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Abstract

Background: Supporting patient engagement and empowerment is increasingly seen as essential in providing person-centered
health care to people with chronic iliness. Mobile apps helping patients reflect on their concerns as preparation for consultations
with their health care providers can have beneficial effects on the consultation quality. However, apps focusing on empowerment
and personal strengths are still scarce.

Objective: This study aimed to (1) develop a mobile app to support patients with rheumatic diseases in reflecting on their
strengths in preparation for consultations with health care providers and (2) explore patients' perceived usability of the appin a
nonclinical test setting.

Methods: A prototype app was devel oped based on input from patients and health care providers, asreported in previous studies.
The app was designed for use in self-management support settings aiming to promote awareness of strengths and to focus attention
on strengths in the patient-health care provider dialogue. The featuresincluded in the prototype were asfollows: (1) introduction
to the topic of strengths, (2) list of examples of strengths to promote reflection and registration of own strengths, (3) summary
of registered strengths, (4) value-based goal setting, (5) linking of strengths to goals, (6) summary of al registrations, and (7)
options to share summary digitally or as a print version. In this study, the app was refined through a formative evaluation with
patients and health care providers recruited from a specialized rheumatology hospital unit. Patients' perceptions of the app’s
usability were explored in a test setting with self-report measurements and semistructured interviews. The interviews were
audiotaped, transcribed, and analyzed with directed content analysis. Data from questionnaires were analyzed with descriptive
statistics.

Results: Developmental and formative evaluation included 18 patients and 7 health care providers. The evaluation resulted in
minor adjustments to the prototype but no major changes in features. The usability testing included 12 patients. All participants
found the usability acceptable; the median score on the System Usability Scale was 86.3 (range 70-100). All reported that it was
meaningful and relevant to use the app. Out of 12 participants, 9 (75%) reported becoming more aware of their own strengths by
using the app; 1 (8%) disagreed and 2 (17%) provided a neutral response. The results on the goal-related feature were mixed,
with half of the patients finding it useful to link strengths to concrete goals. A statistically significant positive change from pre-
to postintervention was identified on measures of self-efficacy and negative emotions.

Conclusions: In thisformative evaluation of a mobile app to promote patients' reflections on their strengths, patients perceived
the app as meaningful and supporting awareness. The results suggest the usefulness of building in functionality to support use of
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strengths and goal attainment. Further studies on efficacy and usability in aclinical setting, including health care providers, are

needed.

(IMIR Form Res 2020;4(3):€16831) doi:10.2196/16831
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Introduction

Person-centered health care involves a holistic approach with
a focus on patient empowerment and engagement [1,2]. It
includes helping people with chronic illness to recognize and
cultivate their existing strengths and develop new ones[1,3,4].
Strengths have been described as the repertoire of potential
attributes that mobilize positive health behavior and promote
health and well-being [5]. Strengths are usually contextual and
interwoven with goals, interests, values, and situational factors
[6]. People with chronic illness report various strengths, such
as knowledge, courage, perseverance, kindness, positive
emotions, use of coping strategies, and social support [7-9].

Helping patients to identify and engage with their personal
strengths is increasingly common in the domain of
psychotherapy (ie, positive psychology), as well as in
educational and organizational contexts. Research indicates that
focusing on strengths can promote outcomes such as motivation,
positive affect, and work performance [6,10,11]. Strengths
interventions are in line with the broaden-and-build theory
stating the important role of positive emotions in promoting a
positive spiral of action toward well-being [12]. Including a
strengths-based assessment in health careis suggested to provide
amore holistic view of patients[1,13]. Assessing strengths can
help the health care provider understand each patient’s reservoir
of resourcesthat can be utilized in the management of challenges
and to promote well-being [13]. Several scalesare availablefor
assessment of strengths and resources [13-16]. However,
research on strengths assessmentsin clinical practice is sparse
[17,18]. A recent review on strengths interventions published
between 2011 and 2016 included 18 studies, of which only three
used clinical samples; most studies were done on samples of
students or employed adults. Three types of strengths
interventions were identified: (1) interventions that helped
participants identify their strengths (eg, by reflecting on their
best self) without providing instructions on how to use or
develop those strengths, (2) interventions that supported
identification and use of strengths (eg, using strengthsin anew
way), and (3) interventions addressing the impact of patients
use of strengths on others, regulation of use of strengths, or use
of strengths in different contexts. Most studies found positive
effects on well-being, and the type of intervention was not found
to moderate the effect [17].

Interventions aiming to prepare patients for consultations can
lead to more active patient engagement during clinical
encounters [19]. For example, digita pre-encounter
communication interventions that help patients prepare for a
conversation about their symptoms and problems have shown
positive effects on communication and consultation quality
[20-22]. Following a strengths assessment, the health care

https://formative.jmir.org/2020/3/e16831

provider and the patient can explore together how the patient’s
strengths have helped previously and how they might help in
the current situation [13]. However, interactive digital
interventions that support patients in exploring and reporting
their strengthsin aclinical setting are generally still few [18].

Two prior studies have explored insights from patients and
health care providers regarding the use of amobile app aiming
to support reflection and dialogue about patients’ personal
strengths [23,24]. People with different chronic illnesses were
generally positive toward using technology to help identify and
discusstheir personal strengthsin clinical consultations. Patients
suggested the app should include exampl es of strengthsreported
by other patientswith chronic conditions and an option to extend
the list with personal items using intuitive and engaging
user-interface design [23]. Health care providers working in a
rheumatol ogy setting described how they supported their patients
in mobilizing their strengths and emphasized the importance of
communication skills, exploration of values, and goals to
mobilize strengths, aswell as patient education [24]. The health
care providers were also generaly positive toward the idea of
an app to support the patients' reflections on strengths as a
preparation for consultations to promote self-management [24].

The aim of thisstudy wasto (1) develop amobile app to support
reflection and dial ogue about personal strengths among patients
receiving self-management support and (2) explore how patients
perceived the app’s usability, as well asits potential effects on
emotions and self-efficacy, in anonclinical test setting.

Methods

Overview

This study used a person-centered approach for design and
development of the app, with mixed methods for evaluation
[25]. The study was approved by the Privacy and Security
Protection Committee of amajor hospital in Northern Europe.
Participants were recruited from two units of a rheumatology
speciaist department—one of which arranged outpatient
self-management programs, whereas the other had an inpatient
rehabilitation unit—and from a patient-research partner advisory
board. Inclusion criteriafor patients were being 18 years of age
or older, being fluent in Norwegian, and having a rheumatic
disease. The only inclusion criterion for health care providers
was to have experience with health care for people with
rheumatic diseases, they were recruited from the inpatient
rehabilitation unit. All participants provided written informed
consent and patient participants received a gift certificate as
compensation for time spent and travel expenses. Information
about patients who were invited to participate but declined was
not registered. Figure 1 gives an overview of the development
and evaluation process.
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Figure 1. Overview of the development and evaluation process.
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Development

Refinement of the Prototype

Design of the prototype was guided by suggestionsfrom people
with chronic illness who had participated in designing a
preliminary low-fidelity (ie, paper) prototype [23] as well as
feedback on this prototype from health care providers[24]. The
preliminary prototype offered the following main features: (1)
apreliminary list of strengthswith yesand no response options,
(2) registration of ahealth-related goal, (3) marking of 3-5 most
relevant strengths, (4) linking strengths and goals, and (5) an
easy way of sharing results with a health care provider.

Inaprior study, peoplewith chronic illnesses were asked about
their strengths[7]. Thisresulted in apreliminary list of strengths
itemsthat was used in a study exploring patients' requirements
for a strengths-based preconsultation app [23]. The list of
strengthsitemsfrom this previouswork was further refined (eg,
number of items reduced and wording clarified) in this study
during discussions between authors and based on feedback
during formative evaluation. The items on the list were meant
to serve as examples of strengths to support reflection rather
than to be aformal assessment.

The development process involved a multidisciplinary team
from ahospital research center comprising behavioral scientists,
an information technology scientist and devel opers, adesigner,
specidists in the development of content and functionality in
eHealth apps, and user representatives—two women with
rheumatic disease. The intention was to make an app available
without cost to other users once its efficacy had been
demonstrated and guidelines constructed to facilitate
implementation of the app into existing health care contexts.
The hospital’s Privacy and Security Protection Committee was
consulted for approval of privacy and security reguirements of

the app.

To refine the features of the prototype, patient representatives
with rheumatic diseases were invited to participate in a
workshop. They were members of the patient advisory board
at the hospital where recruitment took place. The workshop was
led by a team member who is a speciaist in eHedth app
development. The workshop included a short introduction,
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individual reflection, and discussion. Participants were asked
to identify strengths from a predefined list, write about their
values and goals, and to reflect on how the strengths could be
linked to their goals and values. Input from the workshop was
audiotaped and summarized by two team members (OBK and
MW). Feedback on main features of the prototype and context
of usewas gathered in one workshop with health care providers
from theinpatient unit. The workshop was audiotaped and main
results summarized by two team members (OBK and MW). As
a service design method [26], a simple journey map was made
to help visualize where using the app might be appropriate in
the context of arehabilitation program.

Formative Evaluation

Overview

The formative evaluation included testing of low- and
high-fidelity versions of the prototypes. Patients participated in
anindividual testing session. They were guided by amoderator
and asked to think aloud during the process to elicit feedback
[26]. Testing sessions with patients were video recorded and
sessions with health care providers audiotaped. All patients
were asked to complete a background information survey,
including questions on age and gende.

Data on usability were extracted from observation notes and
video and summarized by two team members (OBK and MW)
into the following categories. functionality, content issues,
navigation, and niceto have. This summary was then discussed
within the project group and used as feedback for iteratively
adjusting the prototype between testing rounds.

L ow-Fidelity Prototype Testing

For this phase, participants were recruited from three settings
within the hospital. Patientsrecruited from the self-management
programs and the inpatient unit were informed of the study by
their health care providers. Those who expressed interest were
contacted by aresearch team member by telephone and provided
with more information about the study. Members of the patient
advisory board were sent an email with study information and
an invitation to participate. The project’s user representatives
also participated in this phase of testing.
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The first low-fidelity prototype was developed using a
combination of paper sketches and app screenshots that
simulated the app’s features and flow. Prototyping was done
using the POP app by Marvel [27]. It included the following
features and functionality: (1) information in text and audio,
(2) strengthsreflection: list of strengths presented with response
options yes and no, (3) possibility to add notesto strengths, (4)
overview of marked strengths, presented within four categories,
(5) value-based goal setting, to be entered into a text box, (6)
linking of strengths to goals, and (7) sharing, indicated with a
printout symbol (see Multimedia Appendix 1).

The testing procedure was piloted with coworkers to ensure
feasibility of the procedure before it was used with patients.
The testing sessions were held at the research center. The
prototype included multiple pieces of paper that were handled
according to what the participant “clicked” on to simulate
activities on a touch screen. Participants were encouraged to
write on the paper to contextualize their interaction with the
prototype, for example, if or how they wanted to express or
visualize their strengths or adjust the interface. In addition to
the participant, there were three facilitators in the room. One
person moderated the process, one administered the paper parts
of the prototype according to participants' choices on the screen,
and one observed and assisted. The team of facilitators had
interdisciplinary backgrounds: researcher, system developer,
and content manager. Health care providers participated in a
group session where the prototype was shown and discussed,
using ajourney map to aid discussion on context for use.
High-Fidelity Prototype Testing

Based on feedback from the low-fidelity prototype testing, a
high-fidelity prototype was programmed using the software
program Unity (Unity Technologies) [28]. For this phase,
participants were recruited from the inpatient rehabilitation unit
only. Patients were informed about the study by a health care
provider and for those willing to participate, a testing session
was scheduled at the unit. The high-fidelity testing procedure
was similar to the low-fidelity prototype testing but with one
fewer facilitator in the room. Health care providers at the same
unit were also invited to test the prototype and provide feedback;
they each tested the prototype with either one or two providers
per session. The sessions with health care providers were
audiotaped and included a moderator but no facilitators. Lastly,
the interface was explored by an external interaction designer
who was provided with the intended context of use and then
performed an informal heuristic evaluation of the app on his
own. He provided feedback on user-friendliness issues and
suggestionsfor improvementsin ameeting with team members.

Testing Usability of the Final Version of the Mobile
App

Participantswere recruited from self-management programsfor
people with a rheumatic disease. The program facilitator
presented the researcher, research assistant, and/or patient
representativesto the group. The study was presented and those
who were interested provided their contact information.
Subsequently, they were called and given more detailed
information about the study, and a date for participation was
agreed on. The usahility testing took place at the research center.

https://formative.jmir.org/2020/3/e16831
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After the participants had filled out self-report questionnaires,
the researcher presented a scenario and the usability tasks.
Participants were asked to imagine being invited by their health
care provider to use the app to reflect on strengths and goals,
before a consultation. The description of the scenario was
available in written format during the testing session. During
thetesting, the participant was alonein the room. The participant
was informed that the testing would take approximately 30
minutes and that the researcher would check in after about 20
minutes to see if they needed more time. After the usability
testing, the researcher printed out a copy of the strengths report
for use in a posttest interview.

Self-Report M easurements

Overview

Prior to the usahility test, participantsfilled out a questionnaire
on background information and a study-specific item on
strengths. To explore potential usefulness, participants were
also asked to fill out outcome measures on emotions and
self-efficacy before and after testing the app. Lastly, after the
usability test, participantswere asked to fill out astudy-specific
outcome measure on perceived usefulness and ausability scale.
Statistics were analyzed using SPSS Statistics for Windows,
version 25.0 (IBM Corp). The related-samples Wilcoxon
signed-rank test was used to compare the median of differences
between pre- and posttest scores.

Usability

Participants also completed an 11-item study-specific
guestionnaire about the functionality and perceived usefulness
of the app. Response options ranged from 1 (strongly agree) to
5 (strongly disagree). See the Results section for an overview
of items. Usability of the app was measured with the System
Usability Scale [29], a 10-item measure with five response
optionsranging from strongly agreeto strongly disagree. Scores
were converted so that all values were between 0 and 4, with 4
as the most positive response. See the Results section for an
overview of these items. The converted scores were summed
up and multiplied by 2.5, leading to a value range of 0-100,
with 100 being the most positive response. In case of asingle
missing response, the item was scored with a neutral value
(score=2).

Emotions and Self-Efficacy

Self-efficacy and emotions were measured to explore whether
the testing session would lead to any preliminary indications of
changes. Positive and negative affect was measured with the
Positive and Negative Affect Schedule [30]. This measure
includes subscales for positive (eg, interested and enthusiastic)
and negative affect (eg, guilty and scared), with 10 items in
each. The participant was asked to indicate to what extent he
or she was currently feeling a specific emotion, with the
response aternatives very dightly or not at all, a little,
moderately, quite a bit, and extremely. Subscale scores ranged
from 10 to 50, with higher positive affect scores representing
higher levels of positive affect and lower negative affect scores
representing lower levels of negative affect. In case of asingle
missing item on the preintervention measurement, theitem was
given the same score as the reported postintervention item.
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A revised version of the Arthritis Self-Efficacy Scale was used
to measure self-efficacy to copewith pain (fiveitems) and others
symptoms (six items) [31,32]. In this scale, the respondent is
asked about level of certainty in being ableto undertake specific
tasks (eg, decrease pain, continue daily activities, control fatigue,
and do something to feel better). Five response options are
provided from very uncertain to very certain. A score for the
pain subscale (range 0-20) and the other symptoms subscale
(range 0-24) was calculated, with higher scores representing
higher levels of self-efficacy. In case of a single missing item
on the preintervention measurement, the item was given the
same score as the reported postintervention item.

Textbox 1. Examples of questions from the interview guide.

Kristjansdottir et a

Posttest I nterview

After the participants had filled out the posttest outcome
measures, they were interviewed by the first author (OBK).
During theinterview, the printout of the strengths overview and
the app were available and referred to. The interview was
semistructured (see Textbox 1), audiotaped, and transcribed.
The datawere analyzed using content analysis [33] directed by
predefined categories following the interview guide asfollows:
(1) the app as a reflection support, (2) the app as a dialogue
support in health care, and (3) user-friendliness and suggestions
for improvement. The interviews were intended to supplement
the questionnaire data on the experience of using the app.

care provider in mind? If so, what profession/setting?

How did you experience being asked about your strengths through the app?
How was it to describe your strengths with the app versus without it (as you did on paper before the usability testing)?
What are your thoughts about using the app as preparation before a consultation/conversation with your health care provider? Do you have a health

Do you think it would be helpful to use the app, without sharing the report? Please el aborate.
What are your thoughts about the usefulness of the app in relation to a group-based self-management program, such as the one you recently attended?

How easy was it to navigate in the app? Do you have suggestions for improvement?

Results

Design and Development: Refinement of Main Features

Workshop With Patients

A total of 7 patients participated: 4 out of 7 (57%) werewomen.
The age range was 31-63 years (median 56 years). The patient
representatives in the project participated in the workshop and
areincluded in the sample description. Patients highlighted the
need to acknowledge the fluctuating nature of the illness and
the variation in perceived strengths. Patients wanted to be able
to reflect on previous use of strengths. Acknowledging
challenges in addition to strengths was considered important.
There was some confusion about how to make a link between
strengths, values, and goals. Some found goal setting and value
reflection easy and motivating, while othersfound it challenging
to find realistic and inspiring goals.

Workshops With Health Care Providers

Two hesalth care providers participated in aworkshop where the
idea of the app was discussed with afocus on potential context
of use; this was supported by a journey map developed in
preparation for the workshop. They described the importance
of taking into consideration the patient’s readiness for change.
The app was viewed as potentially useful (1) when exploring
strengths of patients in general (eg, what is currently working
well) and, more specifically, (2) when working with goal setting
and self-efficacy toward goals. The hedth care providers
suggested adding the possibility to register obstaclesto reaching
goals, aswell as overview of and feedback on progress.

https://formative.jmir.org/2020/3/e16831

Formative Evaluation

Low Fidelity

Inthefirst of three rounds, the prototype wastested by 3 patients
(2/3, 67% women; age range 42-63 years, median 57 years),
including the patient representatives in the project. In total, 5
women participated (age range 28-64 years, median 50 years)
in the second round and 3 women (age range 30-77 years,
median 43 years) in the third round. A total of 2 participants
had also participated in the previous workshop. Finaly, the
patient representativesin the project tested the prototype again.

In general, participants appreciated the list of strengths items
and all were ableto find several or many relevant items. A few
changes were made based on feedback during this evaluation
phase. Since some patientsreported that it was difficult to assign
strengths to an either/or category, the response aternative
partially was added. Also, some patients reported appreciating
being able to view the list of strengths registered with a no.
They perceived this asfeedback on self-management strategies
they could potentially work on or do more of. Other adjustments
included simplifying the structure of the overview, including
more information and guidance (eg, by adding instructions and
exampl es of goalsand pop-up information with encouragement
and guidance), and the option to share a selection of strengths
with the provider instead of the complete overview.

A few changesthat were made and tested did not work well and
were, therefore, not implemented in the high-fidelity prototype
(eg, the option to choose to start with goal setting rather than
selecting strengths and the option to mark strengths items the
user wanted to use more actively in the future). In addition,
participants made several suggestions for added functionality
that were not implemented due to limited resources. Examples
include functionality related to goals (eg, progress bar and
reminders), reminders of their strengths, registration of strengths
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uses, tailored information on how to use their strengths,
registration of challenges, and a forum for sharing between
users.

Two health care providers gave their feedback on the prototype
in one shared session. They were generally positive toward the
functionality. They emphasized the importance of the possibility
of adding one’s own formulations and using the notes function
to write about how the strengths could hel p them toward agoal .
They reported that the items, categories of strengths, and
response aternatives seemed appropriate.

| absolutely think thisis a way to activate the patient
in the process, a good tool. [Health care provider]

The guidance and examples of goals were appreciated, but
several participants commented that the instructions on writing
agoal needed clarification. They suggested that the app could
be introduced by the patient’s primary nurse in the context of
conversations about goal setting and achievement.

High Fidelity

The high-fidelity prototype was amobile app called Styrkefunn
in Norwegian (meaning strengths discovery). To introduce the
app and the concept of strengths, a short animated video was
made and included in the app. The video included a metaphor
of being out at sea, representing illness, and needing to take a
second look at the options, representing strengths, available to
keep the boat going forward in the right direction. A few
adjustments were made on the app based on feedback from
low-fidelity prototype testing; for example, options were added
to alow users to mark strengths as not relevant (ie, to skip
them), to add subgoals, and to link strengths to both levels of
goadls. The decision to not prioritize a digital sharing
functionality (eg, by direct integration to electronic health
records) was taken, due to issues related to privacy protection
regulations and project resources. For the purpose of the
usability testing, thisfunctionality wasimplemented by enabling
afeature that allowed for making a printout of the overview of
all registrations made in the app. The list of strengths was
refined based on feedback from participants (eg, some items
were merged or divided and the language edited). The
high-fidelity prototype included 42 strengths items categorized

https://formative.jmir.org/2020/3/e16831
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into four domains: (1) qualities (eg, | am persistent and | am
creative), (2) strategies (eg, | seek the knowledge | need, | have
a healthy lifestyle, and | take care of myself), (3) external
resources (eg, | have someone who understands me and | have
health care providers whom | trust), and (4) joy and meaning
(eg, | prioritize that which is important to me and | have
activities that | look forward to) (see Multimedia Appendix 2
for the refined list).

The high-fidelity prototype was tested in two rounds, with 3
patients participating in each (5/6, 83% women; age range 34-50
years, median 45 years). Additionally, the 2 patient
representatives within the project and 3 health care providers
from the inpatient unit participated; 1 health care provider had
participated previoudly. The feedback from the patientsindicated
that the strengths reflection worked well, both theitems and the
response aternatives. All appreciated the introductory video.
Several user-friendliness issues were experienced, indicating a
need for better navigation and guidance in the goal part of the
app. The three health care providers were positive toward the
app; they reported liking the introductory video and the list of
strengths items.

| think this can be a very nice tool to use ... If we ask
the patients about their resources, then they are
unsure about how to start answering, | don't think
they understand the question ... but if you get the
suggestions, thenitiseasier ... [Health care provider]

The health care providers suggested that the goal part needed
more instructions and ideally the app should be designed to
support self-management beyond the reflection and consultation.

Finally, patients, health care providers, and the interaction
designer experienced some usability issuesrelated to navigation
(eg, pop-up guidance was found confusing and it was unclear
where to access strengths and subgoals from the goal page).
The designer also pointed out synchronicity issues in layout.
Theissues were categorized as mainly cosmetic and minor and
were addressed by the project team, but more functionality was
not added dueto limitationsin project resources. Figure 2 shows
screenshots of the app's interface after refinement from
formative evauation.

JMIR Form Res 2020 | vol. 4 | iss. 3 |e16831 | p.7
(page number not for citation purposes)


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

JMIR FORMATIVE RESEARCH Kristjansdottir et al

Figure 2. Screenshots of the app.
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. . - psoriasis arthritis, fibromyalgia, spondyloarthritis, and
Usability Testing of the Digital App rheumatoid arthritis). Median age was 50.0 years (range 30-76).
Participants Out of 11 participants, 9 (75%) reported a high degree of
Participants (N=12) were mainly female (11/12, 92%) and had experience with a mobile device and 3 (25%) reported having

different (ie, one or more) rheumatologic diagnoses (eg, ?r?f'zfm:;gi”ence' See Teble 1 for adiional descriptive
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Table 1. Participants' demographics and duration of pain.

Kristjansdottir et a

Variable

Participants (N=12), n (%)2

Married or cohabiting
Employment
Full-time work
Part-time work
Sick leave
Disability benefits
Education
Elementary or upper secondary school
Education beyond upper secondary school
Pain duration (years)
<1
1-2
2-4
46
6-10
>10

9 (75)

3(25)
2(17)
2(17)
5(42)

4(33)
8(67)

0(0)
4(33)
1(8)
0(0)
3(25)
4(33)

3Due to rounding, percentages may not add up to 100%.

Usability

On the study-specific question about strengths, prior to using
the app, participants listed between 3 and 10 strengths (eg,
family and friends, being able to work part time, creativity,
positive mindset, being mentally strong, being goal oriented,
regular exercise, healthy diet, insight into what nurtures and
what does not, valuable work, pets, and support from health
care providers). When using the app, all participants registered
strengths. The number of strengths registered in the yes category
ranged from 6 to 35 (median 25), the number of strengths in
the partially category ranged from 6 to 26 (median 17), and the
number of strengths categorized as no ranged from 0 to 7
(median 1). Out of 12 participants, 11 (92%) registered a goal
and 7 (58%) also registered a subgoal; 8 participants (67%)
linked their strengths to agoal.

All participants reported finding it meaningful and relevant to
use the app. Out of 12 participants, 9 (75%) reported becoming

more aware of their strengths by using the app and 10 (83%)
found it useful to see the overview of strengths. The results on

https://formative.jmir.org/2020/3/e16831

the perceived usefulness of registering goals were mixed: 5 out
of 12 participants (42%) found it useful, whereas 4 (33%) were
neutral in their opinion, and 2 (17%) did not find it useful. Out
of 12 participants, 6 (50%) found it useful to link strengths to
agoal but 5 (42%) provided aneutral response. See Table 2 for
more detailed results from the study-specific questionnaire.

The median score on the System Usability Scale was 86.3. One
missing score was replaced with a neutral score. The scores
ranged from 70 to 100 (ie, al participants found the usability
acceptable). Results from half of the participants met criteria
for excellent usability (ie, score >85.5) [34]. The statementsin
the usability questionnaire alternated between expressing
positive and negative opinions. Disagreement with anegatively
formulated statement was scored as a positive response. One
item—I think that | would like to use this system
frequently—received two negative responses and five neutral
responses. Another item—I found the system unnecessarily
complex—received one negative response. Other itemsreceived
neutral responses and mostly positive responses (see Table 3
for details).
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Table 2. Perceived usefulness of the app among patients (N=12).
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Usefulness statement

Response, n

Disagreeor strongly disagree  Neutral Agreeor strongly agree  Missing

It was meaningful and relevant to use the app 0 0 12 0

| became more aware of my own strengths by using the app 1 2 9 0

It was useful for meto see an overview of my own strengths 0 2 10 0

It was useful for me to be able to register agoa 2 4 5 1

It was useful for me to be able to link the strengths to concrete goals 0 5 6 1

| liked the possibility to register my own notes 0 4 7 1

For meit would be relevant to share the overview of my strengthswith 0 4 8 0

my health care provider

It was boring to use the app 9 1 2 0

It was demanding for me to use the app 11 0 1 0

I would like to have the app on my own mobile device 2 3 7 0

| would recommend the app to othersin my situation 0 3 9 0
Table 3. Questions and results from the System Usability Scale (N=12).

Usahility statement Response, n

Negative® Neutral Positive Missing

I think that | would like to use this system frequently 2 5 4 1

| found the system unnecessarily complex 1 1 10 0

| thought the system was easy to use 0 1 11 0

I think that | would need the support of atechnical personto beableto 0 0 12 0

use this system

| found the various functions in this system were well integrated 0 1 11 0

| thought there was too much inconsistency in this system 0 1 11 0

| would imagine that most people would learn to use this system very 0 1 11 0

quickly

| found the system cumbersome to use 0 0 12 0

| felt confident using the system 0 2 10 0

| needed to learn alot of things before | could get going with thissystem 0 0 12 0

8Agree or strongly agree for negatively formulated items; disagree or strongly disagree for positively formulated items.
bAgree or strongly agree for positively formulated items; disagree or strongly disagree for negatively formulated items.

