Parent Survey

Survey respondentswho met theinclusion criteriafor the study
rated up to 3 of the 17 topics as their top choices for content
that they would be interested in learning more about through a
BIT. To understand if the topic was a current challenge or if the
respondent wanted more information for future reference,
respondents then identified whether the topic of interest had or
had not been achallenge that they had encountered so far. Next,
for each of the top 3 topics, respondents were provided alist of
subtopics and were asked to identify which subtopics were a
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problem or concern. Next, respondents were provided with a
list of common strategies for addressing the broad topic (eg,
anxiety in children) and asked to rate if they had used the
strategies and the extent to which they perceived each strategy
to be helpful. Common strategies included those with an
empirical evidence base as well as those without one in the
interest of learning about the prevalence and preference of a
range of strategies. The survey is included in Multimedia
Appendix 2.

Data Analysis Plan

Parent quantitative survey data and HCS qualitative interview
datawere analyzed in parallel. For survey data, summarieswere
created using descriptive statistics for the most frequently
endorsed content topicsin thetotal sample. Descriptive statistics
summarized the prevalence of endorsements for topics
representing parental concerns and engagement with and
perceived helpfulness of the strategies listed. Three qualitative
topics from focus groups were selected for use in data
integration: unmet needs, current practice providers, and current
practice-parents because of their relevance to the quantitative
data collected from parents. Each of these topics was analyzed
and summarized by the study team based on the codes and topics
identified. Each quote was then subcoded to expand on popular
topics within each main code. The subcodes were utilized as
framework for the overall summaries of all 3 topics. Once the
parallel analyseswere completed, the resultswere merged using
ajoint display to identify areas of confirmation, expansion, and
discordance (Figure 2). Werandomly selected 2 team members
to integrate data for each survey topic, and the results were
based on the comparing and relating these findings. To
supplement these analyses, including those for parent survey
topicsthat were not selected for dataintegration by joint display,
we queried the qualitative interviews for mentions of parent
survey topics and related keywords to make additional
interpretations.
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Figure 2. Joint display.

Uoint Display Details

Qualitative Data
«  Includes summaries of top 3 domains
o  Unmet needs
& Current practice- parent
o Curent practice- provider
+ Okt supplement by querying Atlas. i database during merge process (DUt 6o track this)

Quantitative Data

+  Excel table summary of domain-specific survey results

= Summary document of each domain and polential insights to check for integration with
qualtative data during joint display

Joint Display Notes- Assossing Fit

Areas of Gonfirmation: findings from both types of data confirm the results of the other

+  Providers perceived that disruptive behavior problems (e.g., tantrums) were a commonly
discussed topic, and parents did commarniy endarsa this topic in the Top 3

+  Prevalence of concems also mare commanly selected as Top 3 for currentipast concems by
sunwy respondents, suggesting effective, actionable stralegies ane what is most neaded

= Providers believed that parents are engaging in & good amount of ineffective practices, which
are contributing to the issues in this domain. Survey indicated that 33% of those with cument/past
concem have used spanking which is about on par with national averages

Areas of Expansion: firdings from the wo sources of 6ata diverge and expand insights of the

phenomenon of interest by addressing different aspects of a single phenamenan or by describing

«complementary aspects of a central phanomenan of interest

»  Providers note that parents often wail 10o long to seek behaviosal health advice. Parents noted
that they frequently endorse negativelineffective parenting practices in response to challenging
behavior (8.4, yellng, repeating direction, spanking, physical restraint)

& PGP currant contaxtual factors may be contributing to this patiem. Parenting is 2417, so
with the typical interval of PCP WCV's (1 yr} the natural consequence is thal parents wil
be responding to avarsive child behavior with coercion and punishment befors thay see
the provider next

> Providers stating that they do provide psychosd resources and expianations suggest that
this alane is nt enough to be beneficial for parents and highlights the unmet naed the
platform can address. Also suggests that evidence-based kemels may be particularly
important 1o include on the platform to demonstate technigues and help put strategies
into action

> Similarly, unless parent-inifiated, heip with behavior problems s not readily available and
thesa families are unilkely to be detected

= This may be one of the advantages of inegration for this presenting concem
Qrean B B

Results

Parallel Analysesof Qualitative and Quantitative Data

Health Care Stakeholder Focus Groups

Focus group participants reported that the most common unmet
behavioral health needs of the parents they work with related
to common parenting challenges such as disruptive behaviors,
sleep, toileting, and nutrition. Participants commonly reported
a perception that lack of foundational knowledge in promoting
healthy development across behavioral health topics represented
vulnerability. Other contextual factors, such as lack of easy
access to credible information, were commonly reported to
compound the barriers to accessing local behaviora health
resources. There was also a common theme noted among
participants that socia networks within the family (eg,
grandparents) are often resourcesto hel p with common parenting
challenges.

Focus group participants noted that parents frequently turn first
to web-based resources (eg, web searches and social media) to
find ideas and strategies to address behavioral health needs,
which often led to unproven techniques being tried first (eg,
weighted vests and cannabidiol products) and, in turn,
maintaining or exacerbating behavioral health problems over
time. Parents’ desirefor aquick fix was posited asan underlying
reason for these choi ces, whereas focus group participants also
noted that another subset of parents seem to follow await and
see approach, in which they may wait several months to seek
advice at the next routine visit, which was reported to
unintentionally contribute to problems becoming ingrained and
intractable. Ultimately, participants reported that this contributed
toincreased frustration for parents and more challengefor HCS
implementing a more comprehensive and effortful course of
treatment. For their part, HCSin focus group interviewsreported
that they made concerted efforts to spend extra time in their
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Unmet needs

When asked what the top unmet needs parents have in promoting children’s healthy
development, social, and emational and behavioral functioning, providers identified several
factors. The most frequently discussed unmet needs were rel to development and
associated behavi h as how to handle tantrums and pre with sleep, toileting, and
nufrition, Howeves iders report parents often lack basic parenting skills to address these
COMMON CONCETTY lanty providers cited that parents lack knowledge of typical child
development which leads to frustration and unrealistic expectations for their children. The
need for parents to be better educated on parenting was a recurring discussion, noting that
they do not have the necessary resources. Parents have difficulty evaluating the credibility of
educational materials (e.q. information available onling), which leads to use of nonevidence-
based resources. Providers also acknowledge that there are few existing local resour
families: “1 think there's a lack of resaurces, especially in certain areas; in different counties,
there's really limited resaurces for families. They might have waiting lists ar things that they
are just waiting to get access to different services and things” [4.1). Providers also noted that
familly structure has an impact on parental neads. For instance, they noted that grandparents
can be a helpful resource for advice for parents, but there are many families who are not able
to get input from grandparents.

Current practice — parents

When asked what strategies providers see caregivers currently using to address behavioral,
themes emerged, Commen themes that
of resources they currently seek

emotional, social, and medical concems, seves
aroge about the practice of parents involve th

parents are said 10 use the internet (Le. Google) to find answers to parenting questions they

may have. They also turn 10 social m and consult with other parents or family members.
Oftentimes parents will come to ¢ its with information from these resources in hand,

but providers report some concern about the quality of information families may be

" just a matter of if they it kind of bites us in

we have to sort o i

ude the use

groups interviewed was the fact that parents often call the dlinic or send MyGeisinger
messages with questions that could be easily addressed by a resource like the one we are

visitsto provide guidance and psychoeducation on foundational
parenting strategies. They aso reported making specialty
referrals when appropriate and acknowledged that they do not
always have the time or resources to be responsive to parent
concerns.

Parent Survey

Table 3 provides the frequency of each topic area selected by
respondents across child age ranges of 1-5, 6-12, and 13-18
years. Across al respondents, the most frequently endorsed
topicsincluded anxiety in children (111/380, 29.2%), behavioral
challenges (106/380, 27/9%), nutrition or eating (105/380,
27.6%), mood or depression in children (100/380, 26.3%), and
theinternet and social media (99/380, 26.1%). Responses were
further examined based on whether respondents endorsed having
a child of 1-5, 6-12, or 13-18 years. Anxiety in children,
behavioral challenges, and nutrition and eating continued to be
highly endorsed topics, regardliess of child age. Respondents
who reported having achild in the 6-12-year age range and the
13-18-year age range aso frequently endorsed mood or
depression in children and the internet and social media.
Respondentswho indicated they had achild aged 1-5 yearsalso
showed interest in speech or language skills, academic skills
and intelligence, parenting stress, and sleep or bedtimeroutine.

Multimedia Appendix 3 provides descriptive statistics for the
responses to each of the top 6 content topics. Most respondents
endorsed each topic because of a past or current parenting
challenge, as opposed to interest related to general guidance.
With afew exceptions, the challenging topicslisted within each
topic were also endorsed by a substantia proportion of
respondents, indicating that the issues parents face within each
topic are often multifaceted. Similarly, respondents endorsed a
variety of common strategies to help with the identified topics
within each topic. Few strategies were endorsed as tried and
was helpful by more than half of the respondents, suggesting

JMIR Pediatr Parent 2021 | vol. 4 | iss. 4 [e27551 | p.11
(page number not for citation purposes)


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

JMIR PEDIATRICS AND PARENTING

that respondents are likely to try several strategies and find that
few of them make a positive difference. Strategies rated as
potentially problematic by the investigators are noted in the
supplementary tables, and, overall, were some of theleast likely
strategies to be endorsed as helpful by respondents.

At the end of the survey, parents were asked if there were any
additional topics they would like to see in a BIT. Of the 36
free-text responses, 7 pertained to topicsthat fit within the scope

Table 3. Parent endorsement of survey topics by age ranges of children.

ODell et d

of the survey topics (eg, language and speech and behavior).
Of the 385 respondents, 4 indicated that additional information
about puberty would be helpful. Moreover, 9 responses were
highly specific concerns that were outside the scope of a BIT
for targeted behavioral health prevention (eg, caring for achild
with a chronic illness). Several parents responded that they
would have selected more or all the survey topics. Other
responses pertained to coparenting, dealing with divorce, dealing
with death and grief, and attachment.

Topic Agerange (years), n (%)

All (n=380) 1-5 (n=143) 6-12 (n=176) 13-18 (n=175)
Anxiety in children 111 (29.2) 33(23.1) 66 (37.5) 55 (31.4)
Behavioral challenges 106 (27.9) 43(30.1) 57 (32.4) 40 (22.9)
Nutrition and eating 105 (27.6) 51 (35.7) 44 (25) 38(21.7)
Mood or depression in children 100 (26.3) 16 (11.2) 49 (27.8) 67 (38.3)
Theinternet and social media 99 (26.1) 24 (16.8) 47 (26.7) 50 (28.6)
Parenting stress 79 (20.8) 36(25.2) 33(18.8) 31(17.7)
Academic skills and/or intelligence 76 (20) 28 (19.6) 40 (22.7) 35(20)
Social skills 68 (17.9) 21(14.7) 31(17.6) 31(17.7)
Family communication 63 (16.6) 19 (13.3) 28(15.9) 34 (19.4)
Speech or language skills 45 (11.8) 29 (20.3) 14 (8) 10(5.7)
Independence and activities of daily living 42 (11.1) 12 (8.4) 21(11.9) 24 (13.7)
Sex and sexual development 41 (10.8) 6(4.2) 19 (10.8) 29 (16.6)
Sleep or bedtime routine 38 (10) 28 (19.6) 13(7.4) 3(1.7)
Drugs and substance abuse 35(9.2) 3(21) 11 (6.3) 29 (16.6)
Child safety 28 (7.4) 22 (15.4) 13(7.4) 3(L7)
Toileting 27(7.0) 24(16.8) 8(4.5) 1(0.6)
Motor skills 13(3.4) 10(7) 0(0) 3(1.7)

Interpretations Based on Comparing and Relating
Health Care Stakeholder Focus Groups and Parent
Surveys

Overview

After parallel analyses of the qualitative health care stakeholder
focus group data and the quantitative parent survey data, we
compared and related features of these data to integrate and
make interpretations to guide further development efforts for
the BIT. The results of the data integration phase are described
next according to each of the parent survey topics. Multimedia
Appendix 4 presents a summary of the areas of confirmation,
expansion, and discordance for sel ected behavioral health topics
with substantial data from both sources.

Anxiety

Anxiety was the most prevalent concern endorsed by parents;
although HCS did not identify anxiety asapressing unmet need,
there were 6 mentions of anxious or anxiety in the qualitative
data. There was agreement between parents and HCS in the
demand for more web-based resources. HCS reported that
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parentslack resourcesfor behavioral health concerns, yet parents
rated psychotherapy as the most helpful strategy for anxiety
management. From these data, it is unclear how many families
access these services. Additionally, other commonly reported
parental strategies (eg, comforting the child) are not typically
effectiveinthelong term or when used as a standal one strategy,
which may relate to health care stakeholder observations that
parents are seeking a quick fix and need more support in
long-term behavior change.

Behavioral Challenges

HCS and parents reported that disruptive behaviors are a
common concern, but parents tend to use ineffective behavior
management strategies. HCS also lacked some awareness of
key parental challenges within the disruptive behavior topic. It
appears that primary care provider strategies alone are not
enough to be beneficial for parents. Thishighlightsthe potential
benefits of a BIT to address parental needs in this area more
effectively. Demonstration of specific behavior management
techniques may be helpful to includein aBIT to help parents
put strategies into action.
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Nutrition and Eating

Nutrition and eating concernswere commonly reported by both
HCS and parents. HCS reported that parents tended to use
unhelpful strategies to manage eating concerns, but parents
reported a mix of helpful and unhelpful strategies. HCS were
also unaware of several common strategies parents endorsed to
manage nutrition and eating concerns, and many parents
indicated that they did not discuss nutrition and eating concerns
with their primary care HCS. Of the queries of qualitative data
returned, 3 mentions of nutrition, 2 mentions of food, and 9
mentions of eat were made.

Parenting Stress

HCS and parents both reported that parenting stressisacommon
concern, although parents and HCS had differing perspectives
on the factors contributing to parental stress. HCS tended to
discuss parental stressin termsof parental frustration with child
behavior as opposed to parent-specific factors (eg, coping with
emotions). The strategies parents use to manage stress may
impact their use of primary care resources. Addressing parental
stressis beyond the traditional scope of pediatric primary care,
and HCS are likely to lack the knowledge of how to deal with
more complex cases. Therefore, aBIT addressing parental stress
may help HCS direct parents to useful resources.

Family Communication

Family communication was a commonly endorsed topic for
parents, and HCS mentioned this as a concern. Furthermore, it
also related to collaborative communication with HCS about
child behavioral heath needs. HCS perceptions of parental
communication strategies were discordant with the
parent-reported strategies. HCS did discuss how family structure
may impact parental communication in the qualitative topics
reviewed, and further queries of the qualitative data returned
several mentions of divorce, mixed households, and
nontraditional families. Interestingly, HCS expressed concern
about both a lack of parental communication and excessive
parental communication, whereas parents were most concerned
about alack of communication among family members. It was
observed the HCS found it challenging to find common ground
with parents. Similarly, parents also faced difficulty in finding
common ground with other caregivers.

Additional Interpretations of Parent Survey Topics
Not Selected for Joint Display

For parent survey topics without substantial HCS qualitative
data in the codes that we analyzed in the paralel phase, we
searched for key terms in the qualitative data to determine if
we could further compare and relate these data to make
interpretations.

Textbox 1. Exemplary quotes related to drugs and substance abuse.

ODell et d

Sleep or Bedtime Routine

The parent survey topic of sleep or bedtime routine was
noteworthy, in that athough it was not commonly endorsed
overall (38/380, 10%), it was more prevalent (28/243, 19.6%)
for respondents with a child in the age range of 1-5 years. We
also found 13 mentions of sleep, which co-occurred with our
unmet needs code 7 times. More specifically, sleep patternsand
sleep hygiene at different ages were brought up during at least
2 focus groups as something with which parents discussed
struggling or not understanding what is normal, whether it be
newborn sleep or even sleep patterns throughout childhood and
adolescence. Thisis confirmed through coding, in that mentions
of sleep co-occurred with the lack of knowledge code 4 times
throughout the 7 focus groups.

This suggests multiple opportunities to target BIT content for
young children on thistopic to be most efficient with resources.

Mood and Depression in Children

Results regarding mood were discordant between parents and
HCS. Parents commonly identified depression or mood asatop
concern, but HCS did not discuss mood and depression concerns
as unmet needs or in terms of strategies parents use to manage
mood concerns. The qualitative data included 4 mentions of
words beginning with depress. These mentions often
co-occurred with mentions of anxiety and may suggest that HCS
tend to conceptuaize these as related (eg, internaizing
problems) or find them frequently co-occurring in their patients.
These results were somewhat surprising and may indicate a
domain which improved clinical training for HCS in clinical
interviewing and behavioral health screening may be helpful.

Drugs and Substance Abuse

Similarly, the parent survey topic of drugs and substance abuse
was rated more commonly by parentswith achild inthe 13-18-
year age range (29/175, 16.6%) than the overall prevalence
(35/380, 9.2%). In reviewing the 3 mentions we found in the
qualitative data of drug, there was poignant discussion among
participants in one of the focus groups highlighting the
complexity of addressing this topic with parents who are
suspicious or concerned about drug abuse, how they might rely
on AAP guidelines, and publicationsthat discusshow HCS can
help parents (Textbox 1).

Respondent 1ismost likely referring to the AAP clinical report
by Levy et a [66]. This resource provides guidance on how
pediatricians can navigate this complex and important topic for
which there is presently minimal empirical literature available.
Further BIT development efforts may help to design a BIT
modul e that can provide high-quality information and resources
to parentsin need of guidance on thistopic that they commonly
reach out to their pediatrician to address.

Why can't you do that? [Respondent 4]

The others--the teenager who is hon-compliant either at school and outperformsin other areas where they like things
and how do we manage that behavior because they don't want to take away the good activities; what do | do? Or you
have a parent who's suspicious of particular drug use; what do | do in this particular situation? Can we drug-test
them, which is almost universal: No. However, what do we do in these situations? [Respondent 1]
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We can talk about that, but just ethically, no we don't do that. Ask me later...or, getting back to the drug-testing,
having an explanation of, here's how to handle if you're concerned about your child's drug use, here's what you can

do at home... [Respondent 1]

You don’t want to know what | do at home. [Respondent 2]

| guarantee he's not coming to see you. [ Respondent 4]

Here's the formal policy of the national organization called the American Academy of Pediatrics on how to address
thiswith your child and our stance on drug-testing teens. It isunderstood that it is not just a clinic, but also nationally
what is done. It would be cool to see what that does for parents. [Respondent 1]

Parent Survey Topics With Substantive Additional
Qualitative Data

Among other parent survey topics not selected for joint display,
we found some useful additional information within the
qualitative data that may inform future BIT development.
Regarding the topic of child safety, we found that this was
commonly endorsed by parentswith achild in the 1-5-year age
range (22/143, 15.4%); however, only 1 mention of this topic
was found in the qualitative data. Speech and language skills
were also commonly endorsed by parents of children in the
1-5-year age range (29/143, 20.3%), and the only mentions
within the qualitative datarel ated to accessibility of thewebsite
for parents for those who are speakers of languages other than
English or may have lower educationa attainment.
Independence and activities of daily living were more commonly
endorsed by parents of youth aged 6-12 years (21/176, 11.9%)
and 13-18 years (24/175, 13.7%). The qualitative dataincluded
mentions self-help, hygiene, daily routines, and chores, which
may indicate the topics that HCS most commonly discuss with
parents. Finally, toileting was another topic commonly endorsed
by parents of children aged 1-5 years (27/380, 7.1%); although
no related mentions were found within the codes we analyzed
in joint display, other qualitative data did include mentions of
toileting (3 mentions) and potty (2 mentions).

Parent Survey Topics Without Substantive Additional
Qualitative Data

The topic of academic skillsand/or intelligence was commonly
endorsed across age ranges (range 20%-23%), but was not
selected for joint display because of alack of discussioninthe
qualitative topicsweincluded. The qualitative dataalso did not
include terms related to child intelligence, so no more details
for interpretation are available. In the focus group data, the same
was true for socia skills (O mentions), the internet and social
media (1 mention), sex and sexual development (0O mentions),
and motor skills (O mentions).

Discussion

Principal Findings

This paper on the mixed-methods study reports the initial
devel opment of atargeted prevention BIT focused on behavioral
health topicsfor parentsto beimplemented in pediatric primary
carewithinalarge, predominantly rural health system. We used
the discover, design and build, and test framework [59] to
inform our development efforts. In this manuscript, we report
the outcomes of the discover phaseto gather information onthe
implementation context and current issues facing parents and
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HCS navigating behavioral health topics in pediatric primary
care that a BIT can address.

Overal, the approach we selected shows promise that taking
both parent and HCS input into consideration at the outset of
BIT development in the discover phase provides uniqueinsights
that may help to address the limitations of the extant literature
on BITsfor parentsof children with behavioral health problems.
For exampl e, research on the ezParent Program, a parent-focused
BIT adaptation of the Chicago Parenting Program [43], stands
out among theresearch on BITsfor parentsfor having carefully
studied implementation and sustainability factorsfrom the parent
perspective[45,46], yet, when tested in arandomized controlled
trial, it did not demonstrate superiority to enhanced usual care
[47]. Findings from other research on ezParent suggest that
inconsistent referralsto the program were discovered only after
rolling out the program in primary care and were attributed to
operationa workflow issues for primary care staff, and these
issues were unforeseen [67]. By first studying the unmet needs
of parents and HCS that a BIT might address, in the
implementation context that the BIT is being devel oped and for
the expressed purpose of extending the continuum of primary
care behavioral health services aready available, we may be
ableto obviate comparabl e setbacks through work in our design
and build and test phases.

The analysis of parent and HCS data in this study provided
unique insights that will help in focusing the resources on
developing and conducting preliminary testing on prototypes
of BITs to better meet the behavioral health needs of parents
using pediatric primary care within the health system. While
the extant BIT literature in this area has primarily focused on
engaging adolescents with a range of behavioral health
problems, including anxiety, depression, and chronic pain, in
adaptations of empirically supported treatments delivered in a
BIT [31-34], our resultsindicate that Bl Tsfor parentsalso have
the potential to greatly expand the reach and impact of
evidence-based behavioral health care. Parentsreported interest
in BITs across several behavioral health topics, and we learned
that parent interest sometimes varied across the pediatric age
range. Owing to space constraints, we highlight 1 example next.
Although only 10% (38/380) of parents endorsed the sleep or
bedtime routine among the top 3 concerns, twice as many
parentswith achild aged 1-5 years endorsed this topic (28/143,
19.6%) and relatively fewer parents of children in the 6-12-year
agerange (13/176, 7.4%) or 13-18-year agerange (3/175, 1.7%)
endorsed the topic (Table 3). The implications of such findings
for resource alocation for subsequent BIT development and
clinical uptake are substantial. If guided solely by the overall
prevalence of endorsement, we may not have selected sleep or
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bedtime routine as a topic for further BIT development. By
extension, knowing that 19.6% (28/143) of parentswith achild
between 1-5 years are interested in this topic helps usto focus
our BIT development efforts on topics most relevant for this
age range even though research supports the effectiveness of
behavioral deepinterventionsfor school-age youth [68]. Insights
like these deepen our understanding of more detailed feedback
from parents within each behavioral health topic and help the
development efforts in the design and build phase, and these
may increase the likelihood of BIT uptake in clinical settings
for those found to be efficaciousin the test phase [69].

Limitations

Our findings should be interpreted with recognition of the
methodological limitations inherent to our approach, which
focused on the initial development of a BIT to fit a specific
implementation context. Therefore, surveysbased primarily on
selected Bright Futurestopicsthat the research team felt would
be agood fit for aBIT may not comprehensively represent the
needs and preferences of parents related to empowerment to
guide child development and behavioral well-being. A related
limitation is that the study population is representative of the
population in the region; survey respondents are mostly White
and middle class, therefore, these findings may not be
generalized to the needs and preferences of parents from other
demographic and socioeconomic backgrounds. The sample of
focus group interviewees was also recruited from the health
system in which the BIT is being developed, which aso
introduces the possibility of limited generalizability. Finaly,
some caution in interpreting the findings of the dataintegration
iswarranted, given that we have not yet conducted any empirical
studiesto triangulate our interpretationswith parent and provider
interactions with BIT prototypes. Awareness of these potential
limitations is also important to address in our future BIT
devel opment research because of the potential of unintentionally
driving disproportionality in access to behavioral health care
by developing a BIT that may not be engaging to historically
excluded groups, who aready face difficulties in accessing
behavioral health care in rural areas [69,70]. Oversampling in
the design andbuild and test phases may helpin guarding against
this unwanted outcome.

Suggestionsfor Future Research

Our approach to the discover phase for the development of a
BIT to empower parents to take charge of their child’s
behavioral health care was shaped by our perspectives on
contributing factors to the longstanding issue of limited access
to high-quality behavioral health carein primary care settings.
Thisapproach may also be useful for future research devel oping
BITs with different goals in mind. Although evidence-based
treatments are often conceptualized and devel oped as packaged
intervention products, thereisusually an observed voltage drop
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when taking efficacious psychosocial treatments out of the
laboratory into community practice settings [71]. This
undermines the conceptualization of psychosocial treatments
as a product per se, whereas conceptualization as a cocreated
service between parents and HCS suggests that reduced
effectivenessisnot inevitable[72]. High-value behavioral health
care designed with input from transdisciplinary researchers,
clinicians, and patient stakeholders in the setting intended for
use may provide a better chance at comparable efficacy and
effectiveness[73]. Thefindingsfrom our discover phase support
the notion that usual careisacocreated service between parents
and HCS within the health system, athough one which often
leads to unmet needs for both stakeholder groups in the health
system in which the study was conducted. Therefore, the value
of a BIT can be measured against the degree to which the
implementation of BITs contributed to these needs being met.
Research has demonstrated that parental comfort in discussing
behavioral health concernsis shaped by the quality of the PCC
response; that is, when PCCs dismiss these concerns, parents
report that they are less comfortable discussing these topics
[74]. BITsmay help in thisregard, as these conversations have
been shown to be brief and work well when combined with
videos to illustrate effective interventions for child discipline
[75].

At this juncture, we have entered the designandbuild phase to
triangulate our mixed-methods findingswith parent and provider
feedback on the prototypes of the BIT [59]. We are currently
collecting data for 2 mixed-methods user testing studies to
triangulate these findings for the content topic of behaviora
challenges. In 1 study, we recruited a group of parents who
compl eted the survey and endorsed thistopicin their top 3 (n=9)
and another group of parents who completed the survey but did
not endorse this topic in their top 3 (n=9). We chose to recruit
from the parents who completed the quantitative survey to aid
intriangulating findings from this study and from the behavioral
challengestopic becausethereis substantial extant BIT literature
for parents on thistopic [41,47]. Another study was conducted
with PCCs within the health system (n=16) to determine the
usability and acceptability of provider-facing BIT to address
behavioral challengesand how this can beincorporated into the
electronic health record and clinic workflow.

Conclusions

This mixed-methods study provided some unique insights into
the needs and preferences of parents and HCS. These results
appear useful for designing a BIT platform to enhance access
to effective self-hel p to empower parentsto take charge of their
child’s behavioral health care. Future research will triangulate
these mixed-methods findings with parent and health care
provider reactions to BIT prototypes in preparation for an
effectivenesstrial on afully functional BIT prototype.
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Abstract

Background: Parentscommonly experience anxiety, worry, and psychological distressin caring for newborn infants, particularly
those born preterm. Web-based therapist services may offer greater accessibility and timely psychological support for parents
but are nevertheless |abor intensive due to their interactive nature. Chatbots that simulate humanlike conversations show promise
for such interactive applications.

Objective: Theaim of thisstudy isto explore the usability and feasibility of chatbot technology for gathering real-life conversation
data on stress, sleep, and infant feeding from parents with newborn infants and to investigate differences between the experiences
of parents with preterm and term infants.

Methods: Parents aged =21 years with infants aged <6 months were enrolled from November 2018 to March 2019. Three
chatbot scripts (stress, seep, feeding) were developed to capture conversations with parents via their mobile devices. Parents
completed a chatbot usability questionnaire upon study completion. Responses to closed-ended questions and manually coded
open-ended responses were summarized descriptively. Open-ended responses were analyzed using the latent Dirichlet allocation
method to uncover semantic topics.

Results: Of 45 enrolled participants (20 preterm, 25 term), 26 completed the study. Parents rated the chatbot as “easy” to use
(mean 4.08, SD 0.74; 1=very difficult, 5=very easy) and were “satisfied” (mean 3.81, SD 0.90; 1=very dissatisfied, 5 very
satisfied). Of 45 enrolled parents, those with preterm infants reported emotional stress more frequently than did parents of term
infants (33 vs 24 occasions). Parents generally reported satisfactory sleep quality. The preterm group reported feeding problems
more frequently than did the term group (8 vs 2 occasions). In stress domain conversations, topics linked to “discomfort” and
“tiredness’ were more prevalent in preterm group conversations, whereas the topic of “ positivefeelings’” occurred more frequently
in the term group conversations. Interestingly, feeding-related topics dominated the content of sleep domain conversations,
suggesting that frequent or irregular feeding may affect parents’ ability to get adequate sleep or rest.
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Conclusions: The chatbot was successfully used to collect real-time conversation data on stress, sleep, and infant feeding from
agroup of 45 parents. In their chatbot conversations, term group parents frequently expressed positive emotions, whereas preterm
group parentsfrequently expressed physical discomfort and tiredness, aswell asemotional stress. Overall, parentswho completed
the study gave positive feedback on their user experience with the chatbot as atool to express their thoughts and concerns.

Trial Registration: ClinicalTrials.gov NCT03630679; https.//clinicaltrials.gov/ct2/show/NCT03630679

(JMIR Pediatr Parent 2021;4(4):€30169) doi:10.2196/30169

KEYWORDS
chatbot; parenta stress; parental sleep; infant feeding; preterm infants; term infants; sleep; stress; eHealth; support; anxiety;

usability

Introduction

Caring for infants can lead to parental anxiety and psychological
distress especially for first-time parents and particularly within
the first 6 months after birth [1]. Multiple studies have
demonstrated that parental stress, anxiety, and psychological
distress are not only short-term problems but may also have
long-lasting effects on the child’s emotional, behavioral, and
cognitive development [1]. These aremore prominent for parents
of preterm infants than for parents of term infants [2]. An
assessment of maternal psychological distressin singleton versus
multiple-birth preterm infants found that motherswith multiple
births had greater posttraumatic stress symptoms, anxiety at
discharge, and depressive symptoms at 6 months as compared
to mothers of singletons[3]. In afollow-up clinic evaluation of
parents and their preterm infants, many reported parental
concerns about medical and developmental outcomesthat were
unsupported by their child’s diagnosis [4]. Among mothers of
school-aged children who were born late preterm and admitted
to an intensive care unit (ICU), there was a significant 18-fold
increase in total stress compared to stress among mothers of
term children [5]. In a parallel study group involving mothers
of school-aged children who were born late preterm but not
admitted to the ICU, there was also a 24-fold increase in total
stresswhen compared to the mothers of term-born children [5].

Besides experiencing initial stress directly after birth, parents
need to adapt to the new situation after hospital discharge (or
at home) and develop confidence in caring for their newborns
themselves. These adjustments and care transition from a
medical facility to home may be associated with increased stress
and loss of deep. Although sleep disturbance is most commonly
associated with the early postpartum period, parents may
continue to experience disturbed sleep for some months after
birth [6,7]. In addition to sleep disturbance, infant feeding,
including the frequency and type of nutrition, isanother potential
stressor and is associated with depressive symptoms and higher
stress ratings [8]. Parents of preterm infants often face issues
with frequency of feeding, and their infants also often start solid
food later in life [9]. Relatively little knowledge is available on
the parental experience in the areas of stress, sleep, and infant
feeding during this period of change in family life.

Web-based interventions for mental health have shown some
success in conditions such as depression and anxiety [10]. The
remote presence of human support through these interventions
has been shown to outperform self-guided interventions and
achieve higher rates of participant adherence[10]. Studieshave

https://pediatrics.,jmir.org/2021/4/€30169

shown that these positive outcomes were achieved by
implementing periodic prompts and frequent interactions with
participants [11]. However, such interactive features are highly
therapist intensive. Chatbot apps which can simulate humanlike
conversations[12] have become popular in recent years. These
kind of chatbot apps can provide computer-generated responses
to a user in real time, mimicking conversational interactions
with another human viainstant el ectronic messaging [13]. This
technology, coupled with use of mobile devices, presents
possibilities to collect data in real time while reducing the
workload of the therapist. Although chatbots are used in many
apps, one of the more innovative areas of development is for
interactive data collection in the health care sector [14].

In this study, chatbot technology was used to provide an
interactive conversation platform to engage parents of newborn
infants who were recently discharged from hospital in the areas
of parental stress and sleep, and infant feeding. To our
knowledge, there have been no studies published on the use of
a chatbot as an interactive conversational tool for parents to
provideinformation in these subject areas. The objective of this
study is to explore the feasibility and usability of chatbot
technology to gather real-life, in-home conversation data on 3
domains (parental stress, sleep, and infant feeding) from parents
with newborn infants and investigate the differences between
parents of preterm and term infants in these 3 domains using
these conversation data.

Methods

This observational study was conducted from November 2018
to March 2019. Participants were recruited from a tertiary
referral maternity hospital in Singapore. The study was approved
by the SingHealth Centralised Institutional Review Board,
Singapore, and registered at Clinical Tria s.gov (NCT03630679).

Study Population

The study population comprised parents aged >21 years with
healthy infants who were <6 months of age and had been
discharged from the hospital at the time of enrollment. Eligible
parents had to be proficient in the English language, have
in-home access to a reliable internet connection, own a tablet
or a mobile device suitable for electronic communication and
assessment, and be able to comply with the required study tasks.
Nonsingleton infants or those known to have current or previous
illnesses or conditions which might interfere with the study
outcome or who were participating in any other clinical studies
were excluded. Parents with a past or present history of mental
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illness, single parents, or parents who had any acute or chronic
illnesses or who were assessed by the investigatorsto be unable
or unwilling to comply with the study protocol requirements
were excluded. Written informed consent was obtained from
all eligible parents.

Study Design

Participants for this observational study were screened based
on the above inclusion and exclusion criteria. After providing
informed consent, eligible participants were given access to
download the Claimlt app (ObvioHealth), which provided access
to electronic questionnaires (eQuestionnaires) and the study
chatbot, on to their mobile devices. Claimlt is a commercialy
available mobile app for data collection in virtua or hybrid
research studiesthat require no or minimal use of physical study
sites. Participants completed an electronic Screening
eQuestionnaire in Claimlt to confirm their eligibility for
enrollment. The study population included 2 groups: “ preterm”
(parents of preterm infants at gestational age <37 weeks) and
“term” (parents of term infants at gestational age =37 weeks).

Collection of Conversation Data, Ease of Use, and
Satisfaction Ratings

Claimlt was made availabl e to participants so they could perform
specific study-related tasks and receive study information. The
participantswere given instructions viathe Claimit app on how
to use the chatbot and were asked to interact with the chatbot
at least 3 times a week over a maximum 28-day period. The
chatbot is an interactive conversational app that was built as a
component of the Claimit app specifically for this study. The
chatbot conversed with users through an online platform. The
chatbot was programmed using scriptsto respond appropriately
whenever a user initiated a conversation. The chatbot scripts
included open-ended and closed-ended (multiple-choice)
guestions and responses. There were 3 conversation scripts, 1
for each of the 3 domains of interest, which included stress,
sleep, and feeding (Multimedia Appendix 1).

Participants also received notifications on the first day of each
week to remind them to complete the required number of

Wong et a

interactions with the chatbot at their convenience. Reminder
notifications were triggered on the first day of each week for
the participant to complete 3 interactions over the week. Study
compliance was monitored by the study team and principal
investigator, and contact with the participants was made
electronically, and if needed, by telephone. All study datawere
collected via the Claimlt app running on participants mobile
devices. Transcripts of the chatbot conversationswere accessed
and reviewed by the study team.

Each participant completed the Usability eQuestionnairein the
Claimit app at the end of the study (Multimedia Appendix 2).
The questionnaire comprised 16 questions, including
closed-ended (binary or 5-point Likert scale) and open-ended
responses. Participants were asked to rate ease of use and
satisfaction separately for the Claimlit and chatbot components.

Conversation Data Processing and Descriptive
Statistical Analysis of Closed-Ended Questions

A sample size of 40 participantswas planned to permit reporting
of descriptive summary statistics for the categorica and
guantitative response data collected using the chatbot. The
expected dropout rate was 25%. If this threshold was exceeded
despite the investigators' efforts to contact participants who
werelost to follow-up, amaximum of 10 additional participants
could be enrolled to replace the participants who dropped out.
Completed chatbot interactions from participants who dropped
out were included in the conversation analysis.

Each raw chatbot conversation was processed by separating
open-ended responses from responsesto closed-ended questions
and suitably coded open-ended questions (Figure 1). Descriptive
statisticswere used to summarize the responsesfor closed-ended
and coded open-ended responses from the Usability
eQuestionnaire and chatbot conversations. Continuous dataare
presented using mean and SD or range, and categorical
responses are presented using frequency and percentage.
Descriptive summaries are also presented by group (preterm
and term). No significance testing was performed. Statistical
analyses were performed using SAS 9.4.

Figure 1. Workflow for conversation data processing and semantic analysis by latent Dirichlet alocation (LDA) topic modeling.
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Semantic Analysis of Chatbot Conver sations

We used the latent Dirichlet allocation (LDA) [15] method to
model and extract knowledge about semantic topics within our
corpus (body of text), which was derived from open-ended
responses within the chatbot conversation data. In the context
of LDA, each conversation is represented asamixture of topics,
and each topic is associated with a collection of words. Each
word is represented as belonging to a topic with a certain
probability, and different words in a conversation may belong
to different topics. The objectiveisto find aset of representative
words for each topic. In LDA-based topic modeling, the actual
semantic meaning of each topic cannot be automatically inferred
fromthe data. Instead, the link between atopic and its semantic
meaning (a concept that a human would understand) has to be
made by a person based on subjective judgement. A valid topic
model, however, makes linking a semantic meaning to a topic
atrivia task; for example, the words “beach,” “sand,” “sun,”
and “relax” once grouped together by the LDA algorithm, would
be easily recognized by most persons asaconcept for “holiday.”

BesidesLDA, other natural language processing methodol ogies
that have been explored for topic modeling include latent
semantic analysis/indexing (LSA/LSI) [16], probabilistic latent
semantic analysis (pLSA) [17], and nonnegative matrix
factorization (NMF) [18]. In general, these methodsinfer topics
from document-level word co-occurrences by modeling each
document as a mixture of topics. However, such inference is
limited by the sparsity of word co-occurrence patterns when
learning from short texts, for example, those on social network
platforms. Other issues encountered with short texts include
slang, spelling or grammatical errors, and nonmeaningful or
noisy words.

LSA/LSI is nonprobabilistic and relies on a mathematical
procedure, known as singular value decomposition [19], and
can make use of aterm frequency-inverse document frequency
matrix which assignslarge weightsto termsthat occur frequently
within adocument but rarely within the corpus, and vice-versa.
AsLSA/LSI techniquestypically requirealarge corpusin order
to produce accurate groupings or topic models, they were not
considered an appropriate methodology for this study. Another
approach, pLSA, replaces the singular value decomposition
procedure with a probabilistic one. Although pL SA represents
a valid aternative to LDA, overfitting is known to be less
controllablewhen using pLSA initsbasic form[20]. NMF uses
a matrix factorization method to simultaneously perform
dimension reduction on aterm-document matrix and clustering
of termsto extract topics[21].

Albalawi et a [22] evaluated a number of topic modelling
methods for short texts and concluded that LDA and NMF
provided the best |earned descriptive topics and addressed the
limitations affecting the other topic modeling methods.
Compared with NMF, L DA has produced more consistent results
[22] and has been applied to studies in various domains with a
number of toolkits readily available for its implementation.
Based on these considerations, LDA was deemed the most
suitable method for analyzing conversation data from the
chatbot.

https://pediatrics.,jmir.org/2021/4/€30169
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Chatbot conversations were analyzed independently for the
stress, sleep, and feeding domains. As with online apps, the
user-generated texts in this study were often limited in length.
Therefore, the average conversation length was increased by
merging multiple conversations collected from the same
participant over the study period into a single conversation for
each domain (Multimedia Appendix 3). These merged
conversations were then used for LDA topic modeling.

Preprocessing of Open-Ended Responses

The first preprocessing step was to eliminate stop words (ie,
those that do not carry information about topics). Stop words
for the English language [ 23] were removed as were additional
stop words identified as being specific to each of the 3 domains
under consideration. We converted compositewordsinto single
words; for example, “not well” was converted to “not_well.”
Local terms (“want,” “know,” “need,” “twice” “not well,’
“well,” “need,” “went,” “couldn,” “occasion,” “not,” “babi,”
“feel,” “okai,” “carri,” “unab,” “veri,” “left” “right” “care’
“affect,” “manag,” “everi,” “felt” “time” “sometim,” “sure,”
“onli,” and “usua™) were also added to the stop word list.

Stemming of the remaining words in conversations was
performed using the Gensim library [24]. Only stem tokenswith
alength greater than 3 letterswere retained; shorter tokenswere
discarded. Tokens that appeared in fewer than 2 conversations
in a single domain were also discarded as were tokens that
appeared in more than 50% of the conversations of the domain.
For conversations belonging to the feeding domain, product
names and brand nameswere also removed. Theresulting tokens
formed the conversation corpus for the knowledge extraction
to be performed by L DA-based topic modeling (Gensim 3.7.1
implementation [24]). The preprocessing workflow to derive
the corpus for LDA machine learning is shown in Multimedia
Appendix 3. The aim was to obtain a reduced set of words
(corpus) for consideration when the LDA was used to extract
topics from the chatbot conversations.

Knowledge Extraction

For each domain, 8 modeling sessions were performed, with
the number of latent topics to be extracted set to a value from
2 through 9. Thus, a model was created for each setting (2
through 9 latent topics extracted). To obtain each model, we
performed 10 learning runs by randomly changing the value of
the random seed used to initialize the LDA procedure (ie,
allocating aword to atopic), while the number of training passes
(to determine the probability of the word belonging to atopic)
was set at 100 for all runs. The best models for each domain
could not be unequivocally identified based on a perplexity
measure [25], and therefore human interpretation by domain
experts was used. Human experts identified models with 3 or
4 topics as the most interpretable ones. Topics were visualized
using LDAvis [26].

Asatopicisaprobability distribution over the entire dictionary
of the corpus, only words with the highest probability values
were deemed to be representative of the semantic meaning for
that topic. We chose the 3 highest probability words within a
topic to be most representative of the semantic concept
associated with that topic. In simpler terms, one can think of
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these 3 highest probability words as the most frequently used
words within that topic.

Results

Participants

A total of 48 parents were screened. Of these, 45 participants
were enrolled in the study. This included 5 participants with
term infants who were recruited to replace participants
withdrawn from the study due to noncompliance. There were
45 infants (23 females, 51%; 20 preterm and 25 term infants).

Figure 2. Participant flowchart.
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In al, 19 participants withdrew from the study: 13 (68%)
participants failed to complete at least 5 interactions, 4 (21%)
were withdrawn at the investigator's decision, and 2 (11%)
withdrew consent. A total of 26 participants, 13 in each group,
completed the study (Figure 2).

All parents (n=45) werefemale. The mean age of the participants
was 31.7 (SD 4.3) years while their infants were a mean 1.1
(SD 1.3) months old (Table 1). Participants completed 256
interactionswith the chatbot, which included 259, 257, and 267
conversations on stress, sleep, and feeding, respectively.

Screened
N =48
Excluded
n=3
+ Not singleton
birth (1)
. Illness_;'conditlon
unsuitable (2) e
n=49
Term Preterm
Withdrawn n=25 n=20 Withdrawn
n=12 n=7
* Noncompliance (9) + Noncompliance (4)
+ Investigator decision (2) * Investigator decision (2)
= Withdrewconsent (1) + Withdrew consent (1)
Completed study Completed study
n=13 n=13
Table 1. Characteristics of participants and chatbot responses.
Characteristic Term (N=25) Preterm (N=20) Total (N=45)
Female gender (parent), n (%) 25 (100) 20 (100) 45 (100)
Female gender (infant), n (%) 13 (52) 10 (50.0) 23(51)
Age of parents (years), mean (SD) 31.1(4) 32.5(5.0) 31.7 (4)
Age of infants (months), mean (SD) 11(2) 12(1) 11(1)
Completed conversations, n
Stress domain 126 133 259
Sleep domain 125 132 257
Feeding domain 130 137 267
Interactions (all 3 domains), n 125 131 256
Merged conver sationsfor L DA? topic modeling®, n
Stress domain 17 22 39
Sleep domain 17 22 39
Feeding domain 18 22 40

3_DA: latent Dirichlet allocation.

Bwithin each of the 3 domains, conversations bel onging to the same participant were merged into a single conversation. Completed chatbot interactions
from participants who dropped out were included in the conversation analysis.
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Ease of Use and Satisfaction With the Chatbot

Of the 45 parents enrolled, 26 completed the study and the
usability eQuestionnaire. Responses from these 26 participants
(ona5-point Likert scale; 1=very difficult, 5=very easy) showed
that the chatbot wasrated as“ easy” to use (mean 4.08, SD 0.74).
Preterm and term group parents who completed the study rated
it similarly (preterm: mean 3.9, SD 0.86; term: mean 4.2, SD
0.60). The Claimlt app was aso perceived as “easy” to use
(mean 4.19, SD 0.85) by both the preterm and term group
parents (preterm: mean 4.0, SD 1.0; term: mean 4.38, SD 0.65).

Parents were “ satisfied” with the chatbot (mean 3.81, SD 0.90;
1=very dissatisfied, 5=very satisfied) and a so with the Claimit
app (mean 3.81, SD 0.80). Participants in the preterm group
registered between “neutral” and “satisfied” with the chatbot
(mean 3.62, SD 0.96) and Claimlt (mean 3.69, SD 0.85) app.
Higher mean scores were observed in the term group for the
chatbot (mean 4.0, SD 0.82) and also the Claimit (mean 3.92,
SD 0.76) app.

The preterm group felt that the length of interactions was
between “long” to “neutral” (mean 2.92, SD 1.19; 1=too long,
5=easily manageable), while the term group felt that the length
of interactions was between “manageable’” and “easily
manageable” (mean 4.31, SD 0.48). Furthermore, 46% (6/13)
of the preterm parents and 23% (3/13) of the term parents
experienced technical issues when using the chatbot.

Overdll, participants were not worried about sharing their
information (mean 4.04, SD 1.08; 1=very worried, 5=not at all
worried) and were likely to use the chatbot again (mean 3.35,
SD 0.75; 1=not at al likely, 5=very likely). Parentsin both the
term and preterm groups were generally not worried about data

Wong et a

sharing and reported between “neutral” and “likely to use”
chatbot technol ogies again to provide input on similar topics.

Responsesto Closed-Ended Questionson Stress, Sleep,
and Feeding

Conversations from the 45 enrolled parents were anayzed.
Parents with preterm infants reported emotional stress more
frequently compared to parents with term infants (33 vs 24
occasions). Parents with term infants reported physical stress
more frequently compared to parents with preterm infants (30
vs 10 occasions). When the cause of stress was not directly
linked to their infants, parents with term infants reported
stressors on more occasions (27 vs 18 occasionsfor the preterm
group). Common stressors experienced by both preterm and
term parents were breastfeeding, work, and relationships. Only
parents of term infants reported breast-related issues (7
occasions).

In generd, parents perceived their deep quality to be satisfactory
although the preterm group reported good sleep dlightly less
frequently than did the term group (Figure 3). In terms of total
dleep hours per day, preterm parents reported an average of 5.8
hours, while term parents reported an average of 6.1 hours.

Among parents who gave their infants breast milk, the most
commonly reported feeding frequency was 8 to 11 times per
day. Thiswastruefor both the preterm and term group. Among
parents who gave their infants infant formula, the most
commonly reported feeding frequency was 4 to 7 times per day
in both the preterm and term groups. Feeding problems, such
asirregular feeding, were more frequently reported by preterm
group parents than by the term group parents (8 vs 2 occasions,

respectively).

Figure 3. Rating of overall sleep quality by term and preterm group parents.
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Knowledge Inferred From Semantic Analysis of
Chatbot Conver sations

Open-ended responses to the conversation scripts from the 45
enrolled participants were used for the semantic analysis. Due
to the limited length of the raw conversations, conversations
belonging to the same participant were merged into a single
conversation. This resulted in 39 conversations for the stress
domain (17 term, 22 preterm) with an average conversation
length of 27.4 words, 39 conversationsfor the sleep domain (17
term, 22 preterm) with an average conversation length of 28.5
words, and 40 conversations for the feeding domain (18 term,
22 preterm) with an average conversation length of 16.9 words
(Table 1).

For the stress and sleep domains, in each L DA-derived model,
the top 3 most representative words for each topic were found

Wong et a

to be consistent across the 10 learning runs performed. For the
feeding domain, topic composition across the 10 learning runs
was characterized by a high degree of variability; that is, the
top 3 most representative words of each topic varied across
learning runs. Thus, an optimal and reproducible set of topics
could not be learned from the conversations in the feeding
domain. This could be due to the shorter length of feeding
conversations compared with conversations from the stress and
deep domains.

For al 3 domains, models with 3 or 4 semantic topics were
identified by human experts as being the most interpretable.
The semantic topicsfor the stress (4 topics) and sleep (3 topics)
domains inferred using the LDA topic modeling are shown in
Figures4 and 5, respectively. Only thetop 3 most representative
words for each topic are shown.

Figure 4. Three most representative words for each topic learned from conversationsin the stress domain.
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Figure5. Three most representative words for each topic learned from conversations in the sleep domain.
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Stress Domain

In Figure 4, topic 1 appears to be linked to positive emotions
and less stressful situations. Both topics 2 and 4 reflect “mixed
feelings’ of moderate well-being coupled with tiredness,

https://pediatrics.,jmir.org/2021/4/€30169

XSL-FO

RenderX

whereas topic 3 appears to be associated with feelings of
physical discomfort.

When the distribution of conversations over the 4 topics was
calculated for each group (Figure 6), topics associated with
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opposite feelings (topic 1 and topic 3) exhibited dissimilar
patternsfor the term and preterm parents: topic 1 (positive) was
the most prevalent topic in conversations of term parents,
whereas preterm parents used words associated with this topic
less frequently in their conversations. On the other hand, topic
3 (physical discomfort) appeared lessfrequently in conversations

Wong et a

from term parents, whereas preterm parents made much more
use of words belonging to this topic. The frequent occurrence
of representative words for the “discomfort”-related topic
(“pain,” “breast,” and “sleep”) in conversations from preterm
group parents suggests this group experienced a higher degree
of physical stress and discomfort.

Figure 6. Topic prevalencein stress domain conversations from term and preterm group parents.
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Sleep Domain

Within the sleep domain, topic 1 appeared to be linked to
breastfeeding, topic 2 to feeding in generic terms, and topic 3
to feeding using amilk pump (Figure 5). This showed that when
parents were asked to comment on their sleep, their responses
revolved around some aspects of feeding, suggesting that feeding
might be interfering with parents ability to get an adequate
amount of sleep or rest. When the distribution of conversations
over the 3 topics (ie, the prevalence of the topics for each
conversation) was cal culated by group, term and preterm parents
did not exhibit different semantic patternsin their conversations
unlike those seen for the stress domain.

Feeding Domain

For this domain, the average conversation length was shorter
than for the other 2 domains, resulting in a smaller feeding
conversation data set. Asaresult, an optimal and reproducible
set of topics could not be learned for the feeding domain. It is
nonetheless interesting to note that feeding-related words and
topics dominated the content of conversations collected for a
different domain, sleep (Figure 5), suggesting closeinteractions
between these 2 domains as perceived by parentsin caring for
their infants.
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Principal Findings

This study collected real-life, in-home data on parental stress,
sleep, and infant feeding from parents of preterm and term
infants using a chatbot. Participants who completed the study
were satisfied with their online interactions with the chatbot
and found the chatbot easy to use. Importantly, they were not
worried about sharing such information through an interactive
tool and were willing to use the chatbot to provide input on
similar topics in the future. This finding helps to validate the
use of chatbots on mobile devices as aconvenient and accessible
means of supporting parents of newborn infants and collecting
data on topics that are important for the health and well-being
of both infants and parents.

For the stressdomain, the top conversation topic extracted from
the semantic analysis showed strong positive emotions among
parents with term infants. The other topics captured mixed
feelings of moderate well-being and being tired, as well as
general discomfort. Parents with preterm infants were more
likely to express experiences of physical discomfort and
tiredness through representative topic words like “pain,
“breast,” and “sleep.” The semantic analysis thus revealed a
state of high physical stress in parents of preterm infants. In
addition, they also reported emotional stress more frequently
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compared with term group parents. Similar experiences have
been reported in earlier studies[2,3], especialy in cases where
the preterm infant was admitted to the ICU [5]. In our study,
parents with term infants expressed positive emotions more
frequently than did those in the preterm group. However, they
were not spared the stress of caring for their infants, reporting
physical stress on more occasions than the preterm group. With
the addition of a new member to the family, noninfant-related
stressors involving work and relationships were reported by
both preterm and term group parents in this study.

An interesting insight from our semantic analysis of chatbot
conversations on sleep was that the 3 most frequent topics of
conversation for all parents (both the term and preterm groups)
were related to feeding. This observation implies that parents
intuitively linked feeding activities with their inability to have
adequate rest. This could be explained by the need to feed their
infants at regular intervals over the day and night. Indeed, the
most commonly reported frequency of feedingwas8to 11 times
per day for breast milk and 4 to 7 times per day for infant
formula. The close links between feeding and sleep revealed
by semantic analysis adds another dimension to the closed-ended
responses on sleep. Although both groups reported satisfactory
deep quality overall, preterm group parents reported good sleep
quality dightly less frequently. Preterm group parents also
reported feeding problems, such asirregular feeding, on more
occasions than did term group parents.

Limitations and Future Work

A total of 11 out of 45 enrolled participants (24%) were
withdrawn from the study due to noncompliance (failing to
compl ete the required number of chatbot interactions). For some
participants, there were delays (up to 29 days) between
enrolment and their first interaction with the chatbot. These
delayscould possibly be dueto the stress experienced by parents
and additional responsibilities of caring for anewborn at home
after discharge. Although reminder notifications were sent on
day 1 of each week, the next notification was only triggered on
day 4 if the participant had not started a chat by that point. The
high rates of noncompliance could be an indication of limited
usability; for this reason, results for the usability questionnaire
(answered by completers only) are presented descriptively and
without attempting to perform statistical testing. |mplementation
of earlier and morefrequent reminder notifications may improve
participant compliance with chatbot interactions. Manual
reminders via phone and externa messaging platforms
(WhatsApp and email) were implemented during the study to
improve compliance and were well received. These reminders
could be implemented in future work, along with further
optimization of the technical performance of the mobile app
and chatbot, to improve overall user experience and engagement
in providing real-time data.

There were variations in word patterns believed to convey
similar constructsthat could pose some problemsfor completely
unsupervised anaysis. For example, in the stress and sleep
scripts, participants were asked about how they were feeling
and gave answers such as “good,” “not bad,” “doing well,”
“god,” and “hood”. Intuitively, “good,” “not bad,” and “doing
well” could be interpreted as saying that the person who

https://pediatrics.,jmir.org/2021/4/€30169
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responded felt “good,” However, without appropriate manual
preprocessing, words such as “god” and “hood” might not be
appropriately handled by the LDA algorithm. The conversation
length was increased by merging multiple conversations to
improve the efficiency of the LDA agorithm as discussed
earlier. For the feeding domain, the average merged conversation
length (16.9 words) was much shorter than for the other 2
domains (27-28 words). This resulted in a smaller feeding
conversation data set and may explain why a reproducible set
of topics could not be learned for this domain. Future studies
should seek to validate the findings of this exploratory work
with larger conversation data sets both in terms of the number
or length of conversations and the number of participants.
Additional topic modeling methods for short-text data could
also be explored to improve handling of short or variable
conversation length.

Although the 3 chatbot scripts (stress, sleep, and feeding)
collected alarge breadth of information, the depth of information
was limited. The scripts explored the immediate concerns of
parents and their high-level daily activities, but further studies
arerequired to gain deeper insights. Future work could expand
the scope of the chatbot to examine conversation topic patterns
associated with other infant or family characteristics such as
single or multiple births, parental age or age group, number of
primary caregivers, or differences between first-time parents
and those with more than one child. If data from different
geographical regions can be collected, it may also be of interest
to the explore similarities and differences among parents in
different regions.

Our study shows that the application of machine learning to
open-ended conversations elicited by a chatbot can provide
additional insights beyond those provided by closed-ended
guestionnaire responses or descriptive statistics. Appropriately
guided by human expert interpretation, unsupervised
classification approaches such asL DA can reveal linksor topics
of interest within conversation data that may not have been
anticipated. In addition, it has been suggested that conversational
agents such as chatbots also help fulfil other emotional needs
[1Q]. In our context, conversing with a chatbot could help
parents overcome feelings of isolation, cope with negative
feelings and abtain encouragement, and, at the sametime, refine
the process of communication on the daily issues they are
struggling with.

Conclusions

In this study, a chatbot was successfully used to collect
real-time, open-ended conversation dataon parental stress, deep,
and infant feeding. Using machine learning, our analysis of
semantic patterns revealed differences between preterm and
term group parents in conversation topic prevalence, notably
for the stress domain. Positive emotions were more often
expressed by parents with term infants, whereas parents with
preterm infants more frequently expressed feelings of discomfort
and tiredness, suggesting they were experiencing higher levels
of stress. Topicsinvolving infant feeding dominated the content
of deep domain conversations. Taken together with the results
for self-reported deep quality and feeding problems, theselinks
between sleep and infant feeding suggest that preterm parents
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could have been more affected by poorer sleep related to  experience of the chatbot asatool to expresstheir thoughts and
frequent feeding or feeding problems. Overdll, therewaspositive  concerns.
feedback from parentswho completed the study on the usability
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Abstract

Background: Mindfulness practices are associated with improved health and well-being for children. Few studies have assessed
parents’ acceptance of learning about mindfulness practices.

Objective: This study aims to assess parents’ beliefs and interest in learning about mindfulness, including from their health
care provider, and differences across demographic backgrounds.

Methods: We conducted a national cross-sectional survey of parents with children aged 0-18 yearsin October 2018. Measures
included beliefs and interest in learning about mindfulness. These measures were compared across demographic backgrounds
using chi-square analysis. Multivariate linear and logistic regression analyses were used to perform adjusted comparisons between
demographic backgrounds.

Results. Participants (N=3000) were 87% (n=2621) female and 82.5% (n=2466) Caucasian. Most (n=1913, 64.2%) reported
beliefs that mindfulness can be beneficial when parenting, 56.4% (n=1595) showed interest in learning about mindfulnessto help
their child stay healthy, and 40.8% (n=1214) reported interest in learning about mindfulness from their health care provider.
Parents with a college degree 49.6% (n=444) were more likely to report interest in learning about mindfulness from a health care
provider compared to those without 37.1% (n=768; P<.001). Parents interested in learning about mindfulness were more likely
to be male 62.6% (n=223; P<.001). There was no significant difference in interest in learning about mindfulness from a health
care provider based on race.

Conclusions; This study indicates that many parents believe mindfulness can be beneficial while parenting and are interested
in learning how mindfulness could help their child stay healthy. Findings suggest thereis an opportunity to educate families about
mindful ness practices.

(JMIR Pediatr Parent 2021;4(4):€30242) doi:10.2196/30242
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Introduction

Anxiety and depression affect an estimated 1 in 20, or 2.6
million, children in the United States [1]. The high prevalence
of these mental health conditionsin our nation’syouth adversely
impacts overall physica hedth, school attendance and
achievement, alcohol and drug use, family discord, violence,
suicide, and health care costs [2,3]. It is imperative for health
care systems to use a variety of approaches to the prevention
and treatment for these and other mental health conditions [4].

Mindfulness techniques represent one approach showing
promise in the prevention and treatment of mental illness.
Mindfulness is generally defined as “paying attention in a
particular way: on purpose, in the present moment and
nonjudgmentally” [5]. Formal mindful ness approachesinclude
a variety of activities including mindful breathing, mindful
walking, meditation, and yoga. Informal mindfulness practices
include bringing a mindful approach to activities of everyday
living, including mindful eating or mindful washing of dishes
[6]. Mindfulness therapies address emotional self-regulation
and are a commonly used psychological approach to reduce
stress and discomfort [7].

Mindful nessinterventions may benefit children directly, through
their own practice, and indirectly, when their parents use this
technique [8,9]. Previous studies show that mindfulness
interventions for children reduce anxiety and stress [10,11]. A
growing body of literature suggests mindfulness techniques
practiced by parents can reduce parenting stress [12,13] and
have positive mental health impacts on children [8,14-16] and
on parent-child interactions [17].

Although there is increasing evidence supporting mindfulness
as an approach to improve mental health, this practice has been
most used by women, particularly women who identify asWhite
and are of higher socioeconomic status [18]. However,
mindfulness may be especially beneficial for socially
marginalized families (ie, based on race and ethnic background),
familieswith lower socioeconomic status, and those with limited
access to mental health resources who may be at higher risk of
mental health conditions [19]. Understanding the views of
diverse groups toward mindfulnessis an important step toward
teaching these practices to improve the mental health of all
children.

However, the acceptance of parents from diverse backgrounds
toward learning about mindful ness independently or from their
health care provider remains unknown. This exploratory study
aimsto understand parental acceptance of mindfulnessincluding
the prevalence of parents who believe mindfulness could be
beneficia in parenting and would beinterested in learning about
mindfulness. Further, the study aims to understand differences
in beliefs and interest in learning about mindfulness among
parents across parent gender, race, ethnicity, education, and
income.

Methods

This national cross-sectional survey study was conducted in
October 2018 as part of a larger study involving parents

https://pediatrics,jmir.org/2021/4/€30242
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perspectives of pediatric health care, which was estimated to
take 10 to 20 minutesto complete. The University of Wisconsin
Education and Social/Behavioral Sciences Institutional Review
Board deemed this study as exempt from institutional review
board approval (#2018-1051).

Participants

Werecruited anational pane of parentsrepresenting all regions
of the United States. Survey panels are an approach to research
in which individuals sign up to be on lists to receive survey
invitations. Previous studies have supported these survey panels
as an effective approach with broader geographic reach than
traditional survey approaches [20,21]. We selected the online
survey platform Qualtrics to conduct this study. Qualtrics
recruits from geographically diverse areas of the United States
to generate panels of participantswho areinterested in receiving
invitations to participate in future surveys. Upon joining
Quialtrics, panelists complete demographi ¢ assessments so that
survey invitations can be targeted to eligible survey populations.
As participation incentive, participants receive “Qualtrics
Points” for survey completion, which can be applied toward
purchases such as gift cards and airline miles.

We requested that Qualtrics recruit 3000 parents. Survey
invitations were sent by email to relevant panels of potentially
eligible adult participants. Interested panelists then completed
screening questionswith digibility criteriaspecific to this study:
English-speaking, 18 years or older, and parent of a child
younger than 18 years. Participants completed written informed
consent through the online Qualtrics platform. The survey closed
when the goal sample size of 3000 participants meeting
eligibility criteriawas reached.

M easures

We provided a series of statements ng parent acceptance
of mindfulness that participants rated using Likert scales. To
assess parental beliefs about the benefits of mindfulness, the
following statement was provided: | believe mindfulness
techniques can be beneficial when parenting my child/children.
Statements about interest in learning more about mindfulness
included: | am interested in learning about how mindfulness
could lead to benefits for my child as an individual, 1 am
interested in learning about how mindfulness could help my
child stay healthy, | am interested in learning about how
mindfulness could lead to benefits for myself as an individual
and in my abilities to parent my child, and | am interested in
learning about mindfulness from my health care provider.

Statements for this survey were developed by the study team.
After development, these were piloted among agroup of general
pediatricians and parents, and modified based on their feedback.
All survey items were framed as statements with which
participants indicated their agreement on a5-point Likert scale
from “strongly disagree” to “strongly agree.” An option of
“don’t know” was also offered.

Demographic variables included parent gender, race, ethnicity,
education, and income.
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Analysis

Descriptive statistics were calculated for demographics and
measures pertaining to mindfulness benefits and interest in
learning about mindfulness practices. Analyses were focused
on assessing proportions of participants with positive views
about mindfulness practices. Thus, participants reporting
mindfulness-related perceptions were categorized into three
groups. (1) those indicating positive beliefs or interest in
learning about mindfulness (answered “agree/strongly agree”),
(2) those indicating neutral or negative beliefs or interest in
learning about mindfulness, and (3) those indicating “don’t
know.”

Beliefs and interest toward mindful ness were compared across
demographic categories (parent gender, race, ethnicity,
education, income) using chi-squareanaysis. Multivariate linear
and logistic regression analyses were used to perform adjusted
comparisons between demographic categories. Demographic
characteristics (age, gender, education, income, race, ethnicity),

https://pediatrics,jmir.org/2021/4/€30242
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excluding the demographic characteristic of the primary
comparison, were included as covariates in the multivariate
linear and logistic regression models. For example, when
comparing response patterns of beliefs and interest toward
mindfulness between males versus females, age, education,
income, race, and ethnicity were included as covariates. All
reported P values were 2-sided, and P<.05 was used to define
datistical significance. Statistical analyseswere conducted using
SAS software (SAS Ingtitute), version 9.4.

Results

Our sample included 3000 participants. Among them, 87.9%
(n=2621) were female, 82.5% (n=2466) were White, 88.7%
(n=2645) were non-Hispanic, 69.9% (n=2093) had no college
degree, and 47.2% (n=1410) had afamily income lessthan US
$50,000. All 50 US states and all four regions were represented
(Table 1).
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Table 1. Demographic characteristics of parent participants (N=3000).

Mathur et al

Participant, n (%)

Gender
Female
Male
Other/missing
Race
White
Black
Other
Asian
Other/missing
Ethnicity
Non-Hispanic
Hispanic
Missing
Education
No college degree
College degree
Missing
Income (US $)
<20,000
20,000-34,999
35,000-49,999
50,000-74,999
75,000-99,999
100,000-149,999
150,000-199,999
=200,000
Prefer not to say

2621 (87.9)
360 (12.1)
19 (0.006)

2466 (82.5)
266 (8.9)
167 (5.6)
90 (3.0)

11 (0.003)

2645 (88.7)
338 (11.3)
17 (0.005)

2093 (69.9)
900 (30.0)
7(0.002)

400 (13.4)
533 (17.8)
477 (16.0)
494 (16.5)
362 (12.1)
320 (10.7)
168 (5.6)
122 (4.1)
114 (3.8)

Belief That MindfulnessCan BeBeneficial in Parenting

In total, 64.2% (n=1913) of the 3000 participants agreed that
mindfulness can be beneficial when parenting, 30.2% (n=906)
of participants reported they disagreed or were neutral, and
5.3% (n=159) of parents stated they “don’t know.” Multivariate
analysis showed that those with a college degree were more
likely to believe that mindfulness can be beneficial when
parenting compared to those without a college degree (P<.001)
when adjusting for age, gender, and ethnicity. There was no
significant difference in the belief that mindfulness can be
beneficial while parenting based on parent gender. Parentswho
reported an income of less than US $20,000 were lesslikely to
report a belief that mindfulness can be beneficial compared to
those who reported earning US $50,000-$75,000 (P=.004); US
$100,000-$149,999 (P=.01); US $150,000-$199,999 (P=.02);
and over US $200,000 (P=.004; see Multimedia Appendix 1
for al findings on parent beliefs about mindfulness).
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Interest in Learning About Mindfulness

Among all 3000 participants, 53.1% (n=1581) reported they
agreed that they were interested in learning how mindfulness
can lead to benefits for their child, while 42.2% (n=1259)
reported they disagreed or were neutral and 4.5% (n=135)
answered “don’t know.” Over half of participants (n=1595,
53.7%) reported they agreed they were interested in learning
about how mindfulness could help their child stay healthy, while
41.5% (n=1232) disagreed or were neutral and 4.9% (n=145)
answered “don’t know.” About half of participants (n=1499,
50.4%) responded that they were interested in learning about
how mindfulness could lead to benefitsfor themselvesand their
abilities to parent their child, while 44.8% (n=1330) disagreed
or reported they were neutral to this statement and 5.3% (n=159)
answered “don’t know.” Overall, 40.8% (n=1214) of participants
reported interest in receiving information about mindfulness
fromtheir health care provider, while 54.5% (n=1621) reported
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they disagreed or were neutral and 4.7% (n=139) answered
“don’'t know.”

