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Abstract

Background: Most older adults want to age in place, in their homes and communities. However, this can be challenging for
many, frequently owing to lack of supports that allow for aging in place. Naturally occurring retirement community supportive
services programs (NORC-SSPs) offer an approach to help older adults agein place. Although qualitative studies have examined
the experiences of NORC-SSP participants, littleisknown about how participation in NORC-SSP programming affects participants
social networks.

Objective: Thisstudy aimed to explore the experiences of 13 NORC-SSP residents who participated in Oasis Senior Supportive
Living (Oasis) and how participating in NORC-SSP programming, specifically based on the Oasis model, influenced their social
networks.

Methods: Participantswererecruited, using convenience sampling, from 4 naturally occurring retirement communities (NORCs)
in Ontario, Canada. All participants (13/13, 100%) had participated in Oasis programming. Semistructured qualitative interviews
were conducted with participants. Social network theory informed the interview guide and thematic analysis.

Results: In total, 13 participants (n=12, 92% women and n=1, 8% men) were interviewed. These participants were from 4
different NORCs where Oasis had been implemented, comprising 2 midrise apartment buildings, 1 low-rise apartment building,
and 1 mobile home community. Overall, 3 main themes were identified from the interviews with Oasis participants: expansion
and deepening of social networks, Oasis activities (something to do, someone to do it with), and self-reported impact of Oasis
on mental health and well-being (feeling and coping with life better). Participants noted that Oasis provided them with opportunities
to meet new people and broaden their social networks, both within and outside their NORCs. They aso indicated that Oasis
provided them with meaningful ways to spend their time, including opportunities to socialize and try new activities. Participants
stated that participating in Oasis helped to aleviate loneliness and improved their quality of life. They noted that Oasis provided
them with areason to get up in the morning. However, the experiences described by participants may not be reflective of al Oasis
members. Those who had positive experiences may have been more likely to agree to be interviewed.

Conclusions: On the basis of the participants’ interviews, Oasisis an effective aging-in-place model that has been successfully

implemented in low-rise apartment buildings, midrise apartment buildings, and mobile home communities. Participating in Oasis
allowed participants to expand their social networks and improve their mental health and well-being. Therefore, NORCs may
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offer an ideal opportunity to build strong communities that provide deep, meaningful social connections that expand social
networks. NORC-SSPs, such as Oasis, can support healthy aging and allow older adults to age in place.

(IMIR Aging 2022;5(4):€37617) doi:10.2196/37617
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Introduction

Background

Older adults are the fastest-growing demographic group in
Canada[1], and most of them want to age in place within their
communities [2]. Aging in place means that an older adult’s
health, access to services, and social support interact in ways
that enable living safely and autonomously in their homes or
their communitiesfor aslong asthey desire[3]. Agingin place,
although desired by most older adults, is challenging for many.
Approximately one-fourth of older adultsreport feeling isolated
[4,5], and between 20% and 34% indicate that they are lonely
[6]. Lonelinessand social isolation are associated with increased
risk of mortality and morbidity, representing as strong a risk
factor for premature death as smoking [7].

The World Health Organization defines healthy aging as “the
process of developing and maintaining the functional ability
that enables well-being in older age” [8]. Building and
maintaining relationships are critical for health and well-being
and enable older adults to continue to live and participate in
their communities. Naturally occurring retirement communities
(NORCs), unplanned communities (eg, apartment buildings)
with a high proportion of older residents [9], are idealy
positioned to support aging in place by integrating programs
designed to build socia connectionsand support healthy aging.
By their very nature, NORCs are naturally existing high-density
areas of older adults, which makes them a natura fit for older
adult—focused programs and services, otherwise known as the
creation of aNORC supportive services program (NORC-SSP).

A way inwhich NORCs support aging in placeisthrough these
NORC-SSPs. A NORC-SSP“isacommunity-level intervention
in which older adults, building owners and managers, service
providers, funders, and other community partners create a
network of services and volunteer opportunities to promote
aging in place among older adults who live in naturally
occurring retirement communities, housing developments and
residential areas not planned for older adults but in which large
numbers of older adults reside” [10]. Thus, the goals of
NORC-SSPs are to help older adults to age in place, in their
communities, as most of them wish to do [2].

Qasis Senior Supportive Living (Oasis), is an example of a
NORC-SSP. Oasis is an innovative aging-in-place model that
integrates health and supportive services for older adultsin a
NORC in partnership with older adults, building owners,
researchers, and community partners. The Oasis model was
codevel oped with the Kingston Council on Aging in 2011 by a
group of older adults living in a Kingston, Ontario apartment
building, to address the problem of social isolation and its
associated health risks among its residents. Since 2019, Oasis

https://aging.jmir.org/2022/4/e37617

programs have opened in 7 additional NORCs across Ontario,
each providing a supportive, socialy connected, living
environment. Oasis empowers older adults to identify their
needs and determine the services and activities that best meet
these needs[11]. An on-site Oasis coordinator supports members
to implement desired activities and services, including
member-led activities such as craft circles, line dancing, potluck
meals, or engaging community service providers to provide
specific programming including exercise classes in communal
meeting spaces. Oasis is novel in its emphasis on improving
health through community development, strong social networks,
and self-determination in older adult members.

NORC-SSPs were created with the intention of bringing
programing to where older adults live to strengthen socia
connections and promote engagement in activities, with the
ultimate goal of supporting older adults to age within their
communities. Social network theory positsthat social structures
play an important rolein determining individual behaviors[12]
and offers alensto delve deep into how socia networks affect
mental health and well-being within NORC-SSPs. Grounded
in socia network theory, Berkman et al [12] offer a conceptual
framework that explores the influence of social networks (at
themesolevel) onindividual behaviors (at the microlevel). These
social networks and individual behaviors are seen to influence
health outcomes, including mental health and well-being [12].

A recent scoping review of NORC literature found that much
of the research seeks to define NORCs and describe activities
and services meant to build strong social relationships[13]. So
far, there has been less focus on the effect of NORCs and
NORC-SSPs on social networks. Studies have found that
participants living in NORC-SSPs have a greater sense of
community [14-20], experience enhanced socia support, and
report reduced social isolation [11,15,17-19,21-25]. A handful
of qualitative studies have been conducted with participants
living in NORCs;, one study sought to understand the factors
that influence member participation in NORCs[26] and another
study sought to gain perspectives of memberslivinginaNORC
as part of an evaluation to understand the implementation of
programming in a NORC [27]. So far, no studies have sought
to understand how and in what ways a NORC or NORC-SSP
influences social networks and how these social networks in
turn affect health and well-being.

Objectives

The purpose of this study was to (1) understand older adults’
experiences of participating in Oasis; (2) explore how
participation in Oasis influenced their social networks at the
mesolevel and microlevel, using the social network theory by
Berkman et a [12]; and (3) understand how these socia
networks influenced participants’ health and well-being.
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Methods

Approach

This study used a qualitative descriptive approach to examine
the experiences of participants and their socia networks (as
described by Berkman et a [12]) within a NORC-SSP model,
Oasis [28,29]. Qualitative description is grounded in the
philosophical tenets of naturalistic inquiry [30] and is an
approach to qualitative research that offers a summary and
understanding of experiences and includes contextual factors
that shapethese experiences[31]. A qualitative descriptive study
is guided by a theoretical framework, and the social network
theory by Berkman et a [12] guided this study, including the
development of the interview guide, identification of the
variables and relationships to be explored, and analysis. For
thisstudy, we wereinterested in Oasis participants experiences,
how their experiences affected their social networks, contexts
in which the experiences occurred, and how participation in
Oasis influenced their health and well-being, thus making
qualitative description appropriate for this study and making
the social network theory by Berkman et a [12] an appropriate
theoretical framework.

Participants

Participantsincluded a sample of older adults who participated
inthe Oasis program at 4 different locationsin Ontario, Canada.
The NORC contexts in which the Oasis program was
implemented included 2 midrise apartment buildings, 1 low-rise
apartment building, and 1 mobile home community. Recruitment
continued until data saturation had occurred, that is, until
interviewers repeatedly heard statements similar to those heard
in previous interviews [32]. A total of 13 participants (n=12,
92% women and n=1, 8% men) representing the 4 Oasis
communities were interviewed. The Oasis program had been
implemented approximately 1 year before the interviews, thus
ensuring that participants had experience with and engagement
in the program.

Semistructured I nterview Guide

Consistent with a qualitative descriptive approach that
recommends theory-informed data collection, the socia network
theory by Berkman et al [12] supported the development of the
interview guide (Multimedia Appendix 1). Theinterview guide
sought to explore the macroenvironment that may have
influenced socia networks and included questions about
sociostructural factors (such as building dynamics). Questions
also examined the mesoenvironment and explored socia
networks, including who wasin their social network, influence
of Qasis on socia networks, and psychosocial mechanisms of
these networks including the types of supports they received,
and Oasis programs they participated in. Finally, the interview
guide included questions about potential health pathways,
including questions about how Oasis affected daily routinesand
overall health and well-being.

Ethics Approval

Ethics approval and consent were obtained from the Queen’s
University Health Sciences and Affiliated Teaching Hospitals
Research Ethics Board in Kingston, Ontario (REH-722-18).
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Procedure

Participants were recruited by inviting older adults who were
Oasis members to participate in the study. The study was
conducted at the beginning of the COVID-19 pandemic, and
owing to physical distancing protocols, al interviews were
conducted via telephone during March 2020 and April 2020.
Consent was obtained verbaly. The interviews were
audio-recorded and, subsequently, transcribed verbatim and
analyzed.

Analysis

The aims of the analysis were to explore and understand
experiences of the Oasis participants; therefore, thematic
analysiswas chosen asthe analytic strategy. Thematic analysis,
as described by Braun and Clarke [33], is a qudlitative
descriptive approach that isused to identify, analyze, and report

patterns, called themes, within data. It is useful for “analyzing
narrative materials of life stories’ [34].

NVivo (version 12; QSR International) was used to conduct the
thematic analysis of the transcripts. Social network theory [12]
provided the conceptual framework for the development of the
initial themes. Overall, 6 authors (CC, CD, MG, C Mills, SR,
and LW) independently read one of the transcripts to develop
alist of preliminary codes based on the conceptual framework.
Then, this transcript and the codes each author had devel oped
and applied were reviewed line by line as a group, and a
preliminary code book was developed. Then, the 6 authors
collated the codes into potential themes by grouping similar
codes together. Then, 5 authors (CC, CD, MG, C Mills, and
LW) were each assigned severa transcripts to code; a second
member of this coding team then reviewed how those transcripts
had been coded. The codes were discussed until consensuswas
reached. Then, the same 6 authors met again as a group,
reviewed one of the transcripts, and further refined the codes
and themes until consensus was reached, and a master list of
final codes and themes was developed. Then, each of these 6
authors returned to the transcripts they had been assigned to
apply the master list to segments of text and to highlight quotes
that provided strong illustrations of thethemes. Then, 2 authors
(C Millsand SP) reviewed the chosen quotesto find exemplars
for each theme.

Results

Sample Description

In total, 13 participants from 4 different Oasis communities
wereinterviewed. Of these 13 participants, 12 (92%) identified
aswomen and 1 (8%) identified asaman. Therepresented Oasis
communities consisted of 2 midrise apartment buildings, 1
low-rise apartment building, and 1 mobile home community.
Overal, 3 broad themes were identified corresponding to the 3
levelsin the theory by Berkman et al [12].
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Social Networks (M esolevel)—Expansion and
Deegpening of Oasis Member Social Networks

Participants Experiences

At the mesolevel, it was clear from the interviews that Oasis
provided older adults the opportunity to expand their social
networks. A participant shared the following:

[Oasis] gave us...an opportunity to meet people and
live beyond our own walls. Expand us. Which was
really a positive thing. Because you can always keep
yourself busy at home but then you have no social
network, you have no friends, you have no oneto talk
to. And you get small when you do that. [Participant
g
Another participant (participant 12) stated, “It just makes you
feel more like you're more welcome to the building.”

Participants noted that Oasis provided them with opportunities
to meet new people within their NORC and helped them to
broaden their social network. A participant (participant 8) stated,
“1 was pretty social before this started but just in here there’'sa
lot more people | know...that's just made my social group
larger”

Another participant (participant 6) shared, “I’ve lived here for
four years, and | met more people when Oasis was going on
than | had in the whole four years before that.”

Expanding their social networks meant that participants had
more peoplethey could call on for support. A participant shared
the following:

It's[social network] gotten a bit bigger. Beforel only
socialized with maybe 2, 3 people and since, Oasis
has opened up a whole new group of friends that |
can rely on and they can rely on me. [Participant 13]

New Friendships

In addition to the increase in social network size, participants
spoke of new friendshipsthat they had formed with other Oasis
participants. Through the socia components of Oasis,
participants were able to connect with other older adults and
form meaningful relationships that extended beyond the Oasis
setting. A person shared the following:

| just gained so much from Oasis. | gained friends, |
gained friendships, | gained companionship. | gained
a lot of empathy because there was a lot of people
who were a lot worse off than | am, that | was able
to empathize with and show compassion for.
[Participant 5]

Another participant stated the following:

We have some very tight friends we' ve made because
of this. And that's expanded our community.
[Participant 8]

This participant later added the following:

[Oasis] kept us all getting to know each other even
better and better. So, we've made some wonderful
friends here. Wonderful. [Participant 8]

https://aging.jmir.org/2022/4/e37617
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Deepening of Previous Friendships With Neighbors

Oasis a so strengthened participants’ previous social networks.
Participants emphasized that Oasis alowed them to deepen
friendshipsthat they had previously; thisresulted in participants
feeling more closely connected to residents of their NORC. A
participant shared the following:

| think it strengthened it [ my social network] herein
the building and | saw those people that | mentioned
more rather than less. Having a meal together once
aweek. Going to coffee hour...going to craft mornings
occasionally. [Participant 3]
Another participant (participant 11) stated, “| devel oped deeper
friendships with the people in the building.” This participant
later added, “1t [Oasig] just made me closer to people and makes
better connections.”

Comfort in Knowing That Friends Are Nearby and
Available to Provide Support |If Needed

It appeared that participants appreciated the sense of comfort
that came with having close connections and friendships with
other residents of their NORC owing to participating in Oasis.
Participants often spoke about how nice it was to know that
they had people in their social network whom they could rely
on when they needed various kinds of support. A participant
(participant 3) stated, “I adways had a support system but
it'slarger now.”

Another participant shared the following:

It's still just comforting, the only way | can describe
it isjust very comforting to know | can pick up the
phoneor | can take my walking poles and walk down
to one of my many friends and say, “ | need a coffee
and a hug” and that's exactly what we get.
[Participant 4]
Oasis participants began to feel similar to family. A participant
shared the following:

There's a gentleman here, a lovely gentleman, he'll
be [over 85], | believe. He had lived here for, |
believe, 17 or 20 years and basically knew nobody.
And Oasis is now what he refers to as his family.
[Participant 7]

Positive Relationship With Oasis Coordinator

Oasis expanded older adults’ social networks, not only through
interacting with other Oasis participants, but also through their
relationship with the Oasis coordinator. Participants expressed
positive fedlingstoward the Oasis coordinator and the significant
role that they played. The support the coordinator provided to
Qasis participants was appreciated. Throughout theinterviews,
it was clear that Oasis participants value the Oasis coordinator
as part of their socia network.A participant shared the
following:

[The coordinator] is a lovely person, shedidthe
exercises, and shewas|ots of fun...She calls me about
once a week to see how I'm doing and that's
wonderful to think that somebody cares and saysthat
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if you need anything or want to talk to somebody just
give me aring. [Participant 2]
Another participant echoed this view:

If they did have any problemsthey’d talk to [the

coordinator] about things that was private between

her and them, but they did know that if they needed

help, they could go down and talk to her. [Participant

1]
Participants appreciated the work the coordinator put into
activities: participant 11 stated, “ The coordinator was excellent,
she arranged all these ideas...[you] could talk to her about
anything.”

The coordinator would try to get answers to participants
guestions:

Very helpful and very friendly and very
informative...“ oh, you want to know about that? I'll
look into that for you, I'll see where | can get some
answers for you.” [Participant 7]

This was echoed by another participant:

She was very good, and she was very friendly, and
she's very organized and helping everybody in lots
of ways and helping get us information...If there
was something we wondered about and she didn’t
know, she would look into it for us and get back to
us. She was just all around doing a wonderful job.
[Participant 8]
The coordinator was akey part OasiS' success:

What | would take away from this programis that it
proved to me how valuable it is for a naturally
occurring retirement community to be supported in
this way, with an on-site coordinator. [Participant 3]

Community Partnerships

Oasisalso provided participants with the opportunity to expand
their social networks even further, to the broad community.
Participants valued the guest speakers and community partners
who were brought into Oasis. Oasis helped to connect older
adults to their community by increasing their knowledge of
services that are available. A participant said the following:

There was a speaker series and so we had, people
from organi zations such as Diabetesand the Hearing
Society and, Canadian National Institute for the
Blind..\We had the Law Society from Queens,
the Elder Law Clinic, the student who ran that came.
Some of us got our wills redone who hadn’t redone
them since we'd lost a spouse. [Participant 3]

Thisparticipant later added, “ The Oasis program gave me access

to guest speakers and organizations in an easy way.”

Oasis participants appreciated many of the topics discussed:
They had a speaker in once a month...they had so
many different ones...I found that very interesting,
and we were learning at the same time. [Participant
2]

This was echoed by another participant:

https://aging.jmir.org/2022/4/e37617
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We have a lot of speakers come in about nutrition,
about falling, balance, things like that, about
pharmacists..They were really good, really
informative. [Participant 11]

Qasis provided participants with the opportunity to expand and
deepen their social networks. Participants indicated that other
Qasis participants and the Oasis program coordinator provided
them with support. Participating in Oasis also expanded their
knowledge of community programs and services.

Individual Behaviors (Microlevel)—Oasis Activities:
Something To Do, Someone To Do It With

Participants Experiences

As participants described their experiences with Oasis, it was
evident that programming provided participants an opportunity
to engagein meaningful activitieswith other people. Participants
noted that they enjoyed doing fun activities in a warm social
atmosphere. A participant shared the following:

You know, having coffee and basically laughing,
which was | think the primary wonderful aspect of
thiswholething. The laughter that was ensuing every
time we went down there [to the common room], and
the camaraderie was just absolutely heartwarming.
[Participant 7]

Socialization

When asked to describe what they liked about the programming,
most participants (12/13, 92%) described both activities and
socialization opportunitiesthe activities provided. For example,
a participant (participant 13) shared, “I really looked forward
to seeing the peopl g, talking with the people and then doing the
exercises”

Similarly, another participant (participant 2) stated, “ They had
books with puzzles in and everything and we had coffee and
we just socialized and talked, and laughed, and had fun.”

Talking and laughing were noted repeatedly by Oasis
participants as core elements of the regularly scheduled
programming. A participant stated the following:

There was socialization. Doing things that we had

fun doing. We'd go down and play Bingo and we'd

kill ourselves laughing about something stupid.

[Participant 1]
New Activities
In addition to fun, Oasis programming provided participants
with awide variety of new activitiesto engagein. A participant
described Oasis activities as “new adventures’ and was
appreciative that the coordinator was “aways bringing in
different things’ (participant 8). Another participant (participant
12) stated, “I've learned about some things that | never knew
before”

Types of activities differed by site, but included various crafts,
coloring, card and board games, line dancing, movie afternoons,
painting, bingo, and social coffee hours, among others. Many
participants (7/13, 54%) tried new activities, including different
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types of crafts. A participant shared how much she enjoyed the
new sewing class:

| love the sewing...that’s new on my plate. Never
sewed before! [Participant 10]

Participants noted that the variety provided by Oasis allowed
them to choose activitiesthat suited their interests. Another
participant (participant 4) explained, “When | looked at the
program, there was something for everyone.”

Meaningful Waysto Spend Time

Participants noted that Oasis activities provided them with a
meaningful way to fill otherwise vacant time. They expressed
the value of having activitiesto break up long daysand get them
out of their apartments. A participant (participant 7) shared,
“Mondays| would usually just go down for acoffeefor an hour
or so, just enough to feel like you weren't alone stuck in your
house”

As activities were organized and run by a combination of the
coordinator, community partners, volunteers, and other Oasis
participants, the calendars filled up quickly. A participant
(participant 8) exclaimed, “...This is getting so busy that we
have to pick and choose!”

When asked if she enjoyed being very busy with Oasis activities,
aparticipant (participant 4) remarked, “Well yes, alot of usdid
because some days, you know, the days are long.”

Participants also indicated that they liked the routine and |ooked
forward to programming days. A participant (participant 2)
shared, “I was aways glad when Tuesday, Wednesday, and
Thursday came because there were different things going on
each day”

Of note is the emphasis participants placed on the value of
simply knowing that there were activitiesto look forward to in
the future. The positive sense of anticipation these future
activities provided was amood booster when they were at home
with nothing to do. A participant explained the following:

It's something to look forward to and | think that's a
key. That when you're a senior that you're just not
locked into your building, that there are things that
you look forward to. [Participant 4]

Both future anticipation and fun had in the moment were
motivating factors.

Oasis provided the participants with something to do and
someoneto doit with, which directly alignswith the program’s
aim to promote healthy aging within NORCs.

Health Outcomes—Impact of Oasison Self-reported
Mental Health and Well-being: Feeling and Coping
With Life Better

Participants Experiences

Oasis participants reported experiencing increased overall
well-being. In addition, many participants (7/13, 54%) noted
that having fun activities to do and look forward to improve
their self-reported mental health. A participant shared the
following:
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WEIl of course | feel so much better because | find
that I’ m able to copewith life better than | used to...I
guess if it hadn’t been for Oasis, | don’'t know what
I’d be doing or what 1'd be like now. | would have
probably  jumped over thisbalcony or
something...Joking [laughing] . [Participant 9]

Well-being Before Oasis

When asked about their self-perceptions of well-being before
the existence of Qasis in their community, a participant
(participant 4) explained, “ On ascale of 1to 10, therewere days
when | was just severely depressed and isolated.”

This participant later expanded on thisfedling of depression by
adding the following:

WE' ve all had those days where[we think] why should
| bother getting dressed, and brush my teeth, and have
a shower? I’'m not going see anybody. There would
be weeks go by...where we would never seea soul, or
talk to neighbors, or anything. [Participant 4]

Repeatedly, participants described their feelings before joining
Oasisas“lonely,” “lonesome,” and “isolated.” After Oasis, their
mental outlook improved. A participant shared the following:

It gave me something to get up for and something to
look forward to everyday. And | didn’t ever have that
in my life before, it was a very, very depressing life.
[Participant 5]

Alleviating Loneliness

There were participants who, when referencing their mental
health struggl es, discussed how the positive atmosphere of Oasis
affected their feelings of loneliness and gave them an
opportunity to re-engage. A participant shared the following:

| used to sit here. | was very lonely. Then once Oasis

started it was a different story. It really brought me

out and got me going again. [Participant 9]
Thisparticipant later added, “1 don’t feel isolated anymore, and
| don't feel lonesome.”

This was echoed by several participants (11/13, 85%):

You don’t feel alone. You might live alone, but you
don't feel alone. [Participant 4]

You fedl like you're not all alone in the world.
[Participant 3]
| didn't feel so alone. | didn't feel so isolated.
[Participant 5]

A Reason to Get Up

Qasisclearly provides more than social support; it isaprogram
that individuals heavily rely upon to help them cope with life
and a variety of aging-related challenges. Participants stated
that Oasis activities provided a reason to get up, get dressed,
and proceed with the day when they otherwise may not have.
A participant shared the following:

That's where programs like Oasis make all the
difference. They get people active...human beings
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have to have a reason to get up in the morning.
[Participant 8]
The same participant later shared the following:

People need that reason. If you don’t have a reason
to get out of bed and get moving and you don't have
anyone to share what you're doing or your thoughts
with, it gets pretty depressing and pretty lonesome.
[Participant 8]
Having “something to get up for” was reiterated by many
participants (6/13, 46%). For instance, participant 5 stated, “Like
| said it literally gave me areason to get up.”

Another participant stated the following:

It was something to look forward to, something to get
dressed for. | bought better clothes. [Participant 11]

Having a reason to get up and get dressed led to increased
motivation to engage in other activities. A participant shared
the following:

It was great, it was motivational, it was stimulating.

It was enough, to say okay, you know, now that I've

finished there, I'm going go out and do this because

I’m already dressed. [Participant 4]
Oasis provided participants with a sense of purpose that was
beneficial in helping them to maintain their mental health and
well-being. When questioned about how Oasis affected their
life, a participant shared the following:

It really gave [me]...a lift, you know, in my life, that
| hadn’t felt for a long time...it really gave me a lift.
[Participant 11]

Another participant stated the following:

It's changed my everyday life..it's just nice
when you get up in the morning and you have your
coffee...you have friends. [Participant 8]

When asked how Oasis affected their overall well-being, this
participant described theimpact by sharing, “1 can’t say anything
short of ahundred percent.”

Quality of Life

The main purpose of Oasisisto build healthy communities for
older adults within NORCs that are supportive, foster
independence, and improve overall quality of life, to support
aging in place. Oasis participants reported improvement in their
mental health, well-being, and overall quaity of life. A
participant, when asked about theimpact Oasis had on her daily
routine and her outlook on life, stated the following:

It has made me feel better, everyday...| think it does
make you feel more like living. When you're alone
lots of time you're thinking about “oh I'm going
downhill;” you feel like you’ re dying sometimes. And
when you're at Oasis it builds you up, and you feel
more lively. [Participant 2]
Another participant (participant 3) said, “I have been happy to
see the positive impact this program [Oasis] has had.”
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Another participant (participant 4) commented, “1 think my life
is better for it with Oasis then it would have been without it.”

The powerful influence Oasis had on mental heath and
well-being was experienced by many participants (11/13, 85%).
All the participants who were interviewed (13/13, 100%)
commented on thisimportant aspect of Oasis, highlighting the
positive impact Oasis had on those who choose to participate
in the program.

Discussion

Principal Findings

The purpose of this qualitative study was to explore the
experiences of older adult participants who are attending the
Qasis program at 4 unique NORCs in Ontario, Canada. To the
best of our knowledge, this study offers the first exploration of
experiences of older adults living in a NORC through the lens
of the social network theory by Berkman et a [12], which
describes how socia networksinfluence health and well-being.
Participants reported that their involvement in Oasisinfluenced
their social networks, personal behaviors, and health. This study
also addsto the NORC literature by examining how participation
in Oasis, aNORC-SSP, influenced participants socia networks,
both within and beyond their NORCs.

Overall, 3 mainthemeswereidentified from theinterviewswith
Qasis participants. expansion and deegpening of socia networks,
Oasis activities (something to do, someone to do it with), and
impact of Oasis on mental health and well-being (feeling and
coping with life better).

At the mesolevel of the social network theory by Berkman et
a [12], Oasis provided participants with an opportunity to
expand and deepen their existing socia networks. Participants
reported that the number of individualsin their social networks
increased, they made new friends, and previous friendships
deepened. Participating Oasis members were comforted by the
fact that friends were nearby and could be counted upon if they
needed support. Oasis participants al so discussed their positive
relationship with the on-site Oasis coordinator. In addition,
Oasis parti cipants al so spoke about theinfluence that Oasis had
on their ability to make new connections with a variety of
community organizations. To the best of our knowledge, this
finding of the role of a NORC-SSPs in broadening of social
networks beyond the walls of the NORC itself to professional
services and organizations, has not been identified previously.

At themicrolevel [12], participation in Oasis affected behavior.
Qasis provided participants with opportunities to socialize and
try new activities and meaningful ways to spend their time.
Uniquely, Oasis participants reported trying and engaging in
new activities.

Regarding the health outcomes of the social network theory by
Berkman et a [12], participants reported the positive impact
that Oasis had on their mental health and well-being, alleviating
loneliness, and improving quality of life. Notably, and unique
to this study, Oasis participants reported that Oasis activities
provided them with a reason to get up every day and provided
something to look forward to.
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Comparison With Previous Studies

The 3 main themesfound in this study are similar to those found
in studies examining NORCsin the United States. For example,
astudy of NORCs in Cleveland, Ohio, found that, when asked
what they liked best about their NORC, four themes emerged:
interaction with neighbors and making friends, activities or
services, resource coordinators, and choice or variety of
activities or services[17].

At the mesolevel, Oasis participants reported making new
friends and deepening existing friendships. Similarly, other
studies of NORC-SSPs have also found that residents made
friends with other individuals in their building and had more
contact with their neighbors [17,19,23,24,35,36]. The social
support provided by other Oasis participants is something that
has al so been experienced in other NORC-SSPs [19,23,36].

A positive relationship with the on-site Oasis coordinator was
something mentioned by many Oasis participants (10/13, 77%).
Theimportance of an on-site program coordinator in supporting
NORC activities has also been identified in previous studies of
structured NORC-SSPs [17,25,35] and, this highlights the
importance of incorporating formal supportsinto NORC-SSPs,
including paid staff, when appropriate. In their survey of 191
ol der adult participants of the Community Options NORC-SSP
in Ohio, Anetzberger [17] indicated that partici pants repeatedly
made unprompted references to the positive effect of the
resource coordinator on their accessto activities and resources
and in empowering them in decision-making around
programming.

At the microlevel, similar to several other NORC-SSPs, Oasis
empowered its members, asthey had the opportunitiesto choose
what activities they wanted to engage in and felt they needed
[10,17,37]. Other NORC studies have also reported that
NORC-based activities provided residents with something to
do [17,22,24,25]. For example, Anetzberger [17] found that
NORC residents appreciated the variety of options availableto
them, including recreational and educational activities and
monthly luncheons. In another study by Cohen-Mansfield et al
[22], NORC residents engaged in leisure activities offered by
a recreation service, such as trips, tours, and educational
programs.

Participants reported that participating in Oasis positively
influenced their health and well-being. Participating Oasis
members reported decrease in isolation, which is something
that has also been reported in other NORCs [10,22,23]. The
decrease in depression reported by some Oasis participants has
also occurred in other NORCs[22].

Strengths and Limitations

First, the results of this study are reflective of the experiences
of Oasis participants, and therefore, may not be applicable to
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other NORC-SSPs. Second, Oasis participants who agreed to
be interviewed may also be different from those who chose not
to be interviewed, and this may have influenced the results. It
is possible that participants with more positive experiences or
those who were moreinvolved in Oasis would be more willing
to share their thoughts with interviewers. Third, data were
gathered at only 1 point intime. It is possible that participants
thoughts and experiences could change over time. However,
participants reflected on their lives before Oasis and reported
how things had changed since Oasis implementation. Fourth,
wedid not gather any demographic information beyond gender,
and it is possible that ethnicity or age may have affected Oasis
participants experiences. Fifth, of the 13 participants, 12 (92%)
identified as women, leading to our inability to explore the
presence of gender-specific experienceswith the Oasis program.
However, as most participants in Oasis identified as women,
our results likely reflect the experiences of many Oasis
participants.

Degpite these limitations, this study has strengths. First,
interviews were conducted with participants from 4 different
Oasis sites, indicating that these positive experiences occurred
in multiple NORCsin different locationswith different program
coordinators and reflecting different types of communities.
Second, the questions asked provided an in-depth look at Oasis
participants’ experiences, thus helping to deliver the rich data
presented in this paper.

Future Directions

Future studies could expand on the thematic findings presented
inthis paper by further examining the contextual features of the
various Oasis sites, such asthetypes of physical spacesavailable
for activities or the demographic composition of the buildings,
to deepen the understanding of how such features shape
experiences of the program. Future studies will also examine
how physical, social, and psychological factors change over
time among Oasis parti cipants.

Conclusions

On the basis of these findings, Oasis is an effective
aging-in-place model because it has expanded and deepened
participants social networks, increased participants engagement
in activities, and positively affected participants mental health
and well-being. Oasis provides amodel that has potential to be
implemented in other NORCs, as it has been successfully
implemented in low-rise apartment buildings, midrise apartment
buildings, and mobile home communities. Implementing Oasis
programsin additional communitiesand buildings could address
some of the challenges of aging in place and improve older
adults’ health and well-being.
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Abstract

Background: Half of long-term care (LTC) residents are malnourished, leading to increased hospitalization, mortality, and
morbidity, with low quality of life. Current tracking methods are subjective and time-consuming.

Objective: This paper presented the automated food imaging and nutrient intake tracking technology designed for LTC.

Methods: A needs assessment was conducted with 21 participating staff across 12 LTC and retirement homes. We created 2
simulated LTC intake data sets comprising modified (664/1039, 63.91% plates) and regular (375/1039, 36.09% plates) texture
foods. Overhead red-green-blue-depth images of plated foods were acquired, and foods were segmented using a pretrained food
segmentation network. We trained a novel convolutional autoencoder food feature extractor network using an augmented
UNIMIB2016 food data set. A meal-specific food classifier was appended to the feature extractor and tested on our simulated
LTC food intake data sets. Food intake (percentage) was estimated as the differential volume between classified full portion and
leftover plates.

Results. The needs assessment yielded 13 nutrients of interest, requirement for objectivity and repeatability, and account for
real-world environmental constraints. For 12 meal scenarios with up to 15 classes each, the top-1 classification accuracy was
88.9%, with mean intake error of —0.4 (SD 36.7) mL. Nutrient intake estimation by volume was strongly linearly correlated with

nutrient estimates from mass (r°=0.92-0.99), with good agreement between methods (0=-2.7 to —0.01; 0 within each of the limits
of agreement).

Conclusions: The automated food imaging and nutrient intake tracking approach is a deep learning—powered computational
nutrient sensing system that appearsto be feasible (validated accuracy against gold-standard weighed food method, positive end
user engagement) and may provide a novel means for more accurate and objective tracking of LTC residents’ food intake to
support and prevent malnutrition tracking strategies.

(IMIR Aging 2022;5(4):€37590) doi:10.2196/37590
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Introduction

Background

Malnutrition leads to high morbidity [1] and low quality of life
[2]. In the United States, malnutrition imparts >4 times high
odds of hospitalization and an average of US $21,892 morein
total charges per stay [3]. It is clear that nutritional status has
multidomain effects with both fiscal and clinical ramifications
and should be monitored. Older adults (aged =65 years) living
in long-term care (LTC) homes are especialy nutritionally
vulnerable, in part owing to low food intake [4]. More
specifically, in Canada, 54% of LTC residents are either
malnourished or at risk for malnutrition [5]. Thisis higher than
global estimates, ranging from 19% to 42% (37 studies; 17
countries) [6]. Additional independent risk factors for
malnutrition are eating challenges and increased cognitive
impairment [4,7], which describes between 47% to 90% of the
Ontario LTC population [8,9]. Thus, tracking and preventing
poor food intake is essential for supporting healthy aging.

However, there is alack of objective and quantitative tracking
methods for food and fluid intake, especially for centralized
intake tracking by proxy (ie, multiple staff tracking a set of
residents intakes). Registered dietitian (RD) referrds are
triggered and nutritional support system effectiveness is
monitored based on nutritional assessment best practices
including unintentional weight lossand usual low intake of food
[10]. Resident food and fluid intake charting compl eted by either
personal support workers or nursing assistants captures intake
across a meal via visual assessment within 25% incremental
proportions at the end of the meal, but may be completed hours
later owing to multiple competing priorities during mealtime.
Therefore, owing to inconsistency and subjectivity in charting
methods, approximately half of residents who would benefit
from an intervention are missed [11,12].

Furthermore, thereisalack of trust in current methods because
they are known to have poor accuracy and validity [13,14], thus
limiting clinical utility. However, it raises awareness to some
extent, regardless of whether the measurements are inaccurate
(eg, food spills). Measuring food intake isaproxy for nutritional
status; however, it provides a sense of why something may be
going wrong (in combination with biomarkers). Better, more
reliable measurementswill enable more meaningful assessment
of probing when, how, and why something may be going wrong
to better inform intervention strategies, and care providers have
expressed adesire to leverage high-quality data, provided they
arereliable and trustworthy [15].

Objectives

Automated tools may provide a palatabl e solution that removes
subjectivity and has higher accuracy than human assessors. This
may also enable time-efficient measurement of food intake at

the energy, macronutrient, and micronutrient levels[15]. More
specifically, in LTC, itisdesirable to have ahigh level of detail

https://aging.jmir.org/2022/4/e37590

including intake breskdown for each item consumed (not
averaged across a plate) [15]. To estimate food intake and
nutrient consumption, 4 main questions must be answered:
where is there food on a plate (segmentation), which foods are
present (classification), how much food was consumed
(preprandial and postprandial volume estimation), and what
was the estimated food and nutrient intake? This study builds
on previous studies exploring where food isand how much food
was consumed at abulk intake level by leveraging a speciaized
food segmentation method powered by deep learning for
automated segmentation, moving from bulk food segmentation
to nutritional estimation with afew additional steps modularized
for systematic error assessment [16]. Here, wefocused on which
foods are present and how much food was consumed for
enabling assessment of what was the estimated food intake at
the nutrient level.

The purpose of this study was to describe the final stage of
feasibility testing of the automated food imaging and nutrient
intake tracking (AFINI-T) system comprising pixel-wise food
classification and nutrient linking through intake prediction, for
providing food and nutrient intake estimation with specific
feasibility considerationsfor usein LTC. Our proposed AFINI-T
technology measures food intake compared against
gold-standard ground truth weighed food records, addresses
automatic segmentation with integrated red-green-blue-depth
(RGB-D) assessments, was evaluated in both regular texture
foods (RTFs) and modified texture foods (M TFs), and describes
the valence of the system within the user context.

Methods

This study used an iterative action research design, blending
mixed methods needs assessment with technical implementation
and experimental evaluation.

Ethics Approval

This study received ethics clearance from the University of
Waterloo's Office of Research Ethics Board (23124).

End User Data to Shape Technological
Requirements—A Case Study

Insights motivating the technical approach described in this
paper were gathered through interviews and workshop
discussions with Schlegel Village team members during our
previous user study, but not included in the paper [15]. Overall,
2 interviews (an RD nutrition research expert and an RD
workingin LTC) and discussion with experts during aworkshop
were conducted. The workshop included 21 participants
representing 12 LTC and retirement homes who were recruited
through self-enrollment, including an administrative assistant,
chef, dining lead (similar to a dining room manager), director
of recreation, dietary aides, neighborhood coordinator, recreation
assistant, restorative care, senior nurse consultant, directorsand
assistant directors of food services, registered nurse, and
personal support workers[15]. Participantsidentified potential
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barriersto uptake including time and whether the level of detail
isdesired or seen asvaluable. Qualitative resultsfrominterviews
and workshops with end users illuminated the following user
needs, which, guided by grounded theory [17], were trandlated
into design requirementsfor application within the LTC context.

Experimental Procedure—AFINI-T's Technical
Approach

Data Collection

As described in the study by Pfisterer et al [16], data were
collected in an industrial research kitchen at the Schlegel
University of the Waterloo Research Institute for Aging's Centre

Pfisterer et al

of Excellence for Innovation in Aging. This kitchen was
modeled after industrial research kitchensfound in LTC homes.
RGB-D images were acquired using Intel Real Sense (F200),
with a depth resolution of 640x480 pixels. A sequence of 10
depth imageswas acquired for each plate and averaged to reduce
pixel noise. An optical imaging cage was constructed to enable
top-down image capture, as described in the study by Pfisterer
et a [16]. The camera was connected to a computer for data
acquisition, and plateswere weighed at a nearby weigh station.
Figure 1 shows examples of the data sets used for training the
convolutional autoencoder and food classification network,
which are described in detail in the following subsections.

Figure 1. Example images in the data sets used for training the convolutional autoencoder (ie, UNIMIB+ [UNIMIB2016 with additional green
representation]) [18,19] and food classification training and testing on modified and regular texture foods. A: UNIMIB+; B: Modified texture foods;

C: Regular texture foods.

RTF and MTF Data Sets

We used our RTF data set (9 foods; 9 classes; 375 images) and
our MTF data set (47 foods; 93 classes, 664 images). Table 1
providesan overview of dataset characteristics, and asummary
of al food itemsimaged can befound in Table 2. Our RTF data
set comprised 3 meal plates, each consisting of 3 foodsimaged
at every permutation of 25% simulated intake. Our MTF data
set consisted of 134 food samples representing 47 foods, each
consisting of aset of at least one purée and one minced texture
food. Each sample was imaged 5 times by progressively
removing food, with the exception of 4.5% (6/134) of the
samples consisting of 4 each with 1 lost image.

For each fooditem, 1 full serving was defined by the nutritional
label portion size (RTF data set) or the recipe-defined portion
size received from the kitchen and was weighed to the nearest
1 g using an Ohaus Valor Scale.

https://aging.jmir.org/2022/4/e37590
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For the RTF data set, in which a serving size was referenced
using volume, that volume of food (eg, corn) was weighed, and
the mass was used thereafter. As manufacturers supply
nutritional information for minerals as percentage of daily value
(assuming a 2000-calorie diet), for the RTF data set, minerals
were reported similarly. For more details on conversion, refer
to Table S1in Multimedia Appendix 1[20]. Massin gramswas
used to define all serving sizes.

For the MTF data set, we expanded our original MTF data set
[16] with additional examples (that did not include recipes) for
further ssgmentation and volume estimation analysis. Nutritional
analysis was conducted on a subset of 47.3% (314/664) of the
images. As nutritiona information was provided according to
mass, we converted from mass to volume. To accomplish this,
we calculated the food's density to convert by using the full
plate's true volume (in mL) with its mass (in grams). This
enabled the scaling of nutritional information using the RTF
data set pipelinefor validating these findings using mass; it was
not required for the system to operate.
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Table 1. Overview of data set characteristics. The UNIMIB+2 data set was used for training and validation [18,19].

Pfisterer et al

Data set overview UNIMIB+ RTE® MTE® RTF+MTF
Number of images 1214 375 664 1039
Number of samples N/AY 3 134 137
Number of classes 76 9 93 102
Number of foods represented 76 9 47 56
Number of foods with recipes N/A 9 27 36

3UNIMIB+: UNIMIB2016 with additional green representation.
bRTF: regular texture food.

°MTF: modified texture food.

dN/A: not applicable.
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Table2. List of foodsin the RTF* and MTF data sets used for testing the AFINI-TC system.

Food component RTF with recipes MTF with recipes Additional MTF with segmentations

Grains

Cheese tortellini with tomato sauce Bow-tie pasta with carbonara sauce Basmati rice

Oatmesl Macaroni salad _d
Whole wheat toast Vegetable rotini —

Vegetables and fruits
Corn Asian vegetables Beet and onion salad
Mashed potatoes Baked polentawith garlic Cantaloupe chunks
Mixed greens salad California vegetables Green beans with pimento
— Greek salad Grilled vegetable salad
— Mango and pineapple Roasted cauliflower
— Red potato salad —
— Sauteed spinach and kale —
— Seasoned green peas —
— Stewed rhubarb and berries —

— Strawberries and bananas —

— Sweet and sour cabbage —
Proteins
Meat loaf Baked basa Bean and sausage strata
Scrambled egg Braised beef liver and onions Grilled lemon and garlic chicken
— Braised lamb shanks Pork tourtiere
— Hot dog wiener Roast beef with miracle whip
— Orange ginger chicken —
— Salisbury steak and gravy —
— Teriyaki meatballs —
— Tunasalad —
Mixed dishes
Oatmeal cookie Barley beef soup Black bean soup
— Blueberry coffee crumble cake Broken glass parfait (mixed gelatin)
— Eggplant parmigiana Butternut squash soup
— English trifle Cranberry spice oatmeal cookie
— Lemon chicken orzo soup Lemon meringue pie
— — Peach jello
— — Pear crumble cake
— — Roast beef with miracle whip on
whole wheat

— — Turkey burger on wheat bun

8RTF: regular texture food.

®MTF: modified texture food.

CAFINI-T: automated food imaging and nutrient intake tracking.

There were varying numbers of itemsin the data sets.
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Training Data Set

We expanded the UNIMIB2016 data set (1027 tray images; 73
classes) [19] with additional examples from the FoodX-251
data set [18] to train the convolutional autoencoder (described
in detail in the Automation With a Convolution Autoencoder
section). We discovered that UNIMIB2016 had an
underrepresentation of green foods compared with what is
served in LTC, which affected the autoencoder’s ability to
differentiate among all colors and textures. To address this
differencein the canteen imagesfrom the original UNIMIB2016,
we augmented the training data set by adding 91 examples of
lettuce, 91 examples of peas, and 89 examples of spinach from
the FoodX-251 food data set [ 18]. Plateswith plastic packaging
(84/1027, 8.17%) were removed, as they confounded food
feature learning and were not representative of LTC plates. We

Pfisterer et al

refer to this as the UNIMIB+ (UNIMIB2016 with additional
green representation) data set (1214 images; 76 classes). Figure
2 shows the effect of this underrepresentation of green by its
inability to reconstruct a vibrant hue across the autoencoder’s
decoder output trained solely on the UNIMIB2016 data set for
validation examples. The autoencoder was able to converge to
low validation loss on the UNIMIB+ data set. Empirically, this
resulted in greens appearing greener, reds appearing redder, and
yellows and whites appearing less murky, as shown in the
UNIMIB+ examples compared withthe UNIMIB2016in Figure
2. This suggests that the addition of the green samples enabled
the autoencoder to learn good food representations,; encode
features more deeply; and align more closely with how ahuman
would perceive the foods, which isacrucial point for the LTC
application.

Figure 2. Effect of underrepresentation of green foods in the UNIMIB2016 database on decoder output on segmented food from plates. The decoder
output from the autoencoder trained on the UNIMIB+ (UNIMIB2016 with additional green representation) data set in the bottom appears less murky
and more vibrant, with truer perceived greens than the UNIMIB2016 counterpart in the middle.

Decoder output from autoencoder trained on UNIMIB+

Computational Methods

The following sections describe how the segmentation strategy
was refined compared with our initial work [16], the general

food or no food classification approach, followed by system
automation using a convolutional autoencoder. Figure 3 shows
the processing pipeline from image acquisition to classified
food pixels.

Figure 3. System diagram showing the processing pipeline from image acquisition to food classification. EDFN-D: depth-refined encoder-decoder
food network; RGB-D: red-green-blue-depth; UNIMIB+: UNIMIB2016 with additional green representation.
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Refined Segmentation Strategy

Modifications to the training process were made to enhance
network performance. We introduced early stopping criteriato
halt training early to avoid overfitting, yielding a network that
was trained over fewer epochs than one that is overtrained and
outputting a pixel-level image mask as food or no food with
calibrated depth [16]. Volume consumed was mapped onto
nutritional information for intake approximation. These
nutrient-level intake estimates were validated against the ground
truth nutritional information obtained through the weighed food
method.

Pfisterer et al

General Classification Approach

Here, the UNIMIB+ data were used to train the autoencoder.
Using the autoencoder’s trained weights, the last layer of the
autoencoder (120x160x3) was spliced to use the feature map
as a latent feature extractor for classification (refer to Figures
2 and 4 for system diagram and network architecture). This
approach was modeled based on our previous study on
classification for predicting relative nutritional density of a
dilution series of commercially prepared purées [21], because
MTF comprises 63.91% (664/1039) of our testing data set and
47% of the LTC population receives MTF [22].

Figure 4. Convolutional autoencoder network for learned feature representation and in the context of classification. (A) The architecture for learning
feature representation: an input image is given and the output is a reconstruction of that image. Training minimized the error between input and output
images; we used mean squared error loss with Adam optimizer, learning rate of 0.0001, and batch size of 32. The early stop criteria used were change
of loss of <0.0001 and patience of 5 epochs. (B) The autoencoder was spliced; weights were frozen; and only a classification layer for n. classes was
trained for classification, where n. is the number of food items for meal c. We used categorical cross-entropy (ignoring background pixels) loss, with
Adam optimizer and learning rate of 0.1. The early stop criteria used were a change of |oss of <1x10™° and patience of 5 epochs. We used 70%:30%

train to validation split of augmented data. The data were augmented by generating 300 images from the full set of plates and applying random flips,
rotations, and increased or decreased contrast. The outputs are distinct classes, which were mapped onto the meal-specific classifier (in this example,

asravioli [blue], salad [green], and catmeal cookie [yellow]). ReLU: rectified linear unit; RGB: red-green-blue.
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Automation With a Convolutional Autoencoder

We report nutrient intake accuracy using the automated system
(ie, the automated classification case) to enhance pragmatic
feasibility (ie, reduced user input). For thisautomated approach,
we developed a semantic segmentation network with a
convolutional autoencoder feature extractor for classification
of foods, which was roughly inspired by a highly successful
convolutional neural network (CNN), the Visual Geometry
Group network [23], in Tensorflow 2.3.0. For a given meal or
time of day, we fed the masked output from the depth-refined
encoder-decoder food network (EDFN; food or no food detector,
as described in the study by Pfisterer et a [16]) into the
convolutional autoencoder. CNNs encode spatial information,
and given how food has differing degrees of cohesion, we felt
that the context of spatial information will be an asset. In
addition, we sought to extract latent features via a method
requiring around of training offline. For classification, a small
classification layer was appended and trained for each meal

https://aging.jmir.org/2022/4/e37590
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using a priori information about the meal items offered. Loss
for the autoencoder network was computed as pixel-wise mean
squared error between the input and reconstructed output;
therefore, they did not require labeled training data.

We trained an autoencoder to be a feature extractor using the
UNIMIB+ dataset consisting of 1214 images. Datawere divided
into 70% training and 30% validation. Training was performed
using the Adam optimizer with batch size of 32, mean squared
error loss, and early stopping (<0.0001 validation loss change)
with 5-epoch patience. Only food pixels were used in the loss
calculation using the ground truth masks. After training, the
convolutional autoencoder network was spliced beforethefinal
1x1 convolution block to produce original resolution 16-channel
latent feature vectors. The weights of this network were frozen
and used as afeature extractor for the classification training.

Given that there are many food options and as new meals are
planned, we needed a flexible modular approach, which also
enablesusto use only 1 |abeled example per item; the AFINI-T
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method uses only 1 full reference portion to classify foods and
infer intake. For nutritional intake estimation, we leveraged the
homes known nutritional information from menu planning
software (or supplied by the manufacturer) to link proportional
nutrient intake. We assumed that recipeswerefollowed exactly.

Denoting the number of menu items for meal m as n., the
classification network for meal ¢ wasbuilt by appending n. 1x1
convolution kernels onto the feature extractor network. The
meal full portion training datawere constructed by augmenting
the full set of plates by applying random flips, rotations, and
increased or decreased contrast, yielding 300 augmented
instances of the meal. We used 1 reference image (the full
portion image) to learn what each class looked like and then
mapped subsequent instances onto these prelabeled classes by
grouping all the full plates of food for a given meal into the
training set. The data were divided into 70% training and 30%
validation. Training was performed using the Adam optimizer
with batch size of 32, categorical cross-entropy loss, and early
stopping (<1x10™° validation loss change) with 5-epoch
patience. Only food pixels were used in the loss calculation
using the ground truth masks. Finally, we applied ground truth
labels to the full portion plate to link the proper proportional
intake at the nutrient level and assess the accuracy of the intake
estimates compared with gol d-standard weighed food approach.

Nutrient I ntake Association

This step comprised three general stages: (1) determine the
relative consumption of each food item compared with a full
reference portion, using food volume estimation from the depth
maps; (2) compare relative consumption with nutritional
information, to infer nutritional intake for each item; and (3)
sum the inferred nutritional intake for each item across a plate
for estimation of total nutrition consumed during a meal (for
MTEF, this was across the plate of one food item).

Statistical Analyses

System Accuracy

Segmentation accuracy was assessed using intersection over
union (10V). Classification accuracy was described using top-1
accuracy and summarized using per-meal classifiers. Bulk intake
accuracy (ie, class-agnostic, overall food volume intake) was
assessed using mean absolute error (mL) and 3D, % intake error,
described in the study by Pfisterer et a [16] in which intake
error was calculated for volume (3D) data relative to the full
portion. All values are reported as mean (SD). Nutrient intake
accuracy was assessed using the fully automated classification
approach (ie, without updating misclassified regions) to evaluate
nutrition intake accuracy and is reported as mean (SD) and
percentage error.

Validating Nutrient | ntake Estimation Against Weighed
Food Records

All data were analyzed using MATLAB 2020b (MathWorks).
Linear regression was used to determine the goodness of fit

through the degree of correlation with r? to summarize the extent
towhich nutritional intake information from weighed food mass
isrelated to estimated nutritional information from food volume,
Bland-Altman analysis was used to describe the level of
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agreement between nutritional intakeinformation from weighed
food mass compared with intake volume using mean agreement
(o) and bias (1) between methods [24].