Sdf-Efficacy

A statistically significant positive change from preintervention
to postintervention wasidentified on both the pain and the other
symptoms subscales. The median preintervention score for the
pain subscae was 12.0 (range 5-16) and the median
postintervention score was 14.0 (range 6-17), resulting in a
median difference of 2.0 (P=.01). The median preintervention
score for the other symptoms subscale was 16.0 (range 8-22)
and the median postintervention score was 17.0 (range 10-22),
resulting in amedian difference of 1.0 (P=.03). One participant
did not fill out this questionnaire and one missing item was
replaced.

https://formative.jmir.org/2020/3/e16831

Emotions

There was no improvement postintervention on the positive
emotion subscale (P=.77) (median preintervention score 34.0,
range 31-46; median postintervention score 35.0, range 28-45).
A statistically improved postintervention score was identified
on the negative emotion subscae (P=.02) (median
preintervention score 12.0, range 10-23; median postintervention
score 11.0, range 10-16). One participant did not fill out this
guestionnaire and three missing items were replaced.

Qualitative Results

The App as a Reflection Support

Out of 12 participants, 8 (67%) described positive experiences
related to reflection on strengths after using the app. They
described feeling more aware and reminded of their strengths
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and how that felt good. They described how the app, in particular
the strengths items, made it easier to reflect on strengths than
when they reflected without the app, as they were asked to do
inthe pretest questionnaire. The overview of strengthsand goals
at the end was appreciated and afew mentioned liking the option
to print it out to keep visible as areminder and for a continued
awareness process.

You go in, and then you talk about everything that's
wrong, and then you get some medicines. And then
you hope it will work out OK, sort of. While on the
other hand, thinking about these strengths, just
becoming a bit aware of how good your situation
really is, even if your body isn’t a hundred per cent.
Getting a bigger picture of things, | think thisisreally
useful. [Participant #1]

Out of 12 participants, 5 (42%) described already being
generaly aware of their strengths. Some of them had experience
of a strengths-based approach in their work or education in
leadership or health care, and 3 (25%) described the reflection
on strengths as a neutral experience, attributing this to the fact
that it was not new to them.

| think I'm very aware of my strengths. |’ ve worked
abit with thisbefore, so... and | amalso very positive
by nature. So for me, | think | have such a clear
picture of this at the moment, that | felt that with the
short time | used the tool, it was maybe not so useful
for me. [Participant #11]

The three response alternatives for grading of strengths were
generaly well received. Some reported finding the items they
had marked as partially as the most important ones to discuss
with the provider and al so as something to work on themselves.
Some described liking the inclusion of the no items on the
overview, as this was found to reflect areas for improvement.
One participant described that it was difficult to choose response
alternatives since strengths varied over time, and another
described finding it difficult grading the strengths without
having a specific context in mind. Two participants found the
strengths items somewhat vague or general. One described
missing an item on well-being where she could specify how she
created moments of well-being during the day. A couple
suggested adding items on negative traits so that you could also
reflect on what negative traits were not a description of you.

The participants had different experiences related to the goal
setting part of the app. About half of the participants appreciated
this functionality and said that they had written a goa of their
own without difficulty.

That was maybe the onethat | had most benefit from.
Yes, because | have a very clear goal. All along I've
had in my mind that | would go back to work. Thisis
very important to me. But when | had to set up
subgoals, | became much more awarethat, okay, there
was actually a strong connection here. These are
things that you must be able to get done so that you
will manage to reach that goal, in a way. So that
process of becoming aware, and, and so which of my
strengths | can use to achieve that. That is what |
gained the most from. [Participant #7]

https://formative.jmir.org/2020/3/e16831
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Others described setting agoal as difficult and, similarly, some
described linking strengths to goals as challenging. A few
expected a clearer link or transition from registering strengths
to setting goals. Some perceived the written guidance available
in the app as helpful and adequate for goal setting, but not all
had seen this information and some stated they needed more
guidance to be able to set a goal in a constructive way. A few
had goals they felt unsuccessful at reaching, causing them to
feel bad about themselves. Some said they needed a clearer
picture of the setting and what type of health care personnel
would be providing follow-up to know what kind of goal to set.
Some participants described expecting the app to make goal
suggestions based on their registration of strengths (eg, suggest
a goa related to building or using more strengths for items
marked as partially).

The App as a Dialogue Support in Health Care

The mgjority of the participants were generally positive toward
sharing the overview of strengths and goals with their health
care providers. However, several participants reported concerns
about the use of the overview in a dialogue with a health care
provider. Somewondered if the health care providerswere able
to use the overview in a useful way and if they had the time
available to do so in settings where learning and mastery were
not prioritized topics. A couple of participants expressed a
concern that giving the health care provider an overview of the
patient’s strengths might lead to less attention being paid to the
need for help. A few suggested that the strengths registered as
not relevant or partly relevant were those that might be most
relevant to discuss with the health care provider. When asked
about which of their health care providers might be relevant for
the dialogue on strengths, many of the participants said that it
would not be their general practitioner or rheumatology
specialist, mostly due to time limitations, but also because of
not meeting the same physician at follow-ups. Severa other
health care professionalswere suggested as being more suitable
for a conversation that included the strengths summary (eg,
psychomotor therapists, psychologists, social workers, nurses,
and psychiatric nurses). Almost all said they believed the app
could be useful in a self-management program setting, either
as areflection to prepare them for the program, as a reflection
exerciseto prepare for group discussions, or asafollow-up and
reminder after the program if more self-management support
functionality was included.

Several described how the topic of strengths was neglected due
to afocus on treatment and time limitations, and how they had
to search for the health care provider that could help them work
toward better self-management of the illness beyond medical
treatment. Conversely, a few others described having received
health care that addressed their support needsin apositive way.

No, thereisjust no focus on that. Therejustisn't. It's
all about swollen joints and where you have pain.
Inflammation and medication. That’swhat it’ sabout.
It even took many years. After all, I’ve beeniill for a
long time. So it took many years before | heard about
the offer of courses and training in life skills. And ...
yes, things like that. [Participant #3]
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User-Friendliness and Suggestions for | mprovement

The majority of the participants found the app generally easy
to use. Still, haf of the participants reported some minor
usability issues (eg, being unsureif something was saved before
continuing to the next page or how to move back astep, finding
the buttonstoo sensitive or quick, and missing abetter overview
of the functionality from the start). A few did not notice the
possibility or understand how to add subgoalsto the main goals
or tolink their strengthsto agoal (eg, did not seewhereto press
to find the text field for subgoals). Many of the participants
mentioned liking the animated instruction video but afew also
suggested adding moreinformation, specifically about the health
care provider receiving the overview and what to expect from
thefollow-up dialogue. Participants provided several suggestions
for added functionality, and some had expected an app with
more functionality relating to self-management support. The
most common suggestions involved the following:

1. The app should give advice and suggestions based on the
strengths registration about how to improve and/or build
strengths and afeatureto help usersleverage their strengths
(eg, providing aprogress overview of strengths use or help
with setting a strength-related goal).

2. Refining the goal-setting and goal follow-up featureswithin
the app (eg, more guidancein setting goal's, reminders, view
of progress, and encouragement).

A few also mentioned the possibility to add afeature aiming to
help the user prepare for aconsultation (eg, what to request help
for and how).

Discussion

Principal Findings

In this study, we developed a mobile app to support reflection
on personal strengths for patients in need of self-management
support due to a chronic illness and then tested its usability. In
general, the patients reported that the app supported reflection
on their strengths and was easy to use. The results on the
goal-setting part of the app were mixed, as many of the patients
did not find it helpful to register agoal and/or reflect on which
of their strengths would help them toward achieving the goal.
Even though the main prototype features were based on prior
work and were not changed in any major ways during the
formative evaluation, both patients and health care providers
gave feedback that resulted in adjustments of the design of the
prototype. Minor functionality changeswere made (eg, to enable
patients to mark strengths as partially possessed and to skip
items considered irrelevant, added guidance on goal setting,
and improved navigation). The need for only small adjustments
might be due to considerable prior work during the inquiry
phase [23,24]; however, testing in clinical practice might have
resulted in more adjustments being made (eg, on the goal-setting
part).

During the formative process, patients reported finding it
important to include in their overview of strengths not only the
strengths they identified with, but also the ones they identified
with partially or not at all. Patients described how these items,
particularly items marked partially, were areas they wanted to
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work on and focuson in afollowing consultation. Thisisinline
with a view of strengths as malleable qualities that can be
cultivated, as opposed to fixed traits [6]. The inclusion of
self-management behaviors on the list of strengths, and not
solely character strengths or individual qualities, can aso
contribute to explaining the importance of not only identifying
strengths currently present, but also including strengths that
have been used previously or that the user wants to develop.
Skills and behavior are commonly included in definitions of
strengths [18,35]. Overall, the list of strengths was positively
received by both patients and health care providers; itsinclusion
of 42 items was not perceived as overwhelming. Participants,
both patients and health care providers, generally agreed that
the reflection on strengths was important in itself, and that it
promoted positive emotions, although some patients did point
out the possibility of some negative effects on the interaction
with clinicians. The positive perceptions by patients and health
care providers are similar to results reported from related work
done at community centersin the United States, to develop an
app for patients from disadvantaged backgrounds. However, in
that setting, additional video prompts were needed to help
patients see and report their strengths [18].

Both patients and health care providers had many suggestions
for improving the app by adding functionality that would extend
its usefulness beyond the reflection and the subsegquent
consultation (ie, providing support and guidance on using
strengths, cultivating strengths, and goal achievement).
Therefore, a potential next iteration of the app could include
more educational content and exercises. Since no general
theoretical model for strengths-based assessments or
interventionsis available to date [ 35], the added material should
be anchored in evidence-based behavioral change theory
supporting a strengths-based approach, such as acceptance and
commitment therapy [36] or goal-setting theory [37]. Many,
but not all, participants agreed on the importance of viewing
the strengthsin relation to agoal. However, the results indicate
clearly that the goal part of the app needs to be expanded to
include more guidance on goal setting and additional
functionality to support goal achievement over time.

The results indicated changes in a positive direction in
self-efficacy and negative emotions. Thisis promising, but due
to the small sample and study design, these results need to be
interpreted with caution; more research is needed to explore
whether the app can promote clinically significant changes.
Interestingly, the results did not show changes in positive
emotions and were, therefore, not in line with models and
evidence suggesting positive emotions as a mediating factor
between positive activities and well-being [12,17].

Helping patients to recognize and cultivate their strengths
relevant for their individual values is essential for
person-centered health care [1]. However, a cautious approach
toward interventions promoting standardized ways or tasks to
cultivate strengths is warranted, since different kinds of
interaction and support will be needed depending on the person
and context [1]. Health care providers beliefsin theimportance
of providing person-centered care, their contextual possibilities,
and communication skillsare crucial [1,38]. A strengths-based
app as presented here might potentially be ahel pful supplement
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for health care providers in engaging their patients. More
research on the efficacy of this app is needed before making it
available and recommending it to users. Exploring the use of
the app in the context of self-management programs might be
afeasible next step. Even though one specific patient group was
involved in this study, the app itself was made without any
reference to aspecific diagnosisand might, therefore, be suitable
for people with different chronic illnesses. It might also be of
interest to test the use of the app in the context of the patient’s
home and involving a relative or afriend, as apps designed to
improve communication between patients and health care
providers can also prompt patients to share their experiences
with relatives [39]. Framing the task of identifying strengths as
reflecting on positive memories of self or visualizing best
possible selves seems to be promising [40] and might be
important to consider when asking patientsto identify strengths
as away to cultivate a strengths-based growth mindset.

Limitations

Limitations of the study include the small sample size with few
participantsin each iteration, asamplewith amagjority of women
with one specific chronic disease (ie, rheumatic diagnosis), and
the recruitment from a specialized hospital unit and patient
advisory group. A smal number of participants is not
uncommon in formative eval uation studies but alarger number
would have been preferable to promote variance in feedback.
A magjority of the patients invited to participate were women;
thus, adjustment in recruitment methods might have been
necessary to include amore balanced sample. Men and patients
recruited from primary care might have experienced the app
differently, since they might be expected to have less experience
with extended self-management support and programs. During
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the testing sessions, the participants met with researchers and
team members involved in the development of the app. This
might have resulted in abiastoward positive results, something
that might have been addressed by involving an independent
person during the testing. The inclusion of two patient
representatives throughout the project was a strength, as they
grew confident in giving their honest opinions over time and
had the advantage of consulting each other. The development
platform for the study was Unity, a platform most suitable for
creating games. This turned out to be a suboptimal choice for
this project, as the platform was new to the devel oper team and
the development took more resources and time than anticipated;
also, no game-like features ended up being included in the app.
During the formative eval uation task, task success was evaluated
by observation; in the usability test of the app, evaluation took
theform of apostintervention interview and assessment of what
had been registered in the app. A more systematic use of a
usability model might have led to more detailed measures of
usability (eg, timeontask or error rate) [41]. Research is needed
on the usability of the app in aclinical setting and on how its
usefulnessis perceived by health care providers.

Conclusions

In thisformative evaluation of amobile app to promote patients
reflection on their strengths, patients perceived the app as
meaningful and supporting awareness. The results provide
preliminary evidencefor beneficial effectson negative emotions
and self-efficacy. The results suggest building in functionality
to support strengths use and goal attainment; the results show
the utility of a careful process of app refinement with multiple
stakeholders. Further studies on efficacy and usability in a
clinical setting, including health care providers, are needed.
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Abstract

Background: Communicating laboratory test results online has several advantages for patients, such as improving clinical
efficiency and accessibility, thereby helping patients to take an active role in managing their health.

Objective:  This study aimed to investigate the experiences and self-efficacy of patients using an online patient portal that
communicates laboratory test results.

Methods: We used the online-administered eHealth Impact Questionnaire to explore patients’ attitudes toward the portal.
Patients visiting the portal were asked to complete the questionnaire. The subscale Information and Presentation assessed the
usability of the patient portal and the subscale Motivation and Confidence to Act assessed self-efficacy to determine whether
patients were motivated to act on the presented information. We used a cutoff score of 65 or greater to determine whether the
portal was rated positively.

Results: The questionnaire was completed by 354 of 13,907 patients who viewed their laboratory results in the patient portal,
with aresponse rate of 2.55%. The mean Information and Presentation score was 67.70 (SD 13.12) and the mean Motivation and
Confidence to Act score was 63.59 (SD 16.22). We found a positive, significant correlation between the 2 subscales (r345=.77,
P<.001).

Conclusions: Patients participating in the study rated the usahility of the portal positively. However, the portal only slightly
helped patients to take an active role in managing their own health. The low response rate precludes generalization of the results.
Future research should examine avenues to further increase patients' self-efficacy and study whether portal acceptability differs
in subgroups. Patient portals conveying laboratory test results in understandabl e language seem usable and potentially provide a
viable way to help patients take a more active role in managing their own health.

(JMIR Form Res 2020;4(3):€17060) doi:10.2196/17060
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patient portals; eHealth Impact Questionnaire; eHIQ; laboratory test results; attitude to health; salf efficacy; telemedicine; usability
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Introduction

Background

Patient involvement in decision making and delivery of health
care isimportant to patients, health care providers, and policy
makers. When patients are activated to be more engaged in
health and disease issues, their behavior changes toward more
self-management [1]. Therefore, patient involvement is
stimulated as an essential element of patient-centered care and
as ameans to improve the quality and efficiency of care [2,3].
With modern digital possibilities, such as electronic patient
portals, patients' activation and information can be organized
more easily. The internet is increasingly being used by care
consumers to look for answers about health concerns and has
the potential to change health care behavior [4,5]. Although
personal health records and patient portals are promising tools,
evidence of their effects on patient centeredness of care,
efficiency of care, and health outcomes is inconsistent [6-8].
Furthermore, adoption rates of electronic health (eHealth) vary
greatly and are often less than 50% [9-13].

Several health care organizations in the Netherlands, such as
Saltro diagnostic center, have invested in the development of a
high-quality patient portal that is blended into usua care.
Solutionsthat are blended into usual care generally have higher
adoption rates[14]. Saltro’s portal provides accessto laboratory
test results, including explanatory information and visualization,
for theindividua patient [15]. The aim is to facilitate patients
to play an active role in their diagnostic process and disease
management. Patient health engagement is indispensable to
improve diagnostic accuracy [16]. When patientstake an active
roleinthisprocess, for instance by asking questions and voicing
their opinions, it improves the diagnostic process [17].
Consistent with the trend of patients being more proactive and
involved in their own health care [18], becoming a more
knowledgeable consumer may reduce the risk of diagnostic
error [19].

The full potential of patient portals will only be reached if
patients understand the results that are communicated, in this
case, the information that becomes available from laboratory
tests. How the content is presented in a portal and how the
patient interprets this affects the overall usefulness of the
information [20]. The information in a patient portal can, for
example, cause insecurity for the patient—as patients can
become emotionally destabilized by the confusion or impact of
the test results—which can negatively affect patient health
engagement [21]. This risk is more prominent when patients
find the results difficult to interpret [22]. Problems have
previously been reported with the complexity of the provided
information, making it mainly useful for patients with high
health literacy [23]. Research has aso shown that
misinterpreting therisk of blood test outcomesiscommon, with
patients underestimating the severity [24]. These findings raise
concerns for patient safety. How results are communicated
through patient portals is thus important and needs to be done
in a manner that minimizes the risk of misunderstanding.
Therefore, testing how patients perceive online portals and test
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results is recommended, for example, by using the eHealth
Impact Questionnaire (eHIQ) [25].

Objective

Previous research with the Saltro patient portal showed that the
presented test results were val uable and important to the magj ority
of the participants (ie, members of ahealth care consumer panel)
[15]. To further scientific knowledge, research is needed to
examine how patients perceive the online portal. Therefore, we
set up aquestionnaire study to explore patients’ attitudestoward
apatient portal that was specifically designed to communicate
laboratory test results with explanatory texts and supporting
visuals. The first aim of this study was to provide insight into
the usability of patient portals (including ease of use, perceived
trustworthiness, and appropriateness of information). Examining
user experienceisimportant, because perceived trustworthiness
has been linked to use and engagement with online health
information [26,27]. The second aim of this study wasto provide
insight into how the Saltro laboratory test results portal affects
patients motivation and confidence to manage their health.
This relates to self-efficacy, defined as a person’s confidence
in his or her ability to perform specific behaviors that are
considered beneficial [28]. Self-efficacy isconsidered important
for motivation and intention to act on information [29]. The
third aim of thisstudy wasto analyze whether thereisapositive
association between the perceived usability of the patient portal
and self-efficacy, consistent with theliterature[30,31]. Overall,
this study aimed to assess the experiences and self-efficacy of
patients using a patient portal and the association between the
2 constructs.

Methods

Design and Participants

We conducted areal-world study between September 2018 and
February 2019 to explore patient attitudes toward a patient
portal. The participants were patients who received adiagnostic
request form from their general practitioner (GP) for a blood
test at Saltro, a primary care diagnostic center and laboratory
in the Netherlands. Each month approximately 65,000 patients
receive adiagnostic request form for ablood test at Saltro. These
patients have access to the patient portal, although not all
patients use the patient portal. Patients who viewed their test
resultsin the patient portal were approached onlineto participate
inthisstudy by completing an online questionnaire. Therewere
no specific inclusion or exclusion criteria. This study did not
require approval from an ethics committee, because no personal
information was collected, and the data could therefore not be
traced back to the individual.

Patient Portal

In 2015, Saltro launched a test result Web-based portal that
gives patients access to their laboratory test results, including
understandable explanatory information personalized to the
individual patient (based on sex and age). The portal was created
together with health care professionals and patients. All medical
content was written by a multidisciplinary team consisting of
a GP, a communication specidist, and a clinical chemist. The
texts were written to be understandable for the mgjority of
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people and have been reviewed by patients and adjusted based
on their advice. The level of health literacy of the result
information has been estimated at communication level 1B on
the scales of the Common European Framework of Reference
for Languages [32]. A previous evaluation study showed that
over 85% of patients found the accompanying text with the
laboratory results comprehensible [33]. Daily, approximately
300 unique individuals look up their laboratory results in the
portal. Patients also have the option to share their results with
others.

Talboom-Kamp et al

After having blood drawn, patients can look up the test results
by logging in to the GP website with a username and password.
The login procedure is in line with Dutch security legislation
and guidelines (ie, the Dutch Personal Data Protection Act) and
the General Data Protection Regulation guidelines. There are
no age restrictions to logging in. After logging in, the patient
sees an overview of al new and old laboratory tests ordered by
date (see Figure 1). Thismakesit possible to compare new test
results with previous results.

Figure 1. Patient portal overview showing the laboratory tests that were ordered, with the result of the most recent test displayed at the top.

Galtro

Uitslagenportaal

Welkom, L. Willemsen

Nieuwe uitslagen
(%) Onderzoek 10-01-2017
Bekeken onderzoeken

(%) onderzoek 10-01-2017

(&) onderzoek 06-01-2017 \anvrag

(4%) onderzoek 06-01-2017 Aanvrag

After clicking on aspecific date, the patient is shown theresults
of the laboratory test that was performed on that date (see Figure
2). For each |aboratory test, the patient seestheindividual results
together with traffic light—colored bullets indicating normal or
abnormal results. Clicking on an individua test result shows
an explanation of the laboratory test results in a simple and
understandable manner. The texts contain an explanation about
the test, what was measured, and why a physician might order
thistest. If atest result isabnormal, then possible diagnoses are
mentioned, and patients are advised to discuss the result with
the GP. Next, theindividual test results are discussed together,
and an explanation of what the results could mean for the patient
isgiven.

In addition to the text, a visua is presented underneath the
explanatory text (see Figure 2). The visua presents the
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individual numeric value of the laboratory test result and how
it relatesto thereference value(s). Colors are added to emphasize
this range. The reference values differ per laboratory test, and
sometimes also by sex and age. A green dot or line means that
the result is normal for the patient, and there is no deviation.
An orange dot or line means the laboratory result is divergent
or abnormal. Astheindividual numeric value of the laboratory
test is presented above the line, patients can see whether their
value is normal or deviates from the reference value. The
majority of patientsfind thisinformation valuable and important
[15]. Patients are referred to their GP if they have questions. If
the dot or lineisred, it means the laboratory result is severely
deviating (compared with the reference value). In that case,
Saltro directly contactsthe GP to get in contact with the patient
for suitable treatment. Textbox 1 shows an example of apatient
journey.
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Figure 2. Display of the results of a specific |aboratory test in the patient portal.
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Onderzoek 10-01-2017 Hemoglobine

Bezinking 16 Hemoglobine is een eiwit dat zich bevindt in de rode bloedcellen (erytrocyten). Het zorgt voor zuurstoftransport
van de longen naar weefsels in het hele lichaam. Als het hemoglobinegehalte te laag is dan is er sprake van

Hemaoglobine 74 bloedarmoede. Het lichaam krijgt te weinig zuurstof en de patiént is kortademig en snel moe. Het

Hematocriet 037 hemoglobinegehalte in bloed hangt nauw samen met het aantal rode bloedcellen. Als het aantal rode bloedcellen
is verlaagd, door een verminderde aanmaak of door een verhoogde afbraak, is het hemoglobinegehalte meestal

Erytrocyten 4,03 ook verlazgd.

Leuconyten . o Wat meten we en waarom?

M.CV [ L We meten de hoeveelheid hemoglobine in het bloed, Uw huisarts kan deze test aanvragen om een algemene
indruk te krijgen van uw gezondheid. Soms zijn er specifieke redenen om het hemoglobine aan te vragen,

MCHC 201 bijvoorbeeld om bloedarmoede (te weinig hemoglobine) of polycythemie (te veel hemoglobine) vast te stellen en

M.CH . 1,84 de ernst van de aandoening te bepalen. Ook kan de test aangevraagd worden om te beoordelen of bij ernstige

bloedarmoede een bloedtransfusie noodzakelijk is. Daarnaast wordt de test gebruikt om bij patienten met

bloedarmoede of polycythemie het effect van een med|sche behandeling te volgen

Een verhoogde hemoglobine waarde kan het gevolg zijn van uitdroging, ernstige longziekten, of de aanwezigheid
wan een stoornis waarbij er teveel hemoglobine aangemaakt wordt. Er zijn vele oorzaken voor verlaagde
hemoglobine waarden, zoals een tekort aan bepaalde voedingsstoffen (ijzer, vitamine B12, foliumzuur)
bloedverlies, verhoogde afbraak van bloedcellen, erfelijke aandoeningen waarbij de aanmaak van rode

De uitslag van het hemoglobine is verlaagd. Wij hebben de uitslag ook aan uw huisarts gestuurd. Wij raden u aan

Trombocyten (@172
Lymfocyten 181
. Wat betekent de uitslag?
Baso abs .0‘07'
ALAT (5GPT) @13
Kreatinine . 68
) . bloedcellen gestoord s, nierziekten, etc
Ferritine 12
Ten . Uw uitslag
vrij T4 @us binnenkort met uw huisarts contact op te nemen.
Vitamine D 18,7
Actief B12 @5
Foliumzuur . 236

8 10,2

Er zijn bij u 7 onderzoeken gedaan die door technische redenen nog niet getoond kunnen worden in het
uitslagenportaal. De resultaten van de onderzoeken worden naar uw huisarts verzonden. U kunt met hem of haar

contact opnemen over de uitslagen.

Textbox 1. Example of a patient journey.

Ef

A person develops complaints about his health and goes to the general practitioner (GP). The GP examines the person and requests blood tests. The
person goes to the phlebotomist from Saltro, who collects blood, which is analyzed in the |aboratory. The same evening the person can look up the
results in the portal. He can see which tests are normal and not likely to be the cause of health complaints. He can see what is tested and will know
what is functioning accurately in his body, which will be reassuring. He can a so see and choose to read the divergent laboratory results first. He can
compare the value with reference values to see how deviating the value is. He does not have to search on the internet; he reads quickly what this test
means and can contact the GP to discuss worries and questions, and to make decisions together regarding further steps and treatment.

Outcome M easure

The primary outcome of this study was the second part of the
validated Dutch version of the eHIQ [25,34]. The eHIQ is a
self-reported questionnaire of which Part 2 measures patients
attitudes toward a specific health-related website, in this case,
the patient portal. We chosethe eHIQ for the following reasons.
First, the eHIQ assesses the patient’s perspective of the website.
Second, the questionnaire is translated and validated in Dutch.
Third, information from the eHIQ can be used to compare the
effects of the websites for benchmarking; with this study we
set a first standard. Fourth, the information can be used to
improve awebsite further, in this case, the patient portal. Each
of the 26 itemsis scored on a 5-point Likert scale ranging from
“strongly disagree (1)” to“ strongly agree (5).” The questionnaire
has 3 subscales: (1) Information and Presentation, (2) Motivation
and Confidence to Act, and (3) Identification. The Information
and Presentation subscale has 13 items and measures whether
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people find the website easy to use; this includes items on
understanding, trustworthiness, and whether images used were
appropriate. This subscale relates to usability. The Motivation
and Confidenceto Act subscale consists of 10 items and assesses
whether anindividual felt reassured after reading theinformation
on the website and was motivated to manage their health. This
subscale relates to self-efficacy. The final subscale,
Identification, consists of 3 items and measures whether
individuals identify with others who use the website. An
example item is “I feel | have a sense of solidarity with other
people using the website.” As users of the patient portal do not
interact with other users, we considered this subscale to be
irrelevant for this study and therefore did not discussit further.
We transformed the total scores for each subscale to a scale of
0 to 100, with higher scores representing a more positive
atitude. No official cutoff score is available to determine
whether a website or portal is rated as positive or negative. In
consultation with the authors who translated and validated the
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eHIQ in a Dutch population of eHealth users, we determined
that a score of 65 or greater is considered positive. The eHIQ
has good construct validity, internal consistency, and test-retest
reliability [25,34]. Cronbach alphain this study was considered
good (.88 to .90).