Parents with a college degree (n=444, 49.6%) were more likely
to report interest in learning about mindfulness from their health
care provider than those without a college degree (n=768,
37.1%; P<.001). Parentsinterested in | earning about mindfulness
fromtheir health care provider were also morelikely to identify
as male (n=223, 62.6%) than female (n=987, 38.0%; P<.001).
A total of 51.1% (n=46) of Asian, 41.0% (n=1003) of White,
and 39.3% (n=104) of Black parents reported interest in
receiving information about mindfulness from their health care
provider; these differences were not significant. Parents who
earned less than US $20,000 were less likely to report interest
in learning about mindfulness from a health care provider than
those reporting US $35,000-$49,999 (P=.03); US
$100,000-$149,999 (P=.045); and those who earned over US
$200,000 (P=.005; see Multimedia Appendices 1 and 2).

Discussion

Thisexploratory study providesinsight into parents beliefsand
interest toward learning about mindfulness. Over half of parents
reported believing that mindfulness can be beneficial while
parenting and indicated interest in learning more about how
mindfulness could keep their child healthy. Males and
college-educated parents were more likely to report that they
wereinterested in learning about mindfulness from their health
care provider. Our study did not find differences in interest in
receiving information about mindfulness from parents' health
care provider based on race but did find that some higher income
groups were more likely to show interest in learning about
mindful ness than those making less than US $20,000 a year.

Our findings suggest that most parents (n=1913, 64.2%) believe
mindfulness can be beneficial while parenting and are interested
in learning about mindfulness to benefit their child, but some
parents (n=1259, 42.3%) may not beinterested in |earning about
how mindfulness could benefit their child. A possible reason
these parentsdid not show interest in learning about mindful ness
is that some may believe mindfulness includes only formal
practices, which take time, without realizing that informal
mindful ness practices can be incorporated easily into their day.
Some may also have had previous experience with practicing
mindfulness and may not desire any further education. Similar
to previous research, these findings highlight that adults may
have different levels of readinessto learn about and engage with
mindfulness practices [18]. For some parents, more education
may be needed to inform parents of the benefits. For parents
who may have tried formal mindfulness techniques and not
continued the practice, an understanding of their experiencesis
needed. Additional research is needed to develop strategies to
educate and engage families about mindfulness practices both
formal and informal.

Although many parents reported interest in learning about
mindfulness, less than half were interested in learning about
mindfulness from their health care provider. There may be
several possible reasons for this finding. It is possible many
parents think of health care providers as focused mainly on
physical health and do not perceive their health care provider

https://pediatrics,jmir.org/2021/4/€30242
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as a knowledgeable source of information about mindfulness.
Furthermore, parents may not perceive the busy health care
provider’s office as adesired setting to learn about mindfulness
and may prefer to learn about it through another venue. There
are increasing numbers of online resources that offer
mindfulness and meditation practices, which could potentially
benefit children and families. Sharing these digital resources
(web sitesand apps for smartphones) with familiesmay increase
accessibility by reducing the barriers of cost and transportation.
Although digital resources offer one option, more consideration
needs to be given to how parents can access information about
mindfulness training. For those parents who are interested in
receiving information from their health care provider, future
studies should explore preferences in how they prefer to learn
about mindfulness in a health care setting.

Thisstudy indicated that maleswere more likely to beinterested
in receiving information about mindfulness from their health
care provider compared to females. This contrastswith arecent
(2017) national survey in which more women reported using
yoga and meditation in the past 12 months compared to men
[22]. The findings from this study that men reported more
interest in learning about mindfulness is especially important
given the positive impact that fathers' mental health can have
on child health outcomes from infancy to adolescence and the
increasing contribution that fathers play in caring for their
children [23]. A recent meta-analysis of fathers' mental health
showed that paternal depression was correlated with child and
adolescent internalizing symptoms [24], which suggests the
importance of supporting paternal mental health to positively
impact children’smental health. Given theimpact of the paternal
mental health on children, and fathers' interest to learn about
mindful ness, mindfulness education may be an important tool
for supporting fathers in caring for their children.

Thisstudy did not find evidencethat parents’ interest inlearning
about mindfulnessfrom their health care provider differed across
racial background. In contrast, previous work has suggested
that Black populations engage | ess frequently with mindfulness
than White populations[18]. It is possible thisdifferenceisdue
toracial biasresulting from health care providers assuming that
non-White parents lack interest in mindfulness practice.
Examined critically, it may be that historically less frequent
engagement in mindfulness may reflect alack of referral from
health care providers (unconscious bias). More research is
needed to understand the reasons why non-White families may
engage less in mindfulness practices when their interest in
learning about the practice may not differ.

The study also found differences in participants’ beliefs and
interest in learning about mindfulness from their health care
provider based onincome. Those familieswho earned less than
US $20,000 per year (approximately equivalent to the US
poverty level for afamily of 3 people) [25] were less likely to
believe mindfulness could be beneficia and less likely than
other income groups to be interested in learning about
mindfulness from their health care provider. It is possible that
parents living below the poverty line may not have access to
health care, and this may affect their interest in learning about
mindfulness from a health care provider. This finding is
important since studies suggest that people with low incomes
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have risksthat correlate with higher diagnoses of mental illness
[26] and might benefit from mindfulness practices more than
in other income groups. Addressing mental health issues with
mindful ness practices, both formal and informal, may offer an
additional resourceto support the mental health of parentsliving
in poverty. However, additional work is needed to explore
approaches of providing access to mindfulness resources for
these families.

Our study has limitations to consider. First, there were
demaographic differences between our sample and representation
in the United States. For example, over 87% of participants
identified asfemale. Further, about 8% of participantsidentified
as Black, whilein the United States, those identifying as Black
make up 13% of the population [27]. Similarly, in our study,
individualsidentifying as Hispanic represented about one-tenth
of the sample compared to over 18% of the US population [27].
Second, this study did not include parents who were
non—English-speaking, whilethose who speak alanguage other
than English at home comprise more than one-fifth of the US
population [27]. Future studies investigating the perspectives
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of these populations would be of the utmost importance to
capture a more representative sample of familiesin the United
States. Finally, parents who chose to participate in this survey
through the Qualtrics platform all had access to the internet,
and perspectives of those without internet access may not be
represented.

This study indicates that a majority of parents believe
mindful ness can be beneficial while parenting, and many parents
areinterested in learning how mindfulness could help their child
stay heathy. With the growing body of literature showing
associ ations between mindful ness practice and mental wellness,
further research should examine the perceptions and experiences
of those who do not consider mindfulness beneficial. For the
parentswho areinterested in learning more, particularly fathers,
additional research is needed about how parents would like to
learn about these resources. Future studies should also examine
effective methods for delivering mindfulness information and
resourcesto parents of lower household incomesincluding how
to develop accessible mindfulness training programs.

Multimedia Appendix 1
Parents who believe mindfulness is beneficial when parenting.
[PNG File, 92 KB - pediatrics v4i4e€30242_appl.png ]

Multimedia Appendix 2

Parents reporting interest in learning about mindfulness from their health care provider.

[PNG File, 94 KB - pediatrics v4i4e€30242_app2.png |
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Abstract

Background: Both parental education and the food environment influence dietary intake and may therefore contribute to
childhood obesity.

Objective: We aimed to assess the consumption of ultraprocessed foods (UPFS) in a convenience sample of adolescents with
obesity and to determine its association with the food educational style of their parent.

Methods: This observational study included 24 participants, 12 adolescents (8 boys and 4 girls) aged from 12 to 14 years and
their 12 parents, who were followed in a specialized pediatric obesity clinic in the French-speaking part of Switzerland. The
adol escents were asked to take a photograph with a smartphone application of all meals and beverages consumed in their daily
routine over 14 consecutive days. They evaluated their parent’s food educational style using the Kids' Child Feeding Questionnaire.
The parent who was present at the study visits also completed the Feeding Style Questionnaire. A dietitian analyzed the pictures
to extract food group portions and to identify UPFs using the NOVA classification. A nonparametric statistical test was used to
investigate associations between UPF intake and food educational style.

Results. Overall, the adolescents had unbalanced dietary habits compared to national recommendations. They consumed an
insufficient quantity of vegetables, fruits, dairy products, and starchy foods and an excessive amount of meat portions and sugary
and fatty products compared to the current Swiss recommendations. Their consumption of UPFs accounted for 20% of their food
intake. All adolescents defined their parent as being restrictive in terms of diet, with a mean parental restriction score of 3.3+SD
0.4 (norm median=2.1). No parent reported a permissive food educational style. A higher intake of UPFs was associated with a
lower parental restriction score (P=.04).

Conclusions: Despite being followed in a specialized pediatric obesity clinic, this small group of adolescents had an unbalanced
diet, which included 20% UPFs. Theintake of UPFswas lower in participants whose parent was more restrictive, suggesting the
importance of parents as role models and to provide adequate food at home.

Trial Registration: ClinicalTrials.gov NCT03241121; https://clinicaltrials.gov/ct2/show/NCT03241121

(JMIR Pediatr Parent 2021;4(4):€28608) doi:10.2196/28608
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adolescent; obesity; ultraprocessed foods; qualitative food intake; food educational style; smartphone application
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Introduction

Childhood obesity isasignificant public health challenge, with
an increasing prevalence worldwide and multiple long-lasting
consequences[1]. Its causes are multiple, with the environment
and behaviorsinteracting with theindividual genetic background
[2]. Excessive consumption of calorie-dense foods containing
high levels of saturated fats, trans-fatty acids, free sugars, or
salt contribute to obesity and diabetes, as well as other
noncommunicable diseases [3-5].

In the past decades, thelevel of food processing has significantly
increased [6]. Recent studies in adults and children have
suggested an association between the consumption of
ultraprocessed foods (UPFs) and an increased risk of being
overweight or obese and having metabolic disorders [6-9]. A
systematic review found that UPF consumption was positively
associated with body fat during childhood and adolescence in
14 of the 26 included studies [7]. The authors concluded that
thereisaneed to use astandardized classification that considers
the level of food processing to promote comparability between
studies, such as the recent food NOVA classification. The
NOVA classification divides food items into four groups
according to their degree of processing: (1) low or unprocessed
foods, (2) culinary ingredients, (3) processed foods, and (4)
UPFs [9]. UPFs are industrial products that not only contain
fat, sugar, and salt but also include additives or ingredients not
normally used in home food preparation, such as hydrogenated
or unesterified oils, protein isolate, maltodextrin, casein, and
gluten [10,11]. One study showed that Swedish children
increased their UPF consumption by 142% from 1960 to 2010
[9]. UPF consumption accounted for 25%-60% of thetotal daily
energy intakein adultsof 19 European countries[12]. Currently,
experts recommend limiting UPF consumption, even though
no recommendation has yet been determined for the maximal
amount or frequency [6].

Both the education and the environment influence dietary intake
in general, and in addition, in children, parental education and
the food environment provided are crucial. Ellyn Satter [13]
described a model of the division of responsibilities between
children and parents. Fundamental to the parental tasks is
trusting children to determine how much and whether to eat
fromwhat parents provide. Thismodel iscomplementary to the
concept of the food educational style, developed by Johnson
and Birch in 1994 [14], demonstrating that a high degree of
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parental control over a child’'s intake is associated with
decreased dietary regulation and a higher weight of the child.
The so-called authoritative parenting style is associated with a
favorable food environment, as opposed to the permissive or
authoritarian style [15]. Based on a model published in 2017,
achild'seating behavior and the parents food educational style
could explain the onset of obesity in 19% of the cases [16]. A
study published in 2019 showed a positive effect of healthy
parental eating practices and the authoritative food educational
style on the food habits of 13-year-old adolescents who were
overweight or obese [17].

Inthisobservational study, we aimed to assess the consumption
of UPFsin a group of Swiss adolescents with obesity and to
determineits association with the food educational style of their
parent.

Methods

Setting and Participants

This observational study included adolescents aged 12-14 years
who were followed in a specialized pediatric obesity clinic at
the Lausanne University Hospital, Lausanne, Switzerland, and
one of their parents. The study was an observational nested
study of the SwissChronoFood trial [18] (Clinicaltrials.gov
registration no NCT03241121). The protocol was approved by
the ethics committee of the Canton of Vaud, Lausanne,
Switzerland. Each adolescent participant and their parent were
informed of the study details and signed written consent.

The families were sent to the pediatric obesity clinic by their
pediatrician. At thetime of inclusion, the senior dietician (author
SB) had followed the adol escents for saveral months. Sheinvited
all adolescents aged 12-14 yearswho had an appointment at the
clinic from January to February 2019 to participate in the study.
Of the 62 adolescents aged 12-14 years informed about the
study, 37 declined because of alack of interest or timeto attend
the study visits and 9 because of alanguage barrier or the lack
of aparent availableto attend the study visits (Figure 1). Of the
16 adolescents and their respective parent who agreed to take
part in the study, 4 families had to cancel their participation
before inclusion, thus leading to a fina sample size of 12
adolescents and 12 parents. The nutritiona intake of the
adolescents was assessed over a 2-week period, including 2
face-to-face visits with a senior dietician (SB) and a phone
meeting in the interval, between January and March 2019.
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Figure 1. Recruitment process of adolescents and one of their parents.

All adolescents aged 12-14 years coming in
obesity consultation during January and
February 2019 (nh=62)

Borloz et al

Language communication problem,
no parental presence, children living

in a home (n=9)

No interest or no availability to

h 4

Y
Adolescents and one of their parents
accepting to participate for two
appointments (n=16)

participate (n=37)

Families cancelled their participation

A 4
Adolescents and one of their parents
completing the study (n=12)

Demographic and anthropometric data were collected in the
first visit. After 1 week, the dietician had a phone meeting with
the adol escents to question them about the use of the smartphone
application (explained later) and to encourage them to continue
taking pictures conscientiously. At the last visit, the dietitian
checked the pictures collected by the smartphone application
and performed a 24-hour food recall.

The z score of the body massindex (BMI) according to agewas
used to define overweight and obesity. According to the World
Health Organization [19], overweight is defined as a BMI z
score of >1, obesity asaBM I z score of >2, and extreme obesity
as a BMI z score of >3. For parents, the adult categories of
overweight (BM1=25-30 kg/m?) and obesity (BMI1>30 kg/m?)
were used [1].

Assessment of Food | ntake

All adolescents used a smartphone application to take pictures
of al consumed food and beverages, except water, over 14
consecutive days. They could annotate each picture with atext
description. We compared the food pictures collected by the
food application and the 24-hour food recall performed at the
second visit. The senior dietician (SB) manually counted the
number of food portions consumed each day by each adol escent
and estimated the number of servings from each picture. Food
items were grouped according to the Swiss food pyramid [19]
as follows: fruit, vegetables, starchy food, meat/fish/egg/tofu,
dairy products, sugary products, fatty food, and sugar-sweetened
beverages. The intake of cooking fats, sauces, and sdad
dressings was nhot analyzed, as these could not be accurately
assessed from the pictures collected and the text annotations.
The frequency of consumption of each food group was then
compared to the Swiss Nutrition Society (SNS)
recommendations[20]. Finally, UPFswereidentified from food
pictures and the 24-hour food recall, according to the NOVA
classification [10].
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before first appointment for time and
personal reasons (n=4)

Assessment of the Parental Food Education Style

The parental food education style was assessed from the
perspectives of both the adolescents and their parent. At the
first visit, the adolescents completed the Kids Child Feeding
Questionnairein aseparate room from the accompanying parent
[14]. This questionnaire explores an adolescent's perspective
of two dimensions, parental pressure and parental restriction
on their feeding, and has been validated in French [21]. The
scale ranges from O to 4: O meaning no pressure and no
restriction and 4 meaning maximal pressure and maximal
restriction. Our results with the Kids Child Feeding
Questionnaire were compared with the median scores of 2.1 for
restriction and 1.99 for pressure, which were obtained in a
French pediatric population that we considered asanorm [21].

Although the adol escents were completing the questionnairein
a separate room, the parents answered the Feeding Style
Questionnaire, which explores a parent’s perspective in eight
problematic situations (eg, your child wantsto eat pasta, when
you intended to cook vegetables) and isa so validated in French
[22]. This questionnaire assesses three dimensions, described
asauthoritarian, authoritative, and permissive [16]. In short, the
authoritarian styleincludes strict rules given by parentswithout
discussion, the authoritative style is a more democratic style
with rules and a discussion of these rules, and the permissive
style has few or no rules, thus following the wishes of the
adolescent more. Each dimension received a score on a4-point
scale from very unlikely to very likely. The dimension with the
highest score determined the dominant feeding style of each
parent.

Statistical Analysis

Data are reported as the mean+SD, unless stated otherwise.
Nonparametric tests were used due to the small sample size.
We compared the rank-sum test between UPF intake and food
educational style (restriction, pressureto eat, and authoritarian,
authoritative, and permissive dimensions) with the

JMIR Pediatr Parent 2021 | vol. 4 | iss. 4 |e28608 | p.43
(page number not for citation purposes)


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

JMIR PEDIATRICS AND PARENTING

Wilcoxon-Mann-Whitney test. For analysis of the perceived
parental dietary restriction, we defined groups of low restriction
and high restriction using the median value of 3.25. P<.05 was
considered statistically significant. The Stata 15 software
package (College Station, TX, USA) was used. No missing data
were found for the variables of interest.

Results

Characteristics of the Participants

We included 12 adolescents, 8 boys and 4 girls, aged 12-14
yearsand 12 parents, 8 mothersand 4 fathers, aged 37-55 years.

Table 1. Characteristics of adolescents and parents.

Borloz et al

At the time of the study, the adolescents had been followed in
the specialized pediatric obesity clinic for several months. Of
the 12 adolescents, 11 (91.6%) were obese and 1 (8.4%) had
lost weight, thus changing from the obese category to the
overweight category. Most parents were overweight or obese
(n=11), and 10 (83.3%) worked at an activity level of >70%,
except for 2 (16.7%) parents on disability insurance. Five of
the included parents (42%) were separated, but the adolescents
spent amost all of their time with the parent who was present
at the study visits. Table 1 shows the characteristics of
adolescents and parents.

Characteristics Value

Adolescents’ characteristics
Number 12 (4 girls/8 boys)
Age (years) 13.3+0.6 (12.0-14.3)°

BMI2 (kg/m?)
BMI (z score)®
Parents’ characteristics
Number
Age (years)
BMI (kg/m?)
Married or in arelationship with the other parent (%)
Time spent with child (%)
Training after compulsory school (years)

Professional activity rate (%)

30.0+2.6 (24.9-33.7)°

2.7+0.4 (1.9-3.4)°

12 (8 mothers/4 fathers)
45.3+4.6 (37.0-55.0)°

29.1+3.2 (23.2-35.9)°
58.3

97.9+7.0 (75-100)°
3.2¢2.9 (0-7)°

70.0+30.0 (0-100)°

3BMI: body mass index.

bpata are presented as the mean+SD (minimum-maximum range), unless stated otherwise.

®Obesity in adolescents was defined as a z score of BM1>2.

Food I ntake

Overall, the adol escents had unbal anced dietary habits compared
to national recommendations (Table 2). Their consumption of
fruit, vegetables, dairy products, and starchy foods was below
the recommended frequencies for adolescents [20], while the

https://pediatrics.,jmir.org/2021/4/e28608

consumption of the meat/fish/egg/tofu group, fatty products,
and sugary products was above the recommendations [20]. The
number of meals was close to 3 meals per day (2.8+0.5),
although 5 adolescents skipped breakfast. A mean 1.6+0.6
portions of UPFs were consumed each day, representing 20%
of the food portions consumed.
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Table 2. Comparison of food consumption with the Swiss recommended daily portions [20].

Food groups Number of portions per day (mean+SD) Swiss national recommendationsfor 13-14-year-
old adolescents (n)

Fruit?® 0.4+0.3 2

Vegetables 1.2+0.6 3

Starchy foods 2.5+0.8 45

Meat, fish, egg, tofu 1.4+0.4 1

Dairy products? 11+03 3

Sugary products® 12+0.7 1

Fatty products 13+0.7 1

Sweet beverages 0.2+0.3 0

UPF® intake 1.6+0.6 f

UPF portions/total number of food portions (%) 20.9+3.6 —

8 ncluding a maximum of 1 glass of fruit juice per day and amaximum of 1 fruit compote per day.

Bincl uding milk, yogurt, cheese, and milk drinks.

%Including jam, honey, chocolate, cookies, cakes, fruit yogurt, candies, sodas, ketchup, sweet sauce for nems.

9incl uding sausages, crisps, breaded meat, chocolate, cookies, raclette, fondue, fat-containing sauces (carbonara, mayonnaise), lasagna, and pizza.
€UPF: ultraprocessed food (includesindustrial prepackaged snacks, sweets, commercia biscuits, chips, sausages, ham, sodas, filled croissants, ravioli,

tortellinis, spétzlis, fajitas, ketchup, mayonnaise, sweet and sour sauce, nems, milk drinks[eg, Danao®, Actimel ®], toasted bread, pizza, dessert cream,
and chocolate spread).

No Swiss recommendations for UPF food group
scorewas 3.27+0.37 (Figure 2A) and the mean parental pressure

Food Educational Styles score was 1.83+0.87 (norm=1.99). For seven adolescents, the

According to the Kids Child Feeding Questionnaire [21] perceived parental pressure to eat was below the norm.
completed by the 12 adolescents, the mean parental restriction
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Figure2. (A) Food educational styles perceived by the adolescents. Results of theKids' Child Feeding Questionnaire[20] completed by the adol escents.
(B) Food educational styles reported by the parents, measured by the Feeding Style Questionnaire [21] completed by the parents.

A. Food educational styles as perceived by adolescents

L.

Number of points

6 7 8 9

Participant number

s Parental pressure
—1 Parental restriction

Norm of parental pressure (1.99)

— — — Norm of parental restriction (2.10)

B. Food educational styles as reported by parents

3.5

25

Number of points
[

6 7 8 9

Participant number

I Authoritative style

The Feeding Style Questionnaire completed by the 12 parents
showed that the most common dietary educationa style was
the authoritative style, with amean score of 3.05+0.51, followed
by the authoritarian style (2.82+0.57). The permissive style had
the lowest score (1.67+0.52). The authoritative style was
predominant in seven parents, and the authoritarian style was
predominant in five parents (Figure 2B). The permissive style
was not dominant in any parent.
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1 Permissive style

Association Between UPF Consumption and Parents
Food Educational Styles

When analyzing the adolescents dietary intake and the
respective parent’s food educationa styles, we found a
significant association between the proportion of UPF intake
compared to the total food intake and the level of parental
dietary restriction (Figure 3).
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Figure 3. Consumption of UPFs according to the parental dietary restriction perceived by the adolescents. Association between the proportion of UPF
intake out of the total food intake and the level of parental dietary restriction (rank-sum P=.04). UPF: ultraprocessed food.
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Discussion

Principal Results

In this observational study conducted in the French-speaking
part of Switzerland, the small group of adolescents with
long-standing obesity had unbalanced eating habits, including
excessive UPF consumption, despite being followed in a
specialized pediatric obesity clinic. The adolescents perceived
their parent as more restrictive than the norm, and none of the
parents had a permissive food educational style. Lower UPF
consumption was associated with a higher parental dietary
restriction.

The reported diet was unbalanced, including 0.4 portions of
fruit per day instead of the 2 portions recommended by the
Swiss national recommendations[19], 1.2 portions of vegetables
per day instead of 3, and 1.1 portions of dairy products instead
of 3. To put thisin perspective, theseresultsare similar to those
found in the Swiss adult general population, who also have
self-reported intakes bel ow the national recommendations[23].
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In this study, UPF consumption was high, with 1.6 portions
consumed per day, representing 20% of the foods consumed.

Comparison With Prior Work

The comparison of these findings with other studiesislimited,
as UPF consumption is often reported as a percentage of daily
energy intake and not in terms of portions per day. A study in
adultsfound that UPFs reached an average 26% of daily energy
intake, ranging from 10% to 50%, depending on the 19 European
countries assessed [12]. A Brazilian study in school-age children
observed that 48% of daily energy intake was provided by UPF
consumption [7]. UPF consumption shows an upward trend
across multiple countries and cultures, as seen in Swedish
children who increased their UPF consumption by 142%
between 1960 and 2010 [9]. In a large prospective cohort of
French adults, UPF consumption was associated with increased
weight gain [24].

UPFs contribute to an unbalanced diet due to their low
nutritional quality, including a high content of added sugars,
fats, or additives and a low content of fiber. The lack of
prospective studies precludes a definitive conclusion on the
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causal relationship between UPF consumption and obesity [25].
However, observational studies have shown an association
between UPF consumption and overweight, obesity, or
metabolic disorders [6,24,25]. Therefore, many experts, such
asthe Canadian government [26], have called for alimit of their
intake, without providing precise quantified recommendations
[26]. One suggestion to reduce UPF consumption in children
and adolescentsisto devel op parents' skillsin identifying UPFs
and provide them with practical tips on how to limit the UPFS
frequency, reducetheir portions, or replace them with raw foods.
Moreover, parental food practices influence child practices
[27,28]. A European survey in eight countries observed that the
poor example of parents was a predictor of children's eating
habits [28]. Similarly, a recent systematic review showed that
parents’ own food consumption behavior and food availability
at home are factors with the strongest association with food
consumption of adolescentsin the same household [28]. Another
systematic review concluded that the availability of unhealthy
foods at home is positively associated with snack intake [29].
Thus, aglobal family approach is necessary.

A permissivefood educational styleisrecognized as promoting
obesity [30]. In our study, all adolescents perceived their parent
as highly restrictive in terms of diet, and the Feeding Style
Questionnaire completed by the parents showed that the
permissive educational style was the least common. The
restrictive food educational style experienced by adolescents
may be explained by the fact that parents wish to control their
children’s excess weight by using dietary restriction. Several
studies have shown that parental restriction is more frustrating
than parental pressure and is associated with increased weight
in children and adolescents with normal weight or who are
overweight [21,30,31]. However, some degree of restriction
may be beneficial to limit UPF intake. Interestingly, in this
study, we found that adol escents who perceived ahigher dietary
restriction from their parent consumed significantly less UPFs.
In addition, the consumption of sweet beverages was low (0.2
portions per day instead of the 2.4 portions in the Swiss adult
population [23]) and could be explained by the fact that parents
limited their access, as this is part of the advice given in the
follow-up at the obesity clinic.

Limitations

The main limitation of this study was the limited sample size,
which included 12 adolescents and 12 parents. We contacted
62 adolescentsfollowed in our pediatric obesity clinic and their
parent to participate in the study. A total of 50 refused to
participate, 37 due to a lack of interest or time and 9 dueto a
language barrier or thelack of aparent availableto attend study
visits; in addition, 4 families had to cancel their participation
beforethe first visit. This showsthe difficulty of recruiting this
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population in dietary studies involving longitudinal data
collection. This could have led to atype | error, but our results
are mostly exploratory and will help future studies in the form
of preliminary results for sample size calculation and new
hypotheses generation. Other limitationswere the low response
rate and the potential social desirability of participants who
would only take pictures of the food they wished to show.
Although thelong duration of the data collection period provided
detailed information about dietary habits and was a strength of
this study, it might also be alimitation. Indeed, 2 weeks might
have been too long for adol escents, leading to potential missing
data, as shown by the comparison with the 24-hour food recall.
The 24-hour food recall showed the consumption of morefoods,
such as highly processed foods, which accounted for 26% of
the foods in the recal instead of 20% with the smartphone
application. The data were collected between January and
March, which might have affected the availability of fresh
products. However, the availability and price of fresh products
in Switzerland do not differ widely between seasons. Finally,
the studied adol escentswere followed in aspecialized pediatric
obesity clinic in the French-speaking part of Switzerland; thus,
our findings may not be applicable to adolescent populations
in other parts of theworld or followed in other clinical settings.
The main strengths of the study were the review of UPF
consumption by asenior dietitian, which allowed an estimation
of the number of UPFs compared to other foods; the use of a
smartphone application to take food pictures; and the assessment
of parental feeding practices, perceived by both the adol escents
themselves and one of their parents. Our study relied on a
smartphone application to collect data on eating behavior and
food content. Thisis consistent with the current trend in remote
data collection from patients, as recently demonstrated during
the COVID-19 pandemic [32]. This small study opens future
avenuesfor clinical research about UPF consumptionin children
with obesity and the use of applicationswith picturesto collect
nutritional intakes. Of note, our study was conducted prior to
the COVID-19 pandemic and cannot thus address the
psychosocial challenges of youth during the pandemic [33].

Conclusions

In our study, the small group of adolescents had unbalanced
eating habits despite being in a treatment program. They all
defined their parent as being restrictive in terms of diet, and no
parent reported a permissive food educational style. The
consumption of UPFs was lower among adolescents whose
parent was more restrictive, suggesting that adolescents have
fewer opportunities to eat when some degree of restriction is
applied by their parent. The parent’sfood educational styleand
food choices available at home, including UPFs, may be a key
target for personalized nutritional interventions in adolescents
with obesity.
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Abstract

Background: eHealth and web-based service delivery have become increasingly common during the COVID-19 pandemic.
Digital interventions may be highly appealing to young people; however, their effectiveness compared with that of the usual
face-to-face interventions is unknown. As nutrition interventions merge with the digital world, there is a need to determine the
best practices for digital interventions for children.

Objective: Theaim of thisstudy isto examinethe effectiveness of digital nutrition interventionsfor children on dietary outcomes
compared with status quo interventions (eg, conventional face-to-face programming or nondigital support).

Methods: We conducted an umbrellareview of systematic reviews of studies assessing primary research on digital interventions
aimed at improving food and nutrition outcomes for children aged <18 years compared with conventional nutrition education
were eligible for inclusion.

Results: Intotal, 11 systematic reviews published since 2015 were included (7/11, 64%, were of moderate quality). Digital
interventions ranged from internet, computer, or mobile interventions to websites, programs, apps, email, videos, CD-ROMS,
games, telehealth, SM S text messages, and social media, or a combination thereof. The dose and duration of the interventions
varied widely (single to multiple exposures; 1-60 minutes). Many studies have been informed by theory or used behavior change
techniques (eg, feedback, goal-setting, and tailoring). The effect of digital nutrition interventionsfor children on dietary outcomes
issmall and inconsistent. Digital interventions seemed to be the most promising for improving fruit and vegetabl e intake compared
with other nutrition outcomes; however, reviews have found mixed results.

Conclusions: Owing to the heterogeneity and duration of digital interventions, follow-up evaluations, comparison groups, and
outcomes measured, the effectiveness of these interventions remains unclear. High-quality evidence with common definitions
for digital intervention types evaluated with validated measures is needed to improve the state of evidence, to inform policy and
program decisionsfor health promotion in children. Now isthetimefor critical, robust evaluation of the adopted digital interventions
during and after the COVID-19 pandemic to establish best practices for nutrition interventions for children.

(JMIR Pediatr Parent 2021;4(4):€30160) doi:10.2196/30160

KEYWORDS

children; healthy eating; eHealth; nutrition intervention; nutrition education; food literacy; digital health; virtual delivery; digital
interventions; nutrition interventions; best practices; education; mobile phone
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Introduction

Background

Poor nutrition is a leading risk factor for noncommunicable
diseases, such as cardiovascular disease, cancer, stroke, and
diabetes [1]. Dietary risks (eg, diets low in fruits, vegetables,
whole grains and high in red and processed mest, and
sugar-sweetened beverages [SSBS]) are among the top 3 risk
factors for global attributable deaths[2]. Proper child nutrition
is foundationa in preventing chronic disease later in life [3].
However, child wasting, underweight, and stunting remain
among thetop 10 leading contributorsto disability-adjusted life
years for children aged 0-9 years globally [2]; iron deficiency
was the top risk factor of attributable disability-adjusted life
years for individuals aged 10-24 yearsin 2019 [2].

Dietary intake is determined by a plethora of factors ranging
from individual characteristics such as nutrition knowledge,
self-efficacy, and income to societal factors such as food
marketing and media, and supportive environments to access
affordable healthy food [4-6]. Food literacy is an umbrella
concept related to food skills and knowledge necessary to
perform healthy eating behaviors and links individual-level
attributes to the food environment in which eating behaviors
take place[7]. Asadeterminant of diet, food literacy isafocus
of nutrition interventionsto improve individual and population
diets.

Although face-to-faceinterventions are accepted, evidence-based
approachesto deliver nutrition interventions[8] and the adoption
of digital technologies, particularly during the COVID-19
pandemic, have required practitioners and policy makers to
explore novel approaches to support healthy practices. The use
of mobile appsby dietitiansand their clientsisemerging—57%
of 117 dietitians surveyed in Canada used appsin their practice
and 84% of those who did not use apps were interested in
adopting them in the future[9]. A growing number of nutrition
and diet apps are available on app stores (eg, Google Play),
which provide unique featuresto users, such as self-monitoring,
goal-setting, education, push notifications, message forums,
personalized messages, and rewards, to promote heathy
behavior change [10-13]. Credible on-demand nutrition
information has previously been available for consumers and
health professionalsin Canada through websites, social media,
apps, and telephone platforms. One web-based and telephone
nutrition service in Canada yielded 1000 telephone calls,
1000-1500 email inquiries, and >240,000 website page views
each month [14]. However, the effectiveness of digital
interventions to improve diet and lifestyle, compared with
conventional educational approaches, has not been well
established [8,15,16].

As digital natives, today’s youth may find digital approaches
to nutrition education more meaningful and impactful than the
conventional approaches[17]. Theinternet, telehealth, gaming,
social media, mobile apps, and wearable devices are few digital
platforms that have been used to promote health among the
youth, with varied impacts [18]. Before the COVID-19
pandemic, digital interventionswere already rapidly developing
as anonymous, accessible, and cost-effective interventions

https://pediatrics.,jmir.org/2021/4/€30160
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appealing to the youth [16]. During the pandemic, most health
care, public health, and community servicesrapidly transitioned
to the web, attempting to mimic traditional services through
digital means. Digital technol ogies canimprove equitable health
service delivery; however, several knowledge gaps hinder the
practitioners’ ability to optimize their use[19]. The opportunity
for service providersto develop and implement evidence-based
digital health care or health promotion interventions, including
those who serve children and youth [20], must be met with
evaluating the existing evidence to guide real-world decisions
inreal time.

Objective

The primary aim of thisreview is to examine the effectiveness
of digital nutrition interventions on food literacy outcomes in
children (<18 years) compared with the status quo interventions
(eg, face-to-face programming or nondigital support). Second,
this review aims to explore the features of digital nutrition
interventionsthat are most effectivein promoting food literacy.

Methods

We conducted an umbrellareview of systematic reviews. This
approach was used to synthesize high-level evidenceto support
health-related programs and policy decision-making [21].
Following recommended practices for umbrella reviews, we
stated a clear objective informed by stakeholders; defined
systematic review; specified relevant inclusion and exclusion
criteria; structured our search strategy; and conducted dual
screening, explicit data extraction, and quality appraisal [22].

Search Strategy

A literature search was conducted in November 2020 by a
librarian for articles published between 2015 and the search
date. These year limits were used to minimize the inclusion of
archaic digital innovations. Eight databases were searched (Ovid
MEDLINE, PsycINFO, Global Health, CINAHL, SocINDEX,
AgeLine, Child Development and Adolescent Studies, and
Scopus) with the following search terms: digital interventions,
telehealth, telemedicine, videoconferencing, social media, apps,
health promotion, public health, preventive health services, diet,
food, eating, nutrition, and breastfeeding. References from the
included articles were hand searched for additional relevant
reviews. A forward search of relevant review protocols was
completed in December 2020 to include the published results.
The full search strategy is available upon request.

Study Inclusion and Exclusion Criteria

An a priori population-intervention-comparison-outcome
statement [23] guided the inclusion and exclusion criteria:
systematic reviews of studies of digital interventions aimed at
improving food and nutrition outcomes for children <18 years
compared with conventional nutrition education were eligible
for inclusion.

Types of Participants

Reviews were included if they evaluated digital interventions
aimed at children <18 years and reported separate results for
children. Reviews that focused on interventions for children
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with a chronic disease, with the exception of overweight and
obesity, were excluded.

Types of I nterventions

Only digital interventions or interventionswith both digital and
nondigital (eg, print or face-to-face) componentswereincluded.
Anunrestricted definition of digital was used to obtain evidence
that can increase the relevance of the umbrella review for

Textbox 1. Definitions of eHealth, mobile health (mHealth), and telehealth.

Prowse & Carsley

decision-makers [21]. Interventions that used eHealth, mobile
health (mHealth), telehealth (Textbox 1), or other electronic or
internet-based programs, applications, or games where
participants engaged through portable computers, desktop
computers, mobile devices, and wearable deviceswereincluded.
Reviews were excluded if they only reported on face-to-face
interventions or aggregated results from face-to-face or print
interventions with digital interventions.

Definitions

health’ > [24]

« eHealth: “the use of information communications technology in support of health and health-related fields.” [24]

«  mHealth: “an element of eHealth which focuses solely on mobile technology and is defined as ‘ the use of mobile wireless technologies for public

«  Telehealth: “various types of health care when patient and provider are geographically separated—it can involve videoconferencing, telephone
calls, electronic data transmission, and other ways of communicating over the Internet.” [25]

Comparators

We included reviews that compared digital interventions with
no intervention, minor interventions (eg, wait list), nondigital
nutrition interventions (eg, print), nonnutrition digital
interventions (eg, physical activity website), and conventional
face-to-face programming or usua education. It wasnot possible
to restrict our analysis to only reviews with conventional
face-to-face programming because the relevant systematic
reviewsincluded awide range of controls and comparison types.

Types of Studies

Systematic reviews (including non-Cochrane reviews) and
meta-analyses were included; narrative and scoping reviews
were excluded. We defined systematic reviews as a review of
evidence with clearly stated research questions, search strategy
that is reproducible, inclusion and exclusion criteria, selection
methods, quality and risk of bias assessment, and evidence
synthesis[26]. Various study designsincluded in the systematic
reviewswere acceptabl e, including randomized controlled trials
(RCTSs), quasi-experiments, and cross-sectional studies, asthese
are common designs in nonclinical research. Reviews of
qualitative evaluations of digital interventions were excluded.
Systematic reviews that reported only on intervention design
and characteristics with no report on intervention effects were
excluded. Only reviews of human studies published in English
with the majority conducted in developed countries were
included.

Types of Outcomes

The primary outcomes were food and nutrition behaviors (eg,
dietary intake and eating habits), knowledge (eg, how to read
a food label), and attitudes (eg, self-efficacy and intentions).
Outcomes related to breastfeeding, weight status (eg, BMI, fat
mass, waist circumference, and childhood obesity), health (eg,
blood pressure and blood glucose), and nonnutrition topics (eg,
physical activity, sedentary behavior, and sleep) were excluded.
The secondary outcomes were food and nutrition outcomes
according to the behavior change theory and techniques.

https://pediatrics.,jmir.org/2021/4/€30160

Screening and Quality Appraisal

Titles and abstracts were screened by 3 reviewers with 20% of
the results double-screened to ensure high interrater agreement.
Full-text articles were retrieved and reviewed by 2 reviewers
and confirmed by a third reviewer. Consensus on the included
studies was achieved through discussion.

A MeaSurement Tool to Assess systematic Reviews 2
(AMSTAR 2) was used to assess the quality of the systematic
reviews [27]. Quality appraisal was completed on all the
included articles, with a subsample of reviews completed by 2
independent reviewers to test interrater reliability. No
discrepancies in the quality appraisal between the reviewers
were identified.

Data Extraction and Data Synthesis

Relevant information was extracted by 1 author, including study
design; methods; population; intervention type; dose; and
duration, outcome measurement, results, and limitations. The
findings were reviewed and summarized using the systematic
review results and conclusions as the primary units of analysis
[21]. Where possible, the outcome effect sizes (ESs) were
extracted and assessed by intervention type (eg, internet, mobile,
and social media) and by outcome type (eg, fruit and vegetable
intake). When thiswas not possible, the overall impact of digital
interventions on food and nutrition outcomes was assessed.

Results

Study Char acteristics

The search identified 1178 articles, of which 92 (7.81%) were
selected for full-text review, 80 (6.79%) did not meet the
inclusion criteria, and 1 (0.08%) was excluded because all
interventions were reviewed in a more recent, higher-quality
review. As a result, 11 of the 1178 reviews (0.93%) were
included to be examined for the impact of digital interventions
on nutrition outcomesin children and youth [28-38] (Figure 1).
Of the 11 reviews, 3 (27%) included meta-analyses [28,29,32];
7 (64%) of the reviewswere of moderate quality [28-30,33-36],
1 (9%) was of low quality [37], and 3 (27%) were of critically
low quality [31,32,38].
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Figurel. PRISMA (Preferred Reporting for Systematic Reviews and Meta-Analyses) diagram.
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The reviews included children between the ages of 7 and 19
years. Of the 11 reviews, 1 (9%) focused on parents of children
aged 1 year to early adolescence [30], and 2 (18%) reported
separate findingsfor children and adults[28,31]. These articles
were retained because of their quality and unique research focus
(single digital modality meta-analyses and behavior change
technique (BCT) evaluation [28] and social media[31]).

Interventions ranged from internet, computer, or mobile
interventions to websites, programs, apps, emails, videos,
CD-ROMs, games, SMS text messages, telehealth, and social
media. Most reviews included studies in which the digital
intervention was a component of a larger intervention
[29-33,36,38], with some including face-to-face components
[32,34].

The dose and duration of the digital interventions ranged from
asingle exposure to multiple sessions (1-60 minutes in length)
over 1 or 2 years. Most outcomes were evaluated immediately
after the interventions, with few reviews reporting on effects at
medium (eg, 2 months) or long (eg, 2 years) follow-ups
[29,31,34,35,37]. Interventions were compared with no
intervention, nonnutrition digital interventions (eg, websiteson
physical activity), nondigital nutrition interventions (eg, print
healthy eating information and usual nutrition education), and

https://pediatrics.,jmir.org/2021/4/€30160
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face-to-faceinterventions, and were often mixed within reviews.
Further details on the intervention characteristics can be found
in Multimedia Appendices 1 and 2 [28-38].

Impacts Across All Digital Interventions

In general, reviews have highlighted the promise of the digital
interventions to improve diets; however, the evidence of its
impact on dietary outcomes in children remains inconclusive.
Tallon et a [37] and Wickham and Carbone [38] reported that
all studies reported at least 1 positive result in favor of the
intervention; however, the findings were mixed when collated
across the studies. Do Amaral e Mélo et a [33], Zarnowiecki
et al [30], and Rose et al [36] also reported a mix of positive,
null, and negative impacts of digital interventions across the
reviewed studies. Rodriguez Rochaand Kim [28] reported that
digital interventions were effective in improving fruit and
vegetable intake among adolescents (ES=0.26; SE 0.06; 95%
Cl 0.14-0.38; P<.001) but not among children (ES=0.11; SE
0.11; 95% CI and P value were not reported). In studies that
evaluated the maintenance of digital intervention effects,
positive results from immediate impacts of the interventions
were generally not sustained over time [28,29,33,36,37]. Refer
Multimedia Appendix 2 for details of the review findings.
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Impact by Digital M odality

I nternet

Internet-based interventions (eg, websites, social media, or
email) were reported in 7 reviews [28-30,34,36,39].
Meta-analyses by Rodriguez Rochaand Kim [28] and Champion
et a [29] found small significant impacts of internet-based
interventions. Rodriguez Rocha and Kim [28] reported an ES
of 0.19 (SE 0.05; 95% CI 0.09-0.29; P<.001) on fruit and
vegetable intake across 10 internet-based interventions for
adults, adolescents, and children (all ages assessed together).
Champion et a [29] reported a standard mean difference of 0.11
(95% CI 0.03-0.19; P=.007) of digital interventions (14
internet-based; 2 CD-ROMSs) delivered in schools on mean
servings of fruits and vegetables per day to those aged 11-18
years, however, this effect was not sustained at follow-ups
between 2 and 36 weeks. Some positive impacts of the digital
interventions (where the magjority were internet-based) on fruit
and vegetable intake were also reported by Zarnowiecki et al
[30] and Hsu et al [34]; however, the results were inconsi stent
across al studiesin these reviews.

Hsu et a [34] also reported mixed results for internet-based
interventions on other dietary intake outcomes (eg, SSBs, junk
food, and breakfast in those aged 11-18 years from
meta-analyses with 3 studies each). Websites (n=7) and apps
(n=1) geared toward using parents as agents of change for
children’s nutrition were found to have positive impacts on
parents and children’'s knowledge, attitudes, and feeding
practices, but had mixed findings on dietary intake [30].
Wickham and Carbone [38] reported mixed findings of digital
interventions used for adolescent food literacy programming
(7/8, 88% wereinternet-based) on nutrition knowledge, attitudes
(eg, sdlf-efficacy), skills (eg, planning), and intake (eg, fruit
and vegetable intake). Finally, Rose et a [36] found that of the
10 website interventions, only 3 (30%) had significant
improvementsin diet while the remaining 7 (70%) reported null
or inconclusive findings.

Computer

Tallon et a [37] included 12 computer-based interventions (eg,
programs, games, websites, or email) and 1 mobileintervention
and found mixed results for nutrition knowledge and dietary
changes among those aged 12-18 years.

Mobile

From the 3interventionsincluded in ameta-analysis, Rodriguez
Rocha and Kim [28] found that SMS text messaging
interventions had a moderate impact on fruit and vegetable
intake (ES=0.41; SE 0.1; 95% CI 0.21-0.63; P<.01) for adults,
adolescents, and children (all ages assessed together). Darling
and Sato [32] evaluated mobile interventions (3 SMS text
messaging interventions and 4 mobile app interventions) that
included self-monitoring of behaviors. Thiscritically low-quality
review found avery small effect on fruit and vegetable and SSB
intake (assessed together; Cohen d=0.10; 95% Cl 0.002-0.024)
in children with overweight or obesity [32]. Darling and Sato
[32] concluded that the true effect of the mobile interventions
with self-monitoring was difficult to determine, as few studies
wereRCTs. Roseet al [36] included only 1 study that eval uated
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the effect of SMS text messaging on diet and found that there
was no impact on fruit and vegetable intake compared with a
control condition.

Gaming

In a review of 21 digital gaming interventions on nutrition
outcomes, most studies reported improvements in nutrition
knowledge, eating habits (eg, increased fruits and vegetables,
decreased fat, and sugar), and attitudes (eg, intentions, and
self-efficacy) [35]. Thereported ESsranged from small tolarge
across a subsample of 6 studies [35]. Rose et al [36] reported
on agame-based intervention that found positiveimpact on fruit
and vegetable intake; however, the impacts on other dietary
outcomeswere unclear. Rodriguez Rochaand Kim [ 28] assessed
gamified interventions on CD-ROMs, mobile apps, and video
games, but reported that there was no statistically significant
effect on fruit and vegetable intake for all ages. Wickham and
Carbone [38] reported mixed findings across all the studies.

Social Media

Only 1 criticaly low review (as per A MeaSurement Tool to
Assess systematic Reviews 2) reported that 50% (8/16) of
studies found at least 1 positive impact of social media
interventions on dietary outcomes (eg, fruit and vegetable intake
and SSB intake) [31]; however, it isunclear whether the results
were consistent across studies. The authors noted that the social
media interventions were highly heterogenous, often with
various BCTs and as a component of a multicomponent
intervention; thus, the impact of social media itself is difficult
to determine [31].

Impactsby BCT

Six reviews discussed the use of theories or frameworks in
primary studies and found that most interventionswereinformed
by some theory or framework. The most commonly mentioned
theories were social cognitive theory [28,31,33,34] and the
transtheoretical model (stages of change) [28,31,33,34,39]. A
variety of BCTswereincorporated into the digital interventions.
Rodriguez Rochaand Kim [28] identified 20 unique BCTs used
in 19 studies (mean 4; range 1-7). I nstruction or education were
used by most interventions [28,30,34,36-38]. Other common
BCTs were personalized feedback [28-30,34], goal-setting
[28-30,34,36], tailoring interventions to individuals [28] and
self-monitoring [29,30,32,36].

Rodriguez Rocha and Kim [28] concluded that digital
interventions that incorporated 7 or 8 BCTs had larger effects
(ES=0.42; SE 0.1; 95% CI 0.21-0.62; P<.001) than digital
interventions that used fewer techniques to improve fruit and
vegetable intake. However, they did not find any differencein
the effectiveness of digital interventions on fruit and vegetable
intake by the 5 common BCTs. instruction, feedback,
goal-setting, identifying barriers, and explaining consequences
of behavior. Interventionsthat weretailored (ES=0.27; SE 0.05;
95% CI 0.16-0.37; P<.001) and nontailored (ES=0.22; SE 0.11;
95% Cl 0.00-0.44; P=.05) were both effective and not
significantly different. Rose et al [36] reported that significant
improvements in at least one diet outcome were found more
oftenin digital interventions that included goal-setting; digital
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interventions that included self-monitoring techniques were
more effective if they also included goal -setting.

Do Amaral e Melo et al [33] stated that all studiesthat used the
socia cognitive theory showed immediate significant positive
outcomes but could not conclude that the impacts were due to
the use of thistheory. Similarly, Champion et al [29] stated that
better outcomes were found when interventions were guided
by the transtheoretical model and provided personalized
feedback to students; however, this was not analyzed in the
review.

Discussion

Principal Findings

Thereis substantial evidence on digital nutrition interventions;
however, there was significant heterogeneity in the research
regarding thetypes of digital interventionsincluded, intervention
duration, follow-up evaluation timing, comparison groups, and
dietary outcomes. Asaresult, the evidence on their effectiveness
remains unclear and inconsistent. Although the evidence was
limited, the use of BCTs and techniques appeared to be
important in increasing the effectiveness of the digita
interventions [28,29,33].

The digital nutrition interventions seemed to be the most
promising for improving fruit and vegetable intake; however,
many reviews have found mixed results. For example, a
moderate quality review by Rodriguez Rochaand Kim[28] that
focused solely on vegetable and fruit intake found a small
overall impact of digital interventions on adolescents but not
children. There was limited evidence on the impact of digital
interventions on other food literacy outcomes, including nutrient
intake, food and nutrition knowledge, attitudes, and skills. The
inconsistent and mixed results from the included reviews may
be due to the variability in quality, study design, and outcomes
measured. In addition, owing to the heterogeneity of the
interventions, few reviews performed meta-analysesto estimate
the overall ESs.

The observed positive effects of digital interventionson dietary
outcomes ranged from small to medium [28,29,32] and were
comparablewith the ESs of thetraditional nutrition interventions
for children [40,41]. In a review of nondigital nutrition
interventions, lessthan one-third of the reported ESswere above
0.2 and statistically significant [40]. Another systematic review
and meta-analysis of the traditional school-based nutrition
education interventions showed small to medium effects
(between 0.14 and 0.40) on fruit and vegetable intake, sugar
intake, energy intake, and nutrition knowledge [41]. Thus, itis
reasonable to expect digital nutrition interventions to generate
ESs in the small to medium range. Similarly, digital nutrition
interventions appeared to moderately improve dietary outcomes
immediately after the intervention but were not well maintained
over time. The long-term success of both traditional [40,42,43]
and digital [28,29,33,35,44] nutrition interventions have not
been well-studied.

It is unclear whether certain types of digital interventions are
more effective than others, as most studies were unable to
compare individual modalities and many interventions were
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multicomponent. Multiple digital intervention types have often
been assessed collectively in reviews, making it impossible to
digtill theimpacts by the digital modality and separate the effect
resulting from digital aspects from other aspects of the
intervention [31,37,38]. Even when digital interventions are
assessed independently, inconsi stency between reviewsimpedes
the evaluation of the strength of evidence. For example, a
website may have been counted as an internet-based intervention
in 1 review and a computer-based intervention in another; a
mobile app may be counted as a mobile-based intervention or
a gaming intervention. Other important features of digital
nutrition interventions that may be important for effective
interventions are personalized feedback, participant interaction
with researchers, duration of at least 3 months, and objectives
and activities aligned with specific target behaviors [44]. A
meta-analysis of mobile apps aimed at improving the diets in
children <18 yearsfound that modeling and social support were
significant predictors of intervention ES on dietary outcomes
(eg, fruit and vegetable intake and nutrient intake); practicing
target desirable behaviors (eg, eating vegetables) was a
significant predictor of intervention ES for children but not
adolescents [45].

Research on adults found that digital engagement using the
telephone or SM Stext messaging was more effective than other
modalities such as websites, which the authors posit may be
attributable to the use of direct communication [46]. Similarly,
Brigden et al [16] found that children’s direct connectionswith
ahealth professional during the digital interventionsto manage
chronic diseases made a difference in its effectiveness on
nutrition outcomesfor those aged between 5 and 12 years. There
are severa factorsthat impact user engagement with technology
(eg, personal traits, beliefs, privacy, and technological
challenges) [47], which vary widely across interventions
included in the reviews, thus further muddying our
understanding of the promise of digital interventions.
Nonetheless, the pandemic has expanded opportunities to use
eHealth interventions for multiple populations (eg, rural
communities, lower socioeconomic status, and youth) [20].

Consistent with another review of web-based nutrition
interventions [44], the use of behavior change theories and
techniques was associated with increased intervention
effectiveness[28,29,33]. Thismay be different from face-to-face
interventions; Murimi et al [48] found that the theory-based
face-to-face nutrition interventions for children aged between
2 and 19 years did not perform better than those interventions
that were not theory-based. Black et al [40] also stated that the
theoretical basis of family, school, and childcare nutrition
interventions delivered in a conventional format was not
associated with their effectiveness. Other factors such as parent
engagement, supportive environmentsand policies, and activities
aligned with specific target behaviors may be more important
than the use of a theory in the design of childhood nutrition
interventions [48]. Furthermore, Duan et al [46] recommended
that the digital interventions target multiple levels of the
socio-ecological model to generate a greater impact. Owing to
the number and variety of determinants of diet, an intervention
that targetsonly 1 level (eg, individual knowledge) may not be
expected to generate large impacts [46].

IMIR Pediatr Parent 2021 | vol. 4 | iss. 4 [e30160 | p.57
(page number not for citation purposes)


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

JMIR PEDIATRICS AND PARENTING

Many questions remain regarding the best practices to
implement digital interventions. The evidence reviewed did not
yieldinformation on digital accessibility, acceptability, usability
by participants, intervention logistics (eg, how to provide food
and cooking equipment to participants in a remote cooking
program), participant engagement, privacy and security, equity,
and cost-effectiveness [36]. Digital accessibility may be
particularly important as some populations do not have the
means to access technology, and if those with greater accessto
resources are better able to engage with digital interventions,
thereis potential for these digital interventionsto increase health
inequities. Moreover, the scale-up penalty of adopting
interventions must be considered, as the effects seen in RCTs
may not be effective to the same extent in real-life
implementation [49]. Nutrition interventions, including digital
interventions, should be carefully designed and implemented
[40,41] and rigorously evaluated using RCTSs, should contribute
to a series of supporting interventions for healthy eating
[40,48,50], and strive to reduce health and diet inequities.

Limitations

Thereare many challengesin conducting umbrellareviews[22].
Our conclusionsare limited by theinability to assessthe strength
of evidence, such as using Grading of
Recommendations Assessment, Development and Evaluation,
owing to heterogeneity. Weaknesses in the primary studies in
the reviews further reduce certainty in the conclusions. Many
reviews included studies with nonrandomized or
quasi-experimental designs, cross-sectiond studies, and pre-post
study designs. Reviews often collectively evaluated poorly
described heterogenous interventions with various comparison
group types and multiple outcomes, which limited our ability
to aggregate findings by individual digital intervention type
across the reviews. In general, the included studies had very
small sample sizes and often used convenience sampling. ESs
were rarely published, which limited our ability to draw
conclusions about the effectiveness of digital nutrition
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interventions. These challenges are not unusual; Murimi et al
[44] dso cited inconsistent comparison groups, lack of
intervention details (eg, dosage), lack of tracking participant
engagement, subjective outcome measurement, and lack of
follow-up as challenges in reviewing the digital nutrition
interventions.

The findings of this review are further limited by the speed at
which technology advances and the current evidence on digital
interventions that may not have sufficiently evaluated the digital
modalities that are popular today, such as videoconferencing
or social media. In contrast, despite including the most recent
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effectiveness of the digital interventionsis valuable to explore,
as they may have benefits regarding population reach or
cost-effectiveness [44]. Owing to these limitations, we have
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as the positive findings may have been inflated due to
publication bias, overlap between reviews, and research quality.

Conclusions

The effect of digital interventions on food and nutrition
outcomes is small and inconsistent. Nevertheless, digital
adaptations or additionsto these interventions based on behavior
changetheory and techniques may be considered, asweb-based
service delivery has become increasingly common worldwide.
Digital technologies provide an opportunity to increase thereach
of interventions and reduce costs, resources, and effortsrequired
to produce or deliver programing. High-quality evidence with
common definitionsfor digital intervention typesand evaluation
with validated measures is needed to improve the state of
evidence to inform policy and program decisions for health
promotion in children. Now is the time for critical, robust
evaluation of the digital interventions adopted during and after
the COVID-19 pandemic to establish effective best practices
for eHealth nutrition interventions for children.
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Abstract

Background: Congenital diaphragmatic hernia (CDH) diagnosisin an infant isdistressing for parents. Parents often feel unable
to absorb the compl exities of CDH during prenatal consultations and use the internet to supplement their knowledge and decision
making.

Objective: We aimed to examine the content and quality of publicly available, internet-based CDH information.

Methods: We conducted internet searches across 2 popular search engines (Google and Bing). Websites were included if they
contained CDH information and were publicly available. We developed a coding instrument to evaluate websites. Two coders
(FSand KS) weretrained, achieved interrater reliability, and rated remaining websites independently. Descriptive statistics were
performed.

Results: Searches yielded 520 websites; 91 met inclusion criteria and were analyzed. Most websites provided basic CDH
information including describing the defect (86/91, 95%), need for neonatal intensive care (77/91, 85%), and surgical correction
(79/91, 87%). Few mentioned palliative care, decisions about pregnancy termination (13/91, 14%), or support resources (21/91,
23%).

Conclusions:  Findings highlight the variability of information about CDH on the internet. Clinicians should work to develop
or identify reliable, comprehensive information about CDH to support parents.

(IMIR Pediatr Parent 2021;4(4):€30695) doi:10.2196/30695

KEYWORDS
congenital diaphragmatic hernia; prenatal counseling; fetal care; online information; parental decision making

(ECMO), management of long-term CDH complications, and

Introduction

With an incidence of 1:2500 live births, congenital
diaphragmatic hernia (CDH) is a relatively common, yet
complicated and potentially devastating diagnosis [1]. CDH
can cause neurodevelopmental delays, chronic lung disease,
gastroesophageal reflux, hearing loss, and even death [1]. Asa
result, parents whose fetus or newborn is diagnosed with CDH
face decisions about extracorporeal membrane oxygenation

https://pediatrics.,jmir.org/2021/4/€30695

RenderX

potential plans for end-of-life care.

A diagnosis of CDH triggers numerous emotions, making it
difficult for parents to absorb and process the information
initially presented to them during aclinical visit[2-6]. Typically,
parents receive this diagnosis and the complex information in
a single prenatal visit. Many parents do not feel that one
consultation provides enough time to learn about the diagnosis
and itsimplications [6]. However, most parents want to engage
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in decisions regarding their baby’s care during this time,
working with cliniciansto support the decision-making process
[7-10Q].

When met with uncertainty, parents often search for medical
information outside of clinical encounters to make informed
choices[11-13]. The internet is a popular resource for patients
and families facing a difficult diagnosis such as CDH [11-14].
Despite its popularity, little is known about the
comprehensiveness of internet-based CDH information [15].

This study aimed to evaluate the content and quality of
internet-based information parents might find about CDH.
Results could support the devel opment or updating of websites
tofacilitate parental education and decision making about CDH.

Methods

Internet Searches

We conducted searches using 9 different terms on Google:
“Congenital diaphragmatic hernid’, “CDH in a baby”,
“Congenital diaphragmatic hernia surgery”, “Congenital
diaphragmatic hernia NICU”, “Baby with stomach in chest”,
“Baby with hole in diaphragm”, “CDH support for parents’,
“Affording CDH/NICU costs’, and “CDH parent support
website”. These search terms were chosen due to their use of
lay-person terminology, and based upon clinical discussions
with families of patients with CDH. We reviewed these terms
with several practicing clinicians treating families facing this
decision. We repeated searches on Bing until it was clear that
the results produced the same websites. As most (91%) people
do not look beyond the first page of search results [16], we
included the first 3 pages for completeness.

Websites were included if they contained: (1) basic CDH
information; (2) resources for patients with CDH or their
parents; and (3) discussion boards, chat rooms, or socia support
information regarding CDH. Exclusion criteria included paid
advertisements, legal sites, non-US sites, sites targeted to
medical professionals, definition-only sites (ie, dictionary.com),
sites requiring logins, and sites not about CDH.

We coded included sites’ content on the first page plus 2 clicks
from the first page. Content linked to external sites was not
coded. The study did not involve human patients, thus
institutional review board approval was unnecessary.

https://pediatrics.,jmir.org/2021/4/€30695
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Website Coding

We devel oped acoding instrument of 133 itemsin thefollowing
categories. (1) basic definition or description of CDH; (2)
prenatal care for CDH; (3) typical hospital course for patients
with CDH; (4) ECMO procedure and complications; (5) CDH
outcomes, (6) prenatal CDH surgery; (7) postnatal CDH surgery;
and (8) financial, emotional, or personal support. Thisinstrument
was reviewed for accuracy and completeness by 2 neonatol ogists
with experience in treating CDH.

Thefirst 7 websiteswere coded by 2 raters (FSand KS) to check
for consistency in coding. Cohen Kk was 0.75 with a 79%
agreement at this stage. The 2 raters met, discussed
discrepancies, and reached consensus, revising the codebook
where necessary. Once Cohen kappa showed a high level of
agreement (k>0.80; agreement >90%), remaining sites were
divided and scored by 1 of the 2 coders (FSor KS). The 2 coders
remained in contact throughout the process to ensure
consistency. We analyzed the data using descriptive statistics.

Results

Internet Searches

The searchesyielded 520 websites. A total of 368 websiteswere
excluded initially because they were duplicates (n=264, 71.7%),
advertisements (n=91, 24.7%), or scholarly articles intended
for medical professionals (=37, 10.1%). Of the remaining 152
websites, 61 (40.1%) did not meet additional inclusion criteria
about CDH content. Of the 91 analyzed sites, most were
developed by academic medical centers (n=53, 58%), general
medical knowledge sources (n=10, 11%), or nonprofit
organizations (n=10, 11%).

Website Coding

Most websites described basic CDH information (86/91, 95%),
types of CDH (52/91, 57%), implications for prenatal care
(55/91, 60%), or variation in clinical acuity (56/91, 62%; Table
1). Websites infrequently mentioned various complications of
CDH. Many did not mention treatment options such as
pregnancy termination, paliative care, or a compassionate
delivery. Only 13/91 (14%) sites mentioned pregnancy
termination as an option. Only 4/91 (4%) discussed the
possibility of paliative care or compassionate delivery. There
was a paucity of discussion around financial, emotional, or
informational support for the family.
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Table 1. Content of CDH® websites (N=91).
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Number of websites (%)

CDH information
Gave description or definition of CDH
Mentioned types of CDH
Discussed how CDH is diagnosed
Discussed prenatal care for CDH
Mentioned admission to the neonatal intensive care unit
Discussed potential need for a breathing tube/intubation
Discussed postnatal surgery
Discussed variation in clinical acuity
Discussed possibility of death from CDH
Potential complication of CDH
Discussed risk of neurodevelopmental delays from CDH
Discussed risk of chronic lung disease
Discussed risk of hearing difficulties due to CDH
Discussed risk of gastroesophageal reflux
Discussed the potential for the herniato recur
Discussed risk of failure to thrive/inability to gain weight

Treatment option

Discussed potential for ECM oP
If mentioned ECMO, site described complications of ECMO
Discussed the possibility of prenatal surgery
Discussed possibility of termination of pregnancy
Support system infor mation

Contained additional reading material for parents regarding the diagnosis of CDH

Discussed financial support
Discussed housing options while in the neonatal intensive care unit
Contained emotional/personal support resources for families

Provided information regarding mental health resources

86 (95)
52 (57)
74.(81)
55 (60)
77 (85)
73 (80)
79 (87)
56 (62)
60 (66)

45 (49)
46 (51)
26 (29)
49 (54)
19 (21)
35(39)

66 (73)
21(23)
35 (39)
13 (14)

24.(26)
15 (16)
12 (13)
21(23)
9 (10)

8CDH: congenital diaphragmatic hernia.
becMO: extracorporeal membrane oxygenation.

Discussion

Access to comprehensive, accurate information about CDH is
critical to supplement clinical visits and support parents with
infants with a CDH diagnosis. We examined the quality of
available CDH information on the internet. Many websites
described basic information about CDH, including adescription
of CDH and possible medical interventions. However, few
websites described possible negative outcomes, complications,
and care options aside from full medical interventions.

When searching for CDH information, families can become
overwhelmed with the number of results obtained. Our study
used search terms and phrases similar to what atypical family
might use. We found numerous websites that were not accessible

https://pediatrics.,jmir.org/2021/4/€30695

or relevant to families, highlighting the difficulty in conducting
generadlized searches about CDH. Families could become
frustrated when attempting to find comprehensive and reliable
information; clinicians could supply a list of high-quality
websites for parents. The use of websites with quality
information about CDH hosted by reputable institutions or
organizations can support families.

The scarcity of discussion around palliative care, compassionate
delivery, and pregnancy termination should be noted, as these
are reasonabl e options for families. One CDH parent advocacy
website mentioned the lack of in-person discussion about
palliative care or compassionate delivery [17]. At atime when
parents desire involvement in care, they should have access to
information about al reasonable optionsfor their infants. Parents

JMIR Pediatr Parent 2021 | vol. 4 | iss. 4 |e30695 | p.64
(page number not for citation purposes)


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

JMIR PEDIATRICS AND PARENTING

should also be aware of the complications of CDH to be as
informed as possible when making care decisions.

These data should be considered within the context of some
limitations. Searcheswere completed once (October 2019) with
a single update (January 2020). Websites could have edited
information after the search and coding process. We used 2
popular search engines (Google and Bing), but families could
find additional sites not identified. We also used experience
with previous CDH families to guide search term creation;
however, parental input on search terms may have yielded
different results. We excluded social media sites that required
a login, although some social media sites could provide
information or support through peer groups. We included
information 2 clicks from the main page, but parents could go
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further into the sites. We did not analyze whether the
information presented on websiteswas clear; future studies can
usetools such asthe Clear Communication Index or the Patient
Education Materials Assessment Tool (PEMAT) to analyze
specific sites once sources are identified and considered for use
with patients. Finally, the coders were able to traverse the
websites with relative ease, but parents might not be as savvy
with theinternet, and thus results could overestimate information
available.