Several nutrients of concern in the RTF data set were reported
in percentage daily value (ie, calcium, iron, vitamin B6, vitamin
C, and zinc). We converted these values to absolute values to
match the M TF data set using the 2005 Health Canadareference
valuesfor elements and vitamins. Where therewas adifference
across age, we used thereference for age >70 years;, wherethere
was a difference in requirement by sex, we used the average
value,

Results

Overview

This study focused on the characterization of changesin volume
at the whole plate level for bulk intake estimation, reporting
degree of consumption (ie, proportion of food consumed) and
nutritional intake estimation using anutritional lookup table at
the food item and whole plate level. Specific needs informed
by workshop and interview responses included the following:

1 The system shall consider evidence-based and
practice-relevant priority nutrients (output: 13 nutrients of
interest—macronutrients: cal ories, carbohydrates, fats, fiber,
and protein and micronutrients: calcium, iron, sodium,
vitamin B6, vitamin C, vitamin D, vitamin K, and zinc).

2. The system shall support current workflow in which the
dietitian is the gatekeeper:

»  Thesystemshall facilitate automated, objective, intake
estimates.

+ The system shall facilitate dietitian referrals by
providing repeatabl e nutrient-specific intake insights.

3. Thesystem shall work independently of internet connection.
4. The system shall incorporate real-world constraints and
parameters:
»  Thesystemshall include asalient feature extractor that
can be trained in advance and supports real-time use.
»  The system shall use a classification method that is
light in weight for mobile app use.
»  Thesystem shall include an easily updatable classifier
to account for apriori menu plans considering thetime
of day and therapeutic diet.

The following quantitative results provide an overview of the
AFINI-T system’s food and nutrition intake estimation system
including segmentation, classification, volume estimation, bulk
intake, and nutrient intake accuracies.

Segmentation Accuracy

Table 3 provides an overview of segmentation accuracy.
Generally, resultsrepresent 2 types of meal scenarios: multiple
RTF data set on aplate and single MTF data set on aplate. The
RTF data set had 9 unique foods across 375 simulated intake
plates. The MTF data set foods were prepared by the LTC
kitchen and included 93 unique foods including both purées
and minced foods across 664 simulated intake plates. Across
the RTF and MTF data sets, there are 102 classes represented
in 1039 simulated intake plate images. Segmentation accuracy
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was good with an average IOU of 0.879 across the RTF and
MTF data sets (Table 3). Segmentation accuracy ranged from
0.823 for the MTF data set at lunch to 0.944 for the RTF data
set for breakfast. From the perspective of 10U, the MTF data
set was more poorly segmented by the depth-refined EDFN;

Pfisterer et al

however, consistent with the study by Pfisterer et al [16], the
degree of visua-volume discordance was high for modified
texture diets and is discussed further in the Volume Estimation
Accuracy section.

Table 3. Average segmentation and classification accuracies within and across data sets?

Data set and meal Classes (N=102), n Images (N=1039), n Segmentation accuracy Classification accuracy
(10UP), mean (SD) (top 1), %

RTEC 9 375 0.929 (0.027) 93.9

Breakfast 3 125 0.944 (0.019) 935

Lunch 3 125 0.919 (0.033) 935

Dinner 3 125 0.928 (0.019) 95.1
MTEd 93 664 0.879 (0.101) 88.9

Day 1—lunch 5 25 0.841 (0.123) 89

Day 1—dinner 15 90 0.823 (0.099) 70.2

Day 2—Ilunch 12 74 0.863 (0.118) 70.6

Day 2—dinner 12 90 0.840 (0.122) 64.9

Day 3—lunch 10 85 0.834 (0.132) 80.4

Day 3—dinner 15 109 0.859 (0.100) 70.4

Day 4—lunch 9 60 0.871(0.113) 72.2

Day 4—dinner 10 90 0.837 (0.107) 67.8

Day 5—Ilunch 5 41 0.881 (0.117) 87.8

#There were no samples for day 5—dinner.
B1OU: intersection over union.

CRTF: regular texture food.

IMTF: modified texture food.

Classification Accuracy

As shown in Table 3, classification accuracy was high for the
RTF data set, with top-1 accuracy (ie, the most likely class)
ranging from 93.5% for breakfast and lunch to 95.1% for dinner.
However, the RTF data set had only 3 classes per meal;
therefore, it was a less challenging classification problem
compared with agreat number of classesto differentiate among,
especialy when considering the MTF data set had |ess texture
variance. In contrast, the MTF data set top-1 accuracy ranged
from 64.9% on day 2—dinner with 12 classes to 89% on day
1-unch with 15 classes.
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Volume Estimation Accuracy

L ow-density foods pose challenges to depth scanning systems.
Here, volume estimation waswithin tolerance with food volume
error of 2.5 (SD 9.2) mL, and low-density foods (eg, salad) have
the largest food volume error seen for RTF: lunch of —10.1 (SD
22.2) mL. A similar issue of low-density foods is seen through
the 3D, % absolute error intake of 14.4% (SD 13.1%), which
we suspect is owing to the air pocket below some of the pieces
of toast that are placed at atangential angleto the plate or when
2 pieces are stacked with overhang, as shownin Figure 5. This
can be considered as one of the classic examplesof the occlusion
conundrum with the imaging limitation of collection from an
overhead view. This is an example of where segmentation can
be performed perfectly, but will translate to volume estimation
errors.
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Figure 5. The occlusion conundrum, as demonstrated by stacked toast with an overhang. As volumetric food estimation is based on pixel-wise
classification, the pixels of the overhang are assumed to contain toast. Thisis alimitation to overhead imaging and provides a simplified example of
low-density foods (eg, salad) as does rigid toast placed as an inclined plane. This is seen in the depth images; bright parts denote pixels close to the
camera (ie, high food pixels). We see a gradient from low to high near the tip with asimilar, but less obvious, trend in the third depth image. The depth

map range was adjusted to exemplify the toast height.

3

Bulk Intake Accuracy

Table 4 summarizes the bulk intake accuracy within and across
data sets. Compared with the study by Pfisterer et a [16], for
this iteration, we incorporated more representation of greenin
the UNIMIB+ data set for training and validation and introduced
a more optimal stop criteria for training for segmentation. In
the study by Pfisterer et al [16], we saw that the mean absolute
volume error was 18 (SD 50) mL for RTF and 2.3 (SD 3.2) mL
for MTF and mean volume intake error was 130.2 (SD 154.8)
mL and 0.8 (SD 3.6) mL for RTFs and MTFs, respectively.
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Here, accuracy is higher with mean absol ute food volume error
of 6.6 (SD 13.6) mL for RTFsand 2.1 (SD 3.1) mL for MTFs.
Similarly, the bulk intake accuracy was higher, with mean
absolute intake error greatly reduced for the RTFs (39.9, SD
39.9 mL), but dightly higher for MTFs (6, SD 5.6 mL). The
higher degree of visual-volumediscordance for MTFscompared
with RTFs is again corroborated in Table 3, with mean food
volumeerror of 3.8 (SD 8.8) mL and higher mean volume error
for the RTF data set (6.6, SD 13.6 mL) than for the MTF data
set (2.1, SD 3.1 mL).
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Table 4. Bulk intake accuracy within and across data sets®

Pfisterer et al

Data set and meal Classes Images Food volume error Bulk intake accuracy
(N=102), n (N=1039), n
Absolute error Absolute error Error (intake; 3D, % absolute 3D, % in-
(food volume; (intake; mL), mL), mean intake error, take error,
mL), mean (SD) mean (SD) (SD) mean (SD) mean (SD)
RTED 9 375 6.6 (13.6) 39.9(39.9) —7.2 (56) 13.1(10.9) —25(16.8)
Breakfast 3 125 3(4.2) 17 (14.3) -151(16.3) 14.4(13.1) -12(15.3)
Lunch 3 125 11(21.7) 76.1 (48.5) 18.1(887)  13.7(9) 7.6 (14.6)
Dinner 3 125 6 (6) 26.5(14.4) -245(17.7)  11.2(9.9) -2.9(14.7)
MTES 93 664 2.1(3.1) 6 (5.6) 4.4(6.9) 7.6(8) 5.9(9.4)
Day 1—lunch 5 25 1(1y 34(3.3) -0.9(4.7) 5 (4.6) -0.3(6.9)
Day 1—dinner 15 90 1.9(2.9) 41(3.7) 2.5(5) 7.4(14.1) 6.3(14.6)
Day 2—lunch 12 74 22(33) 7.4(7.3) 6.1(8.4) 6.7 (5.5) 5.1(7)
Day 2—dinner 12 90 1.2(1) 46(4.3) 2.9(5.5) 8.3(7.7) 5.5(9.9)
Day 3—lunch 10 85 3.8(5.1) 7.6 (6.3) 5(8.5) 115 (10) 10 (11.5)
Day 3—dinner 15 109 1.9(2) 5.5(3.8) 3.9(5.4) 6.7 (4.7) 4.9 (6.6)
Day 4—lunch 9 60 15(2.5) 5.6 (7.5) 4.8(8) 6.3(3.9) 5.3(5.2)
Day 4—dinner 10 90 2.1(1.9) 6.5 (4.8) 5.8 (5.6) 6(4.7) 5(5.8)
Day 5—lunch 5 4 34(5.2) 9.5 (6.7) 7.8(8.6) 9.9 (5.9) 7.7(8.7)
RTF+MTF 102 1039 3.8(8.8) 19.9 (30.8) -04(367)  9.9(9.7) 2.4(13.6)

#There were no samples for day 5—dinner; food volume error is equivalent to mean error bias; error (intake) is equivalent to volume intake error; and

3D, % intake error isthe same asin the study by Pfisterer et a [16]
bRTF: regular texture food.
°MTF: modified texture food.

Validating Nutrient Intake From Volume With Mass

In Figure 6, the MTF plates (blue) tended to be of lesser mass
than the RTF plates (red), largely owing to the nature of RTF.
RTFsrepresent available food choices from the LTC home, but
they were prepared by a supermarket, which may not be
consistent with LTC serving sizes. MTF were offered and
prepared by the LTC home. Thistranslatesto aclustering effect
of MTF foods at lower values of nutrients with RTF foods
toward higher values of nutrients. We &l so observed a banding
effect on fiber for the RTF data set owing to how mass was
controlled for matching 25% portion increments and given the
relatively few foods that contained fiber in the RTF data set.
Regarding the spread of nutrient distributions, thereisal so much
higher variance for the MTF data set for larger amounts of a
nutrient (eg, protein, fat, and iron), with tighter variances
observed on smaller portion sizes.

https://aging.jmir.org/2022/4/e37590

On the basis of the coefficients of determination shown in Figure
6, nutrient estimates by volume weretightly linearly correlated

with nutrient estimates from mass, with r? values ranging from
0.92 for fat to 0.99 for vitamin C and vitamin K. Thiswas true
for all nutrients of interest (refer to Tables S2-$4 and Figure S1
in Multimedia Appendix 1) for a comprehensive assessment).
On the basis of the Bland-Altman plots, not only were they
tightly correlated but there was also good agreement between
methods, as evidenced by small bias (Ju|<2.7) and O contained
within the limits of agreement. Ideally, the bias distributions
will be centered around the y-intercept (ie, p=0). This was the
case with p ranging from a minimum of —0.01 for vitamin B6
(mg), zinc (mg), and fat (g) to a maximum of —2.7 for calories
(kcal). Taken together, these results suggest that nutrient
estimation using the AFINI-T system appears to be valid.
Estimates were well aligned with the gold-standard weighed
food method, with the advantage of only single image
acquisition and no need for weighing plates.
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Figure 6. Correlation and agreement between mass and volume estimates for determining nutritional intake at the whole plate level across all imaged

samples. Left panel depictsthe goodness of fit with linear regression and coefficient of determination (rz), and right panel depictsthe degree of agreement
between measures and bias from the Bland-Altman method. Correl ation and agreement between mass and volume estimates of macronutrients are shown
inthefigure: (A) calories, (B) protein, and (C) fiber. In total, 3 nutrients of interest are shown here for brevity. RM SE: root mean square error.
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Benchmarking the AFINI-T Approach With Current
Practice and Requirements

Now, et us consider thefeasibility of theoretical portability and
completion task time by comparing the end-to-end AFINI-T
system with the current workflow. A requirement identified in
the study by Pfisterer et al [15] was for the system to run on a
portabletablet with inconsistent Wi-Fi. By design, methodology
and models were selected to support portability. For example,
having selected an approach to support offline training in the
EDFN and autoencoder, only the final model residing on the
device, which does not require Wi-Fi. The autoencoder, which
requires only a single training session for global feature
extraction, encompasses 84,176 parameters. The per-meal
classification layer requires an additional 15n. trainable features,
where n; is the number of food classes for meal c (Table 3).
The EDFN food detection network requires 13.7 million
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parameters, but does not require fine tuning and can be used
globally across meals.

The second benchmark isregarding theoretical task completion
time. In terms of benchmarking theoretical task completion
time, we can compare with results from the study by Pfisterer
et a [15]. When assuming a very conservative estimate
including food handling of 10 seconds per image for acquisition,
the time for preprocessing (eg, plate finding) takes
approximately 2.5 seconds per image, with segmentation taking
0.7 seconds per image and classification taking 0.05 seconds
per image (Dell XPS 15 9570; i7-8750H 2.20 GHz 6-core central
processing unit; Nvidia GeForce GTX 1050 Ti). As shown in
Table 5, even based on these conservative estimates, the
theoretical completion time using AFINI-T meets the low end
of task completion times (9 minutes 45 seconds vs a mode of
10-14 minutes of completion time for charting 1 meal). Here,
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we have assumed separate imaging for each of the appetizers,
mains, and desserts for each resident. Instead, if we consider
acquisition as only acquiring the image (estimated time 1
second), thisdropsto 2 minutes 34 seconds. Thetrue completion
time will likely be between these upper and lower bounds, but
the key point is that AFINI-T is platformed to take less time

Pfisterer et al

than the current methodology and with the added benefit of
being objective and capturing data at a resident-centric level.
Instead of a resident’s intake being binned into the 25% bin
across the average foods served that day, AFINI-T captures
details at the mL level and tracks personalized items ordered
on aresident-by-resident basis.

Table 5. Summary of length of time required to complete food and fluid intake charting for 1 neighborhood (unit) comprising 16 residents, compared

with theoretical AFINI-T? processing.

Type Modetime  Responses,n(%) Timerange (minutes) AFINI-T estimate (1-second  AFINI-T estimate (10-second
(minutes) acquisition) acquisition)

Food (per meal) 10to 14 3 (33)b <10to>25 2 minutes 34 seconds 9 minutes 45 seconds

Fluid (per meal) 10to 14 4 (40)° <10to 25 N/AY N/A

Snack (per snack) <10 5 (55)° <10to 19 52 seconds 3 minutes 15 seconds

BAFINI-T: automated food imaging and nutrient intake tracking.
bSalmpl esize, n=9.

CSample size, n=10.

IN/A: not applicable.

Discussion

Principal Findings

The AFINI-T method for estimating food intake is in strong
agreement and tightly correlated with true intake. Especialy in
the case of larger intake portions, the AFINI-T method yielded
accuracy of nutrient content with <5% error. For context,
comparison with current visua assessment methods indicate
errorsin portion size 56% of the time for immediate estimation
and aslow as62% for delayed recording and stating that current
methods' error is too high for accurately identifying at-risk
residents[25]. Interpretation of the acceptability of the precision
and accuracy of the system requires further input from users,
ideally through pragmatic trials. If warranted, improvements
will require adegree of human input or expanded models. This
may be in the form showing output classification masks so that
misclassified segments can be reclassified as appropriate.
Alternatively, it can be used to seed food item regionsto tightly
constrain food regions and then apply region growing to intuit
wherethere are food segments. Thisapproach is consistent with
what was integrated into the collaborative co-design prototype
development outlined in the study by Pfisterer et a [15].
Although not fully automatic, collaborative segmentation
through machine learning estimation that is checked and
corrected, if necessary, by ahuman using asimple and intuitive
interfacewill likely be animprovement on current food charting
methods, particularly regarding accuracy and time. Timed
comparison trials will be required to confirm this.

For the current AFINI-T approach, we show that segmentation
of only 1 reference image is required and that even when some
pixelsare misclassified, thereisreasonable robustnessin nutrient
intake accuracy. These misclassifications tended to occur near
the edges of afood segment regardless of data set, which may
be from a less uniform representation near the edges either
because of higher crumbliness (eg, meat loaf crumbs) or owing
to the convolutiona kernel extending into the empty space (ie,
theplate), making it easier to classify apixel asfood when there
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arefood pixels surrounding it. These misclassification errors at
the edges do not appear to trandlate to large intake errors. This
fully automated classification strategy may be deemed feasibly
acceptable given the time savings. It is also consistent with the
co-designed user interface and workflow we reported in our
previous study, where users described acceptability for clicking
on a large food region and defining its contents from a
drop-down list [15] which can be prepopulated based on the
menu items of the day.

In the case of frequent nutrient database missing values (eg,
vitamin D [26]), there is reliance on complex imputations for
estimates [27]. Additional discussions with end users and
nutrition experts are warranted to evaluate the utility and
appropriateness of reporting these values, the margin of error
that is deemed acceptable for supporting trust in the system,
and other considerations given the quality of data included in
the underlying nutritional databases.

Comparison With Previous Studies

It is challenging to assess how AFINI-T compares with the
literature because there are no food intake data sets on which
benchmark tests can be conducted. Additional considerations
affecting the ability to compare include the number of included
classes, inconsistenciesin accuracy reporting (eg, top-1 vstop-4
accuracy), and the complexity of the classification problem (eg,
whole raw foods vs prepared meals modified texture versions
of those prepared foods). Although direct comparison between
the AFINI-T system and other automated methods for assessing
LTC intake datais not possible because the AFINI-T systemis
thefirst to measure food intake and consider MTFs, these results
suggest that AFINI-T’s deep neura network approach isamong
the highest performing approaches with a top-1 accuracy of
88.9%. Furthermore, the type of data represented in the MTF
and RTF data sets for LTC contain more complex food
scenarios, as they are prepared foods (RTF: 93.9% accuracy;
MTF: 73.7% accuracy), and the accuracy we report is top 1,
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which means that the AFINI-T approach may outperform the
others.

Some accuracy for classification methods based on handcrafted
features has been reported in the literature: 85% accuracy for
15 types of produce with minimum distance classifier [28],
88.2% accuracy for 18 classes of wholefoods (entire pineapple)
[29], 95% using top-4 accuracy for supermarket vegetable
identification [30], 96.55% accuracy for 10 vegetables using a
neural network with color and texture features [31], and 99%
using top-2 accuracy for some fruits and vegetables by fusing
3typesof features (including Unser’sfeatures) [32]. Regarding
thetrend for learned features, adeep learning approach has had
comparatively slow adoption in thefield of food imaging, with
uptake occurring only recently [33-35].

Regarding accuracy reporting for segmentation and
classification, these accuraciestend to not be mentioned [35-39]
or are stated as beyond the scope of the present version of their
system [37]. Thisisfurther confounded when segmentation and
classification accuracies are combined instead of considering
them as 2 subprocesses. Classification accuracies using deep
learning vary from as high as 100% (11 classes) [34] to 82.5%
(15 classes) [35]. Alternative methods used for classification
were AdaBoost [37], K Nearest Neighbors [40], and support
vector machines[36,39], with reported classification accuracies
of 68.3% (50 classes) [36] to 99.1% (6 classes) [39]. At the
inferencelevel, few papersreport percentage error at the nutrient
level and tend to focus on cal orie estimation or nonstandardized
metrics: calorie estimation error of 0.09% (mean absolute error)
on 6 categories using random forests and support vector
machines[39] and 0.25% (mean SE) on 11 categories of entire
foods (eg, green pepper) using aCNN [34]. Others have reported
80% of calorie estimates falling within 40% error (35% within
20% error) on 15 classes using a multitask CNN, with a

maximum correlation coefficient of 0.81 (r’>=0.64 equivalent)
and top-1 accuracy of 82.48% [35]. Previous study [35] aso
reports acomparison with the study by Miyazaki et a [37], with
79% of calorie estimates falling within 40% error (35% within
20% error) using handcrafted features, with a correlation

coefficient of 0.32 (r?=0.10 equivalent).

For comparison, the AFINI-T system demonstrated an error of
2.4% across 13 nutrientsin 56 categories (102 classes) of food

with minimum r2 value of 0.92 (0.94 for calories). The average
top-1 accuracy was 88.9%, ranging from 95.1% for 3 classes
(RTF: dinner) to 70.4% and 89% for 15 classmeas (MTF: day
3—dinner and MTF: day 1-unch, respectively). On the basis of
these comparisons, this study performs among the best reported
in the literature, despite having more complex meal scenarios
across 13 nutrients. Although there has been relatively little
work done in this area, these results represent a novel
contribution both from the technical implementation and
real-world implementation perspectives. Additional benefits of
the AFINI-T system include its ability to measure a specific
resident’sintake (as opposed to the proportion consumed across
the average of all foods offered), with performance at least
matching other approaches. Compared with the current visual
assessment methods, it is easy to use, is fast to acquire and
process, removes subjectivity, provides repeatable estimates,
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and can be tracked to the nutrient level to provide a
comprehensive profile of each resident-specific intake in a
guantitative way. Thistransatesinto high-quality datathat can
be used to inform resident preferences and streamline referrals
to RDs, along with a data-driven approach for monitoring and
evaluating nutritional interventions.

Limitations

First, ground truth volume was assumed to be equivalent to the
RGB-D cameraassessment. Although we collected ground truth
weighed food records, as this study aimed to assess overall
feasibility from an accuracy perspective through the lens of end
users, we did not account for ground truth volume. Therefore,
we were working under the assumption that AFINI-T'svolume
assessment was accurate. Volume vaidation against
gold-standard ground truth (eg, water displacement) is needed
to corroborate the accuracy (althoughin actuality, thereis some
evidence suggesting thereis <3% volume error of the Real Sense
[41]). Thisis an important consideration for more thoroughly
quantifying error at each stage. Given the state of the literature
on how error is typically reported (if it is at all), this paper
provides evidence of the feasibility of more transparent
technology for supporting trust in the system.

Second, although the plated foods are representative of LTC
offerings, intake was physically simulated through incremental
plating in the research kitchen by the researchers. Further studies
need to be conducted to evaluate the imaging technology in
real-world LTC resident food intake.

Future Directions

Future directions include adding an additional stage for
automatic food type classification as specific foods rather than
arbitrary classes with associated nutritional values (ie, mashed
potatoes are classified as mashed potatoes after the initial
segmentation step). A human-in-the-loop version, where there
is the opportunity to correct all misclassified regions (ie, the
best-case scenario), can further improve results, abeit at the
expense of manual hands-on time and effort, which needsto be
minimized. In addition, improving the algorithms to handle
more complex food types (eg, salads or soupsinwhich thefood
comprises multiple components) and more complex plates of
food to address food mixing as seen with mashed potatoes will
improve AFINI-T’s ability to assess platesin the wild.

As observed in Figure 6, with small intake amounts and
therefore small relative portion differences, the error was large.
To improve on this, in the future, we must consider from where
this error arose. A contributor may be the depth map variance.
Results indicate that nutritional intake estimates had great
variation at low levels of intake (large spread at low intake
levels). This may correspond to the amount of variation in
estimation at low levels of intake or large quantities of food | eft
on the plate. We speculate that thisis because of compounding
of small discrepancies in depth maps, which get propagated to
volume and then to nutritional intake. Future studieswill address
this issue by incorporating depth map variance as a feature to
describethefood item. For example, for agreen salad, we expect
ahigher variancein the depth map becauseit isanondense food
item. In contrast, meat loaf or dab cake will have very low depth
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map variance across the food item, as these items are more
similar to a block. Exploring automated 3D segmentation may
also be intriguing, in which depth information can be stacked
onto color channels and thus incorporated into salient feature
extraction. Similar approaches have shown promise in recent
advancesin agriculture [42-44], construction [45], rabotics, and
automation [46].

From a trandational standpoint, AFINI-T is platformed to
provide actionable data-driven insights that can help to inform
menu planning by dietitians and director of food services. For
example, it can be used to develop recipes that are more
nutrient-dense and complement the nutrients in recent past
meals. Creating nutrient-dense meals while minimizing cost is
apriority in LTC, asthereis afixed alocation of food cost per
resident. The raw food allocation in Ontario was CAD $9.54
(US $6.82) per resident per day in 2020 [47]. Until recently,
there was a disconnect between the perceived requirement to
serve full portion to meet nutritional requirements (ie, the
portion size that was costed to provide adequate nutrition);
however, because of limited budget, the foods that were served
were relatively inexpensive and the quantity required was
unsuitable. Thisresulted in high degree of food waste [48,49],
increasing the risk for malnutrition owing to less consumed
nutrients than the planned nutrient consumption [50]. AFINI-T
can also be used as a tool for developing more nutrient-dense
recipesinwhich certain ingredients can be replaced with others.
For example, replacing half of the ground beef in a chili recipe
with lentilsto decrease saturated fat and cholesterol and increase
fiber. Data on which foods are consumed can inform how to
design recipes to be smart, more expensive, and more
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nutrient-dense, with the expectation of less waste and more
portion consumption, especially when paired with software such
as Food Processor for designing recipes. Although these types
of strategies were not part of this study, they are direct
motivation for this project and have great potential to affect and
disrupt the way we assess nutrition management and beyond
when they are explored as part of future pragmatic trials.

Conclusions

AFINI-T is a feasible deep learning—powered computational
nutrient sensing system that provides an automated, objective,
and efficient aternative for food intake tracking, which provides
food intake estimates. Novel contributions of this approach
include a novel system with decoupled segmentation,
classification, and nutrient estimation for monitoring error
propagation and a convolutional autoencoder network for
classifying regular texture and MTFs with top-1 accuracy of
88.9%, with mean intake error of 0.4 (SD 36.7) mL, and
nutritional intake accuracy with strong agreement with
gold-standard weighed food method and good agreement

between methods (r ranges from 0.92 to 0.99; o ranges from
-2.7 to -0.01; 0 within the limits of agreement) across 13
nutrients of interest to LTC. Trandation of AFINI-T may
provide anovel meansfor more accurate and objectivetracking
of LTC resident food intake, thus providing new
resident-specific insights for supporting well-being and
preventing malnutrition. AFINI-T's data-driven insights may
streamline and prioritize dietitian referrals for supporting
nutritional intervention efficacy. This may enhance the
sensitivity of identifying at-risk residents and enable more
holistic monitoring for malnutrition reduction.
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Multimedia Appendix 1
This multimedia appendix contains two parts: S1—standardizing nutrient values and S2—nutrient intake accuracies. S1 consists
of Table S1, describing the workflow in converting percentage daily values to absolute measurements using Health Canada’'s
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dietary reference intake values [20]. S2 contains supplementary tables on nutrient intake accuracies (Tables S2-$4), providing a
comprehensive overview of nutrient intake accuracy within and across our long-term care datasets. S2 additionally contains
Figures Slato S1m, showing the correlation and agreement between mass and volume estimates for determining nutritional
intake at the whole plate level across all imaged samples. The left panel depicts the goodness of fit with linear regression and

coefficient of determination (r?), and the right panel depicts the degree of agreement between measures and bias from the
Bland-Altman method.
[PDF File (Adobe PDF File), 857 KB - aging_v5i4e37590 appl.pdf ]
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Abstract

Background: Wheelchair part failures have doubled over the past decade. Preventative wheelchair maintenance reduces
wheelchair failures and prevents user consequences. We are developing a smartphone app called Wheel Trak, which alerts users
when maintenance is required, to encourage maintenance practices and compliance.

Objective: This mixed methods study aimed to develop a wheelchair maintenance app using broad stakeholder advice and
investigate older adults' interaction experience with the app and their perceived barriers to and facilitators of maintenance.

Methods: Interviews were conducted with stakeholders, including mobility device users, to generate needs statements and app
specifications. The app was designed in 2 stages. Stage 1 involved the development of the app according to the specifications
and evaluation of the app interface by lead users. Stage 2 included the revision of the app screens and manual functionality testing.
Usability testing and semistructured interviews were conducted with older wheelchair and scooter users. The System Usability
Scale was used to measure app usability.

Results: Interviews with power and manual wheelchair users (37/57, 65%), wheelchair service providers (15/57, 26%),
manufacturers (2/57, 4%), seating and mobility researchers (1/57, 2%), and insurance plan providers (2/57, 4%) informed the
needs and specifications of the app technology. The 2-stage development process delivered a fully functional app that met the
design specifications. In total, 12 older adults (mean age 74.2, SD 9.1 years,; n=10, 83% women; and n=2, 17% men) participated
in the usability testing study. Of the 12 participants, 9 (75%) agreed to use Wheel Trak for preventative maintenance. Wheel Trak
scored an average System Usability Scale score of 60.25 (SD 16). Four overarching themes were identified: Wheel Trak app
improvements, barriersto maintenance, consequences related to mobility devicefailure, and smart technol ogy use and acceptance.
Older adults preferred the simplicity, readability, personalization, and availability of educational resources in the app. Barriers
to maintenance pertained to health issues and lack of maintenance knowledge among older adults. Facilitators of maintenance
included natification for maintenance, app connectivity with the service provider, reporting of device failure, and the presence
of acaregiver for maintenance.

Conclusions: This study highlighted age-friendly design improvements to the app, making it easy to be used and adopted by
older wheelchair users. The Wheel Trak app has close to average system usability. Additional usability testing will be conducted
following app revision in the future.

(JMIR Aging 2022;5(4):€39301) doi:10.2196/39301
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Introduction

The Calamity of Wheelchair Failures

According to the World Health Organization, older adults will
be using >2 assistive devices by 2030 to overcome barriers and
experience full and equal participation in society [1].
Wheelchairs are assistive devicesthat serve asaprimary means
of mobility and independence for older adults and are linked to
improved well-being and delayed need for long-term care.
Unfortunately, although wheelchairs play a significant role in
the lives of older adults and people with locomotor disabilities,
they areknown to break down frequently. Cross-sectional study
findings over the past 2 decades show that approximately 45%
to 88% of wheelchair users experience wheelchair part failures
every 6 months owing to failures of wheelchair casters, rear
wheels, brakes, frames, and sedting systems [2-7].
Comparatively, in low- and middle-income countries, where
rehabilitation services are scarce and outdoor environments are
adverse, part failures occur every 2 to 3 months [8-13]. A high
incidence of part failures among older wheelchair users was
found in a study conducted in El Salvador [14,15].
Approximately 57% of the older adults have experienced part
failures in the past 3 months of wheelchair use owing to
high-risk failures of critical wheelchair parts such as castersand
wheels. Approximately 75% to 95% of the older participants
rated their wheelchairs as unsatisfactory and in unsafe working
condition, which can contribute to part failure [14,15]. One-third
of wheelchair breakdowns result in adverse events, including
injuries, pain, depression, and hospitalization [2,4,6,12,13].
Overal, wheelchair part failures negatively affect the lives of
older wheelchair users globally, thus increasing public health
and personal burden.

Need for Wheelchair M aintenance

Community-based and secondary dataanalysis studies[7,16,17]
and the World Health Organization’s guidelines [ 18] recommend
preventative wheelchair maintenance to avoid failures that can
lead to breakdowns, which make the wheelchair dysfunctional.
A randomized controlled trial with 216 manual wheelchair users
found that active checkups and maintenance in 12 months led
to no wheelchair accidents in the treatment group [17]. The
number of accidents in the control group remained the same.
Despite this evidence, preventative maintenance is rarely
conducted. This can be attributed to unfavorable health care
policies; lack of user training, knowledge, and capability; and
lack of toolsfor repair, among several other reasons. Researchers
have developed resources such as training programs and
maintenance checklists that include consensus-based, generic
maintenance schedul esfor inspection and cleaning of wheelchair

https://aging.jmir.org/2022/4/€39301
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parts to support maintenance practices [17]. However, the
checklists cannot monitor wheel chair usein the community and
predict wheelchair failures to inform maintenance. In other
industries, maintenance schedules are dependent on product
use. For instance, in automobiles, the odometer indicates oil
change based on the distance traveled by the vehicle [19]. In
aircraft and heavy equipment industries, vibration-based
condition monitoring systems are used to generate alerts for
part replacement and preventative maintenance events and to
prevent equipment damage and downtime [20,21].
Unfortunately, no such tools exist to monitor wheelchair use
and wear down, determine the probability of high-risk failure,
and alert users and wheel chair providers about maintenance and
part replacement events.

Availability of New Technology

The widespread availability of low-cost activity monitoring
tools, such as sensors and smartphones, offer an opportunity to
track real-time wheelchair use characteristics and guide
maintenance. Smartphones are widely available around the
world. For instance, in low- and middle-income
countries—approximately one-third of older individuals (aged
>60 years) and people with disabilities have a smartphone, and
that number continues to increase [22-24]. Therefore, we are
developing a mobile health (mHealth) technology called
WheelTrak to enable use-based maintenance practices for
wheelchair users and stakeholdersinvolved in wheelchair repair.
The concept comprises a smartphone app connected via
Bluetooth to a low-power sensor unit that attaches to the
wheelchair and collects road shock data when the wheelchair
isinmotion. Shocks experienced over timewill be benchmarked
against a wheelchair wear index (WWI) that can predict the
occurrence of critical wheelchair failure. When maintenanceis
required according to WWI, users can be notified through the
Wheel Trak smartphone app.

This paper describes the staged design process and usability
testing of the Wheel Trak smartphone app. The study aimed to
evaluate the usability of the WheelTrak app for preventative
maintenance and understand the barriers to and facilitators of
maintenance, which can inform the future development of the
technology.

Methods

A systematic design procedure proposed by Ulrich and Eppinger
[25] was used to gather raw data and devel op needs statements
for the Wheel Trak maintenance technology. The design and
testing process followed in this study is shown in Figure 1.
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Figurel. App design and testing process.
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Needs I dentification

Multiple stakeholders in the wheelchair industry, who are
associated with repairs and maintenance, including wheelchair
users, were interviewed as a part of the technology transfer
programs at the University of Pittsburgh. The interviews were
conducted at a conference, in person at a wheelchair clinic, or
viaphone. Initial stakeholderswere affiliated with the University
of Pittsburgh's Rehabilitation Science and Technology
Continuing Education program. Then, stakeholders were
recruited using the snowball sampling method or word of mouth
at the conference or approached via social media platforms.

Customer discovery style interviews were conducted. Users
were asked about their daily life activitiesand journey asauser
of a mobility device. Likes and dislikes about the wheelchair
and its use settings were collected. |nstances where the user
experienced inconveniences or consequences owing to
wheelchair part failure or repair were discussed. Furthermore,
userswere probed regarding their understanding and awareness
of preventative maintenance and related training. Opinions on
wheelchair failures and repair services from wheelchair
providers were collected. Users were asked about the features
they would like to see in an mHealth preventative maintenance
technol ogy.

Wheelchair service providers were asked about their business
operations and challenges, criteria for product selection and
prescription, repair experiences of technicians, reimbursement
versus costs, cascading effects of repairs on their operations,
and experiences with clients and insurance. Providers were
queried about the development and integration of new
technology in their day-to-day repair-related operations.
Wheelchair manufacturers and insurance plan providers were
presented generic data on wheelchair part failures and asked to
share their viewpoints on the existing state of affairs regarding
repairs and maintenance. They were questioned about benefits
of and risks with new maintenance-related technology and its
integration into service. After each interview, the interviewee
was asked for referralsfor additional interviews. No identifiable
information was collected during the interviews.

Raw datafrom intervieweeswere documented using handwritten
notes, either by the author (AM) or 2 other researchers (refer
to the Acknowl edgments section). Notesincluded facts, insights,
and quotes stated by the interviewees. Pain points for each
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stakehol der were extracted from the notes manually. These pain
points were considered for generation of needs statements. For
the providers, who articul ated the needs well, direct quoteswere
converted into needs statements. Needs statements for the
Wheel Trak technology (app, sensor, and web-based platform)
were generated by the author (AM) and a researcher (refer to
the Acknowl edgments section).

App Specification Development

Onthe basis of needs statementsrelated to the maintenance app
and benchmarking to existing hedth apps, functiona
requirements or specificationswere generated for the Whee Trak
app by authors (AM and FW) and another researcher (refer to
the Acknowl edgments section). These specificationsfocused on
a low-fidelity version of the app or the minimum viable
prototype for usability testing.

App Design—Stage 1

Using app specifications, screen wireframeswere brainstormed
by the author (AM) and other researchers (refer to the
Acknowledgments section) and hand drawn subsequently. These
screens were drafted in Adobe Illustrator (Adobe Inc) by a
researcher and uploaded to a rapid prototyping platform. The
platform established a sequence among the screens. Active,
ultralight wheel chair users, who can be considered aslead users,
tested the app prototype and provided suggestions.

App Design—Stage 2

Feedback from the users was implemented by revising the app
screens in Adobe Illustrator. Then, the screens were migrated
to Android Studio (Google). A low-fidelity Wheel Trak app
prototype was deployed on a smartphone for manually testing
the appearance and functionality of app screens. Following
severa designiterations performed by the author (FW), the app
screens and incorporated features addressed the app
specifications.

Usability Testing

Ethics Approval

An ingtitutional review board application (STUDY 20100451)
was reviewed and approved by the Human Research Protection
Office committee at the University of Pittsburgh. Potential
participants were contacted via phone, and a script approved
by the institutional review board regarding study introduction
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was followed to seek verba consent from interested older
wheelchair users.

Participant Recruitment

Inclusion criteriafor participantswere asfollows: (1) aged =60
years and (2) had a manual wheelchair, power wheelchair, or
scooter. Participants were recruited through the University of
Pittsburgh Pepper Center Registry. Semistructured interviews
were conducted with older wheelchair and scooter users to
perform usability testing with the Wheel Trak app.

Usability Testing Procedure

Before the interview was conducted, recruitment, screening,
interview availability, and location were determined. We
conducted the interviews using a set of questions (Multimedia
Appendix 1) for older adults based on early wheelchair user
interaction experiences related to Wheel Trak development.
During the interviews, participants were asked about their
experiences with wheelchair failure, repair and maintenance,
barriersto and facilitators of maintenance, and technology use.
The app designed in stage 2 was downloaded in an Android
phone. The interviewer demonstrated selective Wheel Trak
screens and allowed the participant to use the app afterward.
Participants were asked questions regarding their impressions
about the app. They were probed regarding whether the app
would fit into their lifestyle and how often they would use it.
Open-ended questions on the use of app features—wheelchair
use data, failure reporting, maintenance notification, and
awards—were asked. Finally, participants compl eted the System
Usahility Scale (SUS), which is a sdf-report, validated
instrument widely used to assess users satisfaction with use,
internal beliefs, motivation, attitudes, and intentions toward
technology [26].

Data Analysis

Interviews were audio recorded and then transcribed verbatim.
Transcripts were deidentified. A systematic approach to

https://aging.jmir.org/2022/4/€39301
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gualitative thematic analysiswas used to analyze interview data
and identify and devel op codes and themes using NVivo (version
12 Plus; QSR International). First, all interviews were read by
a researcher (AB) to gain an overview of the content. Open,
axial, and selective coding strategies were used, enabling the
researchers to interact with, compare, and reduce the data
constantly. These strategies create a dynamic and nonlinear
process that enables themes to be identified, coded, and
interpreted [27]. Open coding is the first level of coding used
to identify common concepts and themes expressed through
interviews [28]. These ideas were given a descriptive label or
code. The second level of coding used was axial coding, which
was used to further refine, align, combine, and categorize
existing themes that share similar ideas [27]. Finaly, selective
coding (third level of coding) was used to condense categories
identified during axial coding, to discover overarching and main
themes from participant interviews [27]. Two researchers (AB
and AM) collaborated and created the coded interview results.

To evaluate the usability of WheelTrak quantitatively, the
average of SUS total scores of all participants was computed.
An SUS score of 80 out of 100 indicatesthat users areimpressed
with the app and would recommend it to others. An SUS score
of approximately 68 isan average usability rating that indicates
scope for improvement, and a score <51 indicates lack of
usability and need for improvement [26].

Results

Needs | dentification Results

Stakeholders listed in Table 1 were interviewed during the
Randall Family Big Idea Competition (February 2019 to April
2019) and the School of Health and Rehabilitation Sciences
Innovation Challenge (January 2020 to April 2020). Overall,
stakeholders appreciated the development of preventative
maintenance technol ogy.
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Table 1. Stakeholder feedback on wheelchair failures, repairs, and maintenance (N=57).

Boccardi et al

Participants, n (%)

Pain points

Notable quotes

Needs statements

Stakeholder

Power and manual 37 (65)
wheelchair users

Wheelchair 15 (26)
providers

Wheelchair manufac- 2 (4)
turer

Seating and mobility 1 (2)

researcher

Insurance plan 2(4)
provider

Failures degrade quality
of life

Repairs and expensive
bills from providers
Repair waiting times ex-
ceeding 6-7 months
Tired of waiting on phone
to talk to someone and
getting the runaround
Never received any
wheelchair training

Small failures lead to big
consequences

Need to keep track of
wheelchair use

Users have to take
wheelchair to the provider
many times

Time off work iscommon
Maintenance is not per-
formed despite training

Financial losses from
wheelchair repairs

Loss of reputation

No immediate conse-
guence

No consequence, but con-
cerned about the risk to
the patient population

“The app istotally needed even
for smaller repairs on my own
chair”

“1 could fix my own brakesin-
stead of waiting for aprovider.”
“You learn to become your own
mechanic. It's easier to do it
(repairs) yourself.”

“Often the providers have or-
dered the wrong parts. | have to
call providersto remind them to
order parts”

“If your chair breaks, you are
out of thechair, it isfrustrating.”
“Maintenance user manual isa
piece of paper, nobody seesit.”
“Insurance won't cover loose
brakes which can cause falls or
tips.”

“Repairs are the bane of our ex-
istence. Thistechnology can
make repairs easy.”

“Insurance does not look at long
term savings.”
“...Seems like they (insurance)
purposely drag their feet and
stall these things.”

“We will find how our products
are performing.”

“Thiswill bring peace to the
wheelchair sector; suppliers
won't have to go through the
hassle of convincing the insur-
ance through paperwork.”

“...We can more accurately
measure causes for afailure,
which is fantastic, and would
help with claimsjustification.”

«  WheelTrak sends mainte-
nance alerts before device
failure.

o WheelTrak isuser-friend-
ly.

o  WheelTrak connects end
user to the provider for re-
porting failures and
scheduling repair.

o WheelTrak allows user to
order parts from vendors
for small repairs.

«  WheelTrak displays
wheelchair use data.

«  WhedTrak isavailable
through a subscription
service.

e WheelTrak performsre-
pair coordination and
scheduling.

«  WheelTrak clubsrepairs
in adistant areaand re-
duces technician trips.

« WhedTrak actsasa
whedchair add-ontechnol-

ogy.
«  WheelTrak can report

health and mobility out-
comes.

«  None reported.

App Specification Development

The app specifications were generated explicitly in this study
for targeted use by wheelchair or mobility device users (Textbox

1).
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Textbox 1. App specifications for targeted use by wheelchair or mobility device users.

User account setup
«  Theuser should be able to register and log in to the app using an email or their Google or Facebook accounts.

o  Theuser should be able to retrieve and edit their information.

Communicate wheelchair use data

«  Theapp displays daily and weekly travel distance, speed, and impacts.

Wheelchair information

«  Theapp collects and displays data on wheelchair purchase, model, and manufacturer.

Wheelchair failure reporting

«  Theapp records wheelchair failure for communicating repair to the wheelchair provider.

Push notification

«  Theapp sends a notification when maintenance is required.

Health data collection

«  The app collects mobility outcomes data every 3 months using the validated Functional Mobility Assessment tool [29]. This feature was
requested by the sponsors of the study. It was hypothesized that wheelchair condition is related to functional mobility outcomes and health.

Reward user

«  Theuser scores an award for attaining maintenance milestones.

Platform and device

«  Theapp can be used on Android phone and tablet.

Data storage platform
«  Theapp uses Firebase (Google).

Connectivity
«  Theapp uses Bluetooth Low Energy 4.0.

Stage 1 App Design Results

excited at the prospect of having awheel chair maintenance app
for reminders. Both users liked the color contrast, layout, and

Dummy prototype screens based on specifications and  gpp features. A user requested for increment in text size and
brainstormed wireframes were deployed on Marvel appdisplay  optimization of the display on use factors such as distance,
engine (Figure 2). In total, 5% (2/37) of the adult wheelchair  speed, and impacts. Another user requested the inclusion of a
users navigated through the sequence of screens and were  parts store, which was beyond the scope of this study.
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Figure 2. WheelTrak app account setup (A), wheelchair information (B), main screen (C), and maintenance notification (D).
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Stage 2 App Design Results

AppleHealth and Fitbit wereinstalled in the phone, and essential
health app features, including data display and user account
management, were reviewed [30,31]. The feedback from stage
1 and other app reviews informed the development of next
version of the screens. The revised screens (Figure 3) were built
and deployed on an Android smartphone for iterative
specification testing. The app screens and features met the
design specifications. The WheelTrak app’s main screen

Figure 3. WheelTrak login screen (A), main screen (B), maintenance notification (C), and failure report screen (D).
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Usability Testing Results

Intotal, 12 older adult wheel chair and scooter users participated
in usability testing. Overall, 25% (3/12) of the interviews were
conducted via phone and Zoom Meetings (Zoom Video
Communications), a web-based meeting platform [32]. The
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displayswheelchair use data. The recordstab at the bottom | eft
of the main screen shows daily and weekly use. Wheelchair
information collection, failure reporting, health data collection,
and scoring of awards are displayed on separate app screens
and can be navigated through icons at the bottom of the main
screen. User account set up and sensor connection is performed
when the user logs in for the first time. Dataretrieval from and
deposition on the cloud occurs in the background. No glitches
or crasheswere encountered in the app version used for usability
testing.
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remaining interviews (9/12, 75%) were conducted at the
participants' residence or at the University of Pittsburgh’s
Department of Rehabilitation Science and Technology Design
Studio. Table 2 presents the demographic characteristics of the
participants. Interview themeswere classified asshownin Table
3.
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Table 2. Demographic and wheelchair use characteristics of participants (n=12).
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Characteristics Participants
Age (years), mean (SD) 74.2 (9.1)
Gender, n (%)

Women 10(83)

Men 2(17)
Type of residence, n (%)

House 5(42)

Apartment 7 (58)
Living arrangement, n (%)

Live alone without assistance 2(17)

Live alone with assistance 6 (50)

Live with afamily member for assistance 4(33)
Mobility devices, n (%)

Manual wheelchair 4(33)

Electric wheelchair 4(33)

Manual and electric wheelchairs 1(8)

Manual wheelchair and walker 1(8)

Scooter 2(17)
Stated liking the mobility device, n (%) 12 (100)
Disliked aspects about wheelchair or scooter, n (%)

Difficulty in avoiding bumping into objects when driving backward 1(8)

Going over thresholds 2(17)

Decreased battery power 1(8)

Wheelchair is uncomfortable owing to spasticity in lower extremities 1(8)

Lack of portability 1(8)
Indoor mobility device activities, n (%)

All indoor activities 4(33)

Some indoor activities (eg, mobility around apartment, house, or job; eating; transfers; mopping floors; and 8 (67)

assisting with carrying things from kitchen to dining room)

Outdoor mobility device activities, n (%)

All outdoor activities, using vehicle for transportation
Activities without vehicle, using own wheelchair

Activities just outside the house (eg, sit on the porch)

3(25)
8(67)
1(8)
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Table 3. Interview themes (n=12).

Themes and categories Participants, n (%)

WheelTrak app improvement

Improve readability

Increase text size 6 (50)

Increase icon size 3(25)

Change pie graph colors 8 (67)
Prioritize simplicity

Simplify 4(33)

Make graphs and charts easy to understand 8(67)

The awards screen of the app is unnecessary for older adults 11 (92)

Include personalization

Use a phone to contact the provider for maintenance, instead of connecting via Wheel Trak 4(33)

Send the maintenance notification to the provider through Wheel Trak 8(67)

Maintain privacy regarding maintenance events 9 (75)
Education

Provision of manual, guide, or video for maintenance 6 (50)

Barriersto maintenance

Lack of maintenance training 11 (92)
Low confidence in conducting maintenance 5(42)
Lack of ability to conduct maintenance owing to health issues 8 (67)

Consequencesrelated to mobility device failure

Reported failures and repairs 10(83)
Reported consequences after failures 6 (50)
Repairs by providers were not timely 3(25)

Smart technology use and acceptance

Use of smartphone or tablet 9 (75)

Stated that they will use Wheel Trak app 9(75)
Only when they remember 1(8)
Once aday 1(8)
Once aweek 1(8)
If they had a bumpy ride or travel 1(8)
When they received a maintenance notification 1(8)
Everyday 4(33)

. I In addition, 67% (8/12) of the participants reported difficulty
Comments and Additional Findings on Wheel Trak in reading the chart, especially the pie graph owing to the
App Improvement similarity in colors. The size of icons at the base of the main
Comprehension of theinformation displayed ontheapp screens  Wheel Trak screen created complications in navigating through
varied across participants and depended on their heslth various app screens. Participant 3 does not have a smartphone,
conditions and technology use experiences: so it was difficult for them to touch the icons and input
information. Participant 10 and participant 6 experienced

I’ve had a cataract operation, so it's hard to read. . e . . .
P seizures and difficulty in touching theicons.

[Participant 5]
The text size is too condensed it would be more Simplification of the app was noted as a priority by 33% (4/12)
beneficial to have a font that everyone can read. of the participants:
[Participant 4]
https://aging.jmir.org/2022/4/e39301 JMIR Aging 2022 | vol. 5 | iss. 4 [€39301 | p.40
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...If you want old peopl e to use the app then you have

to make it simpler. [Participant 3]
The 33% (4/12) of the participants indicated improvements to
the information and graphical elements on the main screen.

WheelTrak app screens for failure reporting, wheelchair
information collection, and notifications were considered to be
the most important by the participants. Convenience was a
common feature among these pages owing to accessto provider
information. One-third of the participants (4/12, 33%) valued
the connection with awheelchair provider for maintenance and
repair purposes. Half of the study participants (6/12, 50%) liked
the functionality of reporting wheelchair failures using the app.
By contrast, most participants (11/12, 92%) reported the awards
page to be unnecessary and noted that they would not be
motivated by it. Overal, 50% (6/12) of the participantsindicated
that it would be helpful to have a manual, guide, or training
video for learning wheelchair parts, app functions, and
maintenance tasks.

When asked how participants would like to be notified about
maintenance, phone call, SM S text message, or email were the
preferred choices. Overall, 75% (9/12) of the participants
preferred privacy regarding maintenance notification. They
feared that if their children or spouses were notified of
maintenance, it will increase their care burden.

Commentson Barriersto Maintenance

In total, 92% (11/12) of the participants in the study were not
trained in mobility device maintenance. A collective lack of
maintenance knowledge and confidence was observed:

You don’'t want to mess anything up and just like me,
| don’t know how to really do the parts, so | would
have to learn about it first. [Participant 6]

Additional barriers noted were health issues, including vision
problemsand lack of strength and dexterity in the hands, making
mani pulating objects difficult. Of the 12 participants, 3 (25%)
stated that they would ask someone to do maintenance.
Approximately one-third of the study participants (4/12, 33%)
conducted maintenance activities including fixing armrests,
inflating tires, and replacing scooter spark plug. Participant 11
received training from a wheel chair maintenance program and
conducted maintenance with assistance from their spouse.

Commentson Consequences Related to M obility Device
Failure

Overall, 83% (10/12) of the participants reported wheelchair
repairs and failures before the study. Brakes, wheels, and tires
incurred the most failures. These parts were replaced during
repair. Other failures were found with armrests, battery
connections, grip handles, back support, front struts, and
cushions. In total, 50% (6/12) of the participants reported
consequences associated with these failures. Participant 3 and
participant 10 stated that they are aware that their brakes are
not secure and may dlip, causing them to be more cautious and
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fearful when standing up. The scooter of participant 2 broke
down on atransportation bus and they could not perform their
daily life activities afterward. Overall, 17% (2/12) of the
participants reported receiving a loaner chair that they did not
like, thus causing frustration. Most repairs were completed by
wheelchair service providers or the Veteran Affairs. They were
timely, except for 25% (3/12) of the participants. Participant 6
stated that their repair took aweek, whereas participant 7 stated
that it took 2 months. Participant 11 experienced a front caster
fracture failure during regular use and stated that their
wheelchair has not been repaired yet. Overall, >4 months have
elapsed, and the participant still uses aloaner chair.