Procedure

Patientswho received alaboratory request form for ablood test
at Saltro and who used the patient portal in the period between
September 2018 and February 2019 were digitally approached
to complete the eHIQ-Part 2. After patients viewed their results
in the portal, a pop-up window appeared asking them whether
they wanted to fill in a questionnaire. Below this question, the
guestionnaire was shown to patients and patients could complete
it in the portal. Individuals who were unwilling to complete the
guestionnaire (based on the first question) had to click the
pop-up away. These individuals, however, were asked to
complete the questionnaire again when they logged in at alater
point to view other test results. Patients could complete the
guestionnaire only once.

Completed questionnaires were automatically sent to us by
email. The answers to the questionnaire were coupled to the
last test result, indicating whether it was normal or deviant, and
the number of laboratory requests for that participant. No
personal information of the participant, type of blood test, and
the interpretation of the laboratory results were visible to us.

Statistical Analyses

To gain insight into the patient’s perceived usability of the
patient portal and their self-efficacy of using a patient portal,
we performed descriptive statistics. We calculated the mean
scores of the 2 eHIQ subscales and used a cutoff score of 65 or
greater to determine how the portal was rated. When the mean
of the subscale was 65 or higher, we evaluated the subscale
positively. Also, we examined the highest- and lowest-scoring
items for each subscale to get a better understanding of which
aspects of the patient portal were appreciated and which could
be improved further. For items with the same mean score, we
chose the itemswith the highest precision. To examine whether
the perceived usability of the patient portal (first subscale,
Information and Presentation) was positively associated with
self-efficacy (second subscale, Motivation and Confidence to
Act), we performed a Pearson correlation. Data were normally
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distributed and we identified no significant outliers. We
performed all analyses using IBM SPSS Statistics version 24
(IBM Corporation).

Results

A total of 13,907 patients viewed their [aboratory results on the
patient portal and were invited to complete the eHIQ. The
guestionnaire was completed by 354 patients (2.55%). These
participants completed all items of the eHIQ. The mean score
of the subscal e Information and Presentation was 67.70 (13.12)
on a scale ranging from O to 100. This subscale of eHIQ thus
scored above the set cutoff score of 65 and was evaluated
positively. The mean score of the subscale Motivation and
Confidenceto Act was 63.59 (SD 16.22) on ascale of 0to 100.
Thisscorewas just below the set cutoff score and wastherefore
not considered positively evaluated. Table 1 presents the mean
scores of the 2 subscales and the individual items.

We identified the 3 highest- and lowest-scoring items of the 2
subscales. The highest-scoring items on Information and
Presentation weretrust in the provided information (mean 4.06,
SD 0.69), ease of understanding the information (mean 4.06,
SD 0.81), and use of understandable language in the portal
(mean 4.04, SD 0.80). The lowest-scoring items were about
whether the images were distressing (mean 3.44, SD 0.79), tips
were useful (mean 3.27, SD 0.94), and website imagery was
appropriate (mean 3.27, SD 0.71). The highest-scoring items
on Motivation and Confidence to Act were on better
understanding personal health by using the website (mean 3.86,
SD 0.74), being encouraged to take health-beneficial actions
(mean 3.85, SD 0.93), and confidence to take action (mean 3.56,
SD 0.84). Thelowest-scoring items were on whether thewebsite
would be consulted to make adecision about health (mean 3.38,
0.95), gives confidence to discuss health with other people
(mean 3.37, SD 0.94), and gives confidence to explain health
concerns to others (mean 3.36, SD 0.91).

To examine whether the perceived usability of the patient portal
was positively associated with self-efficacy, we calculated a
Pearson correlation. There was a large, positive, significant
correlation between the subscale Information and Presentation
and Motivation and Confidenceto Act (rz4s=.77,PP<.001). This

finding was in line with our expectations.
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Table 1. Mean scores of the 2 subscales of the eHealth Impact Questionnaire (eHIQ)-Part 2 and the individual itemsa.

Subscale and item Score, mean (SD)
Information and Presentation 67.70 (13.12)
| trust the information on the website 4.06 (0.69)
| can easily understand the information on the website 4.06 (0.81)
The language on the website made it easy to understand 4.04 (0.80)
The information on the website left me feeling confused” 3.95(0.99)
| value the advice given on the website 3.79 (0.78)
The websiteis easy to use 3.82(0.89)
The website provides awide range of information 3.73(0.83)
The website has a positive outlook 3.64 (0.88)
The people who have contributed to the website understand what is important to me 3.63 (0.79)
On the whole, | find the website reassuring 3.51(0.82)
| found the images on the website distressi ngb 3.44(0.79)
The website includes useful tips on how to make life better 3.27 (0.94)
Photographs and other images were used appropriately on the website 3.27 (0.72)
Motivation and Confidenceto Act 63.59 (16.22)
The website helps me to have a better understanding of my personal health 3.86 (0.74)
The website encourages me to take actions that could be beneficial to my health 3.85(0.93)
The website gives me confidence that | am able to manage my health 3.56 (0.84)
The website encourages me to play a more active role in my health care 3.56 (0.88)
| have learned something new from the website 3.55(0.97)
| feel moreinclined to look after myself after visiting the website 3.53(0.87)
The website prepares me for what might happen to my health 3.42(0.92)
| would consult the website if | had to make a decision about my health 3.38 (0.95)
The website makes me more confident to discuss my health with the people around me (for example, my family, or people  3.37 (0.94)
at work)
The website gives me the confidence to explain my health concernsto others 3.36 (0.92)

8A|Ithough the Dutch version of the eHIQ was used in this study, for the purpose of this paper the items from the standard English-language version of

the eHIQ are shown.
bThisitem was reverse scored.

Discussion

Principal Findings

This study aimed to investigate patients attitudes toward a
patient portal specifically designed to communicate laboratory
test results, thereby helping patients to take an active role in
managing their own health. Findings showed that the usability
of the patient portal, assessed by the subscale Information and
Presentation of the eHIQ, was rated positively. This suggests
that study participants found the patient portal easy to use,
considered it trustworthy and appropriate, and found the
provided information easy to understand. The self-efficacy of
patients using the patient portal, indicative of patients
motivation and confidence to act on the presented information,
also received a relatively high score, but this score was just
below the set cutoff score that we used to determine whether
patients' attitudes toward the portal were positive. In addition,

https://formative.jmir.org/2020/3/e17060

asexpected, we found a positive association between the portal’s
usability and patients self-efficacy [30,31]. Altogether, the
findings show that patients were generally positive toward the
portal, but it is important to identify opportunities to further
optimize patients self-efficacy, as this affects a person’'s
intention to act on the information.

Comparison With Prior Work

The usability of the patient portal, which includes patient
understanding, was rated positively. Thisisimportant because,
if all patientsareto receivetheir test resultsautomatically online,
the portal needs to be easy to use and provide information that
is understandable for all. The high score on usability isin line
with previous research examining patient portalswith laboratory
test results[35-37]. The lowest-scoring items on usability were
on provided tips and imagery, which we considered |ess relevant
for this patient portal, as the portal does not include tips or
imagery. Therefore, the actual usability of this particular patient
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portal might have been higher than this study found it to be. As
no sociodemographic information was available, we could not
determine whether the results differed by subgroup (eg, age,
sex, level of health literacy). Future studies should examine
whether the patient portal with laboratory test resultsis usable
for all.

As mentioned above, the self-efficacy of patients using the
portal—measured with the Motivation and Confidence
subscale—was dightly lower than the set cutoff score.
Considering that this was, to our knowledge, the first study of
apatient portal to usetheeHIQ, no official cutoff wasavailable,
and this limits our ability to compare this study’s self-efficacy
score with other studies’ results. Moreover, to the best of our
knowledge, no studies have examined patients self-efficacy
with questionnaires other than the eHIQ after being presented
with online laboratory test results. Both usability and
self-efficacy affect an individual’s intention to follow up the
test result [29,38]. Therefore, it is important that these factors
be evaluated and improved where needed. We discuss some
potential avenues for improvement bel ow.

One potential area to improve is the use of reference values
when communicating laboratory test results. Currently, avisual
presents how the numeric value of the laboratory test result
relates to a reference value that takes sex and age into account
(when relevant). This standard reference value might, however,
be less relevant for individuals with a chronic condition (eg,
diabetes). Research has now shown that using reference values
that are clinically appropriate (ie, personalized) can help to
improve patients' understanding and decrease negative responses
to the results [39]. Replacing standard reference values with
clinically relevant values will not be relevant for all laboratory
tests (eg, not for sexually transmitted infection tests), but might
be useful for other tests (eg, glucose, kidney function), and
future studies should investigate this possibility.

A second potential area to improve is the understanding and
effective use of |aboratory test results by providing additional
information [40]. One study showed that 50% of patientsusing
aportal accessed additional, external information related to the
diagnostics test results [36]. Adding additional information,
however, might also increase the complexity of the presented
information and this, in turn, might decrease understanding and
limit a patient’s ability to extract the relevant information [41].
This highlights the need to find the right balance between
providing enough information and information overload. Adding
links to additional information might provide a solution, by
making more in-depth information easily available to those
interested, while not running the risk of overwhelming patients
with large volumes of text.

A third potential area to improve relates to patient portal use
being predicted by perceived usefulness and perceived ease of
use [38]. This emphasizes the necessity to involve end users
when designing patient portals to ensure that the porta is
perceived as useful and easy to use [42]. The Saltro patient
portal was developed in close collaboration with both patients
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and health care providers, thereby attempting to addressthe end
users’ needs and assure usability. Nevertheless, it isimportant
to continually evaluate these aspects to ensure that they are
adequately met and to identify areas for future improvements.

Limitationsand Strengths

Even though communicating laboratory test results online can
have some advantages, such as improving clinical efficiency
and improving accessibility of results, thereisalimited number
of studies on the use of such systems [41,43]. This study,
therefore, adds to the limited existing literature base. Some
limitations, however, aso need to be discussed. First, the
response rate was low and, consequently, there is risk of
self-selection bias. A low response rate, however, does not
automatically equal low study quality, as a low response rate
is only problematic when it affects the sample's
representativeness [44]. Still, 97.45% (13,553/13,907) of the
patients did not complete the study questionnaire. This high
rate of noncompl etion precludes generalizing whether the patient
portal display and explanation of results are acceptable and
informative for all patients.

Second, as mentioned above, no sociodemographic information
was available from participants. This restricted us from doing
subgroup analyses to see whether attitudes regarding the portal
were dependent on these characteristics. Limited research is
available on whether portal use and acceptance differ between
groups. One study did find that portal use was influenced by
age, presence of a chronic illness, and eHealth literacy level
[39]. Further research into potential group differences is
necessary, and such information can be used to fine-tune the
portal to make it acceptable for every user.

Third, in some cases, it isimportant that patients act on the test
results presented in the portal. Even though self-efficacy can
be avaluable predictor of action[45], itisstill aproxy of action
and it would be interesting to study the effect on actual
behavioral activation.

A strength of this study is that patients completed the
guestionnaire immediately after they accessed the portal and
viewed their results, thereby limiting recall bias and giving an
accurate picture of patients' attitudes toward the portal.

Conclusions

Study participants evaluated the usability of Saltro’'s online
patient portal communicating laboratory test results positively.
Nevertheless, it should be noted that the low response rate
precludes generalization of the results. Patients’ motivation and
confidence to act on the presented information also scored
relatively high, but future research should examine ways to
further optimize patients self-efficacy to increase an
individual’s intention to act on the information. In addition, it
isimportant to determine potential group differences in portal
use and acceptance. Overall, study participants had a positive
attitude toward the patient portal and the portal potentially can
help patients take a more active role in managing their own
health.
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Abstract

Background: Research shows that emerging adults face numerous stressors as they transition from adol escence to adulthood.
This paper investigates university students’ lived experiences of maintaining mental well-being during major life events and
challenges associated with thistransitional period. Aswe continue to design health technology to support students’ mental health
needs, it is imperative to understand the fundamental needs and issues particular to this phase of their life to effectively engage
and lower the barriers to seeking help.

Objective: This study first aimed to understand how university students currently seek and receive support to maintain their
mental well-being while going through frequent life events during this period of emerging adulthood. The study then aimed to
provide design requirements for how social and technical systems should support the students’ mental well-being maintenance
practice.

Methods: Semistructured interviewswith 19 students, including graduate and undergraduate students, were conducted at alarge
university in the Midwest in the United States.

Results: Thisstudy’sfindingsidentified three key needs: students (1) need to receive help that aligns with the perceived severity
of the problem caused by alife event, (2) have to continuously rebuild relationships with support givers because of frequent life
events, and (3) negotiate tensions between the need to disclose and the stigma associated with disclosure. The study also identified
three key factors related to maintaining mental well-being: time, audience, and disclosure.

Conclusions: On the basis of this study’s empirical findings, we discuss how and when help should be delivered through
technol ogy to better address university students’ needs for maintai ning their mental well-being, and we argue for reconceptualizing
seeking and receiving help as a colearning process.

(IMIR Form Res 2020;4(3):€15962) doi:10.2196/15962

KEYWORDS
emerging adults; university students; life events; mental wellbeing; mental wellness; mental health; socia support

[1]. The literature defines emerging adults as those aged from
18 to 29 years [1]. Some key characteristics of emerging
adulthood are instability, identity exploration, self-focus, and
feeling in-between (ie, not quite an adult and not quite an
adolescent) [1]. These characteristics are particularly prevalent
in students on college campuses as they face increased academic
pressuresin addition to sudden shiftsin their social, geographic,

Introduction

Background

Emerging adulthood, atransitional period between adolescence
and adulthood, is characterized by various challengesindividuals
struggle with while taking on adult roles and responsihilities
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and economic life contexts [2]. According to a recent national
survey of college studentsin the United States[3], over thelast
year, 85% of the studentsfelt overwhelmed by their given tasks,
and 49.8% of the students reported feeling hopel ess.

During thistransitional phase of emerging adulthood, university
students experience various life events at different scales,
ranging from entering college, leaving home and moving to a
new city, and making new networks, to taking finalsand looking
for ajob [4]. These life events become potential stressors as
students are expected to increase their personal responsibility
and independence and make constant adjustments, including
personal, emotional, and social adjustments[5]. Research shows
that support from peers, family, and health care resources aids
their life satisfaction, self-esteem, perceived social acceptance,
and well-being [6,7].

With advances in technol ogy, researchers have approached the
problem of supporting students' mental health through avariety
of technological interventions and tools. Novel toolsand mobile
apps have been devel oped to support clinical interventions, risk
predictions, and self-monitoring of illness triggers and
symptoms, such as home clinical therapy mobile app [8],
self-monitoring tools that help track and reduce stress [9], and
social media platforms to provide social support and monitor
mental health risks[10] and suicidal ideation [11]. These tools
help to monitor and forecast mental illness and allow clinical
therapies and treatments to be more accessible. However, such
clinical approaches to technological interventions could leave
out those who do not consider their problemsto be mental illness
or disorder problems but a“normal” part of maintaining mental
well-being [12].

We build upon recent work in human-computer interaction
(HCl) and Hedth Informatics [13-17], which approaches
university students struggles and challenges as a mental
well-being problem rather than as a clinical, mental illness
problem. Thisapproach hel ps addressthe problemsthat students
need to engage but often ignore because they consider those
problems not to be mental health concerns but “normal”
problems that occur during emerging adulthood [12]. Focusing
on mental well-being helps us understand students' everyday
lived experiences of muddling through major life eventsduring
their emerging adulthood.

With this perspective, this study first aimed to understand how
university students currently seek and receive support to
maintain their mental well-being while going through frequent
life events during their emerging adulthood. The study then
aimed to provide design requirements for how socia and
technical systems should support the students mental well-being
maintenance practice. In this paper, we report findings from
semistructured interviews with 19 students on a university
campus. We identified three key needs: (1) the need to receive
help that matches the perceived severity of a problem caused
by life events, (2) the need to constantly draw on new support
givers because of frequent life events, and (3) the need to
negotiate the tension between the benefits of self-disclosure and
the stigma associated with such disclosure. On the basis of this
study’s findings and analysis, we make the following
contributions:

http://formative.jmir.org/2020/3/e15962/
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«  We extend our knowledge about university students
understandings and perceptions of mental health and coping
strategies.

«  We discuss how students strive to maintain their mental
well-being and perceive the boundary between what counts
as mental “illness’ vs “wellness’ in assessing whether to
get help.

«  We present design implications for sociotechnical systems
to support the needs of studentsto better maneuver through
thisimportant transitional life phase.

Related Work

The American Psychological Association defines emerging
adulthood as the “in-between age,” referring to the phase of
development between adolescence and adulthood [18].
Regardless of socioeconomic prospects, those between the ages
of 18 and 29 years commonly strugglewith “feeling in between”
[19]. Emerging adults, particularly those who attend universities,
go through a great amount of stress. According to the US
Department of Education (2011), student enrollment in college
increased to 38% since 1999, reaching its peak. However, the
majority of those who drop out of college do so in their first
year [20], indicating that the transition process is crucial to
students’ success. |n addition to dealing with academic pressure,
they are expected to make a series of adjustments, ranging from
academic assimilation to persona (eg, changed interests),
emotional (eg, home sickness), and socia (eg, finding new
friends) adjustments[5].

What makes emerging adulthood more uniquely challenging
than other periods is the intensity of multiple life events
mounting up together in a short period. The danger of multiple
life events occurring in a short period has been noted in life
eventsresearch—critical life events (eg, moving, starting anew
job, leaving family, and paying new rent or mortgage) and their
accumulation can predict long-term medical and psychiatric
illness problems [21,22]. The major life events of emerging
adults often begin with entering college and leaving home and
their old, existing networks. To help such students with the
struggles brought by the transitional phase of emerging
adulthood, the American College Hedth Association has
identified coping with stress as a high priority issue in the
Healthy Campus initiative [23]. This initiative takes a
multifaceted approach to mental well-being, which includes
environmental (eg, managing air quality), physica (eg, eating
well), and social (eg, student clubs) health. Universities offer
Counseling and Psychological Services (CAPS) with mental
health professionals. CAPS further provide campus-wide
programs for first-generation college students and underserved
students to reduce attrition (eg, drop out) [24-26]. Despite the
benefit of theseinitiatives, theliterature still notesthe problems
of students not utilizing CAPS until emergency situations occur,
if they ever do [27]. Nearly 80% of the students who die by
suicide never participate in counseling services [28-30]. The
reasonsfor thisunderutilizationinclude lack of awareness[31],
stigma [32], long waiting list times [33], and preference for
self-management [34].

Besidestheinstitutional and national effort to support students,
many studies showed that students mostly seek and receive
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social support from their existing networksin dealing with their
struggles. Peer and family support playsacritical rolein offering
students a sense of belonging [ 7], affirmation of their concerns
[35], encouragement and empathy [36], and facilitation of
mental health maintenance as a compensatory measure when
other support is unavailable[37,38]. Social support enabled by
technology, such as social network sites and Web-based and
virtual social communities, has shown the potential benefits to
supporting students, such as facilitating students’ identity
transitions [39], offering access to help when lacking in-person
support [40], addressing unpleasant experiences with negative
content on the Web [41], and resolving stigmatized concerns
[42,43]. However, research indicates that barriers related to
seeking and getting social support, including stigma of mental
illness[44,45], a sense of autonomy (eg, “I don’t need a doctor
to solve this problem”), a fear of losing one's positive image
(ie, “face”) [46], and secrecy and negative cultural attitudes
toward mental illness [47], often suppress help-seeking
behaviors [48], which hampers students from getting timely
and proactive support. These previous studies on emerging
adulthood highlight both the critical need for proper support for
university students during their stressful life transitional period
and the associated barriers that hinder students from seeking
and receiving such support.

Researchers devel oped and evaluated technological interventions
for mental health issues such as anxiety and depression. Some
examples include Harmony (a mobile health app that assists
patients, caregivers, and cliniciansin managing seriousillnesses)
[49], DStress (a mobile app that coaches users in balancing
compliance and achievement toward daily goals of stress
reduction) [9], the UPRIGHT project (in which researchers
designed and validated resilience-based interventions for
promoting early adolescents' mental health) [6], and Intellicare
(a suite of skill-focused apps that successfully provide users
with more flexibility in choosing a suitable treatment) [15].
Furthermore, technology-mediated therapies have been
implemented (a conversational mobile app, Pocket Skills, that
provides Dialectical Behavioral Therapy [8] and Web-based
cognitive behavioral therapy) [50]. Although these interventions
have shown their effectiveness and usefulnessfor treating mental
illness, they mainly focus on those who are clinically diagnosed
and actively seeking treatment, not those who do not consider
their problems as serious mental health conditions but approach
them by attempting to maintain their mental well-being.

Upon reviewing theliterature on emerging adults’ mental health
on college campuses, we find examining how students engage
everyday life challenges and the everyday maintenance aspect
of their mental well-being to be a critical, emerging, and
underinvestigated research topicin HCI and Health Informatics
communities. As we continue to design health technology to
support students mental health needs, it is imperative to
understand the fundamental needs and issues particular to this
phase of their life to effectively engage and lower the barriers
to seeking help. Building on the previous work summarized
here, this study includes the following research questions (RQs):

« RQL: How do university students perceive their problems
and maintain their mental well-being while going through
various, frequent life events?
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- RQ2: What aretheimplicationsfor designing sociotechnical
systems that are tailored to meeting university students
unique needs around life events?

Methods

We conducted interviews with 19 university students (6
undergraduate and 13 graduate) from a large US Midwest
university for a semistructured interview study. The inclusion
criteriawere asfollows: (1) English speaking, (2) interested in
speaking about their mental health or well-being, and (3)
enrolled either as an undergraduate or a graduate student of the
university. We recruited the participants through school-wide
departmental email lists and word of mouth, and we stopped
data collection when saturation was reached.

The study was approved by the Institutional Review Board
(IRB) of thefirst author’suniversity, and al coauthors who had
accessto the transcripts were registered as study team members.
Our interview sessions were conducted in private rooms on the
university campus. A member of the research team began the
interview by informing the participants about the study’s goals
and interview procedures and assuring them that they could
skip any questions they did not feel comfortable answering or
stop the interview at any point. The participants were told that
confidentiality would be maintained and that they could
withdraw their participation at any time without any
consequence. This study followed IRB guidelines, which state
that if any crisis situation was observed (eg, threats and suicidal
posts), the participant would beimmediately referred to the staff
at the University CAPS. Each participant received US $15 for
study participation.

The duration of each interview session ranged from
approximately 1 to 1.5 hours. The questions were designed to
help us gain further insights that might not be uncovered in
public reports on overall campus climate, where we seeincreases
in student struggleswith stress, anxiety, depression, and requests
for on-campus counseling services. The interview questions
probed the students’ process of identifying their stressors, their
experiences of seeking and receiving support or help, their
development and adaptation of coping strategies to maintain
mental health or well-being, and the tools and technol ogies they
used in this process. At the end of the interview, the researchers
offered information about college counseling services and other
mental health support resources available on campus to those
who were in need or had no previous experience of them.

All of the interviews were audio recorded and transcribed for
the analysis. This study followed all of our institution’s
confidentiality, privacy, and security policies for handling and
storing al the participants data. Three researchers analyzed the
data using the open coding method [51], using the Atlas.ti 7
(ATLASLi Scientific Software Development GmbH) qualitative
coding software program. We conducted axial coding to explore
and develop the key attributes and dimensions of each theme
particular to the RQs. Working collaboratively, we explored,
compared, and revised the themes as the analysis progressed.
We revised the themes through a series of discussions and
iterations until consensus was reached. We also conducted
affinity diagramming [52] to generate common themes and
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identified any breakdowns and design implications during the
analysis process. We followed the Contextual Inquiry Design
process [52] to identify common themes from the affinity
diagram to generate design requirements.

Results

Overview

In this section, we first provide demographic information on
this study’s participants and then present the three needs that
were identified in this study. These three needs are critical to
understanding how students maneuver through various life

Table 1. Demographic information about our study participants.

Park et a

events, seek help, and maintain their mental health and
well-being.

Study Participants

Table 1 shows the overal participant demographics. The
studentsranged in age between 20 and 29 years (mean 25 years,
SD 4 years), and 13 students were female, and 6 students were
male. In all, 7 students were international students. Reported
ethnicitieswere asfollows. East Asian (6), non-Hispanic white
(6), Indian (5), and African American (2). A total of 14 out of
the 19 students had had experienceswith professional counseling
services. Two (P7 and P19) students were clinically diagnosed
with a psychological disorder.

Participant number ~ Age (years) Gender Ethnicity Counseling and psychological services, or professiona service experience
P1 28 Male Chinese Yes
P2 24 Male Korean Yes
P3 30 Female  Taiwanese Yes
P4 20 Female  Indian Yes
P5 21 Female  White No
P6 29 Male White Yes
P7 20 Female  White Yes
P8 29 Male Indian Yes
P9 20 Male Indian Yes
P10 27 Female = Taiwanese Yes
P11 23 Female  White No
P12 20 Male Indian No
P13 24 Female  White Yes
P14 24 Female  Indian No
P15 25 Female  White Yes
P16 25 Female  Chinese Yes
P17 30 Female  Korea Yes
P18 25 Female  African American No
P19 28 Female  Middle Eastern Yes

The Need to Receive Help That Aligns With the
Severity of the Problem

The participants emphasi zed the importance of how and when
they receive help for their problems based on how they
perceived the severity and duration of the problem they were
struggling with. We found that knowing or not knowing when
a problem would end and having multiple stressful events
accumulate at once mainly affected students’ perception about
the severity of their problems. This perceived severity then
affected the students’ expectations about help seeking. Below,
we describe how life events affected perceived problem severity
and what students considered “good help” to be as aresult.

http://formative.jmir.org/2020/3/e15962/
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The Severity of the Problem |'s Perceived Differently
Based on Life Events

The problems students struggled with in maintaining their
mental well-being included adjusting to new cities and life on
new campuses, meeting new people, paying for tuition,
examinations, and job searches. Some of these problems
involved more certainty in terms of how long they would |ast,
such as final exams; others, on the other hand, seemed to last
forever, such as job search—related stress. Accordingly,
uncertainty regarding how long their problem would last affected
how students perceived the severity of the problem and how
they approached it. For instance, until receiving her recent job
offer, P3, who was an international graduate student, had been
“really, really stressed.” She explained the following:

The past year, when | wasfirst year [ of the graduate
school], | wasreally stressed... | would never go back
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to my home[in China] during thetime because | can
only come back with a job offer.

Here, P3 described the stressful event as having lasted for a
year, which significantly affected her mental well-being during
that year. She did not previously know, nor could she have
predicted, how long the job search would take while it was
happening. The job search was stressful, and the fact that it
occurred over an indefinite period of time added aconsiderably
increased amount stress. P3 was expressing the severity of the
problemin relation to the event duration because she was unable
to start or plan other things until her job status was secured,
directly affecting her legal status to live in the United States
after graduation.