This study highlights a need for more comprehensive websites
with information about CDH. Institutional or clinic-based
materials might better support families than internet resources
as families navigate through CDH information seeking and
decision making.
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Abstract

Background: Parenting programs are well established as an effective strategy for enhancing both parenting skills and the
well-being of the child. However, recruitment for family programsin clinical and nonclinical settings remains |ow.

Objective: This study aimsto describe the recruitment and retention methods used in a text messaging program (MyTeen) trial
for parents of adolescents (10-15 years) and identify key lessons|earned. We aim to provide insights and direction for researchers
who seek to recruit parents and build on the limited literature on recruitment and retention strategies for parenting program trials.
Methods: A recruitment plan was devel oped, monitored, and modified as needed throughout the course of the project. Strategies
to facilitate recruitment wereidentified (eg, program content and recruitment material, staff characteristics, and study procedures).
Traditional and web-based recruitment strategies were used.

Results: Over a5-month period, 319 parents or caregivers expressed interest in our study, of which 221 agreed to participate
in the study, exceeding our recruitment target of 214 participants. Attrition was low at the 1-month (4.5% overal; intervention
group: n=5, 4.6%; control group: n=5, 4.5%) and 3-month follow-ups (9% overal; intervention group: n=10, 9.2%; control group:
n=10, 8.9%).

Conclusions: The use of web-based recruitment strategies appeared to be most effective for recruiting and retaining parentsin
a text-messaging program trial. However, we encountered recruitment challenges (ie, underrepresentation of ethnic minority
groups and fathers) similar to those reported in theliterature. Therefore, effortsto engage ethnic minorities and fathers are needed.
Trial  Registration: Australian New  Zedland Clinical  Trids Registry = ACTRN12618000117213;
https://www.anzctr.org.au/Trial/Registration/Trial Review.aspx 71 d=374307

(JMIR Pediatr Parent 2021;4(4):€17723) doi:10.2196/17723

KEYWORDS
parenting; mHealth; text messaging; recruitment

positive effects on parent-adolescent relationships and
parent-adolescent well-being [1-3]. However, recruitment for

Parenting programs, aimed at strengthening parenting skillsand family programs in clinical and nonclinical settings remains
increasing knowledge on adolescent devel opment, have shown low [4,5]. Studies have shown that only 10% to 31% of eligible

Introduction

https://pediatrics,jmir.org/2021/4/€17723 JMIR Pediatr Parent 2021 | vol. 4 | iss. 4 [e17723 | p.67
(page number not for citation purposes)


mailto:jt.chu@auckland.ac.nz
http://dx.doi.org/10.2196/17723
http://www.w3.org/Style/XSL
http://www.renderx.com/

JMIR PEDIATRICS AND PARENTING

parentsenroll to participate in face-to-face programs—the most
common mode of delivery for parenting intervention, with up
to one-third of enrolled participants not attending a single
session [6]. Many studies on parenting programs find it
challenging to recruit an adequate number of participants for
sample requirements and obtaining a representative sample of
their target population [7,8]. Such challenges can result in
extended recruitment time, increased costs, underpowered
studies, or limited generalizability. Although an increasing
number of strategies and approaches on how to boost or optimize
recruitment are now known [4,6,7], the knowledge of experience
from studies on parenting adolescent populationsis limited.

Recently, there has been a surge of interest in the development
of mobile health (mHealth) interventions as a means of
expanding intervention reach [9-11]. Text messaging, in
particular, has emerged as a fast and accessible mode for
intervention delivery, as it minimizes many of the barriers
contributing to the low uptake and attendance in traditional
delivery models[9]. Thereis, however, limited evidence on the
effectiveness of using text message as a mode of delivery for
parenting programs[12]. Of those avail able, parenting programs
have primarily targeted parents with young children [13,14].
Moreover, no study has reported on the experience with
recruiting parents of adolescentsinto atext-messaging program
trial. In 2018, we developed and trialed a text messaging
program (MyTeen) with the goal to improve parenting
competence and mental health literacy [2] for parents with
adolescents (10-15 years of age). The 4-week-long program
consisted of a series of one-way messages to participating
parents that provided tips on awide range of parenting-related
matters—establishing and maintaining positive relationships
with adolescents, strategies to increase adolescent autonomy,
adol escent devel opment, family functioning, parental self-care,
recognizing depressive symptoms, understanding treatment
options, and providing links to evidence-based support and
informational resources. The text messages were derived from
the Parenting Strategies Program [15], a set of evidence-based
parenting guidelines developed through a systematic review
and meta-analysis of parental factors associated with adol escent
depression and anxiety, and international expert consensus
achieved viaa Delphi study about actionable strategies parents
can use to reduce their child’s risk of depression and anxiety.
We conducted a randomized controlled trial to evaluate the
effectiveness of the MyTeen program in comparison with a
“care asusua” control group [16].

In this paper, we describe the recruitment and retention methods
used inthe MyTeentrial. Thisisthefirst study to systematically
document the process and identify key lessons learned from a
text-messaging parenting program for parents of adolescents.
We aim to report on our recruitment experience with MyTeen
to support parents of adolescents. The paper provides insights
and direction for researchers who seek to recruit parents and
build on the limited literature on recruitment and retention
strategies for parenting program trials.

https://pediatrics,jmir.org/2021/4/€17723

Chuet a

Methods

This section provides an overview of the study design of the
MyTeen trial, including the recruitment plan developed.

Study Design and Sample Size

The study was approved by the University of Auckland Human
Participants Ethics Committee (UAHPEC, Ref 019659), and
the study protocol has been published elsewhere [2]. Briefly,
eligible parents or caregivers (hereafter referred to as parents)
were randomly alocated to the MyTeen intervention program
or care-as-usual condition. Data were obtained from all
participants at baseline and at 1 month (end of intervention
phase) and 3 months postrandomization. Thetrial is registered
with the Austraian New Zealand Clinical Triads Registry
(ACTRN12618000117213).

We aimed to recruit a representative sample of 214 parents
(n=107 per randomized group; 1 parent per household) residing
in New Zealand across a 6-month period. This sample size
provided 80% power (P=.05) to detect a group difference of
2.5(SD 5.8) inthe primary outcome measure of Parenting Sense
of Competence scale (PSOC) score at the 1-month follow-up
and alowing for an estimated 20% loss to follow-up. The
majority of the New Zealand population isof European descent
(70%), followed by indigenous Maori (16.5%), Asian (15.3%),
and Pacific (9%) descent [17]. Effort was made to oversample
ethnic subgroups in order to allow for subgroup analyses.
Parents were eligible for inclusion in the study if they (1) had
achild aged between 10 and 15 years, (2) had accessto amobile
phone, (3) were not receiving any professional assistance for
their own and/or child’s mental health problems, (4) possessed
adequate knowledge of the English language, and (5) provided
informed consent. Only 1 parent from each household was
recruited for the study. Parentswho showed high level of stress,
as reported by the Parental Stress Index (ie, score =72), were
excluded from the study and directed to professional services.
Interested individuals completed a phone screening to assess
eligibility criteria and provide contact information. Eligible
individuals were sent an email through which they provided
informed consent and completed a baseline survey.

Recruitment Plan

Strategies for successful recruitment and retention were
considered at the onset of the project, and a recruitment plan
was devel oped, monitored, and modified as needed throughout
the project. Potential barriers (eg, budget constraints, timeframe,
and attrition) and strategiesto facilitate recruitment (eg, program
content and recruitment material, staff characteristics,
recruitment strategies, and study procedures) were identified.
Each of these strategies are outlined bel ow.

Program Content and Recruitment Material

A key factor to program success was to ensure that the program
met the needs of the targeted population. To thisend, formative
work was conducted comprising 5 focus groups (n=45) of
parents or primary caregivers of adolescents (10-15 years) to
ensure the content, duration, and mode of delivery were
acceptable and feasible for these parents. We examined the
parents’ perspectives on youth well-being, parenting, and
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parenting support and their input on the devel opment of MyTeen
text messaging parenting program (details reported elsewhere
[18]). We found that participants were concerned about their
child’smental health, and anumber of parenting challenges (ie,
social expectations, time, impact of technology, changes in
family communication pattern, and recognizing and talking
about mental health issues) were noted. Importantly, participants
reported the lack of services and support available for families,
and many were not aware of services for parents
themselves. Parents offered suggestions for the MyTeen
program, including the tonality, content, and length of text
messages, aswell astheir delivery frequency. These suggestions
helped fine-tune the program with positively framed text
messages that provided parents with strength-based parenting
strategies, wordings of encouragement, and support. This also
guided the wording and design of the recruitment material (eg,
flyers and Facebook ads), including the use of positive and lay
language (Multimedia Appendix 1). Theintent wasto normalize
and reduce stigmato access parenting support and, in this case,
the study trial. Contact detail s were obtained from focus group
participants who expressed interest in being part of the text

messaging program trial.
Research Staff Characteristics

One project manager and 2 research assistants conducted the
recruitment, retention contacts, and logistical arrangements,

Table 1. Recruitment strategies used over time®.
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with oversight by the principal investigator (JC). One of the
research assistants who identified as Maori (indigenous people
of New Zealand) actively engaged with ethnic minorities via
her own networks, aswell as promoted visibility of the program
within the Maori community. Primary recruitment activities
included communicating with various organizations and
networks, reviewing enrolment reports, communicating the
enrolment status to the steering committee, and monitoring
social media and communications with our data management
team.

Recruitment Strategies

Overview

The proposed recruitment period was 6 months. However, we
reached our targeted sample within 5 months (March 2018 to
August 2018). Table 1 details the recruitment strategies used
over time. Recruitment strategies included a mix of traditional
(eg, information provided to schools, distribution of flyers, word
of mouth) and web-based (eg, advertising on websites, direct
emails, and social media) methods. Each method was monitored
on an ongoing basis and modified as needed based on
recruitment success. All sources of recruitment directed
interested individualsto contact usviaemail or phone managed
by our research assistants.

Recruitment strategies Week

10 12 14 16 18 20 22 24 26 28

Targeted minority recruitment
Flyers

Community event

Socia media (eg, Facebook)
Paid Facebook ad

O o g g|+

Email Listserv O
School newsletter

Website advertisement

O

AWord of mouth is not shown in the table as it was used throughout the recruitment period.

Specifically, recruitment strategies varied by site or context, as
described below.

Schools

Emails explaining the study process and asking for permission
to advertise via schools were sent to 388 schools across New
Zealand. Of those, 7 (1.8%) schoolsincluded our advertisement
in their e-newsletter.

Flyers

Approximately 50 hard copies of flyers were distributed in the
community via community events and local and community
organizations. Community organizations and individuals were
encouraged to forward or share the information among others
who might be interested. The visibility of the flyers in the
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community helped provided legitimacy and familiarity of the
study and made initial contacts more positive.

Word of Mouth

Participants were aso recruited via word of mouth, with the
message spread among local community organizations.
Participants who enrolled in the study were al so encouraged to
share and inform others who might be interested, serving as
agents to expand recruitment.

Advertising on Websites

A free editorial piece was written for a website that provided
information, guides, and events in Auckland for families with
children. The website was widely accessed by parents, with
over 37,000 followers on their Facebook page. The study was
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also advertised on the University of Auckland’s research
opportunity website.

Email Listserv

A recruitment email describing the study was sent to
demographically diverse email lists of organizations across New
Zealand, including the University of Auckland and “Health
Promoting School” (now inactive), with subscribers comprising
educators and health professionals. Individual swere encouraged
to forward the recruitment email to parents who might be
interested.

Social Media

A number of community organizations were approached via
email and personal network for permission to post our
advertisement on their social media pages. Of the 47
organizations approached, 9 (19.1%) promoted our study and
posted the advertisement on their social media pages.
Furthermore, a paid Facebook ad post was set up during week
18 of recruitment, and it lasted for 2 weeks and targeted parents
who resided in New Zealand. We monitored the performance
of the ad campaign, as response drop-offs were common over
time.

Targeted Minority Recruitment

Multiple strategies were used to recruit the ethnic minority.
Theseincluded focused outreach efforts utilizing social networks
of our research team and emphasized heavily on direct
person-to-person contacts and community referrals. In addition
to initiating contacts with key members of the community, our
research staff also relied on other events and group settings that
involved the target community, such as community events,
church groups, and sports clubs, wherethey informally provided
information about the studly.

Study Procedures

Care was taken to minimize participant burden, a factor that
likely contributes to study enrolment and retention [19], to
engage participants throughout the trial, and to maximize
retention. Specifically, we anticipated that the delivery of the
program viatext messages would be apossible way to minimize
participant burden by reducing logistic barriers for parents.
Efforts were made to ensure that data collection at each time
point was brief and took no longer than 10 minutes for
participants to complete. Overall, each participant needed to
spend only 1 hour (including providing study information,
screening, baseline, and 1- and 3-month follow-ups), across a
3-month period, to complete the study, over and above thetime
to receive the program.

Screening and eligibility of interested participants were assessed
over the phone. Our research assistant provided information
about the study and made sure that the participants understood
the importance of follow-up data collection being essential and
integral to the research. Participants were explicitly told that
participation involves completion of 3 sets of questionnaires at
varioustime points. Eligibleindividuals had 2 weeksto provide
consent and complete the baseline assessment. Personalized
reminder emailswere sent to eligibleindividual s between 3 and
5 days postscreening if they had not completed the assessment.

https://pediatrics,jmir.org/2021/4/€17723
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On day 10, a phone call was made to remind the study
participantsto complete the baseline assessment. Up to 3 emails
and 2 phone calls were made before the eligibl e participant was
deemed unable to contact or as someone who refused
participation.

Assessments were conducted immediately post intervention (1
month) and 3 months after randomization. To maximize data
retention at each assessment, multiple methods of
communications were used to support participant retention,
including texting, emailing, and phone calls. Five days before
the assessment was due, participantswere sent areminder email
to thank them for their participation and remind them about the
upcoming assessment. For the control group, the email also
specified that the participant would have the option to receive
My Teen text messages upon completion of the final assessment.
For participants who did not complete the assessment within 3
days of the assessment email, up to 2 text message reminders
(3-4 days apart) were sent and a final email or phone call was
sent after 2 weeks of noncompletion. We incentivized
participants with a NZ $20 (US $13.60) supermarket voucher
upon completion of all assessmentsand the option to beincluded
in a draw for a supermarket voucher valued at NZ $150 (US
$102).

Results

Recruitment Tracking

Figure 1 shows the number of participants who expressed
interest over time. We were unable to quantify successful
enrolment for each strategy separately as they were not
independent. Recruitment was tracked by the project manager
(AW) and reported to the research team weekly. For the first 4
weeks, most of the recruitment effort focused on targeted
minority recruitment. However, recruitment was slow, and only
22 individual s expressed interest, excluding those who expressed
interest from the focus groups conducted during the devel opment
stage of the project (n=15). The research team therefore targeted
the wider community and distributed advertising material
through email lists and social media over the next 6 weeks,
resulting in a surge in interest (n=93). By week 12, atotal of
200 individuals had expressed interest, and our research
assistants were at full capacity to screen al potential
participants. Decision was therefore made to put recruitment
on hold and resumed in week 16. After reviewing the
demographic profile of all participants, a paid Facebook ad
targeting ethnic minority groups was posted. A number of
schools were also contacted for recruitment to increase the
chance of recruiting minority groups. Over 22 weeks, 319
parents expressed interest in the study, at which point, all
recruitment activities were ceased. Screening was conducted
over the phone with al interested individuals; 50 (15.7%)
participants were no longer contactable, 18 (5.6%) participants
were no longer interested, and 15 (4.7%) participants were
deemed ineligible prior to completing the screening process. In
total, 236 (74%) participants completed screening, of which 48
(20.3%) reported hearing about the study viaemail; 64 (27.1%),
via advertisements (websites); 64 (27.1%), via Facebook; 29
(12.3%), viareferral, including word of mouth and face-to-face
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approaches; and 31 (13.1%), via other means (eg, schools). No
specific strategy appeared to be more engaging for Maori and
Pacific participants, which is likely due to the small sample of
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ethnic minorities. Similarly, due to the small sample of fathers,
no difference was observed among different recruitment
strategies. Data on demographics were obtained at baseline.

Figure 1. Number of participants who expressed interest in the study over time.
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Sample Characteristics

Table 2 presents the demographic characteristics of the study
sample. Thefina sampleresulted in 221 randomized participants
who met the eligibility criteria, exceeding our recruitment target
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of 214 participants. The sample comprised 210 (95%) mothers
(including stepmothers), with a majority (167/221, 75.6%) of
participants identifying themselves as European, followed by
Maori (29/221, 13.1%), Pacific (17/221, 7.7%) and other (8/221,
3.6%).
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Table 2. Demographic characteristics of the study sample classified by ethnicities.

Characteristic Maori (n=29) Pacific (n=17) Non-Maori, non-Pacific (n=175)
Child's age (years), mean (SD) 12.4 (1.5) 12.2(1.7) 12.3(1.6)
Child’s sex, n (%)
Female 14 (48.3) 7(41.2) 79 (45.1)
Male 15(51.7) 10 (58.8) 96 (54.9)
Relationship to the child, n (%)
Mother 27(93.1) 15(88.2) 166 (94.9)
Father 1(3.4) 1(5.9) 5(2.9)
Stepparent 0(0) 1(5.9) 1(0.6)
Grandparent 1(3.4) 0(0) 2(1)1)
Closerelative 0(0) 0(0) 1(0.6)
Marital status, n (%)
Married or de facto 20 (69) 14 (82.4) 183 (82.8)
Divorced, separated, or widowed 7(24.2) 2(11.8) 30(13.6)
Never married 2(6.9 1(5.9) 8(3.6)
Education level, n (%)
University 13 (44.8) 11 (64.7) 144 (82.3)
Trade or technical college 4(13.8) 0(0.0) 6(3.4)
High school or less 7(24.0) 5(29.4) 19 (10.9)
Other 5(17.2) 1(5.9) 6 (3.4)
Family structure, n (%)
Original family 17 (58.6) 12 (70.6) 130 (74.3)
Stepfamily 3(10.3) 2(11.8) 15 (8.6)
Sole parent family 6(20.7) 2(11.8) 22 (12.6)
Living with extended family 3(10.3) 0(0) 9(3.4)
Other 0(0) 1(5.9) 2(L1)
Attrition Traditional Recruitment Strategies

Attrition was low at the 1-month (4.5% overall; intervention
group: n=5, 4.6%; control group: n=5, 4.5%) and 3-month (9%
overal; intervention group: n=10, 9.2%; control group: n=10,
8.9%) follow-ups. On average, participants in the intervention
and control groupstook 3.72 (SD 5.43) and 2.33 (SD 3.83) days,
respectively, to complete the 1-month assessment, and 3.82 (SD
6.74) and 4.09 (SD 7.71) days, respectively, to complete the
3-month assessment.

Discussion

Our recruitment efforts were successful—the target sample size
was achieved, with ahigh completion ratefor thetrial and within
the anticipated time frame. However, we did not achieve the
representative  demographic  makeup  (ethnicity and
socioeconomic variables) in our trial. Below, we describe and
reflect on the lesson learned.

https://pediatrics,jmir.org/2021/4/€17723
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Firg, reliance on traditional recruitment methods, such as
distribution of flyersand posters, targeted minority recruitment
viaword of mouth, and community referral was not particularly
effective. There were few referrals from community
organizationswherewe had posted our flyers. Similarly, handing
out flyers at community eventsresulted in limited responses. It
is likely that merely posting and handing out these flyers was
not enough in these settings. Recruitment of parents from
schools attended by their children was also not very fruitful. In
all, 388 school s nationwide were contacted for recruitment, but
only afew responded. Nonethel ess, those that did advertise our
study spiked an increasein expression of interest. Our findings
on engagement with schools are similar to that of other studies
[20]. A previous study that recruited parents of primary school
students into a smoking cessation trial reported similar
challenges, wherein only 16.3% of the schools contacted agreed
to distribute recruitment materials [20]. Although schools can
be avaluable resource for recruitment, gaining accessto schools
proved to be very challenging and time consuming. Studiesthat
have successfully worked with schools to recruit participants
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(usually students) suggest that it requires extensive planning
(ie, fitting the timeframe of the school terms), building
relationship with the school, connecting with key contacts, and
contributing to the best interest of schools [21]. This may not
be feasible for studies that are resource constrained.

Web-Based Strategies

Web-based strategies appear to have yielded the most response
in our trial. A number of parents responded to our Facebook
post and website advertisements. The use of email listserv also
appeared to have yielded a spike in interest; however, it was
not possible to know how many parents were reached, as
individual swere encouraged to forward the email to otherswho
might beinterested in the study. It isworth noting that the ability
of email liststo target a select population may resultin asample
that isnot representative of al parents. Our advertisement email
sent to the University listserv resulted in sample of highly
educated parents, which was thus less representative of the
general population. Obtaining permission to post to listservs,
which may accept posts only from group members, can also be
challenging. Nonethel ess, this approach required minimum staff
effort. Studies examining web recruitment strategies have
reported large variation in how many participants researchers
canrecruit, cost per participant, diversity of the sample, and the
length of time required for recruitment [4,22]. This has
implications for researchers and areas of study that may not
have the funding required to enable large-scale recruitment
using more traditional recruitment methods [4].

Reaching Ethnic Minorities

Second, although we actively sought to recruit ethnic minorities,
we failed to attract interest. We were aware of our limitations
at the onset of the project in recruiting minority populations but
wererestricted by resources and time to address the challenges.
We recognize that recruitment strategies should be culturally
sensitive and tailored to the needs of a given group. Time to
build relationships and resources to comprehensively reach a
community is a requisite. By developing a partnership with
trusted individual s and organizations early during the research
process, researchers can build a bridge to communities that may
feel disenfranchised from traditional academic research
[7,23,24]. Although these strategies are intensive and expensive
to build and sustain [24], they are essential if the experience of
these groups with interventions is to be evaluated.

Successful Recruitment Factors

In addition to the strategies used, the success of our recruitment
and retention efforts may have been attributed to the following
factors. First, careful planning and continuous monitoring
throughout the recruitment process appeared to be critical for
success. We set redlistic recruitment targets, monitored progress,
and modified our recruitment plan against those targets as
needed. Recruitment was boosted when there was a decline in
interest, whereas recruitment strategies were put on hold when
therewas asudden increasein the expression of interest, leading
to a backlog of participants requiring to be screened. A high
degree of flexibility in the recruitment strategies was thus
deemed necessary.

https://pediatrics,jmir.org/2021/4/€17723
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Second, our use of simple appreciation and reminder emails
between assessments appeared to hel p with participant retention.
On average, participants completed the follow-up assessment
within 2 to 3 days of receiving the email link to the survey.
These efforts encouraged participants to feel connected to the
project, fostering an overall sense of commitment from the
beginning through the completion of the study.

Third, the strength-based and delivery mode of the program
may have attributed to achieving our target sample. Theframing
of the program as a strengthening approach to support families
was important. This led to subsequent communication with
potential participants in a positive way and reduced the stigma
of help-seeking. For example, our formative work identified
that the word “intervention” was off-putting for parents; hence,
the word “program” was used in all subsequent advertising
materia for thetrial. In addition, text messaging was a proactive
approach to delivering parenting information to participants,
requiring minimal effort and time commitment. Thelow attrition
rate in our study is consistent with other studies on text
messaging programs. Previous meta-analyses across a variety
of text messaging-based programs found a mean retention rate
of 86% [25], with retention rates ranging from 46% to 96%
[26]. In our study, the ease of accessis likely to have increased
participation, astime constraints and logistical barriersare often
raised by parents as barriers to continuation in parenting
programs [27]. There has been growing acknowledgement in
parenting program research for different modalities, including
web-based aternatives and mHealth technology [12,28]. Our
trial demonstrated the feasibility and effectiveness of providing
brief preventative parenting support solely viatext messages.

Finaly, there was a demand for support for parents of
adolescents in New Zealand. Our formative work reported that
parents perceived alack of support in the community and were
interested in parenting support [18]. Many parents identified
everyday parenting challenges and were interested in learning
about positive parenting strategies, adolescent devel opment,
tips for improving parent-adolescent communication, and
evidence-based resources. The findings were reinstated in our
main trial, where parents expressed the need for more
information and reported high satisfaction with the program
[10].

Limitations

Our target population comprised parents of New Zealand
adolescents. Therefore, the findings may not be generalizable
to studies involving other populations. Different recruitment
strategies also vary substantially in cost per participant recruited,
but because the study was not designed to compare the
effectiveness or cost-effectiveness of recruitment strategies, we
are unableto estimate the cost-effectiveness and the investment
yield ratio for these strategies. Rather, our findings provide
lessons to inform future studies.

Despite effortsto recruit parents from diverse popul ation groups,
our sample was predominately female, married, and of high
social economic status. Many of our participants have aso
completed tertiary education. This is consistent with past
research that reported higher levels of parent education is a
predictor of parent uptake in programs|[7].
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Fathers were underrepresented in our study. Thisisacommon
challenge in parenting research, with fathers considered as
hard-to-reach parents [29]. A meta-analysis of the parenting
program Triple P found that of 4959 participantsin 21 studies
conducted across several countries, only 20% werefathers[30].
Underrepresentation of fathers as participants in parenting
programs is concerning. Qualitative studies conducted with
fathers of young children found that many fathers perceived
parenting programs to be designed for mothers and that they
werereluctant to seek parenting support from any formal source,
as help-seeking was perceived by men asafailure and conflicted
with their views on masculinity [31]. Advertising efforts that
are not directed at fathers, are not related to them, or are
perceived as stigmatizing are unlikely to reach fathers. Other
barriersincluded services deemed as untrustworthy, uninterested
in, or even hostiletoward fathers[32,33]. Overcoming the above
barriers are important to successfully engage fathers in such
research. Research to understand how their engagement and
participation can be maximized is urgently needed.

We aso did not obtain any information from those who did not
participate. Parents who do not initially engage could reveal
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different barriers or characteristics to those recruited into the
program. Their views are therefore important and should be
captured in future studies.

Conclusions

Recruitment and retention are critical aspects of research for
parenting programs, and it is unlikely that there will be a
one-size-fits-all recommendation. It istherefore important that
effortsare well documented to enable researchersto make more
informed decisions on how and where to best recruit and
therefore maximize outcome [34].

With the rapid development of technology and web-based
platforms, the field would greatly benefit from empirical
research designed to test the efficacy and necessity of different
recruitment and retention strategies, as well as more detailed
reports regarding recruitment and retention methods. Web-based
recruitment strategies provide a viable means for obtaining a
geographically diverse sample. Recruiting the most affected
populations should be apriority, and more resources are needed
to do so. Further research is needed to examine the effectiveness
of tailoring recruitment strategiesto different populations.
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Abstract

Background: Limited research evidence exists on the development of web-based platforms for reciprocal communication,
coproduction research, and dissemination of information among parents, professionals, and researchers. This paper provides
learning and the outcomes of setting up a bespoke web-based platform using social media.

Objective: This study aims to explore the establishment of aweb-based, multicontextual research communication platform for
parents and stakeholders of children with congenital anomalies using social mediaand to identify associated research and ethical
and technical challenges.

Methods: The ConnectEpeople e-forum was developed using social media platforms with a stakeholder engagement process.
A multilevel approach was implemented for reciprocal engagement between parents of children with congenital anomalies,
researchers, health care professionals, and other stakeholders using private and invisible and public Facebook groups, closed
Twitter groups, and YouTube. Ethical approval was obtained from Ulster University.

Results:  Nonprofit organizations (N=128) were invited to engage with an initial response rate of 16.4% (21/128). Of the 105
parents contacted, 32 entered the private and invisible Facebook groupsto participate in the coproduction research. Public Facebook
page followers rose to 215, a total of 22 posts had an engagement of >10%, and 34 posts had a reach of over 100. Webinars
included requested information on childhood milestones and behavior. YouTube coverage included 106 ConnectEpeople videos
with 28,708 impressions. Project information was obtained from 35 countries. The highest Facebook activity occurred during the
early morning hours. Achievement of these results required dedicated time management, social media expertise, creativity, and
sharing knowledge to curate valuable content.

Conclusions: Building and maintaining a multilayered online forum for coproduction and information sharing is challenging.
Technical considerations include understanding the functionality and versatility of social media metrics. Social media offers
valuable, easily accessible, quantitative, and qualitative data that can drive the reciprocal process of forum development. The
identification and integration of the needs of the ConnectEpeople e-forum was a key driver in the dissemination of useful,
meaningful, and accessible information. The necessary dedicated administration to respond to requests and posts and collate data
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required significant time and effort. Participant safety, the development of trust, and the maintenance of confidentiality were
major ethical considerations. Discussions on social media platforms enabled parents to support each other and their children.
Social mediaplatforms are particularly useful in identifying common family needs related to early childhood development. This
research approach was challenging but resulted in valuable outputs requiring further application and testing. This may be of
particular importance in response to COVID-19 or future pandemics. Incorporating flexible, adaptable social media strategies
into research projectsis recommended to devel op effective platformsfor collaborative and impactful research and dissemination.

(JMIR Pediatr Parent 2021;4(4):€18483) doi:10.2196/18483

KEYWORDS

Facebook; YouTube; Twitter; social media; metrics; e-forum; congenital anomalies; coproduction; COVID-19

Introduction

Background

Thisisthe second paper from the ConnectEpeopl e project. The
first paper reported on project recruitment and findings from
coproduction research [1]. This second paper sets out to share
the overdl learning from the research, technical and ethical
obstacles, challenges, and successes in developing the
ConnectEpeople e-forum.

Aneforumisdefined asa“virtual space for online discussion,
allowing deferred participation” [2]. The ConnectEpeople
e-forum was an experimental, bespoke web-based community
for coproduction research, discussion, information sharing, and
dissemination established within social media platforms. The
development and management of the e-forum was complex,
and limited publications with practical guidance or evaluation
methodologies are available. Elliott et al [3] stated that a“gap
exists around best practices in establishing, implementing, and
evaluating” social mediafor research purposes. Therefore, the
research team’s findings and experiences are reported here to
provide practical advice and recommendations for those
planning to use social mediafor health research activities.

The ConnectEpeople e-Forum

The initial step was to identify the platform on which to host
the e-forum. The ConnectEpeople e-forum was intended as a
meeting placefor stakeholdersin thelifeworld of children with
one of four congenital anomalies (CAS): congenital heart defects
(CHDs), cleft lip with or without cleft palate (CLP), Down
syndrome (DS), or spina bifida (SB) from across 9 European
countries. A scoping review conducted in 2017 of the most
commonly used social media sites by CA and parent support
organizations identified more than 97% of CA organizations
used web-based communication, with Facebook (82%) and
Twitter (56%) being the most popular [4]. In addition, the ease
of use and ubiquity of social media distinguished them asideal
platforms for devel oping e-forums. Social media offer arange
of functions to users, that is, creating a presence and identity,
information exchange, and as acommunication channel to build
relationships or communities based on reputation or
characteristics [5]. Trust in web-based communitiesis a direct
function of credibility and impartiality [6], traits essential for
successful research outcomes. Trustworthy web-based resources
enhance viewers feelings of reassurance, control, and coping

[6].

https://pediatrics,jmir.org/2021/4/€18483

Literature Review

The next step was to review the literature to collate current
knowledge and recommendations on designing and devel oping
social media—based research. Connecting communities across
geographical or institutional boundaries is a fundamental use
of information and communication technology [ 7]. Community
informatics includes several methodological pillars, including
contexts, values, cases, processes, and systems [8]. Combined
with these pillars, frameworks that systematically incorporate
sociability and usability into the design and devel opment process
arean important element for building aweb-based platform[9].

A rapid systematic review of the literature from 2012 to 2020
was undertaken (Multimedia Appendices 1 and 2) to identify
papersthat described the establishment of aweb-based platform
for patient, parent, or public and professional communication.
CINAHL, MEDLINE (Ovid), Scopus, and hand searches
identified 6 papers [10-15] that described the design and
establishment of web-based communication platforms. Owens
et a [10], Dyson et a [12], Greenwood et a [14], and Han et
al [15] engaged with parents, patients, carers, and other
stakeholders to generate research questions for children with
special needs, respiratory conditions, and people with diabetes.
A total of 4 studies used purpose-built websites [10,12,13,15],
and 3 studies used social media[11,12,14]. In addition to their
website, Dyson et al [12] used Facebook and Twitter to work
with parents but with limited success. In contrast, Russell et a
[11] used private and invisible Facebook only and established
an active, engaged web-based community. Only 1 team had
used multiple platformsfor separate functions or to engage with
different stakeholders, using Facebook, Twitter, Google
Hangout, emails, and face-to-face, with considerable success
[14]. However, no author has provided recommendations on
the most suitable approach for devel oping asocial media—based
communication platform. Therefore, process data from the
ConnectEpeopl e project are presented to provide unique insights
for researchers planning to establish a multilayered, socia
media—based research e-forum.

Objectives

The objectives of this paper are to (1) explore the research,
technical, and ethical challenges involved in developing a
bespoke, experimental e-forum; (2) identify quantitative and
qualitative data collection and analysis methods for social
media—based research; and (3) discuss the practical issues of
establishing a user-friendly, multicontextual, communication
e-forum.
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Methods

Overview

ConnectEpeople was developed as a complex, adaptive,
web-based communication e-forum. It was the beta test of a
social media—based network to connect with stakeholdersin the
lives of children with CHD, CLP DS, and SB, through
Facebook and Twitter asthe key communication platforms. The
key function of the e-forum was coproduction research and to
become a communication and dissemination platform for
research and information. There were three key members of the
research team (MS, JEMMc, and DE) involved in the design,
setup, and running of the ConnectEpeople social mediaaccounts.

As previously reported [1], in the coproduction research stage,
32 research aware parents (RAPs) were recruited from 9
European countriesviatheir parent support organization (n=18),
CA registry leader (RL; n=7), ConnectEpeople project survey
(n=5), and the project public Facebook page (n=1) and by word
of mouth (n=1). On average, parents had two discussions with
the researcher before agreeing to participate. The most popular
method of meeting the researcher was Skype (n=13), followed
by telephone (n=9), WhatsApp video calling (n=8), Facebook
messenger (n=1), and FaceTime (n=1). Participants who
preferred to use their phones lived in the United Kingdom. The

Figure 1. The ConnectEpeople e-forum structure.

Sinclair et d

recruitment process took an average of 51 days (SD 40.44),
ranging from 6 to 129 days. Completion of the requisite consent
form, different time zones across Europe, and children’s health
needs were contributing factors.

RAPs joined 1 of 4 condition-specific private and invisible
Facebook groups [1]. Private and invisible Facebook groups
are invisible to the public, and membership was by invitation
only. Using a modified James Lind Alliance approach [16],
RAPs in each of the four groups worked with researchers to
develop a list of the 10 most important research questions
relating to their child’'s CA [1] (Multimedia Appendix 3). All
RAPs read and signed a social media policy and were offered
training to use Facebook and Twitter.

Building the ConnectEpeople e-Forum

The ConnectEpeople social media—based e-forum (Figure 1)
was developed to connect stakeholders of children with CHD,
CLP, DS, or SB. The e-forum used four CA-specific private
and invisible Facebook groups accessible viainvitation only to
parents of children with CAsengaging in coproduction research.
A total of 4 CA-specific closed Twitter groups were accessible
to any person requesting to join. A public Facebook page [17]
and, as the project progressed, a YouTube channel [18] were
accessible to any member of the public.

Public can view Public can view

ConnectEpeupIe Forum

ConnectEpeopIe Forum

D YouTube

exunalinbcant ourelinkcar

Private — only approvéd persons and organizations can.view

ConnectEpeople Forum
Down Syndrome
omrelinkoct

ConnectE people Forum
Cleft Lip
o radinkocat

ConnectE people Forum
Spina Bifida
ovrainkecat

ConnectEpeople Forum
Heart Surgery in Children
o malinbocat

Private and Invisible — only persons approved through recruitment process can view

ConnectEpeople Forum
Down Syndrome
orelinkoot

ConnectE people Forum
Cleft Lip
onmelinkoct

ConnectE people Forum
Spina Bifida
orrmlinboct

ConnectE people Forum
Heart Surgery in Children
omelinbboot

Planned Processfor Engagement With Stakeholders

The initial plan was to work with RLs across 9 European
countrieswho would act as gatekeepersto connect the research
team with local CA organizations, health care professionals

https://pediatrics,jmir.org/2021/4/€18483

RenderX

(HCPs), and parent support organi zations (M ultimedia A ppendix
4). This process was deemed essential, as they spoke the native
language and were attuned to the culture. The intention was for
RLs to inform these individuals about the ConnectEpeople
project and invite them to engage with the project. An
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information technology readiness survey carried out with RLs
identified the first technical challenge as the results
demonstrated that they did not have the necessary social media
profile or theinternet access required to take part in or facilitate
the work of ConnectEpeople. Therefore, parent support
organizations across Europe were identified and approached
directly via social media by the research team and invited to
become gatekeepers for the research study.

Engaging With Stakeholders

Nonprofit organizations and parent support organizations for
CAsacross Europeinitially identified as part of ascoping review
[4] were contacted via email and Facebook messenger and
provided with detail s of the ConnectEpeople project and invited
to engage with the research team.

Organizations were invited to engage in four ways:

1. To act as gatekeepers to recruit parents to the
ConnectEpeople coproduction research arm

2. To mutualy follow Twitter accounts

3. To like, share, and post on the ConnectEpeople public
Facebook posts

4. To actively participate in ConnectEpeople webinars

Following the introduction by organizational gatekeepers,
potential RAPs were emailed to schedule a screening meeting
using Skype, FaceTime, WhatsApp, Facebook Messenger, or
telephone. Only those willing to use Facebook could join the
project. Parents were able to join the project by contacting the
research team through the public Facebook page, following the
completion of a project-specific survey, and through contact
with RLs.

Asaresult of the changesin the planned process for stakehol der
engagement, the initial recruitment of RAPs was slow.
Therefore, the ConnectEpeople survey was developed with
RAPs as the first piece of coproduction research. The survey
allowed the research team to gather data from a global
community of parents of children with CAs and meet the
research deadlines for the identification of research priorities.

Communication With Stakeholders

Posting on the Private and I nvisible Facebook Groups

Private and invisible Facebook groups were used exclusively
to facilitate coproduction research with parentsfrom 7 European
countries. Research questions were cocreated, and using an
iterative process, thetop 10 research prioritieswere agreed upon
[1]. The four private and invisible Facebook groups received
the same research questions and information simultaneously.
Email was used to communicate information that could not be
posted on Facebook, such as large documents. Group posts
consisted of research questions, information regarding webinars,
updates on the research project, and research activities. RAPs
and moderators could freely post in the private and invisible
Facebook groups, however, no publicly available hyperlinks
were posted to preserve members anonymity. Web-based
meetings were organized via Doodle Poll to meet, discuss, and
receive updates on the project, and RAPs could contact the
research team directly by email at any time.
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Posting on Closed Twitter Accounts

For those who wished to follow any of the four closed Twitter
accounts, ConnectEpeople sent them a follower request.
Membership requests were reviewed by the administrators to
ensure legitimacy before acceptance. Twitter accounts
demonstrating some activity in their timeline with the
corresponding CA were accepted. ConnectEpeople followed
all thefollowers' accounts. Tweets and retweets were screened
to ensure that they were specifically related to research,
web-based courses, upcoming events, human interest stories,
education, and policy news.

Posting on the Public Facebook Page

One public Facebook page was set up to share information and
for discussions [17]. Regular posts began on January 7, 2018.
Posts were generated by the research team, reposted from
organizations followed by ConnectEpeople on Facebook, or
identified by the administrators or stakeholders as valid and
relevant. No advertisements or callsfor donationswere reposted,
and resources were added to the Facebook public page, including
web-based courses and links to research articles.

Development of the YouTube Channel and Webinars

Following discussion in the private and invisible Facebook
groups and via the project survey, parents identified topics on
which they wanted to have more information. This led to the
development of the project webinars, giving all stakeholders
the opportunity to hear from and engage directly with CA
experts from academia, research, and health care. Webinars
were held using the videoconferencing software Go To Meeting
(LogMeln), Skype (Microsoft), or Zoom (Zoom Video
Communications) and were live streamed. The ConnectEpeople
YouTube channel [18] was set up in March 2018 to share project
webinars and videos. Webinar videos were cut into short
accessible videos and are available to the public on the YouTube
channel.

Data Collection and Analysis

The team collected awide range of datato determine the most
meaningful and impactful information. Qualitative data and
feedback from RAPs and other stakeholders and quantitative
data, including the number of responses, the time taken to
respond, and preferred mode of communication, were recorded.
The research team maintained a detailed log of their research,
administrative duties and activities, and experiences. The key
guantitative outcome measures for the e-forum were metrics
data for each of the public social media platforms, as detailed
in Textbox 1. Theresponseratesfor research-related postswere
calculated for the private and invisible Facebook groups.

“Reach is the total number of people who see your content.
Impressions are the number of times your content is displayed
no matter if it was clicked or not” [19]. Engagement on
Facebook is measured by “likes, reactions, comments, shares,
and some clicks on links, photos, or videos. Engagement rates
on Facebook are measured by engaged users, not total
engagements; if someone likes and comments on the post, that
counts as two engagements, but one engaged user” [20].
Interactions on Facebook are measured as “communication
between an audience member and your...socia profile’ [21].
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Textbox 1. Data collected for each social media platform used in the ConnectEpeople e-forum.

Social media platform and the metrics collected
o  Closed Twitter

. Followers

«  Public Facebook

« Reach, engagement, views, interactions, and followers

« YouTube

« Viewsand impressions

Ethical Considerations

Ethical approval for the study was obtained from the Ulster
University, Institute of Nursing and Health Research, Ethics
Filter Committee on November 21, 2017.

Only parents who had local social support were recruited to
ensure that help was available and accessible should they have
become distressed at any point during the project. The project
screening process for potential RAPs included completion of
the State-Trait Anxiety Inventory (STAI) [22] to limit the risk
of any potential emotional burden of taking part in a sensitive
research project. Parents provided written informed consent.
The use of private and invisible Facebook groups protected the
identity and privacy of RAPs and their children.

Posts on the private and invisible and the public Facebook page
were reviewed by the administrators before being approved to
reduce the risk of inappropriate comments. Any potentially
controversia or sensitive comments were discussed among the
3 key research team members for consensus on posting.

Results

Engaging Stakeholders

CA Organizations

In total, 128 nonprofit and parent support organizations were
contacted by email (n=77) and Facebook (n=51). Those
contacted by email received 2-3 follow-up messages and 21%
(16/77) responded, 1 of whom declined to participate. Of the
organizations contacted via Facebook, 10% (5/51) responded,
1 of whom declined the invitation. As the project progressed,
email introductions were made by gatekeeper organizations,
which facilitated the research team to make new contacts.
Response times varied considerably, and 4 of those who
responded via Facebook did so within 48 hours and a fifth
responded in 59 days. Email responders averaged 72 days (7-365

days).

Research Aware Parents

Intotal, 105 parents were contacted, 54 (51.4%) responded, 38
(36.2%) completed the screening process, and 32 (30.5%)
entered the ConnectEpeople private and invisible Facebook
groupsfor CHD (n=4), CLP (n=5), DS (n=13, one RAP dropped
out), and SB (n=9). Recruitment was conducted from January
2018 to March 2019 [1].

https://pediatrics,jmir.org/2021/4/€18483

ConnectEpeople Private and I nvisible Facebook
Groups

Over a 19-month period, the research team posted one
research-related post per week in the private and invisible
Facebook groups. The CHD group wasthe most activein terms
of average number of RAP's responses to these posts with 54
responses per participant, followed by SB (33.4 responses per
participant), CLP (27.2 responses per participant), and DS (7.4
responses per participant). A total of 2 web-based group
meetingstook placewith 13 of 28 and 5 of 28 RAPsresponding
to Doodle Polls, and 4 attended the first meeting and 5 attended
the second meeting.

ConnectEpeople Closed Twitter Group Posts

In total, the 4 closed Twitter groups had 75 followers and
followed 650 individuals and organizations.

Two RAPs agreed to follow the closed Twitter groups (SB and
CHD). However, the other RAPs did not wish to engage:

| never used Twitter because to me it seems like a
spot for weird people with too much time. Sorry but
| do not like to test it. [CLP, Germany]

No sorry | don't use any other social media apart
from Facebook...spend too much time on here as it
is! [CHD, United Kingdom]

ConnectEpeople Public Facebook Data

To date, the ConnectEpeople public Facebook page [17] has
215followers. Oneresearcher logged on to the public Facebook
page daily and posted or reposted information on the four CAs
of interest, such as human interest stories, research, public
information, and health. All posts were in English, as thiswas
thefirst language of the researcher. Repostswere from reputable
organizations that ConnectEpeople was following. Reposts in
languages other than English werefirst translated using Google
Trandate. If the researcher could not determine the content
following trandation, the post was not reposted.

Facebook Insights was used to analyze public Facebook group
metrics. Posts with areach of 100 or above and an engagement
rate of 21 or above (10%) were reviewed. Engagement rate was
calculated as total engagement or followers x 100 [23]. There
were 22 Facebook posts with an engagement of 21 and above,
and 34 posts had areach of 100 and above.
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The posts with the greatest reach were those related to project
recruitment and survey, which were pinned to the top of the
Facebook page. The post with the highest reach (1974) and
highest engagement (306) was reposted on the Mighty Facebook
page and titled “As the school year begins please talk to your
kids about disahilities’ [24]. The Mighty is an online health
community created to empower and connect peoplefacing health
challenges and disabilities [25]. The ConnectEpeople
project—generated Facebook post with the highest engagement
(n=132) was one regarding the “ConnectEpeople Research —

Sinclair et d

Parents Voices World Spina Bifida and Hydrocephalus Day
2018" webinar, and the reach was 1282.

Figure 2 showsthe number of peoplewho had sight of the public
Facebook page. Asfor al social media projects, the number of
people was small (<100) in the early years (January 2018) and
increased as the number of interesting posts increased. The
recruitment drive in March 2018 shows initial interest, and as
posts became more common, additional people viewed the
material. Thelargest number of views (>3000 people) occurred
in September 2018. These views were driven by interesting
posts or discussions.

Figure 2. The people for whom any content from the ConnectEpeople public Facebook page entered their screen from January 2018 until December

2019.

Number of people

Figure 3 highlights the number of interactions with different
posts, compared with the number of people viewing that post.
For example, in December 2018, athough almost 2000 people
viewed the post, there were more than 4000 interactions, giving
an average interaction per person of 2:1. In March 2019,
although almost 1000 people viewed the post, there were more
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than 6000 interactions, giving an average interaction per person
of 6:1. Thus, athough the number of persons viewing was
smaller in March 2019 than in December 2018, the March 2019
post attracted many more interactions (>6000) than the
December 2018 post (>4000).
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Figure 3. Interactions on the ConnectEpeople public Facebook page.
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ConnectEpeople YouTube Channel

The ConnectEpeople YouTube channel currently contains 106
videos. To date, there have been 28,708 impressions for
YouTube videos. The most viewed video was one from the
World Birth Defects Day 2019 webinar titled “Dr Micaela
Notarangel o Breastfeeding for cleft babies WBDD 2019” with
5649 views [26].

Development of ConnectEpeople Webinars

Overview

ConnectEpeople parentswanted to hear more regarding research
and surgery, and they asked for moreinformation ontheir child's
everyday needs. Webinars were developed to provide
opportunities to hear from and speak to experts in the CA of
interest. Theseincluded World Down Syndrome Day 2018 with
2509 peopl e engaging, World Spina Bifida and Hydrocephal us
Day 2018 with 6164 people engaging, and World Birth Defects
Day 2019 with 1419 people engaging. Webinars with experts
inthefield of CAs, “ Supporting familiesto enhancetheir child's
development” by Professor Roy McConkey (educationalist)
had 2435 people engaging and “Home monitoring for children
with complex heart conditions: new horizons of carefor parents,
clinicians and researchers’ with Professor Frank Casey
(consultant pediatric cardiologist) had 2998 people engaging.
Those who took part included HCPs, support organization
representatives, researchers, and parents. The webinars were
cut into short topi c-specific videos to promote engagement and
posted on the project’s YouTube channel.
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ConnectEpeople Research Team Members
Characteristics

The 3 key members of the research team acted as administrators
for the four private and invisible Facebook groups. One team
member (DE) set up all on Facebook, Twitter, and YouTube
accounts; managed webinars; cut and posted videos to the
YouTube channel; and managed the Facebook Insights and
metrics collection and analysis. DE also managed the technical
aspects of Facebook, Twitter, and YouTube, such as changing
banners. One researcher (JEMMc) managed the day-to-day
running of the private and public Facebook groups and the 4
Twitter accounts, including screening follower requests on
Twitter and posting and responding on Facebook and Twitter.
JEMMc also managed contacts and recruitment to the
ConnectEpeople project and the development of the webinars.
Thechief investigator (M S) oversaw the ConnectEpeople social
media accounts and made final decisions on al private and
invisible Facebook posts and webinar programs. The 3 key
researchers were fluent in English only. Team members were
available on social media daily from 9 AM to 4 PM and from
7 PM to 10 PM. Facebook and Twitter groupswere also checked
regularly over weekends and holidays.

Additional Findings

Information about ConnectEpeople was accessed by individuals
in 35 countries (Figure 4). The most popular time of the day for
views on Facebook was in the early hours of the morning with
low levels of activity from 2 PM to 11 PM UTC, and on
YouTube weekday evenings in line with primetime television.
No arguments, negative comments, or inappropriate behaviors
were posted on Facebook, Twitter, or YouTube during the
project.

JMIR Pediatr Parent 2021 | vol. 4 | iss. 4 |e18483 | p.83
(page number not for citation purposes)


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

JMIR PEDIATRICS AND PARENTING

Sinclair et d

Figure 4. The countries in which ConnectEpeopl e outputs have been accessed.

Discussion

Principal Findings

On the basis of the rapid literature review undertaken and in
agreement with Elliott et al [3], there is limited advice for
researchersto conduct research based on socia mediaplatforms.
Building and maintaining the experimental ConnectEpeople
e-forum identified a number of interconnected research and
technical and ethical learning outcomesfor consideration. This
may be of particular benefit for teams working with other
geographically, culturally, or socially hard to reach groups, such
as during the current COVID-19 pandemic. Social media are
widely used by stakeholders in children with CAs [4].
Stakehol derswere keen to get involved in ConnectEpeople and
access new information relating to CHD, CLP, DS, and SB
disseminated in auseful, meaningful, and easily accessible way.

Recruitment to the ConnectEpeople coproduction research
web-based group was slow because of parents family and
personal needs. In addition, recruiting RAPs and other
stakeholders living across Europe was complicated by the
unexpectedly limited bilingual assistance and subsequent cold
calling on organizations. However, the social media metrics
and data collected demonstrate that the e-forum format is an
effective and engaging communication platform and safe
meeting place.

The ConnectEpeople project investigated the use of social media
for research activities, including engagement, recruitment,
coproduction research, communication and dissemination,
guantitative and qualitative data collection, and creating research
impact. Social media have broad applications for research, and
the authors recommend incorporating a social media strategy
into all research projects. Such a strategy must be devel oped
with the flexibility to adapt and incorporate other platforms as
they become available and using feedback from stakeholders.
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A robust and effective socia media strategy requires early
financial investment, for while social media are generally free
to access and use, considerabl e time and expertise are necessary
to build successful, impactful research communities.

Research, Technical, and Ethical Considerations

Setup of the e-Forum

The ConnectEpeople e-forum was devised asan initial meeting
place for geographically distant researchers and stakehol ders,
and although Elliott et a [3] recommend developing research
platformsin collaboration with stakeholders, initial stakeholder
input was not possible. Similar to Dyson et al [12], this project
was intentionally designed to test multiple socia media
platforms. Facebook’s greatest function is building relationships
[5], and Twitter serves to build a web-based brand or identity.
Therefore, these platforms were initially chosen for testing,
given their popularity based on the scoping review results. The
ubiquity of social mediamakesthemideal platformsto connect
quickly and simply, as many people and organizations have
their own accounts and are familiar with making connections
via the internet. In addition, Facebook, Twitter, and YouTube
arefreeto join and access. Once contact was made with parents
and stakeholders, their views and preferences on communication
platforms were sought, leading to the development of the
webinars and the YouTube channel.

Lovari et a [27] recommend investment in multichannel
strategies for web-based communication to effectively reach
target populations. During the ConnectEpeople project, text,
images, videos, and links were cross-posted on Twitter,
Facebook, and YouTube, and information was tailored to the
target population’s needs before dissemination. The project saw
limited uptake of Twitter groups by RAPs, however,
organizations active on Twitter engaged. RAPs focused on
engaging in discussions and sharing of information and amore
meaningful web-based experience. As Twitter is more aligned
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with branding, identity, and limited discussion, this may have
been afactor influencing use.

Social media—based studies rely on the digital infrastructure.
Crucidly, for this project before startup, an information
technology readiness survey demonstrated that the aims of the
project could not be met with the facilities available, leading to
amajor review of the project plan. Subsequently, the identified
digital infrastructure needs were put in place. Digital
infrastructure included data storage, access to apps, such as
Facebook, Twitter, and YouTube, and additional appsto present
webinars and web-based meetings as the project proceeded,
such asZoom. Digital infrastructure also included devices such
as computers and mobile phones to enable the research team to
have constant access to Twitter and Facebook, which was more
active later in the day. Parents were most likely to connect to
the internet via their mobile phones, as reported by Pew
Research Center [28]. They were also most likely to connect at
home. Thiswasideal for parentsto be able to engage when they
had free time but difficult to sustain dialog with the research
team within working hours. The constant awareness of the
project participants, any potential queries or concerns, or the
opportunity to engage in sustained meaningful dialog may have
led to an increased burden of responsibility for the researcher.
It isimportant that project mobile phones are separate from the
researcher’s personal phones and consensus on availability on
the web is agreed upon.

Recruitment and Engagement With Stakeholders

In this project, RAPs were key partnersin identifying research
priorities. The engagement and recruitment of parents was
expected to take time, as it was difficult to reach groups with
limited time availability dueto caring for children with complex
needs [29]. The initial task of engaging with organizations to
act as gatekeeperswas al so unexpectedly more time consuming.
There were a number of reasons for slow uptake identified
during conversations with researchers. Organizationswere keen
to take part; however, many were led by volunteer parents, and
time constraintswere amajor issue. Some organizationsrequired
leadership approval to participate; however, many only met
biannually, leading to time delays. The key finding was that
parents and other stakeholders were rightfully cautious of
connecting to the web with groups reporting to be interested in
their children. Ensuring participant safety in research poses
additional demandswhen using social media, and Dol et a [30]
stated that health researchers require information on “how to
ethically use and engage with social media” Concernsregarding
the safety, dignity, and privacy of RAPs and their children led
the way for a protracted recruitment process that involved the
use of the STAI to check anxiety levels and ensure no additional
burden of research on parents. The ConnectEpeople team
acknowledged that stakeholders should take the time they
needed to ensure they were acting in their child’'s best interests.
Overdll, lack of time was the most common reason given for
slow and limited responses in this research, and this reflects
that parents who have children with complex health needs have
additional concerns and demands on their time.

Organizations also experienced difficulty in finding suitable
parents. In addition, only 16.4% (21/128) of the organizations
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responded. However, in agreement with Russell et al [11] and
Han et a [15], the recruitment of parents was most successful
when facilitated by trusted third parties, namely, parent support
organizationsand RLs, asthey promoted authenticity. Theinitial
positive personal interaction between the researcher and parents
built rapport and trust and encouraged engagement with the
project. Using private and invisible Facebook for coproduction
was welcomed by RAPs.

Communication and Dissemination

The researcher conducting recruitment only spoke English
fluently and lived in the United Kingdom and, therefore, relied
completely on cold calling and strong interpersonal skills to
build lasting connectionswith gatekeepersto facilitate successful
recruitment. This also resulted in the necessity of recruiting
RAPs who could speak English. The language barrier of
pan-European projects and subtleties in language can play a
huge rolein connecting and communi cating successfully onthe
web. For example, although the trandlation is available on
Facebook, it is only useful for light social discussions and not
for thoseinvolving technical words and terminology. In addition,
cultural aspects and meanings of language can influence the
perspectives and understanding of participants.

Good sociability in web-based communities includes the
reciprocity and trustworthiness of interactions[31], animportant
factor in this project. In the ConnectEpeopl e project, RAPsand
stakeholders involved in private and invisible Facebook group
discussions were asked to agree to a project-specific social
media policy. Thiswasto ensure fair and courteous conduct by
members, preserve privacy and confidentiality, and build trust.
Clearly defined rules of engagement to safeguard individuals
have been used for other studies using Facebook [11].

Separate private and invisible Facebook groupswere devel oped
for each CA of interest, asresearch participantstrust otherswith
the same life experiences as themselves [32]. However, it was
also interesting to find that there were more similarities than
differences between the groups. All RAPs wanted up-to-date
information; opportunities to talk to experts, and access to
appropriate education, health, and social support to enabletheir
children to achieve their maximum potential.

Although clinical concerns play a part of the whole life
challenge for children with CAs, they are part of amuch wider
tableau. Researchersinvolved in ConnectEpeople were able to
connect and discuss with parents directly, which allowed them
to learn about the daily life and issues of families who are
experts by experience in children with complex health needs.
Although the researchers had limited personal experience of
CA, they could offer support and information. In asimilar way
to the web-based community developed by Owens et al [10],
“relying on their own humanity and implicit knowledge of what
it means to care” The interaction by the research team in the
private and invisible Facebook groups enhanced their knowledge
and confidence in selecting and developing suitable posts for
the ConnectEpeopl e public Facebook and Twitter. Importantly,
during this project, there were no arguments or negative or
inappropriate behaviors on any social media account.

JMIR Pediatr Parent 2021 | vol. 4 | iss. 4 |€18483 | p.85
(page number not for citation purposes)


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

JMIR PEDIATRICS AND PARENTING

Not all RAPs actively communicated within the groups, and
there were clear responders and lurkers[33]. Many RAPswere
absent from private and invisible Facebook groupsfor extended
periods. During their child’s sickness was understandably a
time when many parentswere not available. However, for some,
the solidarity within the group offered comfort when children
weresick inthe hospital and far from friends and family, leading
to increased activity in their group. Peer-to-peer support is a
key feature of online health communities, even when it is not
the intended function of the group [10], and Greenwood et a
[14] found that seeing others on the web increased engagement.
Shared experiences have been identified [34] by users of
diabetes web-based forums as valuabl e tailored advice that they
could not acquire from their HCP.

Social media sites provide a platform for sharing information
to awide and varied audience, and messages should betailored
for target audiences [3]. For example, complex information on
CAs can be posted and used by those who have experience and
insight, such as parents who have a child with a CA or HCP.
Developing and ingtilling trust early on allows usersto discuss
difficult issues in a safe environment and be confident in the
information shared [35]. In this study, many parents reported
that they could not accessthe appropriate hel p their child needed
from a range of providers, including educational and HCPs.
Parents al so disclosed their feelings of distrust for some health
care providers and shared their concerns about being given
misleading, inadequate, or inaccurate information and advice.
Brady et al [32] identified that internet forum users were
concerned about the accuracy of information available on the
web and, to agreater extent, the possibility that other users may
believeinaccurate information. Identifying and exposing health
misinformation being shared on the web has become a major
global concern during the COVID-19 pandemic [36]. The
ConnectEpeople RAPs actively worked in partnership to produce
accurate, engaging, and impactful outputs. RAPs and other
stakehol ders were reading and downloading information from
the ConnectEpeople e-forum. In addition, they created content,
for example, webinar videos.

Data Collection

ConnectEpeople aimed to identify suitable data collection
methodsfor future research on e-forums based on social media.
Qualitative data were available in a number of ways, including
contemporaneous notes taken by the researcher during
conversations with stakeholders, Facebook and Twitter posts,
and consent for recordings of web-based meetings with RAPs,
which were transcribed and deleted. All data were stored on
password-protected computers.

Social mediametricsform the basis of quantitative dataand are
asource of valuablelearning in datamanagement. Metrics data
must be collated and stored for analysis, as legacy data cannot
be maintained within the Facebook Insights function. It isalso
important for researchers to understand the functionality of
social media metrics and how they can be evaluated and
analyzed in relation to research outcome measures and data
collection. Analysis of metrics provided insight into project
reach and impact. Followers aone, although important for
increasing brand awareness, will not enhance the reach of posts.
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Enhancing engagement should be the key goal of Facebook
pagesto ensure that messages reach the target audience[37,38].
The findings from the public Facebook page (Figure 2) clearly
demonstrate that successful posts are not determined by
followers or number of people. It remains incumbent on
researchers to identify and share posts that are useful and
relevant in a format preferred by the target audience. Klassen
et al [39] recommend developing posts that elicit positive
feelings and are less serious in tone to increase engagement
with followers on Facebook. In their study investigating the
content and interaction on a Facebook group related to multiple
sclerosis, Della-Rosa and Sen [40] identified that the most
popular posts were those on support, information, and
awareness. Public Facebook posts generated the highest level
of reach and engagement related to promoting positive social
interactionsfor children with adisability attending school [24].
This reflects the outcomes of the ConnectEpeople survey
findings and those of the previous ConnectEpeople paper, where
parentswere very concerned about the psychosocial challenges
facing their children [1].

Theuse of private and invisible Facebook and a public Facebook
page provided the level of connectedness required for the
different needs of stakeholders. However, there was a limited
number of organizations and individuals who could see the
project’s Twitter posts, which is likely the reason for the low
uptake on Twitter. The research team would recommend single,
open Twitter profiles for research projects, which would aso
reduce the need for cross-posting on Twitter.

e-Forum Management

The development of a web-based network is expensive, as it
requires ongoing administrative support [41]. Coordinating,
reviewing, transdating, and responding to posts and connecting
to the internet requires considerable investment in time and
expertise. Social media accounts are typically uncomplicated
to set up; however, updating banners and creating and curating
accessible, easy-to-understand, usable, and helpful content to
meet the needs of thetarget audienceischallenging. Thisproject
benefited from the tremendous support of RAPs, gatekeepers,
support organizations, and other stakeholdersin the development
of content, sharing of ConnectEpeople project details, and
actively taking part in webinars. Parentswant to promote greater
understanding and tolerance of children with complex health
conditions to ensure a more positive future for al children.

The overall management of the e-forum required skilled time
management, digital infrastructure, and creative skills.
Experience and knowledge of different social media platforms
were essential to maintain safety on the web, set up and invite
RAPs to join the private and invisible Facebook, develop and
host webinars for a global audience, and use metrics to
demonstrate impact. The key skill required was a thorough
up-to-date knowledge of CHD, CLP, DS, and SB. Theresearch
team was able to access knowledge in the form of research,
testimonials, etc. However, parents and families were the most
va uable sources of knowledge regarding the challenges of living
with a child with complex health needs. Clinical research was
important but so too were social and parenting issues.
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Developing social media research that respects and values the
knowledge of all, and thereciprocal sharing of perspectivesand
experiencesrequires skilled researchers and socia mediaexperts
to build and maintain internet-based relationships. Although
the ConnectEpeople project was aimed at a relatively niche
audience, outputs traveled to 35 countries across the world in
2 years. This type of research benefits from global access to
social mediaand the valuable opportunity to facilitate research
impact. This may be cultural and attitudinal beliefs, social and
societal benefits, enhancing capacity, raising understanding and
awareness, and promoting health and well-being [42]. Reach
and impact are key components of research, and the power of
social mediato facilitate this should beincluded in the planning
phase.

Other Considerations

Theinitia project plan to connect with organizations and parents
in their country via RLs would still be strongly recommended
by the authors to future researchers wishing to replicate our
approach. A 2015 Greek study [43] suggested that HCPs and
organizations were lagging behind customers in their use of
social media for health communication, and many researchers
areuncertain about using social mediafor professional activities
[44,45]. However, dueto the COVID-19 pandemic, support for
families has become even more important with the need for
strict social distancing, particularly for sick children. This has
prompted support for the rapid uptake of social mediaby support
organizations, researchers, and medics[46]. Furthermore, Kemp
[47] reported that dueto COVID-19, morethan 40% of internet
users spend more time on social media to help them manage
everyday life, and most parents increased their use of social
media for information and social support [48]. Many
international organizations now use social media to publicize
their work and disseminate information, for example, the World
Health Organization, United Nations Children’s Fund, Centers
for Disease Control and Prevention, European Commission,
and the International Clearinghouse for Birth Defects. Social
media is evolving as a credible and sustainable choice for
engagement and research.

Future Considerationsfor the e-Forum

The model by Young [49] for the life cycle of web-based
communities consists of four stages, namely inception,
establishment, maturity, and mitosis. This paper has discussed
the ConnectEpeople e-forum up to the establishment stage,
where the activities primarily concerned making connections
and building a core group of active members. Social
media—based researchers must consider how to adapt as groups
grow and progress through maturity and mitosis and how
changes or increase in user shared content, disengagement, or
potential splinter groups should be managed and the likely
impact of this on their research.

Asresearch e-forums are devel oped, understanding thelife cycle
of such web-based communitiesisimportant to guide and direct
research endeavors and facilitate continued engagement.
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Meeting the future needs of members may include the use of
different web-based activities, such as blogs and podcasts, to
promote the transfer of knowledge and practice and encourage
adiversity of membership. Furthermore, other research teams
have reported parents and experts by experience can successfully
take ownership and become leaders and drivers of the e-forum
they have helped to build [10,11].

The COVID-19 pandemic has resulted in new global health
needs, including those of children with CAs and their families.
Researchers can efficiently and effectively learn from active
research e-forums to codevelop research, engage in timely
patient and public involvement in research, and be leaders in
time-sensitive research. Thisensuresthat the e-forum continues
to meet the evolving needs of members and is relevant long
term. In addition, the social media use of the target audience
should continually be reviewed as new social media platforms
become popular.

Limitations

There were only 2 administrators managing public Facebook,
four private and invisible Facebook groups, and 4 closed Twitter
groups content. The administrators' first language was English,
limiting the availability of multilingual posts on social media
and connecting with individuals across Europe. A number of
videos posted on the public Facebook page did not have
available organic video metrics due to an issue experienced by
Facebook from October 25 to 28, 2019, which may have had
an impact on the calculated reach and engagement with some
posts. Challenges exist with drawing conclusions surrounding
the potential impact on families and children’s health, as it is
difficult to track the use and implementation of messages shared
on social media. In addition, the impact of technology poverty
or limited access to digital infrastructure on recruitment and
engagement has not been investigated.

Conclusions

Effective use of social media by researchers and relevant key
stakeholdersrequires an understanding of their unique functions
and careful planning in design, management, and evaluation
strategies. Social media as a research tool has enormous
potential to connect and empower people and reach new
audiences while providing valuable data. COVID-19 has been
acatalyst inthe rapid and likely enduring uptake of social media
for health information provision by members of the scientific
and medical communities[46]. When socia distancing measures
due to COVID-19 are reduced, hybrid models of research are
likely to become commonplace, combining web-based and
in-person social connections. Therefore, devel oping web-based
research skills and techniquesto harnessthe versatility of social
media has become an essential tool for researchers. The
development of a framework for social media research
recommended by Elliott et a [3] would require flexibility and
ongoing re-evaluation to facilitate thelife cycles of social media
groups.
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HCP: health care professional
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Abstract

Background: Parenting practices are highly influenced by perceived social norms. Social norms and American Academy of
Pediatrics (AAP) guidelines for infant safe sleep practices are often inconsistent. Instagram has become one of the most popular
social media websites among young adults (including many expectant and new parents). We hypothesized that the majority of
Instagram images of infant sleep and eep environments are inconsistent with AAP guidelines, and that the number of “likes’
for each image would not correlate with adherence of the image to these guidelines.

Objective: The objective of this study was to determine the extent of adherence of Instagram images of infant sleep and sleep
environments to safe infant sleep guidelines.

Methods: We searched Instagram using hashtags that were relevant to infant sleeping practices and environments. We then
used an open-source web scraper to collect images and the number of “likes’ for each image from 27 hashtags. Images were
analyzed for adherence to AAP safe sleep guidelines.