Commentson Smart Technology Use and Acceptance

More than half of the older wheelchair user participants (9/12,
75%) used smart technology, that is, smartphones and tablets.
Participants expressed proficiency in using their flip phones,
home phones, or smartphones. All participants (12/12, 100%)
indicated that they keep their phones on them or close to them.
These placesincludetheir bag, wheelchair pocket, pants pocket,
rollator basket, and kitchen or bedroom. Overall, 17% (2/12)
of the participantsindicated that they kept their phones on them
to report falls. Regarding usability, the most significant barrier
noted was remembering to charge the devices. Almost all
participants (11/12, 92%) noted that they charge their phone
daily or when it alerts them about low battery. The participants
disliked short charging cords or plugging the charging cable
into the wall socket.

Additional Feedback on Wheel Trak Technology

All study participants (12/12, 100%) recognized the importance
of routine maintenance for wheelchairs during the interviews.
Intotal, 75% (9/12) of the participants appreciated Wheel Trak’s
devel opment and wanted to use the technol ogy (app and sensor).
Of the 12 participants, 3 (25%) participants (participant 6,
participant 8, and participant 11) did not favor using the
maintenance technology. Participant 6 reported that her
wheelchair has electronics that track daily distance and speed:

I know my chair pretty well when something is going

to break, so | don’t need the app. [Participant 6]
Participant 8 and participant 11 reported that they would not
use the app because they are inactive. Participant 6 and
participant 8 experienced wheelchair failures and subsequent
consequences before the study.
Quantifying Wheel Trak Usability
The average SUS score was 60.25 (SD 16). Figure 4 showsthe
average score for each SUS item. As far as individual scores
are concerned, participant 6 had the highest SUS score of 90
but stated that they would not use Wheel Trak. They expressed
that the app was designed well and easy to use. Participant 1
had the lowest SUS score of 35; they were unfamiliar with using
a smartphone and experienced extreme difficulty in using the
Wheel Trak app.
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Figure 4. Mean scoresfor individual SUS items.

| needed to learn a lot of things before | could get going
with WheelTrak

| felt very confident using WheelTrak

| found WheelTrak very cumbersome to use

I would imagine that most people would learn to use
WheelTrak very quickly

v
£ | thought there was too much inconsistency in WheelTrak
[
=
S | found the various functions in WheelTrak were well
7] integrated
| think | would need support of a technical person to use
WheelTrak
| thought WheelTrak was easy to use
| found WheelTrak unnecessarily complex
| think that | would like to use WheelTrak frequently
Discussion

Principal Findings

Our study demonstrates that older adults using wheelchairs
favor the use of the Wheel Trak smartphone app for conducting
preventative maintenance and suggests age-friendly
modifications to improve the usability of the app.

Preventative maintenance reduces the frequency of wheelchair
failures and breakdowns, thus preventing adverse health
consequences to older users [7,16,17]. To encourage
maintenance practices and compliance, we are leveraging the
existing capabilities of smartphones and sensors and devel oping
an mHealth app called Wheel Trak. A systematic design process
used to gather technology design requirements revealed multiple
development areas for maintenance technology, including the
app, from the perspective of diverse stakeholders. This study
specifically aimed to evaluate the usability of and barriers to
the Wheel Trak smartphone app with the older subset of the
target user population. All the older wheel chair and scooter user
participants in the study (12/12, 100%) recognized the
importance of conducting maintenance, and 75% (9/12) of them
expressed interest in using Wheel Trak for mai ntenance purposes.
This demonstrates that although some older adults did not use
smartphones or tablets, they dtill perceived Wheel Trak
positively. In addition, participants rated the WheelTrak app
for closeto average usability, according to the SUS score. They
recommended design improvements to make Wheel Trak more
inclusive for use and adoption by the older population.

Facilitators for app-based preventative maintenance included
smart technology use, relevant app features, and interest in
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conducting maintenance with support from family member.
Overall, 75% (9/12) of the participants used smart technol ogy,
which is slightly more than the statistics reported by the Pew
Research Center [33]. Most smart technology users (9/12, 75%)
were interested in using the Wheel Trak app for maintenance.
Specifically, the features such as maintenance reminders, failure
reporting using photos of failure, and ability to connect with
the provider were much appreciated. This outcome indicates
that the Wheel Trak technol ogy provides convenience and relief
from pain points on failures and scheduling repairs, aslisted in
Table 1. These pain points have plagued the wheelchair user
community for decades. Users were motivated to leverage the
existing resources and family member or caregiver support for
conducting maintenance. Aligning with the notable quoteslisted
in Table 1, users are interested in conducting small repairs,
which can avert the occurrence of major failure-related
consequences.

As measured by the SUS instrument, the usability of the
Wheel Trak app exhibits significant variability across the SUS
items, as seen in Figure 4. Key reasons for such variability can
be attributed to familiarity with and challengesin using digital
technology, confidence in device maintenance, usability issues
with the current WheelTrak app version, and existing bias
toward mobility device capabilities, as found during the study.
These reasons may be characteristic of the older population of
wheelchair users. These app usability findings prompt the
development of a new app version for older adults, based on
feedback collected in this study.

The Wheel Trak app has close to average usability rating (SUS
score=60.5), as the app features are yet to be tailored to the
capabilities of older adults. When app screens were
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demonstrated to older users, comprehension of wheelchair use
information through animated line graphs was difficult.
Challengeswere encountered with navigation through different
screens. Although al the participants (12/12, 100%) conceded
the importance of maintenance, most of them (8/12, 67%)
experienced health limitationsto perform general maintenance.
Such limitations are commonly noted as barriers in mHealth
literature about older adults. Limited physical ability, cognition,
perception, and motivation have been cited as barriers to using
mHealth technologies [34]. In addition, as highlighted in a
previous app review study [35], the variationsin capabilities of
our study cohort showed that one size does not fit al; hence,
we need to tailor the app to different older adult personas. We
plan to address the barriers found during usahility testing and
accommodate the recommendations suggested by the older
adults.

Older adults recommended simplicity in visualization and
information communication. Accordingly, we plan to develop
new specifications for text and icon size. The amount of
information on each page shall be reduced and displayed in text
format for easy comprehension. We may use paper prototyping
and testing to develop such specifications and test new app
workflows. Use graphs, color fading, and animations can be
removed completely. Similarly, the awards and records screens
are not appealing to the older adults and can be removed. The
valuable feedback collected in this study on app design
improvements—optimal typography, color contrast, icon size,
and information personalization—can apply to other apps
developed for the older population of wheelchair users.

Personalization of app featuresishighly valued by older adults.
The users want to exercise control over app communication.
Privacy of use and maintenance data and communication of
maintenance events via phone or app will be based on user
selection. These options could be selected during theinstallation
of the app, with support from atechnical person who may be a
family member, caregiver, assistive technology professional,
or wheelchair provider technician.

All except 1 participant (11/12, 92%) were unaware of
maintenance training and lacked technical knowledge about
wheelchairs. This finding was synonymous with the user
feedback collected during needs assessment. Although barriers
totraining availability exist, half of the study participants (6/12,
50%) expressed willingness to educate themselves about
mai ntenance through videos, manuals, and resourcesin the app.
The Wheel Trak app can incorporate such training materials to
increase maintenance knowledge, familiarize users with
Wheel Trak app—enabled maintenance, and assist usersintaking
charge of maintenance. Furthermore, we anticipate the
integration of Wheel Trak technology in thein-person and remote
wheelchair maintenance training programs to augment
maintenance training capabilities and outcomes [36]. With
increasing smartphone adoption among older adults and people
with disabilities, alow-cost tool such as Wheel Trak can assist
in scaling maintenance training and enable great compliance.

Most participants (8/12, 67%) expected WheelTrak to aert
providers about upcoming maintenance events. This motivates
usto explore the development of Wheel Trak for the wheelchair
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provider group. Providers incur wheelchair repair losses, a
finding from provider feedback during needs assessment and a
cross-sectional study that surveyed >125 providers [37].
According to the provider’'s feedback obtained during the app
design phase, these losses can be prevented if Wheel Trak can
streamline and schedule upcoming repairs. Accordingly,
web-based platform development can be investigated in the
future for providers.

Participants’ experiences with wheelchair failures and repairs
are similar to those reported in the literature [3-5] and needs
assessment phase. These events result in long time without the
wheelchair and severely limited mobility, as repair wait times
stretch beyond months, which means spending more time in
bed [3]. Itisnot surprising that wheelchair failures are associated
with pressure injuries and rehospitalization [6]. Conseguences
include time off work, numerous calls and tripsto the provider,
and expensive repair billsif insurance does not cover repair. In
addition, older users' frustrations with loaner wheelchairswere
documented in this study.

A trained participant (participant 11) who conducts maintenance
experienced a high-risk failure during regular wheelchair use.
These findings support the development of WheelTrak
technology for monitoring wheelchair condition and informing
users about upcoming high-risk failures and maintenance events.
Wheel Trak plansto predict failures, especially those related to
wheels and brakes. These parts need to be replaced to avoid
risksrelated to tips and falling out of the wheel chair, which can
cause injury to the user.

The barriers and consequences realized in this study and recent
studies on repair experiences of wheelchair providers
demonstratethat it is crucial to addressthe repair-rel ated needs
of mobility device users and providers. Furthermore, as
Wheel Trak devel ops, health care policies must enact provisions
and support  preventative  maintenance  practices.
Reimbursements for service and maintenance activities can be
allowed with justification provided by ground truth data
collected by Wheel Trak.

Limitations

First, the design phase cast awide net for gathering Wheel Trak
app requirements, but the usability test was conducted only with
older adults, asubset of theintended Wheel Trak user population.
This may have affected the SUS usability score. Second, the
usability testing study concentrated on app navigation and
interaction and was limited to specific app screens that older
participantswould use. For instance, user account setup, sensor
connectivity via Bluetooth, cloud connectivity, and health
information collection using the Functional Mobility Assessment
tool are features available in the app. These features will be
tested in future studies with other user cohorts. Finaly, we
aimed to limit potential biasin soliciting positive feedback for
Wheel Trak. For this purpose, AB was initialy recruited to
conduct interviews.

Future Studies

We plan to devel op an age-friendly version of the app based on
study results and conduct focus group testing. In addition to
SUS, we plan to include other validated tools to understand
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users cognitive load while performing tasksintheapp. Aspart  Conclusions
of ongoing studies, the app’s current version will be tested with
other mobility-assistive device users (aged 60 years) to identify
their perceptions and usability of WheelTrak. Wheel Trak
development will include other modes of informing participants
about mai ntenance such as SM Stext messages, email, and phone

cals, in addition to app notifications. Along with 8PP gng conducting Wheel Trak-led maintenance with caregiver or

developm_ent, we are conducting field studies to moni_tor provider support. The WheelTrak app has close to average

wheelchair use and develop a WWI-based preventative ,cahjjity for older adults with disabilities. Findings from the

maintenance model. study informed the research team about improvements to the
app, making it easy to be used and adopted by wheelchair users
across their life span.

The WheelTrak preventative maintenance app has been
identified as a tool that older adults can use for maintenance
notifications and reporting wheelchair failures to providers.
Despite challenges in using smart technology, older adults
expressed interest in educating themselves about maintenance
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Abstract

Background: The rapid diffusion of technology apps may support older adults' independence and improve the quality of their
lives. Modelsfor predicting technology acceptancein older adults are sparse, based on broad questions rel ated to general technol ogy
acceptance, and largely not grounded in theories of aging.

Objective: This study aimed to use a mixed methods approach involving 5 technologies to comprehensively assess the causal
relationships among factors that influence older adults’ willingness to adopt the technologies.

Methods: Intotal, 187 men and women aged 65 to 92 years participated in the study. Participants were given presentations on
5 different technol ogies spanning domains that included transportation, leisure, health, and new learning and provided ratings of
each technology on various measures hypothesized to influence adoption. They were also administered other instruments to
collect dataon their actual and self-assessed cognitive abilities, rates of discounting of the technol ogieswith respect to willingness
toinvest timeto attain higher skillsin the technologies, general technology experience, and attitudes toward technol ogy. We used
the machine learning technique of k-fold cross-validated regressions to select variables that predicted participants’ willingness
to adopt the technologies.

Results.  Willingness to adopt technologies was most impacted by 3 variables: perceived value of the technologies (=.54),
perceived improvement in quality of life attainable from the technologies (3=.24), and confidence in being able to use the
technologies (3=.15). These variables, in turn, were mostly facilitated or inhibited by the perceived effort required to learn to use
the technologies, a positive attitude toward technology as reflected in the optimism component of the technology readiness scale,
the degree to which technologies were discounted, and the perceived help needed to learn to use the technologies.

Conclusions: Our findings demonstrate that participants’ willingnessto adopt technologiesis mainly determined by perceptions
of 3 aspects of the technologies; these aspects possibly mediate many relationships with willingness to adopt. We discuss the
implications of these findings for the design and marketing of technology products for older consumers.

(JMIR Aging 2022;5(4):€39890) doi:10.2196/39890
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Introduction

Background

New technologies are diffusing into everyday life at an
extraordinary pace. These technologies span domains that
include health and wellness, communication and socialization,
transportation, entertainment, lifelong learning, and home
support and may be found in different forms such as websites,
mobile apps, wearabl e devices, and consoles. Importantly, many
existing and emerging technologies may afford older adults
with opportunities for enhanced independence, quality of life
[1], and more successful aging [2-5] by promoting the
maintenance of mental and physical health and life-engagement
activities and, more generally, the continuation of adaptation
to age-related changes over the life span [6]. However, older
adults consistently adopt technology at lower rates compared
with younger age groups|[ 7-9], which compromisestheir ability
to derive benefits offered by technology.

General Models of Technology Acceptance

Given the broad and important implications of technology use,
even beyond older adults, several models have been devel oped
and refined with the purpose of delineating factors that predict
technology adoption in the general population. A widely cited
early model is the Technology Acceptance Model (TAM)
[10,11]. It posits that the use of a technology system is
predicated by anindividual’s motivation to useit, which depends
on 3 variables: the perceived usefulness of the technology, the
perceived ease of use of the technology, and overall attitude
toward using the technol ogy.

Various modifications of the TAM [12] led to TAM 2 [13],
which largely focused on technology use in the workplace. It
proposes additional variables that influence the perceived
usefulness of a technology, such as job relevance and output
quality. Another widely cited model for technology acceptance
is the Unified Theory of Acceptance and Use of Technology
(UTAUT) [14], which coalesces data from 8 prior technology
adoption models that consider the roles of constructs such as
social factors, jab fit, subjective norms, perceived ease of use
and usefulness, self-efficacy, and attitudes toward behavior.
The UTAUT adlows for age to interact with every relationship
in the model.

The UTAUT model also posited 4 additional factors important
in the behavioral intention to adopt technology: facilitating
conditions, social influence, effort expectancy, and performance
expectancy. However, the datathat the UTAUT and its precursor
models were based on were largely derived from students and
the concern for people in work situations who were reticent to
adopt workplace technologies that could potentially benefit
themselves and their employers. As stated by these authors,
“UTAUT thus provides a useful tool for managers needing to
assessthelikelihood of successfor new technology introductions
and helps them understand the drivers of acceptance to
proactively design interventions (including training, marketing,
etc) targeted at populations of users that may be less inclined
to adopt and use new systems’ [14]. In addition, these models
were not explicitly tested with older age groups and thus did
not specifically address factors associated with older
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populations. To thisend, the UTAUT model has been extended
with new constructs such as privacy and to new populations
[15].

M odels of Technology Acceptance Specific to Older
Adults

The Senior TAM (STAM) [16,17] also attemptsto addressthese
issues. On the basis of the TAM and UTAUT modeling
frameworks, the STAM was devel oped to predict the acceptance
of general technology by Hong Kong Chinese older adults
through theinclusion of several factors. Although both the TAM
and UTAUT propose a causdlity flow whereby a set of
constructs causes another set of constructs, which inturn causes
the use of technology, the STAM differs from the TAM and
UTAUT in that the causal specifications are much broader.

For example, inthe TAM, the direct effect of perceived ease of
use on the behavioral intention to use technology is predicted
to be influenced by attitudes about the technology. In contrast,
the STAM model found no support for a direct effect of
perceived ease of use (or of perceived usefulness) on the actual
use of technology. Although both perceived ease of use and
perceived usefulness predicted attitudes toward the use of
technology, attitudes did not significantly predict actual use.
Instead, the STAM found a broad array of variables, including
gerontechnology self-efficacy, gerontechnology anxiety,
facilitating conditions (knowledge, guidance, and support from
other people), health and ability characteristics, social
relationships, and attitudes toward life and satisfaction, to have
a direct effect on the actual use of technology. In addition,
almost every one of these predictors had a direct effect on
perceived ease of use, perceived usefulness, or both variables.
However, the genera nature of how causality is specified in
thismodel impliesthat it is difficult to refute [18].

It should also be noted that the devel opment of the STAM [16]
was based on the outcome measure of how many technologies
respondents had used in the previous 12 months. Therefore, in
contrast to other models of technology adoption, the outcome
was retrospective and not concurrent or prospective. Thisraises
the possibility that the conclusionsthat formed the STAM model
may have been due to differencesin older adults' retrospective
technology use rather than based on their concurrent or
prospective attitudes toward adopting technol ogy.

More recently, Harris and Rogers [19] devel oped a health care
TAM based on older adultswith hypertension. Intotal, 23 older
adults were interviewed, and the interview transcripts were
analyzed to identify factors that were frequently mentioned for
the consideration of use of each of 3 health care technologies:
a blood pressure monitor, an electronic pillbox, and a
multifunction robot. Perceived ease of use, perceived usefulness,
facilitating conditions, and socia influences—4 predictors
commonly used in the theoretical models of technology
acceptance associated with the TAM—were assumed to be the
primary drivers of behavioral intentions to adopt technology.
The qualitative analysis revealed that a host of other factors
could impact these predictors, including perceived need, privacy
and trust in the technol ogy, familiarity, and advice acceptance.
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Study Objectives

This study focused on deriving a more comprehensive
understanding of the factors underlying and interactively
influencing older adults’ willingnessto adopt technology within
a concurrent context. Specifically, participants provided
appraisals based on exposure to actual technologies, in contrast
to dliciting responses from older adults regarding acceptance
of “general technology” [17] through broadly based questions.
We used a mixed methods experimental approach referred to
as the Technology Assessment Procedure (TAP), which
provided study participants with some requisite exposure to a
set of specific technologies.

Thefocus, however, was not on these specific technol ogies; the
technologies selected were exemplars of a potentialy large
number of existing and future technologies across severa life
domains. In selecting an exemplar set of representative
technologies that could be used to experimentally investigate
predictors of willingnessto adopt technol ogy, our objective was
to ensure that the technologies spanned different domains (eg,
transportation, health and wellness, and lifelong learning),
spanned different forms (eg, mobile apps and websites), and
were potentially rel evant because of their ability to improvethe
quality of life of older adults [1]. Simultaneously, we wanted
to ensurethat it was feasible and comfortable for our older study
participantsto evaluate the sel ected technol ogies during asingle
experimental session, which we validated during pilot studies.

Using the TAP methodology, we obtained participants’ ratings
for each of the technologies on measures such as perceived
value, improvementsto quality of life, confidencein the ability
to use the technology, concerns for privacy, perceived effort
needed to learn the technol ogy, and perceived help needed from
family and friends to use the technology. As part of our
methodology, we also examined cognitive ability measures,
subjective ability measures based on self-assessments,
participants’ discounting behavior, and general technology
experience.

The primary goal of this study was to determine, using a
concurrent framework whereby participants' appraisals are
provided within the context of actual technologies that are
presented to them, those variables that are most critical in
directly impacting the willingness to adopt these technologies.
We aso sought to establish possible mediative roles by
identifying facilitating and inhibitory influences on these
variables. Asdiscussed in the ensuing section, anumber of these
variables were derived based on our prior findings regarding
older adults' use of technology and from cognitive aging theory.
Understanding the interplay of these influencesis critical, both
to our theoretical knowledge concerning older adults and
technology adoption and for providing a blueprint for more
effective design of technology products for older populations
and strategies for marketing these productsto older consumers.

A Modeling Framework: Predicting Older Adults
Willingnessto Adopt Technologies

In total, 5 exemplar technologies were targeted in this study.
For each of these technologies the variables examined, using
the TAP methodol ogy, included participants' self-appraisals of
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the willingness to adopt the specified technology, the value or
importance of the technology, the (mental) effort needed to
learn and master the technol ogy, the confidencein one's ability
to learn and master the technology, the degree to which help
would be needed from family and friends to learn and master
the technol ogy, the degree to which thetechnology is perceived
as improving one's quality of life, concerns with issues of
privacy and trust associated with the technology, and the
willingnessto pay for the technology.

In addition, other factors related to willingness to adopt
technology that could be impacted by age were considered.
These included perceived health status, openness to and
readiness to take on technology, the degree to which the
technology is discounted because of the investment of time
needed to obtain skillson it, self-assessment of one's cognitive
abilities, cognitive abilities (based on cognitive tests), experience
using computer technologies, knowledge and skills related to
the use of technology, and the degree and nature of support
available from family or friends for learning or using the
technology.

The machine learning technique of k-fold cross-validated
regressions was used to select variables that directly predicted
participants’ willingness to adopt the technologies. We then
used multiple regression anayses to determine the best
predictors of the variables selected by k-fold cross-validated
regressions. This technique is well suited to this study, as data
were collected on many variables, including thosethat are highly
correlated with each other. In addition, the model s of technology
adoption reviewed serve mostly as frameworks for describing
the types of factors that likely influence technology adoption
and are not intended to be rigorous enough to be the basis for
afully confirmatory model. We hypothesized that the perceived
value of the technology, based on empirical studies involving
older adults[1], would be astrong predictor of its adoption. We
also predicted that confidence in one's ability to learn the
technology, which relates to the construct of self-efficacy in
technology acceptance-based models (eg, STAM), and the
degreeto which thetechnology is perceived asimproving one's
quality of lifewould be strong predictors of willingnessto adopt
technology based on our past findings[1].

In addition, the cognitive effort perceived to be needed to learn
and master a technology was expected to have an inhibitory
influence on the intention to adopt technologies, given the
general tendency for people to minimize expenditure of
cognitive effort [20] and the reductions with age in
“metacognitive beliefs’ [21] concerning cognitive capabilities.
In addition, from the perspective of learning and skill acquisition
[22,23], given that older adults learn new material more slowly
than younger adults, the possible requirement for a greater
investment of mental effort for older adults to learn the
technology may inhibit their intention to adopt it. Willingness
to learn new things, which is related to the trait known as
“openness to experience” and to the construct of technology
readiness, was also expected to indirectly influence the
willingnessto adopt technologies asit typically diminisheswith
aging [24].
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Another age-related factor that we believe would influence the
willingnessto adopt technol ogiesisthe extent to which rewards
received later in time are discounted. For decisions based on
more realistic (ie, not hypothetical monetary) types of future
rewards, Melenhorst [25] found increased discounting with age,
which is consistent with economic perspectives on aging and
discounting [26]. However, Sharit et a [27] found that older
adults discounted less with increasing age when rewards
consisted of attaining greater skills on technologies. In this
context, the willingness to invest more time than someone else
to achieve the same reward (ie, level of skill in a technology)
would reflect lesser discounting, similar to the willingness to
wait a longer period than someone else to accrue the same
amount of monetary reward. We hypothesized that lower
discounting would imply greater willingness to adopt the
technologies, especidly if the technologies are perceived to
provide improvements to the quality of life.

There may be concerns with privacy that older adults harbor,
which may depend on the technology, for instance, apps that

Moxley et d

are designed to support health or financial management [1]. In
addition, willingness to pay for the technology (for those
technologies or apps for which such costs apply) may also
influence the intention of older adults to adopt technologies
[28]. The hypothesized effects of these and some additional
variables are presented in Table 1.

Through the identification of variables that directly influence
the willingness to adopt the technologies presented to
participants and determining their possible facilitating and
inhibitory indirect influences and thus possible mediating rol es,
as indicated in some of the examples considered above, we
hoped to develop a better understanding of the interplay of
influences on the adoption of technologies by older adults.
Overall, the goal of this study was to measure these variables,
test their hypothesized influences, and ultimately derive an
efficient model that reliably captures, across a range of
technologies relevant to older adults, the dynamic interplay of
factors governing the willingness of older adults to adopt
technologies.

Table 1. Hypothesized effects of increasesin selected study variables on willingness to adopt the technologies.

Variable Expected effect
Perceived value Positive
Confidence in ability to use the technology Positive
Perceived ahility for the technology to improve qudlity of life Positive
Perceived help needed to learn the technology Negative
Perceived cognitive effort needed to learn the technology Negative
Technology readiness Positive
Discounting of time willing to invest to learn the technol ogy Negative
Concerns with privacy Negative
Willingness to pay for the technology Positive
Self-assessment of abilities Positive
General technology experience Positive
Availability of technology assistance Positive

Methods

Participants

Participants were recruited from 2 large US cities through
advertisement in local media and newsletters, interactions with
agencies serving older adults, and participant registries.
I nterested participants completed an initial telephone interview
that assessed basic eligibility, which included being =65 years
of age; able to read and understand English at the sixth grade
level; having no problems related to hearing (with correction),
vision (at least 20/70 with correction), or arthritis that would
impair their ability to write or use a laptop computer (only 2
people were excluded based on this criterion); being
noncognitively impaired as measured by the Telephone
Interview for Cognitive Status instrument [29], with cutoff
scores adjusted for age and education (eg, for people between
70 and 79 years of age, aminimal score of 29 was required for
those with less than a high school education, and a minimal

https://aging.jmir.org/2022/4/e39890

score of 31 was required for those with at least a high school
education); and having no experience with any of the 5
technologies presented in the study.

Ethics Approval

The participants provided written informed consent and were
compensated US $40 (and any parking expenses) for their
participation. The Institutional Review Boards of the University
of Miami and the Weill Cornell Medicine approved the study
(approval number 1808019538).

Procedure

The experimental procedure used amodified version of amixed
methods data collection procedure referred to as the TAP. This
method [1] involves the following: (1) presenting study
participants with in-depth overviews of various technologies,
(2) after each technology presentation, completing a
guestionnaire to rate the technology on various criteria related
to its adoption; (3) completing additional questionnaires and
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other assessments intended for complementing the data on
technology ratings, and (4) participation in postpresentation
focus groups. In this study, the focus group feature of TAP was
not implemented.

Each study session involved groups of 2 to 4 people. Participants
wereintroduced to the study, provided written informed consent,
and then individually administered a demographics
guestionnaire, the Wide Range Achievement Test [30] to assess
literacy, and a vision test. Participants who did not meet the
inclusion criteria were compensated US $10 for their time.
Participants who met the inclusion criteria proceeded, in a
sequential order, through the ensuing session steps, with rest
breaks given to them between several of these steps.

The assessment typically took approximately 4 hours.
Participants were provided with snacks and drinks during the
sessions, a forma break after the technology ratings were
completed, and restroom breaks as needed. Although the order
in which the technologies were presented and rated was
randomized, the order of the instruments did not vary. As the
most important measure for this study was the technology
ratings, these ratings were completed first. We believed, based
on prior experience, that cognitive testing would constitute the
most taxing aspect of the study for the participants; thus, these
measures were collected last to lessen the effect of fatigue on
the other components of the study. Furthermore, as the study
was not concerned with thelevel of the cognitive measureswith
respect to classifying cognitive status or abilities but rather with
examining the potential impact of individual differences, this
approach seemed better than adding an additional design factor
whereby some participants completed the cognitive measures
at the beginning of the study and were more fatigued before
doing different parts of the study than other participants.

Moxley et d

Technology Presentationsand the Technology Ratings
Questionnaire

Overview

Participants as a group were shown PowerPoint presentations
on 5 technol ogiesin apredetermined random order to minimize
order effects. Thefivetechnologieswere (1) Lyft, aride-sharing
app; (2) eCareCompanion, an app that allows sharing of health
information with your care team, tracking of health tasks, and
optional devices to measure vital statistics; (3) Curious, a
website dedicated to providing lessons for lifelong learners on
avariety of topics; (4) InteliChart, a patient portal that allows
an individual to view medica charts, schedule appointments,
and manage other aspects of health care; and (5) Fittle, an app
that uses an internet-based coach to help people meet health
and fitness goals. Each presentation lasted for approximately
10 minutes. Participantswere allowed to ask clarifying questions
about each technology; however, discussion among the
participants was not permitted. Figure 1 shows examples of the
slides used in the presentation of the technologies.

Following the presentation of each technology, participants
completed atechnology rating questionnairein which they rated
the technology on various criteria using a Likert-type 9-point
scale (except for the willingness-to-pay criterion), with verbal
descriptors provided for the 2 endpoints and the 3 intermediary
pointson the scale. After the presentationson al 5 technologies
were completed, asummary of the 5 technol ogieswas presented,
and participants were able to review their ratings and make
changesif desired. The participantsrated each technol ogy based
on the following criteria.

Figure 1. Example of slides used in the presentations of the technologies to participants going clockwise from the top left: Lyft, eCareCompanion,

Curious, Fittle (bottom right), and InteliChart.

Using Lyft )

® The GFS map will thow you whene
wour drive (& and how far away they
e

Send and
Receive
Messages
Securely to
your Doctor
and Other
Members
of Your
Care Team

="

Willingness to Adopt the Technology

How willing are you to adopt the technology that was just
presented to you? In other words, how willing are you to “take
it up” and start using it (1 being completely unwilling, 5 being
somewhat willing, and 9 being completely willing)? This was
the primary dependent variable in the analyses. We also
measured willingnessto adopt using paired comparisonswithin
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the Analytic Hierarchy Process [31,32]. Although the paired
comparisons measure validated our willingness to adopt
measures, we chose not to use this measure in our analyses
because it was highly correlated with the willingness to adopt
measure and had lesser correlation with other measures in our
analyses. Thus, we only used the willingness to adopt this
measure,
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Perceived Value

How would you rate the importance or value of the technology
that was just presented to you (1 being not at all important, 5
being somewhat important, and 9 being extremely important)?

Perceived Effort

How much effort do you think you would have to put into
learning and mastering the technology that was just presented
to you (1 being none, 5 being some, and 9 being alot)?

Confidencein Using the Technology

How confident are you that you have the ability to learn and
master the technology that was just presented to you (1 being
not at all confident, 5 being somewhat confident, and 9 being
extremely confident)?

Help With Technology

How much help would you need from family and friends to
learn and master the technology that was just presented to you
(1 being none, 5 being some, and 9 being alot)?

Quality of Life

Think about the things that are most important to you that
contributeto your quality of life. How much can the technol ogy
just presented to you help improve your quality of life (1 being
not at all, 5 being some, and 9 being alot)?

Concern With Privacy

How worried or concerned are you about privacy and trust issues
associated with the technology just presented to you (1 being
not at all worried, 5 being somewhat worried, and 9 being
extremely worried)?

Willingnessto Pay

Select how much you would be willing to pay to own the
technology just presented to you. When making your selection,
do not include any ongoing or recurring costs for services or
subscriptions associated with the technol ogy. (Participants could
choose from nothing to more than US $100, with 10 categories
in between these extremes).

Discounting the Investment of Timeto Learn the
Technologies

The experimenter, following a script, guided the administration
of 2 complementary instruments designed for assessing
discounting behavior that were presented to the individual
participants on the laptops provided to them. First, the Time
Allocation to Attain Skill instrument was used for participants
to indicate the amount of time (in hours and minutes) that they
would be willing to spend to achieve a certain level of skill on
the specified technology. Five levels of skill—basic, moderate,
intermediate, advanced, and mastery—were defined, and training
was given to clarify differences among these skill levels.
Participants responded either yes or no regarding their desire
to attain the next level of skill in the technology. If their choice
was “yes,” they were also asked to indicate the additional
amount of time they would be willing to invest to achieve that
skill level; however, they could choose to stop at any level if
they did not desireto acquire any further skill in that technol ogy.
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After completing thisinstrument for each of the 5 technologies,
the participants completed the Assigning Importance to a Skill
Level instrument. Using their laptops, they were instructed to
rate the importance of attaining the desired skill levelsthat they
had previously indicated for each of the 5 technologies on a
scale that ranged from 1 to 10 (1 indicated no importance, 5
indicated average importance, and 10 indicated extremely
important). Participants were cued (by the computer interface)
to assign importance valuesonly for those skill levelsfor which
they indicated that they were willing to invest time to attain.

These 2 instruments enabled the collection of data for
determining the degree to which participants discounted the
time they were willing to invest to acquire skillsfor each of the
5 technologies [27]. In addition, the level of skill desired,
defined asthe highest level of skill participants wished to attain
for each technology (ranging from 1 for basic skillsto 5 for a
skill level of mastery) was also used as a measure as desire to
acquire greater skillswas believed to beindicative of willingness
to adopt the technol ogy.

Additional Instruments

Cognitive Test Battery

Participants were administered the Trail Making Tests A and
B [33], which measure overall cognitive functioning; Digit
Span, forward and backward [34], which measures working
memory; the Shipley Vocabulary test [35], which measures
crystallized and fluid cognitive ability; and the Multidimensional
Aptitude Battery [36] test, which measures life knowledge.

Self-assessment of Abilities

Participants completed an 8-item rating scale, adapted from
Ackerman and Wolman [37], which was used to assess their
self-appraisa of the following abilities on a 9-point scale
(1=very low ability; 9=very high ability): vocabulary,
comprehension, numeric ability, memory, learning ability,
problem-solving and reasoning, detection, and grasping and
mani pulative skill.

Openness to New Experiences

Participants answered 2 questions from the Ten-Item Personality
Inventory [38] related to traits associated with being open to
new experiences.

Perceptions of Aging

Participants answered the 10-item Attitudes Toward
Age-Related Change [39], which is divided into two 5-item
sections measuring the perceptions of positive and negative

aspects of aging. Each item ranges from 1 to 5 or not at all to
very much.

Technology Readiness

Participants completed the Technology Readiness Index, a
16-item questionnaire that uses a 5-point Likert scale designed
to determine an individual’s predisposition to adopting new
technologies[40] and thus capture potentially important attitudes
related to technology acceptance. It comprises 2 positive
dimensions, optimism (belief that technology increases control,
flexibility, and efficiency) and innovativeness (one's view of
being a “technology pioneer”), and 2 negative dimensions,
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discomfort (a tendency to being uncomfortable with or
overwhelmed by technology) and insecurity (a general feeling
of skepticism or fear toward technology). Participants were
asked to what extent they agree or disagree with 16 statements
across the 4 dimensions.

General Technology Use Survey

This instrument was divided into three sections: (1) a section
which asked participants about their access to and use of
computer technologies, such as desktops, laptops, and tablets,
smartphones, internet, and email; (2) a section comprised of 4
guestions to which participants indicated, on a 9-point scale
(1=very low; 9=very high), their degree of basic computer
technology skill (eg, the ability to easily use the equipment
associated with basic computer technol ogi es such as akeyboard
or a mouse); internet and email skill or knowledge; computer
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programs knowledge; and computer applications knowledge
(eg, about different applications or “apps’ on a computer or
smartphone and how to use them); and (3) a section related to
participants needs for assistance and support in use of
technology. Thislast section consisted of 2 questions to which
participants responded, using a 9-point scale (1=none of the
time, 5=some of the time, and 9=all the time), how often they
needed assistance to help them learn and master a new
technology and how often someone was available to them to
learn and master a new technology. In addition, participants
were asked to check off itemsindicating who they relied on for
help learning to use a new technology and who they listen to
for advice and recommendations when considering whether to
use a new technology.

Table 2 summarizes the measures used in this study as well as
the instruments from which they were obtained.
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Table 2. Variables collected in the study.
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Measure Type of variable?

Instrument

Age

Perceived overall health

Willingness to adopt the technology
Perceived value of the technology
Perceived effort to learn the technology

Self-confidence in ability to learn and use the
technology

Perceived help needed to learn the technology
Quiality of life improvement from the technology
Privacy or trust issues with the technology
Willingness to pay to own the technology

Relative comparisons in adopting the technologies
technology)

Discounting rate
Level of skill desired

Overall cognitive functioning Individual (test score)

Working memory Individual (test score)

Crystallized and fluid cognitive ability Individual (test score)

Life knowledge Individual (test score)

Individual (continuous)
Individual (scale vaue: 1-5)
Technology (scae vaue: 1-9)
Technology (scale value: 1-9)
Technology (scale vaue: 1-9)
Technology (scale value: 1-9)

Technology (scale value: 1-9)

Technology (scae vaue: 1-9)

Technology (scale value: 1-9)

Technology (categorical)

Technology (a set of relative weights of each

Technology (continuous)

Technology (scale vaue: 1-5)

Demographics questionnaire
Demographics questionnaire
Technology Rating Questionnaire
Technology Rating Questionnaire
Technology Rating Questionnaire
Technology Rating Questionnaire

Technology Rating Questionnaire
Technology Rating Questionnaire
Technology Rating Questionnaire
Technology Rating Questionnaire
Paired Comparison Ratings | nstrument

Time Allocation to Attain Skill Instrument
Time Allocation to Attain Skill Instrument

Cognitive Test Battery (Trail Making Tests
A and B)

Cognitive Test Battery (Digit Span)
Cognitive Test Battery (Shipley Vocabulary)

Cognitive Test Battery (Multidimensional
Aptitude Battery)

Self-assessment of cognitive abilities

Openness to new experiences

Perceptions of aging: gain
Perceptions of aging: loss

Technology readiness: optimism, innovativeness,
discomfort, and insecurity

Self-assessment of technology skill

Needs or availability for technology assistance

Individual (average score; item scale value: 1-9)

Individual (average score; item scale value: 1-7)

Individual (sum score; item scale value: 1-5)
Individual (sum score; item scale value: 1-5)

Individual (averagetotal and subscale scores; item
scalevalue: 1-5)

Individual (average of 5 items; item scale value:
1-9)

Individual (average of items; item scale value: 1-

Self-Assessment of Abilities Questionnaire
(6 of 8items)

Ten-ltem Personality Inventory (2 of the
items)

Perceptions of Aging (5 of 10 items)
Perceptions of Aging (5 of 10 items)

Technology Readiness Index Questionnaire

General Technology Use Survey

General Technology Use Survey

support 9)

General tech experience
5 technologies)

Individual (sum score of yesor noto havingused General Technology Use Survey

&Technology variables were collected for each of the 5 technologies; individual variables were collected once.

Analytic Approach

As noted earlier, because of the large number of variables and
the difficulty of specifying apredictive model apriori with such
a large number of parameters and potentia collinearity, we
adopted a systemic exploration analytic method based on
machine learning techniques, the k-fold cross-validation
regression technique, to derive our model of willingnessto adopt
the technologies. We chose this technique as it helps reduce
model overfitting and provides a better estimate of how our
derived model would perform in general, beyond the data
generated by our sample [41].

https://aging.jmir.org/2022/4/e39890

Initially, because of missing data (<1% of total observations),
for some of the variables, we used multipleimputation to create
20 different complete data records for each of the 187
participants. For each participant, each of these data records
contained complete datafor all variables, with the prior missing
data replaced by imputed values. Thus, we generated 20 data
records for each participant, each with 20 different imputed
values for each variable with missing data. Although typically
5 imputations for missing data are considered sufficient, we
opted to be conservative and instead created 20 different data
records for each participant for reasons involving our variable
selection method explained in the following paragraphs.
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Following imputation and the generation of 20 datarecords, the
next step was to identify the set of variables that would best
predict our main dependent variable, willingness to adopt the
technologies. We tested each data record with a k-fold
cross-validation regression program as implemented in glmnet
for the R statistical environment [42]. This program uses a
penalized regression technique to handle collinearity and is
consistent with the techniques of Ridge regression and Lasso
regression. The Kk-fold cross-validation estimates model
parameters on part of the data and then validates those
parameters on a separate subsample not used to estimate the
parameters. The program attemptsto find the set of parameters
that best fits the separate subsample while varying the lambda
penalty (a value that shrinks regression parameters toward 0)
from O (equivalent to a Ridge regression) to 1 (equivalent to a
L asso regression).

Oncethe 20 k-fold cross-validated regressions were computed,
we recorded the number of times across the 20 data records
each variable was predictive and the average parameter value
each time it was predictive. The criterion we adopted was that
variables would be selected for further exploration if they were
found to be significant in at least half (10/20, 50%) of the
regression models, as thiswould result in amodel that is more
generalizable and less biased. We viewed variables that were
predictivein all 20 data records as more likely to be producing
areplicable effect then those that were not predictivein al 20
data records. We also viewed those variables that were
predictive more often than not as more likely to replicate in
future research than those that were not predictive more often
than not, and we encourage the reader to use the same heuristic.
Although we report model data for those variables that were
selected by the model in <10 of the data records based on the
previous reasoning, we do not provide an interpretation of the
parameters for these variables.

We then conducted a series of regression anayses for the
purpose of enhancing our understanding of the variables
predicting willingness to adopt (eg, understand the effect sizes
associated with the variables), using the set of variables selected
by the k-fold cross-validated regressions.

However, consistent with our study objectivesin understanding
the facilitating and inhibitory roles of various variables in
influencing technology adoption willingness, we were also
interested in understanding if the strongest predictors of
willingness to adopt technologies were potentially mediating
therelationships of other variables (eg, crystallized intelligence
and technology readiness) related with willingness to adopt
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technologies. For example, the findings from our analysis of
willingnessto adopt indicated that it was most strongly predicted
by the participants’ ratings of improvement in quality of life
from the technology, perceived value of the technology, and
confidence in using the technology. To examine the potential
mediating role of these 3 variables, we again performed k-fold
cross-validated regressionsin glmnet, thistime with the ratings
of quality of life, perceived value, and confidence serving as
the dependent variables.

Having identified a set of predictors for each of the 3 variables
using cross-validation, we again conducted separate regression
analyses on each of the 3 primary predictors of willingness to
adopt technologies, once again with the goal of getting the more
intuitive output with effect sizes and statistical significance. For
example, asanillustration of thisanalytic process, inthe k-fold
regressions, crystallized ability had no direct relationship with
willingness to adopt. However, it was negatively related to
quality of life and positively related to confidence using the
technology in the k-fold regression of those 2 variables.

Results

Overview

The study sampleincluded 187 adults aged 65 to 92 (mean 74.1,
SD 6.3) years, who were primarily women (145/187, 77.5%);
diverse in age, with 41.1% (77/187) of the participants aged
>75 years; and diverse in ethnicity and race—21.3% (40/187)
of the participants identified as Hispanic and 35.8% (67/187)
identified as Black or African American. Most participants
(157/187, 83.9%) reported having at least some college
education, 82.9% (155/187) reported being retired, and 89.8%
(168/187) self-reported their health as at least good. Table 3
includes descriptive statistics for the sample demographics.
Table 4 shows the results of the k-fold cross-validated
regressions with the parameter estimate and the number of
multiply imputed data sets for the parameter that was selected
as predictive; again, we urge caution in interpreting variables
that were not selected in most of the models. For each of the 20
models, the following 4 variables were predictive of higher
ratings of willingness to adopt the technologies: higher ratings
of perceived value of the technologies, higher ratings of
perceived improvement in quality of life by the technologies,
higher rating of confidence using the technologies, and greater
technology experience. In addition, acrossall 20 models, higher
ratings of perceived help needed to learn the technol ogies were
predictive of lower ratings of willingness to adopt the
technologies.
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Table 3. Demographics of the sample (n=187).
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Variable Values
Tech experience, mean (SD) 3.87 (1.50)
Age (years), mean (SD) 74.11 (6.33)
Genera health, mean (SD) 3.43 (0.85)
Gender (women), n (%) 145 (77.5)
Education, n (%)
High school or less 22 (11.8)
Some college or associates 51 (27.4)
Bachelor's degree 48 (25.8)
Postgraduate 58 (31.2)
Vocational 7(3.8)
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Table 4. Results of 20 multiple imputed cross-validated regression.
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Willingness to adopt technology  Quality of lifefrom Perceived vadlueof  Confidence using technology
technology technology

Vi B M B M B M B
Intercept 20 -11 20 3.19 20 4.55 20 6.34
Tech readiness optimism _b — 20 A1 20 A1 20 .02
Tech readiness innovativeness 15 .01 — — — — — —
Tech readiness insecurity 14 .00 2 .00 — — — —
Positive tech readiness 18 .01 19 .01 — — 7 .00
Genera tech experience 20 .06 — — — — 20 .06
Gender (women) 8 -.06 — — — — 0 —
Education — — — — — — 20 .03
General hedlth — — 11 -.04 — — — —
Self-assessed comprehension — — — — — — 19 .01
Self-assessed |earning ability — — — — — — 11 .00
Self-assessed applying new knowl- — — — — — — 20 .03
edge
Self-md problem-solvingor  — — — — — — 20 .02
reasoning
Self-assessed detection — — — — — — 19 .02
Cognitive abilities: fluid — — 1 -.02 — — — —
Cognitive abilities: crystalized — — 18 -.08 7 -.02 20 14
Perceptions of aging: gains — — 12 .01 1 .00 — —
Openness to experience — — — — — — 13 .01
Help with technology 20 -.03 — — — — 20 -.20
Confidence using technology 20 A5 N/AC N/A N/A N/A N/A N/A
Concernwith privacy of technology — — 1 .00 — — — —
Perceived effort of technology — — 20 A1 20 .04 — —
Perceived value of technology 20 54 N/A N/A N/A N/A N/A N/A
Quality of life from technology 20 24 N/A N/A N/A N/A N/A N/A

— — 15 -.27 — — — —

Discounting parameterd

@W1: number of models in which the parameter was included.
b_.

°N/A: not applicable.

variable was not selected as predictive in any data record for this dependent variable.

%Tech readiness di scomfort, negative tech readiness, age, self-assessed vocabul ary, self-assessed numeric, self-assessed, memory, self-assessed grasping,
and perceptions of aging losses were included in the model; however, they are not presented because they were not predictive in any model computed.

Factor s Effecting Willingness to Adopt Technology

Thek-fold analyses on willingness to adopt technol ogies found
that the following variables were predictive in 210 of the 20
imputed data sets: perceived val ue of the technol ogies, perceived
improvement of quality of life by the technologies, confidence
using the technologies, perceived help needed with the
technologies, the innovativeness component of technology
readiness, the insecurity component of technology readiness,
positive technology readiness, and technology experience.

https://aging.jmir.org/2022/4/e39890

In the multiple regression analysis, these 8 variables selected
by cross-validation explained a large amount of variance
(Fg176=59.7, P<.001, RP=0.73). Five of these variables were
significantly predictive in the multiple regression. For each
statistically significant predictor, we report first the regression
parameter and then the zero-order corrélation. The zero-order
correlation is reported to allow the reader to see how the
predictor relates to the target variable, in this case willingness
to adopt technology, without the rest of the variables and thus
how the other variablesincluded in the multiple regression are
altering the effect size. Of these, the perceived value of the
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technol ogies was the strongest predictor (3=.60, P<.001; r=0.77,
P<.001), followed by perceived improvement in quality of life
by the technologies (p=.32, P<.001; r=0.71, P<.001).
Confidence using the technologies was the next strongest
predictor (f=.15, P=.009; r=0.45, P<.001), followed by
perceived help needed with the technologies (3=-.10, P=.02;
r=0.17, P<.001) and then technology experience (3=.12, P=.03;
r=0.30, P<.001). Therefore, individually, perceived value and
improvement in quality of life accounted for >50% of the
variance in willingness to adopt the technologies, confidence
accounted for 20%, and technology experience accounted for
9%. It is aso notable that in this model of only 8 predictor
variables, the technology readiness variables were not
significant, although they were selected in over half of the
models as improving the models' predictive accuracy.

Factor s Effecting Perceived Value of Technologies

As noted, given the strong relationship of willingness to adopt
technologies with perceived value, improvement in quality of
life, and confidencein using the technol ogies, we hypothesized
that these variables were potentially mediating the relationships
of other important variables. The findings from the k-fold
cross-validation analyses indicated that across al 20 imputed
data records, higher scores in the optimism component of the
technol ogy readiness scale and higher scoresin perceived effort
needed to learn the technologies were positively related to
perceptions regarding the impact of the technologies on
perceived value.

The results of the multiple regression analyses indicated that
these 2 variablestogether strongly positively predicted perceived
value (F,1,=29.88, P<.001, R’=0.25). The individual
parameters were [3=.19 (P<.001) and r=0.43 (P<.001) for the
optimism component of technology readiness and (3=.21
(P<.001) and r=0.25 (P=.001) for perceived effort required by
the technologies.

Factors Effecting Quality of Life From Technologies

With respect to perceptions of improvements in quality of life
from the technologies, the models across al 20 data records
selected the optimism component of technology readiness and
perceived effort required by the technology, with higher values
in both being associated with higher quality of lifefrom adopting
the technologies. Selected by most models but not all models
aspredicting higher levels of quality of life from the technology
were higher levels of positive technology readiness, lower
crystallized intelligence, lower valuesin the discounting of the
technologies, higher perception of gains with aging, and lower
health. The follow-up multiple regression analysis on this set
of 7 variables indicated that this set of variables explained a
large amount of variance in perceived improvement in quality
of life (F;176=13.08, P<.001, R?=0.33). Of these variables, 3
were significantly predictive of perceived improvement in
quality of lifeinthe multiple regression. Of these, the 2 strongest
relationships were higher perceived effort required by the
technology (B=.18, P=.001; r=0.30, P<.001) and the positive
aspect of technology readiness (B=.14, P<.001,; r=0.41, P<.001).
Subsequently, lower discounting predicted higher perceived
improvement in quality of life (B=-.86, P=.03; r=0.24, P=.001).
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Factor s Effecting Confidence in Using Technologies

With respect to confidence in using the technologies, the
variables predicting higher confidence using the technology
found by a k-fold cross-validation regression were higher
crystallized intelligence, technology experience, self-assessed
applying of new knowledge, self-assessed problem-solving or
reasoning, general education, scores on the optimism component
of technology, and needing less hel p with technologies. Selected
by most models but not al models as predicting higher
confidence using the technol ogies were the following variabl es:
higher self-assessed comprehension, higher self-assessed
detection, higher openness to experience, and higher
self-assessed learning ability. Interestingly, however, although
the multiple regression on this set of variables predicting higher
confidence explained alarge amount of variance (Fy; ;,5=13.14,
P<.001, R?=0.45), likely due to collinearity, only 2 variables
were predictive in the multiple regression. Lower scores in
perceived help needed with the technologies (B=-.25, P<.001,
r=0.31, P<.001) and higher scores in the optimism component
of technology readiness (B=.07, P=.02; r=—0.54, P<.001) were
predictive of higher confidence in using the technologies.

Discussion

Summary

The importance of identifying and understanding the factors
that contribute to people adopting technology stems from the
considerable benefits that numerous powerful and easily
accessi ble technol ogies can potentially provide. For many older
adults, these benefits may be especialy beneficial, as these
individuals may be experiencing cognitive and physical
limitations or declinesin health statesrel ated to social isolation
or declines in functional abilities, which could possibly be
circumvented or even overcome with the aid of technologies.
However, research related to technology adoption for this
population of adults, not unlike prior studies on technology
adoption for younger populations, hasbeen limited to identifying
factors based on adults responses to questionnaire items
directed at general technology adoption. In this study, we
implemented an innovative approach referred to as the TAPR,
which was intended to capture study participants willingness
to adopt each of the 5 technologies included in this study. This
methodology enabled participants to assess their perceptions
related to specific technologies by providing them, through a
seriesof formal presentations, basic information associated with
a set of technologies that were believed to provide unique
benefits to the health and well-being of older adults [1]. In
addition to being able to assess the willingness to adopt
technology within the context of concrete technologies, we
incorporated an empirical experimental perspectivethat included
the administration of varioustoolsintended for assessing other
variables that were hypothesized to either facilitate or inhibit
the behavioral intentions underlying the primary dependent
variable, the willingness to adopt technology, and a machine
learning approach in the selection of predictor variables coupled
with regression analysis for assessing the possible mediating
roles of those predictors. Furthermore, our sample included a
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diverse sample of 187 older adults that included those in the
older age cohort.