In perceiving the severity of their problem, we found that afew
students even put a predefined time boundary on the problem
(how long it would last) and remarked that their current
problems would pass and there would eventually be closure.
This perception helped them get through the problem. For
instance, when P3 was having a problem with her boyfriend
during her job search period, she mentioned that she had given
herself 3 months (a limited amount of time) to deal with the
stress and move on when she would start a new job:

| told myself just three months to get over it. | was

eating snacks, watching TV shows, and doing

exercises. [P3]
Starting college as an independent young adult brought multiple
problems in school, work, and relationships at the same time.
These multiple problems occurring in the same period
exacerbated the perceived severity of each individual problem.
For instance, P5 experienced a high level of stress when she
had a serious problem with her boyfriend while also applying
for summer internships and working on her fina exams. P8,
similarly, shared an extreme, distressing moment because of
the stress brought on by multiple, urgent work responsibilities:

There was this one time when | had a very large
amount of work to do. | had a part-time job, had one
big [class] assignment, and had one [class] project
due, all within the next 48 hours. Even if | stayed up
the entire 48 hours, there was no way | was going to
finish everything. | knew that because of the amount
of work involved, and that was really causing me
stress because either the assignment, the project or
the part-time job had to suffer, and | wasn’t sure
which. | was being paid for the part-time job, the
project was a group project and if | don’t do the work
then nobody gets a grade, and the assignment wasan
individual assignment for me, but it was a large part
of the grade, so | had to leave at |east one. [P8]

P8 further explained that he had to seek emotional support from
family members and friends and go to his academic advisor for
useful advice. As in the case of P8, multiple problems could
occur during the same transitional period, thus requiring the
student to navigate the different types of support resources
available to receive the proper help. Thisindicates that merely
having one therapist may not work well for students.
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Seeking Help That s Accessible and Available at an
Appropriate Time

The urgency and timing of seeking help varied together with
whether the students framed the problem as having ended or as
ongoing. All studentsin the study commented on theimportance
of receiving support during the particular period when the
struggles were still happening to effectively deal with their
struggles. However, ensuring timely support was challenging
because seeking support required a great amount of effort in
their hectic daily lives. For instance, students mentioned that
they often found resource constraints in their existing support
environments on campus. Several participants mentioned that
existing support resources such as CAPS and other professional
services sometimes failed to address their need to receive help
at the right time, especialy for time-pressured and serious
concerns. This was because of tedious nature of scheduling
phone calls, long wait times for in-person appointments,
inflexible working hours, and an inefficient screening process,
all of which made it difficult to access carein atimely manner:

There was a pretty long waiting time. The initial
session was | think after a week and a half, and then
the next appointment was after a couple of weeks.
Timeisthe only problem [with CAPS], and | realize
that the timing is not in their control because of the
number of people here. [P8]

Another student described his experience:

| decided to go to CAPS, and was kind of disappointed
because at first | filled out that whole questionnaire
and the first meeting wasn’t even an actual meeting
it was just going over the questionnaire with a
counseling student. [P9]

These factors that delayed the timing of receiving help
frequently made the students uninterested in reaching out to
CAPSfor help.

As their perception of the problem severity was time bound,
when students were unable to find proper help in a timely
fashion, they tried to manage it on their own or consider that
the problem might go away some time after they endured that
particular stressful event. We found that after a certain amount
of time passed, the students did not necessarily want to be
reminded of anissue, nor did they feel the need for professional
help anymore. Rather, they wanted to put their problemsbehind
them, letting them resolve on their own over time or trying to
ignore them. Ensuring help at the appropriate time was
particularly tricky for students who were required to change
their locations periodically:

| came back home for the summer so | couldn’t see
them [therapists at CAPS again. | could have come
inthefall but it wouldn't have been the same. It would
along break and | would have thought through some
things on my own and stuff like that. | didn’t go to
them afterwards. [P9]

As the participants, including P9, |eft the campus for summer

and winter breaks for various reasons such as internships,
vacations, or other duties, many had to leave in the middle of
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getting help without fulfilling their needs, and they felt that the
help that came later was meaningless.

In addition, we found that when seeking and receiving help,
some students experienced a discrepancy between what they
expected and how the help was actually delivered. Types of
problems they had might be similar to those of their peers, as
emerging adults on campus were going through similar life
events. Although the perceived severity might differ, students
felt that their struggles might not look as serious to others as
they perceived them to be. In fact, they experienced difficulty
in getting proper recognition or serious consideration from
others. Consequently, students quickly lost interest or motivation
to actively seek help when they did not feel they were getting
enough recognition or empathy from othersupon initial sharing.
P3 mentioned how her problem was not appropriately
acknowledged or addressed by the therapists’ consultation:

The therapist said, 'Ok it's been one hour, | think we
are going to wrap up.! Then | was so surprised,
what!? Are we finished? | thought you were going to
give me some suggestions. At least some homework
for what | amgoing to do... Then, she[therapist] said,
‘no, no you have so many stress to relieve, so this
timeyoujust relieve all your tension, you just let your
sore come out. And next time we will talk about
others! [P3]

In this quote, P3 showed her frustration about how her severe
problem was mostly treated as one of the many other stresses
without the proper understanding she expected. In this study,
thiskind of experience, not getting sufficient recognition of the
severity of their problems, made even those students who
initially sought help consider that their problems might not be
serious enough for professional treatment and that they might
need to be manage the problem themselves.

Many of the students in the study wanted to receive help in a
more casual way through frequent and informal conversations,
instead of fixed (regular but limited) and formal conversations.
As most students saw their problems as issues that could come
and go and get better or worse, and as similar to what their peers
were al dealing with, rather than as mental health issues
requiring formal diagnoses, they preferred casual and frequent
interactions, which allowed them easy accesswhen needed. P15
expressed the need to see mental health practitioners more
frequently and informally as a preventative approach, rather
than seeing them only when “something was going wrong,”
such as “when feeling depressed, when feeling anxious, when
having maniac episodes whatever it might be.”

Similarly, acouple of students proactively managed their stress
through frequent hangouts with friends. P14 shared her
experience of using her regular get together as an outlet for her
distress:

It makes me feel good about how things are. | get to
offload my emotional stress. | do that [talk about
things in mind/head] once a week when we all get
together. But on a daily basis we don’t talk as much
about anything emotional or anything about our job,
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just like, have you had food, where are you going,
things like that. [P14]

P14 designated aweekly timeto “talk about things” with asmall
group of friends who she hung out with on a daily basis as a
way to focus on sharing stressful issues, as they might go
through similar stressful life events and share similar struggles.
Having weekly gatherings with close friends made sharing
problems comfortable instead of awkward or uncomfortable.

In sum, students struggled with various problems brought by
life events, especially multiple problems concurrently happening
during atransitional period, and they tried to look for help that
could effectively address the problems. Despite the seriousness
of aproblem and the critical need for help, the problems students
struggled with were mostly considered to be part of normal
emerging adulthood—related issues, not “serious’ ones, by the
students themselves and even by others whom they tried to ask
for help. Students thus preferred casual help, or they took a
preventative approach so that those “normal” problems would
not develop into “serious’ ones.

The Need to Build, Rebuild, and Maintain Support
Giversfor Frequent Life Events

All students participating in the study had recently gone through
major life events and changes: they had left their hometowns
or relocated, sought or made new friendsin college or at work,
or made changesin their career—for example, switching majors,
changing schools, delaying their degree, and coming back to
school from industry. Thesetransitions caused changesin social
support structures, exacerbating stress and problems in
maintaining their mental well-being. The following quote from
P8 illustrates the highly stressful period of transitions and the
loss and regaining of social support:

The transition time was very rough because | was
used to a place with a lot of people and a lot of
activities. When | first came here... | don’'t know, |
found alot of smplethingsto bevery difficult. | didn’t
have my own mode of transportation, so had to rely
onthebusservices. Small experienceslikethat really
added to my stress levels and | found the fact | lived
away from the main campus, [which] meant that |
had to spend a lot of time on my own, which | didn’t
like because | like hanging around people. When |
was staying alone it was quite difficult for me. [P8]

Relationship Building I s Constantly Needed to Have
Access to Potential Support Givers

The various life events the participants experienced not only
forced them to quickly adjust to new life contexts and rebuild
their social connections but also made it difficult to maintain
their existing social connections. For thisreason, students often
felt that the support they wanted was not readily available or
workable, but inconsistent; supportive social groups or support
giverswere likely to come and go. For instance, P18 described
her premed group members with whom she initially devel oped
deep relationships, and she described how these relationships
were enhanced by their common struggles and active support
for each other. Later, she felt helpless and discouraged when
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all the members of the group transferred to other universities
or decided to pursue something else:

I think with pre-med courses, it's nice to have a
community where you can be stressed out together
and fall on each other for advice and study together
and help each other. But then when everybody
dropped, and it wasjust me, | think that'swhen it got
to be very stressful because | was doing everything
on my own. [P18]

The short-term and inconsistent social support received from
their existing support givers was somewhat detrimental to the
students' mental health, often resulting in sudden feelings of
being lost or alone. Although some relationships were strong
and long lasting, the students needed to be prepared to lose
connections and relationships they often put alarge amount of
time and effort into building and rebuilding.

Most of the studentsin this study experienced the diminishment,
disappearance, or replacement of intimate friends they
previously relied on to receive support, such asthe replacement
of high schooal friends with asmall group of close friends from
the freshman cohort, or they experienced the quality of
relationshipswith old friends changing over time. P9 explained
how the friendships he had with close friends growing up and
their support for each other became rather unstable and shifted
after 3 years of college as they experienced conflict and
disagreement:

These were probably the two people | would go to if
| had trouble with school and things, but after | had
a disagreement with them, | felt very alone and
isolated. Now, I’'m a better friend to them but | think
because we had that break we're not as close as we
used to be. It'salwaysin the back of my mind that we
had this fight so I’'m not that close to them as much
anymore. [P9]
This shows that even with existing support givers (eg, intimate
friends), effort was still needed to maintain relationships as all
parties went through different stages and events of their own
lives during emerging adulthood, affecting their current or future
situations, viewpoints, and needs.

While going through different life events and needing to seek
appropriate help, the students encountered situationswhere they
needed to determine how to disclose and share their problems
with the new social connectionsthey had just built or devel oped.
The new social connections were usualy people they had
recently met in classes, at work, at various events, or where they
lived. For instance, P10 shared her experience of sharing her
concerns with a new friend she had started to get close with
recently:

| talk a lot this semester with Olivia [her classmate],
but like until the end of the semester, not really
earlier. | feel like this semester, the early part of this
semester I'm always alone because | am mostly in
Fishbowl to finish 520 assignment or something. (...)
She also shares her concern as well. | think for the
academic part, we are very similar. In the same
situation, | guess. And we haven't got internship yet
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and we're also worried about finding a project, final
exams, so it's hard. Our schedules are more similar.
Wk sometimes wor k together on weekends. [P10]

Having similar situations, interests, or struggles as other
individuals hel ped students quickly build new relationshipsand
potentially share their problems, although the sharing might
initially be limited to their common interests.

While sharing problems with newly developed socia
connections, students did not share their real, deep problems
upfront, unless those were the commonly shared issues they
already knew about each other (eg, met at acounseling session).
They wanted to share problemsin afriendship after building a
relationship and worried that sharing such issues in the
beginning of the relationship could lead to making some
“unattractive” or “undesirable’ impressions:

I wouldn't necessarily want people to know that to
be the first thing they know about me. | want them to
know me as a person. | feel like, yes, that's an
important thing to know about mein a friendship and
stuff, but | don’t want that to be the first thing. [P13]

Seeking Alternatives to Support Givers on the Web

Owing to the challenges of having a constant change of support
givers while going through freguent life events, the students
often sought alternative forms of support, such as making new
Web-based socia connectionsand asking for help (eg, Facebook
groups, mental health—related web forums, and anonymous
otherson Reddit or Instagram). AsWeb-based support isalways
accessible, studentsfound that this served as a support baseline
that they could contact regularly or whenever they wanted to
check in as a casual (not as structured and serious as a CAPS
or professional service) but also steady (with minimum effort
to set up) way of maintaining their mental well-being. However,
despite the benefits of having Web-based help, students reported
issues with the sustainability and the consistency of support
based on their experiences. They believed that the size of the
group, the qualities of the anonymous members, and whether
there was guidance and a moderator within the Web-based
communities often affected the quality of the support they
received. Many, including P19, mentioned the double-edged
sword aspect of anonymity in Web-based groups and
communities regarding the anonymous members and expected
behaviors:

| don't like Reddit, not at all! 'Cause Reddit istotally
about anonymity. And | don't enjoy that. | think
anonymity isto some degree dehumanizing. It'sreally
unaccountable. And people allow their worst selves
out because they don't understand impact when they're
anonymous. [P19]

According to the participants, the size of the group mattered for
the perceived quality of group dynamicsand conversation. When
the Web-based support group was too large, the conversation
among the group members would become disorganized and
derailed by new information, which often made participants
feel less valued. In contrast, with small groups, the students
oftenfelt they did not get enough diverse opinions, which could
lead to a lack of effective solutions or ideas to address their
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problems. Nearly all of the participants advocated 7 to 10
members as an ideal group size for sharing their concerns and
having effective group discussions:

Less than 10 participants [would be good] in order
to have sufficient dialogue and participation among
everyone. [P4]

The personal qualities of the web members were also seen as
an important consideration to ensure that the support was
sustainable. Students considered being faithful, committed, and
respectful of others' privacy the most needed qualities of support
members as potential support givers, especidly giventherelative
anonymity of many support spaces. The students also
commented on their desire to engage both intimate friends and
strangersin their envisioned Web-based support group to receive
the most useful help, as each provided different types of support
on different subjects. In addition, moderated interactionswithin
support groupswere seen ascritical for studentsto better receive
quality socia support. They remarked that careful moderating
and monitoring helped maintain the support environment as a
healthy and useful place for everyone to get consistent support
for the long term. A few students (P8, P12, P14, and P16) who
had never used any Web-based support group expressed their
interest in joining a small group conversation moderated by
professionalswho could understand the members, properly react
to what was said in the group, and maintain group positivity:

You have a different mental state when you'retalking
to a therapist compared to talking to just anonymous
people. | might not be able to respond if one [a
person] was sad or depressed. In a sense, a therapist
response would be much nicer and much more
understanding compared to what | can provide. [P14]

Similarly, some who aready had experience with moderated
Web-based support groups aso preferred to have a more
structured support environment where a moderator provided
group therapy or assigned particular goal-oriented tasksto help
members achievetheir goals. Several advocated for having more
than one moderator or professional monitor to track the
conversations to ensure that the members would interact
appropriately, particularly in anonymous environments.

The Need to Negotiate Tensions Between the Benefit
of Disclosure and the Stigma Associated With
Disclosure

The last challenge that students mentioned was balancing
self-disclosure to seek help and the stigma that prevents such
disclosure. To express a need for help, the students attempted
to find ways that allowed them to avoid the stigma associated
with the disclosure while aso maintaining their mental
well-being.

Students Hold Tension in Maintaining Desirable
Presentations of Self

One common concern related to transitions across frequent life
events, particular to emerging adulthood, was maintaining and
developing adesirable presentation of self in social interactions.
Although wanting to maintain a*“ positive” image or reputation
isawell-known phenomenon in social scienceresearch [53], it
becomes particularly challenging when one’s network keeps
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changing, as was the case for the students participating in this
study. Students commented that the stigma associated with
sharing personal problems could hinder the development of
positive social relationships, often discouraging them from
openly sharing their concerns with their social connections,
such as friends, family, and the people with whom they had
recently developed relationships. Particul arly, as many students
considered their problems might be trivial and common, they
considered that what they were going through should not be
overestimated as a serious problem. This thinking process
aggravated their stressful situations.

The transitions during emerging adulthood made it difficult to
keep up with their original support givers (ie, old and intimate
friends), and it forced them to build new connections (ie, new
friends). The new social connections students built were the
oneswith whom they wanted to further develop intimacy. These
new connections were critical to their emerging adulthood in
that they were the students’ most preferred source of support.
Thus, to further develop these new relationships in the ways
they desired, students did not want to disclose their problems
too much, but they preferred to maintan a positive
self-presentation toward their new connections. For example,
some students wanted to maintain an image of being fun and
outgoing. They worried that if they disclosed too much about
their depression, sadness, or struggles, their new friends would
view them differently and categorize them as “not a fun friend
tobearound” or “problematic.” P2 described hiding hisconcerns
from friends in an effort to maintain the character of being fun

and happy:

You have five friends and they expect you to be very
fun and outgoing, you can't help but stay in that
character. It'svery difficult or you feel uncertain that
if you were to reveal a little bit [of your] personal
self, would they still be the same towards you know,
[the] friendship or not. [P2]

As in the case of P2 above, many students worried that the
negative, long-term impact of sharing their concerns with their
social connections, particularly with newer ones, would
outweigh the potential benefits, which ultimately prevented
them from getting effective help.

Owing to the tension between their need to share with friends
and the associated stigma, many students put alot of effort into
sharing their problems in ways they perceived to be less risky.
They would slowly and carefully bring their concerns into the
conversation or look for the right time to bring up an issue. For
example, we saw that some students waited to share their
concerns until afriend approached them first, instead of asking
for help directly; others tended to hide their true feelings,
pretending to live and act in away that conformed to how their
friends viewed them, until they felt more comfortable talking
about their problems. P6 explained how long it took him to feel
comfortable sharing his struggles with others, explaining that
there was a certain time a which such disclosure would be
allowed normatively:

At the end of April when everyoneis getting ready to
[graduate] and started to pull out their hearts and
essentially had a very close talk. That was with
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everyone else, and | was just sitting there and said
I’m not graduating, they are, so | should at least tell
them something that has been on my mind for the past
few years. Therewasthat instance where| felt should
tell them. [P6]

Here, thefact that hisfriendswere all graduating and would not
be around anymore made it easier for P6 to disclose the issues
that he was holding onto. His friends’ transitions also made it
less burdensome to deal with their reactions, which was why
he chose to disclose at that time.

Disclosure was difficult when students experienced pressure to
follow and meet societal expectations or standards, such as
being independent financially, accomplished educationally or
professionally, or settled at a culturally expected age. This
finding was more apparent among the Asian students, who felt
pressured to be “good” or “mature”’ for their families in their
particular culture. For instance, P10 who started her graduate
study in her late 20s explained her struggle with feeling
stigmatized by her age and financial situation:

| actually borrowed money from my parents. At my
age | shouldn't do that, and especially, my parents
used their retire money to support me. That's a big
issue. After graduation | will definitely have to find
a good job and pay back. My family invested [in] me
to go abroad, so that means | will have the
responsibility to support my family back as well. |
think that's a concern | have. (...) The other thing is
my age, | would say. | think relationship and marriage
is also very...not super stressful, but when | think
about it, | will kind of worried about that. Because
I've never had a relationship before and right now
I'm almost 30. Especially my parents worry about
that. | feel everything is related to my family. If my
family worry about this then | will worry about that
too. | know they want me to have a family in close
future, but so far in my situation | don't think | have
enough time to do that, seeking one and building a
relationship..”” [P10]

Like P10, even though students talked to their parents every
day to share their thoughts, we found that many of them tried
not to reveal struggles related to their schoolwork because they
wanted to present themsel ves as asmart, hardworking daughter
or son.

Exploring a Casual, Nuanced Way of Sharing Problems

As a way to deal with the stigma associated with sharing
problems, students favored communicating with their social
connections (potential support givers) through images.
Image-based communication included any images, such asthe
students' own drawings, famous paintings, landscapes, body
parts, any artifacts from their daily lives, funny or abstract
pictures, and funny memes, shared through mobile or Web-based
messages or socia network sites. This was popular among the
participants, especially for when they just wanted a small
amount of casual support that could cheer them up intheir daily
lives or for when they wanted to provide support for someone
else, without anyone explicitly seeking help:
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| use Facebook and Instagram basically just to see
what people are up to and for funny videos and photos
of dogs and videos of dogs. | like memesa lot, soif |
see a funny meme | just like it. (...) so like funny
pictures and funny comments, internet memes. If | see
one, I'll just click like so that my friends will see it,
and my friendswill start laughing about it. | use that
as a stress buster really. [P16]

Similarly, sharing dog and cat photos on the Web was also a
popular form of support during less energized moods.

I mage-based communication allowed the studentsto indirectly
express their nuanced feelings, as they could use some of the
affordance images offer to express and share their feelingsin a
very subtle and subjective way, without directly revealing their
true feelings or intentions. It also enabled students to adjust
their own moods while sharing or posting images as a way to
overcome negative feelings or curate their own feelings.
Students (P11 and P16) used their social mediaasadigital diary,
using images to share and record their moods:

| think this semester | post a lot less, but usually |

post a lot. Facebook is almost like one kind of my

diary. | post everything, [including] not good [ones].

Especially not good things on that. (...) | don’'t know

[the motivation], but | thinkit'sjust like, letting it go,

away for me to like expressing my anger or

depression. Because | fedl, if | cannot find a person

to talk, because on Facebook it's also a way for me

tolet it go and let the others know that I’ m not good.

[P11]
Like P11, other participants expected image sharing and posting
to enable them to feel more comfortable and embedded during
their everyday lives, whilereducing the stressand stigmarelated
to their support-seeking behaviors. By using a platform that
people use to communicate about everyday situations, the shared
problems are portrayed as mundane and normal problems of
daily life rather than as serious mental health problems.

Discussion

Overview

University students go through acritical transitional life phase
of emerging adulthood between adolescence and young
adulthood. This life phase requires increased responsibility,
maturity, and independence, causing more stress and problems
with maintaining mental well-being. For thisreason, there have
been increased mental health incidents on college campuses
[13,54], and more researchers have been exploring technological
interventions for emerging adults on university campuses[50].
Below, we describe the maintenance work required for students
mental well-being using the literature on self-disclosure [55].
We al so discuss the boundary students perceive between mental
well-being and illness, which played a critical role in students
seeking help. We then discuss implications for potential
sociotechnical systems that can support the needs of students
in better maneuvering through thisimportant transitional phase
of life.
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Negotiating Time, Audience, and Disclosurefor Mental
WEell-Being Maintenance Work Across Life Events

This study revealed that students mental well-being needs
constantly shift and evolve as they go through the life events
associated with emerging adulthood. These transitions, shaped
by life events, criticaly impact their mental well-being. This
study’s findings draw attention to how students negotiate the
three needsin their lived experiences related to time, audience,
and disclosure. The severity and duration of thelife events (time)
defined the expectations of how help should be delivered.
Students encountered new social relationships, which they had
to constantly rebuild and maintain as sources of support. These
relationships at the same time served as the audience for whom
the students had to balance the tension between the stigmaand
disclosure of problems and seeking help. As such, these three
needs are closely interconnected and constantly negotiated to
maintain their menta well-being. This interconnected
relationship has been identified in the studies about disclosure
in HCI and Communication fields.

For instance, “time” has been found to be a critical component
in when, how, and whether disclosures occur, exploring the
facilitation and hindrance of disclosures [55,56]. Reasons for
delayed disclosure [56,57], a delay between a significant,
stressful event and the time of disclosure, include fear that the
disclosure will be poorly received and not supported by others
as well as moving on from the event and not feeling the need
to share or reopen wounds [56]. Although delayed disclosures
have primarily been studied in the context of abusive and
traumatic situations (eg, sexua abuse) [58], this study shows
that delayed disclosure also happens when students wait for the
right “timing” to disclose their problems and seek help. An
example from this study’s findings showed that one student
(P5) waited until his friends' graduation to reveal his issue to
reduce the burden of having to manage friends’ reactionsto his
disclosure. Moreover, this was during a moment when the
friends had mutually agreed to share intimate experiences as a
way to reflect on their college years. The reciprocity norm of
mutual self-disclosurein dyadic relationships[59] explainsthis
observation of mutual sharing at the right time.

“Audience” isanother important factor in explaining why people
disclose or do not disclose stigmatizing experiences (eg,
depression) in the Disclosure Decision-Making Frameworks
[55,56]. The concept of audience connects with our findingson
rebuilding relationships, such as the new social connections
students need to build. According to Goffman, “audience” refers
to the individuals for whom one performs and who might be
the recipients of one’s direct or indirect disclosures as part of a
help request [53]. The disclosing person assesses how these
individuals, that is, the audience, might react and respond to
the disclosure or lack thereof and makes a (non)disclosure
decision accordingly. In this study, such an assessment includes
balancing the potential benefits of disclosure with the risk of
losing the status of being a fun friend to be around, especially
when the goal isto rebuild and maintain new relationshipswith
the audience. This negotiation is fraught as these new
relationships entail potential disclosure to audiences who can
be a source of support.
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Furthermore, this study also showed that as a result of the risk
of stigma associated with disclosing problems, students used
fun and positively valued social media sharing to release stress
for themselves and others. Previouswork has argued that social
media design should facilitate the disclosure of stressful
situations directly or indirectly [56]. This study added to this
conversation by arguing that sharing positive content is not
necessarily shallow or “just for fun”; it can, in fact, be part of
an activity that releases tension and stress among individuals.

Under standing the Perceived Boundary Between
Mental Wellness and |lIness as a Collective Effort

In this study’s findings, students perceived most of their
problemsto be either normal or on a continuum between normal
and serious. The latter would imply the need for seeking
immediate help from a professional source, compared with the
former, where the problem may resolve on its own as time
passes. Students view the problem as fluctuating day to day, or
even hour by hour, and as being influenced by many thingsin
their daily lives, just like physical health. They think normal
problems can progress to become serious and serious problems
can revert to being normal astime passes (after acertain stressful
life event is over). Coupled with stigma and barriers to
self-disclosure [55], students attempted to avoid as much as
possible the need to label their problems as illness problems.

The students in this study tended to consider their problems
within the realm of wellness—a state where they think they
have ahilitiesto cope with the normal stresses of life and manage
ontheir own. However, studentsal so worried that their wellness
problems could potentially develop into more serious ones and
becomeillness problems. To prevent this progression, students
actively and proactively tried to seek effective, workable
resolutions. This study’s findings showed that students set a
maximum time (eg, three months and two weeks) in which to
resolve problems (eg, relationship breakup and being stressed
about grades or job search) to prevent the problems from
overwhelming their overall well-being. Having asocia network
to share their problems with, whereby students could set up
regular weekly hangouts with close friends to prevent the
problems from progressing into more serious ones hel ped.

In this study, we reported different perspectives between the
mental health literature and findingsin terms of when aproblem
isconsidered as part of “wellness’ vs*“illness.” Thisdifference
makes it difficult to determine when and how we should
intervene to support students’ hel p-seeking behaviors effectively.
Thetraditional mental health literature on emerging adulthood
problematizesthe students' perceived, self-endorsed boundaries
between wellness and illness, defining it as a barrier to mental
health care and support [60]. The literature legitimizes
self-management activitiesfor mental health but only to acertain
extent. Self-management activities, referring to seeking help
from family and friends and going to meditation groups, are
largely described as barriers to mental health care access.
Rickwood et a [61,62] found that participants preferred to talk
to friends and family rather than health care professionals, which
might prevent access to health care when added to participants’
lack of emotional competence and negative attitudes toward
seeking professional help. Biddle et al [63] showed that
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participants continuously self-assessed whether they could
accommodate high levels of distress and avoid seeking help.