Results: A total of 1563 images (1134 of sleeping infant; 429 of infant sleep environment without sleeping infant) met inclusion
criteriaand were analyzed. Only 117 (7.49%) of the 1563 images were consistent with AAP guidelines. The most common reasons
for inconsistency with AAP guidelines were presence of bedding (1173/1563, 75.05%) and nonrecommended sleep position
(479/1134, 42.24%). The number of “likes” was not correlated with adherence of the image to AAP guidelines.

Conclusions; Although individuals who use Instagram and post pictures of sleeping infants or infant sleep environments may
not actually use these practices regularly, the consistent portrayal of images inconsistent with AAP guidelines reinforces that
these practices are normative and may influence the practice of young parents.

(IMIR Pediatr Parent 2021;4(4):€27297) doi:10.2196/27297
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sleep position; bed-sharing; social norms; social media; safe sleep; bedding

initiation and continuation [4-8] and vaccination [9]. Data
suggest that online socia networks, such as Facebook,
Instagram, and others, areincreasingly important influences on
parental practice, including parental smoking cessation [10] and
child nutrition [11,12].

Introduction

Studies have investigated the effect that personal social networks
(ie, individual swith whom one has personal relationships, socia
interactions, or both) can have on certain adult health behaviors,

such asdiet, nutrition, smoking, and obesity [1-3]. Thesesocial |t s likely that much of the influence from social networks

networks, which traditionally have been largely face-to-face,
can aso influence parenting practices, such as breastfeeding

https://pediatrics,jmir.org/2021/4/e27297
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(face-to-face or online) is derived from the network members
providing their opinions about what behaviorsand practicesare
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expected and acceptable [13,14]. One then perceives these
behaviors and practices to be normative behavior (everyone
does this) and strives to adhere to these social norms to avoid
judgment and reproach [2,3,15-22]. These social norms can be
very powerful. Studies have found social norms to be a key
variable mediating the association between maternal education
and certain infant care practices[ 23] and the association between
maternal country of birth and breastfeeding [24]. When social
norms are contrary to evidence-based guidelines, they can
negatively impact health.

One area in which there is often much discrepancy between
social normsand evidence-based guidelinesisthe areaof infant
safe sleep practices [25]. Certain sleep practices, including
nonsupine s eep position, use of soft bedding, soft dleep surfaces,
and bed-sharing, are associated with increased risk for sudden
unexpected infant death (SUID) [26] and the American
Academy of Pediatrics (AAP) has published evidence-based
guidelinesfor infant safe slegp [27] to reduce the risk of SUID.
However, although there may be ample public health guidelines
and education in the health care professional’s office before and
after birth, other influences outside the health care setting may
have an even stronger impact on sleep practices [28-31], and
inconsistent messages about where and how the infant should
sleep are associated with nonadherence to safe sleep guidelines
[32].

Given that SUID rates in the United States have not declined
since 2000 [33], and rates of nonsupine positioning [34],
bed-sharing [35,36], and use of soft bedding [37] have not
decreased, increased attention has been paid to the importance
of changing social norms surrounding these practices. One
randomized controlled trial of safe sleep video messages sent
to new mothers by SMS text message or email resulted in
improvements in safe sleep practices, and demonstrated that
these improvements were mediated in part by changes in the
mothers perceptions of the social norms surrounding the
particular practices[38].

Media has traditionally been very one of the most influential
factors in establishing societal and perceived social norms
[39,40]. One qualitative study of new mothersfound that images
of dleeping infants and infant sleep environments, as found in
photographs, books, television, and the internet, were one of
the most consistent influences on their decisions about how
infants dept at home [41]. However, these images are often
inconsi stent with safe infant deep guidelines[42-44]. The power
of these images may be increasing as marketing and social
networking have come together synergistically to more
effectively reach and influence target audiences. Today, nearly
anyone can share personal experiences by writing reviews or
commenting on and rating experiences. These interactions are
highly influential in decisions regarding product purchases[45].
Whilethe effect of theseimages on decisions regarding product
purchases and parenting practices may differ, product purchases
(eg, cribs, soft bedding) directly impact on infant sleep practices.
Because many products marketed or used for infant sleep do
not in fact meet federal safety standards [46] and are not safe
for infant sleep, product selection and thus marketing are
relevant to increasing safe sleep practices. Parents may be
persuaded to purchase these products because they infer from

https://pediatrics,jmir.org/2021/4/e27297
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social mediathat these products are not risky [47] and that use
of these productsis normative and acceptabl e infant care practice
[48]. Additionally, the structure of socia media allows one to
selectively view specific advertisers or personalities by
“following” them. Similar products or persons are then
suggested based on algorithms utilizing one's past online
searches. While“following” specific advertisers or personalities
creates some self-selection and selection bias regarding what
is seen, an algorithm can be triggered by an online search that
merely suggests that one is pregnant or has a new infant. This
reinforcing nature of social media [49] can potentially make
any exposure to certain practices or ideas even more powerful.

Instagram, which is mainly a photo-sharing application (app),
has become one of the most popul ar social mediaapps/websites
among young adults (including many expectant and new
parents); among the >1 billion monthly active users[50], 56.3%
of users are women, and those aged 25-34 years comprise the
largest user group [51]. Further, Instagram is the most popular
social media platform for teenagers, with 72% of them being
active users[52]. Thisapp, like many others, isdesigned so that
users spend time on the app, and there has been growing concern
about the phenomenon of Instagram “addiction.” One study
found that 2 major needs may contribute to I nstagram addiction:
recognition (need for admiration from othersthrough Instagram
posts) and social (use of Instagram to share views and maintain
contact with others) [53]. However, the vast majority of
Instagram users do not have high levels of Instagram addiction
[54].

Instagram users post photos or videos of content, often with a
hashtag (aword or phrase preceded by the# symbol) frequently
attached. Tagging with a hashtag allows others to easily find
other messages or images that have a similar theme or content.
Instagram users can also indicate that they “like” a photo by
clicking on a heart icon. The number of “likes” for a photo
impliesthe degree of social endorsement [55]. One small study
found that adolescents who viewed photos were more likely to
“like” photos with many “likes.” This study also found, using
functional magnetic resonance imaging, that viewing photos
with many “likes” stimulated neural regions associated with
social cognition, reward learning, imitation, and attention [55].
Thus, “likes’ can act asaform of peer influence and create the
perception of normative behavior.

According to surveys conducted by | nstagram’s parent company
(Facebook), 78% and 74% of surveyed Instagram users,
respectively, state that they perceive products or product brands
viewed on Instagram to be popular and relevant, and 81% use
Instagram to help them discover or research productsor services
[56]. Nearly half reported having made a purchase after seeing
a product or service on Instagram. Largely because of
Instagram’s popul arity among potential consumers, nearly half
of businesses are active on Instagram [56].

Although Instagram images provide only asnapshot of asingle
point in time, and although we acknowledge that these images
may not accurately reflect how and where the infants portrayed
intheimages actually sleep, we aimed in this study to determine
what proportion of images of sleeping infants and infant sleep
environments were consistent with infant safe sleep guidelines.
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Because hashtags may be used to search for specific content,
we wanted to simulate the search of atypical user looking for
images of infant sleep environments (eg, an expectant parent
searching for nursery ideas) by using hashtags. Becauseimages
in magazines, advertisements, and the internet are often
inconsistent with these guidelines [42-44], we hypothesized
that the majority of images on Instagram for infant sleep—related
hashtags, extracted through aweb scraper (which uses automated
processes to gather specific data from a website [57]), would
also be inconsistent with infant safe sleep guidelines, as
published by the AAP [27], and that the number of “likes’ for
each image would not correlate with adherence of theimageto
these guidelines.

Methods

We conducted a search for images on Instagram using hashtags
that were relevant to infant sleeping practices and environments
(as might be done by someone looking for ideas for nursery

Table 1. Criteriafor images.

Chinet d

products). These hashtags were determined by conducting an
initial cursory search on Instagram; the hashtags that yielded
the greatest frequency of relevant searches were used. Images
had to contain a sleeping infant or a sleep environment that
appeared to beintended for an infant. Sleep locations not solely
intended for infant use (eg, beds, sofas) were included only if
a deeping infant was present. The data were collected via an
open-source web scraper (provided by user jaroslavejhlek) on
the data scraping website Apify [58].

The first 200 images from each hashtag were utilized for this
analysis, as we believed it to be unlikely that users would look
beyond thefirst 200 imagesin atypical search. All imageswere
either photographs or video thumbnails (still imagesthat preview
videos) and were preliminarily sorted into groups that either
depicted a sleeping infant or a sleep environment without an
infant. Afterward, they were analyzed more thoroughly for
adherence to AAP safe sleep guidelines. Table 1 presents the
scoring criteria.

Category Consistent with AAP? guidelines Inconsistent with AAP guidelines
Sleep position Supine, held by an awake adult Side, prone, sitting or upright, held by a sleeping adult
Sleep location Crib, portablecrib, play yard, bassinet, Mosesbasket, Bed (any size); sitting device (car seat, swing); couch, sofa, armchair;
bedside co-dleeper, ground; sleep surface horizontal;  in-bed co-sleeper, positioner, or infant “dock” (eg, DockATot); sleep
no cushioning of sides surface not horizontal; sides of sleep product (if applicable) are
cushioned
Bedding No bedding in the sleep area Presence of unswaddled blanket, pillow, bumper, plush toys, or
other soft bedding
Bed-sharing Infant is not on the same sleep surface as another Infant is on the same sleep surface as another person or animal
person or animal
Head covering No head covering Head covering of infant

Strangulation risk No strangulation risks

Strangulation risks (eg, long ties, drapes)

3A AP: American Academy of Pediatrics.

Each image was analyzed by 2 authors, and any discrepancies
were reconciled by a third. Images were categorized as
consistent with AAP safe sleep guidelines if the sleep surface
appeared to be firm and flat (horizontal), without any soft
bedding or strangulation risks; if asleeping infant was visible,
the infant had to be supine or held by an awake adult and could
not be wearing a head covering.

The number of “likes’ associated with each picture at the time
of scraping was aso collected. Statistical analysis included
descriptive statistics. Unpaired t-tests, assuming unequal
variances, were conducted to determine whether the number of
likes was associated with whether the image depicted a safe
deep environment. Because this study involved the collection
and study of publicly available data, it was considered exempt
by the Institutional Review Board of the University of Virginia.

https://pediatrics,jmir.org/2021/4/e27297

Results

Overview

Datafrom 27 hashtags were collected in June 2020. Of the 5400
I nstagram images scraped (first 200 images from 27 hashtags),
a total of 1563 met inclusion criteria. Of those, nearly
three-quarters (1134, 72.55%) had a deeping infant, and 429
(27.45%) portrayed a sleep environment without a sleeping
infant (Table 2). Of the 1563 images, 117 (7.49%) were
consistent with AAP safe deep guidelines. For another 93
(5.95%) images, the sleep location (eg, crib, bed) of the sleeping
infant could not be determined, but these images otherwise were
consistent with AAP safe sleep guidelines.

Table 3 provides details about the images. The percentagesin
Table 3 are row percentages, which indicate the humber of
images in the particular cell, divided by the total humber of
images in the same row.
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Table 2. Instagram hashtags included in analysis.

Hashtag Total images (N=1563), n Images consistent with AAP? guidelines, n (%)
#oaby 11 0(0)
#babynursery 33 2(6)
#babynurserydecor 22 4 (18)
#babyshowergiftideas 7 0(0)
#babysleep 49 2(4)
#babysleeping 59 4(7)
#passinet 83 29 (35)
#erib 61 21(34)
#cutebabi esofinstagram 23 0(0)
#infantphotography 22 0(0)
#infantsleep 43 1(2
#naptime 13 0(0)
#newborn 67 1(1)
#newbornbaby 74 1(1)
#nursery 22 2(9)
#nurserydesign 36 3(8)
#nurseryinspiration 63 8 (13)
#nurseryinspo 33 0(0)
#projectnursery 123 28 (23)
#safebaby 25 0(0)
#sleepbaby 52 2(4)
#dl eepingbabyboy 123 0(0)
#sleepingbabyagirl 129 0(0)
#dl eepingbabyphotography 115 0(0)
#sleepinginfant 125 32
#Sleepybaby 76 0(0)
#twoweeksold 74 4(5)

8AAP: American Academy of Pediatrics.
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Table 3. Characteristics of images.

Chinet d

Category Total Bedding Bed-sharing,n  pgged® n No baby Location un-
(n=1563), n present, n (%)2 (%) (%) present, n (%) known, n (%)
Images consistent with AAP guidelines 117 0(0) 0(0) 0(0) 95 (81.20) 0(0)
Images inconsistent with AAP guidelines 1446 1173 (81.12) 66 (4.56) 167 (11.55) 332(22.96) 572 (39.56)
Images with sleeping infant present 1134 845 (74.51) 66 (5.82) 174 (15.34) 0(0) 662 (58.38)
Images with no sleeping infant present 429 328 (76.46) 0(0) 0(0) 429 (100) 1(0.23)
Imageswith infant in sleep position inconsistent 479 387 (80.79) 28 (5.85) 122 (25.47) 0(0) 254 (53.03)
with AAP guidelines
Supine 488 406 (83.20) 31(6.35) 45(9.22) 0(0) 299 (61.27)
Side 222 192 (86.49) 16 (7.21) 36(16.22) 0(0) 127 (57.21)
Prone 156 131 (83.97) 10 (6.41) 52(33.33) 0(0) 27 (17.31)
Sitting/upright 101 64 (63.37) 2(1.98) 34(3366) 0(0) 27 (26.73)
Held by an awake adult 169 54 (31.95) 7 (4.14) 7 (4.14) 0(0) 110 (65.09)
Images of an infant sleep location inconsistent 162 103 (63.58) 12 (7.41) 18 (11.11) 1(0.62) 0(0)
with AAP guidelines
Crib 422 326 (77.25) 2(0.47) 5(1.18) 333(7891) 0(0)
Bassinet/Moses basket 150 113 (75.33) 1(0.67) 5(3.33) 82 (54.67) 0(0)
Bed (any size) 128 116 (90.63) 31(24.22) 18(14.06) 0(0) 0(0)
Sitting device 90 47 (52.22) 1(1.11) 14(1556) 0(0) 0(0)
Ground 31 20 (64.52) 2 (6.45) 4(12.90) 1(3.23) 0(0)
Couch/sofa/cushioned armchair 55 40 (72.73) 11 (20.00) 4(7.27) 0(0) 0(0)
In-bed co-sleeper, positioner, or dock 17 16 (94.12) 0(0) 0(0) 1(5.88) 0(0)
Location unidentifiable 670 491 (73.28) 18 (2.69) 124 (1851) 1(0.15) 670 (100)
Images of sleepinginfant on thesamesurfaceas 65 60 (92.31) 65 (100) 4(6.15) 0(0) 18 (27.69)
another sleeping person or animal
Sharing with adult 37 33(89.19) 37 (100) 1(2.70) 0(0) 6 (16.22)
Sharing with child 21 20 (95.24) 21 (100) 3(14.29) 0(0) 8(38.10)
Sharing with animal 7 7 (100.00) 7 (100) 0(0) 0(0) 3(42.86)
Images with bedding present 1173 1173 (100) 61 (5.20) 139(11.85) 319(27.20) 491 (41.86)
Unswaddled blankets 832 832 (100) 45 (5.41) 95(11.42)  177(21.27)  376(45.19)
Bumpers 146 146 (100) 2(137) 7 (4.79) 82 (56.16) 15 (10.27)
Pillows 536 536 (100) 34(6.34) 62(11.57) 185(34.51) 187 (34.89)
Other bedding 331 331 (100) 9(2.72) 54(16.31) 114 (34.44) 126 (38.07)
Images with infant head covered 191 156 (81.68) 6(3.14) 55 (28.80) 0(0) 12 (6.28)
Images with potential strangulation risk 196 162 (82.65) 8(4.08) 80 (40.82) 0(0) 140 (71.43)
Images with swaddled infant 116 94 (81.03) 9(7.76) 41(35.34) 0(0) 75 (64.66)
Images with posed infant® 174 139 (79.89) 4(2.30) 174(100)  0(0) 123 (70.69)
Images with pacifier 98 69 (70.41) 7(7.14) 3(3.06) 0(0) 52 (53.06)

Al percentages are row percentages, with the total images in that category as the denominator.
by mages with posed infant refer to images of infants that were obviously posed and did not represent true sleep environments (eg, flowerpots).

CAAP: American Academy of Pediatrics.

Position

showed a sleeping infant held by an awake adult. There were
479 (42.24%) images that were inconsistent with AAP

Of the 1134 images that portrayed a sleeping infant, 488  recommendation to place infants supine on a firm and flat
(43.03%) showed the infant sleeping supine, and 169 (14.90%)  surface, including 222 (19.58%) imageswith an infant sleeping
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on the side, 156 (13.76%) with an infant sleeping prone, and
101 (8.91%) with a sleeping infant that was in the sitting
position.

Bedding

In the 1563 images of infant sleep environments, the presence
of bedding was the most common reason that the image was
inconsistent with safe sleep guidelines; of al images, 1173
(75.05%) contained some form of soft or loose bedding. The
most commonly observed bedding type was an unswaddled
blanket, which was present in 836 images (71.27% of 1173
images with bedding, 53.49% of al 1563 images). The next
most common was a pillow, found in 536 images (45.69% of
1173 images with bedding, 34.29% of al 1563 images).
Bumpers were found in 146 images (12.45% of 1173 images
with bedding, 9.34% of al 1563 images), and a stuffed animal
or other soft bedding wasfound in 331 images (28.22% of 1173
images with bedding, 21.18% of all 1563 images).

L ocation

A crib, bassinet, play yard, or bedside co-sleeper was the most
commonly observed sleep location (422/1563, 27.00%). Other
sleep locations included a Moses basket (150/1563, 9.60%);
adult or child bed (128/1563, 8.19%)); sitting device such as a
car seat or stroller (90/1563, 5.76%); a couch or sofa (55/1563,
3.52%); the ground or floor (31/1563, 1.98%); and an in-bed
co-deeper, positioner, or infant “ dock” (eg, DockATot; 17/1563,
1.09%). The largest proportion (670/1563, 42.87%) of images
portrayed an infant in a location that could not be definitively
identified. Of theimageswith an unidentified location, 577/670
(86.1%) demonstrated other aspects of the sleep environment
that were inconsistent with AAP safe sleep guidelines.

Bed-sharing

Bed-sharing was seen in 65 (5.73%) of al 1134 images with
an infant present. An adult bed-sharer was the most common
(n=37; 22.4% [37/165] of bed-sharingimages, 3.26% [37/1134]
of images with an infant present) followed by a child (n=21;
12.7% [21/165] of bed-sharing images, 1.85% [21/1134] of
images with an infant present) and an anima (n=7; 4.24%
[7/165] of bed-sharing images, 0.62% [7/1134] of images with
an infant present).

Posed I mages

We separately analyzed images in which the infant was
obviously posed and did not represent a true infant sleep
environment (eg, flowerpot). This category does not include
other imagesfor which theinfant may have been posed but were
potential infant sleep environments (eg, infant posed on a sofa).
There were 174 such images (15.34% of 1134 images with an
infant present). Of these, 167 (96.0%) images had elementsthat
were inconsistent with AAP guidelines. The other 7 images
(4.0%) were consistent with AAP guidelines with the possible
exception of the sleep location, which could not be determined.
In the 174 posed images, the infant was prone in 52 (29.9%),
supinein 45 (25.9%), on the side in 36 (20.7%), sitting upright
in 34 (19.5%), and held by an adult in 7 (4.0%). Infantsin posed
images, when compared with those in unposed images, were
19.7 percentage points more likely to be portrayed in a
nonsupine or upright position (P<.001), and were overall more

https://pediatrics,jmir.org/2021/4/e27297
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likely to be portrayed in a seep environment that was
inconsistent with AAP guidelines (P<.01).

Likes

Images adhering to AAP safe slegp guidelineshad amean 127.8
likes (SD 370.5); if theimageswith undetermined |ocation were
excluded, the mean like count was 181.7 (SD 461.0). Images
with elementsinconsistent with AAP guidelines had a mean of
128.4 likes (SD 509.9). There was no significant differencein
the mean like count between nonadherent images and total
adherent images (P=.99). When images with undetermined
location were excluded, images adhering to AAP guidelines
had a higher mean like count than nonadherent images (P=.001).

Discussion

Principal Findings

Of the 1563 Instagram images analyzed, only 117 (7.49%) were
clearly consistent with AAP safe sleep guidelines. Another 93
(5.95%) were possibly consistent, but were taken in such away
that the sleep environment could not be fully visualized. This
means that, even when these images with incomplete
information areincluded, an overwhelming majority (1353/1563,
87%) of Instagram images portrayed unsafe infant sleep
environments, as defined by the AAP.

Nearly half of businesses are active on Instagram [56]. Aswith
any marketing strategy, businesses use Instagram to increase
sales of their product(s). Businesses are guided to post
aesthetically pleasing photos of their products, liberaly use
hashtags, and facilitate purchases from the website [59].
Company statistics indicate that these strategies are successful
in promoting sales of products, as nearly half of surveyed
Instagram users stated that they have purchased a product after
seeing it on Instagram [56]. While Instagram’s Community
Guidelines prohibit content with “the potential to contribute to
real-world harm” [60] and the Commerce Policies prohibit sale
of “medical and healthcare products and services, including
medical devices’ [61], thereare no rulesthat specifically address
posting of photos that demonstrate unsafe sleep practices.

Although many prospective and new parents purchase products
from traditional storesthat sell productsin person (and in some
stores, employees may provide guidance regarding safe sleep
guidance), there has been a steady increase over the past decade
in the proportion of products sold online [62]. Thus, images
posted online, particularly on websites that are viewed by a
large proportion of the population, can be extremely influential
[63]. Many companies, especiadly those that advertise on
Instagram, utilize a “brand ambassador” program in which
parents themselves are sponsored to post pictures promoting a
certain product. A direct potential consequence of peers
consistently modeling and posting images of specific, unsafe
sleep environments is the misconception among new parents
that these practices are safe, when physician advice is to the
contrary. With regard to infant sleep practices, mothersare more
likely to change from safe to unsafe sleep practice if their
network members substantially espouse unsafe practices [64],
and this may be true for virtual network members aswell. The
ability for social media to influence the behavior of a large

JMIR Pediatr Parent 2021 | vol. 4 | iss. 4 [e27297 | p.97
(page number not for citation purposes)


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

JMIR PEDIATRICS AND PARENTING

proportion of the population isawell-known phenomenon [47];
indeed, there are now “influencers” who are especially
prominent on Instagram. These individuals are paid for their
posts because their use of products results in increased sales
[65]. Not only do they influence certain practices, but they may
create completely new ones aswell [66,67].

The Theory of Planned Behavior states that one’s behavior is
shaped by social norms, and that these norms directly impact
one’'s attitudes about the specific behavior [68]. One's practices
and rationalizations for these practices are learned from and
reinforced by others [69,70], so that one's behavior becomes
increasingly similar to that of network members [2,3,15-22].
Infant sleep practices, especially seep environments, are not
immune from these forces. Images of cribsand bassinetslittered
with toys, blankets and pillows, infants slegping nonsupine, or
infants wearing warm head coverings or hats with long strings
(that pose a strangulation hazard) are displayed, often
unopposed, on social mediasites. Theimages, which are usually
well produced and chosen because they appear “authentic,’
come to represent “desirable’ environments one wants to
emulate [71]. With no regulations relevant to safe infant sleep
practicesinherent to Instagram, the proxy for acceptability may
become how popular or common a sleep environment is. Even
though not all of the nonadherent images were posted by
individuals, and many (174/1134, 15.3%) were very obviously
posed for a photographer, our findings demonstrate that the
culture of infant sleep on Instagram isone that does not promote
infant safety as a priority.

Nearly half (479/1134; 42.24%) of dleeping infants were
portrayed in the nonsupine position; while some may think it
encouraging that the majority were in recommended positions
(supine or held by an awake adult), the sizeable proportion of
infants sleeping nonsupine suggests that supine positioning is
not the social norm for many. More concerning is the majority
(1173/1563; 75.05%) of images demonstrating the presence of
soft bedding. This proportion is similar to national data on
bedding use reported by Shapiro-Mendozaand colleagues[37].
Important reasons for such widespread use of soft bedding by
parents or guardiansinclude concerns about comfort and warmth
[72]. On asocial media platform such as Instagram, the use of
bedding could also be for purely aesthetic purposes|[72], or to
signify the status or creativity of the person posting the image.

Cribs were found in 77.62% (333/429) of the images with no
baby present, but in only 27.00% (422/1563) of images overall.
Many of these images were posted by marketers or decorators
(eg, #nurseryinspirations) who aim to establish images of
expected or normative practice for parents decorating a new
nursery. While cribs are consistent with AAP safe Sleep
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recommendations, many of the other products shown in these
marketing imagesare not. Three-quarters (1173/1563; 75.05%)
of these images had soft bedding, including loose blankets,
pillows, and bumpers, present.

There is a common assumption that if an object is being sold,
then it issafeto use[44]. On social mediaplatforms, the safety
assumption can be taken one step further because there is a
scoring mechanism to see how popular a practice is. likes.
Pictures with more likes may be viewed as more acceptable and
thus safe. With regard to the number of likes for images that
were consistent or inconsistent with AAP safe sleep guidelines,
the mean was similar for these 2 categories. However, it should
be noted that there were approximately 12 times fewer images
that were consistent with safe sleep guidelines, potentially
creating abias.

Limitations

This study, as is any study involving social media as its data
source, islimited by the fact that the sampleisinherently biased.
Individuals who use Instagram and post pictures of sleeping
infants or infant sleep environments may not actually use these
practices regularly. For example, a large proportion of images
included bedding. Blankets, stuffed animals, and pillows can
all be used to make the image more aesthetically pleasing, but
may not be in the infant’s actual sleep environment. However,
the purpose of this study was not to analyze actual practices,
but to look at the culture of what is considered desirable to
display and be propagated on the platform. We also did not
analyzeimage captions, which may alter the viewer’'s perception
of the image. However, Tiggemann et a [73] found that the
effect of a “positive” caption did not significantly change
someone's perception of an image that would otherwise make
them feel dissatisfied with their body. Further study into the
types of captions associated with certain hashtags, as well as
the content of captionsin safe versus unsafe picturesis necessary
to more fully understand the landscape of safe infant sleep on
Instagram.

Conclusions

In conclusion, the vast majority of images pertaining to infant
deep are inconsistent with AAP safe dleep guidelines. It is
imperative that health care providers at least know and
understand the landscape of normative practices on social media
so they can best tailor either specific patient advice or public
health approaches [74]. Additionally, campaigns to promote
safe sleep may require health care professionals and officials
towork with influencersand social mediacompaniesto promote
up-to-date, evidence-based information about current
recommendations that is trustworthy and engaging.
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Abstract

Background: COVID-19 hasinfected over 123 million people globally. The first confirmed case in the United Arab Emirates
(UAE) was reported on January 29, 2020. According to studies conducted in the early epicenters of the pandemic, COVID-19
has fared mildly in the pediatric population. To date, thereisalack of published data about COVID-19 infection among children
in the Arabian region.

Objective: This study aimsto investigate the clinical characteristics, laboratory findings, treatment, and outcomes of children
with COVID-19.

Methods: This cross-sectional, multicenter study included children with confirmed COVID-19 infection admitted to 3 large
hospitalsin Dubai, UAE, between March 1 and June 15, 2020. Serial COVID-19 polymerase chain reaction (PCR) testing data
were collected, and patients' demographics, premorbid clinical characteristics, and inpatient hospital courses were examined.

Results: Inall, 111 children were included in our study and represented 22 nationalities. Of these, 59 (53.2%) were boys. The
mean age of the participants was 7 (SD 5.3) years. About 15.3% of children were younger than 1 year. Only 4 (3.6%) of them
had pre-existing asthma, al of whom had uneventful courses. At presentation, of the 111 children, 43 (38.7%) were asymptomatic,
68 (61.2%) had mild or moderate symptoms, and none (0%) had severe iliness requiring intensive care. Fever (23/111, 20.7%),
cough (22/111, 19.8%), and rhinorrhea (17/111, 15.3%) were the most common presenting symptoms, and most reported symptoms
resolved by day 5 of hospitalization. Most patients had no abnormality on chest x-ray. The most common laboratory abnormalities
on admission included variationsin neutrophil count (22/111, 24.7%), aspartate transaminase (18/111, 22.5%), alkaline phosphatase
(29/111, 36.7%), and lactate dehydrogenase (31/111, 42.5%). Children were infrequently prescribed targeted medications, with
only 4 (3.6%) receiving antibiotics. None of the 52 patients tested for viral coinfections were positive. COVID-19 PCR testing
turned negative at amedian of 10 days (IQR: 6-14) after thefirst positive test. Overall, there was no significant difference of time
to negative PCR results between symptomatic and asymptomatic children.

Conclusions:  This study of COVID-19 presentations and characteristics presents a first ook into the burden of COVID-19
infection in the pediatric population in the UAE. We conclude that alarge percentage of children experienced no symptoms and
that severe COVID-19 disease isuncommon in the UAE. Various|aboratory abnormalitieswere observed despite clinical stability.
Ongoing surveillance, contact tracing, and public health measures will be important to contain future outbreaks.
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Introduction

The COVID-19 pandemic has created aglobal health carecrisis,
with over 123 million infections reported in more than 185
countries [1]. The death toll from the ongoing pandemic has
crossed the 2-million mark and continues to rise [2]. Early
studies reported a predominance of respiratory symptoms in
adults and increased fatality among older individuals. As
infection trends evolved, reports highlighted that other organ
systems were also affected by COVID-19 infection. Pediatric
COVID-19 studies from China [3], the United States [4], and
Europe [5] have demonstrated similaritiesin disease prevalence,
clinical characteristics, and outcomes. Although COVID-19 has
fared mildly in the pediatric population, ongoing research is
crucia to improve our understanding of this disease in various
parts of the world and the role played by children in
community-based viral transmission.

Asis now widely known, the SARS-CoV-2 outbreak was first
identified in December 2019 in Wuhan, China[6]. In contrast,
the first confirmed case in the United Arab Emirates (UAE)
was reported on January 29, 2020. Our study was conducted in
the emirate of Dubai in the UAE, with a population of 3.35
million people from over 200 countries[7]. Dubai has ayoung
population demographic, with 18% of its population aged 19
yearsor younger. In this study, we sought to determine whether
pediatric COVID-19 infection in Dubai, with its unique
population demographic, was similar to that reported in other
parts of the world. UAE's proactive public health approach,
including early school closures from March 8, 2020, the
suspension of public transport, mandatory mask-wearing in
public, restrictions on family gatherings, 2-week sterilization
campaigns, strict lockdown for containment of the virus, robust
testing, and contact tracing played an important rolein limiting
the spread of COVID-19infectionin the UAE, especially among
children. Our findings of COVID-19 infection among children
in Dubai will provide a global perspective of disease trends
caused by the novel coronavirus and help shape public health
policiesin the future.

Methods

Study Design and Recruitment

This cross-sectional, multicenter study was conducted across 3
large tertiary-care hospitals in Dubai, UAE. Our study
population included atotal of 111 consecutive pediatric patients
admitted to the participating hospitals between March 1 and
June 15, 2020. Children 18 years or younger with a confirmed
diagnosis of COVID-19 were enrolled in the study. This study
was reviewed and approved by the Mediclinic Middle East
Ingtitutional Review Board and the Dubai Health Authority’s
Dubal Scientific Research Ethics Committee. The requirements
for written consent were waived by the boards.

https://pediatrics.,jmir.org/2021/4/€29049

Infection was confirmed by qualitative detection of
SARS-CoV-2 RNA using real-time reverse-transcription
polymerase chain reaction (RT-PCR) through a simultaneous
examination of ORF1ab and N-gene from nasopharyngeal swab
samples. Patients were tested as aresult of clinical symptoms
suggestive of COVID-19 infection or a history of close contact
with an individual with confirmed COVID-19 infection.

Participants and Data Collection

Dataon patient demographics and epidemiology; comorbidities;
clinical characteristics; laboratory results, including COVID-19
PCR tests and radiographic findings; and hospital course,
including treatment modalities and outcomes, were collected
for all patients. BMI for age percentiles were based on
calculators adapted from the Centers for Disease Control and
Prevention (CDC) population standards for children and
adolescents[8]. Classification of disease severity on admission
was based on the most recent UAE National Guidelines for
Clinical Management and Treatment of COVID-19 at the time
[9]. Disease severity was classified into 4 types, as described
below. First, asymptomatic cases were those with no clinical
symptoms, normal inflammatory markers, and normal chest
x-ray (CXR). Second, mild cases were those with any clinical
symptoms (eg, sore throat, nasal congestion, cough, fatigue,
myalgia, and fever), norma chest auscultation, normal
inflammatory markers, and a nhormal CXR. Third, moderate
cases were those including any of the following: CXR with
infiltrates in <50% of lung fields, oxygen saturation (SpO,)
<95% in room air, mild to moderate tachypnea, or elevated
inflammatory markers (eg, lactate dehydrogenase [LDH] >245
IU/L, ferritin >300 ng/mL, lymphopenia <0.8 x 10%L,
c-reactive protein [CRP] >100 mg/L . Fourth, severe caseswere
those with CXR with infiltrates in >50% of lung fields, SpO,
<92%inroomair or requiring >4 L/min of supplemental oxygen
to maintain SpO, >94%, tachypnea, respiratory akalosis,
respiratory acidosis, metabolic acidosis, the ratio of arterial
oxygen partial pressure (PaO, in mmHg) to fractional inspired
oxygen (PaO,/FiO,) <300 or SpO,/FiO, ratio <264, or any of
the following complications: severe pneumonia, acute
respiratory failure and acute respiratory distress syndrome,
acute renal failure, disseminated intravascular coagulation,
Sepsis or septic shock.

Statistical Analysis

Datawere collected from the patients’ electronic medical records
and paper charts, entered into Microsoft Excel, and
independently reviewed by 4 coinvestigators to verify data
accuracy. Data were analyzed using the Statistical Package for
Social Sciences (SPSS) software (version 25.0; IBM Corp).
Frequencies with proportions were reported for categorical
variables, and means with SDs were reported for continuous
variables. Association between categorical variableswastested
by the chi-square and Fischer Exact test when appropriate.
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Mann-Whitney U test was used to compare means between 2
groups, and the Kruskal-Wallis H test was used to compare
means between more than 2 groups. A P value <.05 was
considered statistically significant.

Results

Overview

A total of 111 children, aged 18 years or below, were
hospitaized with COVID-19 at one of the participating hospitals
during the study period between March 1 and June 15, 2020.
Over the same period, 1422 adults with COVID-19 were
admitted at the 3 study hospitals. Children constituted 7.8% of
thetotal COV1D-19 hospital admissionsduring the study period.
Their mean agewas 7 years (range: 17 daysto 17.2 years). Our

Ennab et al

analysis showed that significantly more children aged 6 years
or below had COVID-19—elated symptoms compared to older
children (who were more likely to be asymptomatic). Boyswere
dightly overrepresented in our sample, with aboy:girl ratio of
1.13. Information regarding BMI was available for only 42 of
the 111 (37.8%) children, and about half of them (22/42, 52.3%)
had BMI measurements within the norma range for age.
Underlying chronic health conditionswereinfrequently reported.
Our patient population comprised a total of 22 different
nationalities, with the top 5 nationalities being India (35/111,
31.5%), UAE nationals (27/111, 24.3%), Filipinos (15/111,
13.5%), Egyptians (6/111, 5.4%) and Pakistanis (5/111, 4.5%).
The vast majority of our patients had a history of household or
family exposure to an adult with confirmed COVID-19
diagnosis, and travel outside the UAE in the preceding 2 weeks
was an infrequent risk factor for exposure (Table 1).

Table 1. Demographic and epidemiological characteristics of children with COVID-19.

Characteristics Total participants, n (%) (N=111) Asymptomatic, n (%) (n=43) Symptomatic, n (%) (n=68) P vaue
Age (years) .02
<1 17 (15.3) 6 (14) 11 (16.2)
1-6 36 (32.4) 8 (18.6) 28 (41.2)
6-12 32(28.8) 19 (44.2) 13(19.1)
>12 26 (23.4) 10 (23.3) 16 (23.5)
Gender 15
Boy 59 (53.2) 26 33
Girl 52 (46.8) 17 35
BMI? 37
Underweight 7(16.7) 1(6.3) 6(23.1)
Normal 22 (52.3) 8 (50) 14 (53.8)
Overweight 7(16.7) 4(25) 3(115)
Obese 6(14.3) 3(18.8) 3(115)
Nationality .18
Emirati 27 (24.3) 13(30.2) 14 (20.6)
Expatriates 84 (75.7) 30 (69.8) 54 (79.4)
Pre-existing medical conditions
Asthma 4(3.6) 1(2.3) 3(4.4) 50
Prematurity® 2(18) 1(23) 1(15) 63
Diabetes mellitus (typel) 2(1.8) 2(4.7) 0 A5
Epidemiological history
Close contact® 104 (93.7) 41 (95.3) 63 (92.6) 44
Travel outside the UAE 4(3.6) 0 4(5.9) 14

3BMI was calculated for 42 children >2 years for whom height and weight data were available. It was defined as percentiles for age as per the Centers
for Disease Control and Prevention guidelines for children, asfollows: underweight <5th percentile; normal =5th to <85th percentile; overweight >85th

to <95th percentile; and obese 295th percentile.

bPrematturity per the World Health Organization subcategory of very preterm babies (28-32 weeks).
CClose contact was defined as being in contact with someone with confirmed COVD-19 for over 15 minutes.
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Spectrum of Clinical Symptoms

A total of 61.2% (68/111) children presented with mild or
moderate symptoms. There were no children admitted with
severe symptoms during our study. Fever, cough, and rhinorrhea
werethe most common presenting symptoms among our patients

Table 2. Clinical symptoms and severity classification on admission.

Ennab et al

(Table 2). Anosmia, rash, and gastrointestinal symptoms were
infrequently reported on admission. Most of these symptoms
had resolved by day 5 of hospitalization (Figure 1). None of the
children presented with signs or symptoms suggestive of
neurological, cardiac, or renal dysfunction.

Participants, n (%)

Clinical symptoms
Fever
Cough
Rhinorrhea
Myalgiaor fatigue
Sore throat
Headache
Anosmia
Abdominal Pain
Nausea or vomiting
Diarrhea
Rash
Dyspnea

Classification of clinical severity®
Asymptomatic
Mild
Moderate
Severe

23(20.7)
22(19.8)
17 (15.3)
9(8.1)
9(8.1)

6 (5.4)

5 (4.5)
3(27)
3(27)
2(1.8)
1(0.9)
0(0)

43(38.7)
32(28.8)
36 (32.4)
0(0)

8Classification was based on the United Arab Emirates National Guidelines for Clinical Management and Treatment of COVID-19, April 2020.

Figurel. Trendsin clinical symptoms during hospitalization.
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Radiologic and Laboratory Findings

Overdl, 94 (84.7%) children had chest imaging performed
during their hospitalization; the vast majority of which was
CXR. Only 2 (1.8%) children had chest computerized
tomography (CT) scans, of which 1 child had both CXR and
chest CT scans performed. In al, 12 (10.8%) children had 2
CXRs performed over the course of hospitalization. Prominent
bronchovascular markings were the most frequently reported
CXR findings. Interdtitial infiltrates were noted for 7 children
(7.5%), 4 of whom had bilateral infiltrates, 4 (3.6%) had

https://pediatrics.,jmir.org/2021/4/€29049
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bronchial thickening, and only 1 (0.9%) child had ground-glass
appearance on CXR. Consolidation or nodular changeson CXR
were not reported for any children.

Elevated aspartate transaminases (AST), akaline phosphatase
(ALP), and LDH levels were the most encountered abnormal
tests on admission (Table 3). Subgroup analysis of laboratory
findings showed that symptomatic patients had significantly
higher CRP and LDH and lower hemoglobin when compared
to asymptomatic patients.
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Table 3. Laboratory parameters on hospital admission.

Ennab et al

Laboratory parameter Value, median (range) Pvalue  Abnormal results? n (%)
Total (N=111) Asymptomatic (n=43)  Symptomatic (n=68)
Totdl WBCPin x10%1L (n=89)  7-0(3.0-17.5) 6.6(3.9-13.1) 7.2(3.0-17.5) 85 11(12.4)
Neutrophilsin x10%L (n=89) 2.3 (0.2-8.11) 25(0.2-8.) 22(0.3-6.1) 22 22 (24.7)
Lymphocytesin x10%L (n=89) 343 (11-128) 3.0(2.03-11) 3.7(L1L (n=89)-12.8) .22 7(7.9)
Hemoglobin in g/dL (n=89) 12.8(9.5-18.8) 13 (11-18.8) 12.3(9.5-16.7) .006 9(10.1)
Plateletsin x10%L (n=89) 283 (133-562) 280 (133-510) 283.5 (182-562) 89 8(9.9)
Sodium in mmol/L (n=81) 140 (130-144) 140 (131-144) 140 (130-144) 28 2(2.5)
Potassium in mmol/L (n=81) 4.3 (3.4-5.8) 41(34-5.8) 4.4 (355.3) 16 6 (7.5)
Calcium in mmol/L (n=46) 242 (2.22-2.73) 2.42(2.23-2.73) 2.42 (2.22-2.67) .96 0(0)
Magnesium in mmol/L (n=27)  0.86 (0.79-1.01) 0.86 (0.79-0.98) 0.89 (0.81-1.01) 37 0(0)
Creatinine in mmol/L (n=23) 51 (35-84) 54 (35-84) 50 (39-73) .98 5(21.7)
ASTCin 1U/L (n=80) 25 (12-114) 24 (14-59) 26 (12-114) .10 18 (22.5)
ALTYin IUIL (n=80) 15 (8-76) 15.5 (9-49) 15(8-76) 51 1(1.3)
ALP UL (n=79) 211 (37-430) 191 (55-372) 218 (37-430) 29 29(36.7)
Albumin in g/dL (n=80) 43 (35.3-49.1) 43.6 (36.5-48) 425(35.3-49.1) 10 3(37)
Amylasein IU/L (n=35) 66 (23-136) 65 (23-136) 69.5 (31-131) 33 3(8.6)
Lipasein IU/L (n=34) 18 (7-64) 17 (13-45) 19.5 (7-64) 96 1(2.9)
INRE (n=52) 1.04 (0.10-1.34) 1.04 (0.88-1.34) 1.02 (0.10-1.3) 72 3(5.8)
P in seconds (n=52) 13.1(10.9-15.7) 13.1(10.9-15.7) 13.1(11-15.3) 69 1(1.9)
aPTTY in seconds (n=54) 34.25 (26.9-60.6) 33.4(27.7-43.2) 34.6 (26.9-60.6) .25 3(5.8)
Fibrinogen in mg/dL (n=34) 299 (228-986) 282.5 (228-465) 305.5 (246-986) 14 2(37)
cRP in mg/dL (n=85) 1.0(0.10-183.6) 0.9 (0.10-19.5) 1.0(0.10-183.6) 047 11(12.9)
LDH! in 1U/L (n=73) 232 (134-493) 204.5 (134-245) 258 (142-493) <001  31(425)
Procalcitonin in ng/mL (n=61)  0.05 (0.02-0.45) 0.05 (0.02-0.07) 0.05 (0.02-0.45) .28 0(0)
D-dimer in ng/mL (n=55) 270 (18-3232) 229.5 (56-3232) 300 (10-1140) 22 10 (18.2)
Ferritin in ng/mL (n=74) 39.6 (6.66-1276.6) 39.7 (17.7-97.7) 39.4 (6.7-127.8) .89 5(6.8)
Creatine kinase [U/L (n=41) 96 (4.3-221) 99.5 (42-163) 76 (4.3-221) 38 2(4.9)

8Abnormal values based on our laboratory age-specific ranges.

BWBC: white blood cells.
CAST: aspartate transaminase.
4ALT: alanine transaminase.

®INR: international normalized ratio.

fPT: prothrombin time.

9aPTT: activated partial thromboplastin time.

NCRP: C-reactive protein.
'L DH: lactate dehydrogenase.

Treatment, Clinical Course, and Virologic Outcomes

Children received treatment for COVID-19 according to the
UAE National Guidelines published at the time [9].
Hydroxychloroquine was given for a mean of 4.9 days and
azithromycin for amean of 4.8 days. Overall, these medications

were well tolerated, and only 1 (5.8%) child reported adverse

https://pediatrics.,jmir.org/2021/4/€29049
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reactions to hydroxychloroquine (nausea and vomiting) and 1
(25%) to azithromycin (vomiting). One child received both
lopinavir-ritonavir and systemic corticosteroids. Patientsin our
study were infrequently treated for bacterial coinfections, and
there was no significant difference in treatment between
symptomatic and asymptomatic groups (Table 4).
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Table 4. Treatments and complications during hospital stay.

Ennab et al

Total cohort (N=111) Asymptomatic (n=43) Symptomatic (n=68) P value
Treatment, n (%)
Hydroxychloroquine 17 (15.3) 5(11.6) 12 (17.6) .28
Azithromycin 4(3.6) 2(4.7) 2(2.9) .50
Antibiotics 6 (5.4) 3(7) 3(4.4) 16
Lopinavir-ritonavir 1(0.9) 0(0) 1(15) .61
Steroids 1(0.9) 0(0) 1(1.5) 61
Complications
Pneumonia, n (%) 3(2.7) 0(0) 3(100) N/A
Duration of hospitalization 8 (0-30) 7 (1-25) 9(0-30) 19
days, median (range)
QOutcome, n (%)
Discharge 111 (100) 43 68 N/AZ
Deaths 0(0) 0(0) 0(0) N/A

8N/A: not applicable

Children were discharged when clinically stable, and COVID-19
PCR test appeared negative as per the UAE National Guidelines
for Clinical Management and Treatment of COVID-19 [9].
There were no deaths among our study patients. Among the 68
symptomatic patients in our study, 52 (76.4%) had their nasal
samples sent for a respiratory viral PCR panel, and no viral
coinfections were detected. Among our total study sample,
COVID-19 PCR test results appeared negative after a median

of 10 days (IQR 6-14) after thefirst positive test. There was no
significant differencein the median duration of COVID-19 PCR
positivity between symptomatic and asymptomatic patients
(Figure 2).

DO signifies the day of first positive COVID-19 PCR test. A

positive PCR test result reverted to negative after a median of
10 days in both asymptomatic and symptomatic patients.

Figure 2. Positivity rate of polymerase chain reaction testing for COVID-19 during hospitalization. Asymp: asymptotic patients; MildMod: mild to

moderate cases.
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Discussion

Principal Findings

In thisinaugural pediatric COVID-19 study from the UAE, we
shared a comprehensive description of pediatric presentations
of COVID-19 during the first wave in Dubai, UAE. This
included providing aclear picture of the variouswaysin which
children with COVID-19 can present, monitoring their clinical
course, and assessing the total duration of the viral shedding
period.

https://pediatrics.,jmir.org/2021/4/€29049

RenderX

==Asymp N=43
—-MildMod N=68

-—— -a—

D1 D3 D5 D7 D9 DI1DI3DI5DI7DI19 D21 D23 D25 D27 D29 D31 D33 D35 D37 D39

Our findings revealed that the mgjority of childrenin our sample
size were either asymptomatic or had only mild to moderate
symptoms. No cases of severe disease were reported in our
sample. COVID-19 PCR turned negative at amedian of 10 days
after the first positive test. Overall, there was no significant
difference in viral shedding duration between asymptomatic
and symptomatic children.

A consideration to emphasize is the prevalence of COVID-19
testing in the UAE, which was among the highest reported
globally [10], with comprehensive contact tracing that identifies
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a sizable number of asymptomatic individuals. The UAE
National Guidelines followed during the study period required
all COVID-19—positive individuals to be admitted to hospitals
for the duration of their COVID-19 PCR positivity. This
provided a valuable opportunity to study affected children,
including asymptomatic and mildly symptomatic ones, who
were typically not hospitalized in other countries.

Characteristics of Pediatric Patientswith COVID-19

Among our patients, using a strict definition  of
“asymptomatic’—defined as lack of clinical symptoms,
radiographic findings and laboratory abnormalities—43 (38.7%)
children were truly asymptomatic; an additional 19 children
showed no symptoms but at had least one abnormal
inflammatory marker, reflecting a systemic proinflammatory
state. Hence, when only clinical symptoms were used to
categorize our patients, 62 (55.8%) were asymptomatic
compared to the 14.9% to 28% reported in the current pediatric
COVID-19 literature [11-14].

Our study cohort spanned 22 nationalities. This mirrored the
UAE's diverse population, encompassing an expatriate
population of 88% [15]. The vast mgjority of our patients
acquired COVID-19 infection from close family contacts. In
our study, we reported 93.7% family clustering, which was
higher than the 75% to 90% rate previously reported among
children[11,12,16,17]. Wetheorize thismay be dueto the strict
guarantine measures imposed by loca authorities and
pre-emptive closure of schools and nurseries at the start of the
outbreak, hence limiting wider community transmission.
Pre-existing medical conditions were reported in up to 25% of
children with COVID-19 in a European multicenter study. Most
of our patients were previously healthy, and only 3.6% had a
history of asthma; this was lower than expected, given the
prevalence of asthmain the UAE was reported at 13% [18,19].
It was thought that asthma predisposes children to increased
susceptibility and severity for COVID-19 infection. A few other
studies similarly reported low asthma comorbidities among
patients with COVID-19 infection [20,21]. Early results from
the literature suggest that one of the inhaled corticosteroids
(ciclesonide) exhibited antiviral efficacy and inhibited
SARS-CoV-2 replication [22,23].

Fever and cough remained the most common presenting
symptoms for COVID-19 infection among children in various
studies, including ours. Published pediatric studies reported
fever in 47% to 59% of patients and cough in 37% to 55%
[12,14]. This rate was much higher than our observation,
reflecting the high number of asymptomatic and mildly
symptomatic children in our study. None of our patients had
dyspnea or tachypnea at any point of their stay. Anosmia had
been reported more frequently in adults than in children, and it
was more prevalent in our study (4.5%) than previously reported
(1%) in children [24]. Gastrointestinal symptoms, including
vomiting, diarrhea, and abdomina pain, were infrequently
presented both in our study and in other pediatric COVID-19
studies[12,13]. None of our patients presented with symptoms
of multisystem inflammatory syndrome, although 1 child had
a nonspecific rash.

https://pediatrics.,jmir.org/2021/4/€29049
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Fewer children with COVID-19 had laboratory abnormalities
compared to adults. A meta-analysis of pediatric patients with
COVID-19 reported leukopenia or lymphopeniain 28.9% and
increased creatine kinase levels in 20.1% as the most common
laboratory abnormality [13]. Elevated L DH levelswere the most
common laboratory abnormality reported in our study, and it
was more frequent than that reported in ameta-analysis by Ding
et a (42.5% vs 8.3%) [13]. Increased LDH levels have been
associated with severe COVID-19 infection [25]. Consistent
with this finding, we reported higher LDH in symptomatic
children.

Although most studies of COVID-19 infection report
lymphopenia and neutrophilia, none of our patients had
lymphopenia; however, 12.4% were neutropenic at presentation.
It was likely that lymphopenia was a marker of severity of
COVID-19 infection; however, since none of our patients had
severe disease, coupled with immature immune systems in
children, further studies are needed.

Chest CT scans were frequently used during the early phase of
the pandemic. A systematic review of imaging findings in
children with COVID-19 reported that up to 60% of
asymptomatic children had abnormal CT scan findings,
including ground-glass opacification and consolidation.
However, only 2 children who had progressive symptoms
underwent chest CT scans in our study to reduce unnecessary
radiation exposure. Follow-up studies often demonstrate
resolution of earlier abnormal chest imaging findings, suggesting
that long-term pulmonary damage was unlikely [26,27].

Several adult and pediatric studies have shown high rates of
concurrent antibiotic usein managing COVID-19 infection[12].
Antibiotic use for bacterial coinfection in our study was
extremely low since most of our patients were clinically well.

Duration of Viral Shedding in Asymptomatic and
Symptomatic Patients

Very few studies have evaluated the duration of viral shedding
in patients with COVID-19 infection. One study in
asymptomatic adults reported a median duration of nasal
COVID-19 shedding of 19 days (range: 15-26 days), with
asymptomatic group patients shedding for asignificantly longer
duration than those with symptoms [28]. Studies in children
suggested a mean duration of viral shedding of 10 days, with
prolonged shedding occurring in children with moderate
symptoms compared to those with mild symptoms[11]. Among
our study population, viral shedding continued for a median of
10 days (range: 1-39 days), without any significant difference
between symptomatic and asymptomatic children.

Several challenges have emerged during the COVID-19
pandemic for children and youth including heightened anxiety,
disrupted routines, academic and social stresses associated with
school closure, and increased risk of domestic violence and
abuse [29]. Hospital admission of our studied subjects despite
a lack of clinical need for most of them (as per the national
COVID-19 guidelines at that time), would most likely have
mounted the level of aready existing COVID-19 pandemic
stressregarding health and well-being, in addition to devel oping
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separation anxiety (school-age children isolated from parents),
reduced access to psychosocial support, and boredom.

Digital approaches including telemedicine are rapidly
established during the current COVID-19 pandemic. They
played a major role as a reliable resource to overcome
restrictions and challenges, and increased access to effective,
accessible, and consumer-friendly care to more patients and
families [30].

Currently, children with confirmed or suspected COVID-19

Ennab et al

by local recommendations precluded any eval uation of treatment
efficacy among our patients who received treatment.

Conclusions

Based on our analysis of pediatric patients with COVID-19
from ahighly diverse population in the Middle East, we found
that many of our demographic and epidemiological findings
were similar to those previously reported for COVID-19
infection in children worldwide. However, we observed ahigher
frequency of asymptomatic and mildly symptomatic children

with COVID-19 and some differences in laboratory
abnormalities compared to other pediatric studies. Our findings
of a similar duration of viral shedding in symptomatic and
asymptomatic children highlight the possibility of virus
transmission by asymptomatic children, hence reinforcing the
importance of continued social distancing, universal mask use
and comprehensive contact tracing to control COVID-19
outbreaks once children return to schools.

can beisolated at home, assessed, and managed by telemedicine
consultation rather unlessthereisaclinical need for face-to-face
consultation or hospital admission.

Study Limitations

Our study's primary limitations were related to the relatively
small study population and to the limitations inherent to a
retrospective chart review. The changing treatment guidelines
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Abstract

Background: Anxiety iscommon among youthsin primary care. Face-to-face treatment has been thefirst choice for clinicians,
but during the COVID-19 pandemic, digital psychological interventions have substantially increased. Few studies have examined
young peopl€'sinterest in internet treatment or the attitudes they and their parents have toward it.

Objective: Thisstudy aimsto investigate adolescents’ and parents’ attitudes toward and experiences of internet-based cognitive
behavioral anxiety treatment in primary care and its presumptive effects.

Methods: The study used mixed methods, analyzing qualitative data thematically and quantitative data with nonparametric
analysis. Participants were 14 adolescents and 14 parents recruited in adolescent primary health care clinics. The adolescents and
their parents filled out mental health questionnaires before and after treatment, and were interviewed during ongoing treatment.
Results: The quantitative dataindicated that the internet-delivered cognitive behavioral therapy program used in this study was
successful in reducing symptoms (x22=8.333; P=.02) and that adolescents’ motivation is essential to the treatment outcome
(r=0.58; P=.03). The qualitative results show that youths highly value their independence and freedom to organize treatment
work on their own terms. The parents expressed uncertainty about their role and how to support their child in treatment. It was
important for parents to respect the youths' need for autonomy while also engaging with them in the treatment work.
Conclusions: Internet treatment in primary care is accepted by both youths and their parents, who need clarification about the
difference between their role and the therapist’s role. Patient motivation should be considered before treatment, and therapists

need to continue to develop the virtual aliance. Finaly, primary care should be clearer ininforming adolescents and their parents
about the possibility of internet treatment.

(JMIR Pediatr Parent 2021;4(4):e26842) doi:10.2196/26842
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Introduction

Cognitive behavioral therapy (CBT) is awell-documented and
effective method for various states of anxiety and is considered
the treatment of choice[1]. Furthermore, the Swedish National
Board of Health and Welfare'supdated guidelinesfor depression
and anxiety [2] recommend CBT before or at the sametime as
drug treatment for diagnosed conditions. However, access to
CBT is limited for adults and children, and the COVID-19
pandemic has prompted aworldwide explosionin digital health
interventions. The rapid adoption of digital psychological
interventions such as internet CBT (iCBT) and video formats
for therapy will certainly continue into the recovery from the
pandemic and beyond. However, the recommendations for
children and youth do not include iCBT [2] and few studies
have examined young peopl€’s interest in internet treatment or
the attitudes they and their parents have toward it. This study
aims to investigate adolescents and parents’ attitudes toward
and experiences of internet-based anxiety treatment in primary
care.

The effectiveness of internet treatment is comparable to that of
in-person CBT [3] but with the advantages of greater
accessibility, lower costs, and the potential for rapid
dissemination and reaching patients who would otherwise not
seek psychiatric carefor fear of stigmatization [4,5]. Acceptance
and commitment therapy (ACT) is considered a treatment
method within the“third wave” of CBT. ACT aimsto influence
core processes maintaining various anxiety problems and is
considered atransdiagnostic treatment. Internet-delivered ACT
hasbeen investigated in asystematic review that shows efficacy
for anxiety disorders among adults [6], and a recent published
study showed that acceptance-based iCBT was effective for
adolescents with chronic pain [7].

There is a fast-growing research area examining iCBT for
adolescents. There are studies on iCBT for children aged 8-12
years [8] and iCBT for those aged 13-19 years diagnosed with
anxiety disorder [9,10]. However, in these studies the
participants are recruited in response to website postings or
local recommendations from health care centers, and none of
them are conducted in the clinical context of routine primary
care. Studiesin clinical care are important to assess patients
experiences and acceptance of treatment delivery.

Few studies have examined young people’s attitudes toward
internet treatment. When Stallard et a [11] asked children and
adolescents aged 8-17 years seeking help at a mental health
clinic about their attitudestoward the internet or computer-based
mental health programs, 25% of the answerswere positive, 25%
were negative, and 50% were indecisive.

Qualitative research on young people's experiences of iCBT is
alsolimited. Lenhard et al [12] interviewed 8 adolescents about
their experiences of iCBT for obsessive-compulsive disorder
(OCD) éafter treatment completion. Participants were recruited
through advertisementsin local newspapers, schools, and health

https://pediatrics,jmir.org/2021/4/e26842

care units in a metropolitan area. Results showed that young
people appreciated being able to work independently; have
control over the therapy process; have flexibility about time
and space; be honest about their difficulties; and have the
support of therapists, parents, and the content of the program
[12]. Joneset al [13] found that caring adults constitute the most
contributing factor when adolescents begin to seek help for their
mental illness. After treatment begins, young people place more
importance on the feeling of having control over their choices,
which is associated with staying in treatment. The same study
showed that youth's perception of transparency in the
therapeutic relationship is important for the treatment work
itself. Getting suggestions as opposed to being told what to do
contributed to their feeling of control, which in turn affected
patients work with their symptoms[13]. Few studieshavebeen
conducted into young people’s experiences of provider contact
in internet therapy. In their study of college students
experiences of iCBT for generalized anxiety, Walsh and
Richards [14] concluded that the development of “virtual
alliance” isvital for client’s motivation to continue with iCBT.

Qualitative research into parents role, participation, and
experience of internet treatment with their children is limited,
and the field needs to be expanded. Spence et a [15] argue that
if public health care aimsto makeinternet treatment comparable
to clinical treatment for children and adolescents, it needsto be
accepted and approved by the parents, who usualy initiate health
care contacts for their children. The authors measured how
satisfied young people and their parents were with internet
treatment compared with clinical treatment. Both types of
treatment were generally perceived as satisfactory by both
groups. However, although there were no differences in the
adolescents satisfaction, the parents were somewhat more
satisfied with clinical treatment than with internet treatment
[15].

According to Lundkvist-Houndoumadi et a [16], parental
participation in CBT can vary based on two conditions. In one
condition, parents are seen as cotherapists, who can facilitate
generalized  therapeutic  learning  through  rewards,
encouragement, praise, and other positive reinforcement. Inthe
other, parents are more actively involved as copatients. They
work simultaneously on their own feelings and behaviors as
their children go into therapy, which can be an opportunity for
both to work on the family dynamics that may contribute to
adolescents' anxiety problems|[16].

In summary, little is known about how adolescents and their
parents experience iCBT. The use of self-report instrumentsin
previous studies may have limited their findings since their
results might have too narrow afocus. For thisreason, weaimed
to gain a broader view of adolescents’ experiences of iCBT
treatment for anxiety in primary care. To enable this broader
understanding, youths' and parents’ experienceswere examined
though their own stories in conjunction with self-reports on
their well-being.
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Methods

This study was conducted in three Swedish primary health
clinics, one in an urban area and two in suburbs. The
implementation of iCBT was part of a research project
conducted in 2017-2020 (Swedish National Research Register,
FoU, ID 240221), approved by the Regional Ethics Committee
in Gothenburg (Dnr 703-17).

Study Design

This study used a mixed method convergent parallel design to
examine an 8-week transdiagnostic iCBT program for
adolescents with anxiety disorders treated in primary care. We
used two methods to capture participants views of how the
treatment had affected them, with the aim of grasping a deeper
understanding of patients’ experiences than would be possible
through only self-report or only interviews. The study thus used
a convergent design, in which qualitative and quantitative data
are intended to complement each other and elicit a richer
understanding of the research problem [17]. In convergent
designsthetwo types of dataare collected during the sametime
frame and then compared. The quantitative and qualitative data
in this study were thus collected during the same intervention
period, with theintention to capture different dimensions of the
experience. This is called the data diffraction approach [18].
Qualitative and quantitative data were analyzed separately, and
we then integrated the analyses of the results to shed light on
different aspects of the central phenomena through discussion.
The qualitative data examined young peopl€'sand their parents’

https://pediatrics,jmir.org/2021/4/e26842
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attitudes toward and experiences of iCBT. The study had a
phenomenological approach (ie, initial analysis focusing on
thorough descriptions, thereafter emphasis on interpretation
being inherent in experience) and described the participants
experiences of working with the treatment method [19,20]. The
research approach wasinductive, and the themes described were
extracted from the data. Ininductive analysis, data are encoded
with no effort to fit them into an existing framework or
according to the researcher’s analytical knowledge [19].

Participants

Participants were 14 youths and one of their parents. The
participants were recruited from three primary health clinicsin
the Véastra Gétaland Region on the west coast of Sweden. The
inclusion criteriawere mild to moderate anxiety problems such
as social phobia, generalized anxiety disorder (GAD), panic
syndrome, and unspecified anxiety syndrome. Exclusion criteria
were severe or ongoing depressive episode, ongoing
psychotherapeutic treatment or intervention study, alcohol or
drug addiction, severe psychiatric symptoms requiring
psychiatric care, risk of suicide, and neuropsychiatric disorder.
Out of 14 participating youths, 9 (64%) were aged 13-15 years
and 5 (36%) were aged 16-18 years (see Table 1 for
demographic variables). The group was broadly representative
of the economic and geographic diversity of theloca population.
Of the 14 child-parent pairs, al parentsagreed to beinterviewed.
Onefemal e participant declined to beinterviewed since she had
not compl eted the assigned modules. Written informed consent
to participate was obtained from all participating youths and
parents.
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Table 1. Demographic variables.

Liljaet a

Variable Participants (N=14), n (%)
Age (years)

13-15 9 (64)

16-18 5(36)
Gender

Boy 1(7)

Girl 13(93)

Other 0(0)
Country of birth

Sweden 14 (100)

Other 0(0)
Parent’s country of birth

Sweden 13(93)

Other 1(7)
Parent’s highest completed education

Primary school 0(0)

High school 3(2Y

University 11 (79)
Parent’sliving situation

Cohabitants 1(7)

Married 11 (79)

Divorced/separated 1(7)
Parent’s occupation

Sick leave 1(7)

Studying 1(7)

Working 12 (86)
Years of current problem

Lessthan ayear 3(21)

Aslong as | can remember 4(29)

Other dternative 7 (50)
Previous psychological treatment

No 3(21)

Yes 11 (79)
Psychophar macological medication

Yes, current 0(0)

Yes, terminated 0(0)

No, never 14 (100)

I ntervention transdiagnostic program based on the principles of CBT for

All participating youths received treatment through the iCBT
program “Anxiety Help for Adolescents” a guided
internet-delivered self-help treatment program developed by
Psykologpartners W& W AB. The intended treatment period is
8 to 12 weeks. “Anxiety Help for Adolescents’ is a

https://pediatrics,jmir.org/2021/4/e26842
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anxiety. Treatment interventions rely heavily on exposure
therapy asdescribed in atreatment manual devel oped by Hayes,
Strosahl, and Wilson [21] and Hayes and Ciarrochi [22].

TheiCBT program isaimed at young people between the ages
of 13 and 19 with different anxiety diagnoses and is designed
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for the age and maturity of the targeted group. Theoretical
concepts, clinical examples, and the overall structure of the
digital treatment program have been exemplified and adapted
for the target group through short videos, animations, and
lingui stic adaptation. The material isdivided into eight different
chapters/modules, with most participants expected to complete
it in 10 weeks. Patients gradually learn new tools through
exercisesthey can do independently, but the therapist ison hand
to ask and answer questions and to follow up on the exercises
through a messaging system within the program.

The therapists in the study were practicing in primary care in
Véstra Gotaland in Sweden, working with psychological
treatment of mental health problemsin children and adolescents.
The therapists were either licensed psychologists or
psychologists under supervision before becoming licensed
psychologists and had all been trained in the iCBT program
“Anxiety Help for Adolescents.”

Procedures

Young people (aged 13-18 years) seeking help at the primary
health clinic for suspected anxiety issues and their
accompanying parents were asked to participate in the study.
A parent was present at assessment/inclusion and at follow-up
talks. All patients were assessed in aclinical interview, and the
structured  interview  MINI-KID  (Mini  International
Neuropsychiatric Interview for Children) [23] was used at pre-
and postassessment. The assessment interview was conducted
by participating therapists, and the child-parent pairs compl eted
all sdlf-assessment scales for the premeasurements. The
measurements used to assess treatment effects are listed in the
following sections. All participants provided verbal and written
consent prior to participation. Participants meeting theinclusion
criteria were directed to iCBT treatment. After treatment,
child-parent pairs met the treating psychologist for a final
session to evaluate the outcome of therapy. In addition,
re-evaluations were carried out according to MINI-KID, and
the participants and parents completed all self-assessment scales
for the postmeasurements.

Quialitativeinterviewswere conducted continuously from spring
and to autumn of 2019. Data were collected by clinical
psychologists. Theinterviewslasted 30 minutes, were recorded
using a digital voice recorder, and were transcribed verbatim.
The qualitative interviews were conducted with patients and
their parents when youths had completed a minimum of 6
modules. The patient group was to some extent homogeneous
because they were recruited at the same type of clinics, sought
help for anxiety problems, and underwent the same treatment.
As the interviews were conducted and transcribed, response
patterns began to repeat. The qualitative information was
considered saturated and intake on the qualitative part stopped
at 23 completed and transcribed interviews, 11 with young
people, and 12 with one of their parents.

M easurementsfor Youths

Self-assessment was performed upon inclusion (pretreatment),
after the patients had completed two-thirds of the program
(middle), and post treatment.
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Liljaet a

Symptoms of anxiety and depression in adolescents were
measured with the Revised Children’s Anxiety and Depression
Scale (RCADS) designed to assess clinical syndromes. The
RCADS providestwo total scores (anxiety and depression) and
six subscales for separation anxiety disorder, social phobia,
OCD, panic disorder, GAD, and major depressive disorder. The
internal consistency of the RCADS subscales is high, with
Cronbach a ranging from .78 to .88 [24,25].