Implications for M odels of Technology Adoption

A robust study result was the finding that higher ratings on the
following 4 variables predicted higher ratings of willingnessto
adopt the technologies, and higher ratings on a fifth variable
predicted lower ratings of willingnessto adopt the technologies.
These variables consisted of perceived val ue of thetechnologies,
perceived improvement of quality of life by the technologies,
perceived confidence in using the technologies, higher scores
on technology experience, and higher ratings of perceived help
needed with the technologies (which was predictive of lower
ratings of willingness to adopt the technologies). The results
for perceived value, improvement in quality of life, and
confidence are consistent with past studies of the TAM [10,11]
and STAM [16,17], as well as with a study that implemented
the TAP method [1]. Davis argued that intention to use
technology was determined by perceived ease of use and
perceived usefulness. The largest predictors that we found,
perceived value and perceived improvementsin quality of life,
could be interpreted as corresponding to the construct of
perceived usefulness, and our next strongest predictors,
confidencein using thetechnol ogies and perceived help needed
with the technologies, could be construed as relating to
perceived ease of use. In the STAM [16,17], which focused on
older adults (aged >55 years), the factors found to predict
general technology acceptance were relatively broad, such as
self-efficacy, gerontechnology anxiety, and health and ability
characteristics, and could be viewed as related to the predictor
of confidence in using the technologies.

Unlike the STAM and TAM, this study was based on a
concurrent perspective which used presentations of concrete
contexts of specific technologies as a basis for providing
appraisalsrelated to willingnessto adopt technol ogy. Therefore,
we suggest that the variables perceived value and perceived
improvements in quality of life, athough clearly related
conceptually, are distinctive predictors. Because participants
were given the opportunity to consider the present adoption of
the technology, they may have been able to dissociate general
usefulness or value from more specific waysin which the quality
and independence of their lives could be influenced by the
technologies. Thus, we aso suggest that the perceived value
associated with atechnology captures an appraisal more closely
linked to the general appraisal of atechnology asuseful, whereas
perceived improvements in quality of life represent appraisals
that enable technol ogies to be more differentiable based on the
extent to which they might positively modify one's life.
Similarly, athough self-efficacy resembles the degree of
confidence in one's ability to learn and master the technology
(thevariable used in our study), the self-appraisals of confidence
collected following presentations on each technology may be
more dependent on the nature of the specific technology than
on a more general self-assessed state of self-efficacy. Greater
emphasis on current confidence in using a specific technol ogy,
as opposed to the more general retrospective assessment of
one’s self-efficacy, is more consistent with the perspective of
Leeand Coughlin[43] on theimportance of confidencein older
adults’ adoption of technology and, as will be discussed |ater,
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provides a more direct bridge to strategies intended to market
technologies for older users.

Theuse of concrete contexts asabasisfor assessing technology
adoption also likely influenced the finding that a greater
perceived need for help was found to reduce willingness to
adopt the technology, as this information would provide the
participant with a greater understanding of the predicamentsin
which they might find themselves when attempting to adopt or
use a specific technology without available support. Finaly,
the positive rel ationship between general technology experience
and willingness to adopt the technologies, although not related
to a self-appraisal linked to the presentation of a specific
technology, isalso informative, asit providesfor an assessment
of self-efficacy asit pertains to technology use.

However, to establish both amore comprehensive understanding
of factors predicting technology adoption for older adults and
to devel op strategies for marketing technologiesto increase the
likelihood of their adoption by these users, other variables need
to be considered that could have facilitated or inhibited the
possible mediating rolesthe primary predictors discussed above
had on willingness to adopt the technologies. The most robust
finding (ie, acrossall 20 imputed datarecords) wasthat for both
perceived value and improvements in quality of life, the
optimism component of the technology readiness scale and
perceived effort needed to learn the technologies each had a
positive influence on perceived value and improvements to
quality of life from the technology. Optimism in technology
readiness (the belief that technology increases control,
flexibility, and efficiency) appearsto be the more critical of the
2 positive dimensions on this scale, and within the context of
considering adopting specific technologies (such as those
considered in this study), likely to represent a powerful
attitudinal perspective to the behavioral intention to adopt a
technology and thus underly ratings of perceived value and
improvements to quality of life.

Perhaps less intuitive to the possible mediating roles of these 2
predictors of willingness to adopt technologies is the positive
relationship the perceived effort needed to learn the technol ogies
had with them. Earlier, we had hypothesized that increased
perceived cognitive effort needed to learn technologies would
negatively impact willingness to adopt, as people tend to
minimize cognitive effort. However, the overall findings may
suggest that if older users demonstrate optimism in their
technology readiness attitudes, this may override the tendency
to avoid investing effort in learning, especialy if the
technologies are perceived as capable of providing
improvements to quality of life.

Other variables found in most (but not all) of the 20 imputed
data sets that significantly influenced improvementsin quality
of life included crystallized intelligence, discounting of the
technologies, and perceived health, with lower values for each
of these variables positively associated with improvements in
quality of life and willingness to adopt the technologies. For
this study sample, increased age was found to be associated
with decreased discounting [27], suggesting that the greater
time older adults were willing to invest to achieve higher skill
levels in these technologies may be linked to their perceptions
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that attaining these higher-level skills could translate to
improvements in the quality of their lives. The weaker
relationships that were found between lower levels of
crystallized intelligence and lower perceived health on
perceptions of increased improvements to quality of life and
willingness to adopt the technol ogies are less understood; they
may suggest self-awareness by these participants of the need to
compensate for these lower cognitive and health level s through
technologies that could potentialy benefit their health and
well-being.

Expectedly, confidence in having the ability to learn the
technol ogies as a positive predictor of willingnessto adopt them
was predicted by higher self-assessments of abilities such as
comprehension and learning abilities, higher scores in the
optimism component of the technology readiness scale, and
lower ratings of perceived need for help to learn to use the
technologies. Taken together with the findings for the other 2
main predictors of willingness to adopt the technologies,
perceived value, and improvements in quality of life, some
strategies for inducing adoption of technologies by older adults
are suggested. For example, in marketing these technologies
and developing methods for instruction on their use, emphasis
should be given to very specific waysthe technology can benefit
independence and quality of life and how efficient these
technol ogies can bein meeting these goals. Although designing
technological products that are easy for older adults to use is
critical [44], if these designs are usable, older adults are likely
to not be deterred if cognitive effort, within reason, is needed
tolearnto use thetechnologies. In addition, they may bewilling
to invest additional time to attain higher levels of mastery,
provided the benefits of the technology are evident. Messages
that promote optimism in technology are also recommended as
they provide the basis for positive underlying attitudes.

Limitations

The main limitation of this study is that it is a concurrent,
cross-sectional study, and participants did not have the
opportunity to actually engage with the technologies. Thus,
although a great deal of attention was paid to familiarize the
participants with each technology so that participants could
provide responses that were as accurate as possible about their
willingness to adopt each of the technologies that were
presented, collecting prospective real-world data on actua use
patterns would be preferred, but this was beyond the scope of
this study.

However, this study overcame many limitations associated with
retrospective, questionnaire-based data by providing more
realistic contextsfor ng technology adoption and alarger
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array of variablesinformed by an understanding of the cognitive
capabilitiesand limitations of older adults. In addition, 2 major
strengths of the study are the comprehensive explanation and
walkthrough of thetarget technol ogy, which wefeel isnecessary
for participants to have an accurate understanding of the
technol ogies, and our rigorous measurement of their perceptions
and many related constructs. However, these comprehensive
explanations and measurements limited us to only the 5
technologies selected. Although we feel the findings of our
study likely generalize beyond these specific technol ogies, that
must be confirmed by future research.

In addition, because the study used only 5 technologies, we
were not able to study the differences in technology adoption
between technologies within the scope of this project. Future
research should expand upon the technologies used here and
potentially look at heterogeneity in what predicts technology
adoption between different types of technologies. In addition,
the participants self-selected into the study, and the study
advertisement stated that the study was about technology and
might require participants to travel to the University of
Miami-Miller School of Medicine or Weill Cornell Medicine.
Thismay have impacted the sample recruitment. In thisregard,
the sample was likely healthier, more interested in technol ogy,
and more educated and thus not representative of the diverse
population of older adultsliving independently. In addition, we
could not include people with cognitive deficits because of the
nature of the study requirements.

Conclusions

Thisstudy provided aconceptual basisfor identifying variables
that could influence older adults willingness to adopt
technology and used a concurrent framework whereby
participants’ appraisals regarding their willingness to adopt
technology were made within the context of exposure to 5
exemplar technologies with potential benefits to older
populations. The analytic approach taken enabled direct
predictors of willingness to adopt technology, as well as
variablesthat had inhibitory and facilitating influences on these
predictors to be determined. Future research examining the
issues of technology adoption could benefit from the methods
used in this study and examining the complex patterns of
relationships found. On the basis of the variables identified as
important in this study, in future studies, it should be easier to
select the number of variables for investigation and further
expand our causal model. However, the ultimate criterion for a
model of technology acceptance among older adults is the
longitudina measurement of the use of technology in the
naturalistic environment, which for many reasons remains a
challenging problem.
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Abstract

Background: Dual-task training is an emerging field used for people with Parkinson disease (PD) to improve their physical
and cognitive well-being, but the patients’ acceptability, safety, and adherence to such training in online settings are unknown.
Objective: This study aimsto evaluate the acceptability of a dual-task cognitive and motor online training program for people
with PD as a group online community program.

Methods: Peoplewith PD wereinvited to participatein an online program (PD3 Move) consisting of physical and vocal exercises
in response to different cognitive challenges displayed as dynamic backgrounds on Zoom. The program ran twice per week for
16 weeks. Patient acceptability was assessed at 4 months by monitoring attendance rates and feedback from an exit questionnaire
emailed to all participants assessing satisfaction, perceived benefit, safety, and willingness to continue and recommend to others.

Results: The online program was delivered to 15 participants (n=9, 60%, females) with a diagnosis of PD, a mean age of 69.4
(SD 9.3) years, and Hoehn and Yahr (H&Y) stages I-1V. The attendance rate was high, with participants coming to more than
13 (81%) of the sessions. Participants were very satisfied (n=8, 53%) or satisfied (n=7, 47%) with the program. Participants
reported that what they most liked were the new cognitive physical challenges. The 3 main facilitators to participating were
perceiving the benefits, instructor’s flexibility and engagement, and the social interaction moments with others. The 3 main
difficulties were dealing with motor fluctuations (n=3, 20%), difficultiesin using technology (n=2, 13%), and difficulty hearing
instructions due to hearing loss (n=2, 13%). Patients had favorable perceived benefits of the program, with 14 (93%) considering
it very useful for the current management of health and 1 (7%) moderately useful. No adverse events were reported, and all
participants said that they were willing to continue the program and recommend it to others.

Conclusions:  Our findings suggest that the online cognitive and motor program was well received, safe, and perceived to be
of benefit to this group of medically stable people with PD in H& Y stages I-I1V. Access to specialized care and enhancement of
long-term adherence to regular exercise can be achieved with online community group programs.

(IMIR Aging 2022;5(4):e40325) doi:10.2196/40325
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Introduction

Parkinson disease (PD) is considered 1 of the fastest-growing
neurological disorders in the world [1]. It causes significant
functional disabilities, affecting posture, gait, daily living
activities, and cognition [2,3]. Impairmentsin frontal executive
function and attention in PD are common and have been
associated with loss of balance and an increased risk of falls
[2,4-8].

Thereisgrowing evidence suggesting that nonpharmacol ogical
interventions, such as exercise/physiotherapy [2,9,10] and
cognitive training [11-15], benefit people with PD in both
physical and cognitive outcomes. Combining interventions may
beanew potential treatment and comesin linewith thegrowing
evidence of thefeasibility and potential benefits of dua tasking
or multitasking in older adults [16,17] and in people with PD
[14,18-20].

Initial research in this area of dual-task training concluded that
30 minutes once a week for 3 weeks of multiple-task gait
trainingisfeasiblein 5 peoplewith PD (Hoehnand Yahr [H& Y]
stages I-111, mean age of 61 years with a mean of 8 years with
PD) [21], with sustained benefits in multiple-task walking
velocity and levels of fatigue and anxiety. More recently, a
randomized clinical trial in thisareawith 121 individuals with
early to mid-stage PD showed that dual-task gait improved when
compared to a control period without training [19]. The study
implemented 2 dua-task training programs, one with
consecutive training and the other with concurrent (ie,
integrated) dual-task training delivered in the home setting.
Importantly, effects transferred to activities in daily life that
were not trained and benefits were retained after a 12-week
follow-up. Thisnovel training program had excellent compliance
from people with PD and did not increase the risk of falls.

Given the recent need for online solutions associated with the
coronavirus pandemic and with the advances in technology
facilitating access to specialized care [22-25], online exercise
programs have emerged as a means for people with PD to stay
physically and mentally active [26,27]. Online community-based
dual-task exercise programs specifically adapted for peoplewith
PD have not been studied yet but may be an excellent tool to
facilitate access to the reported benefits of dual-task training.

Here, we aim to assess the acceptability and safety of delivering
such dual-task programsin an online group format with people
with PD in the early to late stages of PD.

Methods

Design
Program acceptability was evaluated with mixed methods
guantitative and qualitative assessments[28]. To ensure quality
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in the research report, we followed the Good Reporting of A
Mixed Methods Study (GRAMMYS) checklist [29].

Sampling and Recruitment

The sampling method selection was nonprobabilistic by
convenience. Recruitment took place for 3 monthsfrom October
2021. All peoplewith PD registered at the Portuguese Parkinson
Disease Patient Association were invited to join the program
online. People were included if they had (1) adiagnosis of PD
(self-reported by patients), (2) H&Y stages|-1V, (3) the ability
to connect online via Zoom (Zoom Video Communications,
Inc) safely or have a care partner to assist if needed, (4) the
ability to communicate with the investigator to understand and
comply with the study procedures, and (5) the willingness and
ability to provide written informed consent to participate and
understand the right to withdraw their consent at any time
without prejudice toward future medical care.

Participants were excluded if they had self-reported severe
cognitive difficulties and significant active psychiatric problems
that would incapacitate them from participating.

A therapist from the patient association clinic carried out the
selection process and included participants that met the study
criteriaviaemail. The PD3 Move program was provided as an
online community exercise program offered by the patient
association.

Program

The program was led by a physiotherapist with expertisein PD
and cognitive training, as well as with experience in building
and implementing community dual- and multitask programsin
PD. The program was delivered in 2 (1-hour) group sessions
per week for 16 weeks. The program consisted of combining
cognitive exercises projected on a dynamic Zoom background,
with participants responding with physical and vocal exercises.
The use of different types of Zoom backgrounds to support the
cognitive challenge, aswell asthe use of voice to respond, was
expected to be associated with higher levels of engagement,
learning benefits, and exercise adherence.

Dual-task training was defined asthe capacity to simultaneously
perform 2 or more tasks during transfers, ambulation, and other
movement-related activities [30]. The performance of these
simultaneous 2 attention-demanding tasks had different goals,
requiring patients to shift attention between tasks or placing
equal amounts of attention on both tasks [31].

The cognitive exercises sel ected targeted the 4 main cognitive
domains (examplesin Table 1) particularly affected in PD [32]:
attention (ability to apply different cognitive senses), working
memory (temporarily storing and managing information),
executive function (ability to managetime and attention, switch
focus, plan and organize, remember details in sequence), and
visual spatial skills (orientation in space, taking in and
organizing visual information from the screen).
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Table 1. Example of 1 exercise per cognitive domain.
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Cognitive domain targeted Exercise instructions

Primary motor goal Primary cognitive goal

Attention “Start by stepping in place. Pay attention to
random days of the week on the screen and
say them out loud. Every time you see
Monday, Thursday, and Sunday, lift your

armsup.”

Executive function “Reorganize the activities you seein
chronological order asyou step in place. 1:
| wash my hair; 2: | turn on the shower; 3:

| brush my hair.”

A video graphic of a10-second timer isin-
serted with each new prompt.

Visual spatial “If you see adog inside the house, sit down.
If the dog is on the left, take a step to the
left. If the dog is on theright, take astep to
theright. If thedog isin the front, take a

step forward.”

Working memory “Pay attention to ashopping list of 5items.
Then, with anew background, perform side
stepsfor 30 seconds and then say the names

of al [items] on thelist.”

Increasing physical capacity, step-
ping, global amplitude, vocal volume,
rhythm, and speed of motor responses

Training sustained and divided
attention

Increasing physical capacity and tol-
erance to dual-task interference of
walking/stepping and thinking

Training managing time, plan-
ning, and organizing a sequence
of activities

Increasing physical capacity, step-
ping, and tolerance to dual-task inter-
ference on quick stepping

Training quick decision-making
and working memory

Increasing physical capacity and
stepping

Retaining information temporari-
ly

Exercises were modified between sessions to maintain
motivation and reduce memorization. Physical exercises
consisted of an array of frequently recommend movementsin
PD that directly enhance functional activities of daily living,
and relevant to PD, such as sitting and standing, reaching, and
stepping or walking in place[2]. All physical exercisesfocused
on high-amplitude, multidirectional movements, increasing in
complexity and speed gradually and enough to foster motor
learning and motivation but not so quickly as to cause
frustration.

Table 2. Anexample of the outline of an exercise class.

Based ontheclinical judgment of theinstructor and the patient’s
performance, exercises were progressively increased through
severa levels of difficulty via (1) increasing the physical or
vocal challenge or (2) manipulation of features on the cognitive
exercises (number and type of prompts per time, their intrinsic
complexity, or the interval between prompts). Gamification
principles were also adapted to some exercises to act as
motivational drivers for the participants and enhance social
interaction [33]. An example of the organization of an exercise
classisgivenin Table 2.

Phase Example of a group exercise session

Phase 1: arrival (10 minutes)

Social interaction (eg, greeting friends)

«  Brief discussion on safety issues and how to participate (first timers)
«  Assessment of new health and logistical issues since the last session (second timers)

Phase 2: warm-up (10 min-  «
utes)
music

Group warm-up using whole-body amplitude movementsincorporating movements of the neck, shoulders, hands,
trunk, hips, and knees, combined with walking in place or in achair, in a rhythmic routine using appropriate

«  Voice warm-up exercises with loud ahh, glides, and humming exercises

Phase 3: exercise 1 (learning
5 minutes and training 10

minutes) «  Training exercise (10 minutes)

Learning movements to respond to a cognitive exercise that will be projected in the background behind the in-
structor (ie, stand up and sit again every time you see a5 on the screen; 5 minutes)

«  Progress to more speed-based movement while maintaining amplitude and then to more cognitive demands (ie,
lift arms if you see a 3 and count how many fives appear; 5 minutes)

Phase 4: exercise 2 (learning
5 minutes and training 10

minutes) «  Training (10 minutes)

L earning movements to respond to a cognitive exercise that will be projected (ie, identify the direction of the
arrow and take a step in that direction;

5 minutes)

«  Progressto more speed-based movement while maintaining amplitude and then to more cognitive demands (ie,
if the arrow isred, do the opposite move; 5 minutes)

Phase 5: fire down (5 min- .
utes)

Phase 6: session assessment
(5 minutes)

Active, slow-amplitude movements with music, stretching, and breathing exercises

Brief group discussion to gather participant feedback on each exercise to guide future sessions
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Data Collection

A pretest was first applied to a group of 5 individuals with a
diagnosis of PD. Researchers questioned these individuals to
understand their perceptions about the online questionnaires.
Theinstrument was considered sufficiently clear, objective, and
comprehensive and did not present questions that could be
ambiguous or equivocal. This procedure allowed researchers
to determine that the survey was suitable for this study.

Before attending the program, all participants completed a
guestionnaire  collecting general information  about
demographics, clinical problems, past medical conditions,
current exercise habits, and perceived facilitatorg/barriers to
exercise. Importantly, when patients reported falls in the
assessment questionnaire, they were asked to take safety
precautions, namely have acare partner present, alwaysexercise
in the sitting position, and signal to the therapist to monitor
ongoing risk.

A postassessment anonymous online questionnaire was sent to
participants immediately after the program. This questionnaire
assessed patients' overall satisfaction, preferences, and barriers
and facilitators to participating and any type of problem or
adverse events that occurred during the program.

The overall satisfaction with the online program was assessed
using a 5-point Likert scale (1=very satisfied, 2=satisfied,
3=neither satisfied nor unsatisfied, 4=unsatisfied, and 5=very
unsatisfied). Patients were also asked whether they would
recommend the program to afriend (1=yes, 2=no, and 3=maybe)
and how likely they areto return to a similar program (1=very
likely, 2=likely, 3=neither likely nor unlikely, 4=unlikely, and
5=very unlikely).

To assess the program design, patients were asked which part
of the session they preferred: 1=warm-up with simple
amplitude-based movements; 2=physical exercisesontheir own
(eg, stepping, raising arms, sit stand); 3=cognitive exercises
with movements (answering the cognitive challenges with
movement and voice); 4=social interaction moments before,
during, and after the session; 5=explanation of the teacher to
Parkinson-related questions or reasonsfor the specific exercise;
6=final relaxation with soft music and breathing exercises;
7=preferred all the parts; and 8=did not prefer any parts.

The instructor assessed patient presence and feedback at the
end of each session and prepared a monthly report regarding
difficulties or learning points from the application of the
program. In addition, the therapist made follow-up phone calls,
when needed, to assess people's feedback, concerns, or any
guestions. To ensure that the data collected by the instructor
remained pertinent to the aims of the study, an interview guide
was developed, comprising a set of open-ended questions
focused on the difficultiesin and facilitators to participating in
PD3 Move. Examples of questions used in the guide are;

https://aging.jmir.org/2022/4/e40325
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Are there any factors regarding technology or other issues
limiting your participation in the program?

Do you have someone to help you during the classes?

Do you feel the exercises are being delivered at a good
speed for you?

Do you take resting periods, when needed?

What do you think would assist or facilitate you
participation in the exercises?

Data Analysis

Descriptive statistics was performed using the IBM Statistic
Package for the Social Sciences software (SPSS Statistics for
Windows, version 27.0). Textual data from open-ended
guestions and the instructor’s notes were analyzed using the
QDA Miner Lite database. The Braun, Clarke, Hayfield, and
Terry (2019) process of content analysis was applied. This
method of analysis focuses on identifying recurring common
themes, ideas, and patterns of meaning in data. This method
comprises 4 stages: preanalysis, encoding, categorization, and
interpretation of data.

Ethical Considerations

Researchers followed the principles of the Declaration of
Helsinki. The study protocol was approved by the Egas Moniz
Research Ethics Board (ID: 948, date: March 25, 2021). Prior
to starting the program, al participants received information
regarding the study procedures and provided their written
informed consent.

The online survey was set up so that participants were free to
decide not to answer any question, change or review their
responses, or voluntarily quit at any time. To comply with the
ethical principles of anonymity and confidentiality, all data
collected were free of any personally identifying information,
including any form of electronic identifiers.

The archive of essential documents was carried out in alocked
file, ensuring their prompt availability, upon request, to
competent authorities. All digital data were coded and stored
on a password-protected computer. All datawill remain locked
in afile cabinet at Egas Moniz University for 5 years. After this
retention period, all datawill be destroyed.

No individual datawill be available.

Results

Participants

In total, 15 individuals with a diagnosis of PD participated in
the program in 16 group sessions of 1 hour each performed
twiceaweek. Participantswere mainly female (n=9, 60%) with
amean age of 69.4 (SD 9.3) years and H& Y stages I-1V. The
participants’ demographics and clinical characteristics can be
found in Table 3.
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Table 3. Participants' genera and clinical characteristics (N=15).
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Characteristics Value
Age (years)
Mean (SD) 69.4 (9.3
Median 71.0
Minimum 48
Maximum 80
Time since diagnosis (years)
Mean (SD) 10.7 (7.2)
Median 10.0
Minimum 3
Maximum 31
Sex, n (%)
Female 9(60)
Male 6 (40)
Main problems, n (%)
General fatigue 12 (80)
Urinary problems and constipation 10 (67)
Difficultiesin daily activities 9 (60)
Difficultiesin walking 9 (60)
Difficultiesin balance and falls 7(47)
Problems with sleep 7(47)
Pain 7 (47)
Anxiety or apathy or depression 6 (40)
Difficultiesin memory, thinking, and attention 6 (40)
Tremor 5(33)
Difficultiesin talking 4(27)
Fall history (past 3 months) , n (%)
Nofalls 6 (40)
1fall 4(27)
2fdls 2(13)
Frequent falls 3(20)

Regarding exercise habits, of the 15 participants, 8 (53%) were
doing some form of exercise besides the online program. All
participants considered that it isimportant to exerciseregularly,
having identified several factorsthat influence them to exercise,
namely the benefits of exercise for their health (n=15, 100%),
feeling exacerbation of their symptoms when they do not
exerciseregularly (n=9, 60%), having fun when exercising (n=6,
40%), and feeling guilty when not exercising (n=2, 13%).

Program Attendance

The attendance rate was high, with participants coming to more
than 13 (81%) of the sessions. People did not attend some
sessions, but none totally dropped out of the program. Reasons
for not attending reported by participants varied but included
medical appointments, health-related issues, and family events.

https://aging.jmir.org/2022/4/e40325

Adherence with the exercises throughout the sessions was also
perceived as high by the instructor, with participants
continuously engaging in the exercises (assessed via general
vocal responses to the exercises).

Safety

In the exit questionnaire, all participants reported having no
major problems during the ons. Several participants (n=8,
53%) had supervision from family or care partners during the
sessions. Based on the instructor's notes, all participants
completed the program, with no report of severe problems
during the sessions and some reporting only some fatigue.
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Participants Satisfaction and Perceived Benefits

After the program, participants provided favorable feedback,
with 8 (53%) feeling very satisfied and 7 (47%) feeling satisfied
with the program. In addition, all participants reported their
willingness to attend future online classes and said they would
recommend it to another person with PD. Patients had favorable
perceived benefits of the program (n=15, 100%) for the current
management of exercise/health habits, with 14 (93%)
considering it very useful and 1 (7%) moderately useful.

Feedback Regar dingthe Program Format and Delivery

The frequency of 2 sessions per week was considered ideal by
8 (53%) participants. The remaining participants expressed a
preference to participate 3 (n=3, 20%) to 4 (n=4, 27%) times a
week in this type of sessions. Regarding the type of physical
and cognitive exercises, only 2 (13%) of the participants were
familiar with thistype of exercises performed. For the remaining
13 (87%) participants, the combination was something new.

Considering all activities carried out, 9 (60%) participants
reported enjoying all these activitiesin general. All participants
expressed a preference for 2 components: (1) performing
cognitive exercises, responding verbally, and movements and
(2) moments of explanation by the health professional regarding
Parkinson-related issues or about the reason for the specific
exercise. The less preferred components were (1) performing
physical movements (eg, walking in place, sitting/rising, taking
steps, raising arms; n=1, 7%) and (2) relaxing at the end with
soft music (n=1, 7%).

The social moments that allowed the exchange of experiences
and ideas was considered useful by 14 (93%) participants, with
1 (7%) participant expressing neutrality in relation to this
component of the program.

Instructor’s Notes Regar ding Program Delivery

Instructor notes highlighted that some time had to be allocated
to the logistics of the program (ie, helping with technology
difficulties, phone calls for follow-up, registering attendance),
and this was critical for program success. However, the time
requirements necessary decreased as the participants became
more agile with the technology and program. Additionally, the
instructor reported that the most stressful aspect was the need
for constant modification of the exercises during the sessions.
Thisincluded adjustmentsto the type of physical activities, the
length of the exercise, the use of verbal feedback, the time for
learning in a group setting, and resting periods suitable for all.
The instructor noted that alerts for the risk of falling and
abnormal postural behaviors were needed but occurred mainly
at the outset of the sessions and were gradually less needed. Of
the 15 participants, 1 (7%) demonstrated increased dyskinesia
when dual-tasking, but this was nondisabling. In addition, 3
(20%) participants reported feeling some mental fatigue in the
first sessions and additional resting periods were included,
alongside less cognitively demanding activities introduced to
reduce this discomfort.

Perceived Difficulties

Of the 15 participants, 10 (67%) expressed having difficulties
throughout the program occasionaly, 3 (20%) reported
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experiencing difficulties frequently, and only 2 (13%) were
totally comfortable with the program, without feel difficulties.
The difficulties most frequently mentioned by the participants
were dealing with fluctuationsin their health status (n=3, 20%),
difficulties in mastering and understanding the technologies
necessary to participate (n=2, 13%), difficulties with not being
able to listen to instructions due to hearing loss (n=2, 13%),
initially feeling confusion and disturbance due to everyone
talking at the sametime (n=1, 7%), lack of personal motivation
(n=2, 13%), and frustration for not being able to perform the
exercises (n=1, 7%).

Perceived Facilitators

The factors most frequently identified by the participants as
facilitators to participating in the online exercise program were
(2) the dynamics, experience, and professionalism of the health
professional who performed the sessions (n=10, 67%); (2)
perceiving the benefit of participating and feeling that it
improves their well-being (n=10, 67%); (3) feeling motivated
to exchange experiences with the group and people with a
similar disease (n=10, 67%); (4) mastering the use of
technologies (n=5, 33%); (5) suitable timing of the sessions
(n=4, 27%); and (6) having the support of family members or
caregivers during the sessions (n=4, 27%).

Discussion

Principal Findings

There are recognized potential benefits of dual-task exercise
for people with PD and callsto include cognitive exercise as a
component of comprehensive physiotherapy care [2,20].
However, the patient’s acceptability, preferences, and long-term
adherencein online group settingsis still unknown. Our findings
suggest that the clinician-delivered dual-task motor cognitive
program is acceptable, safe, and perceived to be of benefit to
this group of medically stable people with PD in H&Y stages
[-IV. Online programswill likely remain akey element of future
delivery of care for people with PD, and our findings inform
that the previously reported feasibility of dual-task training may
bereplicated in thisformat and fuel further devel opment of such
online community-based programs, resources, and research.

Attendance and satisfaction was high, with people attending
81% of the sessions. This was concordant with previous
feasibility studies on online dance therapy programsfor patients
with PD showing a 100% attendance rate [26].

When compared to in-person programs, online programs can
be away to provide personalized and timely careto more people
with PD. Thismay ultimately impact the changein care models
as online therapies can complement in-person care as a means
of ongoing and easy access to specialized care.

We believethat onlinetraining will beavalid option for disease
management in the future as the devel opment of key enabling
technologieswill allow health professionalsto providetraining
guidance and monitor movement, behavior, and cognitive/motor
learning. This state of play will alow real-time assessment of
patients posture and performance, enabling health care
professionalsto providetimely feedback so that onlinetraining
contributes more effectively to treating PD [34,35].
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Several aspects of this program contributed to the high
attendance and satisfaction. First, adherence may be related to
highly motivated patients who have continuous encouragement
to participate [36]. The phone callsfrom the therapist when they
were absent was appreciated by participants and was a potential
motivating factor to come to the next session and may have
enhanced adherence [37]. In addition, the familiar relationship
that the physiotherapist/instructor had with each of the
participants also allowed the therapist to preferentially select
the types of exercises that participants would enjoy, while
maintaining a strong focus on tasks that would be a match for
the physical capabilities of the various participants with PD.
This proximity might also explain why all participantsindicated
that they werewilling to continuein the program. Nevertheless,
in line with previous studies [19] using dual-task activities, all
participants were prepared to continue the same training if it
were offered again. Second, the small group sizeis believed to
have enhanced adherence via group socia interaction with
fellow participants. It allowed for good group dynamics, allowed
visual assessment of major safety concerns related to balance
limitations, and facilitated follow-up calls. Importantly, even
though it is difficult to replicate the social aspects of group
in-person classes in online formats, the constant engagement
through voicein this program isbelieved to contributeto greater
social interactions. Third, intrinsic motivation, viaexperiencing
and recognizing the actual benefit of the exercisesand enjoying
participation are important factors for long-term training
adherence [38,39]. Fourth, the therapist’s PD-specific and
cognitive knowledge was recognized as an important factor to
facilitate participation. Additionaly, it allowed usto adequately
anticipate and act quickly on problemsthat arose that may have
influenced patients’ satisfaction [36,40]. Expertise allowed the
physiotherapist to recognize safety issues and to anticipate
abnormal postural behaviors that may arise when participants
performed additional tasks. Fifth, the program used the
participants’ continuous feedback to constantly adapt and
develop new exercises.

Importantly, participants were able to bypass common safety
concerns and technological difficulties with support from care
partners and theinstructor. Even though 47% of the participants
had reported initially having difficulties with balance and falls
and 60% had walking difficulties, no one experienced major
problems. Thiswasal so in concordance with previousfeasibility
studies on online programs for PD showing no adverse events
[26].

Important insights regarding the effects of combining dual
modes of exercise in PD were identified. The
physiotherapist/instructor reported that the most stressful
problem/factor was the need for constant modification of the
exercises during the sessions. Importantly, this constant
modification may represent a barrier to replicating programs
easily, and further detailed description and research on the
exercises delivered should be carried out and shared with others
in educational courses[41].

Limitations

Our study was not without limitations mainly intrinsic to its
acceptability nature, small sample size, and single-center design,
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which imposed restrictions on the generalizability of the
findings. Second, although primary datawere collected through
an anonymous online questionnaire, we should not exclude that
the participants actua reports may diverge from what they
revealed due to biases, such as a lack of confidence in
guaranteeing anonymity or protecting identity values or beliefs.
In addition, we also must consider that if participants perceive
it to be socialy desirable, they might overstate the frequency
of positive items. Third, we included a fairly heterogeneous
group of people with PD from different backgrounds and did
not specifically include people with PD with cognitive
impairment. Even though it remainsto be determined how such
people can undergo dual-task training, given the potential
benefits of this type of program on cognition due to its
cognitively demanding components (memorizing the
instructions, quick decision-making to reply, cognitive or dual
tasking when dividing attention between physical and cognitive
exercises, and dealing with environment with constant changes),
these programs may be of particular interest in treating cognitive
dysfunction in individuals who aready display mild cognitive
impairment (to potentially delay or slow down further decline).
Future programs should attempt to include individuals with
cognitive limitationsthat reflect the type of frontal lobe deficits
that are more impaired in fallers [42]. Importantly, a growing
body of evidence suggeststhat thereisan increased risk of falls
in the presence of cognitive impairment [5,43,44] aswell asin
dementia [45,46], and this trend is present in both
community-dwelling and institutionalized older populations.
Hence, interventions that can potentially improve executive
function and cognitive processes, in particular attention, have
been recognized as a significant element in the process of
treating balance and gait deficits in people with PD [18].

Even so, the use of dual-task training may aready be of
particular interest in preventing or delaying cognitive
dysfunction in people with PD who are not (yet) affected.
Additionally, people with PD in early disease stages are more
amenableto these types of innovative therapeutic interventions.
Any contribution to reduce the obvious pitfalls in such dual
motor cognitive interventions will be a valuable adjunct to
reduce the evolving needs of people with PD and their care
partners. An additional limitation in group settings is the
impossibility of effectively monitoring patients during the
sessions and registering potential situations of wearing off,
sudden offs, patientsin off (in other words, patientswithout the
effect of medication), etc. Reaction to the exercises and safety
wasthe primary assessment being conducted during the sessions
by the therapist. The type of medication taken by participants
is another important issue as the dose and type of
pharmacological treatmentswill highly impact patients' overall
functionality.

Conclusion

Dual-task training is an emerging field for PD, but access to
such specialized care remainslimited. Online community-based
dual-task exercise programs, such as the PD3 Move program,
specifically adapted for people with PD may be an excellent
tool to facilitate access to previously reported benefits of
dual-task training. It can provide a safe and enjoyable way to
reduce physical and cognitive inactivity commonly seenin PD.
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Yet, the design, type of visual display, type of sessions, and cognitive challenges in PD. This ultimately may lead to—at
participants included will need further reflection. Sharing the least partly—initial treatment suggestionsfor those who decide
concept of such a program implementation may fuel the to start suchanonlineprogram for PD and be useful to guarantee
development of future research and similar community exercise  safety and better care to the target population.

care services for PD that incorporate the complexity of the
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Abstract

Background: Home health monitoring shows promisein improving health outcomes; however, navigating the literature remains
challenging given the breadth of evidence. There is a need to summarize the effectiveness of monitoring across health domains
and identify gapsin the literature. In addition, ethical and user-centered frameworks are important to maximize the acceptability
of health monitoring technologies.

Objective: Thisreview aimed to summarize the clinical evidence on home-based health monitoring through a scoping review
and outline ethical and user concerns and discuss the challenges of the current user-oriented conceptua frameworks.

Methods: A total of 2 literature reviews were conducted. We conducted a scoping review of systematic reviews in Scopus,
MEDLINE, Embase, and CINAHL in July 2021. Weincluded reviews examining the eff ectiveness of home-based health monitoring
in older adults. The exclusion criteriaincluded reviews with no clinical outcomes and lack of monitoring interventions (mobile
health, telephone, video interventions, virtual reality, and robots). We conducted a quality assessment using the Assessment of
Multiple Systematic Reviews (AMSTAR-2). We organized the outcomes by disease and summarized the type of outcomes as
positive, inconclusive, or negative. Second, we conducted a literature review including both systematic reviews and origina
articles to identify ethical concerns and user-centered frameworks for smart home technology. The search was halted after
saturation of the basic themes presented.

Results: The scoping review found 822 systematic reviews, of which 94 (11%) were included and of those, 23 (24%) were of
medium or high quality. Of these 23 studies, monitoring for heart failure or chronic obstructive pulmonary disease reduced
exacerbations (4/7, 57%) and hospitalizations (5/6, 83%); improved hemoglobin Alc (1/2, 50%); improved safety for older adults
at home and detected changing cognitive status (2/3, 66%) reviews; and improved physical activity, motor control in stroke, and
painin arthritisin (3/3, 100%) rehabilitation studies. The second literature review on ethics and user-centered frameworks found
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19 papers focused on ethical concerns, with privacy (12/19, 63%), autonomy (12/19, 63%), and control (10/19, 53%) being the
most common. An additional 7 user-centered frameworks were studied.

Conclusions: Home health monitoring can improve health outcomes in heart failure, chronic obstructive pulmonary disease,
and diabetes and increase physical activity, although review quality and consistency were limited. Long-term generalized monitoring
has the least amount of evidence and requires further study. The concept of trade-offs between technology usefulness and
acceptability is critical to consider, as older adults have a hierarchy of concerns. Implementing user-oriented frameworks can
allow long-term and larger studies to be conducted to improve the evidence base for monitoring and increase the receptiveness

of clinicians, policy makers, and end users.

(IMIR Aging 2022;5(4):e40079) doi:10.2196/40079

KEYWORDS

smart homes; concerns; user-centered frameworks; clinical evidence; home health monitoring; gerontechnology; telemonitoring;

older adults

Introduction

Background

Current health care systems are being pushed to use the
capabilities of modern technology outside the hospital to
increase efficiency and effectiveness of hedth delivery [1].
Transforming care processes by using digital platforms and
remote monitoring may help address our increasingly older
population and higher life expectancies [2]. Smart home and
health monitoring technologies have been touted as the future
for managing chronic diseases and allowing people to age in
place [3-6].

With the technological advancements in the Internet of Things
and the widespread use of machine learning and artificial
intelligence, the application of smart home technology for aging
in place has become more realistic and feasible. Numerous
studies on technology development [3,7-10], clinical
applicability [11-14], and user considerations[15-17] have been
conducted to demonstrate that the technology is ready for
mainstream use. There is a plethora of clinically evaluated
activity and health recording devices readily available in the
market, including wearables (eg, wrist bands, chest bands, and
textiles) and ambient sensors (eg, motion sensors, cameras, and
pressure sensors) [18-21]. However, the widespread adoption
and development of health monitoring platformsremain limited
for 2 reasons.

First, the evidence remains siloed within disease-specific
reviews or secondary prevention, whether in heart failure
[22,23], chronic obstructive pulmonary disease (COPD) [24],
diabetes[25], or cardiometabolic health [26], making it difficult
to compare effective monitoring models, delineate the overall
evidence for home monitoring, and identify where gapsremain
[27-29]. There is also a need to differentiate automated
monitoring from user-based monitoring, which involves patients
texting or phoning in their results.

Second, user and ethical concerns related to monitoring
technol ogies remain major barriersto user adoption, particularly
in research [30-33]. Much of the smart home research isfocused
on the technical development of devices rather than the
reliability and usability of smart home systems [34]. Although
thefeasibility of smart home technology ishighin most studies,
the acceptability is a critical factor [35]. The benefits of the

https://aging.jmir.org/2022/4/e40079

technology are touted without considering if, how, and at what
cost a user may be willing to integrate the technology in their
lives[17,36]. In addition, concerns related to data privacy and
control, autonomy, and social connectivity are sometimes
neglected when designing such systems [37-39].

Objective

This review aimed to map out the literature on two major
research questions: (1) what isthe evidence for the effectiveness
of home-based patient monitoring technologies for improving
the health and well-being of older adults and (2) what are the
ethical concernsthat older adults have with home-based patient
monitoring technologies, and what frameworks have been
proposed to address these concerns? By addressing both
guestions, we aimed to provide a tool for researchers in this
field to understand what needs to be studied and how to study
them while keeping in mind ethical and user-centered practices.

In this study, we defined home health monitoring as the use of
technol ogy, omitting telecommunications, to monitor the health
of usersover time (ie, remotely) [40]. This could include using
a variety of technologies, including wearables and ambient
sensors, to track physiological parameters, activity levels, and
routines or to facilitate rehabilitation and treatment [40].

The first part of this review outlined the clinical evidence for
using home health monitoring through a scoping review of
systematic reviews on home monitoring interventions. We
highlighted the domains being researched; performed quality
assessments; and determined whether the evidence is positive,
neutral, or negative for home monitoring.

The second part of thisreview considered ethical concernswhen
researching and devel oping smart home monitoring technology
and user-centered frameworks that addressissues of acceptance
and adoption. We outlined the ethical and user-centered
frameworks that are available to improve these trials and
described the current level of adoption of these frameworksin
smart home monitoring.

Methods

To answer the first research question, we conducted a scoping
review by searching for systematic reviews following the
PRISMA (Preferred Reporting Items for Systematic Reviews
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and MetaAnalyses) methodology [41,42]. The PRISMA
checklist can be found in Multimedia Appendix 1.

Data Sources and Search Strategy

Two researchers (AC and RC) conducted a probing search on
MEDLINE for studiesusing smart homesrel ated to older adults.
We decided upon asummary of search terms with consultation
with an interdisciplinary team of clinicians and engineers. We
completed a systematic scoping search on Scopus, MEDLINE,
Embase, and CINAHL in July 2021. The search focused on
systematic reviews and meta-analyses using smart homes and
remote monitoring of older adults (Table S1 in Multimedia
Appendix 2).

Study Screening and Inclusion and Exclusion Criteria

Three researchers (AC, RC, and KR) completed abstract
screening and full-text screening. Inclusion criteria included
systematic reviews written in English with >80% articles
focused on older participants (aged >65 years) and published
from 2010 to 2021. We excluded studies that focused on
assistive technology, maobile health interventions, telephone-
or videoconferencing-based interventions, mobile phones and
apps, virtual reality, and robots because we focused on
automated sensing technol ogieswith clinician intervention. We
also excluded studies in which >80% of the articles involved
users texting or phoning in the results, rather than using
automated monitoring systems. Narrative reviews and technical
articles outlining theimplementation of these technologieswere
excluded. We excluded studies that were not journal articles
because our focuswas on identifying gaps rather than estimating
effect sizes.

Data Extraction and Quality Assessment

We created an extraction table and completed extractions
independently. The extracted items included population
characteristics (number of articles, included diseases or
disorders, and percentage of articles including older adults),
study type (meta-analysis and quantitative or qualitative study
inclusion), and monitoring methods (automated monitoring,
mixed automated monitoring, and user-reported monitoring).

We extracted outcome measures, including physiological
outcomes (vital signs and blood tests), symptoms or health
events (fals, exacerbations, or mortality), heath care use,
cognitive decline, functional status, adherence to rehabilitation,
and activity levels. Studies on human factors included user
perspectives on the ethics of home monitoring, the acceptability
and usability of devices, and changes in quality of life (QoL)
or socia connections through technology. We coded outcomes
aspositive, negative, mixed, or “not enough evidence” according
to the author’s assessment and summarized in tables. Finally,
we extracted the challenges that the author listed on health
monitoring research, ranging from privacy and security concerns
and technology acceptability to technical challenges and lack
of clinical evidence. The challenges were coded based on what
the authors reported. We devel oped a spreadsheet with aseparate
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column for each challenge that each author would raise. If a
new challenge was listed, it was added to a separate column.
After we added all the articles and challenges, the 3 authors
reduced the number of challenges by grouping together similar
challenges by consensus.

Four authors (AC, RC, KR, and DB) conducted a quality
appraisal using the AMSTAR-2 checklist and appraised
independently after deciding upon critical, important, and
unimportant categories. Categoriesrated as*“ Critical” included
acomprehensive literature search strategy, describing included
studies in adequate detail, and accounting for the risk of bias
on evidence synthesis. Categories rated as “unimportant” in
quality assessment included explaining the selection of study
designs, providing a list of excluded studies, and reporting
sources of funding for studies included in the review. All the
other items were considered important. Studies with =2 “No”
ratings on critical categories were considered criticaly low
quality, whereas studies with one “No” rating were considered
low quality. Moderate-quality studies had >2 “important”
categories scored as“No,” whereas high-quality studieshad <2
“important” categories scored as “No.” The entire list can be
found in Multimedia Appendix 3.

Ethics and Stakeholder Participation Review

To answer the second research question, we conducted 2
searches. Thefirst search focused on the ethical challengesand
concerns related to smart home technology. We conducted a
systematic search from April to May 2021 using Scopus, Web
of Science, and Dimensions Al. The search terms are listed in
Table S2 in Multimedia Appendix 2. Once we collected al the
papers, we screened the titles and abstracts to select the papers
to be used for this review. Studies published before 2015 were
excluded.

The second search focused on studies involving stakeholder
participation while developing health care services and apps.
We used Google Scholar to gather related chapters, journals,
and articles with keywords (Multimedia Appendix 2). We
excluded studieswith health care frameworksthat did not focus
on user centeredness (ie, stakeholder involvement).

Results

Study Characteristicsfor Question 1: Evidence for
Smart Home Technologies

The search yielded 1022 articles, which was reduced to 822
after deduplication (Figure 1). Screening abstracts yielded 480
articles, whereas full-text and additional screening during
extractions yielded 94 systematic reviews. Most articles were
excluded because they did not focus on telemonitoring
technologies (325/728, 44.6%), followed by articles that did
not focus on older adult users (120/728, 16.5%) and that were
not systematic reviews (104/728, 14.3%). The extraction
procedures are presented in Multimedia Appendix 4.
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Figure 1. PRISMA (Preferred Reporting Items for Systematic Reviews and Meta-Analyses) flow diagram outlining the extraction process. mHealth:
mobile health.
MEDLINE MEDLINE Embase CINAHL Scopus
Probing search (n=218) {n=420) (n=13) (n=228)
(n=143)
T~ Vo
Total records
from databases
(n=1022) Removed before screening :
Duplicate records: (n=200)
Abstracts Records excluded (n=342)
screened Not telemonitoring: 137
(n=822) Not systematic review: 82
Not elderly: 47
mHealth: 50
Not health: 23
Implantable: 3
Full texts
Records excluded (n=368)
screened
(n=480) Mot telemonitoring: 190

Not journal systematic review: 31
Not elderly: 66

Technology survey: 37
Review of reviews: 25
mHealth: 13

Records extracted
(n=112)

Not English: 6

Records excluded (n=18):

lé

Not journal systematic review: 10
Not Elderly: 7

(n=94)

Records included

mHealth: 1

Figure 2 shows an increasing trend for systematic reviews on
home-based patient monitoring technologies, particularly
starting in 2018. Live and automonitoring has only become
more commonly reviewed since 2018. The number of systematic
reviews showed an upward trend starting in 2018.

Figure 3 displays the study designs used in each systematic
review, organized according to the outcomes discussed. Many
articles have presented >1 outcome category. Explanations of
the outcomes are described in the methodol ogy.

M eta-analyses were most common when reporting physiological
evidence, hedlth events, and heath use (9/18, 50.0% for
physiological; 18/31, 58.1% for health events; and 20/30, 66.7%
for health use). Studies focusing on cognition, safety, and
activities of daily living (ADLs) were mostly mixed methods
or nonpatient studies (13/18, 72.2%), whereas studies focusing
on exercise were mostly meta-analyses or quantitative clinical
studies (10/15, 66.7%). Most systematic reviews on ethics,
acceptability, and usability used mixed methods or nonpatient
studies (4/5, 80% for ethics; 20/32, 62.5% for acceptability; and
19/24, 79.2% for usability), and no single study design
dominated QoL or social-focused studies.

https://aging.jmir.org/2022/4/e40079

RenderX

Figure 4 displaysthe disease processes studied according to the
category of disease monitoring. Acute prevention studies
focused on reducing heart failure and COPD exacerbationsand
fall prevention (24/61, 39.3% reviews). Chronic management
studies focused on blood pressure reduction, blood glucose
control, and metabolic disease management (13/61, 21.3%
reviews). Home monitoring studiesfocused on monitoring aging
and status of patients with dementia (13/61, 21.3% reviews).
Studieson physical activity monitoring focused on rehabilitation
or increasing physical activity in the older population (11/61,
18.0% reviews).

The challengesrelated to current evidence and implementation
of home monitoring were also analyzed. Many studies listed
multiple challenges, whereas 9.3% (9/94) studies listed no
challenge. The most common challenges in the literature
included a lack of strong clinical evidence for monitoring
(510/94, 53.1%), poor descriptions of methodologies of how
patients were monitored (27/94, 28.7%), and applicability to
broader patient populations (10/94, 10.6%). On the
implementation side related to human factors, the acceptance
of technology (33/94, 35.1%), usability of devices (18/94,
19.1%), privacy concerns (17/94, 18%), cost-effectiveness
(23/94, 24.2%), and safety concerns with devices (7/94, 7.6%)
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were listed. Technical challenges were not as commonly
reported, although concerns with accuracy (10/94, 10.7%) and
connectivity of devices (9/94, 9.7%) were more common than
the others.

Figure 5 showsthe AMSTAR-2 quality assessments organized
according to the monitoring category. Most studies were either

Chan et a

of criticaly low or low quality across all systematic reviews
(36/94, 38.3%, and 35/94, 37.2%, respectively). Most studies
did not discuss the impact of risk of bias on results (57/94,
60.6%), did not discuss heterogeneity (55/94, 58.5%), or did
not include an explicit statement on following a protocol (50/94,
53.2%).

Figure 2. Number of systematic review articles published in each year which included only live or automated monitoring, or had mixed modes of

monitoring.
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Figure 4. Disease processes organized according to the category of disease monitoring.
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Figure5. Number of articleslisting challengesin smart home monitoring technology grouped by (top-to-bottom): evidence-based challenges, user-based
challenges and technical challenges.
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. . . 64 (80%) or more systematic reviews reported positive results
Summary of _SVSFema“C Reviews on Evidence for acrossall categories. Chronic disease management and physical
Remote Monitoring activity were among the categories with the largest number of
Table 1 reports the outcomes from articles that focused on  systematic reviews with positive evidence. Evidence was most
clinical outcomes, as shown in Figure 4. The disease-specific  limited in managing degenerative diseases, health events, and
details are presented in Multimedia Appendix 5. Intotal, 51 of  usein rehabilitation interventions.
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Table 1. Summary of evidence for home health monitoring according to category and outcome.