The health care stance on interventions is that the earlier the
intervention, the better. However, students are not inclined to
seek professional care easily or early on [64]. Asshown in this
study’s findings, students did not feel the need to continue
existing professional help or start seeing a doctor or therapist
because of their strong tendency to perceive their problems as
normal. This tendency aligns with recent studies that show
individual beliefs and perceptions, such as newly acquired
independence and autonomy [65-67], as stronger factors in
whether emerging adultswill seek mental health support [65,68].
Thisstudy’sfinding highlightsthe urgent need to not only better
understand university students individualized perceptions but
also help them self-reflect and re-evaluate their own perceived
boundaries of where illness begins so that they can receive the
support they need—whether from their social network or
through professional care.

Where the boundary between wellness (ie, whether a problem
is a norma part of emerging adulthood) and illness (ie, a
symptom of a serious mental health disorder) lies or whether
the boundary should even exist remains an open question. This
might be an applicable question for the general population, such
as those with mental health issues in the workplace [69], but it
is the salient case for students as they are especially close to
their peers who go through similar types of problems and life
events during their emerging adulthood, which can make the
students more ignorant or blunt about their problems. The
question about the boundary has often been unclear even for
health professional s because of individualized, situational factors
[70]. Health care workers need to individually assess how much
the unstable, uncertain experiences of astudent should betreated
as a healthy part of self-development and how much should be
treated as a symptom of a serious mental health disorder [70].
This nuanced boundary as well as the differing viewpoints
between health care professionals and students can add to
maintai ning student mental well-being negatively. Thisproblem
forces students on college campuses to be tolerant of severe
problems and to ignore the need to get help.

We arguethat this boundary between wellness and illness needs
to be carefully negotiated, evaluated, and coordinated for each
individual student through collective efforts among the social
systems made up of responsible stakeholders: university students
themselves, health care professionals, family, friends, educators,
designers, institutions, and the public health sector.

Reconceptualizing a Support Group as a Place for
Colearning

In examining the ways in which students received support,
including from their groups of intimate friends, Web-based
groups, and socia media, we noticed that being part of a
“support group” had a negative connotation for our students.
Many students avoided |abeling the wanted help as a “ support
group,” as the term problematizes what should be a normal
process of being supportive of each other in a seamless way
throughout everyday contexts. The negative connotation
associated with support groups served as a barrier to students
accessing helpful resources, such as CAPS or related peer
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groups, on campus. It isworth investigating how to engage and
assist studentswith various stressorsin their emerging adulthood
more effectively.

Accordingly, this study cals for an urgent need to
reconceptualize the existing notion of support as a colearning
space where individuals learn to maintain their own mental
wellness: how to be aware of it, how to keep it healthy, and how
to prevent potential risks. This knowledge is not something
normally gained from formal education, although it should be.
Importantly, in this reconceptualization, each individual can be
ahelp giver aswell asareceiver. This sort of mutual exchange
has been discussed in the literature as the helper therapy
principle[71], whichisthe central concept for building support
groups. In this study, afew of those who wrote blogs or made
images related to mental wellness awareness expressed their
interest in working with counseling servicesto help their peers,
based on their own experiences. At any given time, one can be
a helper for multiple people on different issues, while seeking
help for one’s own mental well-being maintenance work. This
multiparticipatory nature of a support exchange can facilitate
accountability among the helpers and the individuals receiving
help.

Design Implications

We discussed university students' challenges and efforts to
maintain their mental well-being around time, disclosurerelated
to stigma, and the right audience. This study indicated that itis
important to facilitate the negotiation of students' own perceived
boundaries of where illness begins through self-reflection and
evaluation so that they can receive appropriate help. To that
end, ideal sociotechnical systems should be designed in more
inclusive ways that allow self-reflection to support studentsin
managing their mental healthin acasual, informal, and positive
manner, rather than approaching the challenge from a mental
illness perspective.

To our knowledge, only afew existing technical interventions
support students’ mental health from the mental well-being
maintenance perspective [14,17,72]. These systems exist either
for tracking students’ mood and emotions or encouraging social
support. For example, Mind Tracker [14], a tracking tool kit,
uses a journal, graphic chart, and tangible modality-like clay.
Its main function isto engage usersin the process of emotional
data collection and self-reflection in everyday life. Using Mind
Tracker, the study found that having an expressive tool was
beneficial to express and track students' emotions and that this
tool also served as a self-healing tool by providing a moment
of mindfulness, rather than as an automatic sensing tool to detect
negative emotions. In addition, Buddy [17] is a socia
media—based support system that offers Bell features, where
users can indicate posts that they think need more careful
attention than others, Special Feeds that curate those posts
requiring more attention (instead of popular or trending posts)
and Hug Bots that automatically deliver hugs when creating a
post (instead of a Like button that often creates competition).
This Buddy system was designed to help identify students who
need more attention and encourage students to share their
struggles with others, particularly those who need more social
support in adjusting to college life.
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This study’s findings show value in integrating functionality
from such systems to support students mental well-being
maintenance work. They call for investigating how existing
systems and applications for the general population can be
extended and designed to offer self-reflective and self-evaluative
mechanisms for students mental well-being. For instance,
existing practices, such as Expressive Art Therapy (EAT), which
offers individuals the opportunity to use any expressive and
creative art form (eg, singing, poetry, art, dance, or performance)
toreflect on and identify what the root of aproblemis, increase
self-awareness, enhance socia relationships, and foster
emotional growth and development [73-75]. EAT can then be
integrated into existing everyday systems and applications to
provide nonclinical solutions. Specifically, existing media
applications for self-expression, such as video blogs, amateur
music sharing, sharing creative artwork or images, drawing, or
poetry sharing forums, can be used to support these varieties of
forms of expression as aform of EAT. Similarly, doodling can
be used to benefit the process of mindfulnesstraining with some
guidance (eg, “Choose whether to document a current happy
moment or think back to a happy time and doodle your
memory”) [76]. Integrating such expressive capabilities into
existing applications could enable students to be mindful and
aware of their mental health status. In addition, integrating such
an approach with Positive Psychology [6,77,78] can help
students release their stress and discover positive moments and
strengths, instead of focusing on the problems and the
negativities. Examplesinclude enabling the platform to suggest
recording a thankful moment from the day through a photo,
writing, or drawing and sharing it with friends on Instagram or
in a group chat or cocreating humorous internet memes with
friends on Sketch as a positive mood booster. These activities
can foster emotional growth, enhance socia relationships, and
improve self-awareness[22,35]. These outcomeswill eventually
help young adults define their own perceived boundary of mental
health and receive proper help when needed.

Upon developing the platform, we argue that it should be
designed to facilitate the involvement of a community of all
relevant stakeholders in supporting the mental well-being
maintenance work of an emerging adult on campus (eg, students,
health care providers, practitioners, institutions, designers, and
app developers). This platform will not only help students to
self-reflect and evaluate their mental well-being maintenance
activities but aso help stakeholders to easily anayze
functionalities, use cases, and user populations of existing
applications. It will also help them analyze new applications as
they are devel oped and suggest potential connectionsto existing
therapeutic practices of mental well-being. The platform could
show usage trends of user populations, along with new features
that these applications might be able to provide. It could also
offer a database of EAT curated by health care professionals.
The stakeholders could then exchange feedback regarding how
these existing and newer applications could work together to
support therapeutic mechanisms according to the life events of
anindividual.
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Thefindingsalsoindicatethat it iscritical to support the process
of navigating and renegotiating time, audience, and disclosure.
The aforementioned platform could provide a variety of
approaches to requesting as well as receiving situated help,
ranging from the immediate and direct to the more casual and
abstract. On the basis of the mood or level of activity of auser
or aparticular life event, aplatform could directly intervene by
matching or suggesting appropriate helpers or by nudging and
casually connecting with family and friends to encourage
studentsto sharetheir struggle with others. Thiscould help with
providing support within the appropriate time window when
theimpact of that event is still active. For instance, the findings
showed students did not want to be reminded of their problem
after a certain amount of time had passed after the issue
occurred. Such a platform could also pick up on and identify
potential emotional breakdowns or challenges that might come
up, based on their behavioral and emotional patterns. In addition,
interms of suggesting an audience, selecting helpersfrom socia
group contacts or outsourcing highly customized help based on
thetopic or similar interests and needs (eg, nearby peer groups,
mentors, and professional consultants) could be done for the
user. Matching with others based on similar needs or interests
was found to be helpful in previous work using others' life
transition trajectories as a form of social support among peer
patients[79]. Theincentivefor anyone to become ahelper could
be established by keeping them informed of both the short-term
and long-term positive outcomes of addressing a problem
through feedback, thus alleviating tension related to stigmaand
facilitating the rebuilding and maintenance of relationships
between users and new and potential helpers.

Conclusions

We investigated the mental well-being maintenance practices
of emerging adults on a university campus. how students
perceive problems, set expectations for help, and go through
the work of from whom, when, and how to seek help. We
identified three needs that are required for students to maintain
their mental well-being: (1) getting help at an appropriate time
and in an appropriate form that aligns with the severity of the
problem, (2) building relationshipswith potentia support givers,
and (3) negotiating tension between disclosure and the
associated stigma. This formative study informed how
sociotechnical system support for this population should be
sensitive to how help isframed and offered to make it easier to
embrace. We also discussed how and when help should be
delivered through technology and argued for reconceptualizing
help as a colearning process. This research was conducted with
a subsample of emerging adults, focusing on those at a large
university in the Midwest. Although the participants do not
represent the broader population of emerging adults nor all
university students, this study’s findings demonstrate a unique
set of needs and challenges that should be acknowledged and
supported in the popul ation to which these findings theoretically
generalize. This study contributes to helping mental health
practitioners, researchers, and system designers understand and
support students’ mental well-being maintenance practices as
part of the normal course of life beyond the clinical context.
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Abstract

Background: SMSinterventions are effective in promoting avariety of health behaviors; however, thereis limited information
regarding the use of SMSfor cervical cancer screening and follow-up care. The Application of Communication and Information
Technologies to Self-Collection study aims to eval uate a multicomponent mobile health intervention to increase triage adherence
among women with human papillomavirus (HPV)—positive self-collected testsin Jujuy, Argentina. Here, we describe the formative
results used to design the content of the SMSto be tested in the trial.

Objective: This study aimed to understand the cultural and contextual elements, women'’s beliefs, and perceptions regarding
the use of SMS by the health care system and women's preferences about the message content.

Methods: We conducted five focus groups (FGs), stratified by rural or urban residence and age. All participants were aged 30
yearsor older and had performed HPV self-collection. Participatory techniques, including brainstorming, card-based classification,
and discussionswere used to debate the advantages and disadvantages of messages. We openly coded the discussionsfor agreements
and preferences regarding the SM S content. Messages for both HPV-negative and HPV-positive women were validated through
interviews with health authorities and 14 HPV-tested women. The final versions of the messages were pilot-tested.

Results. A total of 48 women participated in the FGs. Participants rejected receiving both negative and positive HPV results
by SMS because, for them, the delivery of results should be done in a face-to-face interaction with health professionals. They
stressed the importance of the SMS content informing them that results were available for pick up and reflecting the kind of
relationship that they have with the community health workers and the nearest health center. Women considered that a personalized
SM S was important, as was the use of aformal yet warm tone. Owing to confidentiality issues, not using the word “HPV” was
also a key component of the desired SMS content; therefore, the final message included the term “self-collection” without the
mention of HPV infection. Results from the validation stage and pilot test showed high acceptability of the final version of the
message.

Conclusions: The results suggest that SMS is accepted when notifying women about the availability of the HPV test result, but
it should not replace the delivery of results in face-to-face, doctor-patient encounters. In addition, messages must be tailored and
must have a persuasive tone to motivate women to adhere to the triage.
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Introduction

Background

In Latin America, the high mortality rate of cervical cancer (CC)
isrelated to problems with continuity in the screening process,
including low participation in screening and abandonment of
follow-up care procedures [1,2]. In recent decades, the
development of the human papillomavirus (HPV) test has
changed the screening paradigm: the HPV test has high
sensitivity and negative predictive value [3,4] and has been
demonstrated to reduce the incidence of CC and mortality [3].
Importantly, HPV testing allows for self-collection (SC), a
method that is effective in detecting precancerous lesions [5]
and hasthe potential to reduce barriersto screening, especially
among underserved women [1,4,6,7].

SCishighly accepted by women in several countries, and studies
have demonstrated that SC increases screening coverage
[6,8-10], especially when the test is offered door-to-door by
community health workers (CHWSs) [6,11]. However, SC
introduces an obstacle: women who test positive for HPV must
undergo triage tests to identify those who must be referred for
diagnosis and treatment. Although several triage methods are
availablefor detecting precancerous lesions, cytology has been
validated in several randomized trials [12] and is part of the
screening policy recommended by the World Hedth
Organization [13].

Using cytology as triage implies an additional appointment at
the health center, which increases the risk of abandonment of
follow-up care. A high triage adherence can be difficult to
achieve in real-life programmatic contexts [14,15], especialy
among underscreened women [5,7]. In Argentina, 34% of
HPV-positive women who performed SC at home during a
CHW's visit completed follow-up within 120 days after
screening [14,15]. Studies that have analyzed adherence to
different follow-up steps after abnormal cytology [15-18]
showed that the delivery of test results presented an obstacle:
women either did not receive or did not pick up the test results.
In Argentina, not receiving SC results was one of the most
reported barriers to follow-up care by HPV-positive women
who were not adherent to the triage [15]. A separate study
conducted in the context of cytology-based screening in
Argentina a so found that not receiving results was one of the
most reported barriers to follow-up care by women who were
not adherent to diagnosis and treatment [17].

In Jujuy, Argentina, where door-to-door HPV SC has been
implemented since 2014, triage adherence increased to 77% in
12 months after a significant effort by CHWSs to contact
HPV-positivewomen in their homes[14]. However, homevisits
toall HPV-positive women as a public health strategy isdifficult
to sustain because of the high proportion of screened women
who would need to be contacted (approximately 13%) [7]. In
addition, CHWs are a scarce resource, and CC prevention is
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one of the many health servicesthey provide to the popul ation.
In this sense, it is crucial to develop innovative strategies to
improve the delivery of results and increase the adherence of
HPV-positive women to the triage.

Various studies have shown that mobile health (mHealth)
interventions are effective in changing health behaviors, such
as following doctors' recommendations, and in strengthening
communication between users and health care professionals
[19-23]. The use of text or SMS is the most frequently used
mHealth strategy. Owing to its low cost, accessibility, and
simple technology, SMS is appropriate for low- to
middle-income settings [24-26]. In addition, specifically with
respect to CC prevention, evidence has suggested that
SMS-based interventions might increase screening uptake
[24,27,28]. SM Sinterventions are accepted by women, and they
have been shown to increase screening uptake among women
who face cultural obstacles[29]. Hence, SMS could be used as
a strategy to increase adherence to Papanicolaou (Pap) triage,
without increasing the workload of CHWs (eg, door-to-door
notification of availability of HPV SC results).

Despite its advantages, sending an SMS about a sexually
transmitted infection (STI) such as HPV is complex. Patients
privacy and confidentiality need to be protected and at the same
time, the message must be short, easy to understand, and also
culturally appropriate. In addition, it is important to use
keywords to make the content clear without upsetting the
recipient [30-32]. A study conducted in Chile about the SMS
preferences of underscreened women showed that clarity and
simplicity of the received message were very important for them
[33]. The legitimacy of the sender and privacy issues, such as
disclosing aresult to athird person in shared cell phones, have
also been shown to be relevant topics on SM'S content [34,35].
Not taking into account the patients opinions about the SMS
content, its design, and validation before the implementation
of mHealth strategies have been pointed out as obstacles to the
acceptability, effectiveness, and scal ability of SM S-based health
interventions [36-38].

Objectives

Therefore, the objective of this study was to understand
women's beliefs and perceptions regarding the use of SMSin
health care and their preferences regarding the message content,
in additionto collecting dataon cultural and contextual aspects.
This formative research is part of a larger triad—the ATICA
study (Application of Communication and Information
Technologies to Self-Collection, for its initials in Spanish), a
hybrid type 1 cluster randomized tria conducted in Jujuy,
Argentina. The trial will evaluate whether SMS sent to
HPV-positive women increases Pap triage among HPV-positive
women with self-collected tests [39]. Results from the ATICA
trial on the effectiveness of the use of SMS will be published
inforthcoming papers. In this paper, we present the resultsfrom
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the formative research conducted to design the content of the
SM'S messages sent to women.

Methods

Theoretical Foundation

The methodological design of the study has been described
elsawhere [39]; in brief, it involves sending SM'S messages to
HPV-positive women who have performed SC offered by CHWs
during home visits. When women do not adhere to Pap triage
within 60 days of apositive HPV test result, an email and SMS
will be sent to the CHWsto alert them to visit the HPV-positive
women who have not responded to reminders and encourage
follow-up. The ATICA study is conceptually guided by the
health belief model (HBM) [40,41], aframework that has been
extensively used to explain cervical screening—related behaviors
[42-45]. The HBM has 6 constructs: (1) perceived susceptibility
of getting a disease or condition, (2) feelings about the
seriousness of contracting it (perceived severity), (3) perceived
barriersto address arecommended behavior to prevent or treat
the disease, (4) the individuals evauation about the
benefits-costs of doing it, (5) the confidence in one's ahility to
attend a health issue (perceived sdlf-efficacy), and finadly, (6)
the cues to action, that is, external factors that potentiate the
readiness to follow a new behavior [40]. Following the HBM,
sending an SMS would work as a cue to promote actions and
therefore prompt HPV-positive women to undergo Pap triage.
In this sense, the SMS must address beliefs, values, and shared
perceptions to encourage the prevention behavior [31,46,47].

We created a semistructured moderator guide for focus groups
(FGs), including sections on (1) cell phone and SMS use, (2)
dimensions of the HBM regarding SC and Pap triage, (3)
perceptions and opinions about women's relationship with the
health system, (4) barriersfor Pap triage, and (5) SM S content.

We used an array of participatory methods to create the SMS
content [48,49]. The steps proposed by Abroms et al [37] were
taken into account to create a health communication strategy
oriented toward prompting behavior changeviaSMS. Following
other proposals, we used a card sorting technique to debate
predesigned content with the participants [32,49].

https://formative.jmir.org/2020/3/e14652
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Following Muench and Baumel [32], SM Swasdivided into the
following five structural elements:

- Creetings: terms of address that abide by the rules of
etiquette in each cultural context and suitability for SMS
communication in Spanish [50,51]

« Sender: source of the message and the authority that
legitimizes the content [30]

«  Messagetopic: preferences on how to refer to HPV SC

- Recipient: advantages and disadvantages of including the
recipient’s name

- Closing and cueto action: purpose of the message of either
notifying the results (HPV-negative) or availability of the
SC results (HPV-positive)

Figure 1 showsdifferent optionsfor thefive structural elements
that were discussed by women.

Thereafter, different versions of each structural element were
combined, which resulted in a total of 37 predesigned SMS
messages (16 for HPV-negative resultsand 21 for HPV-positive
results). Owing to the SMS redtrictions, if the message
combination was more than 140 characters, it was excluded
from the research. Figure 1 shows different versions of the
structural elements of the SM 'S messages used during FGs.

Finally, during FGs, the SM S content was determined through
3 activities: (1) brainstorming, which allowed spontaneous
suggestions by participants, (2) pile sort method and ranking,
in which participants sorted predesigned SMS (HPV-negative
and HPV-positive) depending on whether they liked the content
or not and then selected two cards from each pile (two most
liked and two least liked), and (3) group debate, wherein each
participant shared her motives for choosing each card.

On the basis of the results from the FGs, 2 messages were
designed and subjected to a double process of validation: (1)
with the provincial health authorities (Primary Health Care
Department and Program on Cervical Cancer Prevention) and
(2) with the recipients, by means of apilot survey to 14 women
with characteristics similar to those of the FG participants. The
survey included an assessment of the message comprehension,
content appropriateness (words and tone), and perception of
efficiency in increasing Pap triage (see Figure 2).
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Figure 1. Different versions of the structural elements of the SM'S used in focus groups. HPV: human papillomavirus.
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Figure 2. Stages of the SMS content design.
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According to the latest available data (2010), 673,307 people
lived in Jujuy (343,387/673,307, 51.00% of them are women,
587,530/673,307, 13.00% of the people lived in rura areas).
Furthermore, 3.00% (20,199/673,307) of the Jujuy population
aged 10 years or older was illiterate, of which 68.60%
(13,857/20,199) were  women.  Overal, 45.20%
(304,335/673,307) of the total population of the province had
public health insurance. In 2018, 30% of the urban population
of the capital city (San Salvador-Palpald) lived below the
poverty line [52].

HPV testing has been the primary screening method for the
prevention of CC since 2012 [7], targeting women aged 30 years
and older who attend the public health system. HPV samples
are collected by clinical staff at health centers. The screening
protocol in use in Jujuy has been described elsewhere [7], but
succinctly, HPV-positive women are triaged with cytology and
those with the finding of atypical squamous cells of
undetermined significance or worse, are further referred to
colposcopy and biopsy if needed. Women with histologically
confirmed cervical intragpithelial neoplasia grade 2 or worse
are referred for treatment. HPV-negative women are
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at health centers, HPV testing and cytol ogy triage are conducted
simultaneously, but cytology is read only if the HPV test is
positive. Since 2014, HPV SC offered by CHWSs during home
visits was introduced as a programmatic strategy to increase
screening coverage. In total, around 700 CHWSs visit
approximately 110,000 households twice per year for health
services such as height/weight measurements and child
vaccination. HPV SC is offered during these routine visits,
which are conducted without a previous appointment. Owing
to the large number of people each CHW is responsible for,
scheduling visits by phone or other means is currently not
feasible. If a woman performs SC at home, she is currently
instructed to go to the health center within 30 days to retrieve
her results, and if her results are positive, then she must have
triage cytology at the health center [39].

The Automated M essaging System

The Jujuy’s provincial program for the prevention of CC uses
the National Screening Information System (SITAM, for its
initialsin Spanish) [7]. SITAM works as aWeb-based screening
registry that tracks all CC-related events of women screened in
the public health system (screening, diagnosis, and treatment
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data). When awoman performs SC at home, the CHW collects
the patient’s contact information and HPV sample data, which
are entered into SITAM at the HPV provincial laboratory.

For the ATICA study, we devel oped a computerized messaging
system, Automatic Messaging for Screening and Follow-up
Care (MATYS, for its initials in Spanish), to send SMS
messages to HPV-tested women and emailsto CHWs. MATY S
was linked to SITAM via an interface to access SC and Pap
results, if any. Then, MATY S used these datato send atailored
SMStothewoman'scell phone. Although MATY Sisaone-way
system and women were not expected to reply during the
ATICA tria, MATY S registered any message sent by women,
for the purpose of analysis.

Participant Selection

Potential participants for the formative research stage were
contacted by CHWSs and were required to meet the following
inclusion criteria. women had to be aged 30 years or older,
should have performed HPV SC, should havethe ability toread
and write, and should be cell phone users.

Data Collection

A total of six FGswere conducted using age (women aged 30-50
years, 40 years or older, and 51 years or older) and residence
(rural or urban) as stratification criteria. Both variables are
considered crucia in understanding the differencesin cell phone
usage [53,54]. FGs were conducted in Spanish by 2 female
social science researchers: one acted as the moderator (VSA)
and the other as the observer (MC); both of them neither lived
in the Jujuy province nor had any relation whatsoever with the
health care facilities or their authorities. The fieldwork was
conducted in January 2018.

The FGswere conducted in locationsthat were easily accessible
to the participants; no health care professionals or CHWs were
present. Before each FG, the participants provided written
informed consent to participate and to allow the audio recording
of the discussions. Once the purpose of the study was explained
to them, none of the participants refused to participate. Each
FG lasted for an average of 2 hours.

Table 1. Focus group participant characteristics.

Sanchez Antelo et al

Analysis

Theresults of only five FGs are presented because participants
of the another FG (FG4) did not meet theinclusion criteria. For
the analysis, audio recordings from the FGs were transcribed
and coded following the structural elements of the SMS. The
women's preferences and debates were coded to each element
of the SMS (predefined themes): greeting line, message topic,
sender, recipient, and closing line and persuasive phrase used
as a cue to action (see Figure 2). This allowed the researchers
to conduct a thematic analysis of the debates [55]. We used
HBM constructs to explore the women's beliefs, fedlings, and
opinions about the prevention of CC (SC and Pap) and how
they linked their experiences with each SM S content. Atlas.Ti
(version 7.5.4, ATLASLt Scientific Software Development
GmbH, Berlin) was used for data processing. The transcripts
were analyzed independently by 2 researchers (VSA and MC)
to later compare, debate, and resolve the inconsistencies with
the other members of the ATICA team.

The details of the methods and the results from the FGs are
presented following the Consolidated Criteria for Reporting
Qualitative Research [56].

The ATICA study’s protocol wasregisteredin Clinicaltrials.gov
(NCT03478397). In dl its stages, including the formative
research phase, ATICA study was approved by the Institutional
Review Board of Center for Medical Education and Clinical
Research, the Ethics Research Committee of the Jujuy Ministry
of Hedlth, the Institutional Review Board of the Harvard TH
Chan School of Public Hedth, and the Deakin University
Human Research Ethics Committee.

Results

Focus Group Characteristics

A total of 44 women participated in the five FGs. The majority
resided inlow-income urban areasin the capital of the province
(San Salvador), 70% (31/44) had received secondary education
or less, 75% (33/44) had public health coverage, and 90%
(40/44) of thewomen shared their cell phoneswith their children
and/or partners. Inrural areas, cell phones were considered the
home phone (FG5). In Table 1, asummary of the characteristics
of the FGsiis presented.

Age (years) Urban areas Rural areas Total

30-50 FG21: 8 participants, majority completed their sec- FG2: 9 participants, majority completed their postsecondary 17 women
ondary school school

51 or older FG3: 9 participants, majority completed their pri-  FG4: Excluded from thisanalysis 9 women
mary school

40 or older® FG6: 6 participants, majority completed their post- FG5: 12 participants, majority completed their primary 18 women
secondary school school

Total 23 women 21 women 44 women

3FG: focus group.

bOriginaIIy, four FGs were proposed. For deeper understanding, two additional FGs were conducted with women aged 40 years and older. In those
cases, age segmentation was defined to obtain more data related to the use of technology.
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SM S Structure

Greeting

The women agreed that asimple “Hi” was unduly informal for
an SMS. They considered that despiteit being the characteristic
tone of their relationship with the CHWSs, the informal nature
of the greeting line could discredit the whole messageif included
in the SMS. The option “Attention” was rejected for being too
cold and inciting fear. It was only chosen by some women who
would describe themselves as people who often hesitate going
to ahealth center and to whom an imperative tonewould “ help”
to cope with that hesitance (FG5). With regard to the option
“Message from the health center,” women stated that even
though it would help the reader understand the nature of the
message, it was too distant to begin an SMS conversation in
such a way. The option “Hello” was considered warm and
formal.

Tone and Terms of Address

The preferences on the tone of the message and the terms of
address were related to the issues that affected the overall
content of the message. Therefore, women emphasized that the
SMS should balance the formal nature of an institutional
message “to transmit professionalism” (FG2) and the warmth
intrinsic to their relationships with the CHWS.

With regard to the formal vs informal pronoun and verb
conjugation use, the predesigned SMS cards using the formal
“you” (“usted” in Spanish) were chosen. Furthermore, in the
brainstorming activity, participants spontaneously proposed the
use of the formal tone as well. For example:

[ Spanish] Necesitamos su presencia en el centro de
salud. [Author emphasis added)]

[Translation] We need your presence in the health
center. [FG1: 30-50 years, urban area)

Sender

In general, women considered that even though the message
would be sent through MATY S, the sender of the SM S should
mention a health authority asthiswould legitimize the content.
In the women's words, “It's a message that isn’t just sent by
anyone” (FG6).