General disability in young people was measured with the youth
scale of the Education, Work and Social Adjustment Scale
(EWSAS). The EWSAS measures adolescents general
experienced level of functioning in school and social life[26,27].
It has an internally consistent construct across time with anear
acceptable test-retest. The EWSAS also seems to relate to,
though not directly measure, severity of illness and psychiatric
disorder, and preliminary results support it as a sensitive
measure of change for use among children and adolescents. The
EWSAS is a valid and reliable assessment of functional
impairment that is easy and quick to administer in both research
and clinical settings[27].

Global functioning was measured with Children's Glaobal
Assessment Scale. The interviewer assesses the patients’ level
of functioning on a scale of 1 to 100, with a higher score
indicating a better or higher level of life functioning [28].

Acceptance/psychological flexibility in young people was
measured with the Avoidance and Fusion Questionnaire Youth
(AFQ-Y8). AFQ-Y8 may beavauableclinical tool inreflecting
changes in psychological flexibility among adolescents aged
12-18 years[29].

Motivation for treatment was measured with the Nijmegen
Motivation List 2 (NML-2) [30]. The instrument was designed
to measure patient motivation for CBT. The NML-2 consists
of threefactors: preparedness, distress, and doubt. Preparedness
expresses the patient's preparedness to actively invest in
treatment and to make sacrifices. Distress expresses how the
patients’ health negatively affects others and themselves. Doubt
expresses the patient’s uncertainty about their investment in
treatment, the treatment itself, and the possibility of gaining
from it. The NML-2 total scores were associated with
proximal-treatment helpfulness and with treatment dropout.
Higher scores on the NML-2 (range 0-30) reflect higher
motivation for treatment. Internal consistency and retest
reliability of the factors have been shown to be reasonable[30].

M easurementsfor Parents

Symptoms of anxiety and depression in adolescents were
measured with the Revised Child Anxiety and Depression
Scale-Parent (RCADS-P), which assesses parents' reports of
youths' symptoms of anxiety and depression across the same
six subscales as the RCADS previously described. The
RCADS-P can beused to track symptoms and provide additional
information for assessment [24,25].

General disability in young people was measured with the
EWSAS-parent scale. The EWSAS-parent assesses parental
reports of youths' levels of general disability.
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Perceived parental stress was measured with the Hospital
Anxiety and Depression Scale (HADS). The HADS [31,32]
consists of 14 statements (7 on depression and 7 on anxiety)
with four response alternatives (0-3). The HADS has been
shown to be areliable and valid instrument for the detection of
anxiety and depression in individuals from 16 to 65 years of
age [26]. Its reliability was shown by Herrmann [33] with
Cronbach o on HASD-A at .80 and on HADS-D at .81. The
maximum score on each subscale is 21, and 11 points is the
cutoff level for a diagnosis of anxiety or depression. Values of
0 to 6 indicate no or normal anxiety or depression [31].

Motivation for treatment was measured with the NML-2 parent.
TheNML parent assesses parental reports of youths' motivation
to engage in CBT.

Interviews

Semistructured interview guides consisted of questions about
experiences and expectations of the treatment before it began
and during the treatment, of the treatment interventions
themselves, the contact with the therapist, and thoughts about
the future after the treatment was completed. Two interview
templates were used, one for adolescents and one for parents.
The questions were open-ended to facilitate reflection, and
probing questions were asked to elicit further exploration [34].

Data Analysis

Quantitative Data Analysis

Quantitative data analysis was performed using SPSS Statistics
25 (IBM Corp). The quantitative premeasurement, middle, and
postmeasurement data for the youths were analyzed using a
nonparametric statistical method for repeated measures,
Friedman analysis of variance (ANOVA) [35,36]. The
nonparametric Friedman ANOVA was used because of the small
sample size and the assumption of nonnormality of data. The
nonparametric test Wilcoxon signed rank test for related samples
was used for posthoc analysis. In the last step, Pearson
correlation coefficient was used to assess the relationship
between motivation for treatment (scored by NML-2; N=14)
and changes in symptoms of anxiety and depression (assessed
by RCADS-Total and RCADS-Anxiety) between pre- and
postintervention. Wilcoxon signed rank test for related samples
were used to analyze the parents pre- and postintervention
SCOres.

Qualitative Data Analysis

Data, in this case transcripts of interviews, were analyzed using
thematic analysis. Thematic analysis, as defined by Braun and
Clarke[19], isamethod for identifying, analyzing, and reporting
patterns or themes in data as an aid to their organization and
description. Thematic analysis is argued to be a flexible and
useful research tool because of its theoretical freedom [19].
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The datawerethematically analyzed using the six steps proposed
by Braun and Clarke[19]. Inthefirst step, the material was read
carefully and repeatedly to help researchers become familiar
with the content asawhole. In the second step, datawere coded
according to their interesting aspectsin relation to the research
guestions. Examples of codes include “time” or “difficulties
with the internet” In the third step, all code names were
collected under common subthemes that described repeated
patterns in the responses, such as “treatment work” or “the
therapist viathe network.” Inthefourth step, afew themeswere
developed and analyzed against the entire database. In the fifth
step, aconcrete thematic map was created with four main themes
and several subthemes. In the sixth and final stage, themeswere
linked both to research questions about attitudes toward and
experiencesof iCBT treatment and to relevant research on these
issues. Thefirst and second authors (JLL and MRL) interpreted
the data dial ectically, moving between their preunderstandings
and the data, and these interpretations were discussed until a
consensus was reached on the formulation of the themes
presented here. The analysis was repeated by the second and
last authors (MRL and SW) to ensure reliability/trustworthiness.
Disagreementswere resolved through discussion and consensus.
TheNViviol2 (QSR International) computer program was used
as support in data processing.

During the analysis, we considered and reflected upon the ethical
aspects raised by Malterud [37]: reflexivity around our
preunderstandings and meta-positions, transferability of the
datafrom the selected sample, for whom or what the resultsare
relevant, and the interpretation and analysis of the date,
including theoretical preferences and transparency of the
procedures. The authors' considered their preunderstandings,
and upon ethical reflection, only the third author (LN) had a
small clinica experience of working with patients in the
treatment program Anxiety Help for Adolescents. We believe
our approach to the data, interpretation, and analysis were
neutral, as we had no expectations or preunderstandings of the
participants’ answers to questions about the method or their
participation in internet treatment. At the same time, for the
past 3 to 8 years, all authors have used CBT with adolescents
and adults in primary and psychiatric health care. This
professional experience has created an in-depth knowledge and
positive attitude toward CBT and its clinical application, which
could have influenced the analysis.

Results

Quantitative Results

The quantitative results are based on the 7 adolescents and 9
parents that completed the pre-, middle, and postmeasurement.
Tables 2 and 3 show theresultsfor the participating adolescents
and parents.
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Table 2. Resultsfor participating youths on outcome variables RCADS, AFQ-Y 8, EWSAS, and NML-2.
Variable Mean (SD) Participants

RCADS? total score

Pre 70.21 (7.6) 14

Middle 66.00 (7.3) 11

Post 59.00 (11.8) 8
RCADS-Anxiety

Pre 69.93 (7.9) 14

Middle 64.73 (6.3) 11

Post 57.88 (11.0) 8
AFQ-Y&P

Pre 18.79 (5.8) 14

Middle 17.09 (5.0) 11

Post 16.25 (8.4) 8
EWSAS®

Pre 16.79 (6.0) 14

Post 18.25 (6.5) 8
NML -2

Pre 87.29 (6.5) 14

3RCADS: Revised Children’s Anxiety and Depression Scale.
ba FQ-Y 8: Avoidance and Fusion Questionnaire Youth.
CEWSAS: Education, Work and Social Adjustment Scale.
INML-2: Nijmegen Motivation List 2.
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Table 3. Result for participating parents on outcome variables RCADS, EWSAS, and HADS.

Variable Mean (SD) Participants, n
RCADS?total score
Pre 7314 (7.4) 14
Post 61.44 (9.7) 9
RCADS-Anxiety
Pre 71.43 (8.6) 14
Post 60.44 (9.8) 9
EWSAS’
Pre 10.93 (6.0) 14
Post 5.22 (5.0) 9
HADS" total score
Pre 1057 (5.2) 14
Post 10.67 (5.9) 9
HADS-Anxiety
Pre 7.57 (3.0) 14
Post 6.67 (3.6) 9
HADS-Depression
Pre 3.00(2.8) 14
Post 4.00 (2.6) 9
8RCADS: Revised Children’s Anxiety and Depression Scale.
PEWSAS: Educati on, Work and Social Adjustment Scale.
®HADS: Hospital Anxiety and Depression Scale.
AFQ-8

Participating Youths With Complete Data (n=7)

RCADS Total

The results from the Friedman test for the RCADS Tota score
showed that there was a statisticaly significant difference
between measurement points (x%=8333; P=.02). Post hoc
analysiswith the Wilcoxon signed rank test for related samples
showed astatistically significant reductioninthe 7 youths' total

scores on anxiety and depression symptoms from pre- to
postintervention (Z=-2.201; P=.03; r=0.83).

RCADS-Anxiety

Theresultsfrom Friedman test for RCADS Total Anxiety score
showed a statistically significant difference between
measurement points (x22:9.652; P=.008). Post hoc analysis
with the Wilcoxon signed rank test for related samples showed
astatistically significant reduction inthe 7 youths' total anxiety
symptoms from pre- to postintervention (Z=-2.207; P=.03;
r=0.83).

EWSAS

The results from the Wilcoxon signed rank test for related
samples on the EWSAS showed no statistically significant
difference between pre- and postintervention (Z=—0.677; P=.50;
r=0.26).

https://pediatrics,jmir.org/2021/4/e26842

The results from the Friedman test for the AFQ-8 showed no
statistically significant difference between measurement points

(x%,=0.560; P=.76). No post hoc analysis was performed.

Perceived Parental Stress: Parents With Complete
Data (n=9) and Their Scoring of Their Children’s
Symptoms

RCADS Total

The results from the Wilcoxon signed rank test for related
samples for the RCADS Total score for the parents showed a
statistically significant difference on the parents scoring of their
children’'s symptoms on anxiety and depressive symptoms
between pre- and postmeasurement (Z=-2.521; P=.01; r=0.84).

RCADS-Anxiety

The results from the Wilcoxon signed rank test for related
samples for the RCADS Total Anxiety score for the parents
showed that there was a statistically significant reduction in
how the parents scored the children’s total anxiety symptoms
between pre- and postintervention (Z=—2.668; P=.008; r=0.89).

EWSAS

The results from the Wilcoxon signed rank test for related
samples on the parents scoring on the EWSAS showed a
statistically significant improvement of the children’s general
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functioning between pre- and postintervention (Z=-2.077,
P=.04; r=0.69).

Per ceived Parental Stress. Parents With Complete
Data (n=9)

HADS

The results from the Wilcoxon signed rank test for related
samples on the parents scoring of their symptomsonthe HADS
(total score) showed no statisticaly significant difference
between pre- and postintervention (Z=-0.535; P=.59; r=0.18).

HADS-A

The results from the Wilcoxon signed rank test for related
samples on the parent’'s symptoms on anxiety showed no
statistically  significant  difference between pre- and
postintervention (Z=-1.786; P=.07; r=0.60).

HADS-D

The results from the Wilcoxon signed rank test for related
samples on the parents scoring of their symptoms of depression
showed no statistically significant difference between pre- and
postintervention (Z=-0.948; P=.34; r=0.32).

Relationship Between M otivation and Changesin
Symptoms of Anxiety and Depression

The results of the analysis with the Pearson correlation
coefficient showed a statistically significant relationship between

Textbox 1. Presentation of overarching themes and subthemes.
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motivation for treatment, assessed by NML-2 and scored by the
participating adolescents before the start of the treatment, and
changes in the RCADS-Total score for anxiety and depression
(r=0.58; P=.03) between pre- and posttreatment. Moreover,
there was a statistically significant strong relationship between
motivation for treatment, assessed by NML-2 scored by the
participating adolescents, and changes in scores for RCADS
subscale Anxiety between pre- and postintervention (r=0.63;
P=.02).

The analyses using the Pearson correl ation coefficient between
the participating parents’ scoring of their children’s motivation
for treatment, as assessed by the NML-2 before the start of
treatment, and their scoring of their adolescents' changes on
RCADS between pre- and posttreatment showed no statistically
significant results for either the RCADS-Total (r=0.52; P=.06)
or the subscale for anxiety (r=0.49; P=.07). Moreover, there
was no statistically significant rel ationship between the parents
scores of their adolescents' motivation for trestment and changes
of RCADSwhen scored by the adolescents themsel ves between
pre- and posttreatment for either the total scale (r=0.37; P=.19)
or the subscale for anxiety (r=0.43; P=.12).

Qualitative Analysis

Thematic analysis of the 11 interviews with adolescents and 12
interviewswith parentsresulted in four overarching themesand
several subthemes. The results are presented in Textbox 1 and
illustrated in the text with quotations.

1. Breaking new grounds

1.1. Adolescents: positive yet uncertain attitudes

1.2. Parents: an ambivalent attitude

2. The adolescent behind the wheel

2.1. Adolescents: needs to be individualized

2.2. Adolescents: an independent task

2.3. Adolescents: a varied relationship with the therapist

2.4. Parents: program requires the youths' independence

3. Therole and function of parents

3.1. Adolescents: parents have a reminding and supportive function
3.2. Parents: limited insight into treatment

4. The effects of treatment

4.1. Adolescents: increased knowledge

4.2. Parents: increased understanding and changed behaviors in the youths

4.3. Parents: concerns about the future

Breaking New Ground

Adolescents; Positive Yet Uncertain Attitudes

All adolescents in the study, regardless of their previous
experiencewith psychological treatment, described being offered
treatment on the internet as something new. Most young people
described feeling uncertain about what it would mean to work
with their mental health viathe internet. Several said they were

https://pediatrics,jmir.org/2021/4/e26842

offered internet treatment at their health unit as an alternative
and that they saw it as an opportunity to get help faster, which
contributed to a more neutral and positive attitude:

| was a little hesitant. It felt strange to think that a
programme on the net could help melike[...]. Then
it felt good because|, ah, | had come so far that | had,
like, sought help. [Youth 3]
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Parents: An Ambivalent Attitude

Most parents in the study had not known about the possibility
of treatment viathe internet, but all of them said they saw it as
an opportunity to at least start to get help for their child.
However, most expressed skepticism about whether the
treatment would work since there would be no in-person,
face-to-face contact with the therapist. Some parents wondered
whether and how the treatment would work if the child had to
complete it alone, but al were positive about trying it:

It could also be something that maybe you should
think about. Do | fix this via the Internet or set the
goalson my own? For someit may work better if you
have a personal contact, and you get a task to solve
for thenext time. | think that isa little bit...you should
probably check how | work in such a context. Am |
fixing to do this myself or is it good to have this
personal contact? [Parent 1]

The Adolescent Behind the Wheel

Adolescents: Need to Be I ndividualized

The young people in the study were consistently positive about
the treatment program and would recommend it to others. They
described various components, tools, and metaphors from the
program that they had been thinking about or had worked with.
Adolescents appreciated how the program alternated between
text, pictures, and films, and that several people with different
anxiety problems were presented in the program. However,
several young people said they wanted the program to be even
more individualized. Some experienced the program as time
limited, while others believed that more log-ins would have
helped to keep their work with the program more consi stent:

It's great that it’s not all text on one page, but that
you browse and that it's new text. | have thought
about that. That's really good. Because otherwise, it
would be much more boring, | think. It's a lot of
pictures and so on, and a lot of videos. It's good.
[Youth 6]

Adolescents: An | ndependent Task

An important aspect that all young people in the study raised
was the independence of the treatment work. They appreciated
this partly because they did not need to involve their parents
and partly because it wasjust their own. Most highlighted their
ability to keep the treatment work to themselves as an important
positive experience. Another advantage of this independence
was the opportunity to work when and how it suited them. The
young people described how they worked on the treatment on
their own and that it was up to them to formulate goals and
implement changes at their own pace. Several described how
they adapted their time or work with the treatment to fit in with
other demands in their life. Being able to pause the treatment
or adjust when they worked with it to continue to meet their
school’ s requirements was an important benefit for most young
people. However, most young people also described the
disadvantages of working viathe internet. In many cases, they
lacked confidence in their own ability to work therapeutically
viathe internet:
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There are still those kinds of things that | — like the
programme is not doing it. It helps help me, so that
| can see everything, how | should doit, but | am still
the one who has to do everything. [Youth 9]

Adolescents: A Varied Relationship With the Therapist

In general, the adolescents in the study said they were satisfied
with their contact with the therapist, even those who did not
have much contact. Some youth had contact on aregular basis,
while some had no interest in having contact even if they were
aware of the opportunity. Those who were in contact with the
therapist described receiving help to individualize their goals
or support regarding the program itself. Some young people
said they did not know what kind of support they could get from
the therapist:

It is not as good contact as when you had...asif you
had talked to themin person, but it is till a very good
contact. [Youth 1]

Parents: Program Requires the Youths' I ndependence

Most parents in the study had limited insight into their child’s
treatment work, although most knew that the child was doing
that work. Most also knew that there was contact with the
therapist during the treatment. At the same time, few parents
knew much about how their child arranged the treatment work
or what the contact with the therapist looked like. Parents
generally expressed respect for the children’'s treatment work,
and many described their children as competent, dutiful, and
capable individuals. Parents consistently appreciated their
children for their commitment and participation in the treatment:

Snce she did not want me to sit beside her when she
did it, | had to accept it because she is so big that,
yes, yes, she hasto choose for herself whether | should
participate or not, | feel. [Parent 5]

The Role and Function of Parents

Adolescents: ParentsHave a Reminding and Supportive
Function

The adolescents in the study described how their parents were
a welcome support when they initially sought help, contacted
health care, and awaited treatment but became less involved
during treatment. The youth described feeling supported by
their parents, who they perceived would be available if they
needed help:

So, it was maybe that my mom kind of tried to talk
about it with me. But it was morelike | felt it was not
a good idea to talk about it. [ Youth 7]

Parents: Limited I nsight I nto Treatment

The parentsin the study reflected on their parental role, not only
in their child’s treatment but also in general. All parents had a
clear appreciation of their children, their characteristics, their
anxiety problems and how they developed, and their bravery in
seeking help. The parents saw the treatment as aimed toward
the child but were unclear about expectations around their own
participation. All parentsin the study said that they left control
over the level of their own participation in the treatment work
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totheir child. Several saw themselves as supporters even though
they felt outside the treatment itself, which contributed to their
uncertainty about their own role. Some parents wondered
whether [earning more about the content of the treatment would
help them to support their child. Most parents had reflected on
the dilemma of how to relate to and support youths expressing
their independence while also meeting their needs for support
and assistance in treatment. All parents in the study discussed
having reflected on the bal ances between proximity and distance,
nagging or stepping back, and staying close but not too involved:

I mean | would also like to keep track of things, but
| had to...I mean it's like no toddler | have to deal
with. She's about to grow up and somehow has to
know, and [I have] to show that “1 believe in you
fixing this”. So, I'mworried | can't directly say. I'd
say I’'mrather a bit more curious about what she has
done. [Parent 3]

The Effects of Treatment

Adolescents: I ncreased Knowledge

The young people reflected on what they had learned in the
treatment about their problemsand how they could handle them
in the future. Everyone described a process of change from the
time they had been offered the treatment until the interviewer
called them. On whether the therapy led to improvement or
whether their anxiety was till perceived as problematic, all said
that they had learned more about their anxiety and how they
could handleit differently in the future;

Like, if it's something | really don't want to do, then
maybe |I'm thinking about something I’ve learned
there, that it's better to do it, otherwise you get
long-term problems and then, it gets easier. Then you
doit. [Youth 5]

Parents: I ncreased Understanding and Changed
Behaviorsin the Youths

All parents in the study noticed changes in how their children
handled anxiety. Most described how their children’s own
understanding of their problems increased over the course of
the treatment, and some also saw changes in their behaviors:

S0, she's gone out to do things | couldn’t dream of
her doing. [Parent 4]

Parents. Concerns About the Future

The parents expressed uncertainty about whether the changes
they noticed could be attributed to the treatment or to the
children's natural development and maturation. Some also
expressed concern about what might happen in the futureif the
child got worse and highlighted the importance of their being
able to return to the program to keep the knowledge aive:

No, but | really think that as long as the programme
continues, then it's going to...then you are reminded
if you forget it, and so there is probably no worry.
But what | think of, what | started with, is what is
there left once you' ve finished it? [Parent 6]
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Discussion

Principal Findings

The purpose of the study was to investigate in adol escents and
their parents their attitudes to and experiences of working with
iCBT for anxiety problems. We chose amixed-methods design
to enable a deeper understanding of patients’ experiences than
would be possible through only one method. The study focused
mainly on participants experiences during the treatment but
also highlighted their expectations of iCBT and its presumptive
effects.

The quantitative data showed that the youths' symptoms of
anxiety and depression improved after completing treatment.
These resultsindicate that the iCBT program was successful in
reducing symptoms, which aligns with prior research showing
that iCBT is an effective treatment method for adolescents
[8,38]. These quantitative results also align with the qualitative
results of this study, in which the participating adolescents
described how the treatment increased their knowledge and
contributed to altering views about their own anxiety problems.

The parents also assessed their children’s general functioning
as better post treatment, which alignswith the qualitative results
inwhich the parents perceived how their children managed their
anxiety problemsin a different way. At the same time, parents
also expressed concerns that the changes might be short-lived.

The quantitative results further showed a strong relationship
between the participants' initial motivation to treatment and
outcome. It is possible that youths with higher motivation for
treatment before starting treatment also engaged more fully in
theiCBT program, which most likely would have affected their
treatment outcomes. Several studies on attitudes to
internet-delivered psychological treatments highlight the benefits
of such treatment (eg, increased ability to work independently
and control over the therapy process) [12,39,40], but findings
suggest that iCBT treatment might aso place more
responsibility, and hence aburden that could exacerbate anxiety,
on the patients. It is possible that higher initial motivation for
treatment increases the ability to structure one's own time and
create favorable conditions for engaging in the treatment
program. Initial motivation for iCBT treatment might thus be
an important factor for the clinician to explore before initiating
iCBT treatment with patientsin primary care.

The results showed no statistically significant relationship
between how parents assessed their adolescents’ motivation for
treatment and any changesin their symptoms of depression and
anxiety as rated by both patients and parents on the
RCADS-Total and RCADS-Anxiety. Because of the limited
sample size, no mgjor conclusions should be drawn from this,
but it is an interesting finding from a clinical perspective. For
aclinician, it may be more important to explore and consider
the child’smotivation, rather than the parent’s perception, before
deciding to initiate an iCBT treatment. Parents often have
opinions about appropriate and preferable treatments for their
children, but the results of this study indicate that parents
perceptions of their child’s motivation for aparticular treatment
might have little to do with the child’'s outcomein therapy. The
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child’sown moativation for treatment seemsto be moreimportant
than their parents’ assumptions and to have agreater association
with the treatment outcome.

Both adolescents and their parents described agenerally positive
attitude toward help with mental health problemsviatheinternet
and saw iCBT as an acceptable treatment alternative. The
study’s results are comparable to those of previous studies that
have shown a variation from neutral to positive attitudes to
iCBT among youths [15]. The youths in our study expressed a
positive attitude to the treatment and would recommend it to
other young people with anxiety problems. They described
having learned about their own anxiety no matter how successful
they felt the treatment had been for them. Contact with the
therapist during treatment was perceived as small but sufficient
in this study, and the therapist was described as friendly and
supportive. Similar to other features of the internet treatment,
even contact with the therapist was perceived as having been
conducted on the young peopl€e'sterms.

Parents described positive changes in their adolescents
knowledge and management of anxiety, but they also had
concerns that these effects might be short-lived and disappear
after treatment completion. The parents insights into their
children’s treatment work and contact with the therapist were
limited. Parents saw their children as working independently
and in not much need of parental support when working with
iCBT. The parents tried to respect and acknowledge their
growing children’s need for independence and autonomy, but
also wanted to be supportive of the treatment work and were
uncertain about how to help without being intrusive.

Previous research on parental involvement in adolescents
internet therapy has shown theimportance of therole of parents
inintroducing internet therapy to patients younger than 18 years
while recognizing that their importance decreases as treatment
continues [13,15,16]. However, previous research did not
include parents' perceptions of their own participation and role
during their children’sparticipationiniCBT. Thisstudy’sresults
show that parentsvary in how much and in what way they wish,
or are able, to beinvolved in their children’sinternet treatment.
On the one hand, they want to know more about the content of
thetreatment program to be ableto better support their children;
on the other hand, they want to | et the young peopl e themselves
control their treatment work. Despite this contradiction, parents
described how they reminded, nagged, and asked about the
treatment program, consistent with the role of the therapist in
adult iCBT who reminds, motivates, and helps with structures

[8].

The study’s findings on youths' and their parents’ experiences
of treatment and the youths experiences of contact with the
therapist could contribute to answering the question raised by
Vigerland et a [8] about how adivision of roles between parents
and caregivers could function in youth therapy viathe internet.
Through their role as someone who supports, reminds, and is
on hand in everyday life, parents could take on the role of
cotherapists and thus take over part of the therapist role. The
virtual aliance with the therapist could then focus more on
increasing compliance and individualizing the internet treatment,
and less on motivating the youth to remain in treatment. As

https://pediatrics,jmir.org/2021/4/e26842
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noted by Badawy and Radovic [41], a number of challenges
and further research is needed to improve telemedicine and
iCBT that is offered to young people. Optimizing digital
approachesto health care delivery and integrating theminto the
public health will continue during the current COVID-19
outbreak and other future worldwide crises. In this, it will be
important to analyze quality of care with feedback from patients
and health care providers as well as cost-effectiveness, degree
of improvement of mental health, and balance in use.

In summary, this study’s results support the importance of
parents’ involvement as an important part of iCBT work with
young people. This applies not only at the start of treatment as
found by Jones et al [13], but aso throughout the treatment.
Informing and introducing parentstoiCBT and the expectations
of their participation, and supporting their collaboration with
therapists can create even better conditionsfor the young people
undertaking iCBT treatment.

Limitations

The sample in the study was restricted to a gender-biased and
small sample of young people and adults, which limit the
generalizability of the results but challenges future research to
investigate other experiences of internet treatment. The gender
biasisimportant to addressin future research and clinical work.
We need more generalized data and improved ways to reach
boys in early stages of menta illness in primary care. The
interviewsin the study were conducted during treatment, which
could affect the results, as participants may feel compelled to
express more positive attitudes than would be the case if the
interviews were conducted after completion of treatment or at
alater date.

Conclusions

This study’s unique contribution about the practical benefits of
iCBT for youthsisitsimplementation in aprimary care context.
The results provide further support for offering internet
treatment as a firsthand option to youth seeking mental health
care at primary care units. Internet treatment should primarily
be offered to motivated young people who have expressed a
need to control their own time and those who want to work with
psychological treatment independently and without eye-to-eye
contact with their therapist.

The take-home messages for clinicians and health care
organizations in primary care can be summarized as follows:

«  Youthsprefer atherapist who they perceive as onewho can
both give “support” and provide shared reflective
opportunities. This finding speaks to maintaining a
fundamental emphasis on a relational approach; in other
words, for a therapeutic relationship that places the
experience of human contact and response in the forefront,
whether that experience be digital or physical.

« Youths and parents treated in primary care generally have
apositive attitude and experience of iCBT during treatment.

«  The participant’s motivation should be considered before
initiating treatment.

« The parent’s role and involvement in iCBT throughout
therapy needs clarification when initiating treatment.
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Abstract

Background: Daytime urinary incontinence (Ul) iscommon in childhood and often persistsinto adolescence. Ul in adolescence
isassociated with arange of adverse outcomes, including depressive symptoms, peer victimization, poor self-image, and problems
with peer relationships. Thefirst-line conservative treatment for Ul is bladder training (standard urotherapy) that aimsto establish
a regular fluid intake and a timed schedule for toilet visits. The success of bladder training is strongly dependent on good
concordance, which can be challenging for young people.

Objective: This paper aims to describe the development of a smartphone app (URApp) that aims to improve concordance with
bladder training in young people aged 11 to 19 years.

Methods: URApp was designed by using participatory co-design methods and was guided by the person-based approach to
intervention design. The core app functionswere based on clinical guidance and included setting adaily drinking goal that records
fluid intake and toilet visits, setting reminders to drink fluids and go to the toilet, and recording progress toward drinking goals.
The development of URApp comprised the following four stages: a review of current smartphone apps for Ul, participatory
co-design workshops with young people with Ul for gathering user requirements and devel oping wireframes, the development
of a URApp prototype, and the user testing of the prototype through qualitative interviews with 23 young people with Ul or
urgency aged 10 to 19 years and 8 clinicians. The app functions and additional functionalities for supporting concordance and
behavior change were iteratively optimized throughout the app development process.

Results: Young people who tested URApp judged it to be a helpful way of supporting their concordance with atimed schedule
for toilet visitsand drinking. They reported high levels of acceptability and engagement. Preliminary findingsindicated that some
young people experienced improvementsin their bladder symptoms, including areductionin Ul. Clinicians reported that URApp
was clinically appropriate and aligned with the best practice guidelines for bladder training. URApp was deemed age appropriate,
with all clinicians reporting that they would use it within their own clinics. Clinicians felt URApp would be of particular benefit
to patients whose symptoms were not improving or those who were not engaging with their treatment plans.
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Conclusions: The next stage is to evaluate URApp in arange of settings, including pediatric continence clinics, primary care,
and schools. Thisresearch is needed to test whether URApp isan effective (and cost-effective) solution for improving concordance
with bladder training, reducing bladder symptoms, and improving the quality of life.

(JMIR Pediatr Parent 2021;4(4):€26212) doi:10.2196/26212
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incontinence; urinary incontinence; digital intervention; child health; pediatric; pediatric incontinence; smartphone; intervention

devel opment; mobile phone

Introduction

Background

Daytime urinary incontinence (Ul), which is the involuntary
leakage of urine during the day, is common in childhood and
is generally assumed to resolve with age. However, there is
evidence from epidemiological studiesthat childhood Ul often
persists into adolescence [1-5]. For example, in a UK-based
cohort study, 4.2% of females and 1.3% of males reported
experiencing daytime Ul at 14 years [6].

Ul in adolescence is associated with a range of adverse
outcomes, including depressive symptoms, peer victimization,
poor self-image, and problemswith peer relationships[7]. Key
concerns of young people with continence problems include
the perceived stigmaof incontinence, fear of bullying and socia
isolation, adverse impacts on academic achievement, and
difficultiesin self-managing their continence problemsat school
(eg, restricted access to toilets during lessons) [8].

Most cases of Ul in children and adolescents are functional (ie,
with no underlying neurological, structural, or anatomical cause
[9]), and thefirst-line conservative treatment is bladder training
(standard urotherapy) [10,11]. Bladder training is a behavior
modification intervention that aims to promote regular fluid
intake throughout the day, establish a timed schedule for toilet
visits (emptying the bladder every 2-3 hours), educate patients
on how the bladder works and the causes of Ul, and provide
guidance on establishing optimal voiding behavior (eg, optimal
toilet posture and relaxing the pelvic floor).

Bladder training can be an effective treatment for Ul [12,13];
however, success is strongly dependent on good concordance
with the timed schedule of toileting and drinking [14].
Concordance is challenging for many young people, strongly
depending on their level of maturity, self-motivation, and
ongoing support from clinicians [15]. Suboptimal clinical care
experiences in young people with incontinence (eg, poor
continuity in care, high rates of relapse, and treatment failure)
diminish their belief in the success of treatments and add to
their distress[15]. Thereis evidence that young people with Ul
have a strong desire to be involved in decisions about their
treatment and to feel supported in self-managing their bladder
symptoms [15]. Promoting the acceptance of chronic health
conditions and the need for ongoing active management islinked
to more positive coping strategies and greater treatment
concordance[16-19]. Thereissome evidencethat supplementing
bladder training with a timer watch might aid concordance in
children [11,20]; however, these watches can attract unwanted

https://pediatrics,jmir.org/2021/4/€26212

attention from peers. Our research with young people has
highlighted the need to provide an age-appropriate
self-management solution to help them manage their bladder
symptoms [8,15]. Thisis further supported by the literature on
self-management of other health conditions and the growing
use of smartphone technology [21,22].

Objectives

This paper describes the development of a smartphone app
(URAPpp [23]) for young people, which aims to improve their
concordance with bladder training. URApp was co-designed
with young people and clinicians and incorporatestheoretically
underpinned behavior change techniques (BCTs) [24]. The
development of URApp wasinformed by the Medical Research
Council guidance for developing and evaluating digital
interventions [25], which recommends the use of theory to
inform intervention design and delivery [26,27]. There is
evidence that embedding behavior change theory in health
interventions increases their effectiveness, and interventions
that incorporate more BCTs are more effective [28]. The
development of URApp was also guided by the person-based
approach (PBA) for developing behavioral health interventions
[29]. The PBA involves in-depth qualitative research with the
target user population at every stage of the development process
to understand and accommodate their needs. The interventions
are iteratively optimized to improve their acceptability and
feasibility and make them engaging for users. The paper aims
to provide an overview of the devel opment of URApp, including
its design, prototype development, and usability testing.

Methods

Overview
The development of URApp comprised 4 stages, as follows:

1. Review of current smartphone apps for Ul

2. Participatory co-design workshopswith young peoplewith
Ul to gather user requirements for the app and to develop
the wireframes

3. Development of the app prototype

4. User testing of the app prototype comprising in-depth
gualitative research with young people and clinicians to
explore their views of URApp

The methods and results for each stage have been presented
together to aid the understanding of the app development
process. A flow diagram of the method sequence is shown in
Figure 1.
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Figure 1. Flow diagram of the methods sequence.
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Development and design stage

Review of existing bladder apps and digital interventions

Workshop 1: gather user requirements

Workshop 2: behavior change technigues and user

engagement

Development of UXPin wireframe

Workshop 3: testing wireframe

Development of app prototype

Initial prototype testing: research group and ERIC young
people’s group

User testing stage

Think aloud interviews

Prototype refinement

Real-life testing

In-depth interviews with users

Ethical Approval

Ethical approval for al stages of the development process was
granted by the University of Bristol research ethics committee.

Clinical Input

Input from expert clinicians was obtained throughout the app
development process to ensure that URApp was compatible
with clinical advice given to young people receiving treatment

https://pediatrics,jmir.org/2021/4/€26212
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for Ul. Clinical input was obtained from (1) stakeholdersin the
study steering group, including a lead consultant pediatrician
in charge of a specialist bladder clinic and a specialist bladder
and bowel care nurse; (2) aclinical advisory group comprising
2 specialist nurses and a nephrologist; and (3) interviews with
cliniciansinvolved in continence care as part of the user testing
stage.
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Inclusion Criteria

Participants were aged between 10 and 19 years, with current
(or previous) experience of functional Ul or urgency, able to
provide informed consent (aged 16-19 years) or assent (aged
10-15years), and able to speak and understand English. Young
people taking part in user testing were also required to have an
Android or iOS smartphone.

Recruitment

Young people who took part in the participatory co-design
workshops and user testing were recruited through
adverti sements on the website of ERIC, The Children’s Bowel
and Bladder Charity [30], and the ERIC Facebook and Twitter
pages. The advertisements provided an overview of the study
and included links to alow potential participants (and their
parents) to download the study information sheets.

Clinicians were recruited through an extensive network of
clinical contacts established by ERIC and the Paediatric
Continence Forum [31]. Purposive sampling was used to gain
views of clinicians from a range of backgrounds, including
continence nurses, pediatricians, urologists, and general
practitioners.

https://pediatrics,jmir.org/2021/4/€26212
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Consent and Assent

Written informed consent was obtained from all the participants.
Parent consent and child assent were obtained from participants
aged <16 years.

Patient and Public I nvolvement and Advisory Groups

Patient and Public Involvement (PP1) in researchisthe research
carried out with or by members of the public rather than to,
about, or for them [32]. It can include patients, carers, and
peoplewho use health and social care services. A total of 2 PP
groupswereformed to provideinput for the running of the study
and comprised 3 young people from the ERIC Young People's
Advisory Group and 3 clinicians (genera practitioner, bowel
and bladder nurse, and nephrologist). The clinician PPI group
also provided feedback on the support pagesin URApp to ensure
that the information was consistent with clinical advice.

Participants

The participants included 23 young people with current or
previous Ul or urgency. Table 1 provides a summary of
participant characteristics and the phase of the development
process in which they were involved. A total of 8 clinicians
provided feedback about URApp in the qualitative interviews
(Table 2).
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Table 1. Demographic characteristics of the young people involved in the app devel opment.

Participant ID Age (years) Gender App development stage
wi 13 Female Workshops 1, 2, and 3
w2 10 Female Workshops 1, 2, and 3
w3 12 Mae Workshop 2
w4 10 Male Workshop 3
W5 17 Mae Workshops 2 and 3
W6 12 Female Workshop 1
w7 17 Female Workshop 1
w8 15 Female Workshops 2 and 3
W9 14 Mae Workshop 2
W10 12 Female Workshops 1, 2, and 3
wil 11 Female Workshop 3
P2 18 Femdle TA% RLT®, and IDI®
P5 11 Mae TA
P6 13 Male TA, RLT, IDI
P8 19 Female TA
P10 11 Male TA, RLT, IDI
P11 18 Mae TA, RLT, IDI
P13 12 Female TA, RLT
P14 14 Female TA, RLT, IDI
P22 12 Female TA, RLT
P23 11 Female RLT, IDI
P26 12 Female RLT, IDI
P27 11 Female TA, RLT
&TA: think aloud.
PRLT: real-life testing.
CIDI: In-depth interview.
Table 2. Description of the professional background of the clinicians.
Participant Role
Clinician 1 Clinical nurse specialist
Clinician 2 GP?
Clinician 3 Clinica nurse specialist
Clinician 4 School nurse
Clinician 5 Children's specialist nurse
Clinician 6 Pediatric bowel and bladder care service clinical and professional lead
Clinician 7 Consultant urologist
Clinician 8 Clinical nurse specialist

8GP: general practitioner.
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Results

Stage 1: Review of Current Digital I nterventionsto
Support Young People With Daytime Wetting

Overview

In March 2017, we conducted areview of existing appsto ensure
that none were specifically aimed at supporting self-management
of bladder problems in young people. Existing apps were
designed for young children and their parents to manage
bedwetting, for pregnant or postpartum women (mainly for
stress incontinence), and for older people with Ul. Most apps
provided only a bladder diary or reminders for pelvic floor
exercises, and few were evidence-based or coproduced with
stakeholders. This search was updated in April 2021, and no
relevant apps were identified. A list of the reviewed apps is
available on request.

I dentifying the Core App Functions

We identified the core functions needed to support bladder
training based on clinical guidance. Core app functionsincluded
setting a daily drinking goal, recording fluid intake and toilet
visits, setting remindersto drink fluids and go to the toilet, and
recording progress toward drinking goals. Clinicians advised
that the app should also allow users to record stool frequency
and consistency because of the comorbidity of constipation and
Ul [33]. A table outlining the key components of bladder
training and target behavior change is included in Multimedia
Appendix 1.

Stage 2: Participatory Co-Design Wor kshops

Stage 2 Methods

Stage 2 focused on designing an app that supported the core
features of bladder training. We invited young people to take
part in 3 participatory co-design workshops at the University
of Bristol to identify user requirements for the app (workshop
1), to explore which BCTs to use in the app to improve
concordance (workshop 2), and to test an interactive wireframe

Figure 2. Workshop 1 example.
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created in UXPin (workshop 3) [34]. Wireframes provide a2D
blueprint of the app interface that allows testing of the app’s
navigation and user journey and gain feedback on its content
and layout.

The workshops were facilitated by researchers with expertise
in health and developmental psychology, behavior change,
qualitative research, participatory co-design, and user
experience. All workshops had alead facilitator and were guided
by a detailed schedule of the content and structure for each
activity. We used a range of tools to elicit the views of young
people, for example, large (A3) phone templates for sketching
ideas for app functions and screen layout and sticky notes with
different colors and shapes to annotate the designs (see Figure
1 for example).

Before commencing the workshops, the research team had an
initial meeting with the app development team (Natural
Apptitude [35]) to discuss the purpose of the app and its core
functions. The findings from each workshop were discussed
with the app developers to ensure that the user requirements
were feasible in terms of time and cost.

Stage 2 Results

Workshop 1: Identification of User Requirements and
Implementation of Core Functions

Thisworkshop wasled by aparticipatory co-design expert (LM)
and a health psychologist (KW). The plan for the session was
presented to the participants, and they were given a brief
explanation of the key elements of bladder training. We asked
the participants about their mobile phone use at home and at
school or college, their preferred methods of recording toilet
visits (wees and poos were their preferred terms) and drinking
in the app, the potential waysto receive remindersfor drinking
and toilet visits, and information that would be useful to record
inadaily diary (eg, mood, medications, and life events). Young
peoplewere a so asked to provide feedback on the existing apps
we had reviewed, and they reported that those apps did not meet
their user requirements and were not age appropriate. Example
results from workshop 1 are shown in Figure 2.
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Workshop 2: User Engagement and Behavior Change

Thisworkshop was led by a behavior change expert (LW). The
first aim of thisworkshop wasto identify how to maximize user
engagement with the app. Activities included identifying apps
that were popular among young people, discussing why they
liked these apps, and examining the app functionsthat motivated
their continued use.

The second aim was to obtain views on BCTs that could be
implemented in the app to support self-management and improve
concordance with bladder training. It was established that the
app should provide rewards for changes in behavior within the
young person’s control, that is, for recording their drinks and
toilet visits and achieving daily drinking goals (recommended

F|gure 3. Workshop 2 example
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daily amount is 6-8 glasses of water or dilute squash regularly
spaced throughout the day). The app would not provide rewards
for fewer wetting accidents and leaks, as this could undermine
motivation because of aperceived lack of personal control and
competence [36].

Participants provided ideas for daily rewards (eg, collecting
starsand trophies) and streak rewards (for continuous daily use
of the app, eg, used in Snapchat) that could help motivate them
to keep using the app. They sketched ideas for recording
progress toward daily drinking goals in the app (eg, progress
bars and charts) and other data they wished to record (eg,
number and type of daily toilet visits and number of wetting
accidents). Figure 3 shows examples of workshop 2's outputs.
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Theworkshop findingsrelating to BCTswere reviewed against
the Behavior Change Taxonomy [24]. Optima BCTs were
identified as graded goal setting and reviewing (modifying
goals to make them more achievable), action planning (ie,
setting goals for daily drinking and incrementally increasing
fluid intake), prompts and cues (ie, reminders to drink fluids
and use the toilet), rewards (ie, for achieving drinking goals),
and self-monitoring (ie, charts and a daily diary to review
progress). The BCTsthat were chosen in the app align with the
self-determination theory [36] and are aimed at supporting users
feelings of autonomy, competence, and relatedness, all of which
have been shown to promote intrinsic motivation [37]. The
rewards BCT further aligns with the theories of gamification
[38,39]. Further input on the BCTs was gained from a digital
intervention and behavior change expert (LY). The PBA to
intervention design highlights the importance of responding to
the user engaging with the app by providing personalized
feedback [29]; therefore, this BCT was added to the URApp
design. A full breakdown of the BCTsin URApp and how they

https://pediatrics,jmir.org/2021/4/€26212

RenderX

are implemented is included in Multimedia Appendix 2.
Following the first 2 workshops, an interactive wireframe was
designed using UXPin. Thisis an essentia stage in the design
process and provides a visual guide for app layout, navigation
between screens, and basic functionality.

Workshop 3: Feedback on the Wireframe

This workshop was led by an expert in user experience and
prototyping (SC). The aim of workshop 3 was to review the
interactive wireframe, design the app setup instructions and the
drinks and reminders functions, and identify what information
resourcesto includein the app. Thewireframe was demonstrated
(Figure 4) on a large screen. Participants were provided with
smartphones and tablets to test the wireframe using a set of
tasks aimed at navigating through the app screens and testing
specific app functions (eg, adding a new drink). After
completion of the workshop, adjustments were made to the
wireframe based on user feedback (eg, changing loo visits to
visitsfor more privacy, storing and reopening unfinished drinks,
and alibrary of recent drink containers).
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Figure 4. Wireframe example.
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Stage 3: Development of the App Prototype

Stage 3 Methods

Following completion of the workshops and adjustmentsto the
wireframe, the research team collaborated with the app
devel opersto produce the app prototype. A matrix was produced
containing all the app functions, the purpose of each function,
and how they should work. The priority of each function was
defined using the MSCW (must have, should have, could have,
would have) framework. Decisions were based on whether the
function was deemed to be core or additional; participants’ and
clinicians' rating of importance; and the feasibility, technical
difficulty, and cost of implementing each function in the app.

The developers shared regular videos to demonstrate their
progress with the app build and designs for each screen and had
regular meetings with the research team to review each stage
of the build.

Theinitial app prototype was tested at a workshop attended by
the ERIC Young People’'s Advisory Group. They were asked
to provide feedback on the app’s design, navigation, and
functionality. This feedback was discussed within the research
team, and the proposed changes were sent to the developers.
Updated versions of the app were then made available to the
research team for review through a closed (beta) testing group,
and this iterative process continued throughout the app
development process.

Stage 3 Results: Design and Content of Prototype

A prototype of the app was produced with the following
functions:

Passcode for security
Daily drinking goal set by the user and based on clinical
guidance
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+ Add a new drink

Customizable reminders for drinking and toilet visits

An interactive homepage to record drinks and view daily
drinking progress

A range of standard drink containers

Option to add a customized container and use a picture of
the user’s own container

Toilet visit recording

Progress charts, daily diary, and summary

Rewards for reaching drinking goals

Personalized feedback linked to the support and advice
pages

Task center for viewing notifications and completing tasks
(eg, viewing daily feedback and completing weekly
eval uations)

Add poo Finish

Example screenshots of the drink recording page, range of
drinking containers, and toilet visit recording page are shown
in Multimedia Appendix 3.

Stage 4: User Testing
Stage 4 Methods

Think Aloud Interviews

Young peopl e participated in think aloud interviews to provide
their immediate reactions to every element of the app. This
phase was key to optimizing the design and function of the app
beforereal-lifetesting. Feedback from young people waslogged
in a table of changes, and the coding framework described in
Table 3 was applied [29]. The table included positive and
negative feedback on all functions of the URApp, suggested
changes, reason for changes, and MSCW priority. Potential
changes were discussed with stakeholders, and the decisions
were communicated to the devel opers who implemented them
before the real-life user testing.
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Table 3. Table of changes for the coding framework.

Code Full form Meaning
IMP Important for behavior Thisisan important change that is likely to affect behavior change or a precursor to behavior change (eg,
change acceptability, feasibility, persuasiveness, motivation, and engagement) or isin line with the logic model or
with the guiding principles. For example, participants appear unconvinced by an aspect of the intervention,
so you decide to add motivational examples.

EAS Easy and uncontroversial An easy and feasible change that does not involve any major design changes; for example, a participant
was unsure of atechnical term, so you add a definition.

REP Repeatedly Thiswas said repeatedly by >1 participant.

EXP Experience Thisis supported by experience. Please specify what kind of experience; for example, patient and public
involvement members agree thiswould be an appropriate change, and experts (eg, clinicians on your devel-
opment team) agree that thiswould be an appropriate change. Thisis supported by evidencein theliterature.

NCON Does not contradict This does not contradict experience (eg, evidence) or the logic model or the guiding principles.

NC Not changed It was decided not to make this change. Please explain why (eg, it would not be feasible or only one person

said this).

Real-life User Testing

In the real-life testing phase, young people were provided with
the updated app prototype to use for a period of 4 to 6 weeks.
This is the minimum time needed to see improvements in
bladder symptoms as aresult of bladder training. At the end of
the testing period, participants were invited to take part in an
in-depth interview (on Skype) about their experiences of using
URApp. The in-depth interviews were guided by a
semistructured topic guide, which included sections on using
URApp (genera usability and function), BCTs included in the
app, barriersto app use, health beliefs (understanding of bladder
training and views on whether changesin drinking and toileting
have affected symptoms), and views on using the app in
consultations with clinicians (eg, specialist nurses and
urologists). A deductive framework approach was used to
analyze the interviews [40].

Interviews With Clinicians

We conducted semistructured interviews with clinicians
involved in continence care to gain their feedback on the app
design and function, clinical use and appropriateness, and
potential implementation within clinical care. Clinicians were
guided through theinitial app setup and functionality of the app.
Specific feedback was sought on whether the app functions
aligned with the best practices in bladder training guidelines.
Interviews were conducted by phone because of clinician
location and availability.

Stage 4 Results

User Feedback

Of the 23 young people, 10 (43%) took part in the think aloud
interviews, and 10 (43%) took part in the real-life testing (see
Table 1 for full details). Young people reported that they liked
URApp's appearance and functions and thought that it could
be helpful for self-managing their bladder symptoms:

It's easy to use, it's not confusing, the setup, the
layout...I think | would useit. [ P22] Much better than
paper diaries...| never got around to filling them out,
whereas this would be on my phone, which | would
have on me, so | think that's a lot handier. [P8]

https://pediatrics,jmir.org/2021/4/€26212

App Design

Participants found the design of the app pleasing and suitable
for a wide range of ages. Younger participants said that they
would like to have the option to customize the app and make it
more personalized to them:

It looks good, they're [the design graphics] simple,
you don’'t want them too flashy because it might take
away from the actual purpose. [P2]1 think it needs
more personalisation, because it's something you're
going to go on quite a lot so you want it to be
personal...so you could change the colours, or add
photos, pictures. [P15]

Core Functions

The core function of the app, recording drinks and toilet visits,
worked well. Usersliked how quick it wasto record toilet visits
and the interactive nature of recording drinks by pulling down
the fluid level with their fingers. However, some participants
felt that this function needed to be made clearer:

You can drag by moving the water...Maybe make it
abit moreobvious, | only knew because | accidentally
touched it and it moved...maybe when you first
download the App have awalk through. [ P2] Oh yeah
you just dragit...Oh that’scool! You drinkit yourself!
You do a virtual drinking, that's so cool! And you get
stars! Thisisa brilliant app! [P10]

Feedback highlighted that the ability to add drinks
retrospectively should be made clearer:

It wasn't obvious how to change the time of the
drink...maybe you could make it bigger? [P14]

Young peopleliked thetoilet visit options and found the choices
clear and with nice graphics. Two areas for improvement were
highlighted: first, including wee leak options for incontinence
pad wearers (ie, wet pad), and second, more information on
how to judge stool consistency.

Data Display

Data collected in URApp are displayed in 3 ways—a progress
chart (line and bar graph), a daily diary, and a summary
providing an overview for the chosen period (eg, wees have
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mostly been large). Feedback on how the data were displayed
varied between participants; for example, older participants
tended to like the progress charts and found them helpful in
identifying patterns and tracking changes over time:

It's easier to spot patterns, you don’'t have to work it
out for yourself. [P8]You can change what data is
shown, it's another nice way of being able to see.
[P2]1 think it's a good idea, you can see how much
you've improved, if the app is helping you. [P22]
Other participants preferred the summary and daily diary, as
they provided asimpler overview of the data. The key feedback
was that users wanted a space to record events, their mood, and
any factors that might affect their symptoms, such as stressful
events, changes in medication, or certain drinks:

Being able to track things using your own words as
well and maybe being able to track your mood,
becauseit’s something that’s closely linked to having
a bladder or bowel condition. [P2]

Rewards and Feedback

Feedback on the rewards was very positive, with young people
reporting that they liked all the streaks, stars, and trophies.
Younger participants particularly liked the star and trophy
rewards and thought this would encourage them to use the app
and keep them motivated:

It makes you feel more committed to achieving your
goals...You achieve stuff...It makes you feel good
about yourself. You have something to tell you that
you've done it good. [P14]

Young people also liked how similar the streak rewards were
to those in other apps that they used:

The language (“ streaks’) makes it easy for kids to

understand becauseit’slike other appslike Snhapchat.

[Pg]
Young people found the daily feedback on their drinking goals
easy to understand and liked the large graphics. The feedback
indicates the achieved percentage of daily drinking goals and
provides an appropriate, encouraging message based on the
percentage. A few participants reported that they would like to
be able to see if they went over their daily drinking goal, for
example, 110%.

There was less engagement with the weekly feedback among
some young peoplewho did not usethisfeature. A small number
reported that the notification to complete the feedback was not
obvious enough, and they did not see the prompt. Those that
did use the weekly feedback found the personalized feedback
messages and linked support pages interesting but reported that
they were too text heavy and long:

There could be a few pictures in it, stick figures.
[P15] More pictures would be useful, because how
your body works is quite difficult anyway, showing
the bladder has musclesthat contract too much. [P2]

Clinician Feedback

A total of 8 clinicians provided feedback on the app (see Table
2 for full details). Clinician feedback focused on the consistency
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of the app with the best practice guidelines for bladder training,
how the app aligned with their own practice, data use and
integration with medical records, and using the app as part of
clinical care.

Clinical Use and Appropriateness

The app design and content aligned with the best practice
guidelines for bladder training. Clinicians were positive about
app functions and customizability:

| think that looks good, particularly being set up with
aclinician. | think it'sreally easy to use, | mean |'ve
used it and I’ mnot tech sawvy... They can set whatever
reminder they want themselves. [Clinician 5] think
that's really good. | like the fact [the reminders are]
every two hours, you' ve got the days of the week on
there, they can do their own things with it. That's
what I'd say, you need to drink regular, these are the
times you need to drink, with your breakfast, on your
way to school. [Clinician 4]

Therange and size of the drinking containers were appropriate
and fitted with the estimates used in clinics. A small number of
clinicians recommended adding a container for small bottles
used by younger children; however, they all agreed that acustom
container could be made if needed:

Ohthat’sgood! That’s quite good because it’s visual
isn't it, especially the water bottle and the can. The
majority of children | see, the lunch time drop in,
they’ ve always got those plastic bottles. [Clinician 4]

Cliniciansliked the functionality of recording drinks by pulling
thefluid level down. They felt that thisinteractive nature would
appeal to young people:

That's clever [pull down to drink] because you say
I’ve got this glass and | only drank half of it then it
is a way of reflecting that, yeah that's nice...yeah
that'sreally neat, | likethe dragging down. [Clinician
7]

Overall, cliniciansfelt the app fitted very well with their clinical
practice and the information they needed during appointments.
Some reported that being ableto record thetype of drinks, such
asfizzy drinks, caffeine, or milk, aswell astheir anount would
be useful, as this could affect Ul symptoms:

My only comment is | would like to know what the
child has had to drink...[for example] caffeine or
fizz...Because | say to the kids avoid fizzy, avoid
caffeine, milk doesn’t count as a drink. [Clinician 5]

During the discussion about the app functions, it was decided
that the option to record thisin afree text diary would meet the
clinicians' needs, as plotting this information on the charts
would be highly complicated.

Data Use and Integration With Medical Records

All clinicians said that the URApp datawould be of clinical use
and relevance. Clinicians reported that it was challenging for
patientsto provide an accurate log of their drinking and toileting
since their previous clinic visit and felt that an app would have
more appeal to young people:
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It's difficult to get young people to engage with
recording diary information, including
frequency/volume charts, with something a bit more
modern you'd get more engagement and more data.
[Clinician 7] Some of them are very easily distracted
and don’t do their diaries and things. Especially the
bigger ones they got no excuses because they’ ve got
phones on them all the time haven't they. So they’ ve
got no excuse for not recording it. [Clinician 3]

Views on how best to integrate the data with medical records
varied. Some clinicians said that being able to download the
datawould bethe best option for them, whereas others said they
would usethe datafor discussionsin their clinic and take written
notes. The most acceptable solution for al clinicians was a
screenshot of the data that could be shared with the user’s
permission during a clinic session:

We have to document everything anyway, I'd use it
all. Would be good if you could have it on a printout
because you could put it in your records... I'd like a
picture of it, it can be scanned into the records.
[Clinician 4]

Patient Engagement

The feedback on anticipated patient engagement was optimistic.
Cliniciansfelt that theinteractive nature of URApp would appeal
to young people, particularly the customizability and reward
systems:

I think wewould useit on every single child that came
to our clinic, anyone that came to bladder training,

Table4. Summary of the final app modifications.

Whale et a

we would direct them all to it and say thisis part of
it, download this app we're not going to give you an
appointment until you've got some data on it.
[Clinician 7]
Clinicians felt it would be especially beneficial to use with
patients who were not making progress with their treatment or
were not engaging with their treatment plans:

I’malready thinking of kids | could usethiswith. I'm
just going through a load of telephone reviews, and
nothing has changed for these kids. It's just
exhausting really. [Clinician 6]It's sustainable and
it's something that will get their concentration. They
like these sorts of things. Stting in front of someone
being nagged at all the time, if they can actually do
the app themselves and tap in all the stuff, and
hopefully there's obviously research to show it does
motivate people and keep them going. [Clinician 6]

Final App Madifications

Findings from the user testing phase were inputted into the table
of changes and synthesized to identify the key areas for
modification. All potential changes were discussed within the
research team and coded using the MSCW framework with an
additional no change code. Decisions were made based on
repetition of feedback, importance for app functioning,
importance for behavior change, consistency with clinical
treatment guidelines, and cost of the change. A total of 9 key
modifications were identified. Table 4 provides a summary of
the identified changes and the app function areas.

App function area

App modification

Recording new drinks

Adding new drinks

Daily diary

Settings/about

Background and information pages
Wees

Poos

Task center

Drinking goal feedback

Pop-up message to explain how to pull down the fluid level on first use
Making the option to change the time of drink more obvious

Free text option for recording notes

Add a PDF link to instruction manual

Reformat and reduce amount of text

Change leak text to include incontinence pad users

Pop-up with more information on stool consistency

Pulsing red button on home page to make this more obvious

Show goa completion over 100% if the user has exceeded their daily drinking goal

Discussion

Principal Findings

URADpp is the first smartphone app specifically designed to
support young peoplewith Ul. User testing among young people
with Ul demonstrated that URApp is acceptable, usable,
engaging, and potentially effective in supporting concordance
with bladder training. Young people liked the design and style
of URApp and felt that it was age appropriate. Younger
participants expressed a desire to be able to personalize the
design of URApp to agreater extent, for example, by changing
thetheme colors or having seasonal backgrounds. Young people
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found the app quick and easy to use and liked the interactive
nature of recording drinks.

All participants found URApp to be helpful in managing their
drinking and toilet schedul es, with many requesting to continue
using the app beyond the study. Several participants reported
that they had been able to increase their drinking or maintain
more regular drinking as a result of using URApp. These
findings are encouraging and provide preliminary evidence that
URApp could be a potentially effective solution for providing
personalized support to young people to self-manage their
bladder symptoms.
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URApp was designed to be discreet, and the mandatory passcode
ensures privacy, afeature that was highly valued by the young
people who tested the app. Previous research had found that
timer watches prompt unwanted attention from peers, creating
abarrier to their use [8,15]. URApp provides discreet prompts
through the phone user’'s SM S text message notification sound
and allows users to customize their reminder text.

Young people were positive about the reward functions in
URApp and felt this would motivate them to keep using the
app. Thisisimportant, as continued concordance with the timed
drinking and toileting scheduleis crucial for successful bladder
training [13].

Cliniciansthought that URApp could provide an age-appropriate
solution to aid concordance with bladder training in young
people and, therefore, could be used as an adjunct to treatment.
The option to customize the reminder time and text was
particularly commended, as this could be tailored to each
individual patient. Clinicians also reported that being able to
record the type of drink was beneficial, as certain typesof drinks
(eg, fizzy and caffeinated drinks) might have an adverse impact
on bladder function in some patients.

Strengths and Limitations

URApp was devel oped using arigorous approach to intervention
and app design, which is underpinned by the behavior change
theory. Devel opment methods were guided by Medical Research
Council recommendations for the development and evaluation
of digital interventions [27] and informed by the PBA to
intervention development [29]. Thisisthe optimal approach for
developing digital health interventionsto ensure their usability
and acceptability [41].

Whale et a

The end user population was included throughout the
development process. This means that URApp was centrally
designed around user needs and feedback. Engaging with the
app development team from the project’s outset ensured that
the proposed design and functions of the app were feasible in
terms of cost and delivery within the project timeline.

Although our results are encouraging, this work does have
limitations. User testing was restricted to young people with
English as afirst language and with predominantly high levels
of educational ahility. Further testing and refinement of URApp
is needed with young people from a range of educational,
socioeconomic, and ethnic backgrounds.

In addition, young people included in the study had already
engaged intreatment for U, either through primary or secondary
care. It is not clear if URApp would offer the same level of
acceptability and utility to young people who had not yet
engaged in treatment. This is an important area for further
research, as the stigma of continence problems prevents many
young people from seeking treatment.

Conclusions

This study provides initial support for the acceptability and
usability of URApp. The next stage is to test whether URApp
is effective in aiding concordance with bladder training, and
therefore, improve bladder symptoms and enhance well-being.
URApp should be tested across a range of settings, including
pediatric continence clinics, primary care, and schools (via
school nurses). The cost-effectiveness of using URApp to
support bladder training in primary and secondary care settings
and in the community also needsto be examined. Aninteractive
website [23] has been developed where users can download
URADPpp at no cost (available for iOS and Android devices) and
access resources to support young people with Ul.
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Behavior change techniques used in URApp.
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Abstract

Background: Safe Sleep Community Baby Showers address strategies to prevent sleep-related infant deaths. Due to the
COVID-19 pandemic, these events transitioned from in-person to virtual.

Objective: Thisstudy describes outcomes of transitioning Safe Sleep Community Baby Showersto avirtua format and compares
outcomes to previous in-person events.

Methods: Participants from four rural Kansas counties were emailed the presurvey, provided educational materials (videos,
livestream, or digital documents), and completed a postsurvey. Those who completed both surveys received a portable crib and
wearable blanket. Within-group comparisons were assessed between pre- and postsurveys; between-group comparisons (virtual
VS in-person) were assessed by postsurveys.

Results: Based on data from 145 in-person and 74 virtual participants, virtual participants were more likely to be married
(P<.001) and have privateinsurance (P<.001), and werelesslikely to report tobacco use (P<.001). Both event formats significantly
increased knowledge and intentions regarding safe sl eep and avoidance of secondhand smoke (all P<.001). Breastfeeding intentions
did not change. Differences were observed between in-person and virtual meetings regarding confidence in the ability to avoid
secondhand smoke (in-person: 121/144, 84% vsvirtual: 53/74, 72%; P=.03), intention to breastfeed =6 months (in-person: 79/128,
62% vs virtual: 52/66, 79%; P=.008), and confidence in the ability to breastfeed =6 months (in-person: 58/123, 47% vs virtua:
44/69, 64%; P=.02).

Conclusions: Although both event formats demonstrated increased knowledge/intentions to follow safe sleep recommendations,
virtual events may further marginalize groups who are at high risk for poor birth outcomes. Strategies to increase technology
access, recruit priority populations, and ensure disparities are not exacerbated will be critical for the implementation of future
virtual events.

(IMIR Pediatr Parent 2021;4(4):€31908) doi:10.2196/31908
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Introduction

Theimpact of SARS-CoV-2 on materna and perinatal outcomes
appearsto beless severethan initially thought, though infection
is still a cause for concern [1-4]. However, impacts appear to
go beyond the physiologic reactions to direct infection [1].
Pregnant and postpartum women have reported changes in
employment and financial status, mental health, social support,
and for some even access to care [5]. Women also reported
changesininfant care practices, such as breastfeeding and infant
Sleep strategies, specifically attributed to the pandemic, though
changes did not always reach statistical significance [5].

Although empirical data are not yet available, persona
communication with emergency and support services indicate
there may be an increase of sleep-related infant deaths during
the pandemic. Sleep-related infant deaths, including sudden
infant death syndrome (SIDS), accidental suffocation or
strangulation in bed, and other undetermined desths, are the
primary cause of death for infants from 28 daysto 1 year of life
despite risk reduction strategies promoted by the American
Academy of Pediatrics (AAP; eg, supine position) [6]. Programs
such as Safe Sleep Community Baby Showers [7-9] are a
recognized strategy to promote infant safe sleep [10] where
women and their support persons are brought together at a
community venue to celebrate their pregnancy and receive
education. Topics address risk reduction strategies to prevent
sleep-related infant deaths, including safe sleep position and
surface, breastfeeding, and tobacco-free environments. Tools
needed to create a safe sleep environment (eg, portable crib or
wearable blanket) are often provided to attendees [7-9].

During the COVID-19 pandemic, many programs that support
maternal and infant health, including education on the AAP
safe sleep recommendations, had to redirect resources and
reduce or even halt support services. New delivery strategies
were needed to accommodate stay-at-home orders and gathering
Sizerestrictionswhen serviceswere available. One such strategy
was virtual education; however, theimpact of transitioning Safe
Sleep Community Baby Showers from in-person to virtual is
unknown. As such, the purpose of this study is to describe the
outcomes of virtual Safe Sleep Community Baby Showers and
compare the results to previous in-person events.

Methods

Settings

TheKansas|nfant Death and SIDS (K1DS) Network has created
astatewideinfrastructure of certified safe sleep instructors[8,11]
who facilitate in-person Safe Sleep Community Baby Showers.
With the support of the KIDS Network, safe sleep instructors
in four rural counties (Geary, Cloud, Harvey, and Shawnee)
held virtual Safe Sleep Community Baby Showers in 2020.
Outcomes from these events were compared to previous
in-person Safe Sleep Community Baby Showers held in 2019.

Participants

Participants were pregnant or postpartum women. For in-person
events, participants were recruited via social media, radio ads,
and fliers, and through health care providers and maternal and

https://pediatrics.,jmir.org/2021/4/€31908
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child health programs. Presurveys were completed on paper at
the event prior to the education. Postsurveys were completed
immediately following the education. Participants for virtual
events were recruited through local outreach including social
media and referral by partner programs and events. Potential
participants were emailed a link and instructions to complete
the presurvey. Once compl eted, educational materialsand links
were distributed. The postsurvey link with instructions was
emailed following completion of the education. Participants at
all events who completed both pre- and postsurveys received a
portable crib and wearabl e blanket.

Instruments

A 22-item presurvey, including demographics; knowledge;
intention; and practice questions on safe sleep, tobacco
use/avoidance, and breastfeeding, was completed by participants
prior to receiving education. Due to skip logic, not all
participants completed all items. At the end of the event, 13 of
the same knowledge and intention items from the presurvey
and an additional 9 itemsrelated to confidence and satisfaction
with the event were collected. Deidentified survey data were
collected and managed using REDCap, asecure web-based data
capture application hosted at the University of Kansas Medical
Center [12,13].

Education

Safe deep, breastfeeding, and tobacco cessation/avoidance
education was provided to participants regardless of education
format. In-person events were interactive by nature, using
presentation and demonstration, but also included video
components. For virtual events, Geary and Cloud counties chose
to provide educational videos and prerecorded presentations to
participants (passive). Harvey and Shawnee counties held
real-time interactive education over a virtual platform
(interactive).

Statistical Analysis

Descriptive statistics, confidence items, and satisfaction are
summarized using frequencies (percentages). Comparisons
between pre- and postsurveys were made using McNemar test
for paired dichotomous variables (safe vs unsafe responses),
Friedman test, and chi-square likelihood ratio test. Data from
previous in-person Safe Sleep Community Baby Showers for
three of the four counties were used to assess potential
differencesin postintervention outcomes. One was omitted due
to using a previous version of the survey. The Mann-Whitney
Wilcoxon test for independent sampleswas used for comparison
between virtual and in-person events. Dueto different education
formats (interactive and passive) for virtua Safe Sleep
Community Baby Showers, a secondary data analysis was
completed. Alpha was set a priori at .05. Statistical analyses
were performed using SPSS for Windows, Version 23.0 (IBM
Corp). This project involved secondary analysis of deidentified
program data and was reviewed by the University of Kansas
Medical Center Human Subjects Committee who determined
it to not be human participant research.
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Results

Participants

Between August 2020 and November 2020, four virtual Safe
Sleep Community Baby Showers were held in rural Kansas
counties. Harvey, Geary, Cloud, and Shawnee. A total of 97
individuals engaged in the virtual events, 22 completed only
the presurvey, and 1 completed only the postsurvey. Therefore,
74 participants were included in the analysis. Due to similarity
in results between events, data is reported in aggregate on the

https://pediatrics.,jmir.org/2021/4/€31908
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tables. In 2019, one in-person Safe Sleep Community Baby
Shower was held in each of the following counties Geary, Cloud,
and Shawnee counties with a total of 145 attendees across all
events. All completed both pre- and postsurveys.