Chanet a

QOutcomes Reviews

Positive evidence

Negative or inconclusive evidence

Acute prevention

Health event (exacerbations,
mortality, and falls)

22124, (91%)

Health use (hospitdizationsand  21/24, (88%)
ER? visits)

Chronic disease management

Physiological outcomes(blood 10/14, (71%)

pressure, HbA 1c®, and blood
lipids)

Health events (mortality, medi-
cal events, and pain)

4114 (28%)

Health use for chronic disease  5/14 (36%)
(hospitalizationsand ER visits)

Degener ative disease monitoring

Function and independence 8/13 (61%)

Cognitive status 5/13 (38%)

17/22 (77%) studies reported reduced ex-
acerbations or mortality [43-57]

High- or medium- quality: 4/22 (18%)
studies reported reduced exacerbations
[43,46,47,56]

16/21 (76%) studies reported reduced
hospitalizations and ER visits
[47-56,58-61,65,66]

High- or medium- quality: 5/21 (24)
studies reported reduced hospitalizations
[45,47,56,59,61]

8/10 (80%) studies showed improved
HbA1c [69-76]

5/10 (50%) showed improved blood
pressure [69-71,73,77]

2/10 (20%) showed blood lipid reduction
[69,76]

High- or medium- quality: 1/10 (10%)
study showed improved HbA1c [75]

2/4 (50%) studies showed reduced mortal-
ity or adverse health events [69,70]

No high- or medium-quality studies

4/5 (80%) studies showed reduced admis-
sions and ER visits [69,70,80] and treat-
ment adherence [81]

No high- or medium-quality studies

3/8 (37%) studies showing that ADLs?
can be detected [82-84]

2/8 (25%) studies showing that QoL re-
lated to independence improved [85,86]
High- or medium- quality: 1/8 (13%)
study showing improved safety with assis-
tive technology [87]

2/5 (40%) studies presented weak evi-
dence for detecting cognitive impairment
or agitation [90,91]

High- or medium- quality studies: 1/5
(20%) study found high evidence for
monitoring cognitive status and mental
health [14]

5/22 (23%) studies showed no difference
in mortality [58-62]

2/22 (9%) studies showed inconclusive
results on mortality and exacerbations
[63,64]

High- or medium- quality: 3/22 (14%)
studies showed no differencein mortality
[58,59,61]

2/21 (10%) studies showed no changein
hospitalization [43,57]

2/21 (19%) studiesinconclusive on hospi-
talization [62,64,67,68]

Increased hospitalization in 1/21 (5%)
study on heart failure [63]

High- or medium- quality: 1/21 (5%)
study showed no change in hospitaliza-
tionsin COPDP [43]

1/10 (10%) study showed mixed evidence
for changein HbA1c [77]

3/10 (30%) studies showed mixed evi-
dence for blood pressure reduction
[72,76,78]

1/10 (10%) study found no changein
blood lipids [72]

High- or medium- quality: 1/10 (10%)
study showed mixed evidence for change
in HbA1c [77]

1/4 (25%) study neutral for mortality for
patients with chronic kidney disease [ 78]
1/4 (25%) study found medication adher-
ence was mixed for varying medical con-
ditions[79]

No high- or medium-quality studies

1/5 (20%) study neutral for hospitaliza-
tions [80]
No high- or medium-quality studies

2/8 (25%) studies presented that technol -
ogy is not mature enough to detect func-
tional independence/ADLs[88,89]

2/5 (40%) studies presented that technol -
ogy isnot mature enough to detect cogni-
tive status [92,93]

High- or medium- quality studies: 1/5
(20%) study presented that overall tech-
nology readinessislow [14]
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Outcomes Reviews Positive evidence

Negative or inconclusive evidence

Health use 2/13 (15%) .

1/2 (50%) study found that monitoring  «
cognitive status and mental health low-

No reduced admission to care homesin
1/2 (50%) study [87]

ered hospital visits[14]

Physical activity

Rehabilitation adherence or
physical activity increase

11/11 (100%)

10/11 (90%) studies showed improved f
physical activity or adherenceto rehabili-
tation [94-103]

o 1/11 (9%) study showed no changein re-
habilitation outcomes compared with tra-
ditional rehabilitation [104]

«  High- or medium- quality studies: im-
proved physical activity in older adults,
improved motor control in stroke, and
improved pain in patients with arthritis

[96,98,101]

3ER: emergency room.

BCOPD: chronic obstructive pulmonary disease.
®HbA1c: glycated hemoglobin.

dADLs: activities of daily living.

€QoL: quality of life.

fNot available.

The first theme involved detecting acute events including
exacerbations of heart failure, COPD, or falls(Table 1 and Table
S1 in Multimedia Appendix 5). Most reviews reported on
exacerbations of heart failure and COPD. Monitoring reduced
hospitalizations for patients with COPD (5/7, 71.4% studies)
and for patients with heart failure (10/14, 71.4% studies).
Mortality was unchanged for COPD in a few reviews (3/7,
42.8%) but for most reviews for heart failure (11/14, 78.6%).
Only 1 study had reviewed fall interventions in an older
population [46]. No clinica studies have focused on atrial
fibrillation, athough devices showed high specificity and
sensitivity in detecting atria fibrillation.

Management of chronic diseases included managing diabetes,
blood pressure, kidney function, or multiple diseases
simultaneously (Table 1 and Table S2 in Multimedia A ppendix
5). In most studies, home health monitoring helped to reduce
hemoglobin Alc (8/10, 80%) and blood pressure (5/9, 55.6%),
although the results were more mixed when only considering
high- or medium-quality studies. Intotal, (2/4 (50%) of studies
reported reduced mortality, reduced health events, and fewer
hospitalizations when monitoring chronic cardiovascular
diseases.

Smart home monitoring for ensuring safety of older adultswith
dementia or cognitive impairment had scarce evidence (Table
1 and Table S3 in Multimedia Appendix 5). Only 1/2 (50%) of
studies found no reduction in admission to care homes for
monitored patients[87]. In addition, 2/5 (40%) of studies noted
progress in the ability to detect cognitive decline [90] and

https://aging.jmir.org/2022/4/e40079

aggression [91]. Most studies found that technol ogies were not
mature enough to detect activity changes or improve
independence [88,89,92,105]. For monitoring older adults in
general, % (3/N) of studies noted weak evidence for detecting
changesin ADLs[82-84], and 2 studies showed improved QoL
[85,86].

The fourth theme, rehabilitation adherence and encouraging an
active lifestyle at home, included 11 studies (Table 1 and Table
4 in Multimedia Appendix 5). All studies showed positive
outcomesfor both disease-specific rehabilitation programs and
for monitoring older adults in general. Monitoring improved
adherence to cardiac rehabilitation, increased activity levelsin
patients with COPD, and improved motor control in patients
after stroke [94-96]. Monitoring increased physical activity in
older adults in general in 4 studies, and telerehabilitation with
monitoring was found to be as effective as traditiona
rehabilitation [104]. Wearables helped to increase activity in
patients with cancer, improve functioning in patients with
arthritis, and improve QoL in postoperative patients [97-99].

Summary of Systematic Reviews on Human Factors

As part of the scoping review, we included studies that focused
on human factors such as acceptability of technology, ethical
considerations, and costs. Although this was not the focus of
guestion 1, we performed abasic analysis of the outcomesfrom
these studies, recognizing the importance of human factors
related to remote monitoring. Table 2 summarizes these 33
studies.
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Table 2. Summary of studies focused on human factors (N=33).
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Outcomes Reviews, n (%)

Positive evidence

Negative or inconclusive evidence

Acceptability for managing 9(27) 5 studies showing high acceptability of « 2 studieswereinconclusive on monitoring
chronic diseases monitoring technology [106-110] acceptability [111,112]
«  2studieswere descriptive studies[17,113]
Acceptability of telerehabilitation 1 (3) _a «  Onestudy wasinconclusive on acceptabil -
ity of monitoring in tel erehabilitation [114]
Acceptability for home health 14 (42) 3 studies showing good acceptability of o 2 studies showed inconclusive results on
monitoring monitoring technologies [115-117] acceptability [105,118]
« 9 studies describing acceptability
[36,119-126]
Costs 3(9) 2 studies showed weak evidencethatremote «  One study was inconclusive on cost-effec-
patient monitoring is cost-effective tiveness of monitoring [129]
[127,128]
Ethics 3(9) — o 3descriptive studies on ethical frameworks
for remote monitoring [37,39,130]
QoLb 3(9) 1 study showed improved QoL with moni- « 2 descriptive studieson QoL and socia in-
toring, though not by validated measures teraction with monitoring [131,132]
[32]
3ot available.

bQoL: quality of life.

Of the 24 studies on acceptability, 8/24 (33%) showed good
acceptability of monitoring technologiesin general. For chronic
diseases, 5/9 (56%) showed good acceptability in monitoring
for heart failure, COPD, and management of amyotrophic |ateral
sclerosis, whereas 2/9 (22%) studies on heart failure and COPD
were inconclusive. Monitoring acceptability was less clear for
generalized home health monitoring and rehabilitation for older
adult patients with fatigue. Costs, ethical considerations, and
QoL wereinconclusive or were descriptive studies.

Although there appear to be positive results from specific
diseases, there is a need to continue studying whether remote
health monitoring is acceptable for the older adult population.
Human factor considerations have been prominent in severa
studies and deserve closer inspection. Applying appropriate
frameworks to the design and development of home health
monitoring technol ogy that address human factors such asusers
ethical concerns, like privacy and usability, need to be explored
to ensure that users feel at ease while using and installing
devices that monitor their lives. Therefore, the second part of
our review focused on the ethical concerns that older adults
have regarding home health monitoring technology and
frameworksthat have been suggested to address such concerns.

https://aging.jmir.org/2022/4/e40079

Study Characteristicsfor the Ethicsand User-Centered
Frameworks

The second research question in this study was “what
frameworks have been proposed to address the ethical concerns
that stakeholders, specifically older adults, have toward home
health monitoring?’ To learn which frameworks are available
to address the ethical issues that arise with home health
monitoring, the ethical issues themselves must be uncovered
and discussed in more detail.

To explore the ethical issues, we conducted a literature review
of ethical challenges. Aninitial search of 132 papers published
since 2015 was conducted, focusing on the ethical challenges
and concernsregarding smart hometechnol ogy. After screening
titles and abstracts, 19 papers discussing the ethical challenges
and concerns regarding smart home technology wereidentified.
The most discussed concerns are listed in Table 3. The papers
wereamix of systematic reviews, literaturereviews, qualitative
research (including focus groups and interviews), and mixed
methods research (qualitative and quantitative research, many
using surveys to obtain results).
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Table 3. Summary of ethical concerns with smart home technology for the older population (N=19).

Reason for concern

Outcomes Reviews, n (%) Methods used
Privacy [31,33,37,133-142] 15 (79)

search
Control 10 (53)
[33,37,133-137,139,140,143]

search
Social concerns 9 (47)
[33,37,133,135,137,140-142,144]

search
Autonomy 9(47)
[31,33,37,133-135,137,140,143]

search
Stereotypes and stigmatization 5 (26)

[31,33,37,134,138]

Literature review, mixed methods
research, SR?, and qualitative re-

Literature review, mixed methods
research, SR, and qualitative re-

Literature review, mixed methods
research, SR, and qualitative re-

Literature review, mixed methods
research, SR, and qualitativere-

Literature review, mixed methods «
research, and qualitative research

Personal privacy concerns (watched and moni-
tored)
« Informationa privacy concerns (data sharing)

Fear of losing control and desire to make deci-
sions about the technology (use, on or off, place-
ment, and data collection)

Desire for face-to-face communication and fear
of losing in-person interaction

Very important for older adults
Do not want to be a burden on others
«  Fear of being dependent

Fear of judgment and its consequences and
stereotypes

8SR: systematic review.

Ethical Challenges and Concerns

Overview

The first half of this review made it apparent that home
monitoring of older adults is a useful intervention. However,
many studies have highlighted the ethical challengesand impacts
on user acceptance and adoption that arise when using
monitoring technol ogy.

When home monitoring technology for aging in place is used
appropriately, it canimprove QoL, maintain health and wellness
of older adults, and support other stakeholders [37]. Such
technology may allow increased autonomy and independence
in older adults while providing additional support for family
members or hedth care professionals [133]. However,
stakeholders and researchers have raised many ethical concerns
regarding the design, development, and deployment of home
monitoring technologies. This section expands on the most
discussed ethical questionsand concernsregarding home health
monitoring technology, as outlined in Table 3. By understanding
these concerns, solutions may be discovered to better design
and implement home monitoring technology for older adults
and other critical stakeholders[37].

Privacy

Privacy isone of the most critical factors affecting older adults
willingness to participate in and use smart home technology
[31,33,37,133-138,143]. Privacy can be classified into 2 types:
physical and informational. Physical privacy relatesto the degree
towhich aperson or their personal spaceisphysically accessible
[136]. The homeis arefuge for privacy and intimacy [139], so
it is understandable that some users of home monitoring
technology may feel discomfort or apprehension toward any
device that can watch them, like an “invisible person” in the
room[134,135,137,143]. Any technology that impingeson this
refuge will have lower acceptance rates [31,33]. Informational
privacy refersto the desire of aperson to control the sharing of
personal information with others [136]. Informational privacy

https://aging.jmir.org/2022/4/e40079

can be violated when information is used against the wishes of
the stakeholder [135]. As home monitoring devices may store
and transmit intimate personal data, many older adults, their
family members, and health care professional s have reservations
about data collection policiesincluding types of data collected,
use of the data, and access levels [31,134,139]. Interestingly,
the results of a study focused on designing home monitoring
technology found that although information privacy was a
priority for engineers and designers, physical privacy
implications were not considered [143]. This highlighted the
need to understand both the user’s and designer’s perspectives
and to think broadly about privacy.

Control

Control has multiple meanings including controlling device
data, settings, and who makes decisions about the device and
the datait collects [31,37,134]. Older adults desire to maintain
control of their lives and surroundings for as long as possible,
with many seeing value in home monitoring, but more as alast
resort or to be used later in life [31,134,138-140]. Older adults
want to control whether and how to use the technology, when
it is turned on or off, where it is placed, and with whom the
collected data are shared [37,134]. From the designer's
perspective, Birchley et a [143] found that a common trend
was to give end users the responsibility to decide what the
technology did and how much control it had in their lives.
However, it was pointed out that many of the ethical challenges
regarding the design and implementation of technology, such
as an opt-out feature for data sharing, were addressed in the
early phases of design, which placed the responsibility of ethical
design with the engineers and designers, not the end users[143].

Social Concerns

As shown in Table 3, socia interaction is a growing ethical
concern. Many older adults strongly indicate that technology
should not replace human contact but should foster and promote
human communication and support [140,141]. An increase in
assistive technology could mean a decrease in human care and
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human contact for older adults[37,140,141,145]. Older adults,
family members, and health care professionals insist that
face-to-faceinteractions should not be systematized or replaced
by technology [37,145]. For many older adults, visits from
health care workers are often the only human contact they
receive on a day-to-day basis, making this interaction critical
to their health and well-being [37,140].

Stereotypes and Stigmatization

Stereotypes of “oldness’ are often depicted as a time of ill
health, dependency, and loneliness [31,33,37]. However, older
adultswant to be perceived as strong, capable, and independent
individuals [31,134]. Any device that projects negative aging
stereotypes is likely to be rejected by older adults, even if the
deviceishelpful [31]. Of the older adultsinterviewed by Astell
et a [31], many expressed fears of being judged or discriminated
against if they used devicesthat would stigmatize them asbeing
different, incompetent, or lonely. Participants were more likely
to decline social events than to use devices that could incur
judgment [31]. Home monitoring devices for older adults must
not reflect stereotypes or stigmatizations but should augment
how older adults view themselves as independent, competent,
and self-reliant users.

Autonomy

Autonomy for smart home technology means “the assistive
technology developed for elderly care must not interfere with
the will of the person it is designed to care for” [133]. Older
adults strive to maintain independence and personal autonomy
to avoid burdening their loved ones or society [31,37,140,141].
Therefore, devices that enable or prolong independent

Chanet a

performance in meaningful activities are met with great
enthusiasm, although some still hold reservations regarding
how home health monitoring could affect their autonomy and
independence [31,37]. Some older adults expressed concerns
about becoming overreliant on the devices[146], whereas others
did not want technol ogy to complete atask without them [140].
Nevertheless, older adults overwhelmingly agreed that if home
health monitoring technologies could preserve their autonomy
and accommodate their preferences, using the technology was
preferable to moving into a nursing home [140]. Table 3
summarizesthe most discussed ethical concerns aong with how
often they were mentioned in the collected papers.

Although many older adults admit that they see value in home
health technology, they also have wide-ranging reservations
about it. The ability to anticipate, address, and respond to ethical
challenges and concernsis critical for future development and
adoption for stakeholders. Communication between all involved
stakeholders must occur to better understand the attitudes,
concerns, and demands of those who are most impacted by the
technology [31,134,147,148].

Impacts on User Acceptance and Adoption

Overview

In addition to the ethical concerns and challenges for home
health monitoring technology discussed, many studies have also
examined how ethical challenges and concerns impact user
acceptance and adoption of smart home monitoring devices
[31,33,37,134,138,142,149-155]. Table 4 highlights the most
discussed user aspectsfound in theliterature that influence user
acceptance and adoption of home health monitoring technol ogy.

Table4. Summary of older adult population’s user aspects concerning smart home technology (N=19).

Papers, n (%)

Concern

Methods used

Feedback from users

User thoughts and feelings (eg, attitudes, preferences, 10 (53)
and knowledge) [31,37,133,134,138,142,145,147-149]

Literaturereview, mixed meth- «
ods research, and qualitative
research .

Positive and negative views on aging
change acceptance level

Limited knowledge on technology but
older adults are willing to learn and
desire customizable technology

User acceptance [31,33,37,134-137,142,143] 9 (47) Literaturereview, mixed meth- «  Many factorsinfluence acceptance and
ods approach, SR? and qualita- excitement for smart home technology
tive research but do not think they need it

«  Technology must respect certain val-
ues

Usability [37,134,142,144,145] 6(32) Literaturereview, mixed meth- «  Technology should be easy to under-
ods research, and qualitative stand and use

Usefulness [37,133,134,142,145,149]

User adoption or abandonment [31,33,37,142]

6(32)

4(21)

research

Literature review, mixed meth-
ods research, and qualitative
research

Literature review, mixed meth-
ods research, and SR

Technology must have a purpose
Older adults want feedback from the
technology to know what it is doing

To promote adoption, stakeholders
need to be included in discussions
around devel oping technology

335R: systematic review.

Often, health care tools are designed without considering the  stakeholders, their literacy levels, or their information goalsand
values and characteristics of the intended users and other key  preferences. This can result in the technology suffering “social
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failure modes’ [156], ultimately |eading to the abandonment of
the technology and the need to redesign it [150]. Web-based
medical platforms are one example, having low adoptability or
acceptance rates [1], potentially because of inadequate user
involvement, especially in the early development phases
[151-153].

User Acceptance, Usefulness, and Usability

User acceptanceisnot only based on excitement with technol ogy
[31,37] but aso on appearance, values and principles, situation,
usability, opinions of other direct stakeholders [134], and
especialy attitude [31,37,134,142]. Older adults who have
negative views on aging and associate it with traits such as
“illness,” “loneliness,” or “dependency” tend to neglect assistive
technology they believe reflects those ideals, whereas those
who see aging as positive are more inclined to accept assistive
technology and integrateit into their daily lives[31,134]. If end
users see no benefit in using an assistive device, there islittle
chance of acceptance [37,149]. A device that is difficult to
operate or understand can lead to frustration and lack of
confidence[138,142,149]. Usefulness and usability also tieinto
developing technology that respects and accommodates end
user'svalues. If older adults believe that their values are being
threatened without explanation, they will likely refuseto accept
the technology, whereas they will be more likely to adopt it if
those valuesare upheld [33,134]. All the factors discussed need
to be weighed to determine the value of the technology. Tools
should betailored to the usersto increase the usability and utility
of the technology [154]. The transition from “doing for” users
to “doing with” users requires considerable adjustments to be
made in both attitude and practice [155].

https://aging.jmir.org/2022/4/e40079
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User Adoption or Abandonment

Beyond the acceptability of technology isthe adoption of these
devices by end users. Chung et al [37] noted that for aging in
place technology to be truly adopted by older adults, devices
should address older adults’ values, self-perceptions, and ethical
issues at the intersection of aging, technology, and the home
environment. Device abandonment isacommon reality, whether
it is because the device impedes a user's independence or
because of the fear of judgment from their peers [31]. Careful
decisions must be made throughout the development process
to ensurethat thefinal deliverableis something that isbeneficial
to the end user and alignswith how the end user seesthemselves.

Frameworksfor User-Centered Design

Health care tools are often designed without considering the
intended users, their literacy levels, information goals, and
preferences, which resultsin user dissatisfaction, leading to the
abandonment of the technology and eventually the need to
redesign it [150]. Despite constant advancements, web-based
medical platforms have low adoptability or acceptance rates
[1]. A reason for thisisinadequate user involvement, especially
in the early development phases [151-153]. We should aim to
tailor thetechnol ogy to the stakeholders’ needs and requirements
toincreasetheir usability and utility [154]. User-centered design
(UCD) isaframework inwhich the requirements of stakeholders
(including end users) are considered extensively at every stage
of the product’'s development and design [157]. Table 5
summarizes the various user-centered frameworks devel oped
and adopted in various health care settings based on systematic
reviewsand individual articles. Moreover, theuse of UCD-based
evaluation instruments, such asthe 11-item measure“UCD-11,"
developed by Witteman et al [154] to quantitatively determine
the user centeredness of the design and development of health
caretoolswill ensure production of reliable and valid constructs.
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Table 5. User-centered frameworksin medical design.
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Framework

Description

3-phase framework: narrative, metaphorical, and «
structured [2]

3-phase iterative framework in repeated cycles  «
[153]

Design thinking framework (5 modes executed
iteratively, either sequentially or parallelly) [158]

Information systemsresearch framework (3-phase
framework) in combination with the 5 modes of
the design thinking framework [158,159]

The website development model for consumers  «
[150]

Wearable device design framework (3-level, top-
down) [160] .

The eHix? framework [161,162) .

Narrative phase gathers patients' every-day storiesto develop design goalsin the metaphorical
phase, followed by building technological prototypesin the structured phase

I dentifying users and understanding their environments, devel oping a prototype, and refining
the prototype through observations and feedback

Understanding user perspective in the empathize mode, synthesizing user feedback into
identifiable needs in the define mode, identifying diverse solutions to the problem statement
in theideate mode, constructing basic but actual representations of theideasin the prototype
mode, and simulating the devel oped prototypes in context of the problem and refining or
improving them in the test mode

The relevance cycle (understanding the end user environment) combined with the empathize
and define modes, the design cycle (creating and assessing objects related to the problem)
combined with the ideate and prototype modes, and the rigor cycle (appending findings from
evaluation in existing knowledge base) combined with the test mode

Analyzing user requirements; eval uating environments; defining website functions, constraints,
visuals and structure; and testing with small-scale user groups

Level 0: classifying design requirementsinto physical, cognitive, and emotional ergonomics
Level 1: generalizing the requirements into comfort, durability, safety, reliability, usability,
engagement, and aesthetics

Level 2: specifying level 1 requirements to enable measurement, either quantitative or quali-
tative

Consistsof a20-cell matrix constructed from 4 business model domains (Service, Technology,
Organization, and Financial), each having 5 phases of innovation (Inventory—new ideas

explored and user needs and requirementsidentified, Design and Devel opment—construction
of prototype application or technology, Experimental—testing the developed prototypein a
|aboratory setting, Pilot—testing the prototypein daily life scenarios and providing feedback,

and Implementation—the finished prototype is deployed). Each cell lays out the required
steps and instructions for a particular phase in each domain

%Hix: eHealth innovation matrix.

Discussion

This paper had 2 aims: to present the evidence for home health
monitoring through a scoping review and to providethe ethical,
user-centered considerations and potential frameworksthat can
be adopted for devel oping user-centered health care platforms
and personalized support systems. Theimplementation of remote
monitoring requires both a strong backing of the evidence for
monitoring to demonstrate its benefits, while maintaining a
focus on the ethical and user implications of remote monitoring.

Principal Findings

Evidence for Home Health Monitoring

The first half of this paper presented the evidence related to
home health monitoring. We found numerous systematic
reviews, with the majority showing positive evidence in
monitoring for acute exacerbations of COPD and heart failure,
improving blood pressure or diabetes markers, and increasing
physical activity levels. When only high- or medium-quality
articleswere considered, monitoring for COPD and heart failure
had the strongest evidence, diabetes had mixed results, and
rehabilitation and physical activity had positive results.

https://aging.jmir.org/2022/4/e40079

Compared to a previous review of systematic reviews on
telemedicine in 2010 [163], advancement can be seen in
managing heart failure, COPD and for improving HbA1c levels.
This result corresponds with the current literature, with a
Cochrane review showing positive results in COPD and heart
failure[164], another 2 showing improved diabetes management
[165,166], and another showing equival ent outcomes comparing
telerehabilitation with conventional rehabilitation, although
monitoring was not the focus of this review [167].

Ethical Concerns and User-Centered Frameworks

Usahility and ethical acceptability are critical for fostering
adoption among older adults. The concept of a“trade-off” was
key—where multiple factors cannot be attained at the same
time, stemming from value tensions between older adults and
technology [168]. The value tension between autonomy and
privacy was common, where older adults were against being
monitored by technology but were willing to relinquish some
privacy if they could stay at home longer
[37,134,136,139-141,143,149]. Other examples of trade-offs
included safety and privacy [134,144], utility and privacy
[33,139], and socia interaction and privacy [149].

Moreover, end users find disparity between their requirements
and the eHealth sol utions provided to solve their problems[152].
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Although developers may not approach the problem from the
users perspective [150,152], UCD in eHealth comes with
additional practical challenges, including ambiguity regarding
the number of iterative cycles to be conducted, time and cost
constraints associated with the process, difficulty in overcoming
designer bias, and difficulties in establishing multidisciplinary
collaboration [169]. To mitigate such challenges, researchers
and devel opers are recommended to refer to established, flexible,
reliable, and valid UCD frameworkswith respect to the problem
statement and the target population.

Limitationsand Gapsin the Evidence

The literature on home monitoring is limited. First, the study
quality waslimited to secondary prevention in heart failure and
COPD from 7 high- or medium-quality studiesand encouraging
rehabilitation and physical activity in 3 studies. Most systematic
reviewswere of low or critically low quality. We have presented
the results of a subgroup analysis of only high- and
medium-quality studies to mitigate our own risk of bias.
Higher-quality systematic reviewsarecritical for chronic disease
management and generalized monitoring.

Second, the older adult population is not always the focus of
reviews. We found only 1 fall detection study in older adults
using monitoring devices. A technology survey of fall detection
systemsfound that only 4 out of 57 studies even included older
adults in their study [170]. In the screening process, >120
reviews were excluded, as they did not focus on adults aged
>65 years. It isimportant to differentiate these populations, as
the acceptability of technology and challenges of multiple
morbidities may change the effectiveness of monitoring.

Third, the evidence was sparse for monitoring older adults in
general or patients, with most studies suggesting that the
technology isnot yet mature enough to detect ADL s or cognitive
decline[89,92,93]. Most acceptability studies have focused on
thedomain of general home health monitoring, with the majority
being descriptive or showing mixed acceptability. The question
of whether it is worthwhile to monitor older adults in general
or those with dementia remains unanswered. In addition,
telemonitoring and telemedicine are often not differentiated,
making it difficult to differentiate the benefits of clinician
support from devices and technological support.

From an evidence-focused perspective, monitoring is effective
for specific diseases, but chalenges remain in researching
generalized monitoring for older adults. Clinical outcomes are
difficult to measure because objective physiological markers
of aging and health utilization need to be measured acrossyears
to determine effectiveness. Second, technical obstacles remain
in acquiring data from multiple sensors, synchronizing outputs
in real time, storing the data, and performing data analytics to
detect anomalies or track wellness, all of which can be time
consuming and expensive. Finaly, the drivers of long-term
monitoring are older adults or families focused on the personal
benefits of aging in place. Outcomes focused on improving
function and independence and older adults’ sense of security
and identity may not draw as much broad attention or funding
compared with long-term clinical effectiveness and
cost-eff ectiveness studies. Considering the promising results of
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remote monitoring in specific apps, it is worth researching
broader generalized monitoring to improve clinical outcomes.

Limitations of This Review

The main limitation of our review was that we did not have a
2-person validation for screenings and extractions. This may
have introduced a bias in the included studies and the
information extracted. To mitigate the validation of screenings
and extractions, we used common inclusion and exclusion
criteria and communicated with team members regularly on
guestionable papers. In addition, our search was limited to
clinical databases to focus on clinical effectiveness rather than
technological developments; this may have biased our results
related to human factors and monitoring. Moreover, it ispossible
that multiple studies were included in multiple reviews, which
may have biased the results. However, this cannot be mitigated.
Finaly, we identified gaps in the data but were unable to
quantify the effect sizes.

Regarding the ethics- and user-centered framework portion of
the review, we did not follow a scoping review methodol ogy,
aswe found that the qualitative nature of the findings could be
summarized with a narrative review. However, we may have
missed sometrade-offs regarding the acceptability of monitoring
technologies.

Future Work

An interesting areafor future research is the extraction of what
acceptability tools were used in each study. For the second half
of this review, we did not provide an exhaustive list of the
ethical concerns that end users have regarding home health
monitoring technology. We al so limited our study to older adults
and did not consider family members; health care professionals;
and other stakeholders such as engineers, computer scientists,
and designers. More value tensions will arise and need to be
addressed with the involvement of more stakeholders.

Conclusions

Thisscoping review provided asummary of the clinica evidence
for monitoring older adultsin their homes, ethical implications,
and user-oriented frameworks found in the literature. Overal,
there is promising evidence for monitoring specific diseases
and for rehabilitation support, but generalized monitoring for
older adults, including cognitive and physical decline, has not
been well researched. More clinical research isrequired for the
long-term monitoring of aging in place to provide evidence for
its use. To conduct these future studies, we performed areview
of important ethical and user considerations and existing
user-centered frameworks that must be considered when
conducting these monitoring studies. This study demonstrated
the need to develop technology with stakeholders rather than
for stakeholders to build the evidence for home health
monitoring. User-centered frameworks alow stakeholders
ethical concerns to be addressed and open iterative design
opportunities to improve adoption. In devel oping a system that
achieves ethical and UCD, researchers can collect long-term,
meaningful data to demonstrate the efficacy of home health
monitoring systems for aging in place.
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Abstract

Background: Care partners of people living with dementia may benefit from web-based education. We devel oped iGeriCare,
an award-winning internet-based platform with 12 multimedia e-learning lessons about dementia.

Objective: Our objective was to evaluate users’ perceptions of impact.

Methods: From March 17, 2021 to May 16, 2022, data were collected upon lesson completion. We used the content-validated
Information Assessment Method for al (IAM4all) for patients and the public adapted for dementia care partners. The IAM4all
guestionnaire assesses outcomes of web-based consumer health information. Responses were collected using SurveyMonkey,
and data were analyzed using IBM SPSS Statistics (version 28).

Results: A total of 409 responseswere collected, with 389 (95.1%) survey respondents compl eting the survey. Of 409 respondents,
179 (43.8%) identified as afamily or friend care partner, 84 (20.5%) identified as an individual concerned they may have mild
cognitive impairment or dementia, 380 (92.9%) identified the lesson as relevant or very relevant, and 403 (98.5%) understood
the lesson well or very well. Over half of respondents felt they were motivated to learn more, they were taught something new,
or they felt validated in what they do, while some felt reassured or felt that the lesson refreshed their memory. Of 409 respondents,
401 (98%) said they would use theinformation, in particular, to better understand something, discussthe information with someone
else, do things differently, or do something.

Conclusions; Users identified iGeriCare as relevant and beneficial and said that they would use the information. To our
knowledge, thisisthefirst timethe |AM4all questionnaire has been used to assess patient and caregiver feedback on internet-based
dementiaeducation resources. A randomized controlled trial to study feasibility and impact on caregiver knowledge, self-efficacy,
and burden isin progress.

(JMIR Aging 2022;5(4):e40357) doi:10.2196/40357

KEYWORDS

dementia; caregiver; web-based education; internet; consumer health information; feedback; perception; survey; questionnaire;
patient education; health education; care partner; caregiving; spousal care; informal care; Alzheimer; cognitive impairment;
cognitively impaired; Lewy body; gerontology; geriatric
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Introduction Methods
Informal family care for people living with dementia is Overview

important, as 61% of Canadian seniors with dementia live at
home [1]. Those living with dementia are often supported by
informal care partnerswho each provide an average of 26 hours
of care per week [1,2]. Care partners of people living with
dementia may benefit from web-based education to help them
develop knowledge and skills to support themselves and the
person to whom they are providing care [2,3]. Caregiver
education is most commonly delivered through face-to-face
interactions during aclinical visit [4]. This can cause issuesfor
clinicians because of time and resource constraints. Access to
in-person dementia education resourcesfor caregivers may also
be very limited in some rural communities. Internet-based
caregiver education has the potential to address some of these
challenges and allow dementia caregivers and others to access
educational materials at any time and at their own pace.

Although a systematic review performed by Moore and
colleagues [5] reported inconclusive evidence supporting the
effectiveness of educational interventions focused specifically
on dementia progression on dementia caregivers knowledge
and mental health, individual studies have shown favorable
outcomes. The heterogeneity in format, length, instructional
design methods, and content of interventions may play arole
in some of theinconsistent findings of systematic reviews. This
suggests that it may be important to compare educational
interventions with more clearly defined instructional designs
[6], especially those that follow best practices for web-based
learning environments [7]. With the benefits of internet-based
interventions on mental health for care partners of adultsliving
with a chronic condition being shown by Sherifali and
colleagues [8] and the reported need for high-quality, trusted
internet resources for dementia caregivers, it is worthwhile to
continue to study high-quality educational interventions that
touch on avariety of topicsand take into consideration the needs
of caregivers[2,3].

For these reasons, we developed iGeriCare, an internet-based
platform with 12 multimediae-learning lessons about dementia.
iGeriCarelessons cover awide range of dementia-related topics,
including stages of dementia, treatment options, and caregiver
wellness, among others. The lessons were created using best
practices in evidence-based instructional design for e-learning
[9,10] by expertsin dementiacare with input from care partners,
winning the first-place e-Learning Excellence Award at the
2021 European Conference on e-Learning [11-13]. Since
launching in July 2018, iGeriCare has had over 182,000 unique
users and over 258,000 user sessions. Lessons are multimedia
content with images, audio narration, authentic case studiesand
examples, aswell as some interactivity such asreview quizzes,
approximately 20 minutes in duration each (Multimedia
Appendix 1). All iGeriCare lessons are publicly available and
freeto access. Our objective wasto evaluate users’ impressions
of the multimedia lessons, in particular, their perceived
relevance, understandability, usefulness, and expected benefit.

https://aging.jmir.org/2022/4/e40357

From March 17, 2021, to May 16, 2022, anonymous data were
collected from any person who completed an iGeriCare lesson
and opted to fill out a postlesson survey. A total of 12 lessons
were available, and the survey was presented after each lesson.
Respondents could access iGeriCare in a variety of ways,
including arecommendation from a health care professiona or
teacher, clicking on alink from a social media advertisement
or from another website, doing an internet search, receiving the
link from family or friends, or being an existing email subscriber
to the iGeriCare newsletter campaign.

After lesson completion, participants were asked to rate the
lesson on the Net Promoter Score (NPS) scale. NPS is a
management tool that can be used to gauge customer satisfaction
[14-16]. Using an 11-point scale, the NPS asks respondents
their “likelihood to recommend” a product or service based on
their experience. Participants were then invited to take the
postlesson survey through a link. The 11-question postlesson
survey was devel oped using the Information Assessment Method
for al (IAM4all) questionnaire adapted for dementia care
partners. The IAM4all is a content-validated questionnaire
designed to collect feedback from health information consumers
(eg, the public or patients) about resources, and it is structured
by four levels of outcomes, including situational relevance,
cognitive impact, information use, and health benefits[17]. The
survey incorporated conditional logic that allowed respondents
to skip some questions based on their responses (eg, if a
respondent answered “no” to “Will you use the information
from this lesson?’ they would automatically skip the question
“Pleasetell us how you will use thisinformation”; Multimedia
Appendix 2).

SurveyMonkey was used to collect survey responses, and all
data were transferred into IBM SPSS Statistics (version 28;
IBM Corp) for statistical analyses. All data from
respondents—including those who only partially completed the
survey—wereincluded in the dataanalysis, and the survey data
for all lessons were pooled. For analyses of differences in
responses by respondent type or role, the Independent-Samples
Kruskal-Wallistest with post hoc pairwise comparisons adjusted
by the Bonferroni correction for multiple tests was used.

Ethics Approval

The Hamilton Integrated Research Ethics Board reviewed the
study protocol and granted exemption fromfull review per their
review process, as this was considered a quality improvement
initiative.

Results

Data Trends and Respondent Char acteristics

During the 14-month data collection period, there were a total
of 2915iGeriCarelesson completions. Of those, 409 respondents
(14% of lesson completers) started an |AM4all survey. Of 409
respondents, 389 (95.1%) who started the postlesson survey
completed it, with partial completion for the remaining 20
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respondents. Average time spent for survey completion was 3
minutesand 11 seconds. The most commonly compl eted lessons
for survey respondentswerethe following: “What isdementia?’
with 153 of 409 (37.4%) lesson completions; “What is mild
cognitive impairment?’ with 71 of 409 (17.4%) lesson
completions; and “How to promote brain health” completed by
46 of 409 (11.2%) respondents.

A total of 179 of 409 (43.8%) respondents self-identified as a
family or friend care partner of a person living with dementia.
Those concerned they may have cognitive impairment made up
84 of 409 (20.5%) respondents, with a further 37 (9%) having
a diagnosis of mild cognitive impairment (MCI) or dementia.
The smallest groups were health students (35/409, 8.6%) and
health care professionals (41/409, 10%); 33 of 409 (8.1%)
self-identified as“ other.” Respondents arrived at the iGeriCare
site in various ways, with the most common being the
recommendation of a health care professional.

IAM4all Domains

Responseswere extremely positive with respect to the relevance,
understandability, information use, and benefits of the lessons.
Of the 409 respondents, 263 (64.3%) perceived the lesson as
very relevant, and 117 (28.6%) perceived thelesson asrelevant,
compared to 27 (6.6%) who said it was somewhat relevant and
only 2 (0.5%) who found it not very relevant. 306 of 409
(74.8%) respondents understood the lesson very well, and 97

Scott et al

(23.7%) understood the lesson well; only 6 (1.5%) said they
understood it poorly, and no one said they understood it very
poorly. Similarly, 401 of 409 (98%) said they would use the
information from the lesson, and 378 of 405 (93.3%) expected
to benefit from it.

Participantsidentified arange of thoughts about the lesson they
reviewed, with over half stating that it taught them something
new, motivated them to learn more, or validated what they were
already doing; 194 of 409 (47.4%) respondentsfound the lessons
reassuring, and 154 of 409 (37.7%) said it refreshed their
memory. For those who said they would use the information
from the lesson (n=396, as 13 respondents skipped this item),
281 of 396 (71%) respondents said they would use it to better
understand something; 206 of 396 (52%) said they would use
it to discuss with someone else; 134 of 396 (33.8%) said they
would use the information to do things differently; and 121 of
396 (30.6%) said they would useit to do something.

Nearly half of 372 respondentsidentified that the lesson would
benefit them by improving their health or well-being or that of
the person they care for (Table 1); 177 of 372 (47.6%) said it
would help them handle a problem or the worsening of a
problem; 120 of 372 (32.3%) said it would prevent a problem,
160 of 372 (43%) felt they would be less worried; and 105 of
372 (28.2%) said it would benefit them by helping them to
decide something for someone el se.

Table 1. Selected summary of Information Assessment Method for all (IAM4all) questions and participant responses.

Variables

Responses, n (%)

What did you think about thislesson? (N=409)
Motivated meto learn
L earned something new
Validated what | do
Reassured me
Refreshed my memory
Did not like thislesson
I will use thisinformation to (N=396)
Better understand something
Discuss with someone
Do things differently
Do something
Other
Thisinformation will help meto (N=372)
Improve my health
Improve the health of someone | care for
Handle a problem
Belessworried
Prevent aproblem
Decide something for someone else

Other

236 (57.7)
219 (53.5)
218 (53.3)
194 (47.4)
154 (37.7)
5(1.2)

281 (71)
206 (52)
134 (33.8)
121 (30.6)
42 (10.6)

181 (48.7)
177 (47.6)
177 (47.6)
160 (43)

120 (32.3)
105 (28.2)
42 (11.3)
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Response Differences Between Participant Types

Data collected from IAM4all questions were then analyzed by
participant type, that is, family or friend care partner, a
respondent concerned they might have MCI or dementia,
someone diagnosed with MCI or dementia, astudent or trainee,
a hedlth care provider, or other participant types. Perceived
relevance was significantly higher among family or friend care
partners compared to people concerned with possibly having
MCI or dementia[H(5)=14.533; P=.01]. Thosewith adiagnosis
or concerned they might have MCIl or dementia were
significantly less likely to understand a lesson “very well”
compared to the other groups[H(5)=41.762; P<.001], although
117 of those 121 (96.7%) respondents still reported
understanding the information “well” or “very well,” with only
4 reporting they understood it “ poorly.” Analyses of other survey
data did not show any statistically significant differences by
respondent role.

Discussion

Principal Findings

The purpose of this work was to evaluate iGeriCare users
impressions of the multimedialessons, including their perceived
relevance, understandability, usefulness, and expected benefit,
using the IAM4all survey. Respondentsto the survey identified
the iGeriCare lessons as relevant and beneficial, and they said
they would use the information. Responses were relatively
consistent among different types of participants.

These findings are of interest for two main reasons. first,
although the iGeriCare site was primarily designed for family
care partners, lessthan half of respondentsidentified asafamily
or friend care partner, implying that theiGeri Care site has appeal
to many different audiences, including those concerned they
may have a cognitive impairment, those who already have MClI
or dementia, and even health care professionals and trainees.
Second, the similarity in responses despite the varied audience
implies that the iGeriCare lessons are not only appealing to a
broader demographic but also relevant and valuable to a wider
audience. Although 380 of 409 (92.9%) respondents perceived
the lessons as either relevant or very relevant, the finding that
the perceived relevance was greater for family and friend care
partners compared to those concerned with having MCI or
dementia is consistent with the initial design and intent of the
site, asthe scenarios presented within the e-learning lessons use
family care partners.

Furthermore, even though 403 of 409 (98.5%) of respondents
understood the lesson well or very well, those with adiagnosis
or concerned they might have MCl or dementia were
significantly less likely to understand a lesson “very well”
compared to other respondent types. With the iGeriCare site
having been co-designed with family care partners and not
specifically designed for those with cognitive impairment, this
finding seems reasonable and highlights a need for similar
resources with lessons and scenariostailored to individualswith
these concerns or diagnoses.

https://aging.jmir.org/2022/4/e40357
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Comparison to Prior Work

IAM4all questions measure participants' perceived relevance,
intention to use information, and expected benefit. The high
percentage of respondents stating that they would use the
information and expect benefits is consistent with the NPS
ratings of iGeriCare lessons and comparable to |AMA4all
feedback on a high-quality parenting website [18]. The
percentage of ‘ symbolic use' —referring to those that would use
the information to discuss with someone else—was higher on
iGeriCare, consistent with promotion primarily to family or
friend care partners and the fact that care partners made up the
largest respondent type for this survey. Thislikely represents a
mix of different people that respondents will discuss the
information with, including the person they are caring for, other
family or friend care partners, and their health care providers.

Respondents noted that the information in the lessons motivated
them to learn more, taught them something new or refreshed
their memory, validated their actions, and provided reassurance.
This suggests that iGeriCare lessons are helpful in transferring
knowledge and improving confidence of dementia caregivers.
Considering four 1AM4all constructs, ‘conceptua use' (eg,
better understanding) was most frequently noted, followed by
‘symbolic use,’ ‘instrumental use’ (ie, doing thingsdifferently),
and ‘legitimating use’ (ie, doing something) [19,20]. These
constructs within the IAM4all shed a different light on how
dementia care partners and others interact with information
resources. Previous systematic reviews have shown the impact
of internet-based interventions on care partners’ mental health
but have rarely described specific uses of information or
perceived benefits using a content-validated tool [8,21].

Pluye and colleagues [17] highlight three ways in which
individuals seek health-based information on the internet:
professionally mediated (ie, provided by aclinician or librarian),
direct access (ie, individual search), and peer mediated (ie,
recommendations from family or friends and socia media).
Respondents in our study arrived at the iGeriCare lessons
through all three of these ways and, irrespective of how they
arrived at the site, the educational content was highly valued.

Limitations

There are severa limitations to this work. First, there is a
potential selection bias, as data are from only those users who
both completed a lesson and opted to fill out the additional
IAM4all questionnaire. Those users who completed a lesson
may be morelikely to be positively predisposed to the lesson’s
relevance, understandability, usefulness, and perceived benefit.
However, NPS ratings between respondents and other users of
iGeriCare are similar, suggesting that the participants may be
comparable to iGeriCare users more broadly. Additionally,
despitethis potential selection bias, userswho completed lessons
were the desired target population for the postlesson surveys,
since they had engaged with the complete intervention as
intended. Nonetheless, future work should consider including
a prompt asking respondents who abandon a lesson why they
have opted to leave the lesson before completion. Since users
can leave and come back to iGeriCare lessons at any time, an
option of ‘I intend to finish thislesson later’ should be included.
Second, the same individual may have filled out the IAM4all
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multiple times for different lessons. Due to the anonymity of Implications and Future Directions

the site and survey, we had a limited idea of how many 4 o knowledge, this is the first time the IAM4all has been
respondents compl eted the IAM4all for different lessonsaswell used to assess dementia education resources specifically. It is
as limited information about participant demographics. 4o, the firgt time that the questionnaire has been used to
However, thiswas part of an intentional design tofacilitateeasy g4 gte instructionally designed, multimediae-learning, rather
accesstoGeriCarelessons, rather than requiring userstocreate  yan predominantly text-based formats of heslth information
afree account. Furthermore, it is reasonable to assume that the (eg, web pages and email-based content). The questionnaire has

same respondent may react differently to each 16ssOn,  pgheq g petter delineste care partners and others perspectives
eliminating the need to identify unique respondents between o, the yaue and perceived impact of the i GeriCare lessons.
lessons. For these reasons, future work should continue to

remove asmany barriersas possibleto educational interventions, More work is needed to determine the effectiveness of

even if this may impact the extent of research data about Web-based dementia education for care partners on other

participants. validated outcome measures. A randomized controlled trial to
study impact on care partner knowledge, self-efficacy, and sense
of burden is in progress (Clinicaltrials.gov identifier
NCT05114187).
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Abstract

Background: Electronic tracking devices, aso known as locators, monitors, or surveillance devices, are increasingly being
used to manage dementia-rel ated wandering and, subsequently, raising various ethical questions. Despite the known importance
technology design has on the ethics of technologies, little research has focused on the companies responsible for the design and
development of electronic tracking devices. This paper isthefirst to perform aqualitative analysis of the ethically related content
of the websites of companies that design and develop electronic tracking devices.

Objective: Theaim of this study was to understand how companies that design, devel op, and market el ectronic tracking devices
for dementiacareframe, through textual marketing content, the vulnerabilities and needs of personswith dementiaand caregivers,
the way in which electronic tracking devices respond to these vulnerabilities and needs, and the ethical issues and values at stake.

Methods: Electronic tracking device company websites were identified via a Google search, 2 device recommendation lists
(Alzheimer’'s Los Angeles and the Canadian Agency for Drugs and Technologiesin Health), and the 2 recent reviews of wander
management technology by Neubauer et al and Ray et al. To be included, websites must be official representations of companies
(not market or third-party websites) developing and selling electronic tracking devices for use in dementia care. The search was
conducted on December 22, 2020, returning 199 websites excluding duplicates. Data synthesis and analysis were conducted on
the textual content of the included websites using a modified form of the Qualitative Analysis Guide of Leuven.

Results: In total, 29 websites met the inclusion criteria. Most (15/29, 52%) companies were in the United States. The target
audience of the websites was largely caregivers. A range of intertwined vulnerabilities facing persons with dementia and their
caregivers were identified, and the companies addressed these via care tools that centered on certain values such as providing
information while preserving privacy. Life after deviceimplementation was characterized asaworld aspired to that seesincreased
safety for persons with dementia and peace of mind for caregivers.

Conclusions: The way electronic tracking device content is currently conveyed excludes persons with dementia as a target
audience. In presenting their products as aresponseto vulnerabilities, particular values arelinked to design elements. A limitation
of the results is the opaque nature of website content origins. How or when values arise in the process of design, development,
and marketing is unknown. Therefore, further research should explore the process companies use to identify vulnerabilities, how
values are decided upon and integrated into the design of products, and the perceptions of developers regarding the ethics of
electronic tracking devices.

(IMIR Aging 2022;5(4):638865) doi:10.2196/38865

KEYWORDS

dementia; wandering; electronic tracking devices; bioethics; locators; monitors; surveillance devices; management; technology;
care tool; caregiver; device; vulnerable; elderly
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Introduction

Background

Dementia is an umbrella term for a variety of diseases or
conditions that cause progressive loss of cognitive function to
the extent that daily life and independence become impaired
[1]. Persons with dementia will increasingly come to rely on
others for their needs and will typically require some form of
institutionalized care[2]. Personswith dementiahave expressed
their strong desire to remain in their own homes and
communities for as long as possible [3,4]. Of the many
symptoms of dementia, wandering is a particular problem
regarding maintaining a person with dementia safely in their
home. Wandering involves movements that have a “frequent
repetitive, temporally disordered and/or spatially disordered
nature...some of which are associated with eloping, eloping
attempts or getting lost unless accompanied” [5]. A person with
dementia who elopes while wandering faces a high risk of
serious injury or death, with time missing predicting higher
likelihood of mortality, making swift recovery paramount [6,7].
Even oneincident of wandering can precipitate placement into
institutionalized care—despite a person with dementia's active
wish to remain at home [8]. The consequences of wandering
extend to those closest to persons with dementia as well; for
instance, family, friends, and caregivers may undergo
psychologica stress, physical fatigue, or other adverse effects
during a wandering episode [9,10], and communities often
expend large sums of resourcesto search for awandering person
with dementia[11].

Wandering behavior makes persons with dementia vulnerable
to various harms. Vulnerability is a common human
condition—to be human is to be vulnerable. This general or
common vulnerability is, as ten Have [12] states, “a generd
characteristic of the human condition.” Our vulnerability is
constituted on the redlities of our embodied existence, “we are
characterized by a general fragility or precariousness because
we have afinite, mortal body and because we are unavoidably
socially related and dependent on others’ [12]. Although &l
persons are vulnerable, certain individuals, groups, and
populations experience a special vulnerability and are “more
subject to possible harm and violence than others’ [12]. In
dealing with dementia and its challenges to physical,
psychological, and socia capabilities, persons with dementia
and their familiesface avariety of particular vulnerabilities that
are exacerbated or lessened by their social context (eg, level of
accessible care and social support) [13].

In working to address the vulnerabilities of wandering,
technol ogical tools have remained a constant potential panacea.
A review found that 83 technologies were being implemented
into 26 types of wander management devices, with the most
common being electronic tracking devices—also known as
locators, monitors, or surveillance devices [14]. Electronic
tracking devices are technological artifacts that facilitate the
monitoring, locating, or logging of a person with dementia's
temporal location. For example, a watch with a built-in GPS
can be used with software to track a wearer’s location in real
time or save their location history for later analysis. The idea
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of using el ectronic tracking devicesto manage dementia-related
wandering is not new; however, advances in technology
miniaturization and general lowering of technology costs
combined with governmental initiativesin assistive technology
for older adult care have resulted in an overall increase in
electronic tracking devices being brought to market [14-17].

The use of electronic tracking devices is not without ethical
concern [18]. Many authors have discussed various concerns
related to electronic tracking device use in care practices,
including their potential to harm personswith dementiathrough,
for instance, increasing social isolation by reducing contact with
caregivers[19,20] or helping facilitate unjust control of persons
with dementia[21,22]. Moretraditional clinical-ethical concerns
are also discussed, such as the fraught reality of informed
consent within care for persons with dementia who experience
wandering symptoms [23] or how a caregiver should best
respond to personswith dementiawho areresistive to electronic
tracking device use [19]. Most normative literature focuses on
the use of electronic tracking devices [24], athough many
ethical questions are related to el ectronic tracking device design.
For instance, privacy hinges on design decisions made during
the devel opment process, what data are collected, how they are
protected, and who should be informed of a person with
dementia swhereabouts (eg, family, caregivers, unrelated third
parties, and law enforcement) [25]. Design-centric concerns
also extend to physical specifications such aswhether a device
should belockable and unremovabl e by a person with dementia
[18]. On amoreglobal level, design decisions reflect back into
concerns regarding the environment and labor conditions [26].
The potential impact technology design has on end users has
been widely discussed in the academic literature [27-30] and
has seen increased public interest with the growing public
awareness surrounding examples such as pol arization stemming
from social media platforms and bias in machine learning
algorithms[15,31-33].