After considering the different alternatives, “Health center” was
the preferred option, instead of “Ministry of Heath”
Participants mentioned that the Ministry of Health was an
institutional figure, which they felt had little presence in their
everyday life and, in some cases, was associated with negative
past experiences. In the case of participants from the rural FG,
they also added that the health center had geographic proximity
which no other public health institution had (FG2 and FG3).
Furthermore, most of the FG participants emphasized that the
“Hedth center” was the CHWS reference institution,
representing their relationship with CHWSs, which, they stated,
“it isfounded on trust and familiarity” (FG2 and FG6):

..there's a better relationship with the health care
center. If you put “ Ministry of Health” [inthe SMY,
maybe it’'s like “ Oh, it's coming from San Salvador
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[the capital city],” but not really... [Woman 1; in a
dismissive manner]

...the difference between the city and the village...here
what makes the difference is the closeness, we all
know one another, it’smore familiar. Therelationship
with the professionals isn’t as distant as with the
professionals in the city. [Woman 2; FG2: 30-50
years, rural area)

Message Topic
The FGs included debates on how to mention the HPV test in
the SMS. The debated options were “Results of the Human

Papillomavirustest,” “ Results of the HPV test,” “Results of the
self-collection,” and “ Examination results”

In this regard, the private or shared use of cell phones was the
main factor for diverging preferences. For example, women
who shared their phone with other family members expressed
privacy and confidentiality concerns and proposed avoiding the
term HPV “to not worry their family” (FG5) and to avoid the
socia stigmasurrounding HPV diagnosis (FG1). Somewomen
mentioned that they would feel embarrassed should anyonefind
out that they had been tested; they expressed fear of the
possibility of leaking private health information if athird party
saw the SMS (FG1, FG3, and FG5).

Women who shared cell phones suggested using
“self-collection” as an aternative to guarantee more privacy.
Degspite it being atechnical term, women stated that they were
familiarized with its use as it was the term CHWs used when
offering HPV testing during home visits. “ Self-collection” was
considered more discreet than alternatives such as “human
papillomavirus’ or “HPV,” which not only explicitly named a
stigmatized STI but were also confused with HIV and was
difficult to comprehend for those with poor reading and writing
skills. Furthermore, “self-collection” was more accepted than
“Examination results’ because the latter was considered too
generic and would be confusing when trying to determine what
the message was about. For example, some women joked,
“Which of al the medical examinations | take [is the SMS
referring to] 7’ (FG3).

Recipient

The advantages and disadvantages of SMS personalization by
including the recipient’s name were al so debated. Women from
different FGs argued that using the recipient’s name was a
safeguard against possible errors such as receiving an SMS
meant for someone else. Moreover, including the name would
beanindicator that it was apersonal SMS, not ageneric or mass
message often sent by companiesto their clients: “it'san SMS
sent to me, it's not for anybody” (FG6).

Women with shared cell phones expressed the importance of
including the name; otherwise, they would have no way of
knowing if the SMS was for them or for another woman in the
family. However, those who were against including the
recipient’s name based their arguments on confidentiality issues:
if athird party gained access to their phone, they would know
that the woman had been tested.

JMIR Form Res 2020 | vol. 4 | iss. 3 |e14652 | p.47
(page number not for citation purposes)


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

JMIR FORMATIVE RESEARCH

The shared use of cell phonesintroduced aconfidentiality issue.
At the same time, women stressed that they needed help to get
access to the information received through their cell phone,
especialy those who had vision problems, were not familiar
with cell phones, and/or had poor reading and writing skills. In
those cases, family members such as children or husbands
helped them in the use of cell phones. This contradiction
between confidentiality concerns and the need to ask for help
to use a cell phone was pointed out by the moderator. To settle
this contradiction, women highlighted that an SMS including
the name of the recipient and using the term “self-collection”
would take into account both concerns.

Closing and Cue of Action

For the closing sentence, FG parti cipants discussed the different
options proposed to encourage women to go to the health center.
Participants found that phrases such as “We'll be expecting
you,” “We hope you can come to discuss the results,” and
“Pleasevisit your Health center” would have a persuasive effect.
In the predesigned SM S to be sent to HPV-positive women, the
phrase “It is important” was aso included to emphasize the
importance of contacting the health center. According to the
women, thiswould help them anticipate an HPV-positive result.
This was the option chosen by most participants:

Yes, because it is telling you to go to talk about it. |
don't know...it"s like they' re softening the blow of...

There's something odd, something’s wrong, so they
want to talk about it.

Of course, that “ let’stalk” means* thetest came back

positive’ [FG2: 30-50 years, rura ared]
Women also discussed variations of the SM S to be received by
women who tested negative for HPV. The initial proposal of
the SMSimplied sending the actual negativetest result viaSMS.
The proposed phrases were “You don't have HPV. You must
take the test again in 5 years’ and “You don’t have the virus.
You must take thetest againin 5 years.” All these optionswere
rejected across all FGs. According to the women, the SMS
should promote contacting the health system to request
information about their health in general and about HPV/CCin
particular. In their opinion, receiving the HPV resultsviaSMS
could hinder the possibility of going to an appointment with the
health care team and receiving information during a personal
encounter:

What should not beincluded inthe SMS? [M oderator]
If it's positive or negative [Woman 1]

Not saying the result. Not even if it's negative?
[Moderator]

No, because when you go to the health clinic, the
professional will explain it there. [Woman 1]

It's better if a professional tells you, in private. If
your cellphone tells you “ It's negative...” [Woman
2]

Then you wouldn’t go to learn more, it's better to
leave it unknown so you visit the health clinic.
[Woman 1]
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To leave you with the idea that you have to go.
[Woman 2]

Right, because then a professional will explain it
there. [Woman 3; FG1: 30-50 years, urban ared]

During the FGs, participants also suggested additional
information that should beincluded inthe SMS, such asregular
hours of the health centers, the name of the specialist, and how
to make an appointment. Thereafter, we explained why
introducing this information would be unfeasible and might be
confusing.

The Draft Version of the M essage

On the basis of the results of the FGs, study researchers
produced a draft version of the SMS, as follows:

Dear [Woman's Name].
The results of your self-collection are ready.

Please visit your health care center for a medical
consultation.

It isimportant that you go.

This preliminary message to HPV-positive women based on
the results from the FGs was presented to the provincial health
authorities. In this draft version, “Dear” was used instead of
“Hello” to respond to the women's preferences regarding
personalization and formality. The last sentence was used to
emphasize the importance of them going to the health center,
asatrigger to action.

Validation and Pilot Test

The validation stage with the provincia health authorities did
not present relevant divergences or inconsistenciesin theresults
of the FGs with regard to the interpretation and understanding
of the proposed message. However, they noted that “ Dear” was
not suitable for locals: “it istoo formal and old fashioned.” As
in the FGs, “Hello” was chosen as the best option.

In addition, the provincial health authorities pointed out that
the phrase “Please visit your health care center for a medical
consultation” could be understood by women in a restrictive
manner. They could interpret that they should only see a
physician. However, in health centers, very often Pap smears
are taken by nurses or midwives. Therefore, the final version
of the SMSexcluded theterm “medical.” Thus, thefinal version
of this line was “Please visit your health care center for a
consultation.”

Finally, the information suggested by the women about regular
hours of the health centersto have a Pap smear or doctor’s name
had to be dismissed. Provincia health authorities highlighted
that this information was heterogeneous from one center to
another and could therefore be confusing. Moreover, in case of
a national scale-up of the intervention, these proposals would
have to be dismissed as it was considered that it would be too
complex to include this information for health centers of other
provinces.

On the basis of the results of the FGs and the validation with
the provincial health authorities, two final versions of SMS
were designed: one for HPV-positive women and one for
HPV-negative women. Neither SMS delivered the HPV test
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result. However, both SMS included the name of the recipient,
used the term “self-collection,” and used formal language. The
main nuance was in the intensity of the persuasive closing and
cueto act. In the case of women with HPV-negative results, the
SMS notified them of the availability of the result at the health
center and encouraged them to retrieve them. In the message
for HPV-positive women, the closing emphasized the
importance of going to the health center for a checkup (see
Tables 2 and 3).

Both SM S messages were validated by a survey with a sample
of 14 women. This sample was taken in a hospital’s
gynecological serviceswaiting room (sample by convenience).
Therefore, we excluded the CHWs' mediation. The validation
stage was useful for evaluating the understanding and wording

Sanchez Antelo et al

preferences. Theresults of this stage showed that there were no
important divergences or inconsistencies in the interpretation
and understanding of the proposed message by women. As a
result, new changes were not introduced.

In addition, a pilot test of the ATICA study’s intervention was
conducted in July 2018. A total of 7 CHWs invited 36 eligible
women to participate in the pilot test during their home visits.
Once their HPV results were entered into SITAM, MATY S
sent the corresponding SM S messages. Overall, 15 women did
not receive the SMS because of errors in the procedure (eg,
wrong cell phone numbers and errors in SITAM). In total, 21
eligible women received the SM S messages; of them, 18 (86%)
were interviewed; all of them stated that they were highly
satisfied with receiving the reminders via SMS.

Table 2. Final version of SMS contents for women who test negative for human papillomavirus.

Structural elements Section

“Hello” Greeting

“[Name]” Recipient

“The results of” Informative element
“your self-collection are ready.” Message topic
“We'll be expecting you” Persuasive element
“in the health center” Sender

“to retrieve them.” Cue of action

Table 3. Final version of SMS contents for women who test positive for human papillomavirus.

Structural elements Section

“Hello” Greeting

“[Name]” Recipient

“The results of” Informative element
“your self-collection are ready.” Message topic
“Please visit” Persuasive element
“your health center” Sender

“for a consultation.” Cue of action

“It isimportant that you go.” Persuasive element

Discussion

Principal Findings

This paper presents the results from FG debates to develop an
SMS to increase the adherence of HPV-positive women to
Pap-based triage, taking into account the women's preferences
regarding the content of the SMS. The study showed that women
rejected receiving both negative and positive HPV results by
SMS and stressed the importance of SM S content, highlighting
the link they had with CHWs and the nearest health center.
Women strongly preferred a personalized SM'S; not using the
word “HPV” was also a key component of the desired SMS
content.

In our study, both women and health authorities were against
receiving resultsviaSM S, mainly because they considered that

https://formative.jmir.org/2020/3/e14652

this type of news must be provided in a face-to-face health
consultation so that the patients are able to ask questions and
get rid of their doubts. The women's rejection of receiving
results by SMS was also mentioned in a study conducted in
Chile, which found that Chilean women expressed concerns
regarding theimpersonal nature of the communication by SMS
to communicate medical results [33]. Similarly, a colorectal
cancer screening study in the United States found that patients
did not want to receive results via SMS [57], particularly asit
was not an appropriate communication mode to receive what
they considered to be bad news. Our finding contrasts with a
study conducted with low-resource women from Ohio, United
States, which found that women preferred immediate phone
calls to know the results (whether negative or positive) rather
than waiting for an in-person medical consultation. In the Ohio
study, providers favored withholding the HPV SC results as a
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strategy to bring womeninto the clinic [ 58] because they thought
that the delivery of positive results over phone may scare women
into denial and be abarrier to follow-up. Interestingly, thiswas
not the reason put forward by women from our study, for whom
it was mainly aquestion of not losing the opportunity to engage
with the health system.

In our study, SMS messages were sent to women who were
offered HPV SC by CHWSs, community members with whom
women have arelationship based on trust and familiarity [6,59].
Results from the FG discussions showed that this close link
between women and the CHW's permeated the women’s choi ces
regarding the greeting line, the overal tone of the SMS, and
the selected sender. The need for messages to come from a
trusted source has al so been shown by studies analyzing mHealth
interventions related to other health conditions in different
contents [60,61].

The tone of the SMS was an important topic in the FG
discussionsrelated to the feeling of aclose relationship between
the sender and recipient. Women considered that the greeting
line and message personalization were important to transmit
the warm tone used by CHWSs in face-to-face communication.
In the same way, a study about blood pressure prevention
highlighted the rel evance of the SM Stone, wherein participants
valued the polite tone of the text messages because it infused a
sense of being recognized, respected, valued, and cared for [62].

The importance of a message reflecting the close relationship
between women and the CHWSs was also highlighted when
discussing the sender. The health center, where CHWs are based,
was the preferred message sender. Previous research in Jujuy
also showed that CHWSs are the key link between underscreened
women and the health care system [6,59,63]. Similarly, one
study on testing HIV among African immigrantsin the United
Kingdom observed that atrustworthy sender would beimportant
to engage the recipient and avoid the SM S being del eted without
arecipient reading it [60].

In text messaging—based health promotion interventions, a
personalized SMS (eg, with the recipient’s name) has been
associated with greater intervention efficacy [64]. A systematic
review of behavior change interventions delivered by SMS
messages showed that studies using personalized messages had
higher follow-up care rates [65]. In our FGs, the inclusion of
the recipient’s name was highly valued among Jujuy’s women.
Similar to the aforementioned colorectal cancer screening study
[57], our findings indicated that women might dismiss
impersonal SM S messages asthey may beinterpreted asmassive
bulk texting.

However, several authors have noted that SMS delivered to
shared cell phonesto promote the treatment of STI presentsthe
challenge of handling confidentiality [66-68]. In studieson STIs
and SM Sinterventions, the main concern mentioned regarding
confidentiality was the danger of disclosing results among
relatives. In our study, confidentiality concerns mainly
influenced how the HPV test was named in the SMS. The
tension was between not mentioning the term “HPV,” which
could increase the risk of misunderstanding, and including the
term “HPV” in the SMS, which could result in breaking the
women's confidentiality. Thus, similar to findings from studies
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on HIV [35,38,69], Jujuy’s women preferred an indirect but
understandable way to refer to the HPV test using the term
“self-collection” and omitting “HPV” in the text message body.

Even though sharing a cell phone may be a confidentiality
challenge, our study found that for many women, phone sharing
was not necessarily an obstacle. On the contrary, in many cases,
relatives acted as facilitators to help women access the
information received through their cell phones. A similar finding
was described in an HIV study in Uganda [38,70], where
participants received their laboratory results by SMS, and if
they had abnormal outcomes, they received a request to return
to the health care center for treatment. The authors found that
participants who had disclosed their HIV statusto relatives and
coworkers received help using the cell phone and/or reading
the information in the SMS. The Ugandan participants with
supportive and reliable networks could improve adherence by
obtaining support to overcome barriers such as transport costs
or asking for permission for time off work [38]. Therefore, to
achieve a confidentiality balance in our study, we proposed
including a woman’s name to personalize the SMS and using
the term “self-collection” to indicate what the SM 'S was about.

Limitations

The FG participants were recruited by the CHWs, which may
have biased our sample selection. For example, some FG
participants had another type of disease or a relative with a
health problem (in two groups). Thisintroduced abiasin group
perceptions as they had a profound knowledge of certain health
procedures. As we previously mentioned, the recruitment of
one group failed: CHWs invited women without cell phones,
and we were obligated to exclude this FG from this analysis.

Nevertheless, during the validation of the results by means of
the survey, no significant discrepancies were presented in the
FG findings. Another limitation isthat the predesigned content
used only affirmative phrases. A study on the promation of
colorectal cancer screening found adlightly higher effect inthe
groups that received invitations containing interrogative
sentences than those that received declarative ones [71]. This
modality should also be tested in future studies (eg, scaling-up
evaluation). Despite the mentioned limitations, our approach
of combining theory-informed content with user-driven feedback
and local expert advice strengthens the potential of the SMS
intervention.

Conclusions and I mplications

This formative research has shown women'’s preferences with
regard to greeting, mentioning the recipient, and the tone of the
message (warmth and formality) to avoid the SMS from the
health care system from being dismissed. The key terms of the
SMS (in this case, the HPV test) must be carefully chosen in
an endeavor to guarantee both confidentiality and
comprehension of the content by the recipient.

Our findings have someimplicationsfor the design of mHealth
interventionstargeted at improving adherence to diagnoses and
treatment of HPV-tested women. A personalized SMS may
quickly notify the availability of HPV result; however, its
content hasto be carefully designed to transmit a health system’s
proactive intention of caring for the population.
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In our study, women preferred to not receive negative results  results should be prioritized. Although this was in agreement
viaSM S because they believed that the communication between  with other studies, it isnecessary to determineif this preference
them and the health professionals during the delivery of the isgeneralized to women from other settings.
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HBM: health belief model
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MATYS: Automatic Messaging for Screening and Follow-up Care (for itsinitials in Spanish)
mHealth: mobile health

NIH: National Institutes of Health
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Abstract

Background: Physical inactivity is associated with worse asthma outcomes. African American women experience disparities
in both physical inactivity and asthma relative to their white counterparts. We conducted a modified evidence-based walking
intervention supplemented with mobile health (mHealth) technologies to increase physical activity (PA).

Objective: Thisstudy aimed to assessthe preliminary feasibility of a 7-week walking intervention modified for African American
women with asthma.

Methods: African American women with suboptimally controlled asthmawere identified from ahealth system serving low-income
minorities. At a baseline data collection visit, participants performed spirometry and incremental shuttle walk test, completed
guestionnaires, and were given an accelerometer to wear for 1 week. The intervention comprised an informational study manual
and 3 in-person group sessions over 7 weeks, led by a nurse interventionist, in acommunity setting. The supplemental mHealth
toolsincluded awearable activity tracker device (Fitbit Charge HR) and one-way text messagesrelated to PA and asthma 3 times
per week. A secure Web-based research platform, iCardia, was used to obtain Fitbit data in real time (wear time,
moderate-to-vigorous physical activity [MVPA] and sedentary time) and send text messages. The feasibility of the intervention
was assessed in the domains of recruitment capability, acceptability (adherence, retention, engagement, text messaging, acceptability,
complaints, and concerns), and preliminary outcome effects on PA behavior (change in steps, duration, and intensity).

Results. We approached 22 women, of whom 10 were eligible; 7 consented, enrolled and completed the study. Group session
attendance was 71% (5/7), 86% (6/7), and 86% (6/7), respectively, across the 3 sessions. All participants completed evaluations
at each group session. The women reported being satisfied or very satisfied with the program (eg, location, time, and materials).
None of them had concerns about using, charging, or syncing the Fitbit device and app. Participants wore their Fithit device for
at least 10 hours per day in 44 out of the 49 intervention days. There was an increase in Fitbit-measured MV PA from week 1 (19
min/week, SD 14 min/week) to the last week of intervention (22 min/week, SD 12 min/week; Cohen d=0.24, 95% Cl 0.1 to 6.4).
A dlight decrease in step count was observed from week 1 (8926 steps/day, SD 2156 steps/day) to the last week of intervention
(8517 steps/day, SD 1612 steps/day; Cohen d=—0.21, 95% Cl —-876.9 to 58.9).
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Conclusions: Theinitial feasibility results of a 7-week community-based walking intervention tailored for African American
women with asthma and supplemented with mHealth tools are promising. Modifications to recruitment, retention, and the
intervention itself are needed. These findings support the need to conduct a further modified pilot trial to collect additional data
on feasibility and estimate the efficacy of the intervention on asthma and PA outcomes.

(IMIR Form Res 2020;4(3):€13900) doi:10.2196/13900
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Introduction

Background

Asthma s a highly prevalent chronic disease that affects 1 in
12 people in the United States [1]. However, asthma
disproportionately impacts African American women [1].
African American women have higher rates of asthma
exacerbations and health care utilization, worse lung function,
poorer asthma-related quality of life, and ahigher crude asthma
mortality rate compared with white women [1-3].

Research to date shows that engaging in regular, moderate
physical activity (PA) improves asthma-related quality of life
and asthma control and decreases asthmahealth care utilization
[4-6]. Despite the benefits of PA in asthma and guideline
recommendations to engage in PA, individuals with asthma,
particularly women, arelesslikely to engagein PA than women
without asthma (odds ratio [OR] 3.66 vs 4.37) and men with
asthma (OR 3.66 vs4.57) [7-10]. Given the connection between
poor asthma outcomes and physical inactivity, addressing PA
among sedentary African American women with asthma is
imperative [11,12].

Of the existing PA interventions tested in people with asthma,
only 2 have focused on walking. The first was a long-term (1
year) community-based study but was not a randomized
controlled tria; the second was a 12-week randomized
controlled trial in an academic center’s fitness center [5,13].
Both studies demonstrated the safety of walking interventions
in asthmaand improvementsin asthma control or quality of life
but included predominately whitewomen (>50%). Aspromising
as these limited results are, no PA interventions to date have
tailored to the needs of African American women with asthma.

Although African American women with asthmaare faced with
many of the same barriers to PA as other women with and
without asthma, this population faces unique barriers.
Specifically, the barriers identified anong African American
women, in general, include a lower self-efficacy for PA, lack
of social support, culturaly based preferences for body type
and hair, community safety concerns, lack of sidewalks, and a
lack of physically active role models [7,14-17]. All of these
barriers combined make taking on a new behavior such as PA
in the face of a chronic disease difficult. Research supports the
development of tailored PA interventionsin African American
women as there is a need to consider the particular needs of
African American women, which is a missing component in
current PA interventions for asthma [12,18].

The Women's Lifestyle Physical Activity Program, a
group-based behavioral intervention developed for low-active

https://formative.jmir.org/2020/3/€13900

urban African American women, found animprovement in daily
steps and high adherence to the walking program [19]. Although
this program was tailored for African American women, an
exclusionary criterion was chronic pulmonary disease. Using
feedback we obtained from African American women with
asthma who examined materials from the Women's Lifestyle
Physical Activity Program [16], we tailored a PA intervention
to meet their needs specific to asthmaand lifestyle preferences.
The modifications included an asthma education session, led
by an asthmaeducator, the use of mobile health (mHesalth) tools
such as SMS (to deliver advice, reminders, and motivational
support to increase walking), and the utilization of commercial
wearable activity tracker devices (Multimedia Appendix 1)
[19,20]. Technology-based interventions have a high level of
user satisfaction, especially among ethnic and racial minorities
and urban or low-income individuals with asthma and have
been used to promote PA in African American women without
asthma[21-25].

Objective

The objective of this study was to assess the feasibility
(recruitment, retention, adherence to group meetings, and
adherence to Fitbit device wear time) of the modified 7-week
walking intervention (ACTION) and assess preliminary outcome
effectson PA behavior (changein steps, duration, and intensity).

Methods

Design

This proof-of-concept study was a prepilot test of the ACTION
study funded by the National Heart, Lung, and Blood Institute.
The aim of this prepilot study was to recruit up to 10 African
American women with asthma over aperiod of 3 monthsto test
and refine the study procedures and materials, including
recruitment methods and content of the ACTION intervention.

Setting and Participants

Participants were recruited from a large urban medical center
serving approximately 60% African Americans. Potential
participants were approached in a subspeciaty asthma clinic
after being informed by their physician of the study and agreeing
to be contacted or were previously screened for asthma studies
and provided consent to be contacted for future studies.
Participants were screened in-person or by phone and were
digiblefor the study if they had aphysician diagnosis of asthma,
self-identified as African American and female, were between
the ages of 18 and 70, registered as a patient at the medical
center, were low-active as defined by self-report of <150 min
of moderate to vigorous PA per week (“ On average, how many
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minutes per week of moderate to vigorous intensity physical
activity do you engage in?"), and had suboptimally controlled
asthma (Asthma Control Test score <20) [26]. If ligible, the
woman was invited to participate in the study. Interested
participants came for a baseline assessment visit at the Clinical
Research Center at the University of Illinois at Chicago, where
written informed consent was obtained from each participant
before any study procedures. All participants received US $25
inremuneration for their time and travel after completion of the
baseline assessment visit and at the last intervention group
session (total US $50). The study (protocol #2016-0466) was
approved by the University of Illinois at Chicago Institutional
Review Board.

Procedures

Participants attended a baseline assessment visit approximately
1 to 3 weeks before the start of the intervention (Multimedia
Appendix 2). The visit consisted of informed consent
procedures, basdline data collection pertaining to demographics,
PA and asthma-related study measures (spirometry without

https://formative.jmir.org/2020/3/€13900
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bronchodilation, incremental shuttlewalk test [ISWT], Asthma
Control Questionnaire [ACQ], and Asthma Quality of Life
Questionnaire [AQLQ)]), provision of aresearch-grade activity
monitor (ActiGraph GT3X+), download of the Fitbit mobile
app on participant’s mobile device (eg, smartphone or tablet),
and pairing process of the Fitbit activity tracker device with the
mobile app. After pairing the Fitbit device with the participant’s
mobile device, the Fitbit device was kept in the possession of
the study team until the first group visit and given to the
participant at that time to begin wearing. Participants were asked
to wear the research-grade activity monitor on their nondominant
wrist for 7 consecutive days during their waking and sleeping
hours, except when bathing. A wrist-based accelerometer was
used to enhance wear compliance, which has been observed by
the 2011-2013 National Health and Nutrition Examination
Survey group [27]. The 7-week intervention began after all
participants completed the baseline data collection, including
wearing the accelerometer. We collected the feasibility and
acceptability of the intervention both during and/or after
completion of the intervention, when applicable (Table 1).
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Table 1. Feasibility metrics, assessment strategy and methods used, and timepoint measured.
Feasibility metric and assessment strategy ~ Assessment method Timepoint measured

1. Process recruitment capability

1.1. Recruitment length, rate, and dligi-
bility criteria

1.2. Recruitment strategiesand barriers

2. Feasibility: acceptability and suitability

2.1. Adherence

2.2 Retention

2.3. Engagement

2.4. Text messages delivery and content
appropriateness

2.5. Acceptability

2.6. Complaints and concerns

Recruitment length was reported as the length of time it took to recruit ~ Weeks—2to 0
the desired sample size. Recruitment rates were reported as the number

of people approached (phone or in-person), screened, eligible, and not el-

igible. Reasons for ineligibility were recorded if applicable.

Recruitment barrierswereidentified by research staff and recorded infield Weeks—2to 0
notes and transferred to aMicrosoft Excel sheet. Recruitment barriersand
strategies were reviewed by the research team at weekly meetings.

Adherence was calculated as a percentage of sessionsattended. Adherence  Weeks 1to 7
to wearing the Fitbit device was measured as wear time using Fitbit data.

Adherence to step goals was measured as percentage of daysin aweek

that the step goal was met by participants using Fitbit data.

Retention rate was cal culated asthe number of participantswho completed Weeks 1to 7
the postintervention eval uation subtracted from those who were enrolled
intheintervention. Participantswere categorized into 2 groups: those who
completed =2 group sessions and used technology components, and those

who wore the Fitbit device during the intervention and received SMS? but
attended <2 group sessions.

Participant engagement was assessed by the same nurse interventionistat  Weeks 1, 3, and 7
each group session using a 7-point Likert scale with 1=not at all engaged
and 7=very engaged.

Text message delivery was measured as the number of SMS successfully Weeks1to 7
delivered in relation to the number of planned SMS to be sent.

Content appropriateness was assessed by feedback provided by participants Weeks 1, 3, and 7
using a5-point Likert scale with 1=not at all appropriate to 5=very appro-
priate.

L ocation, time, text message, Fitbit (device, app, and syncing), and overall Week 7
program acceptability. Overall satisfaction was measured using either a

5-(text message) or 7-point (location, time, Fitbit, and overall program)

Likert scalewith 1=not at all satisfied to 7=very satisfied. We used 7-point

Likert scalesfor satisfaction (1 representing not satisfied and 7 representing

very satisfied) of (1) intervention location, (2) time of intervention sessions,

(3) Fitbit (charging, syncing, and app use), and (4) overall intervention.