Demographics

Full demographicsare in Table 1. Differencesin marital status
and insurance status were observed between virtua and
in-person participants. Virtual participants were significantly
more likely to be married (P<.001) and have private insurance
(P<.001).
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Table 1. Participant characteristics.?

In-person CBS? (n=145), n (%)  Virtuad CBS(n=74),n (%)  Between group difference, P value®

County of residence <.001
Harvey 0(0.0) 15 (20.3)
Geary 54 (37.2) 42 (56.8)
Cloud 20 (13.8) 11 (14.9)
Shawnee 71 (49.0) 6(8.1)
Race/ethnicity 44
Non-Hispanic White 87 (60.4) 51 (68.9)
Non-Hispanic Black 30 (20.8) 10 (13.5)
Hispanic 15 (10.4) 9(12.2)
Other® 12(8.3) 4(5.4)
Marital status <.001
Single 58 (40.3) 8(10.8)
Married 59 (41.0) 51 (68.9)
Other® 27 (18.8) 15(20.3)
Partner race/ethnicity .64
Non-Hispanic White 74 (51.0) 46 (62.2)
Non-Hispanic Black 27 (18.6) 11 (14.9)
Hispanic 17 (11.7) 7(9.5)
Otherd 14 (9.7) 5(6.9)
Not applicable/choose not to answer 13(9.0) 5(6.8)
Mother’s education .05
Some high school 23(16.0) 5(6.8)
High school graduate or GEDf 79 (54.9) 32(432)
2-year community college graduate 12 (8.3) 13(17.6)
4-year college graduate 15 (10.4) 13 (17.6)
Graduate school 9(6.3) 7(9.5)
Other 6(4.2) 4(5.4)
Insurance status .001
Private insurance 27(18.8) 26 (35.1)
KanCare/Medicaid 84 (58.3) 23(31.1)
Military 24(16.7) 20 (27.0)
Other? 9(6.3) 5(6.9)
Prenatal care provider A1
Private provider's office 54 (37.8) 34 (46.6)
Hospital clinic 66 (46.2) 30 (40.5)
Community health clinic 16 (11.2) 4(5.49)
Clinic at work or school 0(0.0) 2(27)
County health department 219 0(0.0)
Other 5(3.5) 3(4.0)

8Missing data: in-person: racelethnicity (n=1), marital status (n=1), mother's education (n=1), insurance status (n=1), prenatal care provider (n=2);
virtual: prenatal care provider (n=1).
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P value <.05 indicates a statistically significant difference between pre- and postsurvey responses.

dRacelethnicity: other includes multiracial and other.
EMarital status: other includes partnered, separated, and divorced.
fGED: General Educational Development.

9YInsurance status: other includes self-pay, managed care organi zation/marketplace, and other.

Changesin Safe Sleegp Knowledge and Intentions

Following the Safe Sleep Community Baby Showers, in-person
participants demonstrated a positive increase from pre- to
postsurvey in intention to follow safe sleep practices related to
anticipated sleep position (pre: 128/144, 89% vs post: 142/144,
99%; P<.001), anticipated sleep surfaces (pre: 126/145, 87%
vs post: 140/145, 97%; P=.001), anticipated crib items (pre:
86/130, 66% vs post: 123/130, 95%; P<.001), and discussing
safe sleep with others (pre: 90/138, 65% vs post: 132/138, 96%;
P<.001; Table 2). On the postsurvey, the majority (123/125,
98%) reported knowing at least one person who would support
safe deep. Virtua participants also demonstrated a positive

Table2. Changesin intended safe sleep practices.?

increase from pre- to postsurvey inintention to follow safe dleep
practices related to only placing their baby on the back to sleep
(pre: 63/74, 85% vs post: 74/74, 100%; P=.001), safe sleep
surfaces (pre: 60/73, 82% vs post: 71/73, 97%; P=.001),
inclusion of only safeitemsinthe crib (pre: 58/73, 80% vs post:
71/73, 97%; P<.001), and discussing safe d eep with others (pre:
53/73, 73% vspost: 73/73 100%; P<.001). In addition, al virtual
participants (74/74, 100%) reported knowing at least one person
who would support safe sleep. No differences in anticipated
safe sleep practices were observed between those who attended
an in-person event compared to those who attended a virtual
event.

In-person CBS? (n=145)

Virtual CBS (n=74) Between-group

differences, P
value®
Presurvey, n Postsurvey, n Within-group  Presurvey, n Postsurvey, n Within-group
(%) (%) difference, P (%) (%) difference, P
value value
Safe sleep position 128 (88.9) 142 (98.6) <.001 63 (85.1) 74 (100) .001 31
(back only)
Safe sleep surface 126 (86.9) 140 (96.6) .001 60 (82.2) 71(97.3) .001 .78
(crib, portable crib, or
bassinet only)
Safecribitems (firm 86 (66.2) 123 (94.6) <.001 58 (79.5) 71(97.3) <.001 .33
mattress, fitted sheet,
or wearable blanket
only)
Haveor plantodiss 90 (65.2) 132 (95.7) <.001 53 (72.6) 73 (100) <.001 .07
cuss safe sleep with
others

3Mlissing data: in-person: sleep position (n=1), crib items (n=15), talk to others about safe sleep (n=7); virtual: sleep surface (n=1), crib items (n=1),

talk to others about safe sleep (n=1).
beas: Community Baby Showers.

P value <.05 indicates statistically significant difference between pre- and postsurvey responses.

Changesin Readinessto Quit and Knowledge of a
Tobacco-Free Environment

The majority of in-person participants (=100, 69%) and virtual
participants (n=72, 97%) reported not using tobacco products
in the 6 months prior to the Safe Sleegp Community Baby
Showers; however, this number was significantly lower for
in-person participants (P<.001). Of in-person participants
reporting tobacco use (n=44/144), the majority (n=27/44, 61%)
reported daily use, while 5% (n=2/44) reported weekly and 34%
(n=15/44) were not currently using. Of virtual participantswho
reported using (n=2/74), one was not currently using and the
other reported daily use. No significant changesin readinessto
quit were observed between pre- and postsurvey for either group.

https://pediatrics.,jmir.org/2021/4/€31908

Positive changes were observed for in-person participants from
pre- to postsurvey regarding plans to not allow tobacco usein
the home or car (pre: 123/142, 87% vs post: 132/142, 93%;
P=.04), knowledge of three waysto avoid secondhand exposure
(pre: 107/140, 76% vs post: 135/140, 96%; P<.001), and
knowledge of at least threelocal resourcesfor tobacco cessation
(pre: 24/133, 18% vs post: 55/133, 41%; P<.001; Table 3).
Following the events, virtual participants also reported positive
changes from pre- to postsurvey in plans to not allow tobacco
use inside their home or car (pre: 67/74, 91% vs post: 73/74,
99%; P=.01), knowledge of three ways to avoid secondhand
exposure (pre: 52/74, 70% vs post: 74/74, 100%; P<.001), and
knowledge of at least threelocal resourcesfor tobacco cessation
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(pre: 7/73, 10% vs post: 38/73, 52%; P<.001). No differences

Table 3. Smoking exposure, cessation, resources, and intent to quit.a

Ahlers-Schmidt et d

were observed between virtual and in-person participants.

In-person CcBS? (n=145)

Virtual CBS (n=74) Between-group

differences, P
value®
Presurvey, n Postsurvey, n Within-group  Presurvey, n Postsurvey, n Within-group
(%) (%) difference, P (%) (%) difference, P
value value
Secondhand exposure in home or card 04 01 05
Never 123 (86.6) 132 (93.0) 67 (90.5) 73 (98.6)
Daily 18 (12.7) 9(6.3) 5(6.8) 1(14)
Weekly 1(0.7) 1(0.7) 227 0(0.0)
Know =3 waysto avoid secondhand exposure <.001 <.001 10
Yes 107 (76.4) 135 (96.4) 52 (70.3) 74 (100)
No 33(23.6) 5(3.6) 22(29.7) 0(0.0)
Know =3 local resourcesfor tobacco cessation <.001 <.001 a2
Yes 24(18.0) 55 (41.4) 7(9.6) 38 (52.1)
No 109 (82.0) 78 (58.6) 66 (90.4) 35(47.9)

3Mlissing data: in-person: secondhand exposure in home or car (n=3), know >3 ways to avoid secondhand exposure (n=5), know >3 local resources

(n=12); virtual: know >3 local resources (n=1).
beas: Community Baby Showers.

P value <.05 indicates statistically significant difference between pre- and postsurvey responses.

dPre:survey indicates actual behavior; postsurvey represents future intention.

Changesin Breastfeeding I ntentions

In-person participants planned to breastfeed their baby with no
change observed from pre- to postsurvey (pre: 130/138, 94%
vs post: 132/138, 96%; P=.53; Table 4). Differences were also
not observed in intention to breastfeed longer than 6 months
(pre: 77/128, 60% vs post: 79/128, 62%; P=.63). However,
following the events, more in-person participants reported being
confident in their ability to breastfeed for longer than 6 months
(pre: 50/123, 41% vs post: 58/123, 47%; P=.008), and
knowledge of at least three local breastfeeding resources (pre:
45/138, 33% vspost: 81/138, 59%; P<.001). Virtual participants
planned to breastfeed their baby with no change observed pre-

https://pediatrics.,jmir.org/2021/4/€31908

to postsurvey (pre: 69/74, 93% vs post: 69/74, 93%; P=.56).
No differences were reported in intention to breastfeed longer
than 6 months (pre: 52/66, 79% vs post: 52/66, 79%; P>.99) or
confidence in ability to breastfeed longer than 6 months (pre:
41/69, 59% vs post: 44/69, 64%; P=.38). A datistically
significant difference was observed in knowledge of at least
three local breastfeeding resources (pre: 13/74, 18% vs post:
41/74, 55%; P<.001) following the virtual events. Differences
were observed between in-person and virtual participants in
their intention to breastfeed longer than 6 months (post: 79/128,
62% vs post: 58/66, 79%; P=.008) and confidence in ability to
breastfeed for longer than 6 months (post: 58/123, 47% vs post:
44/69, 64%; P=.02).
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Table 4. Breastfeeding intent, confidence, and knowledge of resources.?

In-person CBS? (n=145) Virtual CBS (n=74) Zﬁg?cgosp

value®

Presurvey,n  Postsurvey,n  Within-group ~ Presurvey,n  Postsurvey, n  Within-group

(%) (%) difference, P (%) (%) difference, P
value value
Likelihood of breastfeeding .53 .56 .80
Don't plantobreastfeed 4 (2.9) 5(3.6) 5(6.8) 5(6.8)
Not likely 4(2.9 1(0.07) 0(0.0) 0(0.0)
Somewhat likely 25(18.1) 24.(17.4) 10 (13.5) 11 (14.9)
Very likely 105 (76.1) 108 (78.3) 59 (79.7) 58 (78.4)
Intend to breastfeed >6 months .63 >.99 .008
Yes 77 (60.2) 79 (61.7) 52 (78.8) 52 (78.8)
No 51 (39.8) 49 (38.3) 14 (21.2) 14(21.2)
Confident in ability to breastfeed for >6 months .008 .38 .02
Yes 50 (40.7) 58 (47.2) 41 (59.4) 44 (63.8)
No 73(59.3) 65 (52.8) 28 (40.6) 25(36.2)
Knowledge of =3 local breastfeeding resources <.001 <.001 .65
Yes 45 (32.6) 81(58.7) 13 (17.6) 41 (55.4)
No 93 (67.4) 57 (41.3) 61 (82.4) 33 (44.6)

3Mlissing data: in-person: likelihood (n=7), duration (n=6), confidence (n=11), knowledge of local resources (n=7); virtual: duration (n=8), confidence
(n=5).

beas: Community Baby Showers.

P value <.05 indicates statistically significant difference between pre- and postsurvey responses.

differences were only observed between the two groups in

Confidence Change confidence to avoid secondhand smoke (P=.03).

On the postsurvey, participants were asked to rate their
confidence based on education received (Table 5). Significant
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Table 5. Confidencein ability to engagein risk reduction strategies following Safe Sleep Community Baby Showers.?

In-person cBs” (n=145)

Virtual CBS (n=74)  Between-group difference, P value®

Get baby to sleep on their back 22
Less confident 1(0.7) 0(0.0)
No change 24 (16.6) 18 (24.3)
More confident 120 (82.8) 56 (75.7)

Have baby sleep in my room, but separate crib, portablecrib, or bassinet .18
Less confident 1(0.7) 0(0.0)
No change 23(15.9) 18 (24.3)
More confident 121 (83.4) 56 (75.7)

Keep loose blankets out of thecrib .60
Less confident 3(21) 0(0.0)
No change 25(17.4) 17 (23.0)
More confident 116 (80.6) 57 (77.0)

Follow safe sleep recommendations even when people give different advice .50
No change 17 (15.2) 14 (18.9)
More confident 95 (84.8) 60 (81.1)

Avoid secondhand smoke .03
No change 23(16.0) 21 (28.4)
More confident 121 (84.0) 53(71.6)

Breastfeed 14
No change 36 (25.5) 26 (35.1)
More confident 105 (74.5) 48 (64.9)

8Mlissing data: in-person: loose blankets (n=1), follow recommendations (n=33), secondhand smoke (n=1), breastfeeding (n=4).

beas: Community Baby Showers.

P value <.05 indicates statistically significant difference between pre- and postsurvey responses.

Participant Satisfaction

Satisfaction with events was high. In-person participants were
very satisfied (120/144, 83%), satisfied (22/144, 15%), or neutral
(2/144, 1%). Themajority of virtual participantsreported being
very satisfied (57/74, 77%). The remainder were satisfied (16/74,
22%) or neutral (1/74, 1%). Several comments specificaly
addressed the virtual nature of the training. One woman stated:

Thank you for the opportunity to participate in the
community baby shower over zoom! It's a great way
to keep promoting safe sleep for babieswhile keeping
up with the strange times we are living in today.

No significant differences in event satisfaction were observed
between in-person and virtual participants (P=.27).

Secondary Analysis of Virtual Education For mats

Two different education formats were used at the virtual Safe
Sleep Community Baby Showers. A total of 53 (71.6%)
participants received passive education and 21 (28.4%) attended
an interactive virtual event. Participants who attended passive
virtual events were significantly more likely to have received
a high school diploma or General Educational Devel opment
(GED; P=.01) and have military insurance (P=.01), whereas

https://pediatrics.,jmir.org/2021/4/€31908

participants who attended interactive events were more likely
to receive prenatal care at a private provider’s office (P=.01).
No differences in anticipated safe sleep practices, smoking
exposure or cessation, breastfeeding intention or confidence,
or confidence on engagement in risk reduction strategies were
observed between those who attended a passive virtual event
compared to those who attended an interactive virtual event.
Differences between the two groups were observed regarding
knowledge of resources following the events. Specifically,
participants who attended interactive events were more likely
to know three or more local resources for tobacco cessation
(P<.001) and three or more local breastfeeding resources
(P<.001).

Discussion

Impact of Virtual Format

Safe Sleep Community Baby Showers held as virtual eventsin
rural countiesdueto the COVID-19 pandemic had significantly
more participants who reported being married and on private
insurance than in-person events. These characteristics are
frequently associated with positive perinatal outcomes (eg,
[14,15]). In addition, though it did not cross the threshold for
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significance, virtual attendees were less likely to report low
education levels (37/74, 50% high school diploma/GED or less)
than in-person attendees (102/144, 71%).

Women of higher socioeconomic status may have been more
likely to participate in Safe Sleep Community Baby Showers
for a variety of reasons. Rural communities are highly
susceptible to COVID-19 due to vulnerable populations, fewer
physicians, and lack of related services[16]. However, impacts
may be especially direfor socially vulnerable popul ations[16],
and concerns for immediate needs (eg, food, housing, or
employment) impacted by the pandemic may have resulted in
lower participation in educational events by low-income women.
Further, during the pandemic, many health departments and
health care providers had to modify or suspend services such
as prenatal home visits, which may have promoted Safe Sleep
Community Baby Showersto hard-to-reach families.

Differencesin participants between the two event formats may
also highlight access disparities that are exacerbated with the
use of technology [17]. To reduce unintended negative impacts,
future events could use Crawford and Serhal’s[18] digital health
equity framework, an expansion of Dover and Belon's [19]
theories of health equity. Dover and Belon’s[19] model suggests
that the interplay of social determinants of health and health
system use impact health equity. Within the model, impacts of
socioeconomic, cultural, and political context, and their
influence on the socia stratification process, health policy
context, environment, health-related behaviors and health
beliefs, and social circumstances are explored [19]. Crawford
and Serhal [18] expand this framework by considering the
impacts of digital health resources and digital health literacy in
enhancing health equity. For example, an individua’s use of
technology and capacity to access and interpret digital content
isshaped by their social, cultural, and economic position, which
should be considered in the development of health care and
education and, even more importantly, in the development of

policy [18].

AsCOVID-19 transmission risks are reduced through increased
vaccine availahility, it may be important to consider ways to
safely hold in-person events, as data suggests these events serve
individuals reporting more sociodemographic and behavioral
risk factors associated with infant mortality [20]. If COVID-19
risks persist, identifying outreach strategies and partnershipsto
increase access to technology may be critical to ensure high-risk
families have access to virtual events and to prevent further
marginalizing disparate groups. Event dissemination and
recruitment strategies may also need to be shifted to better
promote virtual eventsto disadvantaged groups, such asthrough
health care providers, other maternal child health programs, or
trusted community members.

Despite demographic differences in attendees, both event
formats were successful at promoting the AAP Safe Sleep
Recommendations, with participants showing significant
increases regarding intentions to use safe sleep practices
following the baby showers. Postevent rates reflected those
from previously published studies [7-9]. Similarly, positive
improvements were observed within events for tobacco
cessation/avoidance items, though self-reported tobacco use

https://pediatrics.,jmir.org/2021/4/€31908
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was significantly higher for in-person participants. This could
further reflect in-person participation by a higher risk group or
may suggest ahigher likelihood to truthfully report tobacco use
in person. Fewer improvementswere observed for breastfeeding
intention and duration, though knowledge of breastfeeding
support resources increased. In addition, only the in-person
events increased participant confidence in the ability to
breastfeed for greater than 6 months, which has been linked to
benefits for both mother and infant, including reduced infant
mortality [21].

To further assess impacts of the virtual education, a secondary
analysis was performed to compare passive versus active
education strategies. Participants differed in terms of
demographic variables such asinsurance type, but thisislikely
areflection of the community at large and not the educational
format. For example, Geary County, which used a passive
education format, had high rates of military insurance but isthe
home of amilitary base. In terms of knowledge outcomes, the
most prominent difference appeared in recognition of tobacco
cessation and breastfeeding support resources. This may have
resulted from additional discussion by participants and
presenters in the interactive format. If the passive format will
be used in the future, special care should be taken to provide
additional information on resources avail able to support desired
behaviors.

Limitations

This study is limited as events took placein rural countiesin a
Midwest state and may not be generalizable to urban areas or
other regions. These rural communities had been engaged in
safe sleep promotion through the Safe Sleep Instructor [8,11]
project over a number of years, which may have impacted
baseline data and openness to safe deep education. The
proportions of participants by county differed between in-person
and virtual formats, which may have contributed to demographic
differences. However, poverty rates for the counties were
comparable: Harvey 9.6%, Cloud 11.4%, Shawnee 11.4%, and
Geary 13%; state range 3.3% to 22.4% [22]. Data were
self-reported, which could result in social desirability response
bias. In addition, behavioral datafollowing the event could not
be collected, as it was outside the scope of this project. Future
studies should assess parent behaviors related to infant safe
sleep following educationa events. The authors would like to
note there were fewer missing data with the virtual trainings.
Thismay indicate abenefit of allowing participantsto complete
data forms at their leisure prior to the event. Future research
should assess attitudes and comfort around compl eting surveys
online compared to in-person.

Conclusions

Although both event formats demonstrated the ability to increase
knowledge/intentions in most areas measured, virtual events
may further marginalize groups who are at high risk for poor
birth outcomes. These findings have implications beyond safe
deep promotion, especially as the COVID-19 pandemic
continues to accelerate the use of telemedicine and virtual
platforms for public health education. Strategies to increase
technology access, recruit priority populations, and ensure
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disparities are not enhanced will be critical for implementation  of future virtual events.
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Abstract

Background: Fallsaccount for approximately 50% of infant injury hospitalizations, and caretaker behavior is central to preventing
infant falls. Behavior theory—informed interventionsfor injury prevention have been suggested, but to date, few have been reported.
The potential of using smartphones for injury prevention intervention delivery is also underexploited.

Objective: This study aims to develop a behavior theory— and evidence-based as well as user-centered digital intervention as
amobile app for parents to prevent infant falls following agile development practices.

Methods: Infant falls while feeding was selected as the fall mechanism to demonstrate the approach being taken to develop this
intervention. In phase 1, the Behaviour Change Wheel was used as a theoretical framework supported by a literature review to
define intervention components that were then implemented as a mobile app. In phase 2, after the person-based approach, user
testing through think-aloud interviews and comprehension assessments were used to refine the content and implementation of
theintervention.

Results. The target behaviors identified in phase 1 were adequate rest for the newborn’s mother and safe feeding practices
defined as prepare, position, and place. From behavioral determinants and the Behaviour Change Wheel, the behavior change
functions selected to achieve these target behaviors were psychological capability, social opportunity, and reflective motivation.
The selected behavior change techniques aligned with these functions were providing information on health consequences, using
a credible source, instruction on performing each behavior, and social support. The defined intervention was implemented in a
draft Android app. In phase 2, 4 rounds of user testing were required to achieve the predefined target comprehension level. The
results from the think-aloud interviews were used to refine the intervention content and app features. Overal, the results from
phase 2 revealed that users found the information provided to be helpful . Features such as self-tracking and inclusion of the social
and environmental aspects of falls prevention were liked by the participants. Important feedback for the successful implementation
of the digital intervention was also obtained from the user testing.

Conclusions: To our knowledge, thisis the first study to apply the Behaviour Change Wheel to develop a digital intervention
for child injury prevention. This study provides adetailed example of evidence-based development of abehavior theory—informed
mobile intervention for injury prevention refined using the person-based approach.
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Introduction

Background

Fallsaccount for almost half of all injury-related hospitalizations
ininfantsaged <1 year [1], with potential lifelong consequences.
Infant falls are often explained by the characteristics of natural
development (rolling, exploring, and natural curiosity), which
occursrapidly over thefirst year of life. Fallsfrequently happen
when caretakers are underprepared for risks associated with this
rapid motor development and environments are inappropriate
or not well matched to the developmenta level. The latter
includes misuse of nursery furniture. Age-appropriate injury
prevention education for caretakers and home saf ety assessments
have therefore been suggested as potential interventions for
infant fall preventionin previous studies[2,3], and thereisgood
evidence that parenting interventions can be effective for
reducing child injury generally [4]. Although many falls
prevention programs target children aged <5 years and there
are a few proven interventions effective for preventing child
injury in the home generally, there is currently a paucity of
proven theory-driven fall prevention interventions specifically
targeting caretaker behavior and environmental risks to reduce
fallsin children aged <1 year [5]. We intend to fill this gap by
developing an intervention targeting caretaker behavior and
attention to environmental risks to reduce the risk of falsin
children aged <1 year.

As fall mechanisms change with the age of the infant [6], any
type of intervention needs to account for the different contexts
or scenarios related to falls throughout the first year of life. It
iswell understood that educational interventions alone may not
lead people to act on the information they receive; therefore, it
isimportant that the intervention be firmly grounded in behavior
change theory such as the one underpinning the Behaviour
Change Wheel [7]. This is a commonly used theoretical
framework in the design of behavior change interventions
targeting abroad array of public health problems [8-11].

Smartphones are an ideal delivery channel for child injury
prevention interventions, with new parents increasingly using
technol ogy to access health information, especially in countries
with high smartphone use [12]. Smartphones and digital
technologies and apps also provide a mechanism for delivering
agreater array of behavior change techniquestargeting behavior
change than paper-based or person-to-person intervention
delivery methods. They also provide an opportunity for remote
engagement with specific sectors of the community when
one-to-one engagement is difficult, such as in a pandemic
[13,14] or geographically isolated locations. A behavior change
intervention combined with mobile technology is known as a
digital behavior change intervention (DBCI). Given the
flexibility of thisdelivery mechanism and the growing evidence

https://pediatrics,jmir.org/2021/4/e29731

for the effectiveness of DBCls in other areas of public health,
particularly those DBCls grounded in behavior theory [15], we
plan to develop our intervention asa DBCI.

Asusability iscritical to the success of DBCIs[16], user testing
is an important part of the intervention development process,
and think-aloud studies are commonly used for this purpose
[17]. Coupled with the Behaviour Change Wheel methodol ogy,
this can be used to understand both the hedonic or utilitarian
aspects of the DBCI and the appropriateness and anticipated
challenges in adherence to embedded behavior change
techniques[17]. Information comprehension isanother important
aspect of usability likely to affect DBCI effectiveness. Although
this does not seem to be something routinely assessed in user
testing of DBCls, the need to make sure that theinterventionis
suitable for users of different levels of literacy has been noted
previously [18], and a systematic assessment of comprehension
is common in the development of written health information
[19].

Objective

The aim of this study is to develop an intervention using the
Behaviour Change Wheel, supported by empirical data and
expert feedback, to systematically identify behavior change
techniques and implement them digitally (phase 1) and to
optimizethedigital intervention modulesthrough user feedback
and assessment of comprehension of information (phase 2). In
previouswork, we have identified key fall mechanism priorities
[20,21], and following agile devel opment practices[22], weare
developing this intervention in a modular way. The key infant
fall mechanisms we are targeting in this intervention are fals
from furniture, falls when being carried or supported by
someone, and falls from baby products. Our approach to
developing this multitarget intervention involves the
development of 4 distinct modules that address (1) falls from
furniture, (2) fallsthat occur when the baby isfeeding, (3) other
aspects of home environmentswhere falls occur when the infant
is being carried (eg, steps and stairs), and (4) falls from baby
products. The same development and user-testing approach is
being applied in the development of each of these 4 modules.
To alow our development process to be described in detail in
asingle paper, we have chosen the modul e targeting infant falls
related to feeding as a case study to describe this process.

Methods

Two-Phased Approach

Figure 1 depicts the two-phased approach used in devel oping
theintervention module. Phase 1 involved the development and
digital implementation of the intervention material, whereasin
phase 2, the digital information and delivery method were
optimized after think-aloud interviews and comprehension
assessment with the target audience.
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Figure 1. Two-phased development of the intervention. BCW: Behaviour Change Wheel.
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Phase 1: I ntervention Content Design and Development

The aim of phase 1 isto identify problem and target behaviors
to inform and then develop the intervention content for the
DBCI. The Behaviour Change Wheel framework [ 7], aliterature
review, and a qualitative analysis of infant fall events from a
web-based parenting forum [23] were used to identify problem
behaviors and target behaviors to inform the intervention
strategy. Specifically, problem behaviors were behaviors that
would need to changefor fallsto be prevented. Target behaviors
were then chosen if assessed as likely to modify or prevent the
problem behaviors. The target behaviors were then used in a
behavior analysisto identify intervention functions and behavior
change techniques following the Behaviour Change Wheel [7]
process. In summary, this includes (1) understanding the
capability, opportunity, and motivation factors underpinning
the target behavior; (2) identifying intervention functions; (3)
identifying behavior change techniques to be included; and (4)
implementing the selected behavior change techniques in the
intervention [7].

The intervention content was then drafted and reviewed by a
team of hedlth care professionals, including injury experts, a
pediatric surgeon, and content area specialists. They included
breastfeeding specialists and midwives. The final draft content
wasthen included in apurpose-built digital intervention module
in the form of a mini-app. App feature selection was informed
by previous studies reporting common characteristics of health
apps to change and manage behaviors [18]. NC conducted the
literature review. NC, CH, SA, and JB applied the Behaviour
Change Whesl, created theintervention strategy, and devel oped
the intervention content. NC developed the app.

https://pediatrics,jmir.org/2021/4/e29731
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Phase 2: User Testing and I ntervention Optimization

Phase 2 objectives are to ensure usability of the intervention,
including comprehension of the intervention content. Thiswas
achieved by exposing potential users to the draft intervention
content through the mini-app. Ethical approval was granted by
the human research ethics committee of South Eastern Sydney
Local Health District (2019/ETH00298). Participation invol ved
an initial demographics and falls perception questionnaire,
followed by athink-aloud interview aswell asacomprehension
assessment.

Participants were recruited in sequential rounds of 5 from a
single tertiary maternity hospital antenatal ward and day-stay
unit. Adult expectant parents were identified as the key user
group because the intervention targetsfall prevention in infants
from birth to 12 months of age and theintentionisto ultimately
deliver the intervention to this group of the population. To be
included, the expectant parents had to be conversant in English
and could befirst-time or experienced parents. Thisrecruitment
method prioritized mothers over fathers, however, this was
deemed acceptable for the purposes of this study because
mothers are commonly the primary caretakers of infants [24].
Written informed consent was obtained from willing
participants.

Participants were individually presented with the mini-app on
a study smartphone and asked to provide feedback through a
think-aloud interview (MultimediaAppendix 1). Thisinterview
was audiotaped and analyzed later. The interview involved
asking the participants to verbalize their thoughts while they
used the digital intervention, after which we administered a set
of questions to explore what the participants liked or disliked
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about the intervention content, along with any suggested
improvements. Once compl eted, the participants were allowed
to use the mini-app again, and a structured questionnaire
(Multimedia Appendix 2) was used to assess ther
comprehension of theinformation provided. This approach has
been used in previous studies testing comprehension of medical
information [25], aswell as by researchers devel oping consumer
materials for child restraint installation [26]. To ensure that all
participants were provided with falls prevention information
regardless of the state of the mini-app, on completion, they were
provided a widely available factsheet detailing advice on
childhood falls prevention [27].

Theresultsfrom the think-aloud interviews and comprehension
assessments were analyzed as described in the next section and
used to refine the intervention content and mini-app design
before the process was repeated on the next round of 5
participants. Iterative rounds of 5 participants with the
intervention content and mini-app refinement continued until
80% of the participants demonstrated at least 90%
comprehension, which was defined as 4 out of 5 participantsin
each round achieving a score of at least 11 out of 12 in the
comprehension assessment [19].

Analysis and Refinement

The comments collated from the think-aloud interviews were
used in a systematic process of making person-based changes
asoutlinedin Morrison et a [28]. The stepsin thisprocesswere
asfollows:

Conduct and transcribe the interview

Extract negative and positive verbatim comments
Tabulate and code commentsin atable of potential changes
Determine and implement modifications

WD
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All discussions were first transcribed verbatim by SLS. The
researcher then worked line by line through each transcript to
tabulate aspects of the data that showed positive and negative
perceptions of the intervention, as well as any suggested
modifications. For app refinement, members of the research
team considered whether a modification to the intervention
program would suitably address the concern expressed in each
comment listed in the table. The criteria for making
modificationswerelikely positiveimpact on drivers of behavior
change (capability, opportunity, and motivation) or acceptability
and feasibility. If the changeswere uncontroversial and feasible
to apply, they were implemented immediately. In other cases,
more data were collected from another round of testing to seek
more opinions before implementing the change. Finaly,
modifications requiring further tailoring and major changes to
the app were discussed with the broad research team and if
agreed upon were noted for later implementation in the final
integrated app. For analysis of the comprehension questionnaire,
comprehension scores were cal culated for each user per round
of testing, and percentages were tabul ated.

Results

Phase 1: Intervention Planning and Development

Problem Formulation

Table 1 presents a summary of the key themes identified from
the literature review and the qualitative analysis of web-based
forum discussions [23]. From these themes, the problem
behaviorswere defined asfollows: (1) tired mother falling asleep
while feeding her baby (on achair or on abed) intentionally or
unintentionally and (2) baby left alone on the bed to feed
(bottle-feeding) or baby left alone on the bed before or after a
feed.
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Table 1. Key themesidentified from the literature review and the qualitative analysis of web-based forum discussions.

Key themes

Support from literature

Scenarios (from web-based parenting forum analysis)

Possibility of sleeping while
holding the baby

Exhausted mother

Importance of support and
mother calling for help

Postpartum depression and
risk of injury

Parents' awareness of risk
of falls

Feeding place and position

The possibility of mothersfalling asleep while they are
feeding their babies [29-33]

During the postpartum period, mothers are often exhausted
and tend to fall asleep while feeding their babies[31,34]

Interventions should target reducing maternal exhaustion
such as implementing mothers' nap time in the study by
Hodges and Gilbert [34]. In addition, mothers need to call
for assistance when tired [32]

Theevidence of postpartum depression and fall injury rela-
tionship [35] and importance of better social support for
prevention

Parents not aware of the risk of infant falls[34]

Wallace [36] looked at redesigning bed rails of hospital
beds. Thus, the target behavior was selected aslying in the
middle of the bed when feeding the baby

“1 used to fall asleep while breastfeeding and after nearly
dropping Tilly onto ametal table leg | gave up actually
breastfeeding at night”

“She was about 6 weeks old and | was totally sleep de-
prived. Sat down on the couch to nurse her, dozed off with
her snuggled low in my arms (basically in my lap)...DD
rolled down my legs and into the coffee table”

“...my ex-h had left and | had 3 other children. | wasbeyond
exhausted. More than once | fell asleegp while feeding on

the couch, only to be woken by my baby crying after she
had rolled off me”

a

“...I fell asleep while feeding and it happened again...but
apost on...revealed that it happens to lots of people”

“...I was breastfeeding him in bed and fell asleep with him
on the outside. | woke up when | heard athud and DS cry”

Risks of cosleeping and al-  Keeping the baby in a separate sleeping place; the best —
waysplacing thebaby inthe place has been identified as a cot by the mother’s bedside
cot after afeed [32,33]

8ot available.

After further review of the emerging themes listed in Table1 2.
and discussion with the team of experts, the following target 3.
behaviors for intervention devel opment were selected: 4.

1. Getting sufficient rest with the newborn (get help from
others, sleep when the baby deeps, use a breast pump to

express milk, and plan sleep)

https://pediatrics,jmir.org/2021/4/e29731

RenderX

Preparing before the feed
Safe positioning during the feed
Safe placement of the infant after the feed

Table 2 presents the results of the application of the Behaviour
Change Whesl to the identified target behaviors.
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COM-B? analysis

Intervention functions

Intervention strategy with BCTSL

Getting enough rest with a newborn

«  Psychological capability: Knowing ways and
techniquesto get sufficient rest with anewborn

«  Socia opportunity: Getting help from others

o Reflective motivation: Believing in the impor-
tance of getting enough rest for the sake of per-
sonal health and baby’s health

«  Automatic motivation: Having the habit of
sleeping when the baby sleeps

Preparing before the feed

«  Psychological capability: Knowing what is
needed for afeed, why itisimportant to prepare
and to prepare before afeed

«  Physical opportunity: Having a feeding basket
with prepared items

o Reflective motivation: Believing in the impor-
tance of preparing and understanding the possi-
bility of leaving the infant alone, if unprepared

«  Automatic motivation: Having the habit of
preparing before afeed

Safe positioning during a feed

«  Psychological capability: Know the conse-
guences and possibility of baby falls while
feeding and the common scenarios; know the
safe places to feed depending on the situation

«  Reflective motivation: Believing theimportance

of safe positioning to prevent falls and SUDI®

Safe placement of the infant after afeed

«  Psychological capability: Know the risk of
codleeping, including risk of fallsand other fatal
sleep accidents; know the possibility of mother
falling asleep during or after afeed; know that
the cot in the parents’ room is the safe place for
the infant to sleep

«  Physical opportunity: Having agood quality cot

«  Reflective motivation: Intentions to put thein-
fant in the cot

Education

Persuasion

Environmental restructuring
Enablement

Education
Persuasion
Environmental restructuring

Education
Persuasion
Training

Education

Persuasion

Training

Environment restructuring
Enablement

«  Provideinformation on the importance of
mother getting enough rest for the sake of per-
sonal and infant health (BCT: information on
health consequences)

«  Provideinformation on waysto get enough rest
with anewborn (BCT: instruction on how to
perform the behavior)

« Inform to discuss sleep arrangements with a
support person (BCT: action planning)

« Inform to use support groups to get better rest
(BCT: socia support unspecified)

« All theinformation isfrom acredible source
(BCT: credible source)

«  Provide reminders to informing to get enough
rest (BCT: prompt and cues)

«  Provideinformation on the importance of
preparing and the possibility of leaving thein-
fant alone when unprepared and therisks (BCT:
health consequences)

«  Provideinformation on what is usually needed
for afeed and how to prepare before afeed
(BCT: instruction on how to perform the behav-
ior)

«  Provideinformation to prepare afeeding basket
and place near the usual feeding position (BCT:
adding objects to the environment)

o Provideamechanism to ensure self-monitoring
behavior (BCT: self-monitoring)

«  Provideinformation on therisk of infant falls
when feeding, especialy if it involves arisky
place or posture, for example, falling asleep
while feeding the baby in achair (BCT: infor-
mation on health consequences)

«  Provideinformation on safe feeding places and
posture depending on the situation and ways to
feed safely (BCT: information on how to per-
form the behavior)

«  Provideinformation on the adverse outcomes
of cosleeping and why the cot isthe safest place
for the infant to sleep (BCT: information on
health consequences)

«  Provideinformation about cot standardsin
Australia and why the cot in the parents’ room
isthe best place for the infant to sleep (BCT:
restructuring the physical environment)

« Inform to put the baby in the cot after afeed
(BCT: information on how to perform the behav-
ior)

8COM-B: capability, opportunity, motivation-behavior.
BBCT: behavior change technique.
®SUDI: sudden unexpected death in infancy.
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Implementation of the Planned I ntervention Strategy
(App Development)

To implement the planned intervention strategy, a minimum
viable product mini-app was devel oped for use on the Android
platform. The mini-app had 3 main sections. The Learn section
included information articleswith an interlinked Action section
that provided a self-monitoring mechanism, including one-time
and multitime actions. Multitime actions were intended to
support behaviors that require repetition. The Engage section
included agroup chat where users could get social support. This
feature was also intended to enhance user engagement with the
app. In addition, there was an onboarding section to introduce
the app to the users. Users were informed about the option of
setting up remindersfor the Actionswithout fully implementing
this feature in the mini-app for testing. The Learn, Action, and
Engage categories were devised to alow appropriate
implementation of selected behavior change techniques and

https://pediatrics,jmir.org/2021/4/e29731

Cooray et a

align with approaches commonly used in other digital behavior
change apps.

Phase 2: Intervention Optimization Results

Participants

A total of 23 women were recruited for the user-testing exercise;
13% (3/23) withdrew because of time constraints. Of the 20
participants, 15 (75%) were aged 26-35 years, 14 (70%) were
nulliparous (70%), 10 (50%) were Australian-born, 12 (60%)
were in de facto relationships, 13 (65%) were employed full
time, and 15 (75%) were living in apartment buildings. Of the
20 participants, 16 (80%) had attained either a university or
Technical and Further Education graduate degree or a
postgraduate degree and 9 (45%) had high household income
(earning more than Aus $150,000 [US $109,500]; Table 3).
Target comprehension levels were achieved in 4 rounds (Table
4).
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Table 3. Participants' demographics (N=20).

Demographics Values, n (%)
Gender (female) 20 (100)
Age (years)

26-35 15(79)

36-45 5(25)
Parity

Multiparous 6 (30)

Nulliparous 14 (70)
Nationality (Australian) 10 (50)
Language spoken at home (English) 20 (100)
Household income (Aus $; US $)

20,001-100,000 (14,601.30-73,000) 4(20)

100,001-150,000 (73,001.30-109,500) 4(20)

>150,000 (109,500) 9 (45)

Decline to answer 3(15)
Marital status

Married 7(35)

Divorced 0(9)

Separated 0(0)

Single parent 1(5)

In ade facto relationship 12 (60)

Education level

Primary school, secondary school, some university, or TAFE2 diploma 4(20)
University or TAFE graduate 9 (45)
Postgraduate degree 7(35)
Employment status

Unemployed 2(10)
Seasonal or casua employment 0(0)
Part-time employment 3(15)
Full-time employment 13 (65)
Student (full time, part time, or correspondence) 0(0)
Not applicable or decline to answer 2(10

Primary residence

A stand-alone house 2(10)
A semidetached town house or duplex 1(5)
A townhouse complex 2(10)
An apartment building 15 (75)

3TAFE: Technical and Further Education.
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Table 4. Results of comprehension assessment in each user-testing round (5 participants per round).?

Score (%), mean (SD)

Score (%), range Participants scoring 90%, n (%)

Round 1 participants’ comprehension scores 84.8 (12.7)
Round 2 participants' comprehension scores 80(19.2)

Round 3 participants’ comprehension scores 81.6 (21.8)
Round 4 participants' comprehension scores 88.4 (17.5)

66-100 2 (40)
50-100 2 (40)
58-100 3 (60)
58-100 4 (80)

83core is percentage of correct answers out of 12 questions.

Feedback on Target Behaviorsand | ntervention Content

Overall, the participants reported that they found theinformation
useful and easy to understand. They commonly reported already
knowing recommended behaviors or that they found the
recommended behaviors common sense but identified the
importance of having theinformation provided at theright time.
They aso acknowledged the value of credible sources:

A lot of it seems like common sense...but | suppose,
well, now, but maybe in the moment it's good
reminder to have.

I think it's hel pful to haveit written asyou know, from
the doctor’s perspective and | guess it's quite
confronting to hear that so many admissions...are
from | guess, avoidable things.

The participants particul arly liked that the intervention targeted
social and environmental aspects, for example, the importance
of rest for theinfant’swell-being and the importance of support
from family and friendsto get enough rest. However, there were
some concerns with support not being available for everyone:

It's telling me that my rest is really important...and
um that it’s actually like a safety issue for the baby
that | have enough sleep and | just don’t think that
that information is out there enough...

Some participants felt that the information is targeted more
toward new motherswith 1 baby and pointed out theimportance
of information being suitable for the broader audience. In
addition, they pointed out some information that they believed
may not be practical and requested didactic information:

S0 | guess this app is more targeted towards new
mums rather than mums who have already had
another baby as well?...if baby is sleeping, we'll
probably be looking after the other one and not really
looking after ourselves...

Views Toward the App

In general, the participants liked the concept of the app but felt
that the delivery of information could be more graphical. They
commonly liked the self-tracking actions and the idea of
receiving reminders and felt that this made the intervention
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more app-like. However, some were confused with the expected
use of tracking, that is, as a checklist rather than using it while
attending to the baby:

I quitelike, and maybethisisjust my personality, but
I quite like that you can mark as done.

The participants commonly requested additional information
related to childcare, which was beyond the scope of the
intervention, and some felt that the app scope may be too
narrow. They also expressed the importance of the delivery
channel if they are to use such an app:

| guess it would be how you would get this app, how
much it would cost, isit free or not?...

...Scope is too narrow, if you want women to use it.
It should be much larger than this. It’s not just about
falling and placing, its about why they scream, what
thesignsare...just like if you want somebody for real
to use the app.

Mixed feedback was received about the chat feature, with some
having concerns about moderation, bullying, and unsound advice
being provided on social media platforms. Others felt that it
might be a good place to open up about issues that they cannot
raise with their immediate family and requested a professional
moderator for the chat. Overall, it was clear that they saw this
featureasaplacetoraiseall infant-related questionsrather than
guestions relevant to the intervention:

Yea, | don't know, | just find it hard to...yea, cos of
like Facebook and stuff and there's a lot of bullying
and judgement and what not...I don’t want mums to
feel like bullied or that like they're doing the wrong
thing, they're already so vulnerable.

...you' ve got heaps of apps like that out there already
but to have access to someone with medical advice
would be amazing.

Key I ntervention Modifications After User Testing
After review of the feedback, the modifications, as summarized
in Textbox 1, will be taken into future app development.

Screenshots of the app are available in Multimedia Appendix
3.
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Textbox 1. Feedback, key takeaways, and app modifications.

Cooray et a

App scope may betoo narrow or niche

«  When testing future modules, users will be given aversion that will look visually similar to the final app consisting of multiple modules

Importance of timed information or reminders

« A feature where users can set up local reminders for actions will be implemented in future modules. The fina intervention will include timed

push natifications to further support adherence with the actions

Importance of providing practical advice

«  Special consideration was given to ensuring the practicality of the information and the app features

Per ceived complicationswith a group chat feature

«  Group chat feature requires modification. A feature to submit questions to a professional has been suggested as a replacement for this feature,

and the practicality of thisis being investigated

Discussion

Principal Findings

This paper describes a behavior theory and user-centered
approach to developing a DBCI, an intervention to target the
problem of infant falls. In this paper, we have outlined the entire
development and user-testing process undertaken to construct
an intervention modul e targeting fallsthat occur whiletheinfant
isfeeding. The same processisbeing applied to 3 more modules
targeting the remaining common fall mechanisms: (1) fallsfrom
furniture, (2) falls from baby products, and (3) falls related to
risky home environments (eg, stepsand stairs); the module used
as the case study in this paper was arbitrarily chosen. The
decision to present just 1 module as a case study was made to
ensure that the full detail of the systematic intervention
development method could be presented.

The systematic exploration of the problem from a behavior
perspective and the identification of intervention content to
specifically target behavior using the strong theoretical base of
the Behaviour Change Wheel [7] is a strength of this
development process. The need to ground injury prevention
interventions targeting behavior in behavior theory has been
clearly acknowledged [37], and the Behaviour Change Wheel
and the COM-B Model—which proposes that there are 3
components to any behavior (B): capability (C), opportunity
(O), and mativation (M)—are increasingly being used for this
purpose in other contexts [38,39]. However, there is arelative
paucity of studies in the literature describing processes for
achieving this, particularly in the context of injury prevention.
Similarly, although person-centered approaches to developing
DBCIs have been used extensively in other areas of health to
produce effective digital interventions [40,41], there seems to
be limited application of this type of systematic approach to
injury prevention digital intervention development. The work
described in this paper fills both gaps.

In our behavior theory—driven approach using the COM-B
Model and Behaviour Change Wheel we used aliteraturereview
and qualitative analysis of infant fall events from a web-based
parenting forum [23] to identify the problem behaviorstargeted
in this intervention. The research team in consultation with a
broader group of expertsthen selected behavior change functions
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and techniques. In other contexts, different approaches have
been used. For example, others have used stakehol der meetings
and interviews with the target audience [39] or surveys[38] to
identify target behaviors. The critical similarity in the different
approachesisreliance on data collected directly from the target
population rather than assumptions from research teams on what
behaviors need to change and what might be driving these
behaviors.

Another strength istheinclusion of acomprehension assessment
in the user-testing component. Thisis not acommon feature of
person-centered approaches to behavior change and DBCIs,
yet, in other areas of health communication, ensuring
comprehension isrecognized ascritical [25]. Thisalso somewhat
addresses the call to pay greater attention to eHealth literacy
madein arecent systematic review of digital healthinterventions
for injury prevention [42]. However, in addition to
understanding the content of the digital intervention, there is
also aneed to ensure that users can adequately navigate to seek
and find information [43]. We intend to assess this in the next
phase of development, which will combine the intervention
modules within an integrated app and undergo longitudinal
testing.

In addition to describing the intervention devel opment process,
this paper also demonstrates the benefit of the user-testing
processin behavior change app devel opment. Several important
insights from user perspectives have been identified that may
be important for encouraging the use of the app in parents of
infants, and we will attempt to incorporate these strategies in
the final integrated app. Of particular interest is the feedback
centered around integrating the injury prevention intervention
into an app with broader scope and incorporating noninjury
prevention adviceto mothersand caregivers of infants. Although
thereisemerging interest in the integration of injury prevention
with more general pediatric health care [44,45], to our
knowledge there has been little formal investigation of the
efficacy of embedding targeting child injury prevention
interventionswithin the context of child and family health care,
including general parenting advice. In other contexts, researchers
have noted that motivation and engagement with interventions
delivered digitally through mobile technologies may be
increased by providing features that the user sees as beneficia
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[46]. Thismay beaworthy area of further exploration regarding
increasing parental engagement in digital injury prevention
interventions and, as noted by Issom et a [46], highlights the
need for participatory approaches to digital intervention
development.

The intervention development process we have described
increases the likelihood that the intervention will be effective
in promoting desired parental behaviors for preventing infant
falls. The process should also increase acceptability and usability
of the end product among the target audience. However, the
work to date does not yet demonstrate this. Oncetheintervention
modul es have been integrated into the app, there will be aneed
to robustly establish the effectiveness of the intervention. This
is particularly important because despite reports of the promise
of mobile behavior changeinterventionsfor reducing childhood
injury [42,47], there are relatively few trials reporting
effectiveness of DBCI s targeting childhood injury prevention.

More broadly, our user-centered approach to intervention
development and intention to robustly eval uate the effectiveness
of the intervention responds to research needs in the digital
health care space generally [13,14]. The intervention
development process we have described could be applied to
many other settings where there is a need for theory- or
evidence-informed intervention that relies on user acceptance
and engagement.

A limitation observed in the user-testing phase of the study is
the homogeneity of the mothers recruited. All were relatively
highly educated and from high-income sectors of the
community. Thisis problematic, given that the target audience

Cooray et a

for this intervention includes the complete demographic range
of parents of infants, particularly because it is recognized that
there is an increased risk of injury among children from the
lower socioeconomic sectors of communities [48]. Previous
work has identified that >95% of women in a high-income
country setting own a smartphone regardless of individual
sociodemographic factors [49], indicating that the bias in our
samplereflects alimitation of the study rather than alimitation
in the intention of our intervention, that is, using a smartphone
digital delivery method. This study limitation highlights the
need to use broader recruitment strategiesto ensure that women
from awider variety of backgrounds are invited to participate.
A potential strategy for achieving thiswould be to conduct user
testing over a broader geographic area that incorporates wider
sociodemographic diversity. Similarly, for other injury types,
it will be useful to recruit other common carers such asfathers,
coparents, and grandparents.

Conclusions

Thework presented in this paper provides adetail ed description
of a behavior theory—driven and person-centered approach to
designing, developing, and optimizing a DBCI targeting a
significant childhood injury problem. The process described
and the intervention being developed address important gaps
intheliterature regarding the development of digital childinjury
prevention interventions. Ultimately, this work represents the
first stagein the devel opment of auniqueintervention targeting
the widespread problem of fallsin children aged <1 year. This
will bethefirst intervention of itskind, and as demonstrated in
this paper, it is being developed in a unique, systematic, and
robust manner.
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Abstract

Background: Internet-based self-management programsimprove asthma control and the asthma-related quality of lifein adults
and adolescents. The components of self-management programsinclude education and the web-based sel f-monitoring of symptoms;
the latter requires adequate perception in order to timely adjust lifestyle or medication or to contact a care provider.

Objective: We aimed to test the hypothesis that adherence to education and web-based monitoring and adequate symptom
perception are important determinants for the improvement of asthma control in self-management programs.

Methods: We conducted a subgroup analysis of the intervention group of a randomized controlled trial, which included
adolescents who participated in the internet-based self-management arm. We assessed the impacts that attendance in education
sessions, the frequency of web-based monitoring, and the level of perception had on changesin asthma control (Asthma Control
Questionnaire [ACQ]) and asthma-related quality of life (Pediatric Asthma Quality of Life Questionnaire) from baseline to 12
months after intervention.

Results: Adolescents who attended education sessions had significant and clinically relevant improvements in asthma control
(ACQ score difference: —0.6; P=.03) and exhibited a nonsignificant trend of improvement in asthma-related quality of life
(Pediatric Asthma Quality of Life Questionnaire score difference: —0.45; P=.15) when compared to those who did not adhere to
education. Frequent monitoring alone did not improve asthma control (P=.07) and quality of life (P=.44) significantly, but its
combination with education did result in improved ACQ scores (difference: —0.88; P=.02). There were no significant differences
in outcomes between normoperceivers and hypoperceivers.

Conclusions:  Education, especially in combination with frequent web-based monitoring, is an important determinant for the
1-year outcomes of asthma control in internet-based self-management programs for adolescents with partly controlled and
uncontrolled asthma; however, we could not establish the effect of symptom perception. This study providesimportant knowledge
on the effects of asthma education and monitoring in daily life.

(JMIR Pediatr Parent 2021;4(4):€17959) doi:10.2196/17959
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Introduction

Asthma contral is the goa in long-term asthma management,
but despite the availability of effective therapies, this goal is
not reached in three-quarters of patients with persistent asthma
[1-3]. Adolescents form avulnerable subgroup of patients with
asthma that is characterized by a high prevalence of poor
outcomes and high rates of morbidity and mortality. A lack of
knowledge and perception of symptoms, especialy when
combined with a desire for independence and high-risk
behaviors, interfereswith adherence to asthmamedication [4-6].

Asthma control and asthma-related quality of life can be
improved in adults and adol escents, and the number of outpatient
visits can be reduced by participating in an internet-based
self-management (IBSM) support program [7-10]. In aprevious
randomized controlled trial, we assessed whether IBSM
improved asthma control, asthma-related quality of life, and
lung function in adolescents with partially controlled and
uncontrolled asthma [11]. Adolescents allocated to the IBSM
group of the trial showed improved asthma-related quality of
life and asthma control within 3 months. However, these effects
were not sustained during a longer period of time in a part of
the intervention group. In the original paper, we did not assess
which factors predicted favorable outcomes among the
intervention group after the 12-month follow-up. These
adolescents had access to education and self-monitored their
asthma control, which are important components of
self-management [ 7,11,12]. Adequately self-monitoring asthma
control perceptions of airway obstruction symptoms seems
crucial. Therefore, adherence to self-monitoring and education
and the perception of airway obstruction might be important
determinants of long-term outcomesin asthma self-management.
This study is a secondary analysis of the Self-Management in
Asthma Supported by Hospitals, Internet, Nurses and General
Practitioners (SMASHING) trial [11], which we conducted in
order to assess whether (1) adherence to education, (2) the
amount of symptom monitoring, and (3) the level of symptom
perception are related to improvements in asthma control and
asthma-related quality of life in adolescents with partly
controlled and uncontrolled asthma. We hypothesized that
adherenceto education sessions, frequent web-based monitoring,
and an adequate perception of dyspnea are prerequisites to
improving asthma control, asthma-related quality of life, and
lung function after 12 months.

Methods

Patients

A detailed description of the methodology and patient
recruitment process has been published before [11]. In short,
adolescents aged between 12 and 18 years with a doctor’s
diagnosis of persistent asthma were recruited from 35 general
practices and the pediatric departments of 8 hospitalsthroughout
the Netherlands. Patientsrequiring ora steroids for maintenance
or patients with relevant comorbidities were excluded [11].
Only patients with partly controlled and uncontrolled asthma,
as determined by having an Asthma Control Questionnaire
(ACQ) score of >0.75 or an Asthma Therapy Assessment
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Questionnaire score of >1.0, were enrolled in the trial [13,14].
Patients were randomized via block randomization by a study
coordinator who had no contact with the participants. After
randomization, the baseline characteristics of the participants
in the intervention arm and the control arm were similar [11].
In total, 11 of the 46 participants in the intervention group and
4 of the 44 participants in the usual care group dropped out.
Furthermore, 9 of the remaining participantsin theintervention
group did not report secondary outcome measure (asthma
control) results at 12 months after intervention [11].

Design

To assess possible predictors of favorable outcomesin an IBSM
support program, this study conducted an analysis of adolescents
who participated in the intervention group of a randomized
parale trial (the SMASHING trial), which had a 1-year
follow-up with 2-week evaluation periods at baseline and at 12
months[11]. In addition to usual care, adolescentsin the IBSM
intervention group received protocolized education in sessions
that only involved small groups of participants. Furthermore,
participants were asked to monitor their asthmacontrol by using
the ACQ weekly, and they received instant therapeutic advice
according to a personal web-based treatment plan [11,13].
Participants could always report their daily symptoms and lung
function by using a diary card (via the internet or short text
messages) or by contacting the asthma nurse by phone or via
the web. Apart from web-based information and interactive
communication with the asthma nurse, education consisted of
2 asthma self-management education group sessions that were
conducted within 6 weeks before participants entered the trial.
Patient-tailored information about asthma self-management was
provided in response to participants questions and individual
concerns. Patientswere asked to record asthma control outcomes
by filling out the 7-item ACQ weekly. These included lung
function (forced expiratory volumein 1 second [FEV]), which
was measured with a handheld electronic spirometer (Piko-1;
nSpire Health Inc) and recorded in a personal page on a secure
web application. They received instant feedback (based on a
specific algorithm) on their levels of asthma control, including
advice on how to adjust their medication according to a
predefined personal treatment plan. At 0, 3, and 12 months, all
participants monitored symptoms and lung function daily for 2
weeks, filled out the ACQ twice during those 2 weeks, and
completed the Pediatric Asthma Quality of Life Questionnaire
(PAQLQ) [15-18] once. To assesslevels of symptom perception,
participants were asked to visit the lung function laboratory to
perform a bronchial challenge inhalation test involving
methacholine at 12 months after intervention. If thisvisit could
not be planned within 8 weeks from the 12-month evaluation
period, the participants monitored symptoms, lung function,
and ACQ entries for an additional 2 weeks before the
methacholine challengetest. The studied group consisted of the
patients in the intervention arm of the SMASHING study.
Monitoring and education were only accessible to the
intervention arm; hence, there are no such data for the
participants in the control arm of the study.
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M easur ements

Adherence to Education

Patients were defined as being adherent to education if they
attended at least 1 of the 2 education sessions and as being
nonadherent if they did not follow any education session.

Adherence to Monitoring

Adherence to monitoring was based on the frequency of
monitoring ACQ entries during the follow-up period.
Adolescents were asked to monitor ACQ entries weekly. We
presumed that at the start of the trial, al participants would be
motivated to perform monitoring, whereas during the follow-up
of the program, only dedicated participants would continue to
perform monitoring. We assumed that a monitoring frequency
of at least 30 records in 12 months (full compliance in the first
month and 50% compliance in the remaining period) would
reflect adequate adherence to the intervention. Therefore,
participantswere divided into subgroups based on whether they
adhered to ACQ monitoring (adherent subgroup: =30 ACQ
entries; nonadherent subgroup: <30 ACQ entries).

Perception of Dyspnea

Perceptions of dyspnea were assessed in 2 ways, and patients
were categorized as normoperceivers or hypoperceivers of
dyspnea. First, perceptions of dyspneawere assessed during the
methacholine inhalation challenge test. Methacholine was
administered in doubling concentrations (range 0.15-640
pumol/mL). The chalenge test was discontinued if the FEV;
decreased by more than 20% of the baseline value. All subjects
were asked to assess the severity of their breathlessness before
the first measurement of lung function, after the inhalation of
aplacebo (saline), and after receiving each incremental dose of
methacholine. Patients rated the severity of the breathlessness
that they experienced during the challenge test on a revised
Borg scale [19]. The Borg scale is a category scale with ratio
properties in which words describing increasing degrees of
breathl essness are anchored to numbers ranging between 0 and
10, with 10 indicating the most severe degree of breathl essness.
Perceptions of dyspneawere analyzed by using individual plots
(Borg scores vs the percentage fall in FEV,) and expressed as
slopes of theregression line (Borg slope). Based on the median
of the Borg slope, patients were categorized as normoperceivers
(=median) or hypoperceivers (<median). Second, because the
Borg slope was assessed at 12 months after intervention, to gain
a longitudinal impression of perception, we also assessed a
symptom slope by plotting the dlope of theindividual regression
lines of dailly symptom scores against the
prebronchodilator-predicted FEV, percentages during the

follow-up. Based on the symptom slope, 2 independent
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observers (JKS and TB) categorized the adolescents as
normoperceivers, hypoperceivers, hyperperceivers, or
undefinable participants. Discordance was settled by consensus.
Interobserver agreement was estimated by using the Cohen K.

Outcomes

The outcome parameters consisted of the difference between
the baseline and 1-year outcomes of the PAQLQ and the
individual averages of ACQ scores and FEV; measurements
from the 2-week diary cards. The minimal important change
for both PAQLQ scores and ACQ scores was a difference of
0.5 points on their respective scales[20,21].

Statistical Analysis

To assess the effect that education has on outcomes, we
compared improvements in asthma-related quality of life and
asthma control among adherent participants who had followed
at least 1 of the 2 education sessions to those improvementsin
participants who did not follow any education session (the
nonadherent participants), by using the Student 2-tailed t test.

We assessed whether adolescents who performed frequent
monitoring (=30 entries) clinically improved at 12 months after
intervention in terms of asthma control (AACQ score<-0.5) or
quality of life (APAQLQ score=0.5) by using the Student t test.
We constructed alinear effects model to assess asthma control,
quality of life, and lung function for the following three
participant categories:. no adherence to education and
monitoring, only adherence to education, and adherenceto both
education and monitoring.

We al so assessed whether normoperceiversclinically improved
(ie, in terms of asthma control [AACQ score<—0.5] or quality
of life [APAQLQ score=0.5]) more than hypoperceivers at 12
months after intervention by using the Student t test.

All analyses were performed with the Stata 11.0 (StataCorp
LLC) statistical software package.

Results

Summary of Patient Characteristics

In the SMASHING study, 46 patients were randomized to the
intervention arm. Of these participants, 11 dropped out during
follow-up. Of the remaining 35 participants, 9 did not submit
thefinal 12-month questionnaire. In an attempt to obtain at |east
the primary outcomes of the original study, we asked
participants to fill out the PAQLQ. Hence, only 9 participants
submitted this PAQLQ at the 12-month follow-up (Figure 1).
The patient characteristics of the 35 adolescents in the IBSM
group who completed the PAQLQ are presented in Table 1.
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Figure 1. Study flow diagram. ACQ: Asthma Control Questionnaire; PAQLQ: Pediatric Asthma Quality of Life Questionnaire; SMASHING:
Self-Management in Asthma Supported by Hospitals, Internet, Nurses and General Practitioners.

(n=90)

Randomized in
SMASHING trial

Allocated to
usual care group

Allocated to
intervention group

(n=44) (n=46)
Lost to follow-up
(n=6) or withdrew
consent (n=5)
Completed

12-month PAQLQ

(n=35)

Did not complete
12-month ACQ

(n=9)

Did not perform
methacholine test

(n=14)
Completed 12-month
PAQLQ + ACQ
(n=26)
|
Completed 12-month
methacholine test
(n=21)
Table 1. Patient characteristics.
Characteristics Internet-based self-management  Nonadherence to education A gherence to education®
group (SMASHING?study; n=35) (n=13) (n=22)
Males, n (%) 14 (40) 6 (46) 9(36)
Age (years), mean (range) 14.1 (12-17) 13.7 (12-16) 14.1 (12-17)
Careprovider, n (%)
General practitioner 12 (34) 2(15) 10 (45)
Pediatrician 23 (66) 11 (85) 12 (55)
FEV,© (L), mean (range) 2.86 (1.74-4.31) 3.08 (1.99-4.30) 2.74 (1.74-4.26)
FEV; (prebronchodilator; %), mean (range) 93 (65-125) 93.6 (73.2-117.7) 91.8 (64.5-125.9)
Daily inhaled corticosteroid dose (ug), mean 353 (0-1000) 335 (100-1000) 402 (0-1000)

(range)

Pediatric Asthma Quality of Life Questionnaire

score, mean (range)

5.78 (3.51-6.97)

5.84 (4.47-6.63)

1.03 (0.22-2.30)

5.75 (3.51-6.97)

1.33(0.29-2.91)

Asthma Control Questionnaire score, mean (range)  1.22 (0.22-2.91)

3SMASHING: Self-Management in Asthma Supported by Hospitals, Internet, Nurses and General Practitioners.
bAdherence is defined as havi ng attended at least 1 of the 2 education sessions.
YFEV: forced expiratory volumein 1 second.
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Education

Of the 35 participants, 22 (63%) followed at least 1 education
session (Table 1). Adolescents who were adherent to education
showed significant improvements between 0 and 12 monthsin
terms of asthma control (AACQ score: mean —0.60; 95% CI

Beerthuizen et al

-1.12 to —0.08; P=.03) when compared to those who were not
adherent to education (Table 2). This difference was clinically
relevant. No statistically significant difference was found for
asthma-related quality of life (APAQL Q score: mean 0.45; 95%
Cl -0.17 to 1.07; P=.15) between these two groups (Table 3).

Table 2. Asthma control improvement dichotomized by education, monitoring, and perception. A lower (negative) score represents a more favorable

outcome.
Categories ACQ6? score (n=26), mean (95% ClI) P value
Education
Nonadherence (n=7) -0.015 (-0.68 to 0.65) N/AP
Adherence (n=19) -0.62 (-0.86 t0 —0.37) N/A
Difference -0.60 (-1.12 to —0.08) .03
Monitoring
<30 entries (n=16) -0.28 (-0.56 to 0) N/A
230 entries (n=10) -0.73 (-1.23t0 -0.24) N/A
Difference -0.45 (0.94 to 0.05) .07
Education and monitoring
Comparison 1
Education nonadherence and <30 monitoring entries (n=5) -0.05 (-0.92t0 0.82) N/A
Education adherence and =30 monitoring entries (n=8) -0.93 (-1.32t0 -0.53) N/A
Difference -0.88 (-1.59t0 -0.17) .02
Comparison 2
Education adherence and <30 monitoring entries (n=11) -0.39 (-0.67t0 -0.11) N/A
Education adherence and =30 monitoring entries (n=8) -0.93 (-1.33t0 -0.53) N/A
Difference -0.54 (-0.98t0 -0.11) .02
Borg score
Hypoperceiver (n=8) -0.18 (-0.72t0 0.36) N/A
Normoperceiver (n=6) -0.66 (-1.25t0 -0.07) N/A
Difference -0.48 (-1.20t0 0.24) 17
Symptom slope
Hypoperceiver (n=15) -0.49 (-0.91t0 -0.07) N/A
Normoperceiver (n=7) -0.49 (-0.86 t0 —0.13) N/A
Difference 0(-0.26 t0 0.26) .99

AACQ6: 6-item Asthma Control Questionnaire.
BN/A: not applicable.
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Table 3. Asthma-related quality of life improvement dichotomized by education, monitoring, and perception. A higher (positive) score represents a

more favorable outcome.

Categories PAQL Q? score (n=35), mean (95% Cl) P value
Education
Nonadherence (n=13) -0.094 (-0.65t0 0.47) N/AP
Adherence (n=22) 0.36 (-0.01t0 0.73) N/A
Difference 0.45 (-0.17 to 1.07) 15
Monitoring
<30 entries (n=24) 0.11 (-0.20t0 0.42) N/A
>30 entries (n=11) 0.36 (-0.42 to 1.15) N/A
Difference 0.25 (0.41t0 0.91) 44
Education and monitoring
Comparison 1
Education nonadherence and <30 monitoring entries (n=11) 0.07 (-0.42t0 0.55) N/A
Education adherence and =30 monitoring entries (n=9) 0.66 (0.01 to 1.32) N/A
Difference 0.60 (-0.15t0 1.34) A1
Comparison 2
Education adherence and <30 monitoring entries (n=13) 0.14 (-0.32t0 0.61) N/A
Education adherence and =30 monitoring entries (n=9) 0.66 (0.01to 1.32) N/A
Difference 0.52 (-0.21t0 1.25) 15
Borg score
Hypoperceiver (n=8) -0.02 (-0.60to0 0.57) N/A
Normoperceiver (n=10) 0.09 (-0.46 to 0.63) N/A
Difference 0.10 (-0.64 t0 0.84) 77
Symptom slope
Hypoperceiver (n=16) 0.25 (-0.33t0 0.83) N/A
Normoperceiver (n=7) 0.17 (-0.39t0 0.74) N/A
Difference 0.079 (-0.84 to 1.00) .86

3PAQLQ: Pediatric Asthma Quality of Life Questionnaire.
BN/A: not applicable.