Degspite the importance of technology design, relatively little
research has been conducted regarding companies responsible
for the design, development, and marketing of electronic
tracking devices. One avenue of gaining insight into companies
implicit and explicit ethically related insightsisto explore their
public positions present within their websites and web-based
marketing material. Doing so may reveal how they approach
key stakeholders, the problems they face, and the ethical issues
involved. In addition, internet use by older adults, in general,
has seen steady increases [34], and informal caregivers report
turning to the internet to find out information about dementia
as a disorder, how they can provide better care, and what
professional resources are available to them [35]. Asa place of
interaction between companies, persons with dementia, and
caregivers, a strong motivation exists for undertaking research
on how companies present their products on the web. However,
to date, little research has focused on this subject. The analysis
by Vermeer et al [17] of websites based in the United Kingdom,
the Netherlands, and Sweden that market electronic tracking
devicesfor usewithin dementiacareisthe only current example.
Notably, this study had arelatively wide scopeviatheinclusion
of third-party retail websites (eg, Amazon), and no particular
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emphasis was placed on ethical questions as an environmental
scanning methodology was used for data analysis.

Objectives

That no study to date has performed an ethical anaysis of
websites of companies that design and develop their own
products is a gap in the literature when viewed in light of the
importance of the ethics of technology design, but this gap is
more severe when placed in the context of vulnerability.
Companies exist within the same social milieu as persons with
dementia and their caregivers, one that comprises a multitude
of stakeholders, including individuals, companies, and
governmental bodies[36]. By placing their products asameans
of mitigating the burdens of dementia-related wandering, they
insert themselvesinto the vulnerability of personswith dementia
and caregivers, and how they design their products and market
them has an effect, whether positive or negative, on the
stakehol dersinvolved. With this background, we aimed to gain
an understanding of how companies view the vulnerability of
persons with dementia and caregivers as well as how they
position their products to address these vulnerabilities by
performing aqualitative analysis of the written website content
for ethically related concepts and themes [37,38]. Hence, our
research questions were as follows: how do companies that
design, develop, and market electronic tracking devices for
dementia care frame, through website textual content, (1) the
vulnerabilities and needs of persons with dementia and
caregivers, (2) the way in which electronic tracking devices
respond to these vulnerabilities and needs, and (3) the ethical
issues and values at stake.
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Methods

Design

We conducted a search for websites inspired by the PRISMA
(Preferred Reporting Items for Systematic Reviews and
Meta-Analyses) statement using the Google search engine and
then included websites from electronic tracking device
recommendation lists of patient advocacy groups and from 2
recent systematic reviews of wander management technology
[39]. We choseto develop the search strategy based on PRISMA
so that our search process would be conducted in a transparent
and widely recognized manner. Next, we performed aqualitative
analysisof theincluded websites' content using amodified form
of the Qualitative Analysis Guide of Leuven (QUAGOL) [40,41].

Search Strategy

Overview

A total of 3 sources were used to identify potential websites.
The primary source was the results from a Google search
conducted according to PRISMA guidelines. The second and
third sources consisted of the electronic tracking device
recommendation lists provided by Alzheimer’s Los Angeles (a
patient advocacy organization) and the Canadian Agency for
Drugs and Technologies in Health and the recent systematic
reviews of wander management technology by Neubauer et al
[14] and Ray et al [42] (Figure 1). Both the reviews by Neubauer
et a [14] and Ray et a [42] were identified after performing a
search on PubMed for reviews of electronic tracking devicesin
the management of dementiarelated wandering. The
recommendation lists and reviews were included both as
additional avenues for identifying potential websites and to
serve as a check of the primary Google search.
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Figure 1. PRISMA (Preferred Reporting Items for Systematic Reviews and Meta-Analyses) flowchart overview of the website identification process

[14,42]). CADTH: Canadian Agency for Drugs and Technologies in Health.
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A Google search was the main method for identifying relevant
websites. The search engine settings were asfollows: theregion
was set to Belgium, the language was set to English, and 30
results were shown per page. The search string consisted of the
following: “ dementia” tracking OR locator device wandering
-site: pinterest.com -site: amazon.com.

During early piloting, it became clear that web pages from
Amazon and Pinterest were obscuring relevant results. As any
web page from these websites would be excluded based on the
inclusion and exclusion criteria (Textbox 1), the advanced search
operator -site: was used to exclude these web pages from the
results [43].

The Google search was conducted on December 22, 2020,
returning atotal of 250 websites. Of these, only the first 72%
(180/250) of websites, or thefirst 6 results pages, wereincluded
as the remaining web pages were increasingly irrelevant or
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defunct. Other website content analysis studies have limited
themselves to 50 results [44,45] or 3 results pages [46].

Additional websiteswereidentified from the electronic tracking
device recommendation lists provided by Alzheimer’s Los
Angeles [47] and the Canadian Agency for Drugs and
Technologies in Health [48] and by the reviews by Neubauer
et a [14] and Ray et al [42]. Relevant references to electronic
tracking devices, companies, or websiteswere followed up with
and added to those found with the Google search (Figure 1).
The recommendation lists and reviews were included for
triangulation and as a check of the Google search results. An
indication that the Google search string was not returning
relevant websites would be if no websites from the
recommendation lists or reviews appeared in the search results.
An overlap of 12 websites was found in both the Google search
and recommendation listsand reviews, indicating that our search
was returning relevant results. After duplicates were excluded,
atota of 199 websites were identified.
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Textbox 1. Inclusion and exclusion criteria.
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Inclusion criteria

. Officia website of acompany

the temporal location of persons with dementia).

«  Website language is English

Exclusion criteria

«  Productisnot an ETD
«  Website language is non-English

«  Product is advertised for use in managing wandering in persons with dementia

«  Product is an electronic tracking device (ETD, which is defined as atechnological artifact that facilitates the monitoring, locating, or logging of

. Market websites, third-party sellers, blogs, and other noncompany websites

«  Product is advertised for other population groups (eg, children with autism)

Website Screening

A 2-step process was conducted to screen the websites according
to predefined inclusion and exclusion criteria (Textbox 1). The
first step was a wide application of the inclusion criteria. A
keyword search was conducted on each of the 199 websites to
locate references to (1) dementia or Alzheimer disease, (2)
tracking device technology, and (3) wandering. If the initial
web page did not contain any keywords, a second search was
conducted using the advanced search operator sitein the Google
search engine [43]. This operator allows for the identification
of every instance of a keyword on awebsite. For example, by
searching for dementia site: www.Companyl.com, every location
in which the word dementia appears on any web page within
Companyl.com would be returned. After the first step, 23.1%
(46/199) of the websites generally met the inclusion criteria.

The second step of website screening involved stringently
applying theinclusion and exclusion criteriaafter aclosereading
of the website content. This involved ensuring that the
technology underpinning the device met the definition of an
electronic tracking device and that some level of marketing
indicated that the device was meant for use in dementia care.
A total of 57% (26/46) of the websites met al the inclusion
criteria and, with the addition of 3 websites from the authors
previous awareness, atotal of 29 websiteswereincluded (Figure
1).

Data Extraction and Synthesis

Archiving websites asthey existed at thetime of dataextraction
is crucial to preserving the broader context in which data are
situated and allowing for a precise recall of website content
[49,50]. To create an offline archive of the included websites,
we used SiteSucker (Rick Cranisky) [51], acomputer program
for Macintosh OS X that downloads a “[website's] files to a
local folder...while preserving link structure” [52]. This method
allows for the preservation of “an entire website in a coherent
form” as it was at a particular time [52]. All 29 included
websites were archived on February 15, 2021.

Data extraction involved viewing the archived copy of the
websites using the Safari web browser (Apple Inc), identifying
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web pagesthat contained elements of theinclusion criteria, and
exporting them as PDF files.

Characteristics of the companies, websites, and electronic
tracking devices were collected via a data collection form
(Multimedia Appendix 1). Descriptive statistics were applied
to describe the form characteristics of companies, websites, and
electronic tracking devices[53]. Textual dataon characteristics
regarding the content of website information were qualitatively
analyzed using a modified form of the QUAGOL [40,41].
Originally developed for qualitative data analysis in original
empirical studies, the QUAGOL has also come to be used in
analysis of other data sources such as argument-based texts
[40,54-57]. The QUAGOL consists of 2 parts, each containing
5 stages. Thefirst part is a thorough preparation of the coding
process, and the second part is the actual coding processviaa
qualitative software program [41]. We modified the QUAGOL
in line with previous studies [18,58] by only completing the
first 5 stages of the precoding part. The first 5 stages are
characterized by an iterative process of diving deeper into the
data, with constant movement between the various stages to
draw out insights. Thus, although the 5 stages are presented in
asequential order, in reality, one moves between each stage as
well asreturnsto a previous stages throughout the dataanalysis.
Inthefirst stage, al researchersthoroughly read the datato gain
a halistic understanding of each website. During the second
stage, 1 researcher (JH) developed initial reports for each
website that captured their essence by outlining vita
characteristics and key points, with focus being placed on
ethically related content. Ethically related content wasidentified
based on themes and concepts present in apreviously compl eted
review of argument-based ethics literature [18] and those
stemming from the relational care ethics approach as
operationalized in the dignity-enhancing care modd of bioethics
[37,38,59]. Although brief paraphrasing of key quotes was
included, initial reportsremained as closeto the dataas possible.
The third stage entails a movement from initial report to
conceptual scheme (MultimediaAppendix 2). Relevant concrete
examples from the data are teased out and abstracted into
concepts relevant to gaining insight into the research question.
It is here that the concepts reported in the results take
rudimentary form. To ensure that the concepts were being
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appropriately and accurately developed, each researcher was
given a partially overlapping set of initia reports to
independently turn into conceptual schemes. It was found that
each author identified the same or similar main concepts,
indicating a high level of consensus. During the fourth stage,
conceptual schemes were tested against the data for accuracy
and appropriateness, with researchers rereading the data and
initial reportsto seeif anything was missing, underreported, or
in need of modification. The fifth stage involved merging all
individual schemes into a global scheme through a process of
forward-backward movement between each schemeto facilitate
the identification of common themes and concepts. It isduring
this stage that the final conceptual categories were tested and
refined before being reported in the Results section of this paper.
Throughout the entirety of this work, the research team met
regularly to discuss the ongoing process, and an archive of
reports, conceptual schemes, and merged scheme drafts has
been retained.

Table 1. Company characteristics (N=29).

Howes et al

Results

Form Char acteristics of the Companies, Websites, and
Electronic Tracking Devices

Company Characteristics

First, we detected a genera line of company form
characteristics—their target audiences, used communication
and marketing tools, applied language types, and specific
electronic tracking device characteristics.

As for the company characteristics, the headquarters of the
included electronic tracking device companies were found
throughout North America, Europe, Asia, and Oceania. By
company organization, most (23/59, 79%) of the included
companies were for profit, a few (3/29, 10%) were nonprofit,
and 3% (1/29) were public-private collaborations (Table 1).

Characteristics

Companies, n (%)

Country of company headquarters
United States
Australia
United Kingdom
New Zealand
Denmark
Ireland
Finland
Spain
India
Singapore
Founding date of company
1980 to 1990
1990 to 2000
2001 to 2010
2011 to 2020
Unknown
Company type
Nonprofit
Private for profit
Mix (public-private collaboration)

Unknown

15 (52)
4 (14)
2(7)
2(7)
1(3)
1(3)
1(3)
1(3)
1(3)
1(3)

4 (14)
3(10)
5(17)
9(31)
8(28)

3(10)
23(79)
1(3)
2(7)

Website Characteristics

Predominantly, 3 audiences were targeted by the website
content: informal caregivers, formal caregivers (including
institutions), and public safety agencies (eg, law enforcement
or the fire department; Table 2). Only 3% (1/29) of the
companies explicitly targeted personswith dementiathemselves.
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In terms of target users, electronic tracking devices advertised
for use with persons with dementia were also often advertised
for use with other stakeholder groups such as persons living
with various cognitive disabilities (eg, autism) and, to a lesser
extent, older adults, children, and employees.

The websites used varioustoolsto shareinformation about their
products (Table 2). Most (22/29, 76%) companies had a socia
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media presence, approximately half (12/29, 41%) made use of
multimedia resources (eg, video), and al (29/29, 100%)
company websites used text-based tools. These information
tools were used to convey multiple types of information.
Multimedia videos were used to show how a product worked
(through guides, overviews, and how-tos) and why they made
a difference (testimonials). All (29/29, 100%) websites used
text to describetheir products, their benefits, and the advantages
they conferred to thetarget audience. Approximately half (15/29,
52%) contai ned text-based testimonials. A number (14/29, 48%)
of sites contained a blog or news section, which served as a
space for posting articles related to dementia, wandering,
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electronic tracking devices, and other general interest stories,
and 10% (3/29) of the websites provided a section for academic
and professional resources.

Thewebsites made use of differing types of language to describe
electronic tracking devices (Table 2), varying from arather cold
and technical kind of tracking language (eg, tracker device) to
more neutral language (eg, monitor and locator) to more warm
and personal care language (eg, personal alarm and assistive
device). These types of language were not mutually exclusive,
and some companies described their products using a mix of
language types.
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Table 2. Website characteristics (N=29).
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Characteristics

Companies, n (%)?

Target audience
Informal caregivers
Formal caregivers (including institutions)
Public safety agencies
Persons with dementia
Target users
Per sons with dementia
Persons with dementia exclusively
Persons with dementia nonexclusively

Per sons without dementia

Persons living with various cognitive disabilities (eg, autism and Down syndromeb)
Older adults
Other (eg, children, employees, assets, and pets)
Information tools
Social media
No social media
Multimedia (eg, video or audio)
No multimedia (eg, video or audio)
Textua
Information types
Multimedia
Testimonials
How-tos or guides or product overview
Textual
Product description
Testimonials
Blog
News

Academic or professional resources

L anguage used to describe ETDs®
Tracking or tracker device
Tag
Mobile locator tracking unit
L ocation-tracking app
Monitoring device
Locator
Wearable
Safety app
Safety device
Personal emergency |ocation device

Personal emergency response system

28 (97)
6(21)
7 (24)
1(3)

6 (21)
28 (97)

17 (59)

9 (31)
6 (21)

22 (76)
8(28)
12 (41)
12 (41)
29 (100)

4 (14)
8 (28)

29 (100)
15 (52)
7 (24)

7 (24)
3(10)

15 (52)
1(3)
1(3)
1(3)
2(7)
8(28)
2(7)
1(3)
1(3)
1(3)
1(3)
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Characteristics

Companies, n (%)2

Assistive device
Personal alarm
Wandering aert

1(3)
103
13

#The companies may have multiple characteristics.

bThe companies focus on persons (eg, children) with Down syndrome who do not have dementia.

CETD: electronic tracking device.

Electronic Tracking Device Characteristics

With regard to the electronic tracking device characteristics,
the most common electronic tracking device form factor was a
fob or tag, followed by wristbands (Table S1 in Multimedia
Appendix 3). Most electronic tracking devices used a
combination of GPS and mobile network technol ogy, with some
also including additional technology. Most device pricesranged
between US $1 and US $500. Some el ectronic tracking devices
required a subscription to operate, most costing between US $1
and US $50 per month.

Characteristics Regarding Content of Website
Information

Second, we found that the electronic tracking device company
websites were largely organized around three overarching
dimensions describing (1) the vulnerabilities that persons with
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dementia and their caregivers have to face, (2) the care tools
that electronic tracking devices possess that address these
vulnerabilities, and (3) aconception of theworld that is aspired
to and comes about from using the presented electronic tracking
device. In the following sections, we will describe these 3
dimensionsin more detail.

Expressed Vulnerabilities

Overview

During the data analysis process, it became clear that the
companies identified a range of vulnerabilities facing both
persons with dementia and their formal or informal caregivers.
These vulnerabilities stemmed from dealing with
dementia-rel ated wandering and from using el ectronic tracking
devices themselves. They can be grouped into the following
categories: bodily, psychological, social, existential, moral, and
technical vulnerabilities (Table 3).
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Table 3. Overview of company-identified vulnerabilities (N=29).
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Vulnerability

Companies, n (%)2

Bodily vulnerabilities
Persons with dementia
Wandering
Caregivers
Limited in body
Psychological vulnerabilities
Persons with dementia
Loss of independence
Feeling insecure or unsafe
Feeling like a burden on family
Psychological or emotional stress
Caregivers
Psychological or emotional stress
Lack of knowledge
Loss of independence
Social vulner abilities
Per sons with dementia
Erosion of socia life (eg, isolation)
Caregivers
Erosion of relationship with person with dementia
Need for externa support or help
Existential and moral vulnerabilities
Persons with dementia
Erosion in quality of life
Caregivers
Faced with difficult decisions
Technical vulnerabilities

Persons with dementia

Stigma derived from ETDSL
Physical discomfort from ETDs
Caregivers

Exacerbated vulnerahilities from difficult-to-use ETDs

26 (90)

3(10)

26 (90)

6(21)

3(10)

4(14)

21(72)

6 (21)

5(17)

3(10)

2(7)

4(14)

8 (28)

6 (21)

7(24)

5(17)

17 (59)

#The companies may have multiple vulnerabilities.
PETD: dlectronic tracki ng device.

Bodily Vulner abilities

Bodily vulnerability relatesto potentia physical risksand harms.
All (29/29, 100%) companiesidentified the physical risksrelated
to wandering as the principal vulnerability facing personswith
dementia. Becoming lost can lead to serious injury or even
death. This vulnerability is the primary reason that companies
have devel oped el ectronic tracking devices and, in some sense,
is the cause of all other identified vulnerabilities. Caregivers
bodily vulnerabilities were also described, albeit to a lesser
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extent. The companies pointed to caregivers physical limitations
(such as increasing fatigue or exhaustion) that can be reached
when they are required to monitor, care for, or otherwise attend
to a person with dementia at all times.

Psychological Vulnerabilities

According to the company websites, the predominant
vulnerability facing caregivers is psychological or emotional
stress. As persons with dementia experience more severe
symptoms of dementia and begin to wander, caregivers are
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confronted with stress-inducing situations. Fearing for the safety
of their loved one, they may feel unconfident in current safety
arrangements but lack the knowledge to rectify or improve the
situation. As the care needs of a person with dementia grow,
caregivers may becomeincreasingly focused on providing care
to the exclusion of personal interests or pursuits, making them
vulnerable to losing their own independence.

Persons with dementia, too, are psychologicaly vulnerable,
with many companies underscoring loss of independence. This
loss can be external in origin through, for instance, limitations
placed by caregivers, but it may ariseinternally aswell; persons
with dementia who are aware of their potential for wandering
may feel insecure or unsafe and, thereby, self-limited. Theloss
of independence is seen as a contributor to feelings of isolation
and loneliness and, as care needs continue to rise, of being a
burden upon one's family. These specific examples coincide
with companies aluding to the general psychological or
emotional stress that can occur during routine dementia care.

Social Vulner abilities

Various socia vulnerabilities were found within the websites
content. Persons with dementia may experience an erosion in
their socia life, both because of the course of dementia and as
aresult of potential restrictions aimed at reducing the physical
and psychological risks of wandering. Informal caregivers, too,
may see their socia lives harmed. As they devote increasing
timeto careresponsibilities, they may set aside their own social
engagements and responsibilities; in the case of children caring
for parents, life plans may be delayed or changed.

Existential and Moral Vulnerabilities

Existential vulnerabilities entail the risk of harms related to
one's existential self and one's own experience of being able
to live ameaningful life. In this regard, the company websites
referred to the risk of being institutionalized against one's
wishes, which is closely associated with the potential for the
person with dementia to experience a general degradation in
quality of life. Moral vulnerability deals with the difficulties
surrounding moral decisions. Many companies acknowledged
that caregivers are vulnerable when faced with difficult care
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decisions, often running into difficulties in balancing the aim
to keep a person with dementia safe with the wish to maintain
aperson with dementia sindependence and autonomy in leading
their own life.

Technical Vulnerabilities

The companies were very cognizant of the new vulnerabilities
that electronic tracking devices introduce in persons with
dementiaand their caregivers. Difficult-to-use technology may
exacerbate the psychological and emotional stress of persons
with dementia and caregivers. Furthermore, if an electronic
tracking device is not able to easily integrate into the daily life
or habits of persons with dementia and their caregivers, it may
lead them to missing the full benefits of an electronic tracking
device or, in a worst-case scenario, outright abandon the
technol ogy. For exampl e, “ choosing a GPStransmitter designed
for shoesis not good if the person with dementia has the habit
of taking their shoes off” (company 12). The form factor of the
device itsef opens persons with dementia up to new
vulnerabilities. Physical discomfort may increase agitation or
stress in persons with dementia, and they may even injure
themselvesif they attempt to remove an unwanted or unfamiliar
device. Device esthetics may aso contribute to the
stigmatization of persons with dementia.

Care Tools of the Electronic Tracking Device:
Addressing the Vulnerabilities

Overview

The second overarching dimension that was present in the
company websites representsthe variouswaysin which the care
tools that electronic tracking devices possess address the
aforementioned vulnerabilities. By outlining specific device
designs, functions, or capabilities, the companies positioned
their electronic tracking devices astheright caretool for helping
both personswith dementiaand their caregivers address or even
overcometheir vulnerabilities. Accordingly, we detected several
categories of tools that serve as a response, viz providing
information, supporting communication, creating communities
of care, and focusing on adjusted and user-friendly design (Table
4).
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Table 4. Overview of electronic tracking device care tools (N=29).
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Care tool

Companies, n (%)2

Providing information
High level of information availability
Medium level of information availability
Low level of information availability
Supporting communication
Two-way
One-way
SOS function
Realizing communities of care
Personal care community
Formal care community
Adjusted and user-friendly design
Easy-to-use design

Form factor

16 (55)
4(14)
5(17)

8 (28)
3(10)
10 (34)

5(17)
10 (34)

17 (59)
11(39)

#The companies may have multiple care tools.

Providing Information

In total, 3 levels of information availability were offered by
marketed electronic tracking devices. At the highest level, the
companies granted caregivers near-total accessto the real-time
location of persons with dementia. The motivation behind this
decision varies. Information playsan important rolein providing
peace of mind to caregivers and improving overall care quality
by providing caregivers with the tools necessary to keep the
person with dementiasafe. Increased information about a person
with dementiaincreases a caregiver’s situational awareness and
enables them to proactively protect the person with dementia
by monitoring, adjusting, and intervening when necessary. In
addition, with greater information, direct control is given back
to caregivers. Being able to modify various parameters, such
as the geographical zone where a person with dementia can
walk freely, empowers caregiversin managing their loved one’s
condition. Devices marketed toward institutional care settings
focused on better resident management, for example, by showing
the location of all residents on afacility map.

At the middle level of information availability were devices
that allow acaregiver to view aperson with dementia’slocation
only if certain thresholds are met, for instance, when a person
with dementialeaves adefined geographical zone, a set ambient
temperature is reached, or on a fixed time schedule. The
motivation for such a mediated flow of information is based
upon a balance between the ethical values of autonomy and
bodily integrity. The companies strived to uphold a person with
dementia’s privacy and freedom (autonomy) while also
attempting to keep them safe (bodily integrity). Company 12
advertised that their product gave personswith dementia® more
privacy, greater autonomy and more reassurance.” An additional
motivation is the desire to optimize battery capacity, with
periodic rather than constant updating increasing time between
charges.
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Thelowest level of information availability consisted of devices
whose underlying technology cannot facilitate real-timetracking
or localizing. Similar to thosein the higher levels, these devices
can raise an alarm when aperson with dementialeaves adefined
geographical zone, with aradio receiver then being used to hone
in on the person with dementia. The choice to use this
technology centers on producing a simple, reliable, and
affordable product. As company 4 stated, “telemetry tracking
is not rocket science” Such technology also comes standard
with a very long battery life (=6 months), meaning caregivers
do not need to remember to charge or replace batteries often.
An additional benefit of using thistechnology isthat privacy is
more readily protected as a person with dementia can only be
tracked if the identification number for the receiver is known.

Supporting Communication

Many companies whose devices offered high- or middle-level
information availability highlighted communication as an
important care tool. Two-way communication is a feature that
allows a caregiver to speak with a person with dementia as if
over the phone, allowing for greater interpersonal connection
as well as enabling a caregiver to speak with a person with
dementiaduring an emergency. Often, the person with dementia
does not need to do anything as the electronic tracking device
automatically answersthe call. Another featurein some devices
is one-way listening. With this, a caregiver is able to listen in
and hear what is happening in a person with dementia's
surroundings. A communication tool unique to the person with
dementia is an SOS emergency button. When a person with
dementia presses the SOS button, an emergency notification or
alert is sent to caregivers or amonitoring serviceindicating that
something is wrong.

Creating Communities of Care

Creating communities of care was also present within company
website content as an answer to address existing vulnerabilities.
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The companies built toolsinto their electronic tracking devices
that were geared toward supporting informal caregivers by
enabling them to create a personal care community. Some
electronic tracking devices are usable only within formal care
communities such as ingtitutional care facilities, emergency
services (eg, police department and fire department), or local
nonprofit chapters. The motivation behind embedding an
electronic tracking device into such a community varies. The
institutional knowledge cultivated and stewarded by formal care
communities may provide unique benefits to persons with
dementiaand caregivers as enrolIment means becoming “apart
of acommunity that is dedicated to their safety and well-being”
(company 14). In addition, the companies can ensure that their
products are not being misused, for example, using an electronic
tracking device on someone without a cognitive condition or
medical need.

Adjusted and User-friendly Design

The companies emphasized that their products were easy to
operate and integrate into daily life. Thisis seen as important
for meeting the needs of persons with dementia and caregivers
as complicated and difficult technology may increase stressand
frustration, and technology that is hard to integrate into life has
ahigh chance of abandonment. A number of electronic tracking
device design elements are marketed as contributing to ease of
operation. Software design such as font size or an easy-to-use
mobile app or website contribute to easier operation. So, too,
doesphysical design, with companiesfocusing on the frequency
and method in which an electronic tracking device will need to
be charged, the shape and feedl of the device, and the manner in
which it isworn.
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A devicethat aperson with dementiawill not wear isnot useful.
Physical form factor, such as comfortability or style, is seen as
important for electronic tracking device acceptance by persons
with dementia. Sleek, stylish, or discreet devices are also put
forward to protect persons with dementia from being
stigmatized, experiencing indignity, or becoming targets for
criminal activity. Company 13 pointed to the benefits of asmall,
lightweight, and unobtrusive device: “Don’'t embarrass Mom
with garish panic jewelry.”

A key point of design for improved integration is
customizability. Not all persons with dementia and caregivers
have the same vulnerabilities, problems, or lifestyles and,
therefore, having an electronic tracking device that can be
adapted to suit individual contexts better meetsreal-world needs.
Customization can range from the manner in which an electronic
tracking device is worn, the length of time that movement
history is stored, frequency of updates or notifications, defined
geographic “safe” zones, and more. This customizability also
extends to formal care ingtitutions, with many companies
offering to tailor products and servicesto the needs of particular
institutions.

A World Aspired to

Overview

The third overarching dimension that was present in the
company websites represents a conception of the world that is
aspired to and comes about from using the presented electronic
tracking device. Many companies offered avision of life after
the implementation of their product. This“world aspired to” is
how the compani es anticipated their electronic tracking devices
would changethedaily lives of personswith dementiaand their
caregivers (Table 5).
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Table 5. Anticipated benefits and recognized limitations of electronic tracking device (ETD) use (N=29).

Companies, n (%)2

Anticipated benefits
Per sons with dementia
Increase safety
Maintain or increase independence
Improve psychological or emotional state
Caregivers
Increase peace of mind
Increase knowledge
Enable higher-quality care
Increase caregiver independence
Both personswith dementia and caregivers
ETD is affordable and cost-effective
Improve interpersonal relationship
Recognized limitations of ETDs
Technical limitations
Role and fit limitations
Price limitations

Ethical limitations

23 (79)
11(38)
9(31)

21(72)
9(31)
7(24)
4(14)

6 (21)
3(10)

7 (24)
6(21)
6 (21)
4(14)

#The companies may appear in multiple categories.

Bodily Safety and Psychological Peace of Mind

For persons with dementia, the most saturated aspiration put
forward by the companies was increased bodily safety. The
implementation of electronic tracking devices will result in
reducing the risks associated with wandering as a person with
dementia can be easily kept track of and located during an
emergency. As a result of bolstered bodily integrity, the
companies envisioned arange of new benefits for personswith
dementia. Psychologically and emotionally, persons with
dementiawill see their independence maintained or increased.
As company 16 described, “[t]he Safer Walking GPS Locator
existsto provide a safeguarding measure so that a person living
with dementia can be encouraged to continue to get outside and
walk, live well and enjoy social interaction and independence.”
In addition, persons with dementia may experience a genera
improvement in their psychological and emotional state being
confident in their situation, feeling safer or more secure, and
not having “the unpleasant feeling of being a burden or strain
on their relatives’ (company 12).

In the same way, the companies aspired to a world where a
caregiver choosing to integrate an electronic tracking device
into their care environment would result in greater peace of
mind. Peace of mind is a common refrain that coincides with
language that sees worry, anxiety, fear, panic, and other
psychological and emotional stressesreduced or eliminated. As
company 19 stated, “[r]elax and know your loved ones are just
aclick awvay. No panic, noworry.” A number of companiesalso
saw their electronic tracking device providing caregivers with
more knowledge about their care receiver. This increase in
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knowledge is related to the various metrics that different
electronic tracking devices can track, log, and report. In turn,
some companies pointed to data analytics as a way for
caregivers, both professional and informal, to “understand how
theclient isdoing” and “establish a baseline of usual, expected
behavior” (company 22). These examples helped build toward
the aspiration that electronic tracking devices will bolster the
relationship between caregiver and person with dementia as
well as enhance the ability of caregivers to provide
higher-quality care. Finally, some companies saw electronic
tracking devices as a way to provide caregivers with
opportunitiesto gain back their own independence through, for
example, pursuit of personal interests or moments of respite.
As company 12 stated in their company manifesto, “our focus
is on ‘freedom’ both for people with dementia and their
relatives”

No | deal World

Although, in many cases, companies had an idealized vision of
their products impact on stakeholders, some recognized that
the future they aspireto is not an ideal world where all worries
and vulnerabilities will be duly addressed. Rather, the context
and situation will be bounded by the limitations of the devices
themselves. The limitations of electronic tracking devices
includetheir role and fit, price, and technol ogical underpinnings.
In addition to these, some companies highlighted ethical
limitations that persist through device adoption (Table 5).

Electronic tracking devices are envisioned as a powerful tool,
aide, and support to caregivers of personswith dementia, capable
of providing numerous benefits, however, their roleis precisely
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this—a tool. These devices are not meant to serve as a
replacement for the watchful eyes of a human caregiver.
Specifying further, many companies were candid about the
potential misfit between their device and the needs of a specific
caregiver and person with dementia. Not everyone is a good
candidate for an electronic tracking device and, although the
companies had strived to develop flexible products that could
meet any everyday scenario, ultimately, some conceded that
other devices may serve caregivers and persons with dementia
better; as company 2 stated, “we're not the only game in town,
so don't hesitate to consider other options.”

The companies were very aware that their target customers
(often being on a fixed income) are sensitive to the price of
electronic tracking devices. Most companies described their
products asbeing “cost effective” or “affordable,” underscoring
the value for price that their package of care tools offered.
Coinciding with value propositions, many companies offered
resources aimed at helping caregivers procure funding for
devices, whether this be through petitioning health insurance
companies to reimburse or outright purchase a device, grants
from alocal charity, or a payment plan.

The worlds that the companies aspire to were often optimistic
about the impact of electronic tracking device technologies.
This was despite their many limitations. The companies were
quick to highlight the technological problems of competitors,
with only a few identifying potential limitations within their
own choice of technology.

Most companies did not explicitly broach the topic of ethics. A
few did explicitly discuss ethics by acknowledging that, despite
the benefits that electronic tracking devices bring, ethical
conflicts will persist, such as issues related to privacy. On a
web page dedicated to “ Ethical and technical challenges of GPS
transmitters” company 12 stated the following under the
heading “privacy and autonomy”:

The benefit of using GPS transmitters are so great
that they to some extent outweigh the disadvantages.
The location system may help ensure that the person
with dementia does not wander. The main drawback
is that most GPS transmitters monitor and record
every step the person takes. The person with dementia
istherefore monitored 24/7 and not only when needed.
So it might be difficult to persuade the person with
dementia to use a location system. In addition to
concernsover monitoring, peoplewith dementia may
often reject things they are not familiar with. Even
though you may have gone to a lot of trouble to
introduce the location system, some people with
dementia will till refuse to have anything to do with
it. If thisis the case, the best way of showing careis
to think about safety rather than having a bad
conscience about concealing the location device.

Many companies advised concealing a device on a resistant
person with dementia; for instance, company 13 highlighted
that its device could easily be slipped into a pocket, stashed in
a car, or tucked into a purse or backpack (“don’t embarrass
Mom with garish panic jewelry”). Others touted the
concesdl ability of their product. Company 12 wrotethefollowing:
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“In the early stages of Alzheimer’s and dementia, the ability to
hide the technology inside a shoe preserves the privacy and
dignity of the wearer.”

Despite the emphasis on safety, privacy is still seen as an
important value to uphold and, as seen previously, many
companies intentionally designed their device to maximize the
privacy of personswith dementiawhile maintaining their safety.
Therefore, even though electronic tracking devices have great
potential in helping meet the needs of persons with dementia
and caregivers, conflictswill remain aproblem in the envisioned
world of e ectronic tracking device companies. Another concern
is the willful misuse of electronic tracking devices. As
mentioned previously, some companies anticipated that their
product might be used inappropriately and had taken steps to
prevent this. By doing so, these companies defined the
boundaries of what they saw as ethically permissible regarding
the use of their devices.

Characteristics Regarding the Narrative Style of Websites

Next to form and content characteristics, we also found that the
manner in which the companies delivered their content could
be placed on 3 narrative continuums. The first is between an
idedligtic and redlistic narrative, the second is between a
technical and human narrative, and the third is between a
company-centric and cocreation narrative.

Idealistic to Realistic

Companies using an idealistic narrative spoke about their
electronic tracking devices capabilities and impact on persons
with dementia and caregivers in an idealized manner, using
language that did not recognize the real limitations or realities
of their electronic tracking devices. For example, company 6
stated that their device had the highest level of accuracy,
“ensuring your loved ones and belongings are safe & secure.”
When limitations were mentioned, idealistic websites might use
hedging language to mitigate perceived impact. Company 13
hedged their device's reliance on cell networks for
high-accuracy location services by saying thefollowing: “When
cell service fails[company 13's device] uses satellite coverage
as a back-up, though accuracy may be reduced.”

Limitations in this back-up coverage, nevertheless, remained
unmentioned.

On the other side of the continuum, those companies using a
realistic narrative provided amore balanced assessment of their
products’ strengths, weaknesses, and potential impact on persons
with dementia and caregivers. This assessment was distinct
from disclaimers or limitations of liability found within
contractual documents (eg, terms of service). Company 17
provided a paradigmatic example:

We would like to say there is a 100% guarantee [ of
locating a missing loved one]; however, there is no
such thing, regardless of the technology or method
utilized. It must always be remembered you are
dealing with people and each situation is
different...The best protection is to have trained
personnel with the latest equi pment available, respond
and conduct these searches.
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Realistic websites might still portray their devices as being
capable of providing great benefit to personswith dementiaand
caregivers but temper idealized expectations.

Technical to Human

The second continuum, technical to human, centers on the
approach to addressing the problems of wandering. Websites
that used a technical narrative approached wandering as a
problem for which technical solutions exist, emphasizing the
technical specifications and abilities of their devices as the
solution to the problems of wandering. Company 3isan example
of this, with the technical aspects of their electronic tracking
device being the center of their marketing content:

[Company 3's device] provides a way to monitor
someonein the homewho isat risk of wandering. The
system alerts the caregiver when the wanderer goes
beyond a set range and provides tracking capability
up to 1 mile so that the wanderer can be |ocated and
returned.

A human narrative embeds the problems of wandering within
the social and relational contexts of personswith dementiaand
their caregivers. It is not just a technical issue but a human
problem. Accordingly, companiesthat used the human narrative
discussed the psychological, relational, and emotional
experiences that persons with dementia and caregivers may go
through while dealing with wandering and, in this way,
acknowledged the complexities of thissituation. A clear example
of thisisthe following excerpt from company 1:

Patients with Alzheimer’s and dementia are often
frustrated by the worry and concern their families
show. Especially in the early stages of memory loss
and confusion, families often find themselves
struggling with wanting to keep their loved ones safe,
while at the same time not stifling their freedom and
independence. It’s a difficult and emotional time for
everyone involved, but with the Company 1 GPS
Safety Device for Dementia you can find the peace
of mind you need to help maintain independence for
aslong as possible without compromising safety.

Company-Centric to Cocreation

Thefinal continuum, company-centric to cocreation, centerson
how companies articulated some of the e ementsthat contributed
to the design process. Company-centric narratives centered on
companies bringing their specialized knowledge to bear on the
problems of wandering. Whether other stakeholders were
included in the process of design was not mentioned. Company
4 stated that “[w]einvented at-risk peopletracking in 1986. We
started it al. Advantage: Experience.”

On the other end of the continuum lie narratives of cocreation.
These companies emphasized that the design process included
stakeholders such as persons with dementia, caregivers, older
persons, family members, and patient organizations. For
example, company 12 repeatedly stated that their product was
“[d]eveloped in collaboration with relatives, caregivers and
people with dementia.”
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Discussion

Principal Findings
Overview

This is the first study to examine the ethically relevant
web-based material of those companies responsible for the
design and devel opment of electronic tracking devices. Assuch,
it offers an initial exploration of how those organizations
publicly approach ethicsin relation to el ectronic tracking devices
in dementia care, revealing that, in general, the companies
recogni zed vulnerabilitiesfacing not only personswith dementia
but caregivers as well and, in many cases, acknowledged the 2
asbeing closely intertwined (eg, bodily vulnerability of persons
with dementia contributes to psychological vulnerability).
Although the companies’ responsesto these needs differed both
in care tools offered and values advanced, they affirmed the
importance of the safety and autonomy of personswith dementia
and caregivers psychological well-being as values central to
their devices. Againgt this background, 2 specific points are
particularly impactful. The first deals with the missing place of
persons with dementia within the website content, and the
second deal swith the presence of arelationship between values
and electronic tracking device design.

The Place in Content of Persons With Dementia

A major insight from this study is the place persons with
dementia occupy within electronic tracking device companies
website content. Beyond perhaps afew web pages, personswith
dementia were largely relegated to the status of third party,
being the topic of the conversation rather than a participant.
Thiswas evident in the target audience of websitesthat catered
to formal or informal caregivers. For example, the marketing
of care tools was from the perspective of what they offered
caregivers, that is, how they assisted caregivers care practices.
This focus on caregivers over persons with dementia is
encapsulated in common sentence formulations where the
caregiver served as subject and persons with dementia served
as related possession—a care tool benefits you (ie, caregiver)
and your person with dementia, as seen, for example, in the
following quotation from company 9 (emphasisours): “ Designed
to help you and your loved one feel safe, in control and have
peace of mind.”

This conclusion builds upon previous research—which found
no person with dementia—centric marketing content within retail
websites based in the Netherlands, the United Kingdom, and
Sweden [17]—by demonstrating that the relegation of persons
with dementiato athird party occursat thelevel of organizations
responsible for the devel opment of electronic tracking devices.
That companies do not create content directed at persons with
dementia is striking given the larger push in dementia care to
create opportunities of empowerment for personswith dementia
through care practices, shared and supported decision-making
models, and a movement toward person-centered care [60].
Even though the companies touted their products as enhancing
the autonomy and freedom of persons with dementia while
maintaining their safety, the actual choice to use these devices
appearsto be completely left out of their hands and placed solely
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within the purview of caregivers. This also raises questions
regarding therole of companiesin theinformed consent process,
particularly when selling directly to informal caregivers.

In addition to being athird party within the marketing material,
a close examination of the offered care tools shows that most
tools acted upon persons with dementia while largely
empowering caregivers. With the notable exception of those
devices that offered SOS functionality or person with
dementia-initiated phone calls, most tools involved caregivers
acting upon persons with dementia, for instance, one-way
listening or tracking metrics such aslocation. Thisemphasison
caregivers may lead to questions about who this deviceistruly
meant for, contributing to the lack of consensus on the nature
of electronic tracking devices, which have been suggested to
be aform of assistive technology [61], surveillance technology
[62], telecare [63], smart wearables [42], and monitoring
technology [64], among others.

It is known that persons with dementia have a strong desire to
maintain their autonomy in decision-making concerning
electronic tracking devices [65,66]. In this regard, a key
takeaway from this study is that electronic tracking device
companies should invest in making their marketing more
inclusive of persons with dementia by centering their focus on
the relationship between personswith dementiaand caregivers.
Thisreorientation toward the relational both brings personswith
dementiainto the conversation about their own future care and
bolsters the relationships that undergird and enable this very
autonomy [58]. Thus, rather than simply moving content focus
from one artificially isolated audience to another, a more
accurate picture of the rea-life relational context in which
decisions about electronic tracking devices occur is presented.
Thisrelational context isevident, albeit in truncated form, within
the identification of interrelated vulnerabilities (eg, bodily and
psychological) and within those websites using a human
narrative as they often emphasized the very real relational and
emotional conflicts that caregivers experience in wanting to
balance the safety and autonomy of the person with dementia
in their care. Furthermore, a move toward the relational
dimension would greatly benefit the pursuit of person-centered
care asit incorporates relational ethics within itself [67].

Values and Electronic Tracking Device Design

An additional insight pertains to the arc from identified
vulnerabilities to care tools to a world aspired to. It is evident
that the companies linked particular valuesto design decisions.
For example, those companies putting forward electronic
tracking devices that provided a medium level of information
availability stressed the privacy of persons with dementiaas a
core value that should be placed above others such as constant
information availability. Such decisions to place relative
importance on certain values was found in the other levels as
well. Companies with low level of information availability
stressed reliability and dependability, and those with a high
level of information availability stressed information, situational
awareness, and control of care. In deliberately choosing to
uphold certain normative values, the companies also made the
decision (whether explicitly or implicitly) to not address or to
de-emphasize other values. Thus, to uphold privacy requires a
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sacrifice in the amount of real-time information available to
caregivers, and to uphold maximum information availability
requires a sacrifice in the privacy of persons with dementia.
Companies are choosing to give weight to certain values and
link them to product design elements and, therefore, their
devices areintrinsically value-laden artifacts.

The connection between design decision-making and particul ar
values is not surprising given the abundance of literature
focusing on the ethics of design. Indeed, adiversity of theories
and methods has been put forward to infuse ethics into the
design process—among others, value-sensitive design
[28,68,69], responsible research and innovation [70,71],
reflective design [30], constructive technol ogy assessment [ 72],
and technology mediation [73].

How Do Values Emerge Within Electronic Tracking
Devices

Knowing that companies link values to design, an important
guestion to ask is how, exactly, do these particular values come
to be embraced? Some preliminary insights can be gleaned from
electronic tracking device company websites. First, it isevident
from those companies using a narrative of “co-creation” that
stakeholdersareinvolved in the process of development in some
capacity. Second, engagement with academic research is also
present. Most notably, company 2 had a web page with links
to relevant academic publications, and company 12 repeatedly
highlighted its collaboration with academic institutions (being
apublic-private endeavor). An additional indicator of academic
engagement is the large overlap in company-identified
vulnerabilities and valuesthat are also present within academic
literature. Company emphasis on caregiver conflict between
balancing the aim to keep a person with dementia safe with the
wish to maintain a person with dementia's autonomy, for
instance, reflects the central conflict most preoccupying the
normative literature regarding electronic tracking devices in
dementiacare [18].

Although these early insights demonstrate that some companies
engaged with stakeholders and the academic literature in the
process of bringing their product to market, it is premature to
draw too detailed conclusions regarding the link between value
and design. Theinternal processesthat gave riseto the company
website content remain opaque and, as such, many questions
are left unanswered. For example, it cannot be said that those
companies that did not mention stakeholder involvement on
their website excluded stakeholders entirely from the design
process. Similarly, it is unknowable from the websites who
made decisions or when, in the course of development, they
were made (eg, were they a decision of design or post hoc
marketing strategy?).

Future Research Orientations

However, what these insights do offer is away to orient future
research. It is clear that the companies identified a series of
vulnerabilities facing persons with dementia and caregivers as
aresult of wandering and that, in crafting devices to address
these vulnerabilities, they identified certain caretoolsand values
deemed necessary to bring about a certain conception of life.
Future research should seek to better understand both the internal
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company processesthat give riseto certain value decisions and
the perceptions of electronic tracking device developers
regarding the ethics of electronic tracking device design,
development, and use. The former may uncover the extent to
which stakeholders are involved in the development process,
including who devel opers consider to be relevant stakeholders
as well as the formal use of any approaches to design ethics,
and the latter may increase understanding of how developers
conceive autonomy, personhood, and thelived reality of persons
with dementia—all important factorsthat contribute toward the
construction of the envisaged user of their device (eg, whether
idealized or redlistic [ 74]) and the values developers design for.
Undertaking such research would reveal much about how
companies navigate the ethical landscape that their products
will operate within [73], ultimately contributing to greater
harmony between industry, health care professionals, persons
with dementia, and informal caregivers.

Strengths and Limitations

Thisstudy isthefirst to provide anuanced analysis of electronic
tracking device companies’ website content, showing how
organizations responsible for the design and development of
electronic tracking devices portray their products within the
context of dementia-related wandering. The strength of these
resultsis bolstered by the study’s strong methodological rigor.
First, the processto identify websites used a particularly robust
methodology, which is a multipronged strategy based on the
PRISMA guidelines. Second, we used a method that preserved
the websites in their entirety as they were at a particular time,
mitigating the known data preservation problem associated with
internet-based research [52]. Not only did this alow for a
uniform and constant data collection process, but it also provided
an opportunity to dive deeper into websitesto ensure all relevant
data were extracted without fear of data either disappearing or
being altered. The richness of the data collected from this
process benefited from reproduci ble procedures of the QUAGOL
dataanalysis methods, which necessitate prolonged engagement
with the data. From its initial full reading to the creation of
individual schemes and then merged schemes, the QUAGOL
requires a researcher to consistently engage with and to return
to the original data. This data analysis process is traceable via
an audit trail of conceptual schemes, researcher journals, and
meeting notes (Multimedia Appendix 2). Third, data analysis
and synthesis involved 3 researchers performing independent
analysis at certain points with a high degree of consensus,
strengthening the reflexivity and rigor of the results reported.
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There are a few limitations to this study. First, only accepting
English-language websites introduces a potential risk of bias
and reduces potential transferability of the results. Second,
because of the nature of the websites, the web pages included
in this study may have since undergone significant changes or
become defunct. Any in-depth research of websites will
potentially be a step behind asthe data are artificially frozenin
time. Third, asindicated in the discussion, thereisalimit to the
complexity and depth of the results that can be derived from
company websites.

Conclusions

Although persons with dementia are the focus of electronic
tracking device use, they are not the focus of electronic tracking
device company websites. Website materia is more akin to a
conversation between companies and caregivers about persons
with dementiathan with personswith dementia. Thisrelegation
of persons with dementia to a third party is an important
conclusion, one that should serve not only as a sign that
€lectronic tracking device companies should focus on developing
materials centered on the relationship between caregivers and
persons with dementia but perhaps also as a starting point for
critical reflection on the enterprise that gives rise to these
devices and the level of person with dementia involvement in
their design, development, and use. In particular, serious
reflection should be given to the question of how persons with
dementiacan be further involved in the use of electronictracking
devices when they are presently not a focus of marketing
material. Indeed, a second important conclusion isthe presence
of three conceptual categoriesthat form atriptych (ie, they are
closely associated and better appreciated asawhole): identified
vulnerabilities, caretools, and aworld aspired to. As presented,
vulnerabilities facing persons with dementiaand caregiversare
addressed through specific care tools by means of bringing a
particular world to life after electronic tracking device
implementation. These 3 concepts are further linked, in some
fashion, to stakeholders; academic research; and, most vitally,
values. What remains unknown is how these conceptions come
to be. How are vulnerabilities identified? What process has led
to the decision to center an electronic tracking device on a
particular value such as privacy? By what means are
stakehol ders or the results of academic research included in this
process? Future research should turn to understanding how the
content of electronic tracking device company websites came
to fruition. Doing so would provide adeeper foundation for the
ethical evaluation of electronic tracking devices used in
dementia care.
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Abstract

Background: The global population of older adults (aged >60 years) is expected to triple to 2 billion by 2050. Proportionate
rises in older adults affected by loneliness and socia isolation (or social connectedness) are expected. Rapid deployability and
social changes have increased the availability of technological devices, creating new opportunities for older adults.

Objective:  This study aimed to identify, synthesize, and critically appraise the effectiveness of technology interventions
improving social connectednessin older adults by assessing the quality of reviews, common observations, and derivable themes.

Methods: Following the guidelines of PRISMA (Preferred Reporting Items for Systematic Reviews and Meta-Analyses), 4
databases (PsycINFO, PubMed, Embase, and MEDLINE) were searched between February 2020 and March 2022. Weidentified
reviewswith adults aged =50 yearsin community and residential settings, reporting outcomesrelated to theimpact of technologies
on socia disconnectedness with inclusion criteria based on the population, intervention, context, outcomes, and study
schema—review-type articles (systematic, meta-analyses, integrative, and scoping)—and with digital interventions included.
Grading of Recommendations, Assessment, Devel opment, and Eval uations (GRADE) was used to measure the strength of outcome
recommendations including the risk of bias. The reviews covered 326 primary studies with 79,538 participants. Findings were
extracted, synthesized, and organized according to emerging themes.

Results. Overall, 972 publications met the initial search criteria, and 24 met our inclusion criteria. Revised Assessment of
Multiple Systematic Reviews was used to assess the quality of the analysis. Eligible reviews (3/24, 12%) were excluded because
of their low Revised Assessment of Multiple Systematic Reviews scores (<22). Theincluded reviewswere dedicated to information
and communications technology (ICT; 11/24, 46%), videoconferencing (4/24, 17%), computer or internet training (3/24, 12%),
telecare (2/24, 8%), socia networking sites (2/24, 8%), and robotics (2/27, 8%). Although technology was found to improve
socia connectedness, its effectiveness depended on study design and isimproved by shorter durations, longer training times, and
the facilitation of existing relationships. ICT and videoconferencing showed the best results, followed by computer training.
Social networking sites achieved mixed results. Robotics and augmented reality showed promising results but lacked sufficient
data for informed conclusions. The overall quality of the studies based on GRADE was medium low to very low.

Conclusions: Technology interventions can improve social connectednessin older adults. The specific effectiveness rates favor
ICT and videoconferencing, but with limited evidence, asindicated by low GRADE ratings. Future intervention and study design
guidelines should carefully assess the methodological quality of studies and the overall certainty of specific outcome measures.
Thelack of randomized controlled trialsin underlying primary studies (<28%) and suboptimal methodologies limited our findings.
Robotics and augmented or virtua reality warrant further research. Low GRADE scores highlight the need for high-quality
research in these aress.

Trial Registration: PROSPERO CRD42022363475; https.//tinyurl.com/mdd6zds
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Introduction

Background

The use of technology to support older adults against feelings
of loneliness and social isolation provides novel opportunities
that have growninthefield of aging, astechnology demonstrates
that information and communicationstechnology (ICT) useand
training [1] and robotics conflate in the provision of programs
and activities to facilitate social connectedness.

Social isolation and loneliness in older adults have been
extensively researched. Many studies showed that the prevalence
of these problems increases with age. For example, the
prevalence of loneliness among young adults, early to
middle—aged adults, and late to middle—aged older adults are
39.7%, 43.3%, and 48.2%, respectively [2]. The current global
population of people aged =60 years is expected to triple to 2
billion by 2050 [3]. The number of people aged >50 years
experiencing loneliness is expected to reach 2 million by
2025-2026, a49% increasein 10 years[1]. Lonelinessand social
isolation are different concepts but are interlinked and can be
considered the constructs of social disconnectedness[4]. Social
isolationis objectively defined asthe deprivation of relationships
and social interactions, whereaslonelinessis a subjective sense
of not meeting one's social needs [5]. Socialy disconnected
individuals are vulnerable to socia isolation and loneliness
because they have small socia networks and low participation
rates in social activities [6]. Fafchamps and Shilpi [7] defined
social isolation as “ deprivation of social connectedness and an
inadequate quality and quantity of socia relations at different
levelsof interactions (individual, group, community and broader
social environment)” [6].