Complaints and concerns about the program were recorded when partici- Weeks1to 7
pants reported to the research team or by written feedback.

3. Preliminary outcome effects (PAb and asthma): assessments of the safety, compliance, and treatment effect of the study.

3.1. Adverse events and serious adverse
events

3.2. Participants demographic/clinical
data

3.3. Preliminary outcomes effects

Participants were asked about minor events at each session and they were  Weeks 1to 7
recorded in the REDCap database.

Demographic data were obtained via a self-report questionnaire at the Week 0
baseline. Baseline clinical data (asthmaand physical activity measures)

included ACQC [38], mini-AQLQ® [39], FEV1® % predicted, mean daily

steps per day measured by ActiGraph GT3X+, and =

Primary outcome of exercise was daily step count from Fitbit raw data. ~ Weeks1to 7
Secondary outcomes from Fitbit included time spent in moderate-to-vig-

orous physical activity, termed by Fitbit as active minutes at =3 METS?,
and sedentary time (€1 METS)

8SMS: short message service.
bpa: physical activity.
CACQ: Asthma Control Questionnaire.

9AQLQ: Asthma Quality of Life Questionnaire.

€FEV 4: forced expiratory volumein 1 second.

fISWT: incremental shuttle walk test.
IMET: metabolic equivalent.
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Intervention

TheWomen's Lifestyle Physical Activity Programisa48-week
evidence-based moderate-intensity walking intervention
designed for urban low-active African American women [19].
The intervention used social cognitive theory strategies that
were applied systematically throughout to target specific barriers
that African American women face when engaging in PA,
including lack of social support, self-efficacy, and environmental
barriers. The intervention components included a tailored
walking prescription, a PA self-monitoring tool (pedometer),
group discussionsto address goa sand barriers, and motivational
telephone calls (automated vs personal). We adapted this
intervention using the Behavior Change Wheel and Theoretical
Domains Framework to address the unique barriers to PA
experienced by urban low-active African American women with
asthma[16,20,28]. The adaptationsincluded a45-min dedicated
asthma education session (based on the American Lung
Associations Asthma Basics course) at the start of the
intervention, motivational text messages, group sessions with
African American women with asthma, an optiona walking
session, and informational written materials on exercising with
asthma. Women participated in the modified 7-week intervention
(ACTION) after completing baseline data collection. The
intervention consisted of (1) self-monitoring and self-regulation

Figurel. iCardiaplatform.

fitbit
Study
participants Cloud S

W

- L

Fithit wearable
device

Automatic uploading of activity
data to the Fitbit cloud

B

Smartphone
with Fitbit app

Data SMS text-

sync

Sdf-Monitoring of Physical Activity With Fitbit
ChargeHR

Fitbit Charge HR is a reliable and user-friendly tracker that
collects awide range of PA and biological data, including step
count, PA intensity (light, fairly active, and very active),
sedentary time (any waking behavior characterized by an energy
expenditure <1 metabolic equivalents [METS] while in sitting
or lying posture), calories burned, sleep, and continuous heart
rate [30-33]. Coded individual Fitbit user accountswere created
for study purposes for each participant before the distribution
of the devices. The accountswerelinked to theiCardiaplatform
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of PA through the use of awrist-based wearable activity tracking
device (Fitbit Charge HR) and Fitbit mobile app, (2) PA
goal-setting, (3) in-person group ons, and (4) text messages
(Multimedia Appendix 1).

Intervention data were managed through iCardia, a secure
research platform that enables remote collection of
patient-generated health data from multiple connected health
devices, including Fitbits, through the use of Web-based
application programming interfaces (APIs) [29]. iCardia
comprises user-friendly visualization and data exporting tools
that allow authorized study researchers to view and analyze
objectively measured Fithit data pertaining to PA (eg, step count,
PA intensity, type, and duration) and sedentary behavior.
iCardia's dashboard presents all incoming data to researchers
in the form of graphs and allows them to send text messagesto
participants' mobile phones. Study participants did not have
access to iCardia; they only interacted with their Fitbit mobile
app and PA monitor. The text messaging feature is integrated
with the iCardia clinical dashboard and utilizes Twilio’s API
to send messages via the SMS protocol. In the context of this
study, iCardia was used to facilitate remote monitoring of PA
measures from Fitbit devicesand delivery of text messages each
week to increase PA levelsin patients with asthma (Figure 1).
Text message content is described in more detail bel ow.

Subscription API - Notification of new data

APl calls

Secure Research

B
R
Environment Firewall £
1 Authorized research
-
personnel

\?ﬁh

Twilio API
text-messages

Twillio communications
platform

iCardia dashboard

to enable study investigators to remotely collect and monitor
all Fitbit data from study participants in near rea time.
Participants received in-person training and printed instructions
on how to perform the following tasks: (1) sync the activity
tracker with the app, (2) view PA data on the app and tracker,
and (3) charge the tracker at the initial group meeting. At the
subsequent group meetings, thisinformation was reviewed with
participants upon request.

Physical Activity Goal Setting

Participants received aninitial step goal in the first week of the
intervention based on their average daily steps recorded during
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baseline (week 0) with the ActiGraph accelerometer (ActiGraph
GT3X+). At every group session, the step goals were updated
based on participants average daily Fitbit stepsin the period
between each group session. The step goal was based on the
mean weekly step count for the weeks before the study visit.
We based our goal setting on the Women's Lifestyle Physical
Activity Program. The goal of that program was to increase
each woman's PA above baseline by at |east 3000 steps per day,
approximately 30 min of PA, over 24 weeks [19,34]. This is
equivalent to 145 steps per day to achieve the program’s goal
of 3000 above the baseline over 24 weeks. Therefore, the goal
of this study was to increase, on average, 150 steps per day for
each week between the study visits. For example, there were 3
weeks between group sessions 1 and 2, so the step goal the
participant received in group session 2 was the mean of the 3
weeks plus 450 (150 steps x 3 weeks). The first step goa at
visit 1 was set based on baseline step count captured by the
ActiGraph, and the second and third step goals were set based
on step count data captured by the Fitbit Charge HR. If the step
goal was met, the participants were encouraged to increase their
walking intensity. If not met, the step goal was the same asthe
previous group session.

I n-Per son Group Sessions

The intervention comprised 3 in-person group sessions, each
lasting 2 hours, held at a Chicago Park District location. At the
first group session, participants were given back their Fitbit
Charge HR and were trained on how to use the device and app.
They aso received an asthma education session and an
introduction to the walking program. The other 2 in-person
group meetings occurred approximately 3 weeks apart and
included a short video on overcoming barriers to engaging in
PA and meeting PA goals. The video was followed by a group
discussion led by a nurse interventionist.

Text M essages

Text messages (Multimedia Appendix 3) were devel oped using
existing literature on text messaging to monitor asthma
symptoms, and to promote asthma medication adherence and
walking [25,35,36]. The sample text messages were reviewed
by 10 African American female patients with asthma and by
the nurse interventionist for the study, an African American
woman with asthma, for further cultural modification before
the start of the study. The text messages were at afourth-grade
reading level (measured by the Flesch-Kincaid Grade Level
test) to account for differing education levels of women in the
study.

Study participants received up to 5 text messages per week via
the iCardia platform during the 7-week intervention. M essages
containing personalized weekly step reports, educational content
on asthma, and motivational/inspirational content to be
physically active were sent to all participants 3 times a week
(Monday, Wednesday, and Friday). An additiona 1 to 2
messages per week were sent to remind participants of upcoming
group sessions and to charge/sync the Fitbit device when
applicable. The SMSs were reviewed by members of the
research team each week and sent by the same research assistant
throughout the entire study. The personalized weekly step
reportswere sent on Mondays and included ashort report about
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their PA performance from the previous week praising the
participants for meeting their step goal or encouraging them to
achieve the step goa if not met. The nature of these text
messages was adapted based on Fitbit data from the previous
week and the progress of each participant. The educational text
messages were sent on Wednesdays, were related to pollution
and pollen warnings, and included tips on how to be more
physically active and exercise, taking into consideration weather
conditions and asthma. Participants also received 1 inspirational
message each Friday. All participants received the same
educational and inspirational messages each week.

Feasibility and Outcome M easures

The feasibility of the intervention was assessed in the domains
of recruitment capability, acceptability/suitability (adherence,
retention, engagement, text messaging, acceptability, and
complaints/concerns), and preliminary outcome effects on PA
behavior (change in steps, duration, intensity, sedentary time,
and adjusted sedentary time) and asthmameasures (control and
quality of life). These metrics, assessment strategy, and methods
are summarized in Table 1. A Fitbit-based adjusted sedentary
time measure was automatically calculated by iCardia to
distinguish the minutes of true sedentary behavior from those
minutes that users were simply not wearing their device. Fitbit
classifies sedentary when MET values are <1, but this does not
account for device wear time. Using wear time dataas measured
by heart rate, iCardia cal culates an adjusted sedentary time by
summing the number of Fithit-based sedentary minutes when
heart rate was nonmissing. Subseguently, we assessed
differences between these 2 measuresto determine the feasibility
of measuring adjusted sedentary time, and also to determinethe
degreeto which nonwear timeimpactsthe actual Fitbit sedentary
time measure under free-living conditions.

Data Analysis

We collected accelerometer raw data at 30 Hz and uploaded
using the ActiLife software (version 6.13.3, ActiGraph) at
baseline. We converted raw files to counts per minute using the
normal filter. A minimum of 10 hours of wear time, for at least
3 days, was retained for dataanalysis[27]. Accelerometer data
were processed and analyzed after sleep time was excluded.
The data were downloaded as step count and activity counts,
which represents processed accel erations summed to a60-second
epoch length. PA intensity cut points were not applied to
accelerometer data. Descriptive statistics are presented as means
(M), standard deviation (SD), and relative frequency (%). Effect
sizes (d) were calculated using the Cohen formula for paired
samples. We performed visual inspection and the Shapiro-Wilk
test of normality, which depicted normal distribution of the data
[37]. Therefore, to compare sedentary versus adjusted sedentary
time between week 1 to week 7, we conducted paired t tests at
5% significance level. We used Microsoft Excel and SPSS
version 23 (IBM) for statistical procedures.

Results

Participant Demographicsand Basdine Characteristics
Participants included 7 overweight or obese (BMI 34 kg/m?,
SD 10 kg/m?), middle-aged (48 yearsold, SD 11 years) women.
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Overdl, the participants asthma was not controlled
(ACQ=1=uncontrolled) and had evidence of moderate airflow
obstruction (forced expiratory volumein 1 second % predicted
<70%) [40]. The mini-AQLQ revealed some impairment in all
domains (symptoms, activity limitation, emotional function,
and environment stimuli). The greatest impairment was found
in the environment stimuli domain, which included questions

Table 2. Baseline characteristics.

Nyenhuis et a

about feeling bothered by dust, cigarette smoke, and weather/air
pollution [39]. At baseline, the mean ISWT was 400 m, which
is similar to what has been found in a study of severe asthma
patients[41]. At baseline (Table 2), the mean activity step count
per day of the participants, as measured by ActiGraph, was over
10,000 (10,482 steps/day, SD 3170 steps/day).

Variable Vaue, mean (SD)
Age 48.29 (11.22)
BMI 34.12 (9.68)
FEV 12 % predicted 65.14 (14.11)
ACQP score 1.85 (1.54)
ISWTE distance 400.00 (116.04)
Steps (ActiGraph accel erometer) 10,481.85 (3169.75)
Mini-AQL QY
Symptoms 5.22 (1.79)
Activity limitation 5.32 (1.62)
Emotional function 5.76 (1.19)
Environment stimuli 442 (2.21)
Overal AQLQ score 5.18 (1.55)

8FEV,: forced expiratory volumein 1 second.
bACQ: Asthma Control Questionnaire.

YISWT: incremental shuttle walk test.
dAQLQ: Asthma Quality of Life Questionnaire.
Process Feasibility

Recruitment

The Consolidated Standards of Reporting Trials (CONSORT)
diagram in Figure 2 outlines the details of participant flow. A
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total of 22 asthma patients were contacted (in-person or by
phone) to assess interest and eligibility in the study over 5
weeks. Of those, 10 eligible patients completed screening and
offered enrollment; 3 participants did not attend the baseline
visit, yielding afina sample of 7 asthma participants consented
and enrolled in the study (Figure 2).
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Figure2. CONSORT flow diagram.
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Barriers to recruitment included incorrect phone information
from electronic medical record for potential participants, limited
physician engagement in recommending the research program
to their patients, recruitment only from the University of Illinois
Health asthma speciaty clinics, study staff availability to
conduct study visits in the evenings, and space availability to
accommodate for weekend appointments.

Feasibility: Acceptability and Suitability

Adherence to Group Sessions

Participant attendancerate for each of the 3 group sessionswas
71% (5/7), 86% (6/7), and 86% (6/7), respectively. The overall
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mean participant adherence for all the group sessions was 81%.
Reasons for not attending the group sessions included family
obligations and lack of transportation.

Adherence to Wearing the Fitbit

During the 7-week intervention period, al participants adhered
to wearing their Fitbit device for more than 600 min per day
(valid day) most of the days, exceeding the minimum threshold
for daily adherence. The overall mean fluctuated from 1247
(SD 123) minin thefirst week of the intervention, with a peak
of 1272 (SD 183) mininweek 4, and small decrease (1231 min,
SD 238 min) in the last week of the intervention (Figure 3).
Participants had on average 43.71 days of valid days (89.2%).
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Figure 3. Mean, standard deviation, and individua Fitbit wear time over the 7-week intervention period.
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of days the participants met their step goals decreased to just

Fitbit Step Goal Adherence above 50% (Figure 4).

The step goal was met on more than 70% of the daysin thefirst
3 weeks for all participants. From week 4 to 7, the percentage

Figure 4. Mean weekly goal achievement over the 7-week intervention period.
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Retenti who wore the Fitbit device during the intervention and received
ention SMS hut attended <2 group sessions. This participant only
Theretention rate was based on the number of participantswho  attended 1 group session and indicated that she was unable to

compl eted the postintervention evaluation subtracted fromthose  gitend the group sessions because of competing family
who were enrolled in the intervention. Only 1 of the 7 women  commitments.

were unable to complete the postintervention evaluation
in-person but completed the eval uation over the phone (retention
rate=100%). This participant was categorized into the group
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Engagement

Thewomen that attended the group sessionswere very engaged
(1=not at al engaged to 7=very engaged) based on their
engagement scores determined by the nurseinterventionist. The
mean engagement for each group sessionwas 7 (SD 0), 6.8 (SD
0.4), and 6.8 (SD 0.4), respectively.

Text Messages Delivery and Content Appropriateness

A total of 217 text messages were successfully delivered to the
participants over the 7 weeks. Each participant received an
average of 31 (SD 1.3) messages over the intervention period,
averaging 4.4 (SD 0.2) messages per week. The frequency of
text messageswas considered enough by 6 participants, although
1 participant mentioned she would have liked more, and
indicated that 10 SMSs per week would be enough. All
participants indicated the content of the messages was very
appropriate or appropriate.

Acceptability

All 7 participants provided their input on acceptability of the
intervention components (location, time, text messages, and
Fitbit device and app) and the overall intervention at the
completion of thelast group session. All participantswere very
satisfied/satisfied with the text messages and with the Fitbit
Charge HR. All participants felt very comfortable/comfortable
charging and syncing the device with the app. All the
participants were also comfortable using the Fitbit mobile app
to view their data. None of the participants mentioned being
unsatisfied with any of the aspects of the program. Most
participants were satisfied/very satisfied with the location (6/7,

Nyenhuis et a

86%), time (6/7, 86%), and theintervention program asawhole
(7/7, 100%).

Complaints and Concerns

Only 1 participant expressed that she expected more organized
walking during the group sessions.

Scientific Outcomes: Safety, Compliance, and Treatment
Effect

Safety

No serious adverse events were reported during the intervention,
although 1 participant noticed “alittle skin irritation” because
of the Fitbit device use. Sheindicated that her wrist just needed
some “air time,” which resolved the irritation.

Preliminary Outcomes Effects

Fitbit Steps

Participants had amean step count of 8926 (SD 2156) steps per
day after the end of the first week of intervention. At the end
of week 3, participants had maintained or increased their step
goal. After the participants received their updated step goal, a
slight increase in daily step count was observed from week 4
(8705, SD 2712) to week 6 (9325, SD 2505). In the last week
of the intervention, only 2 of the 7 participants (#1 and 4)
increased their daily step count. The other 5 participants (#2,
3, 5, 6, and 7) decreased their daily step count by 275 to 3522
steps per day (see Figure 5). An effect size calculation showed
asmall, not statistically significant, negative effect of the 7-week
intervention on steps count (Cohen d=0.28, 95% CI -876.9 to
58.9).

Figure5. Mean weekly goal achievement over the 7-week intervention period.
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Fitbit M oder ate-to-Vigorous Physical Activity spent in MV PA averaged 22 (SD 12) min per day. We detected

In general, we observed an increase in MVPA. After the first & small positive effect of the 7-week intervention on MVPA

week of intervention, the participants averaged 19 (SD 14.15)  (Cohen d=0.24, 95% CI 0.1 to 6.4). All participants showed
min per day of MVPA. At the end of the last week, the time fluctuation in time spent on M\_/PA, with accentuated increases
followed by steep decreases (Figure 6).

Figure 6. Weekly mean, standard deviation, and individual time spent in MV PA over the 7-week intervention period.
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Fitbit Sedentary Time between the total and adjusted sedentary timeinweeks 1, 2, 3,
4,5, and 6 (week 1: Cohen d=-1.73, P=.006; week 2: Cohen

Participants showed amean adjusted sedentary timeof 595 (SD  d=-1.26, P=.01; week 3; Cohen d=-1.39, P=.009; week 4:

110) min per week, with a peak of sedentary time during the  Cohen d=-0.80, P=.049; week 5: Cohen d=—0.95, P=.04; week

last week of intervention (611 min/week, SD 122 min/week;  6: Cohen d=-1.23, P=.04).

Figure 7). We observed a statistically significant difference

Figure 7. Comparison of the weekly mean time spent in total and adjusted sedentary behavior over the 7-week intervention period.
1200.00

1100.00 . 5 i

1000.00 . v

900.00 "

800.00

B Y\’# @ Adjusted Sedentary Time
I

700.00 i @ Total Sedentary Time

Sedentary time (min)

600.00

| eyt
N U " IS —
u—'.-.-u- ssssssasesssssan)

| - -T— —5afeees
e S
b o— == .--...;.1 R

500.00

400.00
Week1l Week2 Week3* Weekd4 Week5 Week6 Week 7%

Intervention Weeks

*Week when a group session was held
# Statistically significant difference for p<0.05

https://formative.jmir.org/2020/3/€13900 JMIR Form Res 2020 | val. 4 | iss. 313900 | p.66

X SL F (page number not for citation purposes)
-FO

RenderX


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

JMIR FORMATIVE RESEARCH

Discussion

Principal Findings

This study reports on the feasibility (process, acceptability, and
scientific outcomes) of awalking intervention adapted for urban,
low-active African American women with asthma. Our
recruitment rate of 32% (7/22) is similar to what has been
reported by another PA intervention in adultswith asthma (32%6)
[13]. Although many of the recruitment barrierswe encountered
were similar to what has been reported in other clinical trias
(incorrect patient contact information, limited physician
engagement, and study staff and space availability to
accommodate for evening and weekend visits), theseissues are
often augmented in low-income minority populations [42].
Frequent changes in phone numbers, an inability to take off
from work, or childcare responsibilities may be contributing
factors, and a multipronged approach is needed to overcome
these recruitment barriers [43,44]. In future pilot testing, we
will obtain multiple numbers of contact for potential participants,
adjust study staff hoursto accommodate for off-hour visits, and
consider offering childcare during study visits. To address the
physician engagement barrier, we plan to introduce our study
at internal medicine and pulmonary faculty meetingsand provide
in-person remindersto physicians before seeing asthma patients
inclinics.

In our outcomes of resource feasibility (acceptability and
suitability), we had a high retention rate with no dropouts. In
previous PA interventions in adults with asthma, 2 studies had
dropout rates between 19% and 25%. Both studieshad asimilar
intervention duration (8-weeks) to our study. One of them
required attendance of 3 high-intensity interval exercise sessions
per week in a hospital setting [45]; the other one included 6
group educational sessions, and a minimum of 20 home-based
sessions of exercise training, during the 2-month study period
[46]. Both studies found that younger employed adults were
morelikely to drop out. Our study included middle-aged adults,
some of which were employed, and others were not. The less
intensive group schedule that accounted for weekday workers
and lifestyle-based PA program of our study may have
contributed to our lack of dropouts, high participant engagement,
and overal acceptability. Additionally, it was easier to
coordinate and accommodate the schedules of a smaller group
of women. The overall adherence to the intervention (group
sessions and Fitbit device wear time) was high. The wear time
was high likely because of our ability to remotely monitor
participants’ adherence to wearing their Fitbit device regularly
and address any adherence issues promptly using personalized
text message reminders and behavior prompts. Most of thedays
throughout the intervention period were valid data, given the
average daily wear time was well-over 600 min, which is often
used in interventional studies as a cutoff point for determining
avalid day of PA assessment [47]. Previous studies have shown
self-reported wear timeto decrease over time[48]. We saw high
levels of adherence to the step goals during the first half of the
study, which began to decline gradually in the second half of
the intervention. These fluctuations in PA have been found in
other PA interventions [48].

https://formative.jmir.org/2020/3/€13900
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The scientific outcomes we assessed included the safety,
compliance, and treatment effect of the intervention. Similar to
other PA interventions in uncontrolled asthma patients, we did
not have any adverse events, which is encouraging for future
studies [45,49]. During baseline data collection using
accelerometers, we found that the baseline step count in our
study population of African American women with asthmawas
above 10,000 steps per day. Thisvaluewas higher than expected
on the basis of previous literature on urban African American
women [19]. Despite the high step counts, participants were not
engaging with the recommended amounts of MV PA weekly.
Thus, our self-reported screening tool regarding MV PA levels
was concordant with the objective measurements of MVPA. A
seasonal effect may have occurred as the study was conducted
in the summer months when more time is spent doing PA
[50,51]. Many of the participants came from a convenience
sampl e of the specialty asthmaclinics, which may not represent
the general asthma population. Although the accelerometer did
not provide a screen for participants to see their step count, the
participants may have been more aware of their PA since they
knew it was being measured. Our small sample size did not
allow for further analysis of other contributing factors to the
high baseline step counts. During the intervention phase, the
mean step counts captured by the Fitbit Charge HR in some
participants exceeded 10,000; yet, much of their PA was of low
intensity, not moderate-to-vigorous intensity, and thus met our
eligibility criteriaof <150 min of MV PA per week. We did see
an increase in mean MV PA from just under 20 min per day at
week 1to 27 min per day at week 6, which declined to 22 min
per day by week 7. Fluctuationsin PA during PA interventions
have been reported previously [52,53]. Sweet et al [52] found
intrinsic motivation and identified regulation to be positively
associated with PA. Other factors, such as stressand depression
symptoms, may cause fluctuationsin PA and were not assessed
in this intervention [54,55]. Future studies should consider
focusing onincreasing theintensity of PA and better understand
fluctuations in PA in this population.

One unique finding we found was in sedentary time
measurements. An important issue with Fitbit devicesand other
wearable activity tracker devicesthat use proprietary algorithms
to calculate activity measuresisthe misclassification of nonwear
time minutes as sedentary time. Our study indicates that this
can be a significant problem in research studies using Fitbit
devices and may lead to spurious results. Over 7 weeks, there
was an important and statistically significant difference between
the number of sedentary minutes produced by Fitbit and the
adjusted sedentary minutes calculated by iCardia taking into
consideration participants nonwear time minutes. To the best
of our knowledge, thisisthe first study that provides evidence
on the feasibility of using real-time data from the Fitbit heart
rate sensor to produce a wear time measure and subsequently
adjust the number of Fitbit-based sedentary minutes. Future
studies should further explore and validate this approach. Also,
companies such as Fitbit, which produce consumer-based
activity trackers, should leverage the ability of capacitive touch
technologies to automatically and reliably detect when a
wrist-worn device has been removed. This will facilitate
compliance monitoring and improve accuracy of sedentary time
measurement.
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Limitations

Limitations of this study include small sample size, short
duration of the follow-up period, use of agenera step goal for
al participants, and lack of postintervention data collection.
Additionally, our findings may not be generaizable to all
low-active African American women as they did have a high
baseline step count. However, this 7-week proof-of-concept
study was focused on the feasibility of the modified PA
intervention using mHealth toolsto increase PA among African
American women with asthma. We have identified several
changes that need to be made in our recruitment and data
collection methods and intervention delivery. The information
gained from this study has helped us further refine the
intervention to promote greater increases in PA and address
study feasibility in a larger and longer pilot randomized
controlled study, which is ongoing (ClinicaTrials.gov
#NCT03265665).

Acknowledgments

Nyenhuis et a

Conclusions

This study suggested that our modified PA intervention is safe
and highly acceptable by African American women with
uncontrolled asthma. These findings support the conduct of
additional pilot testing to assess the feasibility of our modified
intervention. We are conducting a 6-month randomized
controlled PA intervention with 80 African American women
with asthma, which includes the use of mHealth tools (Fitbit
and iCardia for PA monitoring and text messages), step goals,
group sessions that incorporate longer walking sessions, and
asthmaeducation (Clinical Trials.gov # NCT03265665). Further
work in this area will include evaluating the impact of
motivational text messages on PA outcomes and assessing the
efficacy and implementation potential of thiswalking program
for African American women with asthmamore broadly and in
different settings.
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Abstract

Background: Improving the quality of patient care through the use of mobile devices is one of the hot topicsin the health care
field. In unwanted situations like an accident, ambulances and rescuers often require a certain amount of time to arrive at the
scene. Providing immediate cardiopulmonary resuscitation (CPR) to patients might improve survival.

Objective: The primary objective of this study was to evaluate the feasibility of an emergency and mutual-aid app model in
Taiwan and to provide a reference for government policy.

Methods: A structured questionnaire was developed as a research tool. All questionnaires were designed according to the
technology acceptance model, and a Likert scale was used to measure the degree of agreement or disagreement. Moreover,
in-depth interviews were conducted with six expertsfrom medical, legal, and mobile app departments. Each expert wasinterviewed
once to discuss feasible countermeasures and suggestions. Statistical Package for the Social Sciences (SPSS version 19; IBM
Corp, Armonk, New York) was used to perform all statistical analyses, including descriptive statistics, independent samplet-tests,
variance analysis, and Pearson correlation analysis.

Results: We conducted this study between October 20, 2017, and November 10, 2017, at the Taipei Medical University Hospital.
Questionnaires were distributed to medical personnel, visiting guests, family members, and volunteers. A total of 113 valid
guestionnaires were finally obtained after the exclusion of incomplete questionnaires. Cronbach a values for self-efficacy
(perceived ease of use), use attitude (perceived usefulness), and use willingness and frequency were above .85, meeting the
criterion of greater than .70. We observed that the reliability of each subquestion was acceptable and the values for use attitude
(perceive usefulness) and use willingness and frequency were more than .90.