Monitoring of Asthma Control

We found no statistically significant differencein improvements
in ACQ scores between adolescents who had more than 30
monitoring entries compared to those who conducted monitoring
less frequently (AACQ score: mean —0.45; 95% Cl —0.94 to
0.045; P=.07) or in improvements in asthma-related quality of
life (APAQLQ score: mean 0.25; —0.41 to 0.91; P=.44; Table
2 and 3). However, in adolescents who were adherent to both
education and the frequent monitoring of ACQ entries (=30
entries), there was a significant and clinicaly relevant
improvement in asthmacontrol (AACQ score: mean —0.88; 95%
Cl -1.59t0-0.17; P=.02) when compared to such improvements
in adolescents who were not adherent to education and
conducted monitoring less frequently (Table 2). The group of

https://pediatrics,jmir.org/2021/4/€17959

patients who were adherent to both education and monitoring
also showed better asthma control compared to that of
adolescents who adhered to education but had less than 30
monitoring entries (AACQ score: mean —0.54; 95% CI -0.98
to —0.11; P=.02; Table 2). The same trend was found for the
differencein PAQL Q scores, but thisdid not reach significance,
asshownin Table 3 (P=.15). A linear effectsmodel for assessing
the impacts of no adherence, only education, and adherence to
both education and monitoring showed that adherence to
education and frequent monitoring had a favorable effect on
asthma control (ACQ score: mean —0.45; 95% Cl -0.74 to
-0.16; P=.004). However, their effects on quality of life
(PAQLQ score: mean 0.29; 95% Cl —0.07 to —0.64; P=.11) and
lung function (FEV; score: mean 0.08; 95% Cl —0.16 to 0.33;
P=.49) were not significant (Table 4).
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Table 4. Lung function improvement dichotomized by education, monitoring, and perception. A higher (positive) value represents a more favorable

outcome.
Categories FEV 1% value (n=29), mean (95% Cl) P value
Education
Nonadherence (n=9) 0.12 (-0.10t0 0.33) N/AP
Adherence (n=20) 0.31 (0.061 to 0.56) N/A
Difference 0.19 (-0.41t0 0.58) 32
Monitoring
<30 entries (n=18) 0.24 (-0.04 t0 0.52) N/A
=30 entries (n=11) 0.27 (0.01 to 0.44) N/A
Difference 0.03 (-0.40t0 0.35) .89
Education and monitoring
Comparison 1
Education nonadherence and <30 monitoring entries (n=7) 0.16 (-0.08 to 0.39) N/A
Education adherence and =30 monitoring entries (n=9) 0.33 (0.19t0 0.46) N/A
Difference 0.17 (-0.06 to 0.40) A3
Comparison 2
Education adherence and <30 monitoring entries (n=11) 0.29 (-0.18100.77) N/A
Education adherence and =30 monitoring entries (n=9) 0.33 (0.19t0 0.46) N/A
Difference 0.04 (-0.47 to 0.55) .88
Borg score
Hypoperceiver (n=8) 0.44 (-0.13 to 1.00) N/A
Normoperceiver (n=8) 0.12 (-0.20t0 0.43) N/A
Difference 0.32(-0.26 t0 0.91) .26
Symptom slope
Hypoperceiver (n=16) 0.19 (0.01t0 0.38) N/A
Normoperceiver (n=7) 0.10 (-0.18t0 0.39) N/A
Difference 0.09 (-0.23t0 0.41) .57

8FEV,: forced expiratory volumein 1 second.
BN/A: not applicable.

Perception

A total of 21 participants in the IBSM group performed the
methacholine test and had Borg scores (Table 5). They were
categorized as normoperceivers (n=11) and hypoperceivers
(n=10). Based on the symptom slope, participantsin the IBSM
group were categorized as normoperceivers (n=17),
hypoperceivers (n=10), hyperperceivers (n=1), and undefinable
participants (n=18; interobserver agreement: k=0.67). There

https://pediatrics,jmir.org/2021/4/€17959
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was no strong rel ationship between the Borg slope and symptom
slope (Spearman correlation coefficient [R]: —0.29). Therewere
no statistically significant differences in outcomes between
normoperceivers and hypoperceivers based on the Borg slopes
for asthma control (AACQ score: mean 0.48; P=.17) and
asthma-related quality of life (APAQLQ score: mean —0.10;
P=77; Table 5). Similarly, no significant differences in
outcomes were found if perception was based on the symptom
dope (Table 5).
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Table 5. Outcomes in normoperceivers and hypoperceivers based on Borg and symptom slopes.

Slopes and outcomes Value (number of normoperceivers)  Value (number of hypoperceivers) Difference (95% Cl) P vaue
Borg slope
AMACQq 152 -0.66 (6) -0.18 (8) 0.48 (-0.24t0 1.2) A7
APAQL Qq.15° 0.09 (10) 0.02 (8) -0.10 (-0.84 t0 0.63) 77
AMFEV1,0.15° 0.12(8) 0.44 (8) 0.32 (-0.26 to 0.90) 26
Symptom slope
AMACQg.12 -0.49 (15) -0.49 (7) 0(0.65t0 0.78) >99
APAQLQq.12 0.25 (16) 0.17 (7) 0.08 (—0.84 t0 0.10) .86
AMFEV1,0.12 0.19 (16) 0.10 (7) 0.09 (-0.23 t0 0.41) 57

8AMACQq 12: change in mean Asthma Control Questionnaire scores from 0 months to 12 months after intervention.

bAPAQLQO_lzz change in mean Pediatric Asthma Quality of Life Questionnaire scores from 0 months to 12 months after intervention.

CAmFEV 1,0-12: change in mean forced expiratory volumein 1 second values from 0 to 12 months after intervention.

Discussion

This study showed that participation in education sessions,
especially in combination with frequent monitoring, is an
important determinant for the 1-year outcomes of asthmacontrol
in IBSM programs for adolescents with partly controlled and
uncontrolled asthma.

Attending at least 1 education session was a predictor of
significant improvement in asthmacontrol during the follow-up
when compared to not attending any education session. Frequent
monitoring alone was not a predictor of significant improvement
in asthmacontrol. However, for the group of education-adhering
adol escents, frequent monitoring was a predictor of even further
improved asthma control when compared to frequent monitoring
in the nonadherent group. We did not observe important
improvements in asthma-related quality of life in these groups.
Differences in quality of life and asthma control were found
between the subgroup that was nonadherent to both education
and monitoring and the subgroup that was adherent to both
education and monitoring. However, these subgroups were too
small for establishing a solid conclusion. Our linear effects
model showed the favorable effect that education and monitoring
have on asthma control. No significant differences in asthma
control or qudity of lifewere observed between the small groups
of normoperceivers and hypoperceivers, as determined by the
Borg score (asthma control: P=.17; quality of life: P=.77) and
by the constructed “real-life” symptom slope (asthma control:
P=.99; quality of life: P=.86).

Although no causal relationship could be established dueto the
design of this study, the findings contribute to previousliterature
reporting that education and monitoring are general ly associated
with improved asthmacontrol; however, results have been mixed
for improvements in quality of life [22,23]. A recent study
showed that thorough education, especially in peer groups, can
have a sustainable beneficial effect [23]. Further, alarge cohort
study established that education should be an integral part of
effective asthma treatment, as it can result in fewer asthma
exacerbations [24]. Our study highlights both the importance

https://pediatrics,jmir.org/2021/4/€17959

and the challenge of adherence to asthmatherapy in adolescents
[25].

Several limitations need to be addressed. High dropout rates
areacommon challenge in studies with adolescent popul ations.
Consequently, our small sample size could have contributed to
a loss of statistical power and an increase in uncertainty for
several outcomes. Nonetheless, several significant and clinically
relevant predictors of improved asthma control were established
in this study. Enrolling a higher percentage of the eligible
population of 688 patients would have been desirable for
increasing statistical power. We note that in the randomized
controlled trial, monitoring was performed by using short text
messages, and this was a more laborious process compared to
other easy-to-use methods, such as using mobile phone apps,
that can be implemented by using modern mobile
communication technology. We believe that a simple web
application and the absence of long questionnaires (eg, the
guestionnaires to which adol escents had to commit themselves
in order to be enrolled in the trial) would help with increasing
adolescent participation in self-management interventions in
clinical practice.

With respect to possible selection bias, one could argue that the
improvement in asthma control in patients who adhered to
education and monitoring might not have been dueto adherence
to the intervention itself but, instead, might have been due to
the selection of a cooperative and adherent patient population
that can be expected to exhibit better health statuses. However,
even within a potentially adherent patient group, we observed
further improvements in asthma control among patients who
attended education sessions.

Unfortunately, not all participants completed the methacholine
inhalation challengetest. Therefore, we constructed a*“ real-life”
measure for perceptions of symptom severity (ie, the symptom
slope). Although we found good interobserver agreement for
this novel measure, there were no important differences among
comparison groups. Therefore, the absence of differences in
symptom perceptions did not seem to depend on our chosen
methodology or alack of statistical power.
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With regard to external validity, one could argue that only highly
motivated adolescents participate in extensive studies such as
ours. Therefore, our results might not apply to the entire
population of adolescents with asthma. We however argue that
the problems of adolescent chronic health care do not lend
themselves well to a one-size-fits-all approach. Although we
might not reach all adolescents, promoting health in motivated
groups is desirable in itself, and effective self-management in
motivated adol escents might increase motivation among youth.
Therefore, we believe that our results provide useful insights
for supporting self-management in adolescents with asthma.

Our results imply that following at least 1 educational group
session results in a significant and clinically relevant
improvement in asthma control when compared to following
no education at all. Thisemphasizes and supportstheimportance
of educating adolescents with asthma, which is in line with
several other studies [22,26,27]. Our results show that
adolescents who follow education and conduct frequent
monitoring during a study exhibit significantly better and
clinically relevant changes in asthma control after 12 months.
The same trend was seen with regard to asthma-related quality
of life, but this trend was not statistically significant (P=.15).

Beerthuizen et al

Therefore, in adolescents with asthma who follow an IBSM
program, both education and monitoring seem to be important
factors in achieving better asthma control and asthma-related
quality of life.

In our study, we could not find a significant difference in the
results of adolescentswho were normoperceivers and those who
were hypoperceivers. It can be argued that the assessment of
the perception of airway obstruction during a methacholine
challenge does not reflect real-life symptom perception.
However, this perception, which was assessed based on the
relationship between symptoms and lung function, was not
related to improvements in asthma control and quality of life.
This suggests that the role of symptom perception in
self-management is complex, and thisillustrates that the concept
of perception is difficult to capture with indices based on the
relationship between symptom scores and lung function.

We conclude that the results of our study emphasize the
importance of education adherence and frequent monitoring in
improving asthma control among adolescents with partly
controlled and uncontrolled asthma. No significant association
between improvements in asthma control and perceptions of
asthma control was found.
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Abstract

Background: Despite the public health importance of vaping and the widespread use of TikTok by adolescents and young
adults, research is lacking on the nature and scope of vaping content on this networking service.

Objective: The purpose of this study is to describe the content of TikTok videos related to vaping.

Methods: By searching the hashtag #vaping in the discover feature, ~478.4 million views were seen during the time of data
collection. The first 100 relevant videos under that hashtag were used in this study. Relevance was determined by simply noting
if the video was related in any way to vaping. Coding consisted of several categories directly related to vaping and additional
categories, including the number of likes, comments, and views, and if the video involved music, humor, or dance.

Results: The 100 videos included in the sample garnered 156,331,347 views, 20,335,800 likes; and 296,460 comments. The
majority of the videos (n=59) used music and over one-third (n=37) used humor. The only content category observed in the
majority of the videos sampled was the promotion of vaping, which was included in 57 videos that garnered over 74 million
views (47.5% of cumulative views). A total of 42% (n=42) of the 100 videos sampled featured someone vaping or in the presence
of vape pens, and these videos garnered over 22% (>35 million) of the total views.

Conclusions: Itisnecessary for public health agencies to improve understanding of the nature and content of videos that attract
viewers' attention and harness the strength of this communication channel to promote informed decision-making about vaping.

(JMIR Pediatr Parent 2021;4(4):€30681) doi:10.2196/30681

KEYWORDS

vaping; TikTok; social media; misinformation; decision-making; adolescents; young adults; e-cigarettes; public health; informed
decision-making

for youth, young adults, pregnant adults, as well as adults who
do not currently use tobacco products, according the United
States Centers for Disease Control and Prevention (CDC)” [1].

Introduction

Use of e-cigarettes or “vaping” functions by producing an

aerosol when liquid nicotine is heated [1]. Liquid nicotine
contains chemicals (eg, heavy metals such as nickel, tin, and
lead; volatile organic compounds like benzene; the carcinogens
acetaldehyde and formaldehyde; cadmium, a toxic metal; and
ultrafine particles that can be inhaled deeply) and flavorings
(eg, diacetyl, a chemical linked to the condition bronchiolitis
obliterans, and diketone, also known to cause lung damage),
which are inhaled into the lungs [2]. “E-cigarettes are not safe

https://pediatrics.,jmir.org/2021/4/€30681

Additionally, “while e-cigarettes may have the potentia to
benefit some people and harm others, scientists still have alot
to learn about whether e-cigarettes are effective in helping
adults quit smoking” [1]. Evidence suggests that vaping has
negative health effects [3]. Current (2020) estimates indicate
that 19.6% of high school students and 4.7% of middle school
studentsin the United States reported present use of e-cigarettes
[4]. A survey of adolescents in the United States revealed a
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positive association between frequency of social media use and
exposure to e-cigarette messages across four different social
media platforms [5]. Further, in a recent study of adolescents
aged 13-18 years, an association was found between increased
daily social media use and intent to use e-cigarettes, and that
those who used social media more daily had a more positive
outlook about e-cigarettes and sensed that e-cigarettes wereless
dangerous [6]. There have been studies of vaping on several
social media websites. Researchers on Instagram found that
e-cigarettes were promoted among youth [ 7] and that provaping
content is prevalent [8]. Similar sentiment was noted on
YouTube [9,10], with researchers noting the presence of
beneficial health claims [11] and minima Food and Drug
Administration warnings [12]. In concert, studies of vaping
content on Twitter determined that there was a high level of
endorsement of vaping [13], and these were dominant forces
[14].

TikTok, asocia mediaplatform, hashad an exponential increase
in popularity, with roughly 100 million monthly users in the
United States and 689 million monthly users worldwide [15].
Thisplatform allowsfor the uploading of short video segments,
which often tend to be entertainment based. In the United States,
the age groups that most commonly use TikTok are those aged
10-19 years (32.5%), followed by those 20-29 years of age
(29.5%) [16]. Despite the public health importance of vaping
and the widespread use of TikTok by adolescents and young
adults, at the time this study was conducted (March 2021), we
did not identify any published studies on the nature or scope of
vaping on TikTok, thus identifying a gap in the literature. The
purpose of this study is, therefore, to describe the content of
posts on TikTok related to vaping.

Methods

In March 2021, a cross-sectional, descriptive study was
conducted. By searching the hashtag #vaping in the discover
feature, ~478.4 million views were seen during the time of data
collection. Thefirst 100 relevant videos under that hashtag were
used in this study. The coding sheet was based on a prior study
of e-cigarettes conducted on a different social media platform
[9], and the methods mirrored those of another TikTok study
with adifferent focus[17]. Relevance was determined by simply
noting if the video wasrelated in any way to vaping. The coding
categoriesincluded showing someone vaping or in the presence
of vape pens, mentioned danger, mentioned/suggested long-term
health effects, mentioned specific products, demonstrated how

https://pediatrics.,jmir.org/2021/4/€30681
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to make homemade vaping products, showed vape stores and/or
purchasing vape products, showed vaping tricks (blowing smoke
rings), contained information from medical professionals,
mentioned safety, and contained misinformation. Additional
categories included if the video involved music, humor, or
dance. In addition to the number of videos associated with each
category, the number of likes and comments were also
documented. Oneindividual (author AP) coded all videos, while
asecond individual (author CHB) coded a 10% random sample.
Out of 380 total data points, the two reviewers differed in only
3, demonstrating high interrater reliability (k=0.98). Descriptive
statistics were calculated using Excel (Microsoft Corporation).
Human participants were not included in this research, which
was not reviewed by the Institutional Review Board (IRB) at
William Paterson University; the study was deemed exempt by
the IRB at Teachers College, Columbia University.

Results

The 100 videos included in the sample garnered 156,331,347
views; 20,335,800 likes; and 296,460 comments (Table 1). The
majority of the videos (n=59) used music and over one-third
(n=37) used humor. The only content categories observed in
the majority of the sample was “promoted vaping,” which was
included in 57 videos that garnered over 74 million views
(47.5% of cumulative views). Independent 1-tailed t tests (=.05)
confirmed that using music or promoting vaping alone did not
have a statistically significant association with whether avideo
was viewed, liked, or commented on. Even though the videos
covering “mentioned danger” and “ mentioned long-term health
effects” were only covered in 38 and 30 videos, respectively,
videos covering each of these categories garnered ~54% of the
cumulative views (over 84 million). Although 42 of the videos
featured someone vaping or in the presence of vape pens, these
videosonly garnered 22.67% (n=35,447,500) of thetotal views.

The following remaining characteristics were present in fewer
than haf but still over one-quarter (>25%) of the videos
sampled: showing someone vaping or vape pens (n=42),
mentioned dangers (n=38), used humor (n=37), and mentioned
long-term effects (n=30). In these cases, too, independent
1-tailed t tests (0=.05) were performed to determine if the
presence of this content was statistically associated with views,
likes, or comments received. Only one test returned significant
results (P<.05). Showing someone vaping or vape pensreturned
a statistically significant result (P=.02) with respect to video
views.
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Table 1. Observed content, views, likes, and comments of 100 TikTok videos related to vaping.

Basch et d

Videos Views (N=156,331,347), n  Likes (N=20,335,800), n Comments (N=296,460), n
(N=100),n (%) (%) (%)
Used music 59 69,398,247 (44.39) 7,450,600 (36.64) 72,004 (24.29)
Used humor 37 75,969,247 (48.60) 12,129,900 (59.65) 195,854 (66.06)
Used dance 2 3,700,000 (2.37) 601,800 (2.96) 8663 (2.92)
Provaping content
Promoted vaping 57 74,256,900 (47.50) 7,410,900 (36.44) 75,397 (25.43)
Showed someone vaping or in the 42 35,447,500 (22.67) 4,182,600 (20.57) 39,682 (13.39)
presence of vape pens
Mentioned specific products 18 27,208,600 (17.40) 2,313,900 (11.38) 13,399 (4.52)
Demonstrated how to makehome- 15 25,059,200 (16.03) 1,327,700 (6.53) 3983 (1.34)
made vaping products
Contained misinformation 6 17,984,900 (11.50) 1,621,300 (7.97) 32,753 (11.05)
Antivaping content
Mentioned dangers 38 84,911,247 (54.31) 12,684,700 (62.38) 228,753 (77.16)
Mentioned long-term health effects 30 84,316,147 (53.93) 12,208,700 (60.04) 219,399 (74.01)
Contained information from medical 11 48,035,700 (30.73) 9,147,500 (44.98) 166,336 (56.11)
professionals
Mentioned safety 9 15,903,800 (10.17) 1,963,000 (9.65) 14,669 (4.95)
Discussion or drugs by a minor [18]. However, the age of the person

This study demonstrates that the portrayal of vaping content is
prevalent on TikTok. Thisis exemplified by the fact that 42 of
the 100 videos in our sample showed someone vaping or in the
presence of vape pens, and these videos garnered over 35 million
views. Additionally troubling was the fact that more than half
of the videos in the sample, which garnered over 74 million
views, “promoted vaping.” On a positive note, 38 of the 100
videos mentioned the dangers of vaping, and 30 of the videos
mentioned long-term health consequences; videos covering
these topics attracted over 84 million views, the highest
proportion of cumulative views of any coding category.
Although there were 6 videos contai ning misinformation, there
were 11 containing information from medical professionals.

Although the conclusionsthat can be drawn from this study are
limited by the cross-sectiona design, small and sel ective sample,
and limited scope of information coded, the data show that a
variety of information about vaping isbeing communicated and
widely viewed on TikTok. Thisis particularly important since
themajority of TikTok usersarewithin an age range that makes
them susceptible to both the influence of socia media and
experimentation with vaping. It is important to note that user
agreements prohibit content that depicts use of acohol, tobacco,
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Abstract

Background: Excessive smartphone useisanew and debated phenomenon frequently mentioned in the context of behavioral
addiction, showing both shared and distinct traits when compared to pathological gaming and gambling.

Objective: The aim of this study is to describe excessive smartphone use and associated factors among adolescents, focusing
on comparisons between boys and girls.

Methods: This study was based on data collected through a large-scale public health survey distributed in 2016 to pupilsin the
9th grade of primary school and those in the 2nd grade of secondary school. Bayesian binomial regression models, with weakly
informative priors, were used to examine whether the frequency of associated factors differed between those who reported
excessive smartphone use and those who did not.

Results: The overall response rate was 77% (9143/11,868) among 9th grade pupils and 73.4% (7949/10,832) among 2nd grade
pupils, resulting in a total of 17,092 responses. Based on the estimated median absolute percentage differences, along with
associated odds ratios, we found that excessive smartphone use was associated with the use of cigarettes, alcohol, and other
substances. The reporting of anxiety and worry along with feeling low more than once aweek consistently increased the odds of
excessive smartphone use among girls, whereas anxiety and worry elevated the odds of excessive smartphone use among boys.
The reporting of less than 7 hours of deep per night was associated with excessive smartphone usein al 4 study groups.

Conclusions: The results varied across gender and grade in terms of robustness and the size of estimated difference. However,
excessive smartphone use was associated with a higher frequency of multiple suspected associated factors, including ever having
tried smoking, acohol, or other substances; poor sleep; and often feeling low and feeling anxious. This study shedslight on some
features and distinctions of a potentially problematic behavior among adol escents.

(JMIR Pediatr Parent 2021;4(4):€30889) doi:10.2196/30889
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Introduction

Methods

Smartphones are the preferred tool s for web-based activity, and
regardless of age, amost every person possesses a smartphone
[1,2]. Adolescence is a very sensitive period, wherein many
physiological, psychological, and social changes occur, making
this age group vulnerable to potential adverse effects of
cellphone use, including depressive symptoms, anxiety, and
low self-esteem [1,2]. Smartphone use is a new and debated
phenomenon frequently mentioned in the context of behavioral
addiction, demonstrating both common and distinct traitswhen
compared to pathologica gaming and gambling among
adolescents [3-5].

Research on problematic or addictive smartphone use has
expanded during the last decade, asthe proportion of smartphone
users has steadily increased [6-9]. Excessive smartphone useis
characterized by maladaptive smartphone use with functional
impairment. Excessive smartphone use may lead to symptoms
commonly observed in substance use disorders, such as
tolerance, withdrawal after periods of nonuse, continued use
despite adverse effects, and difficulty controlling use [10,11].
Moreover, overuse of smartphones has been associated with
increased anxiety, depression, poor sleep quality, low
self-esteem, and higher perceived stress, as well as other
addictions such as addiction to al cohol tobacco and illicit drugs
[12-14].

Unlike both gaming and gambling, excessive use of smartphones
appear to be more common among girls, and the motives for
smartphone use seemingly show gender-based differences
[15,16]. Boys are more likely to use their phones for gaming,
media sharing, and internet searches, whereas girls are more
likely to use their phones for social reasons—social media or
texting [15,16]. Researchers have suggested different problems
correlating to different motives for smartphone use [17].

Given the increasing interest of behavioral addictions and
alarming reports on the consequences of screen time and
adolescents increasing psychological complaints [3,5,6], this
study aimsto address knowledge gaps concerning the frequency
of excessive smartphone use among Swedish adolescents, and
whether the preval ence of suspected associated factors differed
between those who reported excessive smartphone use and those
who did not. Specifically, we used a large sample of Swedish
pupils from primary and secondary schools to investigate
whether differences existed between the two groups in terms
of the following outcomes: (1) often feeling low; (2) often
feeling anxious; (3) self-reported attention deficit hyperactive
disorder (ADHD); (4) self-reported autism spectrum disorder
(ASD); (5) being satisfied with one’s own general health; (6)
poor sleep; (7) loneliness; and having tried (8) smoking, (9)
alcohol, and (10) other substances.

https://pediatrics.,jmir.org/2021/4/€30889

Participants and Procedures

Data were collected from a public health survey distributed in
2016 to pupilsin the 9th grade of primary school and 2nd grade
of secondary school. The survey distribution covered all 33
municipalities in Skéne, a region in southern Sweden. The
overall response rate was 77% (9143/11,868) among 9th grade
pupils and 73.4% (7949/10,832) among 2nd grade pupils,
resulting in a total of 17,092 responses. The main purpose of
the survey was to investigate health and various social factors
among Swedish adolescents. Previous school surveysin Skane
were primarily focused on acohol, drug, and tobacco use. In
contrast, the public health school survey of 2016 included a
broad spectrum of public heath questions regarding
demographics and family characteristics (section A); general
salf-perceived health (section B); accidents and injuries (section
O); leisure-time activities and habits (section D); dietary habits
(section E); alcohol (section F); tobacco smoking and snuff use
(section G); narcotic drugs (section H); sex and life together
(section |); school context (section J); security and exposure
(section K); gambling (section L); and general health, life
satisfaction, and beliefs concerning the future (section M).

The survey was provided by the regional council of Scania
County (Region Skane) in cooperation with the municipal
association of Skane, and it was answered anonymously in
classroom settings. Participation was voluntary; al questions
were described as optional, and all measures were based on
self-reports (see Multimedia Appendix 1).

M easures

Excessive Smartphone Use

The survey contained a 6-item questionnaire about mobile phone
habits that has been previously used in alarge-scale European
study called “Net Children Go Mobile” [18]. The questionnaire
beginswith asking the respondents“in the past 12 months, how
often have these things happened to you?’ and then proceeds
tolist thefollowing 6 statements: (1) “1 havefelt bothered when
I could not check my mobile phone”; (2) “I have caught myself
doing things on my mobile phonethat | wasnot really interested
in”; (3) “I havefelt astrong need to check my mobile phoneto
see if anything new has happened”; (4) “1 have spent lesstime
than | should with either family, friends or doing schoolwork”;
(5) “I find myself using my mobile phone even in
places/situations where it is not appropriate”; and (6) “1 have
tried unsuccessfully to spend lesstime using my mobile phone.”
Respondents were asked to state the degree to which they agreed
with each statement using a 5-point scale (“very often,” “fairly
often,” “not very often,” “almost never,” or “never”). We created
a new binary variable labeled “Excessive smartphone use.”
Respondentswho answered “ often” or “very often” to 2 or more
of the 6 statements were categorized as “yes,” and all others
were categorized as “no” [18].
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Associated Factors

Based on previous research outlined in the Introduction,
combined with clinical experience, we chose to investigate a
broad range of suspected associated factors. These factorswere
related to overall well-being, mental health, and various
risk-taking or adverse behaviors. Using the available survey
data, we created 9 new, binary variables in order to examine
the frequency of each factor: (1) often feeling low, (2) often
feeling anxious, (3) ADHD, (4) ASD, (5) loneliness, (6) poor
sleep, (7) tried smoking, (8) tried alcohol, and (9) tried other
substances.

Respondents' psychological health was assessed using 2
guestions from the Health Behaviour in School-Aged Children
Symptom Checklist, both with separately verified and
satisfactory test-retest reliability [19]. Specifically, respondents
rated, on a 5-point scale (“about every day,” “more than once
aweek,” “about every week,” “about every month,” or “rarely
or never”), how often they had felt low and felt anxious or
worried during the past 6 months. We created 2 new binary
variables, labeled “often fedling low” and “often feeling
anxious,” where those who answered “about every day” or
“more than once a week” were categorized as “yes,” and all
others were categorized as “no.”

Questions about long-term somatic or psychiatric disorderswere
also included in the survey. Respondents were asked whether
they had ADHD or attention deficit disorder (ADD) and autism
or Asperger syndrome, and based on their answers (ie, “yes’ or
“no”), 2 new binary variables—labeled “ADHD” and
“ASD"”—were created. Respondentswho affirmed ADHD/ADD
or ASD were categorized as “yes” and al others were
categorized as “no.”

Further, respondents rated, on a 4-point scale (“have no close
friend,” “have one close friend,” “have two close friends,” or
“have severa close friends’), whether they presently have a
close friend with whom they could talk in confidence about
almost any persona matter. We created a new binary variable,
labeled “loneliness,” with those answering “have no close
friend” classified as“yes,” and all others classified as“no.”

Next, respondents were asked, “How would you describe your
health in genera?’ with 5 possible response options (“very
good,” “good,” “fairly good,” “bad,” or “very bad”). A new
binary variable, labeled “ satisfied with your own geneal health,”
was created, with the answers “very good” and “good”
categorized as*“yes,” and all other answers categorized as“no.”

Thereafter, respondents rated, on a 3-point scale, how many
hours a night they usually sleep on weekdays (“less than 7
hours,” “7-9 hours,” or “more than 9 hours’). Based on their
responses, we created a new binary variable, labeled “poor
sleep,” with those answering “less than 7 hours’ classified as
“yes,” and al others classified as“no”.

The survey also included questions about smoking, alcohol
consumption, and other substance use. For smoking, respondents
were asked whether they smoke cigarettes, and their answers
were recorded on a 7-point scale (“no, | have never smoked”;
“no, but | havetried”; “no, | have smoked but have since quit”;
“yes, when I’'m on a party”; “yes, sometimes’; “yes, amost

https://pediatrics.,jmir.org/2021/4/€30889
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every day”; or “yes, every day”). A new binary variablelabeled
“tried smoking” was created, with those answering “no, | have
never smoked” classified as “no,” and all other responses
classified as “yes”

For acohol habits, respondents were asked whether they had
ever drunk alcohol, with possible answers being “yes’ or “no.”
A new binary variablelabeled “tried alcohol” was created, with
those answering “yes’ classified as“yes,” and those answering
“no” classified as“no.”

Finally, for other substance use, respondentswere asked to rate,
on a4-point scale (“no”; “yes, morethan 12 monthsago”; “yes,
during the last 12 months’; or “yes, during the last 30 days’),
whether they ever had used other substances (eg, narcotics). A
new binary variablelabeled “tried other substances’ was created,
with those answering “no” classified as “no,” and all other
responses classified as “yes”

Statistical Analysis

The R statistical programming language (version 4.0.4) [20],
along with several functions from the tidyverse package [21],
was used for intermediate data processing and statistical
analysis. We opted for a fully Bayesian approach, and all
Bayesian model s were specified using the R package brms[22].
The brms package interfaces R with the Stan probabilistic
programming language [ 23], which isastate-of -the-art language
for specifying and estimating Bayesian models. Bayesian
binomial regression models were used to examine whether the
frequency of the associated factors outlined above differed
between adol escents reporting excessive smartphone use and
those who did not. All models used weakly informative priors
centered around zero, which should provide moderate
regularization while still having minimal impact on obtained
estimates [24]. Finally, the R package emmeans [25] was used
for postprocessing results.

We present group differences as estimated median absolute
percentage differences along with the associated odds ratio
(OR), reported with 95% highest density intervals (HDIs). In
contrast to a frequentist Cl, the 95% HDI may be interpreted
such that it has a 95% probability of actually containing the
values inside it [26]. Furthermore, the region of practical
equivalence (ROPE) approach was used to determine whether
an estimated difference was of practical and/or clinical
importance [26]. Specifically, we considered an estimated
difference of at least 5% (in either direction) as the minimal
differencefor “practical equivalence.” If the 95% HDI was not
beyond this cutoff value, we deemed the results asuncertainin
terms of practical and clinical importance.

Results

Prevalence of Excessive Smartphone Use

Information about gender was missing for 86 respondents,
bringing the total sample size availablefor group-based analysis
to 17,006. Furthermore, there were varying levels of missing
datafor smartphone use aswell asfor the associated factors, as
indicated in the tables below. Excessive smartphone use was
more prevalent among girls (approximately 60%) than among
boys (approximately 35%) in both grades (see Table 1 for
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details). Although results varied across gender and grade in
terms of robustness and size of the estimated differences, overall,
we found that excessive smartphone use was associated with a
higher frequency of multiple suspected associated factors such
as ever having tried smoking, alcohol, and other substances;
poor sleep; and often feeling low and often feeling anxious.

Claesdotter-K nutsson €t a

Several of these findings were both robust, with differences
exceeding the ROPE with 95% probability by a large margin,
and substantial, with some estimated differences reaching as
high as 15%. In addition, for several other variables where the
differences, with 95% probability, did not exceed the ROPE,
the differences nonethel ess robustly exceeded zero.

Table 1. Freguency of excessive smartphone use among school pupilsin southern Sweden, based on data collected in 2016.

Study group Total respondents, n Valid responses, n (%) Excessive smart- Non-excessive smart-
phone use, n (%) phone use, n (%)

Boysin 9th grade of primary school 4609 4187 (90.8) 1492 (35.6) 2695 (64.4)

Girlsin 9th grade of primary school 4497 4232 (94.1) 2515 (59.4) 1717 (40.6)

Boysin 2nd grade of secondary school 3945 3605 (91.4) 1342 (37.2) 2263 (62.8)

Girlsin 2nd grade of secondary school 3955 3749 (94.8) 2233 (59.6) 1516 (40.4)

Boysin the 9th Grade of Primary School

A total of 33.6% (499/1484) of the boys in the 9th grade of
primary school who reported excessive smartphone use were
categorized as self-reporting poor sleep compared to 25.1%
(674/2682) of those who did not report excessive smartphone
use, with an estimated difference of 8.5% (95% HDI 6.1%,
10.9%) and an associated OR of 1.51 (95% HDI 1.33, 1.68).
Furthermore, participants who reported excessive smartphone
use had a higher frequency of having tried smoking (575/1435,
40.1%) and alcohol (939/1453, 64.6%) than those who did not
report excessive smartphone use (smoking: 685/2609, 26.3%;
alcohol: 1378/2646, 52.1%), with an estimated difference of

13.8% (95% HDI 11.3%, 16.5%) and OR of 1.88 (95% HDI
1.66, 2.1) for smoking and an estimated difference of 12.5%
(95% HDI 9.9%, 15.1%) and OR of 1.68 (95% HDI 1.5, 1.87)
for acohol use. Furthermore, boys who reported excessive
smartphone use had higher frequencies of often feeling low,
often feeling anxious, ASD, and having tried other substances,
as well as alower frequency of being satisfied with their own
health, although these differences did not reliably exceed the
ROPE.

In summary, excessive smartphone use among boys in the 9th
grade of primary school was robustly associated with a higher
frequency of poor sleep and having tried smoking and alcohal.
Details are presented in Table 2 and Figure 1.

Table 2. Excessive smartphone use and associated factors among boys in the 9th grade of primary school, based on data collected in southern Sweden

in 2016.
Factor® Excessive smartphone use Non-excessive smartphone use  Estimated difference  oRS (9504 HDI)
(%) (95% HDIP)

Total Total

respondents,n  Value, n (%)  respondents,n  Value, n (%)
Often feeling low (n=4053) 1442 162 (11.2) 2611 184 (7) 42(2.6,5.8) 1.67 (1.37, 1.99)
Often feeling anxious (n=4039) 1438 143 (9.9) 2601 150 (5.8) 42(2.7,5.7) 1.8 (1.45, 2.18)
Satisfied with health (n=3799) 1328 1228 (925) 2471 2326 (94.1) -1.7(-3.1,-0.2) 0.77 (0.6, 0.94)
ADHDY (n=4056) 1436 43 (3) 2620 68 (2.6) 0.4 (-0.5,1.3) 1.15 (0.8, 1.55)
ASD® (n=4053) 1437 43 (3) 2616 43 (1.6) 1.3(0.5,2.2) 1.85 (1.21, 2.54)
Poor sleep (n=4166) 1484 499 (336) 2682 674(251)  g5(6.1,109) 1.51(1.33, 1.68)
Loneliness (n=4154) 1486 126 (8.5) 2668 233(8.7) -0.3(-18,1.2) 0.97 (0.79, 1.16)
Tried smoking (n=4044) 1435 575(40.1) 2609 685(263)  13g(113 165  188(166,21)
Tried alcohol (n=4099) 1453 939 (64.6) 2646 1378(521)  125(9.9,15.1)f 1.68 (1.5, 1.87)
Tried other substances (n=4004) 1408 124 (8.8) 2596 130 (5) 3.8(24,5.3) 1.83(1.45, 2.24)

N ote that the total number of respondents for each factor differs due to missing data.

bHDI: highest density interval.

COR: odds ratio.

dADHD: attention deficit hyperactivity disorder.
€ASD: autism spectrum disorder.

fEstimated differences that, with 95% probability, are above the prespecified cutoff for practical equivalence are italicized.
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Figure 1. . Estimated differences in the frequency of associated factors between respondents who reported excessive smartphone use and those who
did not. Dots represent posterior medians, and lines represent 95% highest density intervals. The shaded area shows the region of practical equivalence
(ROPE) of +5%. Estimated differences that, with 95% probability, are larger than the ROPE are represented in green, whereas estimated differences
that, with 95% probability, are larger than zero but smaller than the ROPE are represented in blue. Differences, with 95% probability, not larger than
zero are represented in red. Estimates are based on data collected among school pupilsin southern Sweden in 2016.
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Of the girls who reported excessive smartphone use, 27.4%
(678/2475) reported often feeling low and 22.9% (565/2469)
reported often feeling anxious, as compared to 18% (303/1684)
and 14% (236/1682), respectively, of the girlswho did not report
excessive smartphone use. The estimated difference and OR
for often feeling low were 9.4% (95% HDI 7.2%, 11.5%) and
1.72 (95% HDI 1.5, 1.94), respectively, and the corresponding
values for often feeling anxious were 8.9% (95% HDI 6.9%,
10.9%) and 1.82 (95% HDI 1.57, 2.08), respectively. In addition,
41.9% (1052/2509) of those reporting excessive smartphone
use were classified as having poor sleep, compared to 27.8%
(473/1702) of those not who did not report excessive smartphone
use, with an estimated difference of 14.1% (95% HDI 11.7%,
16.5%) and an associated OR of 1.88 (95% HDI 1.67, 2.08).
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Girls who reported excessive smartphone use also reported
higher frequencies of having tried smoking (985/2478, 39.7%)
and alcohol (1568/2494, 62.9%) compared to those not who did
not (381/1689, 22.6% for smoking and 768/1703, 45.1%, for
alcohol use), with an estimated difference of 17.2% (95% HDI
14.9%, 19.6%) and OR of 2.27 (95% HDI 2, 2.53) for smoking,
and an estimated difference of 17.8% (95% HDI 15.2%, 20.3%)
and OR of 2.06 (95% HDI 1.85, 2.29) for a cohol use. Moreover,
girls with excessive smartphone use had lower frequencies of
being satisfied with their own health as well as loneliness, and
a higher frequency of having tried other substances, but these
differences did not reliably exceed the ROPE.

In summary, excessive smartphone use among girls in the 9th
grade of primary school was robustly associated with a higher
frequency of often feeling low, often feeling anxious, poor sleep,
and having tried smoking and alcohol. Details are presented in
Table 3 and Figure 1.
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Table 3. Excessive smartphone use and associated factors among girlsin the 9th grade of primary school, based on data collected in southern Sweden

Claesdotter-K nutsson €t a

in 2016.
Factor® Excessive smartphone use Non excessive smartphone use  Estimated difference  oRC (9505 HDI)
(%) (95% HDIP)

Total Total

respondents,n  Value, n (%) respondents,n  Value, n (%)
Often feeling low (n=4159) 2475 678(27.4) 1684 303 (18) 9.4(72,11.5) @ 1.72 (1.5, 1.94)
Often feeling anxious (n=4151) 2469 565 (22.9) 1682 236 (14) 8.9 (6.9, 10.9) d 1.82(1.57, 2.08)
Satisfied with health (n=3998) 2363 1940(82.1) 1635 1446 (884) —6.3(-8.2,4.5) 0.6 (0.5, 0.69)
ADHD® (n=4121) 2444 80 (3.3) 1677 46 (2.7) 0.5 (0.4, 1.4) 1.2(0.85, 1.6)
ASD' (n=4108) 2436 24(1) 1672 21(1.3) -0.3(-038,0.3) 0.78 (043, 1.21)
Poor sleep (n=4211) 2509 1052 (41.9) 1702 473(278)  141(117,1659  188(167,208)
Loneliness (n=4210) 2507 139 (5.5) 1703 119 (7) -14(-2.7,-0.2) 0.78 (0.62, 0.95)
Tried smoking (n=4167) 2478 985(39.7) 1689 38L(226)  172(149,196)¢  227(2,253
Tried alcohol (n=4197) 2494 1568 (62.9) 1703 768(451)  17g(152,203) ¢  206(185,229)
Tried other substances (n=4146) 2454 150 (6.1) 1692 39(2.3) 3.8(2.8,4.8) 2.78(1.99, 3.65)

3N ote that the total number of respondents for each factor differs due to missing data.

bHDI: highest density interval.
‘OR: odds ratio.

dEstimated differences that, with 95% probability, are above the prespecified cutoff for practical equivalence areitalicized.

€ADHD: attention deficit hyperactivity disorder.
fASD: autism spectrum disorder.

Boysin the 2nd Grade of Secondary School

Boys who reported excessive smartphone use had higher
frequencies of poor sleep (636/1336, 47.6% vs 858/2253,
38.1%), having tried smoking (851/1292, 65.9% vs 1120/2195,
51%), and having tried other substances (280/1267, 22.1% vs
300/2181, 13.8%) compared to those who did not report
excessive smartphone use, with estimated differences of 9.5%
(95% HDI 6.7%, 12.4%) and OR 1.48 (95% HDI 1.31, 1.65)
for poor sleep, 14.9% (95% HDI 12.1%, 17.7%) and OR 1.85
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RenderX

(95% HDI 1.64, 2.08) for having tried smoking, and 8.3% (95%
HDI 6.1%, 10.6%) and OR 1.78 (95% HDI 1.52, 2.06) for
having tried other substances. Boys who reported excessive
smartphone use aso had higher frequencies of often feeling
low, often feeling anxious, ASD, and having tried alcohol,
although these differences did not reliably exceed the ROPE.

In summary, excessive smartphone use among boysin the 2nd
grade of secondary school wasrobustly associated with ahigher
frequency of poor sleep and having tried smoking and other
substances. Details are presented in Table 4 and Figure 1.

IMIR Pediatr Parent 2021 | vol. 4 | iss. 4 |e30889 | p.190
(page number not for citation purposes)


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

JMIR PEDIATRICS AND PARENTING

Claesdotter-K nutsson €t a

Table4. Excessive smartphone use and associated factors among boysin the 2nd grade of secondary school, based on data collected in southern Sweden

in 2016.
Factor® Excessive smartphone use Non excessive smartphone use  Estimated difference  oRC (9505 HDI)
(95% HDI?)

Total Total

respondents,n  Value, n (%) respondents,n  Value, n (%)
Often feeling low (n=3519) 1312 183(13.9) 2207 223(10.1) 3.8(2,5.7) 144(1.2,1.7)
Often feeling anxious (n=3521) 1312 172 (13.1) 2209 161 (7.3) 5.8(4.1,7.6) 1.92 (1.56, 2.29)
Satisfied with health (n=3278) 1190 1069 (89.8) 2088 1907 (91.3) -15(-3.2,03) 0.84 (0.68, 1.01)
ADHDY (n=3519) 1305 44 (3.4) 2214 50 (2.3) 11(0.2,2.1) 1.51 (1.01, 2.06)
ASD® (n=3516) 1308 28(2.1) 2208 55 (2.5) -0.4(-1.2,05) 0.85(0.54,1.2)
Poor sleep (n=3589) 1336 636 (47.6) 2253 858 (38.1) 95(6.7,12.4) f 1.48(1.31, 1.65)
Loneliness (n=3582) 1334 95(7.1) 2248 177 (7.9) -0.8(-2.2,0.8) 09(0.71,11)
Tried smoking (n=3487) 1292 851 (65.9) 2195 1120 (51) 14.9 (12.1,17.7) f 1.85(1.64, 2.08)
Tried acohol (n=3535) 1312 1149 (87.6) 2223 1792 (80.6) 7(4.9,9) 1.7 (1.43,1.99)
Tried other substances (n=3448) 1267 280(22.1) 2181 300 (13.8) 8.3(6.1,106) 1.78 (1.52, 2.06)

3N ote that the total number of respondents for each factor differs due to missing data.

PHDI: highest density interval.

COR: odds ratio.

4ADHD: attention deficit hyperactivity disorder.
€ASD: autism spectrum disorder.

"Estimated differences that, with 95% probability, are above the prespecified cutoff for practical equivalence areitalicized.

Girlsin the 2nd Grade of Secondary School

Girls who reported excessive smartphone use had had higher
frequencies of often feeling low (702/2198, 31.9% vs 332/1499,
22.1%) and often feeling anxious (560/2211, 25.3% vs
269/1493, 18%), with an estimated difference of 9.8% (95%
HDI 7.3%, 12.1%) and OR of 1.65 (95% HDI 1.44, 1.86) for
often feeling low and an estimated difference of 7.3% (95%
HDI 5.1%, 9.5%) and OR of 1.55 (95% HDI 1.34, 1.76) often
feeling anxious. In addition, 48.6% (1081/2224) of girls who
reported excessive smartphone use were classified as having
poor sleep, compared to 38.7% (584/1508) of those who did
not report, with an estimated difference of 9.9% (95% HDI
7.3%, 12.7%) and an associated OR of 1.5 (95% HDI 1.33,
1.67).

Furthermore, girls who reported excessive smartphone use had
higher frequencies of having tried smoking (1299/2181, 59.6%

https://pediatrics.,jmir.org/2021/4/€30889

vs 640/1492, 42.9%) and acohol (1903/2201, 86.5% vs
1136/1498, 75.8%), with an estimated difference of 16.7% (95%
HDI 14%, 19.4%) and OR of 1.96 (95% HDI 1.74, 2.18) for
smoking and an estimated difference of 10.6% (95% HDI 8.5%,
12.8%) and OR of 2.04 (95% HDI 1.75, 2.33) for acohol.
Finally, although the differences did not reliably exceed the
ROPE, girls who reported excessive smartphone use had a
relatively higher frequency of having tried other substances, as
well aslower frequencies of ADHD, ASD, being satisfied with
one's own health, and loneliness.

In summary, excessive smartphone use among girls in the 2nd
grade of secondary school was robustly associated with ahigher
frequency of often feeling low, often feeling anxious, poor sleep,
and having tried smoking and acohol. Details are presented in
Table 5 and Figure 1.
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Table5. Excessive smartphone use and associated factors among girlsin the 2nd grade of secondary school, based on data collected in southern Sweden

in 2016.
Factor® Excessive smartphone use Non-excessive smartphoneuse  Estimated difference  oRC (9505 HDI)
(%) (95% HDIP)

Total Total

respondents,n  Value, n (%) respondents,n  Value, n (%)
Often feeling low (n=3697) 2198 702(3L9) 1499 32(221)  9g(73,121)¢ 1.65 (1.44, 1.86)
Often feeling anxious (n=3704) 2211 560 (25.3) 1493 269 (18) 7.3(5.1,9.5) d 1.55(1.34, 1.76)
Satisfied with health (n=3488) 2064 1650 (79.9) 1424 1219 (85.6) 5.7(-7.7,-3.5) 0.67 (0.57,0.78)
ADHD® (n=3682) 2185 61 (2.8) 1497 58 (3.9) -1.1(-2.1,-0.1) 0.71 (0.5, 0.94)
ASD' (n=3679) 2184 13(0.6) 1495 17 (1.1) -05(-1.1,0) 0.52 (0.24, 0.89)
Poor sleep (n=3732) 2224 1081 (48.6) 1508 584(387)  99(7.3 127)¢ 15(1.33,1.67)
Loneliness (n=3741) 2227 98 (4.4) 1514 91 (6) -1.6 (-2.8,-0.4) 0.72 (0.55, 0.9)
Tried smoking (n=3673) 2181 1299 (59.6) 1492 640 (42.9) 16.7 (14, 19.4) @ 1.96 (1.74, 2.18)
Tried alcohol (n=3699) 2201 1903 (86.5) 1498 1136(758) 10685, 12.8) ¢ 2.04(1.75, 2.33)
Tried other substances (n=3633) 2161 294 (13.6) 1472 122 (8.3) 5.3(3.6,7) 1.75 (1.4, 2.09)

3N ote that the total number of respondents for each factor differs due to missing data.

bHDI: highest density interval.
‘OR: odds ratio.

dEstimated differences that, with 95% probability, are above the prespecified cutoff for practical equivalence areitalicized.

€ADHD: attention deficit hyperactivity disorder.
fASD: autism spectrum disorder.

Discussion

Principal Findings

Using alarge and representative sample of Swedish adol escent
pupils, we found that excessive smartphone use was more
prevalent among girls (approximately 60% of all respondents)
than among boys (approximately 35% of all respondents).
Furthermore, excessive smartphone use was robustly associated
with a substantially higher prevalence of poor sleep and, with
slight differences between grades and gender, with higher
frequencies of having tried smoking, alcohol, and other
substances. Among girls, bothin the 9th grade of primary school
and 2nd grade of secondary school, we found that excessive
smartphone use was robustly associated with ahigher frequency
of often feeling low and feeling anxious. Several other factors
differed reliably from zero between the groups, although these
differences did not, with 95% probability, exceed the ROPE.
Our study adds to the knowledge of excessive smartphone use
by investigating the corresponding mae and femae
characteristicsand possi ble associated factors among adol escents
in an ordinary Swedish school setting.

Excessive smartphone users of both male and female genders
in the 9th grade showed a disproportionate high prevalence of
having used cigarettes and alcohol. A similar observation was
made for smartphone users of the 2nd grade of secondary schooal,
but in this grade, boys also had a higher probability of
experiencewithillicit drugs. Similar results can be found inthe
literature; for example, Marmet et a [12] investigated the
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coexistence of behavioral and substance addiction among adult
men and found that individual s with smartphone addiction were
more likely to also be addicted to acohol, tobacco, and illicit
drugs. Behavioral and substance addiction have previously been
reported as heavily related, and a sharing of a common
personality trait has been hypothesized. Our findings warrant
for additional research on excessive smartphone use in
adolescents in order to implement prevention plans to hinder
the development of other forms of addiction [3,27].

The relationship between ADHD and excessive smartphone use
has been previously established [1,2,28,29]. The mechanismis
thought to act through the lack of socia interactionswith others,
akey characteristic in patients with ADHD, who concordantly
feel a stronger need to be assured by and connected to others.
Another suggested mechanism isthe tendency to be easily bored
typically exhibited by individuals with ADHD, resulting in a
search for constant stimulation [30-32]. Children with ASD
spend significantly more time using screen-based media than
any leisure activity, and the correlation between internet
addiction and ASD has already been established [15,16,33-37].
In ASD, the mechanism of internet overuse is considered to be
due to their autistic traits: restricted, repetitive patterns of
behavior, interests, or activities [38]. Some studies prove that
children with ASD can learn via smartphone use, especialy
when the content is responsive to their interests, which makes
smartphone use a valuable experience.

In this study, we found a relationship between ADHD and
excessive use of smartphone with the strongest probability
among boys in the 2nd grade of high school, but it did not
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exceed the ROPE in any of the groups. We also found increased
probability of excessive smartphone use in individuals with
ASD, which was the strongest among boys in the 9th grade of
primary school but the probability did not exceed the ROPE in
any of the groups. One possible explanation is that ADHD and
ASD were self-reported; even though the questionnaire was
filled in anonymously, one still cannot rule out the tendency to
underreport stigmatizing diagnoses as ADHD and ASD.

In none of the groups, loneliness was associated with excessive
smartphone use. Previous research suggests a reversed
relationship in which close relationships serve as a protective
factor against smartphone addiction, when investigating a
population comprising both boys and girls [39]. Perhaps our
finding could be considered in correspondence with findings
that girls, unlike boys, usually usetheir phonesfor socia reasons
such as social media or texting; hence, they may not express a
feeling of loneliness [39]. The act of ignoring others in favor
of smartphone use at asocial setting, also called phone snubbing
(or phubbing), has become increasingly common. This is
associated with poorer relationship satisfaction and lower family
well-being and can be supported by other psychological effects
in relation to the increased use of electronic devices, such as
feeling low or anxious[40-42]—afinding wewere ableto verify
in our study.

In both age groups, we found that girls who reported excessive
smartphone use had a higher probability of often feeling low
and often feeling anxious. Thisfinding isin line with previous
research findings stating excessive smartphone use is
significantly associated with depression and anxiety [43,44].

Elhai et al [10] performed a systematic review on problematic
smartphone use and reported that both anxiety and depression
are related to problematic smartphone use. The female gender
isusually described asarisk factor for problematic smartphone
use [10], but whether the female gender also increases the
negative consequences thereof, such as psychological
complaints, is a question for future studies to answer.

Furthermore, the reporting of lessthan 7 hours of sleep per night
(labeled as* poor deep” inthis study) wasreported in both sexes
and in both grades. Standard sleep recommendations for
teenagers (14-17 years) propose 8 to 10 hours of sleep on adaily
basis [45,46]. The importance of sleep during adolescenceisa
key factor for many neurobiological processes, and Sleep
contributesto physical and mental health [47,48]. Over the past
20 years, deep patterns among adolescents have changed, and
a link to the increasing amount of time adolescents of today
spend on the internet has been suggested [47,49,50].
Royant-Parolaet a [51] found that smartphone use, in particular,
is associated with poor sleep and negative daily functioning, as
well as negative mood. The use of screens such as smartphones
and sleep patterns have been previously studied, and suggested
proposed mechanisms include (1) displacement of time spent
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deeping by time spent using screens, (2) psychological
stimulation from screen media content, and (3) alerting and
circadian effects of exposure to light from screens [52]. Many
adolescents use their smartphones just before bedtime, often
leaving their phones in bed and repeatedly and frequently
checking for notifications. This behavior isthought to increase
smartphone use over time, engaging the person in social
reassurance from friends and partners and increasing the
possibility for excessive smartphone use [53]. Billieux et al
[54,55] described this type of behavior is associated with
depression and anxiety. Thisis aso in line with our findings,
since participants with the highest probability of poor sleep (ie,
girls in both age groups) also had the highest probability of
feeling low and feeling anxious.

Strengthsand Limitations

This study has some limitations. One of the limitations is the
cross-sectional design of the study, which does not allow for
conclusions to be drawn regarding causation since such this
would require a longitudinal investigation. Moreover, al the
measures used for this study were based on self-report, which
implies arisk for recall bias that could influence the findings.
One could also argue for the use of more objective measures,
such as electronic registration of smartphone use, as well as
more objective indicators of psychological health (eg, cortisol
profiles and actual diagnoses).

This study also has considerable strengths. These include the
large, representative sample size along with the high response
rate, which reduces the risk of selection bias. The survey aso
included many variables that are not to be found in registers
and can only be captured in questionnaires or interviews.
Another strength isthe Bayesian approach to statistical analysis,
which facilitates genuine probabilistic statements about our
findings. Furthermore, using the ROPE procedure as aguide to
determine the effects that may be of clinical and practical
importance offer further robustness to our findings. Future
research expl oring excessive smartphone use during adol escence
should use longitudinal design for an in-depth understanding
of the topic.

Conclusions

Although results varied across gender and grade in terms of
robustness and size of the estimated difference, overal, we
found that excessive smartphone use was associated with a
higher frequency of multiple suspected associated factors,
including ever having tried smoking, alcohol, and other
substances; poor sleep; and often feeling low and often feeling
anxious. Moreover, our findings suggest that girlswith excessive
smartphone use are more prone to experience psychological
health concerns than boys—a discrepancy that warrants further
investigation. The current study brings light to some features
and distinctions of arelevant potentially problematic behavior
among adolescents of today.
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Abstract

Background: Thereisa60% survival gap between children diagnosed with cancer inlow- and middle-income countries (LMICs)
and those in high-income countries. Low caregiver knowledge about childhood cancer and its treatment results in presentation
delays and subsequent treatment abandonment in LMICs. However, in-person education to improve caregiver knowledge can be
challenging due to health worker shortages and inadequate training. Due to the rapid expansion of mobile phone use worldwide,
mobile health (mHealth) technol ogies offer an aternative to delivering in-person education.

Objective: Theaim of thisstudy isto assess patterns of mobile phone ownership and use among Tanzanian caregivers of children
diagnosed with cancer aswell astheir acceptability of an mHealth intervention for cancer education, patient communication, and
care coordination.

Methods: In July 2017, caregivers of children <18 years diagnosed with cancer and receiving treatment at Bugando Medical
Centre (BM C) were surveyed to determine mobile phone ownership, use patterns, technology literacy, and acceptability of mobile
phone use for cancer education, patient communication, and care coordination. Descriptive statistics were generated from the
survey data by using mean and SD values for continuous variables and percentages for binary or categorical variables.

Results: All eligible caregivers consented to participate and completed the survey. Of the 40 caregivers who enrolled in the
study, most used a mobile phone (n=34, 85%) and expressed high acceptability in using these devices to communicate with a
health care provider regarding treatment support (n=39, 98%), receiving laboratory results (n=37, 93%), receiving reminders for
upcoming appointments (n=38, 95%), and receiving educational information on cancer (n=35, 88%). Although only 9% (3/34)
of mobile phone owners owned phones with smartphone capabilities, about 74% (25/34) self-reported they could view and read
SM S text messages.

Conclusions: To our knowledge, thisisthe first study to assess patterns of mobile phone ownership and use among caregivers
of children with cancer in Tanzania. The high rate of mobile phone ownership and caregiver acceptability for amobile phone-based
education and communication strategy suggests that a mobile phone-based intervention, particularly one that utilizes SMS
technology, could be feasible in this setting.

(IMIR Pediatr Parent 2021;4(4):€27988) doi:10.2196/27988
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Introduction

Each year, low- and middle-income countries (LMICs) account
for over 85% of the 400,000 newly diagnosed pediatric cancer
cases [1]. Survival rates of these cases range from 5% to 25%
in LMICsto over 80% in high-income countries (HICs) [2,3].
Almost one-third of the survival difference can be attributed to
treatment abandonment, defined as the failure to initiate or
sustain treatment during 4 or more successive weeks [3].
Although health system barriers underlie various causes of
treatment abandonment, patient-level barriers also contribute
to this phenomenon. For instance, caregiver interviewsin LMICs
identified limited cancer awareness at the community level and
treatment knowledge as critical factors influencing treatment
abandonment [4-6]. Hence, in addition to health system
strengthening efforts, we need innovative strategies to reduce
patient-level barriersand improve survival outcomesfor children
with cancer in LMICs.

Bugando Medical Centre (BMC) is a tertiary, urban hospital
located in Mwanza, Tanzania, and it is one of the three cancer
treatment centersin the country. The catchment area comprises
18 million people, and an estimated 1100 new pediatric cases
of cancer are diagnosed annually (age <18 years) in thisregion
[7-9]. Of these children, only 20% present for clinical diagnosis
and treatment, and over 40% abandon treatment prior to
completion. In interviews at BMC, caregivers identified
challenges of inadequate care coordination and limited
communication between pediatric cancer providers, patients,
and themselves as reasons for treatment abandonment [10,11].
Among caregivers of children diagnosed with cancer, fewer
than 20% knew their child’'sdiagnosisor that potentially curative
treatment was available for childhood cancer [11]. Owing to
limited human resources in many LMIC settings, in-person
education and individualized patient navigation and follow-up
is often neither feasible nor cost effective [12]. Hence,
identification and implementation of alternative modalities of
patient education and support in LMIC settings may facilitate
caregiver education and support for treatment completion.

With increasing global rates of cellular subscriptions, mobile
phones may offer an alternative modality of communication for
patient-facing interventions to improve cancer education and
treatment support. According to the World Bank, mobile phone
subscription rates in Tanzania in 2019 were as high as 82%,
reflecting an increase compared to previous years [13]. In
recognition of this growing digital technology landscape, the
Tanzanian Ministry of Health, Community Development,
Gender, Elderly and Children established the National Digital
Health Strategy 2019-2024 [14]. This national strategy seeks
to establish a strong digital health infrastructure within health
systems to promote the quality of health service delivery and
support improved health outcomes. Moreover, investments in
patient-facing mobile health (mHealth) strategies, in paralldl,
could help reduce gaps in pediatric oncology care in Tanzania

https://pediatrics,jmir.org/2021/4/e27988

and bol ster the evidence base for these technologiesin reducing
treatment abandonment in LMICs.

The recent World Health Organization digital health guidelines
encouraged the use of mobile devices for patient-facing
interventions and targeted client communication in particular
[15]. Underlying this guideline is a key principle for digital
development, which highlights the need to understand the
existing ecosystem, including “technology infrastructure and
other factorsthat can affect an individual’s ahility to accessand
useatechnology or to participatein aninitiative’ [16]. However,
mobile phone ownership and use patterns among caregivers of
pediatric patients with cancer and their acceptability toward
using these devices for communication related to health
education and care coordination are not well established. To
bridge this gap, we conducted a cross-sectional survey assessing
caregiver patterns of mobile phone ownership and use, as well
asthe acceptability of mobile phone usefor improving caregiver
education, provider-patient communication, and care
coordination at BMC in the context of pediatric cancer care.

Methods

Study Setting

BMC is a 950-bed consultant hospital located in Mwanza,
Tanzania. It is one of the three cancer treatment centers in the
country, and the only oncology referral center for the Lake Zone
of Tanzania. BMC reports more than 200 newly diagnosed
pediatric cancer cases each year [8].

Study Design and Participants

In July 2017, a cross-sectional survey was conducted among a
purposive sample of caregivers of children aged <18 yearswho
were diagnosed with cancer at BMC. All caregivers who were
seen in either theinpatient or outpatient setting during the study
period were approached for participation in the study. Only one
caregiver per patient completed a survey. Informed consent and
survey completion wasdonein either Swahili or English, based
on the participant’s language preference. Adult participants
provided written informed consent. For participants who
self-identified as unable to read, we obtained verbal consent
with thumbprint in the presence of a literate witness per
institutional standards.

Survey Questions and Administration

A 26-question survey instrument to elicit descriptive data on
patterns of mobile phone ownership and use was previously
developed, trandated into Swahili, and pilot-tested in the
Tanzanian population [17]. Survey domains include mobile
phone ownership, technology literacy, and perceived
acceptability for digital health interventions. In this study, the
section on intervention acceptance was further tailored toinclude
specific pediatric cancer use cases. Participants independently
completed the survey. For those who sdlf-identified as unable
to read, a patient navigator read the questionnaire aloud and
recorded the responses from the caregiver. Surveys were
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completed in a private room to ensure confidentiality of
responses. All surveys were completed on paper, and the
responses were stored in a secured office at BMC.

Statistical Analysis

Statistical analysis was conducted using Excel (version 16;
Microsoft Corporation). Descriptive statistics were generated
from the survey data using mean and SD values for continuous
variables and percentages for binary or categorical variables.

Ethics Approval

The study was reviewed and approved by the National Institute
for Medica Research in Tanzania (NIMR/HQ/R.8a/\Vol.

https://pediatrics,jmir.org/2021/4/e27988

RenderX
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IX/3096), the Ethics Committee at BMC (CREC/292/2018),
and Duke University Center Institutional Review Board
(PRO00094010).

Results

Overview

All eligible caregivers who were approached (N=40) agreed to
participatein the study. Survey findings related to mobile phone
ownership and use are described in Table 1.

IMIR Pediatr Parent 2021 | vol. 4 | iss. 4 |e27988 | p.199
(page number not for citation purposes)


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

JMIR PEDIATRICS AND PARENTING

Schroeder et al

Table 1. Mobile phone ownership and use among caregivers (N=40) of pediatric patients with cancer at Bugando Medical Centre, Tanzania.

Characteristics

Value, n (%)

Do you use a mobile phone?
Yes
No?

What type of mobile phone do you use?
Basic phone (non-touch screen)
Android Smartphone

Who owns the mobile phone you use?
Self
Spouse (husband or wife)

Do you share your mobile phonewith others?
Yes

No

With whom do you share your mobile phone?b
Spouse (husband or wife)
Someone in the community

Other

Do you use multiple SIM cardswith your mobile phone?
Yes

No

Which of the following mobile networ ks do you use?d
Airtel
Halotel

TTCL®
Tigo
Vodacom
For what purpose do you use a mobile phone?
Personal use only

Work and personal use

34 (85)
6 (15)

31 (92)
3(9)

33(97)
1(3)

6 (18)
28 (82)

2(33)
1(17)
3 (50)

21 (62)
13 (39)

22 (65)
6 (18)
2(6)

5 (15)
26 (76)

13(38)
21 (62)

3Additional questions only asked of participants who reported using a mobile phone.
bAsked only if participants previously answered “Yes’ to sharing their phone.

SIM: subscriber identification module.
dcan have multi ple networks.
®TTCL, Tanzania Telecommunications Company Limited.

M obile Phone Owner ship

Of the 40 participating caregivers, the magjority (n=34, 85%)
reported mobile phone use. Of these, 97% (33/34) owned mobile
phones, and 3% (1/34) reported their spouse as the primary
owner of the mobile phone. Most caregivers (31/34, 91%) owned
mobile phones that did not have smartphone capabilities.
Vodacom and Airtel were the two most used cellular networks,
reported by 76% (26/34) and 65% (22/34) of respondents,
respectively.

https://pediatrics,jmir.org/2021/4/e27988

Technology Literacy

We assessed survey respondents’ technology literacy pertaining
to their mobile devices (Table 2). All caregivers with mobile
phones reported being able to receive phone calls. A majority
of respondents reported being able to view and read a text
message (25/34, 74%), but fewer participants reported being
able to compose text messages. About 1 in 2 caregivers (18/34,
53%) knew how to take and send apictureviaacell phone, and
47% (16/34) knew how to watch videos.
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Table 2. Technology literacy among caregivers of pediatric patients with cancer who own mobile phones (n=34) at Bugando Medical Centre, Tanzania.

Characteristics Value, n (%)

Turn phoneon or off

Able 34 (100)

Not able 0(0)
Charge phone

Able 30(88)

Not able 4(12)
Make phone calls

Able 33(97)

Not able 1(3)
Receive phone calls

Able 34 (100)

Not able 0(0)
Type using the mobile phone keyboard ( ie, to compose a text message or email)

Able 16 (47)

Not able 18 (53)
Send a text message

Able 22 (65)

Not able 12 (35)
Open and read a text message

Able 25 (74)

Not able 9 (26)
Take pictures

Able 18 (53)

Not able 16 (47)
Watch video

Able 16 (47)

Not able 18 (53)
Charging Phone

Never 22 (67)

Sometimes 3(9)

Always 8(24)

Unclear 1(3

Network Connectivity (ie, no signal, dropped calls, etc)

Never 22 (65)
Sometimes 3(9)
Always 9(26)
Browsetheinternet
Able 4(12)
Not able 30 (88)
Use an installed app (eg, WhatsApp)
Able 4(12)
Not able 30(88)
https.//pediatricsjmir.org/2021/4/e27988 JIMIR Pediatr Parent 2021 | vol. 4 | iss. 4 [e27988 | p.201
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Characteristics

Value, n (%)

Download and install apps

Able 5(15)

Not able 29 (85)
Make monetary transactions

Able 16 (47)

Not able 18 (53)
Change phone settings (eg, brightness of screen)

Able 17 (50)

Not able 17 (50)
Phone theft or loss

Never 16 (47)

Sometimes 14 (41)

Always 4(12)

Per caived Needs information. Over half (23/40, 58%) of al respondents answered

Caregiver responses to the utility of implementing mobile
technology inthetreatment of pediatric cancer therapy at BMC
are illustrated in Figure 1. Of the 40 caregivers, 98% (n=39)
thought using mobile technology to communicate with providers
would be useful, 95% (n=38) wanted to use mobile technology
to receive reminders regarding upcoming appointments, and
88% (n=35) wanted to receive education materia and

an additional open-ended free-text response question asking
what other benefits mobile technology could have in the
treatment for their child. Of those, the majority (22/23, 96%)
of respondents focused their answer on the potential use of
mobile technology to communicate with amedical provider in
a time of emergency (ie, febrile illness or severe nausea or
vomiting).