Socidly disconnected older adultsare a so vulnerableto arange
of health disorders, including infection [8], high blood pressure
[9], impaired cognitive function [10], depression [11], stress
associated elevation of hypothalamic-pituitary-adrenocortical
activity [12], cardiovascular disease[13], diminished immunity
[14], and mortality [15]. In addition, loneliness el evatesthe risk
of dementia[16] and accelerates the progression of Alzheimer
disease [10]. As the population proportion of older adults
increases, negative health outcomes are expected to rise along
with social isolation, and lonelinessis likely to increase along
with negative health outcomes [17].

Rapidly deployable technologies, along with socioeconomic
changesthat have reduced the cost of technology, haveincreased
the accessibility of technological devices, creating new
opportunities for older adults [18]. Internet-based technology
interventions for social disconnectedness have grown over the
past decade [19]. Digita communication technologies can
improve the lives of older adults by facilitating their social
relationships. Technologies such as email, social networking
sites (SN Ss), videoconferencing, and mobile instant messaging

https://aging.jmir.org/2022/4/e40125

(MIM) apps have been shown to improve self-rated health and
lower the incidence of loneliness, chronic illnesses, and
depressive symptomsin ol der adults[20]. They also supplement
the social benefits of physical interactions by reinforcing
existing connections or providing routes to new connections,
further reducing lonelinesslevels. Frequent users of technology
and the internet can also access health information and social
support for psychosocial problems. However, many studies on
technology intervention ignore confounding factors, such as
age, gender, living arrangements, economic status, education
level, cognitive status, and daily living activities[21,22], which
may influence the effectiveness of the intervention and the
robustness of the findings. The small number of high-quality
studiesin this arenalimits the generalizability of the results.

Several reviews have summarized works on technology
interventions for older adults experiencing loneliness [23,24],
but their valueis diminished by the plethora of unclear evidence,
heterogeneity of both popul ations, measures and methodol ogies,
diverse outcomes, scattered focus, and broad topics. As the
existing reviews are heterogeneous in content, lacking the
investigation of outcome measures used and discussions on
causation, they cannot reach generalizable conclusions.

For a standardized systematic report on these reviews, we must
assessthe quality of the reviews and find common observations
and derivable themes. An umbrellareview method can provide
afocus for areas where there are competing interventions and
amalgamate evidence from multiple quantitative and qualitative
reviews [25]. To our knowledge, an umbrellareview exploring
the types and effectiveness of intervention technologies for
social connectedness has not been published.

Aims

To bridge this gap in the literature, we aimed to explore the
findings and limits of current knowledge on the impact of
technology interventions on socia disconnectedness in older
adults. We also emphasize areas requiring further research. In
a comprehensive umbrella review, we synthesized the various
categories and types of the used technology interventions,
discussed their effectiveness and limitations, and finaly
explored their potential and need for further research. Finally,
we amalgamated all the evidence from the umbrellareview and
used Grading of Recommendations, Assessment, Devel opment,
and Evaluations (GRADE) to make recommendations for
interventions targeting social connectedness. This review
attempts to answer the following questions:

1. What technology interventions are used to influence social
connectedness in older adults?

2. How effective are these technology interventions in
improving social connectedness in older adults, and what
aspects make them effective?
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Methods A comprehensive systematic search of 4 databases (PsycINFO,

PubMed, Embase, and MEDLINE) was conducted between
This umbrella review followed the standardized procedures ~February 2020 and March 2022. The reference lists were also
[12,26,27] of systematic reviews. The protocol followed the ©xa@mined for additional reviews. The following search terms
PRISMA (Preferred Reporting Items for Systematic Reviews Were used: “ageing’ “aging,” “older adults® “reviews’
and Meta-Analyses) systematic review protocol guidelines[28] “2000-22,” and synonymsfor “social isolation and loneliness,”

and the Joanna Briggs | nstitute (JBI) methodology for umbrella * Soci@l connectedness,” and “technology interventions” As an
reviews [12]. example, Textbox 1 shows the search terms and search strategy

applied to the PubMed database. Search terms can be found in
Search Strategy Multimedia Appendix 1.

The search strategy involved controlled vocabulary searching;
phrase searching; and applying Boolean logic, limits, and filters.

Textbox 1. PubMed database search strategy (October 15, 2021; 176 results).

Search terms used

« U (technology or computer or Internet) and Tl (review or meta-analysis or metasynthesis) and SU (older OR aging OR aging OR aged OR
elderly OR senior) and (social isolation OR loneliness OR social connectedness)

Search strategy applied

«  Limiters—Published Date: 20 000 101-20 211 231; Language: English; Publication Type: Academic Journal; English Language; Language:
English; Year of Publication: 2000-22; Publication Year: 2000-22; Publication Type: Peer Reviewed Journal; English; Language: English;
Exclude Dissertations Search modes—Boolean or Phrase Sort by best Match

schema [29,30]. Table 1 describes the inclusion criteria under

Inclusion and Exclusion Criteria which the studies were selected for this review.

The inclusion criteria were formulated using the population,
intervention, comparison or context, outcomes, and study

Table 1. Inclusion and exclusion criteria.

PICOS? framework Inclusion criteria and reasons Exclusion criteriaand reasons

P—participants Persons aged >50 years, who areliving in community or residential ~ Participants aged <50 years
settings with no major neurocognitive impairments

|—interventions Interventions using any form of information and communications Nontechnology interventions, smart devices for home,
technology, smart communication devices, internet-based commu-  or telehealth technol ogies not designed to impact socia
nication systems, information systems, video games, technological  connectedness (eg, diabetes-measuring devices)
devices, and robots or technological pathways allowing for socia
interaction. These interventions must be specifically targeted at
impacting or improving socia connectednessin older adults

C—context Community settings, independent living, and participantsinnursing  Hospital settings, mental and physical illnesses, and
and care homes disease or illness-specific cases
O—outcomes Quantitative or qualitative outcome data or results focusing on Reviews lacking descriptions of outcome data

social isolation or loneliness or social connectedness

S—study Review articles of any type using a systematic, qualitative, or Reviews with no technology intervention, no clear out-
guantitative method, including narrative, quantitative, and qualita-  comes, or no systematic review processes. Reviews
tive comparative studies. Articlesmust describeaclear intervention  earlier than 2005 were not included because technology
and include qualitative and quantitative comparative studies interventions before this time would not be directly

comparable with ones of the present day

8P COS: population, intervention, comparison or context, outcomes, and study.

Analysis

The data analysis was based on a thematic synthesis with an
inductive, iterative process consisting of 3 main stages: (1) free
line-by-line review of the results, synthesis tables, and
discussion sections of the included papers; (2) organization of
themes into related areas;, and (3) the identification,
development, and refinement of detailed descriptions of factors
that impacted the effectiveness of technology interventions[31].
All measures used were specified, and the statistical results (if

Selection Process

The abstracts and titles of all potentially relevant articles were
screened. Full texts were then evaluated, and duplicates were
removed. Uncertainties were discussed among the research team
members to reach a consensus. Relevant data of the included
articles were summarized in tables and checked for accuracy
by a second investigator (CH).
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provided) were summarized. The technology types were listed
along with their effectiveness, and the authors' conclusions
were also summarized.

Quality Assessment

The methodol ogical qualitiesof the reviewswere assessed using
the Revised Assessment of Multiple Systematic Reviews
(R-AMSTAR) [32] quality rating tool for reviews. The 11-item
R-AMSTAR includes 11 questions (Multimedia Appendix 2
[19,20,23,24,33-52]) whose scores are summed to give the
overal quality score of a systematic review. The R-AMSTAR
tool provides a quantifiable assessment of systematic reviews
and a measurement of their methodological quality. The
maximum possible scoreis44.15. Any review scoring <22 was
excluded asit lacked 1 or morecritical R-AMSTAR definitions.
For example, the review might not assess the scientific quality
of the studies or might apply apoor method for combining study
findings [53].

Grading of Evidence

The overall certainty of the evidence was evaluated using the
GRADE method, which analyzes the risk of bias (imprecision,
inconsistency, indirectness, and publication bias) and assesses
the quality of the included evidence, which we used to make
recommendations [54]. Initialy, we categorized the evidence
based on the inclusion or exclusion of randomized controlled
trials (RCTs), followed by the inclusion or exclusion of
observational studies. We then considered whether the studies
had serious limitations or important inconsistencies in the
results, or whether uncertainty about the validity of the evidence

https://aging.jmir.org/2022/4/e40125
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(the extent to which the participants, interventions, and outcome
measures are similar to those of interest) was warranted
(Multimedia Appendix 2). Limitations in study quality found
inthe R-AM STAR appraisal, important inconsistency of results,
or uncertainty about the directness of the evidence lowered the
grade of evidence. For instance, if all available studies have
serious limitations, the grade will drop by a level, and if all
studies have very serious limitations, the grade will drop by 2
levels. The quality of evidenceis also reduced by imprecise or
sparse data and an imprecise understanding of social concepts.

Results

Overview

The article elimination process is summarized as a flowchart
in Figure 1. The initial search extracted 972 publications.
Further, 91 articleswereidentified after checking the reference
lists. After excluding duplicates and irrelevant publications,
articles were screened using the population, intervention,
comparison or context, outcomes, and study schemainclusion
criteria (Table 1). The commonest reasons for exclusion were
interventions targeted at specific mental and physical illnesses
(138/972, 14.2%) and interventions not matching the
prespecified definition (95/972, 9.8%). A total of 90 full-text
reviewswere further passed through a 3-step screening process
(title, abstract, and full-text based) for eligibility and inclusion
in the qualitative synthesis of this review. Finally, 24 reviews
based on technology interventions were eligible for the
synthesis.
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Figure 1. Flowchart of the literature search following PRISMA (Preferred Reporting Items for Systematic Reviews and Meta-Analyses).
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Quality Assessment

Among the 24 selected articles, 3 (12%) articles with
R-AMSTAR scores <22 were excluded because they failed a
priori systematic review processes (lacked clarity in scope or
purpose, had a priori—defined participant population, had unclear
outcomes of interest, lacked clarity on interventions, involved
nonspecific subgroup analyses, and lacked meaningful
hypotheses). The 21 remaining reviews were of moderate
quality, with none meeting all of the R-AMSTAR criteria.

Data Extraction

Data from the 21 reviews were extracted using a piloted,
standardized data extraction form that captures and summarizes
findings. As both technology interventions and extracted
outcome data were heterogeneous, they were deemed
inappropriate for a quantitative synthesis using meta-analytic
techniques. Instead, a narrative synthesis summarizing the
effectiveness of interventions was implemented. Under the
methodological considerations of umbrellareviews, the results
were reported descriptively in tabular form (Multimedia
Appendix 3 [19,20,23,24,33-49]) along with their associated
characteristics (number of articles, databases used, participants,
types of interventions, study design, measures used, summary
of results, authors' conclusions, and summary and review
methods). Multimedia Appendix 3 provides details of the 21
reviewsin this study.
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Study Char acteristics

The 21 selected reviews included 16 (76%) systematic reviews
(reviews of evidence on a clearly formulated question and the
use of systematic and explicit methods to identify, select, and
critically appraise the relevant primary research), 2 (10%)
integrative reviews (reviews that summarize past empirical or
theoretical literature to provide acomprehensive understanding),
2 (10%) scoping reviews (preliminary assessments of the
potential size and scope of the available research literature),
and 2 (10%) meta-analyses (statistical analyses combining the
results of multiple scientific studies). Most of the reviews
covered the beneficial impact of technologies on loneliness,
whereas others focused on social isolation, connectedness, and
quality of life. General ICT was the most commonly applied
intervention technology. The publication period was from 2005
to 2022, but 19 of the selected reviews were published within
the last 7 years. Of the 21 reviews, 1 (5%) review focused on
assistive technology for communication. Overall, 19% (4/21)
of reviews focused on general interventions for social
connectedness but examined technol ogies such as genera ICT
and videoconferencing, and 10% (2/21) of reviews focused on
communication technologies for social connectedness in older
adults. In al, 38% (8/21) of reviewsinvestigated the impact of
genera internet and computer technologies on social isolation
and loneliness. Of 21 reviews, 1 (5%) review examined the
impact of smart technologies on social connectedness, and
another (1/21, 5%) study reported the impact of health
promotion technologies on socia isolation and loneliness. In
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all, 10% (2/21) of reviews explored the ability of general ICT
to improve the quality of life. Of 21 reviews, 1 (5%) review
examined interventionsto reduce social isolation and loneliness
during the COV1D-19 pandemic; 2 (10%) reviews focused on
the impact of SNS on loneliness, another (1/21, 5%) examined
interventions for preventing loneliness in nursing homes, and
another (1/21, 5%) evaluated the benefits of telehealth in
alleviating loneliness and increasing medication compliance.
Here, telehealth was implemented through video health care
professional visits to older adults. The 21 reviews covered a
total of 326 underlying primary studies on technology
interventions. It is worth pointing out that we were not able to

Balki et &

confirm the presence of gray literature or studies that |ooked at
technology interventionsin the reviews.

The interventions discussed in the reviews were general ICT
(1121, 52%), videoconferencing (4/21, 19%), computer and
internet training (3/21, 14%), telecare (2/21, 10%), SNS (2/21,
10%), and robotics (2/21, 10%). The reviews reported mixed
results. Positive effects of ICT on loneliness were the most
commonly reported, followed by the positive impacts of ICT
on social isolation or connectedness. Reviewing data from the
underlying primary studies in the reviews, the most effective
intervention mode for social connectedness was identified as
genera ICT, followed by videoconferencing and robotics (Table
2).

Table 2. Effectiveness versus ineffectiveness of different intervention modes on social connectedness, identified in the underlying primary studies of

the review papers (n=321).

Study intervention

Effective, n (%) Ineffective, n (%)

3D or augmented reality (N=1)
Video gaming (N=4)
Videoconferencing (N=14)
Robotics (N=22)

Telecare (N=34)

SNS? (N=61)

Computer training (N=66)

ICT? (N=119)

1(100) 0(0)
3(75) 1(25)
11(78) 3(22)
16 (73) 6(27)
22 (65) 12 (35)
30 (49) 31 (51)
39 (59) 27 (41)
86 (72) 33(28)

83NS: social networking site.
B CT: information and communications technol ogy.

ResultsFrom Systematic ReviewsWith M eta-analyses

Among the 21 selected reviews, only Choi et a [20] and
Bornemann [33] performed meta-analyses of homogenous data
(Multimedia Appendix 3). Choai et a [20] reported asignificant
pooled decrease in loneliness after implementing technology
interventions (Z=2.085; P=.04). However, Bornemann [33]
concluded anonsignificant decreasein londiness after reviewing
5 out of 7 studies included in the review by Choi et a [20]
(Z=.44; P=.37)—that is, the same 5 studies yielded different
pooled meta-analysis results in the 2 reviews. This divergence
indicates potential biasesin the analytic approaches; for instance,
Bornemann [33] excluded some studies included in Choi et a
[20], and some of their findings were inconsistent with the
narrative conclusions of their included studies. Bornemann [33]
guestioned the validity of some of the data acquired by Choi et
al [20]. Although this review does not cross-examine these
findings, we clarified that a study included in Choi et a [20]
should have been excluded, as it was not an ICT intervention
study. We decided that although the statistical conclusions of
Bornemenn [33] were correct, Choi et al [20] raised somevalid

https://aging.jmir.org/2022/4/e40125

points. Multimedia Appendix 4 gives the levels of certainty in
the quality assessment of outcomes developed within the
GRADE framework. Low-quality assessments in different
categories are mainly attributable to the elements of the study
design, poor study quality, inconsistency, and indirectness.

Categories of Technology I nterventions

Of the 21 studied reviews, 14 (67%) dealt with general ICT
(which was a catch-all term defining a diverse set of
technol ogical toolsand resources used to transmit, store, create,
share, or exchange information), 4 (19%) with
videoconferencing, 3 (14%) with computer and internet training,
2 (10%) with telecare, 2 (10%) with robotics, 2 (10%) with
SNS, 3 (14%) with gaming, and 1 (5%) with 3D augmented
reality (AR). Among the primary studies, general ICTs were
the most commonly adopted interventions (with 119 studies),
followed by computer training, SNS, telecare, and robotics
(Table 3). Although some of these categories overlapped, we
differentiated them as they were distinguished in the original
reviews.
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Table 3. Freguencies of intervention categories in the primary studies (N=321).

Primary studies found in review

Frequency, n (%)

3D or augmented redlity
Video gaming
Videoconferencing
Robotics

Telecare

SNS?

Computer training

ICTP

1(03)
4(1.2)

14 (4.4)
22 (6.9)
34 (10.6)
61 (19)
66 (20.6)
119 (37.1)

3SNS: social networking site.
BICT: information and communications technol ogy.

Outcome M easures Used

All the reviews reported large numbers and diverse outcome
measures of primary studies. Besides constructs of social
disconnectedness (loneliness, social support, social contact,
number of confidants, social networks, socia connectedness
scales, socia isolation, and social well-being), many studies
assessed factors such as quality of life, self-esteem, stress, and
depression. Although not directly related to socia
disconnectedness, these factors may affect or be affected by
social disconnectedness and may be useful to include outcome
measures alongside social connectedness. A minority of the
reviews also reported outcome measures of empowerment.

When analyzing these quantitative primary studies, the reviews
commonly applied validated tools, such as the University of
CaliforniaLosAngeles (UCLA) Londiness Scale (or amodified
version) and the De Jong Gierveld Scale [4]. The UCLA was
the most tested dependent variable. Among various other
measures were the Social Support Scale by Schuster and Hunter
[34], Socia and Emotional Loneiness Scale [55], and
Multidimensional Scale of Perceived Social Support by Zimet
et al [56]. Socia connectednesswas sometimes measured using
the holistic Social Connectedness Scale by Lee and Robin [57],
which isregarded as a comparatively reliable measure.

The definitions and uses of outcome measures differed across
the reviews. A total of 62 outcome indicators of social
connectedness were used in the primary studies. Most reviews
did not report on the lack of intervention effects (including the
absence of significance values); moreover, the primary studies
adopted a mixture of validated and nonvalidated outcome
measures, making such reporting difficult. Consequently, they
could not conclude whether the primary studies had validatable
statistically significant outcomes.

Social Concepts Used

The socia concepts used for determining outcomes varied in
range and diversity. In many reviews, the source papers did not
define social participation or socia isolation but instead
evaluated these factors as general or neighboring concepts
[19,35-37]. Loneliness was evaluated more consistently than
social participation and socia isolation but was sometimes
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incorrectly interchanged with social isolation. Most studies
assessed loneliness on standardized scales, notably the UCLA
Loneliness Scale [35,36,38,39].

A few of the reviews highlighted that inconsistency and lack
of specific definitions hindered the grouping and evaluation of
their chosen papers[19,37,39]. Morriset a [39] described social
connectivity as a multidimensional concept that is difficult to
define, conceptualize, and measure. They elaborated that
outcome measures, such as the UCLA Loneliness Scale and
Perceived Social Support Scale, identify only single aspects of
social connectedness.

Cattan et a [37] also noted acomplex association among social
isolation, loneliness, and living alone, which was difficult to
describe in their reviewed studies. Rarely among the review
studies, Cattan et al [37] attempted to distinguish living alone
from socia disconnectedness and suggested that living alone
be measured independently as a concept of physical isolation.

Ibarra et al [40] correctly defined loneliness as “a subjective
measure referring to the ‘unpleasant’ lack of and quality of
social relationships” By contrast, isolation is an objective
measure referring to few or no socia relationships, athough
their study clarified the difference between socia isolation and
loneliness.

Gardiner et al [36] and Williams et al [38] adopted the less
frequently used concept of social facilitation for creating
mechanisms through which older adults can interact with peers.
From an alternative perspective, they measured the facilitation
of social connections. The article by Williams et al [38] was
especiadly relevant, as it examined interventions during the
COVID-19 pandemic. Facilitation may lead to effective
interventionsthat reduce social isolation and loneliness, without
violating COVID-19 shielding and social distancing measures.

In conclusion, different definitions and measurements of
loneliness, social isolation, and social connectedness have led
to diverse findings and wide variations across and within
disciplines, defying acoherent picture of the research. Although
some of the more recent studies and reviews have addressed
this heterogeneity, reliable and succinct findings will remain
elusive without further investigations.
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Group Interventions Ver sus One-to-One

Many interventionsimplemented in theindividual papersof the
reviews were broadly divisible into group and one-to-one
interventions. In general, group interventions were more
frequently implemented than one-to-oneinterventions, although
both types were effective [24,37,40,41]. Cattan et a [37], who
reviewed 3 computer group interventions, reported that group
interventions with educational and socia activities are
particularly effective.

Theimbal ance between the group and one-to-oneinterventions
impairs comparisons between the 2 types and conclusions
regarding their comparative successes. Nevertheless, some of
the reviews pointed out the possible advantages and limitations
of these intervention approaches. Poscia et a [41] noted that
group interventions might beneficially create asense of security
and belonging, athough thereal effect of the intervention might
be obscured by interactions among the group members.
Individual interventions might create deeper, more personal
bonds and boost confidence in social engagements. Ibarra et al
[40] further observed that one-to-one interactions limited
participants' contact with family, friends, and acquaintances,
whereas group interventions encouraged them to interact with
new people and potentially expand their networks, thereby
increasing their number of new socia connections.

Overdl, group interventions appear to improve social
disconnectedness, but the insufficient number of one-to-one
interventions prevents an objective comparison and firm
conclusions of the best interaction type. However, the GRADE
assessment of the quality of evidence suggested a very low
advantage of group interventions over one-to-one interventions
(Multimedia Appendix 4).

Effectiveness of Technology Interventionsasan
Overarching Category

Technology interventions that enhance social connectedness
include general ICT, video games, robotics, and the Personal
Reminder Information Social Management system (a
custom-designed experimental SNS for older adults). Less
conclusive evidence exists for the beneficial effects of SNS
[20,24,25,37,41,42].

Overall, technologies appear to positively affect loneliness,
social isolation, and other psychosocial aspects of older adults
lives. Khosravi et a [42] examined 8 technology types and
found that most technologies, in some formats, can increase
socia connectednessin older adults.

When technologies were intended to strengthen existing
connections, their positive impacts on loneliness and social
isolation were more consistent [24,40,41]. Ibarraet a [40] found
that technologies are fundamental to long-distance interaction
and are thereby necessary for expanding social networks,
improving existing ties, and increasing social connectedness.
However, they noted that how technology is availed, the
limitations and opportunities of technology, and their effects
on the success of the intervention are all unclear. Some reviews
[20,35,43,44] included a psychosocial outcome of interest, such
as socia isolation, life satisfaction, loneliness, or depression.
It was found that interventions significantly reduce loneliness
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but are ineffective against depression [35,43,45]. Damant et al
[45] found a significant correlation between internet use and
depression, suggesting that although the literature reports a
significant correlation between loneliness and depression,
technology can exert divergent impacts on these 2 psychosocial
variables. However, Khosravi and Ghapanchi [43] reported that
technology interventions can potentially reduce depression
through engagement in social interaction, hinting that social
isolation impacts more strongly on depression than does
technology.

Choi and Lee [58] presented a detailed statistical evaluation of
8 RCT studies investigating the impacts of various technology
interventions on loneliness. They found astatistically significant
decrease in lonelinessin the intervention group compared with
the control and usua care groups (P=.07 and P<.001,
respectively). However, there were no statistically significant
differencesin loneliness among the members of theintervention
groups before and after the intervention (P>.05).

Individual reviews reported less conclusive outcomes of the
overall technology use. The results of Morris et al [39] ranged
from positive to no impact on loneliness, and Damant et a [45]
noted a negative association between “ social involvement and
participation” and older adults use of technology, thereby
indicating that the more socially involved people were, the less
they tended to use technology. They found that high internet
use was associated with high levels of loneliness. Interestingly,
Chen and Schulz [35] found a positive effect of technology on
socia connectedness, thisimpact usually diminished in studies
spanning >6 months. The time frame of studies investigating
the effectiveness of technology was also a recurrent theme in
other studies. The diminished effect is potentially linked to
fatigue from using the intervention or inconsistency in the study
approach over time.

Specifically, the following technology interventions appear to
reduce social isolation but lack rigorous statistical support for
apositive effect: robotics, telecare, and SNS [34,36,42,45].

Overall, 86% (18/21) of reviews examined the impact of
technol ogy intervention on loneliness. The reviews covered 324
primary studiesinvolving 66,565 participants. Of the 18 reviews,
15 (83%) reported apositive effect of technology on loneliness,
theremaining 3 (16%) studiesfound a0 or negative effect. From
the reviews, it can be concluded that technology interventions
exert an overall positive influence on social isolation and
loneliness (social disconnectedness), but their effectiveness
depends on the design of the study. Longer training times,
shorter study durations, and facilitation of existing relationships
tended to increase the effectiveness of the intervention. The
quality of evidence supporting the effectiveness of technology
interventions on social connectedness (GRADE assessment)
was moderate to |ow.

General ICT

This section explores the findings of general ICT interventions
reported in the reviews. General ICT is an umbrella term for
generic technology devices, services, applications, and internet
platforms [59]. ICT includes internet-based networks, mobile
phones, computers, tablets, and any software requiring an
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internet connection. Interventions in this category include
interactionsviainternet use (eg, discussionsand forums), emails,
video chats and conferencing, SNS, virtual spaces, classrooms,
and messaging services. Some reviews mentioned systems
tailored for older adults, such as the customized touch screen
video-chat system described by Ibarra et al [40]. Computers
with a mouse and keyboard as input devices were preferred,
closely followed by tablets and mobile phones (the latter
appeared as the most popular device in recent reviews). Other
interventions used customized television sets and touch screen
computers. Khosravi et al [42] and Khosravi and Ghapanchi
[43] reported studies on Personal Reminder | nformation Social
Management (a customized social networking platform). In
most of the reviews, general ICTs were regarded as a single
category, although videoconferencing and SNS were often
placed in separate subcategories.

Many of the reviewed studies found that ICT interventions not
only significantly reduce loneliness but also exert a positive
impact on other aspects of social isolation, providing social
support and connectedness, communication with family and
friends, and ICT-accessible information  sources
[19,20,35,42,43]. Some reviews hinted that ICT facilitates the
acquisition of information through the internet, either through
interactions with other people or through finding relevant
information on the web, which helps reduce loneliness
[35,38,60]. Indeed, Morris et a [39] found that social
connectedness especially benefits from technologies with
web-based programs incorporating items such as heath
information, support groups, chat rooms, or discussion boards.

Damant et al [45] alone reported on studieswith less promising
results. In a study, only a small number of older adults
maintained contact with their families via the internet. These
participants were reluctant users with the sole purpose of
keeping in touch with their grandchildren. In another study,
they found no significant correlation between internet or email
use and contact with family and other people. Both studies
revealed no significant correlation between computer use or
training and loneliness. Some of the studies reviewed by Damant
et al [45] reported exacerbated loneliness through ICT use. It
appears that ICT can positively reinforce existing social
networks but has a limited impact on building new ones.

Only 2 reviews provided a homogenous meta-analysis. Both
reviews reported positive impacts of general ICTs on social
disconnectedness. In total, these reviews included 119 primary
studies: 86 reporting a positive impact on social isolation or
loneliness and 33 reporting unclear results or no impact. The
studies agreed that increasing the frequency of general ICT use
enhances socia connectedness, improving the ease with which
older adults can interact and maintain contact with others, thus
reinforcing social connections with friends and family. The
evidence that frequent ICT use facilitates the creation of new
relationships or contactsis much weaker, further supporting, in
part, the conclusions of Damant et al [45].

Together, these results suggest that general ICT can facilitate
established connections and might supplement or replace older
communication methods. Its role in establishing new
connections is uncertain. Our results suggest that when
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considering ICT interventions (at least for older adults), it is
important to distinguish between their ability to maintain
relationships, potential ability to deepen relationships, and
inability to help create new relationships. The GRADE strength
of the ICT category, although only moderate, was the highest
among the categories because alarge number of primary studies,
including RCTs, were reviewed in this category, and there was
consensus and clarity on the outcome measures.

Social Networking Sites

Although SNS is a subcategory of ICT, it warrants its own
heading because 33% (7/21) of reviews discussed separate
finding on SNS. Thereviews gave mixed results. Whereas some
studies supported the use of SNS in reducing loneliness, a
sizable number showed no impact or even an increase in
loneliness after SNS use [19,42,46]. Both Chen and Schultz
[35] and Wiwatkunupakarn et a [46], who reviewed high-quality
RCT studies on the use of SNS, reported inconclusive impacts
of SNS on loneliness. They found some support for sites such
as Facebook, which provides games that can be played with
others over a network, thus fostering socia interaction and
aleviating loneliness. The mixed findings in these reviews
might be explained as follows: athough older adults embraced
the use of SNS to support their socia relationships and help
them overcome loneliness, they did not regard these sites as a
replacement for face-to-face contact. Participants preferred to
use SNSfor searching for and disseminating information rather
than socializing. Morris et a [39] reported positive effects of
smart technologies similar to SNS, especially when they
incorporated health information, support groups, chat rooms,
or discussion boards. Their findings support a role of SNSin
knowledge-seeking and support-acquisition scenarios, with
conseguent impact on loneliness.

These findings may partly depend on the type of SNS, as
different types of SNS support different features. For example,
Facebook may promote sociaization more effectively than
YouTube, whereas YouTube may better facilitate explicit
knowledge acquisition and information transfer than Facebook.
Ibarraet al [40] discovered that participants favored off-the-shelf
solutions, such as Facebook and About-My-Age (an SNS for
older adults). Users of these sites commented on their decreased
loneliness and easy control of the sites. The sheer volume of
users on these platforms might assist older adults in finding
relevant information, including information on how to use the
platforms, thus creating a positive feedback loop.

On the downside, SNS use raises several concerns. privacy,
lack of perceived usefulness, and possibly demographic factors
[19,47]. Newman et a [47] noted an interesting connection
between educational attainment and SNS use: SNS userstended
to be White, employed, educated, and married. They also found
atitude differences toward technology use among
sociodemographic groups based on gender (women) and age
(older people).

Overall, 61 primary studies examining SNS were found in the
reviews. 31 reporting positiveimpacts of SNS on social isolation
and loneliness and 30 reporting unclear or no impacts of SNS.
Therefore, the effectiveness of SNSisinconclusive. Theresults
suggest that older users can obtain support, acquire knowledge,
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and maintain their existing relationshipsthrough SNS. Interms
of combating socia disconnectedness and establishing new
relationships, SNSs are less effective and can be detrimental at
times. However, the effectiveness of SNS in developing new
relationships, fostering and maintaining existing ones, and
acquiring knowledge and support has not been explored in depth,
and the idiosyncrasies of SNSs must be unraveled in further
research. The strength of evidence (GRADE assessment) of the
reviewsin this category islow because of indirectness, missing
information, and publication bias.

Videoconferencing

Overall, videoconferencing appeared to exert a positive impact
on loneliness and social connectedness. The visual aspect of
this intervention seemed especially appealing to older adults
[24,34-36,38,40,44,49]. In total, 3 reviews reported on
videoconferencing between family members and their
established contacts. All reviews described a statisticaly
significant reduction in loneliness [39,41,45]; however,
videoconferencing was more effectivein facilitating established
connections than in building new ones. Moreover,
videoconferencing showed a weak impact on information
gathering. For instance, Chen and Schultz [35] reported that
videoconferencing did not significantly provide informational
support (information communication for problem-solving
assistance) or instrumental support (tangible goods, services,
and aid), which may improve social connectedness[35]. Ibarra
et a [40] mentioned 1 study in which Skype used for educational
purposes did not change participants' loneliness levels and
another study in which Skype combined with computer training
better reduced loneliness levels than did Skype alone. These
reviews suggest that videoconferencing is effective for
maintai ning established connections, such asthose with family
members, but is less effective for other purposes, such as
education and information seeking, which may indirectly impact
socia connectedness.

Gardiner et a [36] and Ibarra et al [40] mentioned the
importance of appropriate hardware and design in
videoconferencing. They reported that technical, financial, and
design issues are potential barriers to the wider uptake of this
technology.

When used in health support, videoconferencing yields mixed
results. The intervention often decreases the loneliness and
socia isolation of residents in care and nursing homes, but a
few studies have found no difference from the baseline
[34,35,43]. More clearly, participants in these settings benefit
from videoconferencing contact between family and friends,
with beneficial effects on loneliness. Interestingly, Husebg and
Storm [48] found that virtual visits by clinicians reduced the
socia isolation of residents in care homes, suggesting that
videoconferencing can enhance the perception of independence
by providing easy access to services. In generd,
videoconferencing appears to reduce loneliness in residential,
nursing, and clinical care settings, although the specific aspects
of the intervention that ensure its success have not been
elucidated.

Overdll, 14 primary studies in this subcategory were found in
the reviews. Of these studies, 11 reported a positive impact on
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socia isolation or loneliness. Owing to reviews such as by
Schuster and Hunter [34], with clear outcomesand theinclusion
of RCTs, the GRADE strength of evidence in this subcategory
was moderateto low. The use of standardized outcome measures
would have strengthened the GRADE rating.

Mobile and Instant M essaging

Among the studied reviews, only lbarra et a [40] alone
described studies on MIMs such as WhatsApp and Line
(messaging services). In 1 study, WhatsApp was used more
extensively than email by relatives; however, alack of responses
can increase the perception of londliness. Ibarraet al [40] hinted
that as WhatsApp and similar applications are easy to use and
allow the sharing of pictures, they exert a positive impact on
social disconnectedness. However, the evidence wasinsufficient
for concluding the impact of MIMs on social connectedness
and loneliness; moreover, the few primary studies suggest that
MIM explorations are only emerging at this stage. Given the
lack of information found in the reviews, the GRADE strength
of the evidence in this category was very low.

Computer and Internet Training

In total, 13 reviews evaluated the impact of computer and
internet training on various guises. All reviews found apositive
impact of these interventions on socia connectedness and
loneliness [20,24,36,39,41,43,45]. In 4 of these reviews,
loneliness reduction wasfound by the authorsto be statistically
significant [39,41,45]. However, all these studies investigated
group training, suggesting that positiveimpactswere contributed
(at least partly) by interaction with othersin the group. Indeed,
Damant et a [45] found a study in which group training
increased the perceived support of friends and another study in
which loneliness|evel swere reduced when email and web-based
forums formed part of the training regime.

Mixed results were also obtained for this category. Baker et a
[19] reviewed 2 studieson ICT training, 1 finding no correlation
between the training and social connection and the other
concluding that ICT training can enhance social networks.
Although the authors did not elaborate on this discrepancy, the
very different time frames of the 2 studies (12 months vs 8
weeks) may have affected the results. Indeed, whenever mixed
results were found, the training time appeared to be a
contributing factor, with shorter training times more likely to
yield inconclusive results [24,36,42]. Furthermore, Choi and
Lee [58] reported that in most studies, older adults enjoyed
using technol ogy and significantly increased their frequency of
use, suggesting that minimal training was required.

Unusually, among the reviews, Williams et a [38] found that
overall computer training produced no effect on social isolation.
Overdl, ICT training showed a higher ability to reduce
loneliness in longer-duration studies than in shorter-duration
studies.

As some reviews did not differentiate between the impacts of
training and subsequent use, any assumptionswould be dubious.
Morris et a [39] noted a combined result, in which interactive
web-based programs, discussion forums, and training mainly
enhanced social connectedness;, only 1 study reported
inconclusiveresults. The effect of training was often confounded
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with the effect of the mechanism (such as group-based training),
making it hard to differentiate and properly evaluate whether
computer training on its own was having an effect. The GRADE
strength of the evidence was low, emphasizing the need for
assessing the full potential of computer training in social
connectedness.

Telecare

Telecare was among the lessfrequent interventionsin the review
studies, but when included, it appeared to reduce social isolation
and loneliness [42,48,49]. Husebg and Storm [48]
comprehensively investigated tel ecare servicesfor older adults.
After reviewing 12 primary studies covering this area, they
found that virtual visitsby clinicianscan reduce social isolation
and lonelinessin older adults compared with no contact. Other
benefitsincluded self-management of medication and self-care,
which can postpone admission to long-term care or substantial
in-home care. In al areas, telecare both directly and indirectly
affected participants' perceived social isolation and loneliness.
In 4 of the studies, older adults interacted with others
experiencing similar issues. These interactions were highly
valued and enabled the development of deeply empathetic
connections [59]. By contrast, Damant et a [45] found no
conclusive evidence of enhanced social connectedness among
older adults using videoconferencing (14 studies).

Although none of the authors described the key features of
successful telecare interventions, an emergent theme from
successful primary studies was a high frequency of contacts.
Interventions designed for regular and frequent contact were
apparently more successful than interventions delivered on
demand (eg, when aresident needed clinical attention). Overall,
34 primary studies in the analyzed reviews covered this
category. The impact of telecare on social connectedness was
inconclusive, and uncertainty was further increased by the poor
reporting of the results. Consequently, the GRADE strength of
evidence in this areawas very low.

Robotics

Robotics is a cutting-edge field and was mentioned in only 6
reviews. Some studies found that a pet robot provides the same
level of benefit as animal-assisted therapy, which is known to
reduce loneliness and social isolation [35,36,42]. Ibarra et al
[40] mentioned that older adults feel embarrassed when
conversing with a virtual pet, although this discomfort might
have been exacerbated by audio problems and latency in
messages. Choi and Lee [58] provided an excellent systematic
review covering animal robots, humanoid robots, and mobile
robots. They identified a notable devel opment trend in robotic
interventions from simpler animal robots to complex,
multifaceted web-based socia platforms that offer emotional
support and promote social participation, cognition, physical
activity, nutrition, and sleep. In most of their examined studies,
robotic interventions decreased loneliness and social isolation.
Although no other study haslooked at theimpact of virtual pets
on loneliness, this seems to be a promising area that needs
further research, with the potential of virtual or robotic pets
offering a distinct advantage of social affordance compared
with animal-assisted interventions.
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Khosravi et a [42] and Antunes et a [44] examined
conversational agents designed for companionship and video
communication, enabling older adults to connect with family
members and friends and offering “talk therapy.” Overall, these
agents improved socia interaction and reduced the loneliness
of participants. With the ongoing development of
pseudo—artificial intelligence (Al) technology and the advent
of voice-assisted agents, such as Alexaand Siri, conversational
agents are promising solutions and need to be further explored.

Khosravi and Ghapanchi [43] concluded that robotic
technol ogiesincrease the perception of being socially connected
and hence, exert a positive impact on social and emotional
well-being. However, the perception of not being socialy
isolated differs from the actual reduction in socia isolation,
which depends on real person connections. On the adapted
effectiveness scale, robotic technol ogies scored 1.8 out of 3.0.

Although these reviews indicate that social connectedness can
be increased through robotics, this category is till new, and
further studies on Al conversational agents and other robotic
interventions are required. Therefore, the GRADE strength of
evidence in this category is moderate to low.

Gaming

According to Khosravi et a [42], Video gaming devices such
as Wii, which capture natural physical activities, achieve a
greater reduction inloneliness and better social interaction than
typical video games. Chen and Schultz [35] and Williams et a
[38] found that Wii strengthens socia interaction and reduces
loneliness; however, web-based gaming was outside the scope
of these studies. Choi and Lee [58] reported 3 studiesin which
video games and exercises were combined into an exercise
game, enabling communication with others. This game
reportedly reduces loneliness during exercise. However, the
GRADE confidencein the effect of gaming isvery low because
solid evidenceis lacking.

3D and AR

Similar to robotics, 3D environments have been newly
introduced as aloneliness-reduction intervention technique and
arerarely reported. Khosravi et a [42] reported that most studies
on 3D environments included a small number of participants,
suggesting aneed for further research. Although the underlying
studies reported a positive impact of 3D environments on
loneliness, the weak methodol ogy and reporting of findings cast
doubt on their validity. This category has been underexplored
and requires further research. Current developments in 3D
worlds, Facebook’ sforay into Metaverse, and AR developments
by prominent companies such as Google and Microsoft should
acceleratethe design of 3D interventionsfor older adults. Owing
to alack of evidence, the GRADE confidence in the effects of
3D environments and AR isvery low.

Usability Impact on Effectiveness of Technology

There were few reviews that examined the usability of
technology and itsimpact on the effectiveness of interventions.
Somereviewsidentified alink between usability and acceptance
of technology; more accessible devices were distinctly more
likely to be embraced by users than less accessible devices
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[19,40,48,58]. Even when usability was not aformal outcome,
the studies observed participants’ initial feelings of uncertainty
and fear of using technology. These trepidations were overcome
with time, familiarity, and sufficient training [19,40]. Ibarra et
al [40] reported that touch screen computers were especially
effectivein reducing loneliness and socid isolation, highlighting
the importance of an easily accessible system or interface.
Husebg and Storm [48] noted that when introducing technology
to older adults, a usable and simple design that considers the
likely interactions of older adults with technology is essential.
Choi and Lee [58] identified 6 studies in which the use of and
attachment to I CT interventionsincreased over time along with
the average density of social networks.

However, systematic reviews typically neglect the
human-computer interaction components of intervention
technology. Moreover, standardized measures of usability (eg,
the System Usability Scale) for intervention studies have not
been defined [19,40]. The use and adoption of technology by
older adults largely depends on the learning ability of the
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individual and the perceived difficulty of use. To ensure that
technology can effectively reduce loneliness in older adults,
these potential barriers should be examined appropriately.

Overall, the reported studies showed that whether technology
can reduce loneliness depends on its usability. An intervention
perceived as difficult to use by older adults cannot be effective.
This aspect must be further investigated to improve the success
of technology interventions.

Owing to a lack of evidence, the GRADE confidence in the
effect of usability on the success of intervention technologies
isvery low.

Summary Recommendations

On the basis of the results, Table 4 summarizes the key
recommendations extracted for technology interventions
targeting social isolation, connectedness, and loneliness.

We have aso summarized the key recommendations for study
design targeting social isolation, connectedness, and |oneliness
in Table 5.
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Table4. Summary of key recommendations for technology interventions.
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Category

Key recommendations

Certainty of evidence

General ICT?

Videoconferencing

MIME

Computer and internet training

Telecare

Robotics

Gaming

3D and augmented reality

Simpletechnology interventions can be more successful than complex ones. Usabil-
ity isapotentially important outcome.

ICT isnot recommended for increasing either the quantity or quality of communica-
tions or helping to establish new relationships. It is recommended for maintaining

and enhancing existing relationships and access to services (such as health-related
services).

SNSis not recommended as an intervention for loneliness and isolation as SNS use
has often been shown to worsen loneliness.

SNSisuseful in knowledge and support acquisition scenarios, which can themselves
reduce loneliness. Research showsthat SNSs are generally more successful in these
scenarios than in making new connections.

Privacy isan important concern among ol der adults and needs to be considered when
designing an intervention.

Usahility is potentially a very important theme and needs to be factored into the
study design.

Videoconferencing reduces loneliness by providing social support and improving
the existing conditions in health care-type situations.

Financial investment (eg, cost of computer hardware) needs to be considered when
planning a videoconferencing intervention.

MIM is recommended for rapid deployment asit is easy to use, and applications
such as WhatsA pp additionally allow the sharing of pictures, which can improve
social connectedness.

MIM can replace email, but designers must be wary because any lack of responses
can increase the perception of loneliness.

Longer training periods are recommended with shorter-duration studies (as highlight-
ed above) as they have been the most effective.

For reducing loneliness, group-based training is more effective than one-to-one
training.

The study design should reflect whether the training or use of the intervention
causes reduction in loneliness.

RCT are particularly important in the study design asthey determine precise effect
sizes.

Freguency of contact combined with telecare solution influences the success of an
intervention. Interventions designed for regular frequent contact are more successful
than interventions delivered on-demand; for example, when aresident needsclinical
attention.

Videoconferencing groups such as group counseling can help to reduce feelings of
anxiety, isolation, and loneliness and provide emotional and social support; however,
designers must understand that some participants do not immediately feel at ease
with others, especially in agroup setting.

Pet robots can provide the same advantages as animal-assisted therapy in reducing
loneliness and social isolation; study designs can mimic previous studiesin thisarea.
Conversationa agents provide companionship through social interaction, enabling
older adults to connect with family members and friends (socia presence). These
agents can be effective and are recommended for intervention studies.

RCTs are recommended in the study design of robotic interactions, especialy as
this areais understudied.

Video gaming devices such as Wii, which capture natura physical activities, are
recommended as they reduce loneliness and provide better social interactions than
typical video games.

Too few of the existing studies provide robust recommendations, and further longi-
tudinal and cross-sectional RCT studies are needed in this area.

Moderate

Low

Moderate low

Very low

Low

Very low

Moderate low

Very low

Very low

4 CT: information and communications technol ogy.

bSNS: social networking site.
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°MIM: mobile instant messaging.

dRCT: randomized controlled trial.

Table5. Summary of key recommendations for technology interventions.
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Category Key recommendations Certainty of evidence
Group vs one-to-one »  Studiesshould be designed as group-based interventions, asthey appear to better facilitate Very low
social connectedness than one-to-one interventions.
Effectiveness of technology .  Certain types of technologies (information and communications technology and video- Moderate low
interventions conferencing) are particularly suitable asinterventionsfor social isolation and loneliness.
»  For best results, studies should be designed to strengthen existing bonds, especially the
connections between family members (eg, grandchildren).
Frequency of use «  Frequency of useis encouraged (greater use increases the effect size). Very low
Training «  Training, especidly in the use of technology, is encouraged asit improves the success ~ Very low
of the study.
Duration «  Shorter-duration studies are recommended (shorter studies achieve better results than Low
longer-duration studies).
QOutcome measures «  Theimpact of intervention is stronger on social isolation than on loneliness, and studies Low
should be designed to look further on how to impact loneliness. Use of standardized
measures such as University of CaliforniaLos Angeles Loneliness Scale and the L ubben
Social Network Scale is recommended.
Mechanisms «  Mechanismsby which interventions reduce social isolation through the design of studies, Very low
including the gaining of social support, engagement in activities of interest, the making
of new connections, and search for new information, should be clearly defined at the
outset.
Usability « Intervention studies should adopt standard measures of usability (eg, System Usability ~ Very low
Scale) because the adoption of technology by older adultslargely depends on learnability
and perceived difficulty of use. These barriers often prevent technology from reducing
loneliness in older adults.
: : analyzed reviews, different studies adopted a vast diversity of
Discussion y , Y

Principal Findings

This umbrella review, as highlighted in the analyzed reviews,
found that different studies adopted avast diversity of outcome
measures and nonstandard definitions of loneliness and isolation
[20,33,35,39,42], and therefore, heterogeneity, lack of clarity,
and lack of consistency across reviews have influenced the
interpretations of their findings. The strengths of the evidence
for effectiveness ranged from very low (robotics, telecare, 3D
or AR, and video games) to moderate (ICT). These low ratings
were attributed to the poor overall quality of evidence, study
design, and outcomes. However, our umbrella review showed
that despite the heterogeneous quality and diverse scope of
existing reviews, which prohibit the drawing of generalizable
conclusions, technology can effectively target social
disconnectedness in older adults [61,62].

An umbrella review following the JBI methodology [12,26]
was warranted because the types of reviews, levels of evidence,
and outcomes of different reviewsrangewidely in quality, from
meta-analyses to qualitative syntheses, and the availability of
a wide range of reviews allows our umbrella review to
comprehensively consolidate the current state of evidence on
interventions for social connectedness. As highlighted in the
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outcome measures and nonstandard definitions of loneliness
and isolation [20,33,35,39,42], and therefore, heterogeneity,
lack of clarity, and lack of consistency across reviews have
influenced the interpretations of their findings. Many of the
review authors included social isolation and loneliness
interchangesbly when selecting their intervention studies, failing
to recognize that each condition is a component of social
disconnectedness. This confusion weakens the recognition of
differing results, as loneliness is generally more resistant to
interventions than social isolation. Although some loneliness
measures (eg, UCLA and De Jong Gierveld Scale) have been
regularly adopted, the L ubben Social Connectedness Scale was
applied in only 9 of the primary studies. This scale, which
assesses an individual’ s psychol ogical sense of belonging, might
better reflect the interaction among different dimensions of
social connectedness than commonly adopted measures[39,60].
Most of the primary studies devel oped their measures or used
less common measures, such asthe Self Anchoring Scale, Socia
Network Structure, Social Supportive Behavioral Scale, and
Social Connectedness Index.

The designsand qudiities of the reviewed primary studiesvaried
widely. Several reviews included RCTs and pilot, qualitative,
and quantitative studies. In addition, the studies reviewed by
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Khosravi et al [42] were conducted across the health domain.
The primary studiesin each review aretypically nonoverlapped,
indicating that the reviewers searches did not capture all
relevant studies and sometimes omitted important studies and
assessments of biasrisk.

Thefindings of many underlying primary studiesin thereviews
were compromised by poor study designs, leading to conflicting
information. For example, when reviewing the effects of
computer and internet training on loneliness, Chen and Schulz
[35] reached an inconclusive verdict, Choi et al [20] reported a
significant impact of the intervention, and Bornemann [33]
demonstrated no significant effect of theintervention. Moreover,
the effect size calculated by Bornemann [33] differed from the
more accurate calculation by Choi et al [20], athough both
reviews shared 5 primary studies in their meta-analyses.

The reviewers generally agreed on the effectiveness of
group-based interventions. Reviews examining the designs of
the reviewed studies noted group-based interventions yielded
positive effects on social disconnectedness [24,36,37,40,41].
The different effects of group interventions can be attributed to
the social interaction value of being in a group rather than the
actual intervention [36,37]. When theintervention was delivered
over a longer duration, the effect of the group activity
diminished over time, and theintervention becameless effective.
Interventionswith a participatory, productive, and collaborative
focus [36], especially educational [37], appeared to realize an
effective group-based intervention.

The reviews varied in scope, from assessments of the
effectiveness of interventions, such as videoconferencing, to
overviews of studies published inthefield. Theinclusion criteria
and quality assessments of the primary studies also differed
among the reviews, diminishing confidence in their findings.
Our study confirmed a low quality of evidence in this field,
whereasimproved technology interventionsfor older adultsare
increasingly demanded by both policymakers and health
professionals. Although the existing guidelines can encourage
standardization of systematic reviews, these guidelines were
largely ignored by researchers; accordingly, the strength of the
reviews is diminished, which in turn led to the quality of
evidence GRADE scores aso being generally low.

The scope of the reviews varied from a specific focus on the
effectiveness of a targeted intervention (such as computer
training) to an overview of the published studies in the field.
The inclusion criteria for the primary studies and their quality
assessment depended on tools used for rating rigor and bias.
Such variations cast doubt on the conclusions of these reviews.
This review confirms the lack of high-quality evidence in the
field and highlights the failure to adhere to the existing
guidelines. Standardization of systematic review reporting is
expected to strengthen confidence in the review conclusions.

Unlike their younger counterparts, older adults often lack the
skills, functional capacity, and accessibility to adopt digital
technology [63], which hasled to the so-called “digital divide”
among populations. However, these expansive categories are
not mutually exclusive to older adults. In resource-restricted
settings, they also incorporate gender differences, age, economic
status, cultural practices, and educational qualifications [63]
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and can play an important role in reducing the existing digital
divide between younger and older adults. Most of the reviews
did not adequately consider these differences, presuming a
general dearth of resourcesfor older adults. Also important are
the usability and design of theintervention, which were notably
absent in the primary studies. The individual circumstances of
older adults (including finances, environment, and access to
resources) may influence the success of interventions. When
usability was examined (as in some reviews), it was done
without the use of standardized usability measures, but usability
did influence the effectiveness of the intervention; therefore,
further exploration of thisareaisvitally important.

To improve the quality of results, interventions should be
tailored to match the specific needs of older adults, and sufficient
training should be provided for using the interventions. This
tailoring requirestheinvol vement or participation of participants
in training in a variety of formats [24,41]. As usability issues
can reduce the effectiveness and uptake of an intervention,
neglecting usability asan outcome measure reduces confidence
in aholistic discussion of the effectiveness of an intervention.
Thus, the potential impact of technology on social connectedness
in older adults requires further investigation.