Conclusions: The findings suggest that perceived ease of use and perceived usefulness of the app model affect use willingness.
However, perceived usefulness had an intermediary influence on use willingness. Expertsin law, medical, and technology fields
consider that an emergency and mutual-aid model can be implemented in Taiwan. Along with the development of an emergency
and mutual-aid app model, we recommend an increase in the number of automated external defibrillators per region and promotion
of correct knowledge about CPR in order to decrease morbidity and mortality.

(IMIR Form Res 2020;4(3):€15494) doi:10.2196/15494
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Introduction

Internet technology has been gaining momentum in all areas,
including health care, and it is showing no signs of slowing
down anytime soon. Medical organizations have always been
trying toimprove staff productivity, frictionless communication,
and patient satisfaction [1-4]. However, the quality of human
lifestyle has notably increased with improvements in science
and technology [3,5,6]. Identifying a sophisticated approach to
improve work efficiency and health care quality is till avery
important issue[3,4]. Recently, with provision of free and faster
consultation services to the public, the Taiwanese government
is continuously promoting e-service policies. Owing to the
prevalence of the internet and broadband technologies, many
emerging online services have aready been created [7-9].
Several features, including voice mail, email mailbox, online
news groups, online banking, online book purchase, online
trading, travel itinerary, online learning, and online instant
messaging, have gained popularity [10,11]. According to the
Foreseeing Innovative New Digiservices-2014 Taiwan
Consumer Mobile Device and App Use Behavior Research
Survey Report, it is estimated that the number of individuals
aged 12 years or older using mobile devices, such as
smartphones and tablets, has reached approximately 14.32
million. The penetration rate of smartphones is about 65.4%,
and it will reach 79.6% in 2020 [12,13]. The use of mobile
devices has spread among not only younger individual sbut also
middle-aged individuals, and the survey found that the
penetration rate among middle-aged individuals has increased
[14]. Inaddition, it isestimated that the number of usersis 16.04
million, and about three out of every four people use mobile
devices[14].

Owingto long-term traffic congestion in Jerusalem, ambul ances
are often associated with a delay in the golden rescue time of
patients; therefore, Eli Beer, the founder of United Hatzalah,
created arescue team along with friends through maobile satellite
positioning systems [15-18]. Ambulance motorcycles are
equipped with variousfirst-aid devices. In an emergency rescue
situation, the five volunteers closest to the patient are notified
of thelocation. They can receive relevant information from the
mobile phone to rescue and prioritize patients on the scene
before the arrival of the ambulance to improve the patient
survival rate[19-22]. There are anumber of such difficult-to-use
apps globally that have already received attention, such as
PulsePoint in the United States. In fact, these kinds of
emergency and mutual-assist apps are useful to professionals
who have received first-aid training and are willing to assist
strangers to receive first aid at fire stations. With regard to the
satellite positioning system in the smartphone, amessageis sent

Figure 1. The framework of the technology acceptance model.
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to emergency personnel near the patient's location and
volunteers go to the rescue site according to satellite positioning
[23]. This voluntary emergency ambulance network relies on
extensive personnel support. The high-tech network system can
shorten the time for ambulance personnel to arrive at the
patient’s location, strive for appropriate time of first aid, and
successfully reduce many regrets that can be avoided [24].

TheFirst AED app, which wasjointly developed by the Ministry
of Health and Welfare and the Taiwan Emergency Medical
Association, was officialy launched at the end of 2015. It is
downloaded and installed on mobile devices to obtain the
locations of automated external defibrillators (AEDs) and
first-aid materials and obtain other related information. The app
includes one-touch dial 119, cardiopulmonary resuscitation
(CPR) plus AED teaching, AED search (quickly locate the
nearest AED), information on laws, and frequently asked
guestions. Similar to PulsePoint, an emergency and mutual-aid
app could improve the survival rate of patients; however, there
isno such app availablein Taiwan.

Therefore, the purpose of this study was to understand the
willingness and feasibility of implementation of an emergency
and mutual-aid app in Taiwan through questionnaires. Expert
interviewswere also conducted to understand thelegal, medical,
technical, and other aspects of the feasibility. The findings of
thisstudy could be used asareferencefor future nationa policy.

Methods

Overview

This study was approved by the Taipei Medical University
research ethics board. Participant consent was obtained, and the
information of individuals was deidentified. The Institutional
Review Board approval number is N2017403068.

Technology Acceptance M odel

The technology acceptance model (TAM) is a set of theories
developed by Davis et a [25] in 1989 to explain the
determinants of information technology acceptance, especially
for technology use behavior. This is based on the theory of
rational action, which is widely used in the prediction and
interpretation of the acceptance behavior of personal information
systems. Davis et a [25] demonstrated that attitude is a very
important factor influencing user behavior, and attitudeismainly
influenced by the two variables perceived usefulness and
perceived ease of use. Perceptual ease of use positively affects
perceived usefulness, and perceived ease of use and perceived
usefulness affect the attitude toward use, which, in turn, affects
behavioral intent to use and the use of information systems
(actual systems) (Figure 1).

l

Attitude toward use [—| Behavioral intention to use [

Actual system use

/ Perceived usefulness
External variables \ /

Perceived ease of use
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According to the TAM in literature verification, we assessed
the feasibility factors for the impact of an emergency and
mutual-aid app model in Taiwan with self-efficacy (perceived
ease of use), use attitude (perceived usefulness), and use
willingness and frequency (Figure 2). Asabasisfor subsequent
verification questionnaires and statistical analysis and to verify
the research structure and hypothesis, this study proposed the

Chieneta

following four hypotheses: (1) perceived ease of use and
perceived usefulness are significantly positively correlated; (2)
perceived usefulness is significantly positively correlated with
use willingness and frequency; (3) perceived ease of use is
significantly positively correlated with use willingness and
frequency; and (4) perceived usefulness has a mediating effect
on perceived ease of use and use willingness.

Figure2. Proposed research model. H1: perceived ease of use and perceived useful ness are significantly positively correlated; H2: perceived usefulness
is significantly positively correlated with use willingness and frequency; H3: perceived ease of use is significantly positively correlated with use
willingness and frequency; H4: perceived usefulness has a mediating effect on perceived ease of use and use willingness.

H4

Perceived usefulness

H1

H2

Perceived ease of use

Questionnaire Design

This was a cross-sectional study. In addition to individual
qualitative interviews, a structured questionnaire was used as
a research tool (Multimedia Appendix 1). The questionnaire
adopted the TAM as aresearch method. The questionnaire was
developed by reviewing extensive literature and expert
suggestions to achieve high content validity. Before
implementation of the forma questionnaire, 30 pretest
guestionnaires were sent to subjects from among teachers and
students in the laboratory of Taipei Medical University.
Cronbach a values above .70 were considered reliable. The
guestionnaire had four parts. The first part involved the basic
information of the subject. The second involved self-efficacy
evaluation for an emergency and mutual-aid app model
(perceived ease of use). The third part involved a self-use
attitude evaluation for an emergency and mutual-aid app model
(perceived usefulness). The fourth part involved a
self-evaluation for the willingness and frequency of use of an
emergency app model. Thetotal score of aLikert scale (strongly
disagree, 1; disagree, 2; neutral, 3; agree, 4; and strongly agree,
5) was used to assess the degree of agreement or disagreement.

Data Collection

The study was conducted in a university teaching hospital at
Taipei Medical University between October 20, 2017, and
November 10, 2017. The questionnaires were distributed in a
convenient sampling manner to medical personnel, visiting
guests, family members, and volunteers. A total of 113 valid
questionnaires were collected after excluding incomplete
guestionnaires.

Conduction of In-Depth Interviews

To understand the feasibility, advantages, and disadvantages of
an emergency and mutual-aid app on mobile phonesin Taiwan,

https://formative.jmir.org/2020/3/e15494

H3

Attitude toward use

h 4

individual qualitative in-depth interviews were conducted with
six experts from different fields, including medical, legal, and
mobile app development fields, according to the results of the
self-evaluation questionnaires. It was hoped that findings from
amultifaceted perspective would help in the discussion of the
feasibility and possible benefits of such an emergency and
mutual-aid app at the technical development and lega levels.
Feasible countermeasures and suggestions will be discussed in
the future.

Statistical Analysis

Statistical Package for the Social Sciences (SPSS version 19;
IBM Corp, Armonk, New York) and Analysis of a Moment
Structures (AMOS version 24; IBM Corp) were used to perform
all statistical analyses. SPSSwas used for descriptive statistics,
independent sample t tests, variance analysis, and Pearson
correlation analysis, and AMOS was used for structural
equations and analysis verification.

Results

Basic I nformation

The basic information of the respondentsincluded gender, age,
highest education level, and occupation, as well as perceived
ease of use, perceived usefulness, and use willingness (Table
1). We distributed questionnairesto 120 participants. A total of
113 respondents completed all questionnaires (63 [55.8%] male
and 50 [44.2%] female respondents). Moreover, of the 113
respondents, 40 (35.4%) were aged 20-39 years, 40 (35.4%)
were aged 40-59 years, and 33 (29.2%) were aged 60 years or
older. Regarding the highest education level, of the 113
respondents, 8 (7.1%) had junior high school or below
education, 20 (17.7%) had high school education, 68 (60.2%)
had a bachelor’s degree, and 17 (15.0%) had a master’s degree
or above.
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Table 1. Characteristics of the participants (N=113).
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Characteristic Participants, n (%)
Gender
Male 63 (55.8)
Female 50 (44.2)
Age (years)
20-39 40 (35.4)
40-59 40 (35.4)
60 or older 33(29.2)
Highest education level
Junior high school or below 8(7.1)
Senior high school 20 (17.7)
Bachelor’s degree 68 (60.2)
Master's degree or above 17 (15.0)
Occupation
Student 1(0.9)
Military/public/religious industry 3(2.7)
Service industry 14 (12.4)
Finance industry 2(1.8)
Information/technology industry 5(4.4)
Communication/advertising/design industry 2(1.8)
Art industry 0(0.0)
Free industry 9(8.0)
Medical care industry 28 (24.8)
Agriculture/forestry/fishery/animal husbandry industry 1(0.9)
Family management/retirement industry 20 (17.7)
Others 28 (24.8)

Regarding occupation, of the 113 respondents, 1 (0.9%) was a
student, 3 (2.7%) were from the military/public/religious
industry, 14 (12.4%) were from the service industry, 2 (1.8%)
were from the finance industry, 5 (4.4%) were from the
information/technology industry, 2 (1.8%) were from the
communication/advertising/design industry, 9 (8%) were from
the free industry, 28 (24.8%) were from the medical care
industry, 1 (0.9%) was from the agriculture
[forestry/fishery/animal husbandry industry, 20 (17.7%) were
from the family management/retirement industry, and 28
(24.8%) were from other industries.

Reliability and Correlation Analysis

Cronbach a valuesfor self-efficacy (perceived ease of use), use
attitude (perceived usefulness), and use willingness and
frequency were above .85, meeting the criterion of greater than
.70 (Table 2). When the subquestions were deleted, the
Cronbach a valueswere not significantly larger than the original

https://formative.jmir.org/2020/3/e15494

Cronbach a values (P=.54). Therefore, the reliability of each
subquestion was acceptable, and the values for use attitude
(perceived usefulness) and use willingness and frequency were
above .90. These findings indicate that the reliability of the
guestionnaire content was satisfactory.

Table 3 shows the correlation analysis among the research
variables. There were significant correlations between gender
and whether medical staff (r=0.27;P=.003), age and highest
education (r=-0.45;P<001), age and whether medical staff
(r=—0.26;P=005), and highest education and whether medical
staff (r=0.39;P<.001). There were no differences among the
respondents’ basic information, such as gender, age, highest
education, and whether medical staff. However, there were
strong positive correlations between perceived ease of use and
perceived usefulness (r=0.75;P<.001), perceived ease of use
and use willingness (r=0.76;P<.001), and perceived usefulness
and use willingness (r=0.88;P<.001).
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Table 2. Reliability, mean, and variance analysis.
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Variable and measurement project Mean (SD) Cronbach a value after the project isdeleted  Cronbach a
Per ceived ease of use 18.94 (3.98) .85
Al 3.49 (1.21) 86
A2 3.85 (0.95) .80
A3 3.96 (0.86) 81
A4 3.90 (0.91) 82
A5 3.74 (1.02) 81
Per ceived usefulness 20.06 (4.37) .94
B1 4.11(0.88) 92
B2 4.01(0.98) 92
B3 4.04 (0.93) .93
B4 3.91 (1.04) 94
B5 4.00 (0.98) .92
Usewillingness 19.71 (4.24) .93
c1 4.02 (0.91) 91
c2 3.68 (1.01) 94
C3 4.05 (0.88) .90
c4 4.05 (0.94) 91
c5 3.91(1.01) 90
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Table 3. Correlation analysis (Pearson r and two-tailed P) among the research variables.
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Variable Gender Age Highest education Whether medical staff Perceived ease of use  Perceived usefulness  Use willingness
Gender

r 1 -0.042 0.150 02732 -0.177 -0.004 -0.079

P vaue _b .66 A1 .003 .06 .96 40
Age

r -0042 1 04512 ~0.263% -0.168 -0.034 -0.078

P value .66 — <.001 .005 .08 72 41
Highest education

r 0150  _gu512 1 0.3952 0.079 0.115 0.117

P vaue A1 <.001 — <.001 41 .23 .28
Whether medical staff

r 0278  -0263* 0.3952 1 0.085 0.157 0.116

P value .003 .005 <.001 — 37 .10 22
Perceived ease of use

r -0.177 -0.168 0.079 0.085 1 0.750% 0,764

P value .06 .08 41 0.37 — <.001 <.001
Perceived usefulness

r -0004 -0034 0115 0.157 0.7502 1 0.889%

P vaue .96 72 .23 .10 <.001 — <.001
Usewillingness

r -0079 -0078 0117 0.116 0.7642 0.889% 1

P vaue 40 41 22 0.22 <.001 <.001 —

#The correlation is significant at a significance level of .01 (two-tailed).
BNot applicable.

The differential validity of the three main facets of this study
is based on the confidence interval in which the correlation
coefficient between two facets is estimated. The findings are

shown in Table 4. All confidence intervals did not contain 1,

so the validity differed.

Table4. Trust interval and discriminant validity of the correlation coefficients.

Parameter Estimate Lower Upper P value
Perceived ease of use — Perceived usefulness 0.72 0.52 0.84 .001
Perceived usefulness — Use willingness 0.93 0.86 0.97 .001
Perceived ease of use - Usewillingness 0.20 -0.03 0.43 .05

We aso used a structural equation of verification. The
verification results are shown in Figure 3. As the structural
model adaptation degreein this study did not reach the general
recommendation standard, the structural equations with

https://formative.jmir.org/2020/3/e15494
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collinearity doubts were deleted, as shown in Figure 4, and the
adaptation test criteria were considered before and after the

adjustment.
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Figure 3. Standardized structura equations and hypothesis testing. GFI: goodness-of-fit index; AGFI: adjusted goodness-of-fit index; NFI: normed fit
index; CFl: comparative fit index; RMSEA: root mean square error of approximation.
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Figure 4. Modified normalized structural equation. GFI: goodness-of-fit index; AGFI: adjusted goodness-of-fit index; NFI: normed fit index; CFl:
comparative fit index; RMSEA: root mean square error of approximation.

B3 Chi-square=68.384

P-value=.005
Degrees of freedom=41
Chi-square/df=1.668
GFI=0.904 AGFI=0.845
NFI=0.948 CF1=0.978
RMSEA=0.077

usefulness

0.59
B4

0.52
OSE

0.81
@ A3 ) &I;?:lf‘:ge 0.78

0.70 0.8 c1
ad

0.81

0.88 Use willingness C3
B1 0.86

0.88 C4
B2 0.86

0.77 c5 ‘—@
@ Perceived Standardized estimates

The standardized path coefficient reached the standard of power for perceived usefulness. The standardized path
significance, and perceived ease of use had apositive predictive  coefficient was 0.73, and the explanatory variation was 53%.

https:/formative.jmir.org/2020/3/€15494 JMIR Form Res 2020 | vol. 4 | iss. 3 |e15494 | p.78
(page number not for citation purposes)

RenderX


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

JMIR FORMATIVE RESEARCH

Moreover, perceived ease of use had apositive predictive power
for use willingness, with a standardized path coefficient of 0.29.
Furthermore, perceived usefulness had a positive predictive
power for use willingness, with a standardized path coefficient
of 0.70 and an explanatory variation of 87%. The findings of
this study show that perceived ease of use and perceived

Table 5. Standardized coefficients and significance of direct relationships.
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usefulness are significantly positively correlated (P=.001),
perceived usefulness is significantly positively correlated with
use willingness and frequency (P=.001), and perceived ease of
use is significantly positively correlated with use willingness
(P=.011). The standardized regression coefficients and
significance are shown in Table 5.

Parameter Estimate Lower Upper P value
Perceived ease of use - Perceived usefulness 0.87 0.63 111 .001
Perceived ease of use - Usewillingness 0.33 0.09 0.61 .001
Perceived usefulness — Use willingness 0.68 0.43 0.97 .001

Based on the results of the questionnaire survey, the study
conducted an in-depth interview with six experts in three
different fields, including law, medical, and technology fields.
The three aspects of the development of an emergency and
mutual-aid app model were discussed separately. The expert
opinions at each level are presented below.

According to the survey results in this study, both perceived
ease of use and perceived usefulness affect use willingness. If
individuals want to implement an emergency and mutua-aid
app model in Taiwan, they need to increase public willingness
to use the app, as well as design a convenient user interface to
improve perceived ease of use.

Discussion

Principal Findings

This study evaluated the feasibility of an emergency and
mutual-aid app model in Taiwan and provided a reference for
government policy. As the TAM helps in evaluation, users
behavioral intention to use the app might be impacted by
perceived usefulness and attitude toward the system [26,27].
The results indicated that perceived ease of use, perceived
usefulness, and use willingness are important factors for users
behavioral intention of using the app. Perceived usefulness had
astrong relationship with use willingness. The availability and
acceptability of an emergency and mutual-aid app model might
make it an effective tool to assist people in managing
emergencies and reducing mortality. The findings of this study
indicate that the three TAM facets (perceived ease of use,
perceived usefulness, and use willingness) support the findings
of various studies about the impact of the three facets on the
adoption of various forms of technology [28-31] and the
tendency of people to use location-based emergency apps or
any other health care apps [32-34].

Public Health Implications

Perceived ease of use is an important factor influencing user
acceptance and willingness to use information technologies,
but it depends on a user's experience with information
technology [35]. Among the three facets, self-efficacy of an
emergency and mutual-aid app (perceived ease of use) had the
lowest score. However, “lI could use an emergency and
mutual-aid app even if no one tells me how to use it” had the
lowest score among five questionnaires. Furthermore, “1 could

https://formative.jmir.org/2020/3/e15494

use an emergency and mutual-aid app if | have experienceusing
other software similar toit” had an average score of 3.74. Some
of the scoresfor these two questions were lower than the average
score of the perceived ease of use facet, which may be because
the respondents did not actually have any experience of using
an emergency and mutual-aid app. Participants only relied on
their experience of using other apps in the past and the
description from the questionnaire. Severa published studies
mentioned that the effects of perceived usefulness and use
willingness on technology adoption are higher than that of
perceived ease of use[36,37]. When perceived ease of use and
attitude toward information quality are positive, perceived
usefulness is often high [38-40]. These findings might help in
app design, and developers of an emergency app will need to
provide a service that is easy to use, clear and understandable,
easy to learn to operate, and easy to navigate and that has clear
help messages [41-45].

The perceived usefulness of a location-based mobile app for
emergency patient care is a crucial element behind an
individual’s positive attitude toward using these types of apps
and the behavioral intention regarding these appsin the future.
User attitude for an emergency and mutual-aid app (perceived
usefulness) had the highest score in our study. The services
were perceived to be highly useful because (1) participants
believed that the model is able to shorten the waiting time for
ambulances and increase the chance of survival; (2) the model
can function well and provide timely rescue to patients; (3) the
probability that patients easily connect to various hospital
websites and resources on different occasions is high; and (4)
participants felt that the community first-aid resources could
be better integrated and more effective. Theresultsindicate that
respondents maintained a positive attitude toward an emergency
and mutual-aid app, which is supported by the findings in
previous studies [46,47].

Thisstudy examined whether medical practitioners had ahigher
level of recognition of an emergency and mutual-aid app model
than nonmedical practitioners. In particular, the basic
information regarding occupation in the questionnaire assessed
whether participants were medical staff. The three facets were
perceived ease of use, perceived usefulness, and usewillingness.
Additionally, the three facets were not significant in terms of
whether participantswere medical staff (P=.37), and therewere
no significant differences among the facets discussed in this
study (P=.22). With regard to age and the three facetsin variance
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analysis, age and the three facets were not significant, and age
was not significantly different for the facets discussed in this
study. Gender, age, and whether medical staff were not
significantly different for the three aspects of perceived ease of
use, perceived usefulness, and use willingnessin this study [48].
This study examined how the three research facetsinteract with
each other according to structural equation verification. The
findings show that perceived ease of use had a positive and
significant influence on perceived usefulness (P<.001),
perceived ease of use had a positive and significant influence
on usewillingness (P<.001), perceived usefulness had apositive
and significant influence on use willingness (P<.001), and
perceived usefulness had an intermediary influence on perceived
ease of use and use willingness. Perceived ease of use had a
positive predictive power for perceived usefulness, with a
standardized path coefficient of 0.73 and an explained variation
of 53%. Perceived ease of use had a positive predictive power
for use willingness, with a standardized path coefficient of 0.29.
Moreover, perceived usefulness had a positive predictive power
for use willingness, with a standardized path coefficient of 0.70.
Furthermore, perceived ease of use and perceived usefulness
accounted for 87% of the interpretation of use willingness.
Additionally, there was a complete effect of perceived ease of
use on use willingness (coefficient of 0.93), and the confidence
interval range was 0.69 to 1.27. It can be judged that perceived
ease of use affects not only perceived usefulness but also use
willingness.

According to the results of the survey, perceived ease of use
and perceived usefulness affected use willingness, and experts,
such asthose from law, medical, and technical fields, developed
approaches to enhance perceived ease of use and perceived
usefulness for an emergency and mutual-aid app. They further
enhanced use willingness and explored the corresponding
policiesfor thefeasibility and recommendation of an emergency
and mutual-aid app [49,50]. Moreover, from in-depth interviews
with experts, such as those from law, medical, and technical
fields, it is known that if the heartbeat and blood flow stop and
the organs are hypoxic, brain death might occur after 4 to 6
minutes, and it isimportant to avoid wasting the golden rescue
time [51,52]. During this period, we assume that other people
nearby can immediately perform CPR and use the AED to
determine whether an electric shock is needed for a patient
whose heart has stopped. The public has low willingness to
perform CPR or use the AED for an unknown patient. It is
recommended to pass a decree, use online media, or provide
free first aid. Additionally, relevant courses or other methods
can be used for publicity.

Science and technology experts believe that current technology
can help develop an emergency and mutual-aid app, mainly
depending on the devel opment of labor resources and follow-up
system maintenance [53-55]. The user interface should be
considered in the use of the interface design to enhance
perceived ease of use, and it is recommended to integrate
different system resources. Emergency staff or ambulances can
help avoid wasting the golden rescue time through information
equipment and programming [56,57]. Experts mentioned that
the main aspects of the success of emergency aid are
implementation of CPR as soon as possible, collection of the
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electric shock device as soon as possible, and transport of the
patient to a hospital as soon as possible. With an emergency
and mutual-aid app, volunteer rescuers can immediately arrive
at the accident location, and the information can be combined
with amap of AEDsat public places. Thismight greatly reduce
the waiting time of patients with heartbeat issues for CPR and
AED use and might help gain the golden rescue time [58]. It is
recommended that government agencies devel op an emergency
and mutual-aid app in Taiwan and enhance the willingness of
people to use the app by implementing support policies and
measures, publicizing basic public first-aid training, and
promoting AEDs in public places to increase density. For a
patient with heartbeat issues, information on a volunteer
rescuer’smobile phone, accessto cardiopulmonary resuscitation,
and use of electric shocks as soon as possible can help address
the patient’s problem. This would ultimately improve the
survival rate.

The main factors associated with the success of emergency aid
are implementation of CPR as soon as possible, collection of
the electric shock device as soon as possible, and transport of
the patient to ahospital assoon aspossible[59]. If an emergency
and mutual-aid app is available, volunteer rescuers can
immediately arrive at the accident location, and when combined
with amap of AEDs at public places, it can greatly reduce the
waiting time of patientswith heartbeat issuesfor CPR and AED
use, which might help gain the golden rescue time and improve
the success rate of rescue [60]. The advent of the Internet of
Things and big data will provide great help to mobile medical
care[61,62]. According to thefindings of the survey, we suggest
that use willingness should beincreased by enhancing perceived
ease of use and perceived usefulness. It isnecessary to takeinto
account the user’s habits in the design of the app and pay
attention to the operation of theinterface [63,64]. Thiswill help
users easily start using the app. It is also recommended to
connect different system resources in the future. For example,
an emergency and mutual-aid app could directly connect to a
control center, mobile ambulance, persona cloud medical
information system, and medical hospital after reservation. The
system might help ambulance staff to provide emergency
services through valuable information, equipment, and
programming. It therefore helps to avoid wasting the golden
rescue time. Thiswill alow the app to have the best benefits.

Strengthsand Limitations

The strength of our study isthat it explored the use willingness,
feasibility, and promotion strategies for the implementation of
an emergency and mutual-aid app model in Taiwan through
guestionnaires and in-depth interviews with experts. However,
our study has several limitationsthat need to be addressed. First,
there is an issue with the research design, as the cost of
developing and maintaining the app was not considered. For
the development of an actual app, we need to consider the cost
of research and development or the budget allocated by
government agencies for research and development. Second,
Taiwan does not have an actual emergency and mutual-aid app
yet; therefore, in the questionnaire survey, respondents could
not provide information about the actual experience of using
such an app, which might have affected the results of the
responses and dstatistical analysis. Third, regarding the
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guestionnaire, in order to facilitate sampling, we did not use
large-scale surveys, and this might have affected the findings
of the statistical analysis. Finally, we conducted in-depth
interviews with experts, and six experts were interviewed
according to the purpose of this study. However, these experts
were from different fields and had different experiences, and
countermeasure suggestions might not cover al aspects that
should be considered. Furthermore, each expert had an interview
only once, and there was no meeting to facilitate theintegration
and exchange of ideas from experts in different fields. Indeed,
this study discussed only preliminary ideas, and welook forward
to having discussions with more experts and scholars when the
development of an emergency and mutual-aid app is complete.

Conclusion

The investigation of a mutual-aid mobile app regarding
emergency care acceptance is relatively innovative for health
care providers and policymakers. This study used theinnovative

Chieneta

aspects of perceived ease of use, perceived usefulness, use
willingness, and behavioral useintention and proposed the TAM
to evaluate users acceptance of a mutual-aid mobile app for
emergency care. The findings of this study might help the
government and policymakers to take decisions on the
development of an emergency and mutual-aid app in Taiwan.
The findings also suggest that the design should specifically
consider increasing convenience and public recognition of the
app. User approval of the app could effectively improve use
willingness, which could achieve the goal of avoiding wastage
of the golden rescue time. Furthermore, findings from our study
show that experts believe the devel opment of such an emergency
and mutual-aid app model can be undertaken in Taiwan.
Professional medical staff who identify patients with heartbeat
issues should implement CPR as soon as possible and obtain
the electric shock device as soon as possible. Thiswill help to
transport the patient to a hospital as soon as possible, reduce
irreversible organ damage, and increase survival.
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