Figure 1. Caregiver acceptability for mobile phone usein pediatric cancer care.

m Useful

COMMUNICATE WITH THE HEALTH PROVIDER OR PATIENT
NAVIGATOR FOR TREATMENT SUPPORT:

RECEIVE LAB RESULTS OR UPDATES REGARDING THE PATIENT'S
HEALTH OR TREATMENT PLAN:

RECEIVE REMINDERS ABOUT UPCOMING MEDICAL
APPOINTMENTS:

VIEW EDUCATIONAL INFORMATION ABOUT PEDIATRIC CANCER
TREATMENT AND SIDE EFFECTS:

Discussion

Principal Findings

mHealth interventions have soared in recent history, with over
500 projects implemented in sub-Saharan Africa in the last
decade [18-20]. This proliferation of mHealth interventionsis
due in part to the rapid expansion of mobile phone use and
infrastructure worldwide [21]. The majority of caregivers
surveyed at BMC owned and used mobile phones and were

https://pediatrics.jmir.org/2021/4/e27988
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RenderX

Not Useful = Unsure

interested in using these devicesto learn and communicate about
their child’'s cancer treatment. These findings support high
feasibility and acceptability for mHealth strategies at BMC to
provide targeted information and communication to caregivers
of children with cancer, while reducing burden on limited health
care resources and personnel. However, additional studies will
be needed to confirm the feasibility and acceptability of any
future mHealth interventions that are devel oped for caregivers.
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In this study, the proportion of caregivers who reported using
amobile phone (85%) was similar to the national mobile phone
subscription ratein Tanzania (82%) [13]. In sub-Saharan Africa,
data plans are often inexpensive, and their use is widespread
regardless of socioeconomic status [22,23]. Furthermore,
investments in mobile phone infrastructure have led to an
estimated 93.7% cell tower coverage nationwide, suggesting
that an intervention delivered by mobile phone has a high
potential reach in Tanzania[24].

Although access to cell coverage is high, many caregivers
reported using multiple SIMs with different cellular carriers.
Having multiple SIM cards may be a barrier to implementing
interventions since other studies have reported challenges with
reaching participants when an alternate SIM is in use [25].
However, in Tanzania, mobile phone owners maintain the same
telephone number when they switch networks, as part of the
Mobile Number Portability Act [26,27]. The high rate of mobile
phone ownership and flexibility between networksin Tanzania
areimportant in establishing consi stent communi cation between
patientsand providers. Our resultsreveal that the most effective
delivery method of content to caregivers in our study setting
was via phone calls, as 97% to 100% of respondents that used
a mobile phone were capable of making or receiving a phone
cal.

Although text messaging isacheaper alternativeto voi ce-based
communication in Tanzania, our findings suggest low literacy
among caregivers to support atext messaging intervention. We
found that text messaging would not be as effective, as only
74% could read a text message and 65% of respondents could
send a text message. When faced with the challenges of low
literacy rates, Wazazi Nipendeni, a text messaging app for
pregnant women in Tanzania, added supportersand voice-based
technol ogy to read the text messages[21,28]. However, in many
LMICs, including Tanzania, there is perceived community
stigmatization related to pediatric cancer, and having someone
other than an immediate family member read or verbalize
messages may exacerbate the existing barriers to cancer
diagnosis and treatment. Therefore, further research is needed
to understand the acceptability of using family or community
supportersfor childhood cancer and whether community-based
cancer stigma poses barriers to such a strategy.

In our study, we surveyed caregivers directly to assess their
perspectives on the value of amobile phone—based intervention.
Our data suggest high acceptability and desire among caregivers
to use mobile phones to communicate with providers, receive
lab and appointment reminders, and view educational material
related to their child's cancer diagnosis. An important point to
note is that ailmost all respondents who answered the free-text
question regarding other uses of a digital case management
system requested a hotline number they could contact in the
event of an emergency. Currently, there are no systemsin place
for a caregiver to contact atrained oncology provider at BMC,
and this is likely the situation in other LMIC settings as well.

https://pediatrics,jmir.org/2021/4/e27988
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Including end-user participants in the creation and
implementation of technologies increases adoption of the
intervention, and the idea of using patient-centered feedback in
mHealth systems has been a diverging point between successful
and unsuccessful implementations[29]. Our results support this
claim, as our user-centric approach identified the need of adirect
pathway for caregivers to access information from medical
providersabout their child’s diagnosisand treatment. Including
thisinformation in theimplementation of futuredigital platforms
will allow usto better care for patients.

Our study sought to evaluate caregiver acceptability of maobile
phone use in the global pediatric oncology setting. Of al the
initiatives in the 2014 African Strategies for Health mHealth
Compendiums, only one focuses on cancer—mEPOC, an app
that provides early detection and prevention of oral cancers.
There have not been other reports of mHealth in global pediatric
oncology [30]. Therefore, this represents an area of need in
LMICs, as supporting caregivers of patients with cancer is
known to have a positive impact on parent distress and treatment
outcomesin HICs[31,32].

Limitations

This study has several limitations. First, although the survey
was previously trandated to Swahili and adapted for use in
Tanzania, thetranscultural adaptation was done for the southern
region of Tanzania, whereas our study was completed in the
Northeast region of the country, potentialy limiting its
generalizability [17]. However, the Swahili language used in
Tanzania is the same throughout the country, and the domain
questions sel ected used concrete concepts (ie, if the respondent
owned a mobile phone), for which regional variations in
interpretation would be unlikely. Second, due to the small
sample size, we were unable to conduct advanced statistical
analysesto assess associ ations between caregiver characteristics
and acceptability. Future planned studies could provide an
in-depth assessment of caregiver acceptance by recruiting a
larger sample of respondents. Nonetheless, our data suggests
that an mHealth intervention at the pediatric cancer department
of BMC would be used by caregivers and that it could decrease
treatment abandonment via improved communication with
providersand patients, clinic reminders, education, and ahotline
for emergencies. Given geographical barriersto carein certain
parts of Tanzania, especialy in rural settings where traveling
to hedlth facilities may entail significant time and financial
burden, a medical emergency hotline could be of significant
benefit for caregivers. Our high rates of population mobile phone
use, feasibility, and acceptability of mobile phone intervention
delivery are consistent with other chronic disease mHealth
research [33]. With cancer being one of the major causes of
death from noncommunicable diseases, and with the number
of new cases of pediatric cancersrising, it isimperative that we
build the evidence base for patient-facing mHealth interventions
inthisfield.
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Abstract

Background: Dataregarding the acceptability, feasibility, and quality of telehealth among adol escents and young adults (AYA)
and their parents and caregivers (caregivers) are lacking.

Objective: Theaim of this study wasto assess the noninferiority of telehealth versusin-person visits by comparing acceptability
with respect to efficiency, effectiveness, equity, patient-centeredness, and confidentiality.

Methods: Cross-sectional web-based surveys were sent to caregivers and AYA following video visits within an Adolescent
Medicine subspecialty clinic in May-July 2020. Proportions of AYA and caregivers who rated telehealth as noninferior were
compared using chi-squared tests. Feasibility was assessed viaitems measuring technical difficulties. Deductive thematic analysis
using the Institute of Medicine dimensions of health care quality was used to code open-ended question responses.

Results: Survey responserateswere 20.5% (55/268) for AYA and 21.8% (123/563) for caregivers. The mgjority of the respondents
were White cisgender females. Most AYA and caregivers rated telehealth as noninferior to in-person visits with respect to
confidentiality, communication, medication management, and mental health care. A higher proportion of AYA compared to
caregivers found telehealth inferior with respect to confidentiality (11/51, 22% vs 3/118, 2.5%, P<.001). One-quarter (14/55) of
the AYA patients and 31.7% (39/123) of the caregivers reported technical difficulties. The dominant themes in the qualitative
dataincluded advantages of tel ehealth for efficiency and equity of health care delivery. However, respondents’ concernsincluded
reduced safety and effectiveness of care, particularly for patients with eating disorders, owing to lack of hands-on examinations,
collection of vital signs, and laboratory testing.

Conclusions: Telehealth was highly acceptable among AYA and caregivers. Future optimization should include improving
privacy, ameliorating technical difficulties, and standardizing at-home methods of obtaining patient data to assure patient safety.

(JMIR Pediatr Parent 2021;4(4):€32708) doi:10.2196/32708

KEYWORDS
telehealth; telemedicine; adolescent; COVID-19; acceptability; feasibility; young adult; teenager; cross-sectional; patient experience;
experience; efficiency; equity; survey
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Introduction

With the rapid shift to video visits during the COVID-19
pandemic, adolescents, who are typically digital natives, have
been key consumers of technology-delivered health care [1].
Prior to COVID-19, telehealth was seen as a potential tool to
increase access to care and reduce health disparities for
adolescents, but geographic restrictions and limited
reimbursement led to low utilization [2]. Widespread adoption
of telehealth was facilitated by emergency waivers issued by
the Centersfor Medicare and Medicaid Services, which allowed
for geographic flexibility and expanded reimbursement, and the
proliferation of Health Insurance Portability and Accountability
Act compliant videoconferencing platforms [3,4]. Most
commercia insurers quickly followed in relaxing telehealth
restrictions to keep pace.

With the rapid transition to telehealth during the COVID-19
pandemic, data gathering of end-user acceptability of telehealth
has lagged. The crisis conditions of the pandemic resulted in
minimal opportunity for stakeholder input and design from
adolescents and young adults (AYA) and their families. Even
prior to the pandemic, there were limited data on the
acceptability of telehealth for adolescents, and existing studies
were mostly confined to mental and sexual health care [5-7],
thus neglecting other areas of adolescent health care delivery,
including gender-affirming care and management of eating
disorders. Although recent systematic reviews demonstrate
acceptability of telehealth for a variety of pediatric and adult
conditions and modest effect sizes for effectiveness for
telemedicine management of pediatric conditions, including
asthma, attention deficit hyperactivity disorder, and depression,
the acceptability of video-delivered care for a broad sample of
adolescent health conditions remains unknown [1,8].

Telehealth for adolescent care presents unique use case
challenges. Adolescent Medicine service providers navigate
additional confidentiality barriers, frequently need to integrate
mental health care into visits, and often practice within
interdisciplinary care teams, including psychologists,
nutritionists, and social workers. Additional protections are
needed to maintain confidentiality during adolescent enrollment
within electronic health portals and teleheal th applicationswhile
still allowing for parent and caregiver (caregiver) proxy access
to essential health care information [9]. For example, caution
is needed to assure that sensitive test results (such as pregnancy
testing) are not released to parents through portals without
adolescent consent and that confidential telehealth visits for
sexual health servicesarenot “visible” to parents. Early analyses
have demonstrated successful adoption of telehealth, with high
uptakeratesfor adol escent health care over periods of just days
to weeks [9,10]. However, separate from adoption metrics,
acceptability and feasibility assessments are essential to assure
that telehealth is delivered with equivalent confidentiality
protections to in-person care. The importance of confidential
care has been amplified by the pandemic, given therising rates
of mental health conditions that necessitate additional privacy
protectionsfor both data collection and treatment delivery [11].
Early data from Adolescent Medicine providers demonstrate
challenges to ensuring privacy and confidentiality, despite use
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of headphones, platform chat functions, and yes/no
history-taking questions [12]. Providers have also noted that
some patients from lower socioeconomic status households
experienced greater difficulty securing private space owing to
more crowded living arrangements, thereby presenting a
potential challenge to equity [12].

Concerns surrounding widespread implementation of telehealth
for adolescentsremain, including threatsto quality of care across
the Institute of Medicine (IOM) dimensions of health care
quality: safety, effectiveness, timeliness, efficiency, equity, and
patient-centeredness [13,14]. Although telehealth has the
potential to increase the reach of health care, early data show
that it may paradoxically worsen health disparities owing to
differential accessto wirelessinternet, private spacesfor visits,
and mobile devices across race and socioeconomic status
[15,16]. An additional areafor concern is patient safety, asthe
lack of hands-on physical examinations and standardized
collection of vital signs could lead to errorsin diagnosis [17].

The perspectives of both patients and caregivers are critical for
assessing the acceptability of telehealth for adolescents. The
American Academy of Pediatrics Supporting Pediatric Research
in Outcomes and Utilization of Telehealth (SPROUT) research
network developed the SPROUT Telehealth Evaluation and
Measurement (STEM) framework, a mechanism to evaluate
perspectives on telehealth across stakeholders [18]. The
Experience branch of the STEM framework emphasizes the
need to understand patient and caregiver perspectives on
multiple visit aspects, including overal satisfaction,
communication quality, and impact on family routines[18]. We
therefore sought to examine patient and caregiver attitudes
toward telehealth in an Adolescent M edi cine subspecialty clinic
system. Our primary aim was to determine the acceptability,
feasibility, and quality of telehealth for delivery of adolescent
health care among patients and caregivers. A secondary aim
sought to eval uate the agreement between patient and caregiver
responses on acceptability measures.

Methods

We conducted a cross-sectional web-based survey to assess
attitudes toward telehealth in AYA and parents and caregivers
(caregivers).

Settings and Participants

Participants or their dependents received care within an
Adolescent Medicine subspecialty clinic, within a large
academic pediatric hospital network in the Philadelphia area.
The clinic provides contraceptive and gynecologic services,
gender-affirming care, HIV treatment and prevention, and
management of eating disordersfor AYA. Theclinictransitioned
from 100% in-person visitsto majority synchronousvideo visits
starting March 2020 owing to the COVID-19 pandemic [10].
The telehealth platform alowed for a multiple user interface,
and visits were attended by multiple clinical team members,
including registered dieticians, social workers, psychologists,
and interpreters as needed. Patients aged =13 years who
completed a video visit from May-July 2020 were eligible for
enrollment. Caregivers were eligible if their child <18 years of
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age completed a video visit during the study period or if they
accompanied their child 18 years or older in a video visit (ie,
the patient did not attend the visit independently). Patients and
caregivers could participate independent of each other, and the
datatherefore do not represent patient/caregiver dyads. Potential
participants were called before their telehealth visit by study
staff, had contact information confirmed, and were informed
about the survey. After visits were completed, links to research
electroni c data capture-based surveyswere sent viatext message
or email to the participant and, separately, their caregiver, per
inclusion criteria

M easures

The 32-item (AYA) and 29-item (caregiver) web-based surveys
assessed telehealth acceptability and feasibility. Survey items
were adapted from previoudy validated scales, and items were
selected using a modified Delphi procedure with experts from
Adolescent Medicine, psychology, and informatics [19].
Telehealth acceptability was measured on a5-point Likert scale
comparing telehedth to in-person care with respect to
provider-patient communication, convenience, privacy, and
achieving goals of care. Feasibility was assessed via questions
regarding technica difficulties with visits. Additional
independent measures were included for AYA and caregivers,
respectively. AYA surveysincluded items addressing ability to
find a private space for the visit and whether there were
opportunities to speak with their provider alone. Caregivers
provided both their own and their child’'s demographic
information and completed an additional question on their
perceptions of how well their child’'s concerns were addressed
at telehealth visits compared to in-person visits. In order to
capture additional perspectives on telehealth that may not have
been captured in our measures, both surveys contained 3
open-ended questions: (1) what are the disadvantages of
telehealth compared to in-person visits? (2) what are the
advantages of telehealth compared to in-person visits? and (3)
please let us know any additional areas in which you felt
telehealth was different from in-person visits.

Quantitative Analysis

Demographic characteristics of patients and caregivers were
assessed via descriptive statistics, including means, medians,
and standard deviations. For items comparing in-person to
telehealth visits, we assessed noninferiority of telehealth to
in-person care by dichotomizing responses into 2 categories:
telehealth better or the same as in-person and telehealth worse
than in-person. As our primary aim was to assess acceptability
for both caregivers and adolescents and to identify areas for
optimization to assure joint acceptability, we compared
proportions of each population rating telehealth as noninferior
toin-person care by using chi-squared and Fisher exact test. All
analyses were completed in Stata 15 (College Station, TX,
StataCorp LP).

Qualitative Analysis

Three independent coders qualitatively analyzed responses to
the open-ended questions in the survey regarding telehealth
advantages and disadvantages. The primary (AWP) and
secondary (PM, HLF) coders reviewed the open-text survey
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responses by using a semiquantitative spreadsheet approach,
which captured the descriptions and frequencies of themes. The
patient and, separately, caregiver-specific responses were
independently double-coded using deductive thematic analysis
to identify themes unique to the patient and caregiver
experiences. The coding team developed an initial codebook of
themes based on consensus with each coder and then they
separately applied the codebook themes to the entirety of the
open-text survey data. Any coding discrepancieswere resolved
by consensus. To ground findingswithin an existing health care
quality framework, the primary coder categorized the final
themes according to the IOM dimensions of health care quality:
safety, effectiveness, timeliness, efficiency, equity, and
patient-centeredness[13,14]. All procedureswere reviewed and
deemed by the Ingtitutional Review Board to be exempt as
quality improvement.

Results

Quantitative Data

In May-June 2020, 268 and 563 surveys were deployed to
unique AYA patients and caregivers, respectively, with a
response rate of 20.5% (55/268) for AYA and 21.8% (123/563)
for caregivers. The majority of the patient and caregiver
respondents were White cisgender females (Table 1). The race
and sex distributions of patient survey respondents were
representative of the patient population seen by theclinic during
spring 2019. The most common visit reasons were eating
disorders (18/55, 33% patients, 52/123, 42.3% caregivers) and
gynecology/reproductive health (18/55, 33% patients, 44/123,
35.8% caregivers).

Themajority of thevisitswere conducted by physician providers
(Table 2). Most AYA and caregivers used a smartphone with a
Wi-Fi connection for their telehealth visit. With respect to
confidentiality, nearly all AYA (54/55, 98%) were able to
identify a private space for their visit (Table 2) and 36 out of
55 AYA (65%) spoketo aprovider aone during their telehealth
visit (Table 2). Of the 19 AYA who did not speak to their
provider alone, 3 (16%) wanted to do so (Table 2).

With regards to acceptability (Table 3), the mgjority of AYA
and caregiversrated teleheal th as noninferior to in-person visits
with respect to privacy, communication, managing medication
questions, and discussing test results, mood, and mental health.
A significantly higher proportion of AYA compared to
caregivers felt telehealth was inferior to in-person care with
respect to privacy (11/51, 22% vs 3/118, 2.5%, respectively,
P<.001). There were no other significant differences between
AYA and caregiversin the acceptability ratings acrossdomains.

With respect to feasibility, 39 out of 123 (31.7%) caregivers
and 14 out of 55 AYA (25%) reported technical difficultieswith
telehealth, including difficulty accessing the patient portal.
However, 104 out 123 caregivers (84.5%) and 49 out of 55
AYA (89%) reported that the technology system was easy to
use, and 97 out of 123 caregivers(78.8%) and 38 out of 55 AYA
(69%) reported that video visits improved efficiency of care,
including time saved, compared to in-person visits (Table 2).
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Table 1. Demographic characteristics of the survey respondents.
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Characteristic

Patient survey (n=55)

Caregiver survey (n=123)

Age? (years), median (IQR)

Race®®, n (%)

18 (17-20)

48 (44-51)

White 42 (76.4) 104 (86.7)
Black 9(16.4) 14 (11.7)
Asian 4(7.3) 1(0.8)
Native American 1(1.8) 3(25)
Other 4(7.3) 2(17)
L atina® 7(12.7) 6(5)
Sex® n (%)
Male 10 (18.2) 7(5.8)
Female 45 (81.8) 113 (94.2)
Gender identity® n (%)
Cisgender male 11 (20) 7(5.8)
Cisgender female 31 (56.4) 113 (94.2)
Transgender male 7(12.7) 0
Transgender female 2(3.6) 0
Gender queer/nonconforming/nonbinary 4(7.3) 0
Visit reasonb, n (%)
Eating disorder 18 (32.7) 52 (42.3)
Gynecol ogy/contraception 18 (32.7) 44 (35.8)
Gender-affirming care 12 (21.8) 27 (22)
HIV treatment/prevention 3(5.5) 0
Mental health/substance abuse 3(5.5) 2(1.6)
Other 4(7.3) 4(3.3)

8Data not provided by 3 (2.4%) caregiver survey respondents.
bCheckbox guestion: participants could select more than one category if applicable; therefore, percentages add to >100%.
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Table 2. Telehealth visit characteristics.

Patients (n=55), n (%) Caregivers (n=123), n (%)

Previous Adolescent Medicine visit 41 (74.6) 98 (79.7)
Visit location

Home 54 (98.2) 123 (100)

Other 1(18) 0
Ableto identify private space 54 (98.2) N/AR
Providers presentb

Physician 47 (85.5) 91 (74)

Nurse practitioner/Physician assistant 6 (10.9) 25(20.3)

Nurse 4(7.3) 3(24)

Psychologist/licensed professional counsellors 2(3.6) 12 (9.8)

Social worker 2(3.6) 2(1.6)

Physical/occupational therapist 1(1.8) 2(1.6)

Dietician 5(9.1) 6(4.9)

Other 1(1.8) 5(4.1)
Connection typeb

Wi-Fi 47 (85.5) 101 (82.1)

Data 13(23.6) 35(28.5)
Device used

Tablet 8 (14.5) 26 (21.1)

Smartphone 40 (72.7) 74 (60.2)

Desktop computer 7(12.7) 6(4.9)

L aptop computer 0 17 (13.8)
Difficulty of video visit use

Difficult 3(5.5) 10(8.1)

Neutral 3(5.5) 9(7.3)

Easy 49 (89.1) 104 (84.6)
Technical difficulties®

No issues 41 (74.5) 84 (68.3)

Video never worked/stopped working 1(1.8) 15 (12.2)

Audio never worked/stopped working 5(9.1) 15 (12.2)

Poor audio/video quality 6(11) 14 (11.9)

Resorted to telephone call 2(3.6) 6(4.9)

Difficulty signing up for or starting the tel ehealth application 3(5.5) 11(8.9)
Would participatein avideo visit again

Disagree 8 (14.5) 15 (12.2)

Neither agree nor disagree 10 (18.2) 8(6.5)

Agree 37(67.3) 100 (81.3)
Frequency of talking to health care provider alone during in-person visits®

Never/amost never 6 (14.6) N/A

Occasionally/sometimes 15 (36.6) N/A

Almost every time/every time 20 (48.8) N/A
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Petients (n=55), n (%) Caregivers (n=123), n (%)

Talked to provider alonein telehealth visit 36 (65.4) N/A
Wanted to talk to provider alone®

Disagree 7 (36.8) N/A

Neither agree nor disagree 9(47.4) N/A

Agree 3(15.8) N/A
Convenience compared to in-person visit

Telehealth took longer 8(14.5) 14 (11.4)

No difference 6 (10.9) 7(.7)

Telehealth saved time 38 (69) 97 (78.9)

Never had an in-person visit 3(5.5) 5(4.1)

8N/A: not applicable.

bpartici pants could select more than one category if applicable; therefore, percentages add to >100%.
CAnswered only by patients who had attended a previous adolescent clinic visit (n=41).

dAnswered only by patients who did not speak to their provider alone during their clinic visit (n=19).
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Table 3. Comparison of patient and caregiver acceptability of telehealth.?

Wood et d

Acceptability of telehealth, domain

Telehealth visit noninferior to in-person visit, n (%) P vaue

Patients (n=55) Caregivers (n=123)
Safety
| felt comfortable with the privacy of the video visit.? 40 (78.4) 114 (96.6) <.001
Effectiveness
Obtaining prescription refills® 43 (95.6) 82(98.9) .28
Managing medication side-effects and questions® 43(93.5) 87(97.8) 22
Discussing test results® 42(97.7) 72 (96) 54
Discussing mental health’ 39(78) 99(89.2) .05
Receiving referrals to other providers? 41(97.6) 74(98.7) .59
Timeliness/efficiency
The visit was convenient for me” 49(96.1) 117(99.2) 22
Equity
| felt comfortable with the way my provider communicated with me 50 (98) 113(96.6) 52
Patient-centeredness
| felt comfortable discussing private topics alone with my health care provider 45 (86-5) 109 (94) A1
| felt comfortable communicating with my health care provider” 48 (94.1) 112 (94.9) 55
| felt my provider paid attention to me® 49 (96.1) 118 (100) .09
| felt my provider listened to me” 50 (98) 116 (98.3) .66
| felt my concerns were addressed” 50 (98) 115 (97.5) .65

8Chi-squared test was used.

BNot applicable or no prior in-person visit for 4 (7.3%) patients and 3 (2.4%) caregivers; datamissing for 2 (1.6%) caregivers.

’Not applicable or no prior in-person visit for 10 (18.2%) patients and 37 (30.1%) caregivers; data missing for 3 (2.4%) caregivers.

INot applicable or no prior in-person visit for 9 (16.4%) patients and 29 (24.6%) caregivers; data missing for 5 (4.1%) caregivers.

®Not applicable or no prior in-person visit for 12 (21.8%) patients and 44 (35.8%) caregivers; data missing for 4 (3.3%) caregivers.

Not applicable or no prior in person visit for 5 (9.1%) patients and 9 (7.3%) caregivers, datamissing for 3 (2.4%) caregivers.

9INot applicable or no prior in-person visit for 13 (23.6%) patients and 45 (36.7%) caregivers; datamissing for 3 (2.4%) caregivers.

PNot applicable or no prior in-person visit for 3 (5.5%) patients and 3 (2.4%) caregivers; data missing for 1 (1.8%) patient and 2 (1.6%) caregivers.
'Not applicable or no prior in-person visit for 4 (7.3%) patients and 3 (2.4%) caregivers; datamissing for 3 (2.4%) caregivers.

INot applicable or no prior in-person visit for 3 (5.5%) patients and 5 (4.1%) caregivers, data missing for 2 (1.6%) caregivers.

Qualitative Data

Nearly half (n=26) of the 55 patients (47%) and 86 of the 123
caregivers (69.9%) completed the open-ended questions. The
demographics of the patient and caregiver responses to the
open-ended questions were reflective of the total survey
population. The sample was largely White (19/26, 73% AYA,;
75186, 87% of caregivers) cisgender females (19/26, 73% AYA;
75186, 87% of caregivers). Emergent themes within the IOM
quality framework and exemplar quotes are shown in Table 4.

The most frequently cited advantage of tel ehealth compared to
in-person visits was within the IOM dimension of Timeliness.

https://pediatrics,jmir.org/2021/4/e32708

Both patients and caregiversindicated that timewas saved from
no commute or in-person waiting room time and reported
financia savings from less work missed and no transportation
costs. The second most common theme was “ Improved access
to care for vulnerable populations’ within the Equity 10OM
domain. Patients and caregivers described telehealth as
expanding access to people who may experience a variety of
challengeswith attending in-person Adolescent Medicinevisits.
Patients al so discussed how telehealth improved equity in care
delivery, including, but not limited to, reducing misgendering
patients by clinic staff.
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Table 4. Advantages/disadvantages reported in the patient and caregiver open-ended survey responses.

Construct, advantage/disadvantage  Themes Frequency? Exemplar quotes

Safety: Delivering health carethat minimizesrisksand harm, including avoiding preventable injuriesand reducing medical errors

Advantage Improved patient safety 8 ...There'sagreater risk of getting COVID-19 when you
doin-person visitsrather than telehealth visits. [Patient]
Disadvantage Increased safety risks due to lack of 4 ...| feel that thereis potential for parentsto miss or
hands-on data overlook clues about teen eating disorders using

telemedicineasa primary treatment option. [Caregiver]

Disadvantage Decreased visit privacy 10 ...Dueto my answer-giving at home, | feel it's not as
safe because | have neighbors... and our house is con-
nected to someone else’s house. [Patient]

Effectiveness: Providing services based on scientific knowledge and evidence-based guidelines

Advantage Improving adherence to treatment rec- 4 ...Accountability for seeing the doctor has been a pow-
ommendations erful motivator for our family to do theright thing.
[Caregiver]
Disadvantage Limited scope of practice 47 ... Telehealth is not able to easily address physical

problems, can't take blood pressure etc. [Patient]

Timeliness: Reducing delaysin providing and receiving health care

Advantage Allowed continuity of careduring the 12 ...I'would not prefer [telehealth] as a matter of course
pandemic but appreciated thisvisit since there was no other alter-
native at the moment. [Caregiver]
Advantage Reduced delaysin care 16 ...I know my child will be seen sooner vs coming in after
waiting monthsfor appointments dueto heavy schedules.
[Caregiver]
Disadvantage Disrupted care dueto technical issues 14 ...After checking in, and downloading applications,

application repeatedly restarted, only worked for audio
... cut out 3 different times and required Doctor/us to
switch to a phone call [Caregiver]

Disadvantage Visit workflow challenges 2 ...| was not made aware that the staff would call my
home phone...I specifically asked them not to call, and
thecall disturbed...my family who were busy with online
job interviews and standardized tests. [Patient]

Efficiency: Delivering health carein a manner that maximizes resour ce use and avoids waste

Advantage Improved convenience for families 102 ...Usually an appointment ...takes us 4 hours and this
only took 1 hour for the actual appointment. [Caregiver]

Advantage Decreased cost to families 9 ...S0 much cheaper than paying gastolls and parking
plus saves two hours of drive time. [Caregiver]

Disadvantage Increased financia burden on families 1 ...My daughter doesn't get weighed in or her vitals
taken. WWe have to go to her primary for weight check
and [orthostatic vital signs] ... which means | pay for
a second doc visit. [Caregiver]

Equity: Déelivering health carethat does not differ in quality according to personal characteristics

Advantage Improved quality of carefor vulnerable 45 ... Thefront desk staff cant misgender me because| don’t
populations interact with them. [Patient]
Advantage Increased access to care vulnerable 7 ...For people who are sick or nonmobile. these visits
populations benefits [ them] because they could still get the treatment
they need right from home... [Patient]
Disadvantage Limited resources or technology access 2 ...[ Telehealth] may be hard for some people to use or
impede care have access to. [Patient]

Patient-centeredness: Providing care that takesinto account the preferences and aspirations of individual service users

Advantage Improved person-centered communica- 16 ...I loved it! Doctor was engaged and it felt like a regu-
tion lar visit ... | felt like it was less intimidating. [Patient]
Advantage Strengthened preexisting patient- 5 ...\\e have already met with the doctor and are very
provider relationships comfortable with telehealth appointments. [Caregiver]
https://pediatrics.jmir.org/2021/4/€32708 JMIR Pediatr Parent 2021 | vol. 4 | iss. 4 |e32708 | p.214
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Construct, advantage/disadvantage  Themes

Frequency®  Exemplar quotes

Disadvantage Environmental distractionsmay impede 6
care
Disadvantage Diminished clinician-patient communi- 28

cation and rapport

...My family is extremely nosey and it was hard to find
a quiet/safe place in my house. [Patient]

...My daughter [was] able to leave the roomif not
wanting to engage, wherein person visits are more en-
gaging. [Caregiver]

3Frequency of the coded theme among adol escents and young adults and caregivers.

With respect to the disadvantages of telehealth, the most
common theme was “Limitations in scope of practice” within
the Effectiveness|OM domain. Patients and caregivers discussed
that the lack of hands-on physical examination and laboratory
testing, which were felt to be essential for the delivery of
evidence-based care, could lead to decreased quality of care.
Patients and caregivers also frequently endorsed challenges to
patient-centeredness, particularly in communication and
building rapport. With respect to Equity, one caregiver described
the financia burden of telehealth owing to the challenges with
alimited scope of practice, where caregivers may be required
to pay for separately for both atelehealth visit and an in-person
laboratory visit to meet the health needs of their child.

Caregiver responses differed qualitatively from patient
open-ended responsesin 2 ways. First, caregivers placed greater
emphasis on the importance of preexisting provider-patient
relationships in successfully creating a comfortable visit
environment viatel ehealth. Second, caregivers more commonly
framed telehealth as advantageous with respect to
patient-centeredness, including comfort, provider-patient
communication, and engagement in visits.

Discussion

Principal Findings

Within an Adolescent Medicine clinic, we found high
acceptability of telehealth among both patients and caregivers.
The majority of the patients and caregivers reported that
telehealth visits were easy to use and saved time and they
expressed willingness to participate in another telehealth visit.
Key areasfor optimization in telehealth implementation included
improving technical problems, which may limit uptake, and
ensuring adequate confidentiality standards for AYA in the
video visit setting. Although >85% of respondents found the
telehealth system easy to use, aquarter of the patientsand nearly
athird of caregiversreported experiencing at least onetechnical
issueduring their telehealth visit. The most common issue across
both groups was malfunctioning of the audio component in the
video visit. The analysis of telehealth satisfaction among
pediatric neurology service providers during the COVID-19
pandemic similarly revealed high levels of satisfaction, despite
nearly 40% encountering technical challenges, and the providers
surveyed also reported that audio problems were the most
common [16]. In order to optimize telehealth quality, it will be
essentia to resolve technical issues impacting communication
of clinical information and treatment recommendations. As
technology continues to rapidly evolve, health systems likely
need to “go back to the drawing board” to conduct more
extensive usability testing on their systems. The user-centered

https://pediatrics,jmir.org/2021/4/e32708

design processistypically part of scale-up of new mobile health
interventions but was bypassed owing to the urgency of the
pandemic. Periods of respite between COVID surges may
provide an opportunity to refine the user experience. Lastly, as
health systems optimize their technology, consideration should
be given to integrating remote patient monitoring options such
as heart rate monitors, actigraphy, and pulse oximetry to
augment video history and examination findings[20-22]. These
digital toolsal so hold promise as health-promoting interventions
in their own right. Remote patient monitoring strategies with
real-time patient feedback may improve disease
self-management and treatment adherence in conditions such
as asthma and diabetes for adolescents.

Privacy was the only acceptability measure in which we found
divergence between caregivers and adolescents. A significantly
higher proportion of patients rated telehealth as inferior to
in-person care for privacy. This finding suggests that AYA
perceptions of visit privacy may be more complex than the
simple ability to identify a private space for the visit, which
>98% of patients were able to do. Prior research efforts with
Adolescent Medicine providers haveidentified several strategies
for optimizing privacy and confidentiality during telehealth
visits. For at-home visits in which patients have access to
adequate technology and space for the visit, these include the
use of headphones, yes/no history-taking questions, use of chat
functions, and using background white noiseto lessen the chance
that othersin the household will overhear [12,23]. In efforts to
improve telehealth privacy, specia attention should be paid to
adolescentswho lack stable housing, private space, or consistent
access to technology. These include creating dedicated patient
telehealth “drop-in” kiosks stocked with computers or tablets
and soundproof space at essential locations that may remain
openinapublic health crisis, such as pharmacies, primary care
clinics, or schools. In addition, models from the Veterans
Administration have demonstrated that delivery of tablets to
unstably housed individualsisafeasible strategy for maintaining
access to telehealth for vulnerable populations [12,15,23-25].

The high acceptability and convenience of telehealth reported
by AYA patients and caregivers point to potential benefits of
integrating telehealth visitsin adolescent carein thefuture years.
However, the future of telehealth in the United States remains
uncertain. In April 2021 and July 2021, the US Department of
Health and Human Services renewed the declaration of the
COVID-19 pandemic as a public health emergency for an
additional 90 days[26]. Under thisrenewal, the blanket waivers
issued by the Centers for Medicare and Medicaid Services to
increase geographic flexibility and expanded reimbursement
remained in effect [3]. In the absence of a further renewal,
however, many of these waivers may no longer apply, making
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telehealth far less feasible. Some commercial insurers began
withdrawing additional provisions, alowing for expanded
telehealth reimbursement in fall 2020, with more following in
winter and spring 2021. Given broad state discretion, telehealth
policy for Medicaid and Children’s Health Insurance Policy is
also in flux across states. High acceptability of telehealth
suggests that the integration of telehealth as an additional care
delivery mode may be highly beneficial. In addition, given the
increasing rates of adolescent mental health diagnoses, suicidal
ideation, and suicide attempts during the pandemic [27-29],
telemedicine will be an essentidl means of delivering
evidence-based mental health care to youth, given the dearth of
availablein-person services[1]. Whether our health system can
riseto thischallenge will depend on the continuation of policies
that, by lessening geographic restrictions and achieving parity
with in-person visit reimbursement rates, enabled widespread
telehealth use.

Our analysis has several limitations. The survey response rate
was low, and therefore, may not provide a complete picture of
patient and caregiver experienceswith telehealth. Surveyswere
sent to patients attending visits during May-June 2020, when
COVID-19 caseswererapidly rising in the United States. Many
patients and caregivers were experiencing abrupt changes to
their routines and additional stressors during these months,
which may have limited the response rate. However, the
response rate of the patients compared to that of the caregivers
was approximately the same, and the patient race and sex
demographic distribution did not differ significantly from
patients seen inthe clinic for in-person visits during spring 2019.
The majority of the respondents were White, non-Hispanic,
cisgender females, and therefore, our results may not be
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generalizable to other populations. Previous analyses of
teleheath during COVID-19 in both pediatric and adult
populations have demonstrated racial and socioeconomic
disparities in telehealth utilization, with non-White patients,
Latinx patients, and patients with low median household
incomes having both lower overall utilization and utilizing audio
only visits more often than audio plus video [16,30-32]. These
studies provide an early signal that rapid introduction of
telehealth, in many instances, has led to the unintended
consequence of widening the equity gap in health care delivery.
Our telehealth platform was designed to allow multiple users,
including interpreters, to attend visits. This multiuser interface
may not be generalizable to less-resourced health systems, and
thus, attention should be paid in future research to capture the
experiences of populations with limited English proficiency in
a diversity of health systems. Understanding and addressing
emerging health disparities and evaluating telehealth
acceptability among marginalized groupswill be crucial in any
future implementation of telehealth.

Conclusions

Widespread telehealth adoption in response to the COVID-19
pandemic atered health care delivery during 2020 and 2021.
We demonstrate high acceptability of telehealth by AYA and
caregivers of AYA, a population for which very little was
previously known about the acceptability and feasibility of the
use of telehealth. Our data support theimportance of maintaining
reimbursementsfor telehealth asastrategy for adolescent health
care delivery. Future research addressing telehedth in
adolescents should focus on ensuring equity, optimizing the
end-user experience, and improving confidentiality protections.
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Abstract

Background: The COVID-19 pandemic has presented obstacles for providers and patients in the maternal health care setting,
causing changes to many pregnant women's birth plans, as well as abrupt changes in hospital labor and delivery policies and
procedures. Few data exist on the effects of the COVID-19 pandemic on the maternal health care landscape at the national level
in the United States.

Objective: Theaim of this study isto assess the incidence of key obstetrics outcomes (preterm delivery, Cesarean sections, and
home hirths) and length of hospital stay during the COVID-19 pandemic as compared to the 6 months prior.

Methods: We conducted a retrospective cohort study of women aged 18-44 years in the United States who delivered between
October 1, 2019, and September 30, 2020, had singleton deliveries, and completed a birth report in the Ovia Pregnancy mobile
app. Women were assigned to the prepandemic cohort if they delivered between October 2019 and March 2020, and the pandemic
cohort if they delivered between April and September 2020. Gestational age at delivery, delivery method, delivery facility type,
and length of hospital stay were compared.

Results: A total of 304,023 birth reportswere collected, with 152,832 (50.26%) in the prepandemic cohort and 151,191 (49.73%)
in the pandemic cohort. Compared to the prepandemic cohort, principal findings indicate a 5.67% decrease in preterm delivery
rates in the pandemic cohort (P<.001; odds ratio [OR] 0.94, 95% CI 0.91-0.96), a 30.0% increase in home birth rates (P<.001;
OR 1.3, 95% CI 1.23-1.4), and a 7.81% decrease in the average hospital length of stay postdelivery (mean 2.48 days, SD 1.35).
There were no overall changes in Cesarean section rates between cohorts, but differences were observed between age, race, and
ethnicity subgroups.

Conclusions: Results suggest aneed for continuous monitoring of maternal health trends asthe COV1D-19 pandemic progresses
and underline the important role of digital data collection, particularly during the pandemic.

(JMIR Pediatr Parent 2021;4(4):€27769) doi:10.2196/27769

KEYWORDS

digital health; COVID-19; materna health; obstetrics; COVID; pandemic; pregnant women; birth; hospital; delivery; women's
health; Cesarean sections

World Heslth Organization had declared COV1D-19 apandemic,

Introduction

The first confirmed case of COVID-19 in a pregnant womanin
the United States was during the week of January 19, 2020. By
March 8, there were over 100 confirmed cases in pregnant
women per day, increasing to over 2000 cases per day by the
first peak in early July [1]. By mid-to-late March 2020, the

https://pediatrics,jmir.org/2021/4/e27769

and shortly thereafter states initiated stay-at-home orders, the
Centers for Medicaid and Medicare Services expanded its
coverageto includetelehealth services, international travel was
restricted, clinical trials were stalled, and the hedth care
landscape was changed indefinitely [2]. During the following
16 months, and at the time of this writing, the COVID-19
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pandemic presented novel obstacles for patients and providers
in the maternal health care setting. For pregnant women, the
risk of infection has been a source of fear and anxiety, causing
many to rethink birth plans [3]. For hospitals, the virus has
forced changes to labor and delivery policies and procedures,
including increased restrictions on the number of allowed
support persons and visitors, reduced intermediary locations
for admitted patients, and expedited postpartum discharges[4].

Several studies have explored the effects of COVID-19 infection
in pregnant women and on their birth outcomes, but there
remains a lack of data (particularly at the nationa level)
describing the effects of the pandemic itself—including
infections and policy and lifestyle adjustments—on birth
outcomes. Early studies on potential pandemic effects show
decreases in preterm deliveries [5,6], as well as labor and
delivery unitswith reductionsin hospital length of stay [7]. The
free Ovia Pregnancy (Ovia Health) mobile app, developed to
help support women throughout their pregnancies, is uniquely
positioned to address this gap by tracking real-time pregnancy
and birth outcomes data on a national scale. Annually, the app
serves approximately 3 million women and families across 50
states, with 60% of users logging in on iOS devices and 40%
on Android.

Using user-reported data from the Ovia Pregnancy mobile app,
we assessed key obstetrics outcomes throughout the COVID-19
pandemic and compared them to outcomesin the 6 months prior
to the pandemic. This short paper focuses on the incidence of
preterm delivery, Cesarean sections, and home births, as well
as the length of hospital stays postdelivery during the first 6
months of the pandemic and the preceding 6 months.

Methods

Study Design

We conducted aretrospective cohort study of women aged 18-44
yearsresiding in the United Stateswho had singleton deliveries
between October 1, 2019, and September 30, 2020, and
completed a birth report in a pregnancy mobile app. The birth
report collected delivery date, delivery method, delivery facility
type, and hospital admission and discharge dates. We assigned
women to the prepandemic cohort if they delivered between
October 1, 2019, and March 30, 2020, and to the pandemic
cohort if they delivered between April 1, 2020, and September
30, 2020. We compared gestational age at delivery, delivery
method, delivery facility type, and hospital length of stay.
Preterm delivery was defined as a baby born before 37 weeks
of pregnancy. Delivery method options were vaginal, planned
and unplanned Cesarean sections, and vagina birth after
Cesarean (VBAC). Dedlivery facility type options included
hospital, birthing center, home birth, or other. Hospital length

https://pediatrics,jmir.org/2021/4/e27769
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of stay was equal to the difference in days between hospital
admission date and discharge date and was|imited to those who
reported stays <14 days. Demographic data were collected via
OviaPregnancy app questions delivered to users as part of their
app experience. With the exception of age, al demographic
guestions were optional.

Statistical Analysis

All analyses were conducted in R Studio (version 1.3.959; R
Foundation for Statistical Computing). Descriptive statistics
were calculated using the describeBy function and unadjusted
odds ratios for categorical variables were computed using the
odds.ratio function. Proportionstests were conducted using the
prop.test function. Means were compared using two-sample t
tests. Relative change from prepandemic to pandemic was also
calculated for all outcomes. This study was granted exemption
by an independent review board (Advarra).

Data Privacy

All of the data used in the study were collected from US resident
users. All of the personal information collected by Ovia is
processed in accordance with Ovia's Privacy Policy [8] and
applicable law.

Results

Sample Cohorts and Demographics

A total of 304,023 pregnant women in the United States between
the ages of 18 and 44 years completed a birth report via the
OviaPregnancy app and werethuseligiblefor the study. Among
those, 152,832 (50.26%) women delivered between October
2019 and March 2020 and were assigned to the prepandemic
cohort and 151,191 (49.73%) delivered between April 2020 and
September 2020 and were assigned to the pandemic cohort.
Women who reported their births represented 30.37%
(prepandemic) and 31.10% (pandemic) of al women who used
the app and also were expected to deliver during the respective
time periods based on their logged last menstrual period date.
The sample used in this study represents approximately 8.11%
of annua birthsin the United States[9].

Among al users in the sample, 14.9% (n=45,530) completed
questions about their race, 20.4% (n=61,886) completed
guestions about their education, 58.3% (n=177,359) compl eted
guestions about their employment status, and 21.7% (n=65,957)
completed questions about their income. The majority identified
as White (n=32,477, 71.33%), college-educated (n=23,085,
37.30%), and employed (n=131,420, 74.09%), and had annual
household incomes over $100,000 (n=15,997, 24.25%). The
average age at delivery was 28.31 years, and users in the
pandemic cohort were, on average, slightly older. Demographic
stratifications by cohort are shown in Table 1.
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Table 1. Sample demographics prepandemic and during the pandemic.

Noddin et al

Variables Prepandemic (October 2019-March Pandemic (April-September 2020;
2020; n=152,832) n=151,191)
Age at delivery (years), mean (SD) 28.2 (5.28) 28.5(5.23)
Agegroup at delivery (years), n (%)
<20 5775 (3.78) 4848 (3.21)
20-24 36,323 (23.77) 33,658 (22.26)
25-29 48,026 (31.42) 47,258 (31.26)
30-34 43,682 (28.58) 45, 687 (30.22)
35-39 15,474 (10.78) 17,152 (11.34)
40-44 2552 (1.67) 2588 (1.71)
Race, n (%)
White (non-Hispanic) 16,571 (71.04) 15,906 (71.63)
Black (non-Hispanic) 1584 (6.79) 1467 (6.61)
Asian American/Pacific |slander 415 (1.78) 372 (1.68)
Hispanic/Latinx 1782 (7.64) 1704 (7.67)
Multiracial 2973 (12.75) 2756 (12.41)
Annual household income ($), n (%)
<25,000 5370 (15.87) 4655 (14.49)
25,000-50,000 8047 (23.78) 7436 (23.15)
50,000-75,000 6311 (18.65) 6181 (19.24)
75,000-100,000 6034 (17.83) 5926 (18.45)
>100,000 8072 (23.86) 7925 (24.67)
Completed education level, n (%)
Some high school 917 (2.91) 900 (2.96)
High school degree/equivalent 4123 (13.10) 3689 (12.13)
Some college 7711 (24.50) 7331 (24.10)
College degree 11,670 (37.08) 11,415 (37.53)
Some postgraduate studies 1446 (4.59) 1463 (4.81)
Postgraduate degree 5604 (17.81) 5617 (18.47)
Employment status, n (%)
Employed 65,619 (73.53) 65,801 (74.67)
Not employed 23,619 (26.47) 22,320 (25.33)

Preterm Dédlivery

A total of 272,686 (89.69%) users in the sample had valid
gestational ages at delivery based on the last menstrual period
date. Overall preterm delivery rates had a relative decrease of
5.67%, from 8.46% (n=11,192) in the prepandemic cohort to
7.98% (n=11,216) in the pandemic cohort (P<.001; odds ratio
[OR] 0.94, 95% CI 0.91-0.96; Table 2). When compared to the
reference period of October 2019, the overall greatest relative
decrease in preterm deliveries was in September 2020 (Figure

https://pediatrics,jmir.org/2021/4/e27769
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1). Those aged 25-29 years had the greatest relative decrease
in preterm delivery ratesat 9.70%, from 8.36% (n=3422) in the
prepandemic cohort to 7.55% (n=3286) in the pandemic cohort
(P<.001; OR 0.90, 95% CI 0.85-0.94), followed by those aged
30-34 years, who had a 7.24% relative decrease, from 8.10%
(n=3036) to 7.52% (n=3223; P=.002; OR 0.92, 95% CI
0.87-0.97; Table 3). Compared to other races and ethnicities,
White non-Hispanic users had the greatest relative decrease in
preterm deliveries at 6.28%, from 7.74% (n=1069) to 7.25%
(n=1069; P<.001; OR 0.85, 95% CI 0.78-0.94; Table 4).
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Table 2. Comparison of birth outcomes prepandemic and during the pandemic.

Noddin et al

Birth outcomes Value, n (%) Relative Pvaue  Oddsratio
change, % (95% ClI)
Prepandemic During the pandemic
Reported births, n (%) 152,832 (50.26) 151,191 (49.73) -1.05 N/AR N/A
Gestational age at delivery, n (%)
Full-term births 121,113 (91.54) 129,165 (92.01) 0.51 <001P  094(0.91-0.96)
Preterm births (<37 weeks) 11,192 (8.46) 11,216 (7.98) —5.67 <00lP  0.94(0.91-0.96)
Delivery method, n (%)
Vaginal 103,808 (67.98) 102,717 (67.95) -0.04 79 1(0.98-1.01)
Cesarean section 46,923 (30.73) 46,381 (30.68) -0.16 79 0.99(0.98-1.01)
Vaginal birth after Cesarean 1981 (1.30) 2072 (1.37) 5.38 29 0.96 (0.91-1.02)
Délivery facility type, n (%)
Hospital 141,267 (91.76) 141,173 (90.97) -0.86 <001  0.90(0.87-0.93)
Birthing center 4812 (3.13) 4985 (3.21) 2.56 A1 1(99.2-1.07)
Home 1535 (1.00) 2019 (1.30) 30.00 <001  13(1.23-14)
Total out-of-hospital (birthing center + home) 6347 (4.12) 7004 (4.51) 9.47 <.001P 1.1 (1.06-1.14)
Hospital stay length in days, mean (SD)
All deliveries 2.69 (1.39) 2.48 (1.35) -7.81 <001 N/A
Vagina + vaginal birth after Cesarean 242 (1.19) 2.24 (1.16) —7.44 <.001° N/A
Cesarean section 3.46 (1.62) 3.17 (1.59) -8.38 <00t  N/A
3N/A: not applicable.
b5os statistical significance cutoff.
Figure 1. Relative change in reported birth outcomes by month, compared to reference period (October 2019).
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Table 3. Comparison of birth outcomes (preterm or full-term) prepandemic and during the pandemic by age group at delivery.

Noddin et al

Agegroup (years), Prepandemic, n (%) Pandemic, n (%) Relative Pvaue  Oddsratio

n (%) change, % (95% ClI)
Preterm Full-term Preterm Full-term Preterm

<20 474 (9.25) 4648 (90.75) 411 (9.27) 4022(90.73)  0.19 1 1(0.87-1.15)

20-24 2587 (8.15) 29,153 (91.85) 2572 (8.36) 28,190 (91.64) 258 35 1.02(0.97-1.08)

25-29 3422 (8.36) 37,498 (91.64) 3286 (7.55) 40,231 (92.45) -9.70 <0012  0.90(0.85-0.94)

30-34 3036 (8.10) 34,427 (91.90) 3223 (7.52) 39,653 (92.48) —7.24 0022 0.92(0.87-0.97)

35-39 1363 (9.29) 13,307 (90.71) 1424 (8.74) 14,873 (91.26) -5.95 .09 0.93(0.86-1.01)

40-44 310(12.97) 2080 (87.03) 300 (12.02) 2196 (87.98) —7.34 34 0.91(0.77-1.09)

359 statistical significance cutoff.

Table 4. Comparison of birth outcomes (preterm versus full-term) prepandemic and during the pandemic by race and ethnicity.

Race and ethnicity Prepandemic, n (%) Pandemic, n (%) Relative Pvaue  Oddsratio
change, % (95% ClI)
Preterm Full-term Preterm Full-term Preterm

White (non-Hispanic) 1069 (7.74) 12,751 (92.26) 1069 (7.25) 13,677 (92.75) —6.28 <.0012 0.85(0.78-0.94)
Black (non-Hispanic) 160 (11.28) 1259 (88.72) 170 (12.59) 1180 (87.41) 0.13 31 1.13(0.90-1.43)
Asian American/PacificIs- 30 (8.19) 336 (91.81) 33(9.42) 317 (90.58) 15.03 .65 1.16(0.69-1.97)
lander

Hispanic/Latinx 154 (9.91) 1399 (90.09) 146 (9.24) 1433 (90.76) —6.76 .85 1.03(0.81-1.30)
Multiracial 241 (9.62) 2262 (90.38) 237 (9.47) 2265 (90.53) -1.62 .88 0.98(0.81-1.18)

359 statistical significance cutoff.

Cesarean Sections

Among the total sample, 303,882 (99.9%) users completed the
delivery method field of the app’s birth report form. Overall
Cesarean section rates did not change significantly in the
pandemic cohort compared to the prepandemic cohort (Table
2); however, there was a 11.68% relative increase in Cesareans
in users under 20 years old, from 19.13% (n=1105) to 21.37%

(n=1036; P=.004; OR 1.15, 95% Cl 1.04-1.26; Table 5).
Conversely, those aged 30-34 years had a 2.11% relative
decrease, from 33.39% (n=14,539) to 32.68% (n=14,930; P=.02;
OR 0.96, 95% CI 0.94-0.99; Table 5). Compared to other races
and ethnicities, Black non-Hispanic users had the greatest
difference in Cesarean rates with a 10.22% relative increase,
from 36.48% (n=578) t0 40.21% (n=590; P=.03; OR 1.17, 95%
Cl 1.01-1.35; Table 6).

Table 5. Comparison of birth outcomes (delivery method) prepandemic and during the pandemic by age group at delivery.

Age group Prepandemic, n (%) Pandemic, n (%) Relative Pvaue  Oddsratio
(years), n (%) change, % (95% ClI)
Cesarean section  Vaginal/vaginal Cesarean section  Vaginal/vaginal Cesarean sec-
birth after Cesarean birth after Cesarean  tion

<20 1105 (19.13) 4670 (80.87) 1036 (21.37) 3812 (78.63) 11.68 0042 1.15(1.04-1.26)
20-24 9124 (25.13) 27,187 (74.87) 8598 (25.55) 25,059 (74.45) 1.67 20 1.02(0.98-1.06)
25-29 14,103 (29.38) 33,903 (70.62) 13,664 (28.92) 33,589 (71.08) -157 12 0.97 (0.95-1.00)
30-34 14,563 (33.39) 29,052 (66.61) 14,930 (32.68) 30,749 (67.32) 211 0252 0.96 (0.94-0.99)
35-39 6774 (41.16) 9684 (58.84) 6899 (40.24) 10,247 (59.76) 224 .08 0.96 (0.92-1.00)
40-44 1254 (49.23) 1293 (50.77) 1254 (48.47) 1333 (51.53) -1.55 60 0.97 (0.86-1.08)

3594 statistical significance cutoff.
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Table 6. Comparison of birth outcomes (delivery method) prepandemic and during the pandemic by race and ethnicity.
Raceandethnic-  Prepandemic, n (%) Pandemic, n (%) Relative Pvalue  Oddsratio
ity change, % (95% ClI)
Cesarean section  Vaginal/vagina Cesarean section  Vaginal/vaginal Cesarean sec-
birth after Cesarean birth after Cesarean  tion
White(non-His- 5070 (30.60) 11,494 (69.40) 4849 (30.49) 11,053 (69.51) -0.38 .83 0.99(0.94-1.04)
panic)
Black (non-His- 578 (36.48) 1006 (63.52) 590 (40.21) 877 (59.79) 10.22 032 1.17(1.01-1.35)
panic)
Asian Ameri- 133 (32.04) 282 (67.96) 124 (33.33) 248 (66.67) 4.01 .75 1.06 (0.78-1.42)
can/Pacific |s-
lander
Hispanic/Latinx 578 (32.45) 1203 (67.55) 550 (32.27) 1154 (67.73) -0.54 .94 0.99(0.86-1.14)
Multiracial 928 (31.21) 2045 (68.79) 839 (30.44) 1917 (69.56) —2.47 54 0.96 (0.86-1.07)

3594 statistical significance cutoff.

Out-of-Hospital Births

Among the sample, 295,791 (97.29%) users provided their birth
facility typein the app. Total out-of-hospital birth ratesincreased
by 9.47%, from 4.12% (n=6347) to 4.51% (n=7004; P<.001;
OR 1.1, 95% CI 1.06-1.14). When assessing home birth rates
alone, there was a 30.00% relative increase in pandemic rates
from 1.00% (n=1535) to 1.30% (n=2019; P<.001; OR 1.3, 95%

Cl 1.23-1.40; Table 2). The overall relative increase in home
birth rates peaked in May 2020 and remained consistently high
through the end of the study period (Figure 1). Users aged 35-39
years had the greatest change in home birth rates at 37.18%,
increasing to 1.60% (n=270) from 1.17% (n=186; Table 7).
There were no datistically significant differences when
stratifying by race and ethnicity (Table 8).

Table 7. Comparison of birth outcomes (delivery location) prepandemic and during the pandemic by age group at delivery.

Age group Prepandemic, n (%) Pandemic, n (%) Relative Pvaue  Oddsratio
(years), n (%) change, % (95% ClI)
Home birth Other Home birth Other Home birth
<20 33(0.58) 5621 (99.42) 31 (0.65) 4756 (99.35) 10.95 77 1.11(0.67-1.82)
20-24 291 (0.83) 34,892 (99.17) 338 (1.02) 32,653 (98.98) 23.87 0072 1.24(1.06-1.45)
25-29 509 (1.10) 45,885 (98.90) 669 (1.45) 45,587 (98.55) 31.83 <0012  132(1.18-1.49)
30-34 486 (1.16) 41,508 (98.84) 672 (1.50) 44,087 (98.50) 29.73 <0012  130(1.16-1.46)
35-39 186 (1.17) 15,731 (98.83) 270 (1.60) 16,573 (98.40) 37.18 <0012  137(1.14-1.66)
40-44 30(1.21) 2442 (98.79) 39 (1.53) 2502 (98.47) 26.47 39 1.26 (0.78-2.06)
359 statistical significance cutoff.
Table 8. Comparison of birth outcomes (delivery location) prepandemic and during the pandemic by race and ethnicity.
Race and ethnicity Prepandemic, n (%) Pandemic, n (%) Relative Pvaue  Oddsratio
change, % (95% ClI)
Home birth Other Home birth Other Home birth
White (non-Hispanic) 249 (1.54) 15,824 (98.46) 281 (1.80) 15,319 (98.20) 16.27 .08 1.16(0.98-1.34)
Black (non-Hispanic) 14 (0.90) 1527 (99.10) 20 (1.38) 1422 (98.62)  52.66 29 1.52(0.77-3.11)
Asian American/Pacif- 3 (0.75) 396 (99.25) 4(1.08) 364 (98.92) 4457 71 1.44.(0.23-9.96)
ic Islander
Hispanic/Latinx 10 (0.58) 1713 (99.42) 12 (0.72) 1665 (99.29)  23.29 78 1.23(0.52-2.95)
Multiracial 52 (1.80) 2822 (98.20) 69 (2.56) 2617 (97.44)  41.98 .06 1.42(0.99-2.06)

Hospital Length of Stay

A total of 122,613 (40.33%) users who delivered in a hospital
provided their admittance and discharge dates in the app.

https://pediatrics,jmir.org/2021/4/e27769
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Average hospital length of stay decreased by 7.81% in the
pandemic cohort (mean 2.48 days, SD 1.35) as compared to the
prepandemic cohort (mean 2.69, SD 1.39; Table 2). The largest
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overall decrease in hospital length of stay was in April,
compared to the reference period of October 2019 (Figure 1).
Results were similar when stratified by birth method; mean
hospital length of stay decreased by 8.38% for Cesarean sections
and mean length of stay decreased by 7.44% for vaginal
deliveries (Table 2). Users aged 40-44 years had the greatest
decrease in mean hospital length of stay, both overall and for
Cesarean deliveries, at 10.06% (mean 2.77, SD 1.65) and
14.84% (mean 3.27, SD 1.78), respectively (Table 9). Among

Noddin et al

vaginal deliveries, women aged 30-34 years had the greatest
decrease in length of stay at 7.92%. Hospital length of stay
decreases persisted across race and ethnicity groups. For all
deliveries, multiracial users had the greatest decrease in length
of stay at 11.41% (Table 10). For Cesarean sections, Asian
American/Pecific |slander users had a 9.8% decrease in length
of stay. For vaginal and VBAC births, Hispanic and Latinx
users had the greatest decrease in length of stay at 7.92%.

Table 9. Comparison of hospital length of stay after delivery prepandemic and during the pandemic, by age group at delivery.

Age groups by delivery type Hospital length of stay (days), mean (SD)  Relativechange, % P value
Prepandemic Pandemic

Agegroupsfor all deliveries (years)
<20 2.73(1.32) 2.56 (1.24) -6.23 <.0012
20-24 2.65(1.33) 2.48(1.33) -6.42 <0012
25-29 2.66 (1.4) 2.66 (1.32) 0.38 <.0012
30-34 2.7 (L41) 2.48 (1.36) -6.77 <.0012
35-39 2.84(151) 2.58 (1.43) -9.15 <.0012
40-44 3.08 (1.62) 2.77 (1.65) -10.06 <.0012

Age groups for Cesarean sections (years)
<20 347 (152) 3.3(1.42) -4.90 .05
20-24 3.42 (1.57) 3.19(1.62) -6.73 <0012
25-29 3.47 (1.67) 3.13(1.52) -9.80 <.0012
30-34 3.44 (1.59) 3.18(1.63) —7.56 <.0012
35-39 3.52 (1.60) 3.19(1.58) -9.38 <.0012
40-44 3.84(1.83) 3.27(1.78) -14.84 <.0012

Age groupsfor vaginal + vaginal birth after Cesarean deliveries (years)
<20 2.57(1.22) 2.38(1.13) —7.39 <.0012
20-24 2.44(1.16) 2.28 (1.16) -6.56 <.0012
25-29 2.38(1.18) 2.21(1.15) -7.14 <.0012
30-34 2.40 (1.20) 2.21(1.13) —7.92 <.0012
35-39 2.46 (1.32) 227 (1.23) -7.72 <0012
40-44 2.50 (1.15) 2.41 (1.44) -3.60 26

359 statistical significance cutoff.
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Table 10. Comparison of hospital length of stay prepandemic and during the pandemic, by race and ethnicity.

Race/ethnicity by delivery type Hospital length of stay (days), mean (SD)  Relativechange, % P value
Prepandemic Pandemic
Race/ethnicity for all deliveries
White (non-Hispanic) 2.58(1.36) 2.32(1.24) -10.47 <.0012
Black (non-Hispanic) 2.84(1.45) 2.57(1.43) -9.51 <.0012
Asian American/Pecific Islander 274 (157) 246 (1.15) -10.22 <.001?
Hispanic/Latinx 244 (1.21) 2.33(1.29) —4.51 .07
Multiracial 2.63(1.41) 2.33(1.24) -11.41 <.0012
Race/ethnicity for Cesarean sections
White (non-Hispanic) 3.47 (1.52) 3.3(1.42) —-4.90 .05
Black (non-Hispanic) 3.42 (1.57) 3.19 (1.62) -6.73 <.0012
Asian American/Pecific Islander 3.47 (1.67) 313(152) -9.80 <.001?
Hispanic/Latinx 3.44 (1.59) 3.18 (1.63) —7.56 <.0012
Multiracial 352 (1.6) 3.19 (1.58) -9.38 <0012
Race/ethnicity for vaginal + vaginal birth after Cesarean deliveries
White (non-Hispanic) 257(1.22) 2.38(1.13) —7.39 <0012
Black (non-Hispanic) 2.44 (1.16) 2.28 (1.16) —6.56 <.0012
Asian American/Pacific Islander 2.38(1.18) 2.21 (1.15) -7.14 <.0012
Hispanic/Latinx 24(1.2) 2.21(1.13) —7.92 <.0012
Multiracial 2.46 (1.32) 227 (1.23) —1.72 <0012

859 statistical significance cutoff.

Discussion

Principal Findings

This paper describes key birth outcomes during the COVID-19
pandemic. Our results indicate a decline in preterm births, a
contrast to recent trends in the United States reflecting data
from nonpandemic years [9,10]. These results were most
prominent among those aged 25-29 years and 30-34 years, and
among White users. The overall declinesalign with other reports
indicating COVID-19-related decreases in preterm deliveries,
many of which have suggested several plausible reasonsfor the
decline, including less exposure to infection and other
consequences of physical distancing, mask wearing, increased
attention to health and exercise, and possible reduction in
antenatal surveillance that might lead to medical interventions
and early delivery [5,6]. As these studies also suggest, more
in-depth research is needed to test the plausibility of any one
hypothesis.

Overall results indicated no change in Cesarean section rates
between the two cohorts, but age-specific results showed
increasesin Cesarean section rates among those under 20 years
and decreasesin those aged 30-34 years. When comparing race
and ethnicity, Black non-Hispanic users had a significant
increasein Cesareans compared to all other race groups. Specia
attention and further research should be conducted to address

https://pediatrics,jmir.org/2021/4/e27769

age-specific differences, aswell associa determinants of health
that disproportionately affect Black pregnant women,
particularly during the COVID-19 pandemic.

We also found a significant increase in home births in just 6
months, compared to national reports indicating no change in
home birth rates between 2018 and 2019 [9]. This change was
especially apparent in users aged 35-39 years. It is important
that providers be diligent in informing patients and providing
appropriate resources about home birth risks, as planned home
births are associated with poorer outcomes for most of the
population, as compared to hospital births [11].

Our study also shows a decreased average length of stay after
delivery among those who delivered in a hospital, particularly
among those aged 40-44 years and those who are multiracial.
Reduced hospital length of stay has both positive and negative
implications. decreased hospital stay length could lead to
increased readmission rates and costs, and poorer postpartum
and neonatal outcomes [12]. Conversely, early discharge may
reduce SARS-CoV-2 exposure with limited adverse
consequences in low-risk patients[7].

Limitations

Our study islimited in that those who choose to report the details
of their deliveriesin an app may differ from those who do not.
We are also reliant on user-reported data, which we recognize
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can present additional biases. Relatedly, while we do present
some demographic data in this paper, we are largely restrained
by demographic data completeness for this population, as most
demographic fields in the Ovia Pregnancy app are not required
or collected in the sign-up process. As such, sample sizeswere
limited when performing stratified analyses, and in-app
questions, such as household income, education level, and
employment status may have been completed and unchanged

Noddin et al

we are limited in that the Ovia Pregnancy app does not collect
specific COVID-19 infection data.

Conclusions

As the pandemic progresses, continuous monitoring of these
trends and others is necessary to evaluate long-term effects on
birth outcomes. The use of digital data collection is paramount
to monitoring these trends in real time, particularly during a

time when there are increased limitations regarding access to
care.

outside of the study time period.

We aso know that SARS-CoV-2 infection may play a
significant role in the birth outcomes described here [13], and
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