Comparison With Prior Work

Our umbrellareview is one of the few works that have looked
at technology interventions for social connectedness for
loneliness, following a well-established systematic approach
such as the JBI umbrella review method. In examining other
works, we came across reviews that focused on interventions
generally [64-67] as opposed to technology interventions, which
we noted was a tendency to bundle technology interventions
with other common interventions, such as cognitive
enhancement work groups, adult day center attendance,
gender-based socia groups, activities such as befriending and
mentoring programs, and animal-assisted therapy. The problem
with this approach is that it dilutes attention away from the
different types of technology interventions and how they
individually affect social connectedness and compares them as
a category to other types of interventions. The falacy of this
approach for technology interventions is that it only presents
high-level evidence and comparisons of diverse interventions,
preventing readers from understanding the deeper nuances that
make certain technology interventions more successful than
others. Indeed, many of reviews of reviews are scoping reviews
[66,67], corresponding to amore expansive inclusion criterion,
which limits more substantive findings about specific
interventions and rather presents a broader scope of general
findings. Our umbrella review, on the other hand, by focusing
specifically on technology interventions, extends the
understanding of specific technology interventions by reporting
and rating the evidence. By doing so, we were able to identify
current evidence gaps related to the understanding of the types
of technologies, study design, and their impact on social
connectedness, loneliness, and isolation. We were also able to
identify weaknessesin thereviews and areas for future research.

Strengths and Limitations

Most of the reviews demonstrated a need for stronger evidence
on the effectiveness of technology interventions that reduce
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loneliness. Weak methodologies have limited the ability of
reviews to establish conclusive remarks on their effectiveness
[35,42]. Many outcome measures have greatly limited
comparisons, which affected the interpretation of the results.

The present review may also have been biased by accepting
only English-language publications. However, many of the
shortcomings and limitations of thisumbrellareview stem from
the underlying problems of the primary papers included in the
reviews. Among the common shortcomings were small-scale
implementationswith small sample sizes, low levelsof evidence,
and short periods of assessment.

Another recurring limitation was the inconsistent definitions of
social concepts. Socia concepts such as loneliness, social
isolation, and social connectedness were formally defined, but
the authors did not use these definitions consistently; instead,
they were often used interchangeably, inherently confounding
measurements of these outcomes. The reviews were generally
heterogeneous in focus (eg, addressing loneliness and
depression) and discussed various interventions and syntheses
of outcomes (eg, meta-analyses, qualitative reviews, and mixed
methods). Accordingly, the present review interchanges the
terms social connectedness and social disconnectedness to
describe combinations of singular aspects such associal isolation
and loneliness. Neverthel ess, the methodol ogy was the greatest
limitation. Finally, the absence of gray literature in the reviews
may have increased publication bias and led to the lack of
inclusion of evidence for interventions that are not typically
indexed in bibliographic databases. Future systematic reviews
should consider including gray literaturein theincluded studies.

The methodological limitations of the reviewed studiesimpaired
theinternal validity and usefulness of the reviews for technical
and policy decision-making, as highlighted by the reviewers
[20,24]. The reviews reported on diverse methodologies,
including the use of nonstandardized outcome measures, which
broaden the perspective but risk biasing the conclusions.
Furthermore, as interventions vary widely in nature, direct
comparisons are difficult, and the definitions of technology
interventions are rather narrow in some studies [39].

The reviewed quantitative studies collected their data with
guestionnaires using scales developed for the study purpose.
Thereliability and validity of these nonstandardized scales are
difficult to evaluate. Most reviews pointed out the suboptimal
methodological quality of studiesin thisfield, particularly the
scarcity of RCTs (<28% of studies) and the dominance of
quasi-experimental studies, which challenge the delivery of
robust conclusions.

Therefore, the results of this review should be interpreted with
caution.

Suggestions for Future Research and Policy
Implications

Various technology interventions in different formats offer
many ways to engage older adults. However, usability was
rarely discussed in the reviews and was not assessed as an
outcome measure. Although the existing guidelines encourage
the standardization of systematic reviews, they have not been
followed with the required rigor. Equally, the underlying
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primary studies of the reviews failed to address causation in a
rigorous study design, and their heterogeneity limited their
generalizability. It appearsthat there is a need for more studies
on the multidimensional impact of technology on social
connectedness, along with the assessment of other measures
that may beinteracting with technology use (such as educational
attainment, psychological resilience, and age-friendliness of
environments). Roboticsisarelatively new technology that has
emerged to be promising, but there are very few studiesin this
domain. Research on mobiletechnology interventionsfor social
isolation is also encouraged as mobile phone technology
provides opportunities for increasing the uptake of technology
interventions targeting loneliness in older adults. Our results
on the grading of evidence reveal ed that the strength of evidence
was generally low to very low, indicating that the efficacy of
the interventions is unclear and that more rigorous research is
needed.

Our review providesinsightsinto strategiesto reduce loneliness
and isolation for older adults using technology interventions,
with implications for future research, policy, and practice.
Attention to social connections needs to be incorporated into
existing preventative effortsfor chronic diseasesin older adults.
Chronic illnesses develop slowly over decades. Since social
connectedness is known to impact multiple mechanistic
pathways in both the development and progression of disease,
it warrants attention in primary, secondary, and tertiary
prevention efforts. Given the lower economic costs of
technology interventions for individuals, families, employers,
and the broader health care system, we urge health care and
health policy professionals to prioritize the investigation of
technology interventions for social connections in prevention
efforts.

Conclusions

Thisumbrellareview consolidates the state-of -the-art knowledge
on the types of technology interventions that influence social
connectedness in older adults and their effectiveness. The data
were collected from thelast 2 decades. Technology purportedly
enables long-distance interactions, allowing older adults to
become socially connected, obtain support, expand their social
networks, and strengthen their existing ties. Some important
themes that would improve the effectiveness of technical
interventions for older adults emerged from the literature,
namely group interventions, short-duration training and study
programs, the use of general ICT, and videoconferencing. These
implementations are more effective for maintaining existing
connections than for building new ones. Certain technologies,
such asrobotics (including virtual pets), Al-based conversational
agents, and MIMs, show promising potential but have been
underexpl ored.

We attempted to determine which technology interventions can
effectively improve socia connectedness. The following
conclusions emerged from our study. Reports on the
effectiveness of computer and internet training on loneliness
and social isolation provided mixed and inconclusive results.
Genera ICT and internet-mediated communicationswere shown
to reduce loneliness and social isolation in most studies,
although the results apparently depend on the frequency of use
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and the time frame of the study, with shorter studies being more
successful than longer ones. ICT interventions help socialy
isolated older adults through arange of mechanisms, including
gaining social support, providing connections to the outside
world, introducing new friends, and boosting self-confidence.
All of these mechanisms must be studied hand in hand to gain

Balki et &

a complete understanding of these processes. Finaly, in our
GRADE eval uation, most of the evidence wasrated as moderate
low to very low, reflecting methodological issues, the small
number of RCTS, diverse outcome measures and definitions,
and mixed results. Such low scores highlight the need for
high-quality research in this area.
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Abstract

Background: In response to the COVID-19 pandemic, older adults worldwide have increasingly received health care virtually,
and health care organizations and professional bodies have indicated that virtual care is “here to stay.” As older adults are the
highest users of the health care system, virtual care implementation can have a significant impact on them and may pose a heed
for additional support.

Objective: Thisresearch aims to understand older adults' perspectives and experiences of virtual care during the pandemic.

Methods: Aspart of alarger study on older adults’ technology use during the pandemic, we conducted semistructured interviews
with 20 diverse older Canadians (mean age 76.9 years, SD 6.5) at 2 points. summer of 2020 and winter/early spring of 2021.
Participants were asked about their technology skills, experienceswith virtual appointments, and perspectives on thistype of care
delivery. Interviews were digitally recorded and transcribed. A combination of team-based and framework analyses was used to
interpret the data.

Results: Participants described their experiences with both in-person and virtual care during the pandemic, including issues
with accessing care and long gaps between appointments. Overall, participants were generally satisfied with the virtual care they
received during the pandemic. Participants described the benefits of virtua care (eg, increased convenience, efficiency, and
safety), thelimitations of virtual care (eg, need for physical examination and touch, lack of nonverbal communication, difficulties
using technology, and systemic barriers in access), and their perspectives on the future of virtual care. Half of our participants
preferred areturn to in-person care after the COVID-19 pandemic, while the other half preferred a combination of in-person and
virtual services. Many participants who preferred to accessin-person services were not opposed to virtual care options, as needed;
however, they wanted virtual care as an option alongside in-person care. Participants emphasized a need for training and support
to be meaningfully implemented to support both older adults and providersin using virtual care.

Conclusions: Overal, our research identified both perceived benefits and perceived limitations of virtual care, and older adult
participants emphasized their wish for a hybrid model of virtual care, in which virtual care is viewed as an addendum, not a
replacement for in-person care. We recognize the limitations of our sample (small, not representative of all older Canadians, and
more likely to use technol ogy); thisbody of literature would greatly benefit from more research with ol der adults who do not/cannot
use technology to receive care. Findings from this study can be mobilized as part of broader efforts to support older patients and
providers engaged in virtual and in-person care, particularly post—COVID-19.

(IMIR Aging 2022;5(4):e38546) doi:10.2196/38546

https://aging.jmir.org/2022/4/€38546 JMIR Aging 2022 | vol. 5 | iss. 4 [e38546 | p.147
(page number not for citation purposes)


mailto:catherine.tong@uwaterloo.ca
http://dx.doi.org/10.2196/38546
http://www.w3.org/Style/XSL
http://www.renderx.com/

JMIR AGING

KEYWORDS

Abdallah et &

virtual care; older adult; qualitative; COVID-19; elderly population; aging; telehealth; digital care; technology usability; patient

perspective; technology access

Introduction

Asaresult of effortsto limit the spread of the virus that might
occur through in-person appointments, the COVID-19 pandemic
accelerated the shift to virtual health care. Virtual health care,
subsequently, was widely adopted across Canada and beyond
[1-5]. Simultaneously, policies at theinstitutional, national, and
international levels flexed to accommodate recommendations
on the use of virtual care within existing health care models
[6,7]. Virtual care can be defined as “any interaction between
patients and/or members of their circle of care, occurring
remotely, using any forms of communication or information
technologies, with the aim of facilitating or maximizing the
quality and effectiveness of patient care” [8]. Virtual careisnot
limited to a particular technology or platform (eg, it caninclude
the telephone) and is often used interchangeably with
“telemedicine” or “eHealth” [8,9]. Prior to the COVID-19
pandemic, virtual care activities, although possible, were not
common in Canada[10,11]. Although the COV1D-19 pandemic
sparked adramatic increase in virtual carein Canada[1,2] and
worldwide [4], questions remain about the quality and role of
virtual care in practice [6,12], particularly with older patient
populations.

Although Bhatia et al [1] found that older patients were the
highest users of virtual care during the pandemic, Senderovich
and Wignarajah [ 13] expressed concerns about the maintenance
of the therapeutic alliance between physicians and ol der patients
receiving virtual care (a therapeutic alliance being a
patient-doctor relationship that supports positive health
outcomes). Prepandemic research in the United Kingdom by
Hammerdey et a [12] found that older patientswerelesslikely
to choose virtual care than were younger patients. The
experience of older patientswith virtual careisthus of continued
interest, both during and after the pandemic. Despite common
misconceptions about older adults and technology, a national
survey conducted in July 2020 found that 72% of older
Canadians feel confident about their ability to use existing
technologies, such as smartphones or video calls[14]. Inthe 3
months prior to the July 2020 survey, 52% of older Canadians
accessed virtual care and 79% were satisfied with the virtual
care received [14]; the bulk of the virtual care they received
was over the telephone. Although studies have investigated the
use of virtual care with older adults before (eg, [12,15-18]) and
during (eg, [19,20]) the COVID-19 pandemic, this evidence is
largely quantitative; thereisalack of qualitative datathat reflect
the perspectives and experiences of older Canadians accessing
virtua carethroughout the pandemic. Lopez et a’s[21] analysis
of older adults’ use of technology during the pandemic found
a notable increase, including broader adoption of
videoconferencing software/video calls. Teti et a [22]
emphasize the importance of reflecting qualitative data
throughout the COVID-19 pandemic to understand how
COVID-19 impacts populations as a social event as well as a
medical pandemic. Qualitative approaches play a vital role in
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understanding social responses to pandemics, as they allow us
to understand the lived experiences of those who are
disproportionately impacted, including older adults [22].

The aim of this study was to use a systematic qualitative study
to understand how older adults experienced virtual care during
the pandemic and to include their perspectives on virtual care
asan aternative or supplement to in-person care. Organizations,
such as the Canadian Medica Association (CMA), have
indicated that virtual care is “here to stay,” even if/when no
longer necessitated by the pandemic. If virtual care isindeed
here to stay, our interviews with older adults will contribute to
broader discussions on how and when to use virtual carein a
manner that reflectstheir experiences, wishes, and perspectives.

Methods

Study Design

This research is part of alarger study [21] in which we used a
longitudinal qualitative study [23] approach to listen to older
adults speak about their social connections and experiences of
digital connectivity early (summer of 2020) and later (winter
and early spring of 2021) in the COVID-19 pandemic. Our
research team is situated in Ontario, Canada, and eligible
participants included any older Canadian (aged 65 years or
more) able to complete an English-language telephone/video
interview and provide informed consent.

Ethical Considerations

We received ethics clearance from the University of Waterloo’s
Office of Research Ethics (ORE #42265).

Recruitment

A purposive sampling strategy [24] was used to recruit adiverse
sample of older adults (eg, rural/urban; community/assisted
living; diverse abilities, socioeconomic profiles, genders, and
ethnicities). Recruitment during the beginning of a global
pandemic that was disproportionately impacting older adults
was challenging, and we used several recruitment approaches
to access diverse older adults. We recruited using social media
(eg, Twitter), emailsto large established groups with older adult
members (blinded for review), telephone calls to older adults
within our personal networks (ie, asking our personal contacts
to share study materials within their networks), and promotion
of our study via teleconferences with older adult participants.
In total, 20 older adults completed the baseline in-depth
interviewsin the spring of 2020, which coincided with the first
wave of COVID-19 in Canada. Inthe spring of 2021, follow-up
interviewswere conducted with 12 (60%) participantsfrom the
baseline sampl e, coinciding with the second wave of COVID-19
in Canada. Of the 12 participants, 8 (67%) did not participate
inthefollow-up interviews because of death (n=1, 12.5%), they
could not be reached (n=3, 37.5%), or they declined to
participate in a second interview (n=4, 50%). Recruitment for
follow-up interviews coincided with a particularly challenging
period of the pandemic (ie, stringent lockdowns; rising case
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counts and deaths, especially among older adults; and the darker,
bleaker winter months); 3 (75%) of the 4 participants who
declined to follow-up specifically expressed that this was

Table 1. Participant characteristics.

Abdallah et &

because of the challenging period and timing. Participant
characteristics are summarized in Table 1.

Characteristics Participants
Baseline (N=20) Follow-up (N=12)

Gender, n (%)

Women 14 (70) 8(67)

Men 6(30) 4(33)
Age (years)

Range 66-94 66-94

Mean (SD) 76.9 (6.5) 77.3(6.8)
Living arrangement, n (%)

Alone 7(35) 3(29)

With spouse 10 (50) 6 (50)

With adult child 1(5) 1(8)

Assisted living facility 2(10) 2(17)
Community type, n (%)

Urban 11 (55) 6 (50)

Suburban 1(5) 1(8)

Rural 8 (40) 5(42)
Province, n (%)

Ontario 17 (85) 10 (83)

Alberta 3(15) 2(17)
Race, n (%)

White 16 (80) 10(83)

BIPOC? 4.(20) 2(17)

88| POC: Black, Indigenous, and people of color.

Data Collection

All interviews were conducted over the telephone or via
videoconferencing software. Basdline interviews lasted an
average of 53 minutes (minimum 24 minutes, maximum 74
minutes); follow-up interviews lasted an average of 60 minutes
(minimum 21 minutes; maximum 112 minutes). The interview
questions (Multimedia Appendix 1) were developed in
consultation with older adults from our “Seniors Helping as
Research Partners’ group and informed by our interdisciplinary
research team, which includes experts in systems design
engineering for older adults, recreational therapy, socia
gerontology, and designing health care systems for older
patients. The first two-thirds of the interview focused on
participants’ use of and access to technology, comfort with
technology, etc, and the final third of the interview focused
specifically on virtual health care. Interviews and analytic
debriefs were digitally recorded, run through otter.ai
transcription, and then cleaned and anonymized by research
assistants using protocol s established by our team. Anonymizing
the transcriptsincluded the assignment of a pseudonym for each
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participant. Additional details about the overarching study,
recruitment, and data collection may be found here [21].

Data Analysisand Strategies

Our team-based analysis (ie, multiple members of the research
team, drawing on different disciplinary perspectives to
collectively analyzing the data; see Guest and MacQueen [25])
process used aframework analysis approach [26] that included
the following steps:

- Step 1 (familiarization): Each transcript was read by 1 of
3 coauthors (LA, CT, and AW), who were the same
coauthors who conducted the interviews.

«  Step 2 (development of acoding framework): All coauthors
used theinitial read of the data, field notes, and debriefsto
develop aninitial set of thematic codes.

«  Step 3 (indexing and charting): Three coauthors, (LA, CT,
and AW) engaged in line-by-line coding [27].

- Step 4 (summarizing and synthesizing): The coding
structure wasfurther refined through team analysis meetings
and shared coding memos to consolidate the most salient
themes presented | ater.
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Rigor strategies included reflexive memoing, an audit trall
within NVivo (QSR International) [28], and team-based
examination of the data and each step of the analysis [25]. We
also reviewed our findings and interim analysis with 4
participants (ie, member checking and reviewing our
interpretations of the data) via an online focus group that were
recorded and transcribed to inform the analysis.

Results

Participant Details

We interviewed a total of 20 patients at baseline (14, 70%,
women; 6, 30%, men) and 12 at follow-up (8, 67%, women; 4,
33%, men). Ages ranged from 66 to 94 years, with an average
of 76.9 (SD 6.5) years. Most patients lived alone or with a
spouse, in urban or rural communities of Ontario and Alberta.
Of the 20 patients, 4 (20%) were Black, Indigenous, or people
of color (BIPOC) and the remainder (n=16, 80%) were White.

In discussing their experiences with virtual care during the
pandemic, older adults broadly shared 3 high-level themes: (1)
their experiences accessing health care during the pandemic,
(2) their perceived benefits and limitations of virtual care, and
(3) their perspectives on when virtual care is acceptable and
appropriate. In the quotes presented later, the suffixesincluded
after the patient pseudonym and biographical information (B
and F) refer to baseline and follow-up interviews, respectively.
Participants often shared their perspectives on virtual care in
the first interview and in the second replied, “Like | said last
time...”; thus, more of the presented quotes are from the baseline
interviews than from the follow-up interviews. There was not
a notable change in participants perspectives on virtual care
across the 2 time points.

Experiences With Health Care During the Pandemic

Participants described their health care experiences during the
pandemic in terms of issues with accessing care, and their
pandemic experiences of in-person and virtual care. Although
we did not specifically probe for issues with accessing care,
many participants mentioned that they had not seen their primary
care providers for months, some had not contacted their
providers since the start of the pandemic:

No, because | haven't been in touch with them since
well... [Richard, 76 years, male, B]

Snce March. [Joan, 66 years, female, B]

No, | haven't seen my doctor this year. [Richard, 76
years, male, B]

At baseline, Susan, aged 82 years, expressed that older adults
arereluctant to accessin-person care because they are weighing
the risk of contracting COVID-19 against the risk of missing
an appointment:

And, and the other thing is that people hesitated
maybe too much sometimesto go to the hospital. Like
you said, people full of coughing in an emergency
room. But, you know, there are situations where
people might have delayed going and they needed to
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go...Yeah, they'rereally...it'sassessing therisk. Like,
you know, maybe |I'm better to stay home than to get
COVID. [Susan, 82 years, female, B]

The disruption and discontinuity of care resulting from the
COVID-19 pandemic caused participantsto feel fear and anxiety
about the frequency and quality of carethey received. However,
in comparison to the risk of contracting COVID-19 when
accessing in-person care, they seemed to fear the virus more
than the potential complicationsthat could result from missing
SO many in-person appointments.

Participantsfelt that they accessed in-person carelessregularly
than they would have prior to the pandemic. In-person care was
mostly accessed for emergencies, specialist services (eg,
oncology, physiotherapy), and services that could not be
accessed online (eg, diagnostic imaging, blood work). When
in-person care was accessed, some aspects of the care were
organized virtually. At baseline, Nancy, aged 66 years, had an
x-ray performed in-person, with the results of the x-ray
communicated virtualy:

I've had one X-ray and that's about it, | think. [Nancy,
66 years, female, B]

Okay. And then you've got the results of the x-ray over
the phone? [AW]

That's right, yeah. [Nancy, 66 years, female, B]

Virtual Care

When asked about their experiences accessing virtual health
care during the pandemic, most participantswere ableto discuss
a time when they accessed care virtually either at baseline or
follow-up. Virtual care usualy involved phone calls for
completing intake, scheduling, and accessing appointments;
text or email messages for sending photos of health concerns;
and emails/phone callsfor receiving requisitions and test results.
Few participants accessed virtual carein theform of video calls;
most virtual care had been provided over the telephone, with
somereferralsor results(eg, of bloodwork) being communi cated
over email. In general, participants were satisfied with thevirtual
care they received from their family physicians. Participants
also felt their relationships with regular providers were not
negatively impacted by the pandemic; participants maintained
their patient-doctor relationships virtually despite changes in
caredelivery and frequency. Participants were less comfortable
with certain tasks being performed virtually, such as being
prescribed a new medication, diagnosis, or meeting with a
specidlist for the first time.

Perceived Benefits of Virtual Care

When prompted about the benefits of virtual care, al participants
identified at least 1 positive aspect of virtual care compared to
in-person care. The most common perceived benefit was
convenience, which was discussed by most participants. Other
commonly cited benefits were improved safety due to the
avoidance of unsafe situations associated with in-person care
(eg, contracting a virus) and the efficiency of the health care
provider. Table 2 summarizes the perceived benefits of virtual
careidentified by participants.
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Table 2. Summary of the perceived benefits of virtual care use for older adults.

Benefit Description Quote

Convenience Virtual care is more convenient than in-person . “...something like arequisition for an x-ray, that certainly...l didn't
care due to the ease of communication, including have to worry about handling the requisition. It was just transferred
the capacity to communicate by a phone or video electronically. And, and when | appeared at the x-ray lab, | just, it was
c_aII |nsteac_i of making atrip to the prOV|der’5_0f' all already there. That was convenient.” [Nancy, 66 years, female, B
fice; theability to send and receive documentation, ,  *yes And then you don't have to go to see her or him. You can just
including referrals, requisitions, and test results use your phone. And then that’s easier.” [Lily, 77 years, female, B]
virtually; and the time that is saved when not sit-
ting in waiting rooms.

Safety Virtual care makesit easier to avoid unsafesitua= «  “It meansthat you, that people, elderly people particularly, don't have

tions for older adults, such as driving during the
winter/bad weather, making unnecessary trips,
and interacting with other people on public transit
or inthewaiting room who may have acommuni-
cable disease.

Efficiency of hedth
care provider

With the introduction of virtual care, providers
can improve the efficiency of their practices. A
couple of participantsalso highlighted that sharing
information and engaging in appointments with
larger care teams can be easier with virtual care.

toleavetheir home, whichin some...Because, sometimes, if one person
isredly ill, and they need somebody to go with them and then it, you
wonder sometimes if you're hurting your health more by going than
by staying home sort of thing.” [Susan, 82 years, female, B]

« “Andasyou, asyou get older, and now we go back to winter, you
know, you really don't want to drive in winter, hence the reason why
wego away for 3months...Uh, you know you'rerisking, as|'m saying,
you're getting older, you're not as quick on the draw as far as driving
isconcerned and so on. So, you're risking somebody'slifereally going
injust to do that. Whereas if you can get it on the emailer...then it
makes more sense” [Katherine, 74 years, female, B]

« “And]I think probably we're going to end up going that way alittle bit.
It does free up doctors to deal with bigger problems, maybe. And I, I,
as| say, | have not used it. So, | really don't have any personal experi-
ence about it. But my understanding from peoplethat | know that have
phoned them, the doctor generally gets back to them ASAP. And, my
one daughter has a doctor friend and, the doctor seems not to be as
busy.” [Shirley, 77 years, female, B]

o “lthink, well, especialy if they were going to use Zoom or something
like that, if you wanted to talk to the doctor face to face and actually
see her, | think that would be great if they use Zoom rather than having
usgoin every timefor something simple... It opensthe door for them
totake, as| said before, to take peoplein that really, really, really need
to see the doctor. It saves ustime, saves her time. | think there'salot
of pros.” [Katherine, 74 years, female, B]

%B: baseline.

Perceived Limitations of Virtual Care

Participants identified many aspects of virtual care that they
perceived to be more challenging or less effective compared to
in-person care. Many identified limitations they believed would
impact others (eg, the challenges less tech-savvy older adults
would face while accessing and using technology, lack of access
to technology for all older adults) but maintained that virtual
care was ideal for themselves and had few negative aspects.
The most cited limitations of virtua care describe a lack of
nonverbal communication (eg, facial expressions and body
language) and limited opportunities for physical examination.
Other limitationsincluded challengeswith ol der adults accessing
and using technology, challenges with patients' and doctors
ability to express themselves verbally (eg, in telephone-only
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appointments), negative impacts on care coordination and
continuity, and the potential exacerbation of the social isolation
of older adults (ie, for some isolated older adults, in-person
visitsto primary care are an essential piece of their limited social
lives). One participant expressed concerns about
accommodations for older adults who require language
interpretation serviceswhile accessing health care. Participants
perceived limitations are presented in Table 3.

Participants highlighted an important caveat to our interpretation
of the data: a benefit of virtual care for one older adult can be
alimitation of virtual care for another. For example, although
one person may appreciate the efficiency of a virtua care
appointment, another may deeply miss the interpersona and
social interactions that accompany an in-person visit.

JMIR Aging 2022 | vol. 5 | iss. 4 |€38546 | p.151
(page number not for citation purposes)


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

JMIR AGING

Abdallah et &

Table 3. Summary of the perceived limitations of virtual care use for older adults.

Limitation

Description

Quote

Nonverbal communica-
tion and body language

Technology

Verbal communication

Physical examination

Care continuity and coor-
dination

Social isolation and
health care as a social
experience

Usual forms of virtual care (ie, phonecals «

and video calls) eliminate nonverbal com-
munication, including facial expressions
and body language.

Virtual care can be difficult to access for
older adults who either do not have access
to sufficient technology at home or do not
know how to use the technology they have
to engage in virtua care.

Participants are concerned about the ability
of both patients and doctors to express
themselvesin virtua visits. They mentioned
that people with cognitive or hearing diffi-
cultiesmay find accessing virtual care espe-
cidly difficult due to the challenges of un-
derstanding.

Although participants believed that many
health issues can be successfully discussed
virtually, several participants al so expressed
concerns over the lack of physical and tac-
tile examination during virtual appoint-
ments. Thegeneral concern behind thiswas
that doctors would be more prone to acci-
dentally missing something if the patient
was not physically in front of them.

Participants felt that because virtual care
usually meant that their provider was phys-
icaly seeing them less often than they
would with in-person care, the continuity
of care and ability of physiciansto coordi-
nate care activities suffered.

Health carevisitscan bevital social experi-
encesfor older adults. Switching to avirtual
format removes much of the social activity
and personality from appointments.

“...you do miss some of the eye contact and the body language, and |
make the point that when people communicate, they often talk about
the words only being about 7%, the tone being 38% of the...body lan-
guage being 55%, so email or a phone, you might get the tone but you
don't get the body language and that's, and, sometimesthat's very impor-
tant. | know, how many timesthat | noticed body language, that | would
ask another question, and bingo, thereal problem would come out, where
it wouldn't have come up if you hadn't been able to observe the body

language” [James, 75 years, male, B?|

“1 worry about that. And for people who don’t have access! | mean ev-
erybody doesn’t have acomputer at home, or they have a computer, but
they barely don’t know how to useit. | talk to people, and they say, well,
you know, my sonwill help me, my daughter will help me, my grandkids
will help me. But other than that, they don’t know how...they don’t use
it. Or they might useit just for... phone conversation...you know, for e-
email kind of stuff, and that’sit. And so, they don't get it...they don't
get to use. They don't have real access, and now...the library is being
closed now. People have even less access.” [Helen, 77 years, female,

B]

“Maybe | didn't explain it well enough to them. I'm not a nurse, you
know, and | just know how it feelsto me, | probably don't have an expe-
rience and that, whatever is happening to me, this time when | would
call, you know. So, it might be my terminology, my reporting might not
be as good as they might need.” [Sharon, 82 years, female, B]

“Yes, and if they have hearing problems, that might be, a deterrent too
because...or cognitive problemswhere they, have problems understand-
ing” [Shirley, 77 years, female, B]

“We have atendency to save the important questions ‘til the end. That's
aknown fact, is that people are having a physical or whatever, you go
through all the steps. And as they're walking out the door they say, 'Oh,
by the way, 1've been having chest pains'.” [Helen, 77 years, female,

]

“| just want to say that it is very limited. Sometimes, when you have a
problem and you're seeing a doctor, you want him to look, with hisown
eyeballsto see the actual thing. You...to see your skin, in thereal thing
not...not done through a camera, and you want him to poke you, you
know, or feel. There's so much in an examination, that should be done
tactile, as opposed to only visual. Only visual, you miss so much without
the tactile attached to it.” [Richard, 76 years, male, B]

“The cons would be, perhaps alack of follow up sometimes, because
you're not seeing anything done. Like if | go to his office and he gives
me areferral to someone or if he's...you just don't see that referral
happening through you, you see him doing it, and sometimesthat doesn’t
happen as quickly asit could.” [Nancy, 66 years, female, B]

“1 think if | really needed to see the doctor, she would let me go in and
talk to her. And | think I still need that if | do need it. And that would
be most likely for an emotiona situation more than anything” [Judith,
75 years, female, F]

“And aso, for some people the doctor's visit is one of your social expe-
riences. Themoreyou liveaone, likel live alone, these kinds of contacts
arepart of your...socialization, your contacts...likegoing to thelibrary,
going to the doctor, these are all things where people have contact with
others. So, if you make these things more virtual, you cut back on peo-
pl€'s contacts with the outside world.” [Helen, 77 years, female, B]

B: baseline.
b follow-up.
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Per spectives on When Virtual Care |'s Acceptable and
Appropriate

Subthemes related to participant perspectives on the
acceptability and appropriateness of virtual care included
receptiveness to virtual carein some scenarios, preferences for
the future of virtual care, and the willingness of older adults to
adapt to virtual care and the supports required for them to do
S0.

The Future of Virtual Care and the Preferencefor a
Hybrid Model (Some I n-Person)

When participants were asked how they would like the health
care system to operate postpandemic, participants presented 2
main preferences: approximately half expressed their preference
to return to a health care system that provides the mgjority of
servicesin-person, whilethe other half preferred to retain some
aspectsof the COVID-19 eravirtual care and reintroduce aspects
of in-person care to create a hybrid system of health services.

Participants who preferred to return to an in-person model of
health care were not necessarily opposed to the use of virtual
care. Some agreed that, although virtual care was useful during
the COVID-19 pandemic, they would prefer to accessin-person
care whenever possible:

Something like prescription renewals will be
convenient to have them continue through the
pharmacy, to my doctor, that would be very
convenient. But aside of that, I'd rather see my
physician in person. [Nancy, 66 years, female, B]
Many participants expressed support for a hybrid health care
model that includes aspects of both virtual and in-person care;

Butif it went back, it went back but in a modified way,
likeit's not all one or all the other. It's not all phone
or all office, likeit could beamix. [Patricia, 82 years,
female, B]

Helen, aged 77 years, expressed that although she preferred a
hybrid model of care, it would need to be carefully organized
and implemented to be effective:

But it needsto be carefully thought of. And I've always
been hesitant about virtual care, ‘cause | don't want
to seethat as aninstead...yes, virtual care yes, but it
has to be in addendum. It has to be something in
between. It's very useful to check up on something.
[Helen, 77 years, female, B]

Although many participants supported afuturethat incorporated
aspects of both virtual and in-person care models, they were
concerned about how this would be funded at a system level,
whether doctorswould find it useful or difficult to manage, and
how virtual care would be organized and regulated in practice.

Adapting to Virtual Care

Many participants felt that older adults would be proactive in
learning the technol ogies necessary to support themselveswhile
accessing virtual care, as health care is viewed as a “priority”
or “essentia” and not an option like other technologies that
might be used for entertainment, etc. However, participantsfelt
strongly that a shift toward virtual care must include meaningful
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and senior-friendly training and supports that will allow older
adultsto learn to use the technol ogiesrequired, aswell asenable
accessto the system using technol ogies with which older adults
feel more comfortable. Although many participants noted a
need for technology training and supports for older adults,
several noted that effortsaimed at improving virtual care should
also be focused on training for providers, not just patients:

| think the.. the.. .to take advantage of those types of
situations | think technology use, | think somebody
should actually encourage the GP and their
registered.. their nurses or their receptionist to be
more proficient in these technologies. | think seniors
when there's a need, they'll do anything to learn it.
[Geraldine, 72 years, female, B]

Although many participants were reconciled to virtual care
being amajor component of their health carein the future, they
saw a need for related training and support for both providers
and patients.

Discussion

Principal Findings

We identified 3 high-level themesin our interviews with older
adults about their virtual care use during the pandemic. Older
adults shared (1) their experiences with virtual and in-person
health care during the pandemic, (2) their thoughts on the
benefits and limitations of virtual care, and (3) their opinions
on when virtual care is most appropriate. Consistent with the
results of the AGE-WELL [14] survey, most of the participants
in our study experienced some form of virtual care access,
primarily viatelephone or online, with fewer participants having
accessed care via video. Participants expressed reluctance to
attend in-person visits during the pandemic, with in-person care
accessed mainly in emergencies or for services that were not
available virtualy.

Comparison With Prior Work

Prepandemic studies of virtual care (eg, [18]) have found both
benefits and limitations; this was also the case for the
participants in this study. Importantly, most participants felt
they were able to maintain their patient-doctor relationship
despite the change in the mode of care delivery, thusalleviating
some of the concern raised by Senderovich and Wignarajah [13]
about maintaining the quality of the therapeutic alliance. Our
study participants described the convenience of virtual visitsas
well asincreased safety, including the avoiding of unsafe travel
conditions, similar to findings by Elliott et al [29]. Participants
also felt virtual care would be more time efficient for the
provider, but we note that some studies of virtual care have not
found cost-saving benefits [30]. In contrast, our study
participants recognized the lack of physical, hands-on
examinations in avirtual care appointment, as was aso found
in studies by Breton et al [31] and Mao et al [32]. Participants
also noted limitations in terms of compromises in both verbal
and nonverbal communication. This is consistent with the
finding of Hammerdley et a [12] that therewas|essinformation
sharing in virtual visits, although these authors also noted that
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the virtual care visits they studied revealed somewhat greater
efforts toward building rapport with the patient.

Some limitations of virtual care might be mitigated if
video-and-voice appointments are used. Although video
appointments are not a complete substitute for a tactile
examination of the body, they enable synchronous visual
examination, which may help alleviate patient concerns that
providers may miss something. Video calls may also enable
both patients and providersto interpret nonverbal cuesand facial
expressions more accurately. Conversely, it may be more
difficult for providersto seethe patient in avideo call compared
to aphoto of an affected area (sent viaemail or text) dueto the
wide range of devices that older adults and clinicians use,
variations in connectivity or access to a reliable internet
connection among patients, and compatibility between devices.
In addition, video visits make additional demands on the patient,
who must be able to get online and manage the technology,
which may be difficult due to disability or lack of experience
with technology or a stable internet connection [32,33].

Limitations of This Study

First, our study is bound to a specific time and rooted in the
perspectives of a small sample of older Canadians and as such
may not be readily transferable to other settings. We recognize
this as a limitation and that our findings only reflect the
perspectives of the 20 interviewees. Future research with larger
samples of older adultsiswarranted. Second, we recognize our
sample is undoubtedly overrepresentative of individuals who
have the interest, access, and privilege to engage in new
technologies. Although we specifically sought out individuals
fromarange of cohorts, living arrangements, and ethnic groups,
our recruitment strategies (which had to be mindful of social
distancing) mostly connected us with privileged individuals
who were already online, had access to email, and were ableto
complete a voluntary research interview (ie, they had the time
and interest to do so and, at the very least, had a telephone).
These advantages will be reflected in our results, and this body
of literature would greatly benefit from more work with older
adults who do not/cannot use technology to receive care. In the
future, recruitment options that do not rely on newer
technologies should be used to connect with individuals who
are less tech-savvy (eg, radio, mail-based, and in-person
recruitment).

Future Directions

Falk [34] has argued that virtual care may reduce inequitiesfor
some ol der persons, such asthoseliving in remote communities,
but at the same time might exacerbate inequities through
avoiding direct service to these regions. Future research,
including that of this team, must actively reach out to support
those older adults on the underrepresented side of the digital
divide [35-37], particularly as the United Nations calls for all
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nations to close these digital divides [38]. As suggested by
participants in this study, support strategies should target both
older adults and providers; Chen et al [39] found that training
geriatric care professionals on virtual care technologies prior
to the pandemic helped ease the transition to virtual care.
Multiple virtual care resources have been designed for older
adultsin Canada, including appointment checklists (eg, [5]) and
supportive liaisons to help navigate particular technologies, as
implemented a Women's College Hospital [40].
Technology-based interventions can also improve access for
marginalized groups with less technical experience by
simplifying user interfaces and workflows on virtual care
platforms to increase usahility [40,41]. Efforts should be made
to collaborate with older adults when designing and
implementing such strategies in order to maximize their
usefulness and relevance [40,42,43]. This can be accomplished
by engaging older adults in designing technology and virtual
care systems, training providers, and research/program
evaluation (eg, through advisory committees, participatory
research, codesign, etc) [40].

Conclusion

The COVID-19 pandemic has been a mgjor catalyst for the
adoption of virtual carein Canada[6]. Our study confirmed that
the potential benefits of virtual care for older adults are
numerous; despite barriersto accessing virtual care, many older
adults perceive benefitsand are open to continued use of virtual
care after the pandemic. Our study also found many limitations
of virtual care, and a consensus that virtual care should be an
addendum to the health care system, rather thanitsmain delivery
mechanism. These findings would thus call into question
policies, such asthe United Kingdom’s National Health Service
(NHS) plan for digital-first primary care for every patient [44].
Aswetransition to a postpandemic world, older adults must be
included in discussions on the design and implementation of
virtual care options. Concerns related to privacy and
confidentiality have been highlighted in other studies[6,45] but
were not significantly present in our findings; this could be an
explanation for why some older adults were less comfortable
accessing virtual care.

In this study, we presented data from a small sample of older
adultsfrom Canadadetailing their experienceswith virtual care
during the pandemic, their perceptions on the benefits and
limitations of virtual care, and their willingness to engage in
virtual care. Future dissemination of virtual care optionsshould
ensure that older adults' views, preferences, and circumstances
are considered and that accommodations are made for those
whose use of virtual careislimited by disability or discomfort
with the technology. The findings can also be used to inform
future studies on the use of virtual care by older adults, as
providers and patients continue to adapt to both the potential
and pitfalls of this mode of care delivery.
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Abstract

Background: Two fields of research and development targeting the needs of the aging population of the world are flourishing,
successful aging and assistive information and communi cation technologies (A-ICTs). The risks of ageist stereotypes emerging
from how we communicate in both discourses are long known. This rai ses questions about whether using specific age criteriain
the context of “aging deficits’ can bias participation in, or compliance with, the research process by older adultswho try to avoid
age-related stigma.

Objective: Thisstudy aimed to examine subject recruitment, study designs (based on age >65 yearscriteria), aswell asdiscourses
in research objectives and conclusions in health research on affordances of A-1CTsfor older adults.

Methods. A systematic mapping approach was used to characterize rational es, methods, stated objectives, and expected outcomes
of studies indexed in PubMed and retrieved through the search logic ([“ Older Adults’ OR Seniors OR Elderly] AND [ICT OR
gerontechnology OR “Assistive Technology”)] AND (“Healthy Aging” OR “Successful Aging” OR “healthy ageing” OR
“successful ageing”). Inclusion criteriawere as follows: the study should have recruited older participants (aged >65 years), been
gualitative or quantitative research, and involved theintroduction of at least one A-ICT for health-related improvements. Exclusion
criteriawere as follows: reviews, viewpoints, surveys, or studies that used information and communication technology for data
collectioninstead of lifestyle interventions. Content, thematic, and discourse analyses were used to map the study characteristics
and synthesi ze results with respect to the research question.

Results: Of 180 studies that passed the search logic, 31 (17.2%) satisfied the inclusion criteria (6 randomized controlled trials,
4 purely quantitative studies, 9 focus groups, 2 observational studies, and 10 mixed methods studies). Inall but one case, recruitment
was pragmatic and nonrandom. Thematic analysis of rationales revealed a high likelihood of emphasis on the burdens of aging,
such as rising costs of care (12/31, 39%) and age-related deficits (14/31, 45%). The objectives of the research fell under 4
categories: promotion of physical activity, acceptance and feasibility of robots and remote health monitoring systems, risk
detection, and the future of A-ICTsin health carefor older adults. Qualitative studies were more attentive to the nonageist research
guidelines. Heterogeneity in the study results (both qualitative and quantitative) was not related to age but to individual agency,
acceptance, and adherence. A combination of research strategies (participatory, longitudinal, playful, flexible, and need-based
designs) proved successful in characterizing variationsin study outcomes. Studiesthat documented recruitment dynamicsrevealed
that fear of stigma was a factor that biased participants engagement.
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Conclusions: Thisreview indicatesthat ageisnot an informative criterion for recruitment and retention of participants. Charting
the dynamics of adoption of, and interaction with, A-ICTsis critical for advancing research and technology devel opment.

(IMIR Aging 2022;5(4):e43564) doi:10.2196/43564

KEYWORDS

information and communication technologies; successful aging; healthy aging; independent living; agism; research methods;

double-bind theory; mobile phone

Introduction

Background

Two fields of research and development that target the needs
of the aging population of the world are flourishing: one field
focuses on discovering pharmacol ogical or behavioral solutions
that promote successful or healthy aging [1-3]. The term
successful aging (introduced in 1987 by Rowe and Khan) refers
to the heterogeneity in health conditions among people of the
same age[4]. Theseauthors defined successful aging asdifferent
and superior to “usual ageing” (marked by astatistical likelihood
of decline in physical and mental health). They listed severa
potential factors (ranging from biology to psychology,
socioeconomic, and personal contexts) that would vary across
people of the same age and determine whether they would retain
full health and control in old age (successfully aged). According
to the World Health Organization, healthy aging reflects the
capacity to maintain functional abilities that support one to be
mobile and active, meet basic needs, build and maintain
relationships, contribute to society, and learn, grow, and make
decisions[5].

Another field focuses on developing assistive information and
communication technologies (A-ICTs) that help aging
populations achieve the goal of healthy and independent living
in later years of life [6,7]. A-ICTs are a component in digital
health characterized by wireless and portable communication
and computation technologies that make them “smart” and
“social” They are typically promoted as offering new
opportunities for the extension of the (presumably declining)
physical, cognitive, and socia capacity of older adults to help
them live safely and retain their independence in the course of
aging [8].

In an empirical analysis of the discourses of successful aging
associated with the use of sophisticated technology, in policy
documents in Europe (from 2000 to 2021), Greubel et al [9]
have shown that the discourse of “develop technology to do
good” is dominant (ie, to address the unmet needs of a
stereotypical older adult with certain physical and mental
deficits). But in doing so, this discourse creates a“bad” aging
stereotype: one who isincapable of or uninterested in adopting
such technologies. Mort et a [10] have shown that if the
discourse of aging with telecare is perceived as a coercive
method in times of economic austerity (rather than true care),
it can create resistanceto the successful adoption of technologies
that can indeed become useful for the aging population.

Given the heterogeneity of the aging process and the significance
of the topic in both socia and medical research, cultural and
communication factors must be regarded in various stages of

https://aging.jmir.org/2022/4/e43564

design, development, testing, knowledge mobilization, and
policy making on these issues[9,11].

The Double-Bind in M edicalized Age Research

The theory of double-bind by Gregory Bateson [12,13] helps
explain the challenges of communi cating with aging populations
about their need for technology. Double-bind arises when the
following conditions co-occur: (1) two or more individuals are
involved in arelationship with high physical or psychological
survival value for at least one of them (eg, older adults need to
grow and their health care system is responsible for that); (2)
in this relationship, messages are regularly given that, at one
level of communication, assert something (eg, aging is not a
deficit, and if it is, technology can overcome it), but at another
level, negate or conflict with this assertion (eg, aging causes
deficit, and deficits make technology uptake difficult); (3)
messaging implies cost and punishment (eg, age-related deficits
are costly, but costly technology can reduce them; if technology
is not adopted, the risks and costs increase); and finaly, (4)
those in the relationship can neither escape the relationship nor
arethey allowed or ableto comment on it (eg, no one can escape
theredlity of aging, nor can anyone stop technology innovation).

The consequence of such double binding in gerontology is
ageism, a term coined by Niel Robert Butler (a geriatric
physician and the director of the National Institute of Ageing),
who expressed concern about stigmatizing older adults based
on the prevalence of disease in older age [14].

The medicalization of aging originates from traditionally
reductionist approachesto public health [15]. Numericizing age
has been used as an index for political and socioeconomic
agendas [16], for example, for predicting the mortality and
insurance costs based on calculation of life expectancy [17].
Ageaso hasasocial meaning (intermsof life stagesand roles,
which are culture-dependent and can create both positive and
negative age-related stereotypes). Medicalized approaches to
aging, although important, create stereotypes|18-21]. Research
indicates that industrial thinking about productivity and the
workforce also contributes to negative stereotypes [22,23].
Culturaly, these factors may create a worldview that leads to
ageism [14,24-26] to such an extent that even studies about
ageism risk themselves becoming ageist [27].

Medical studies on aging have long focused on the risks of
research methods in producing or reproducing systemic ageist
biases. In 1993, the Task Force to Develop Non-Ageist
Guidelines for Research [28], sponsored by the American
Psychology Association Board of Social and Ethical
Responsibility and the Board of Scientific Affairsidentified the
following risks in studies designed to address the “ problem of
aging”: (1) confounding age with disease and disability based
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on the statistical assumption that the likelihood of certain
dysfunctions was more prevalent in older adults; (2) using
chronological age as an independent variablein cross-sectional
studies of group (or intervention) differences; and (3) lack of
attention to interactions among age, sex, and culture and the
life-course patterns of individuals boxed in simplistic
demographic classifications. The extent to which researchers
are held to initial standards about nonageist research methods
[28] or later guidelines by the American Psychological
Association guidelinesis not clear [29]. Guidelines such asthe
National Ingtitute of Health's Toolkit for Recruiting Older
Adultsinto Research [30] emphasize the promotion of healthy
(successful) aging. Culture also plays a significant role in the
recruitment of older adults [31,32]. The question of how to
overcome the double-bind of ageism and interest older adults
in studies of A-ICTsis one of the motivations for the research
in this study.

Challengeof AgeasaRecruitment Criterionin Health
Technology Research

Research on hedth applications of information and
communication technologies (ICTs) occurs at the intersection
of medical sciences that treat aging as a preventable disease
[33,34], technology that promises a solution to this problem
[6,7], and humanitiesthat are critical to stigmatization emerging
from such discourse[9,10,35-38]. Age has ahiological meaning
(eg, in terms of developmental stages and longevity), but as a
categorization criterion, what does it explain about the reality
that 2 people of the same age may have entirely different medial
and psychosocial experiences[4]?

In asocia media study of older adults' reactions to the media
depiction of the needs of older adultsfor ICTsto cope with the
stress of the pandemic, we noted a strong reaction to theimplicit
equivalence of “being old” with age >65 years, which is the
retirement age in North America, particularly by those who
considered themselves old but reminded the writers that their
generation (eg, Bill Gates) pioneered information technologies
[39]. This example highlights that using the age >65 years
criteriain research involving ICTs could be problematic. Our
research into the affordances of ICTsin improving the quality
of life of older adults [39,40], suggests that concerns about
“ageism” are on older adult's mind. In addition, we have
observed quantifiable differencesin attitudestoward technol ogy
among those who participated in such studies and those who
dropped out [41,42]. The motivating question in this study is,
“Canfocusing on age-related deficits as areason for devel oping
assi stive technol ogies bias recruitment (based on 65+ criterion),
and thus skew our understanding of the needs of older adults?’

Although many in their 60s are familiar with information
technol ogies, recruitment and retention of older adultsin studies
that examine the affordances of A-ICTsischallenging because
of theredlity of an age-related digital division [43-45]. Several
review studies have examined challenges and opportunitiesin
theintroduction of ICTsin providing health care to older adults,
and they all emphasize that although such technologies are in
principle promising and theoretically advantageous, there are
important issues related to user acceptance, efficacy, and
sustai nable adoption that remain to be addressed (eg, see recent
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reviewsin [46-49]). Among the general concerns expressed by
older adults are fear of reducing the complexity of human
experience with machine learning and artificial intelligence
[50], fear of misinformation [51], fear of stigma[52,53], fear
of surveillance [54,55], fear of losing control over their lives
[56], and general technostress [39,57-60]. Of course, these
concerns are not specific to older adults, and research suggests
that there is a significant pushback against the notion of
assumption that older adults are either unwilling or incapable
of technology adoption [39,40,61,62].

The implication of ageism is self-exclusion from research
[62,63]. Research suggeststhat data gathered about older adults
arenot entirely inclusive and that data collection methodol ogies
biasinferences made about ol der adults [64,65]. Research shows
that perceived ageism contributes to reluctance to engage in
technology [44,45]. It isalso plausible that those who experience
the consequences of ageism (eg, depression and poor health
conditions, as shown in this survey [38]) would be less likely
to engage or participate in studies on this topic. Could the
conceptual frameworksfor linking A-ICTsand successful aging
alienate participantswho perceive the research to be stigmatizing
them based on age?

Resear ch Objectives

The motivating question in this study is, “Can focusing on
age-related deficits as a reason for developing assistive
technol ogies bias recruitment (based on 65+ criterion), and thus
skew our understanding of the needs of older adults?’ In this
study, we performed a mapping review to investigate medical
research at the intersection of healthy aging and A-ICT to
address the following questions:

1. What types of research methods and recruitment strategies
are used in thisline of research?

2. Which discourses and objectives drive the study rationales
and objectives?

3. Arethe study elements communicated in compliance with
the Non-Ageist Guidelines for Research [28]?

4. |sage asasdection criterion informative?

5. Which research strategies are used to avoid age-related
stereotypes?

Methods

Mapping Review

A mapping review framework was selected to classify and
categorize information within the existing literature [66]. A
mapping review does not have any preconceived plans for
evaluating specific outcomes (as systematic reviews do) or any
specific research question or intervention (as scoping reviews
do). Instead, it relies on a sampling frame for a genera topic
and integrates data (qualitative or quantitative) to formulate
questions for future systematic reviews [66]. The steps taken
to conduct the review have been described in the sections below.

Selection of Relevant Sour ces

As we were interested in the intersection between medical
research, technology, and successful aging, we conducted our
research in PubMed only. We searched for any articles satisfying
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thelogic: ([“Older Adults’ OR Seniors OR Elderly] AND [ICT
OR gerontechnology OR “Assistive Technology”]) AND
(“Healthy Aging” OR “Successful Aging” OR “healthy ageing”
OR “successful ageing”).

Inclusion and Exclusion Criteria

To beincluded inthereview, studies had to satisfy the following
criterion:

« Used age asanumerical selection variable

« Involved a quantitative or qualitative research component,
in which older adults were recruited as participants

« Introduced ICTs to enhance the experiences of an
exclusively aging population

Studieswere excluded if they werereviews, surveys, viewpaoints,
or used ICTs for any purpose other than assisting users (eg,
casesinwhich ICTswereused for simulation or datacollection).

Classifying, Categorizing, and Mapping

Articlesthat met the selection criteriawerereviewed to retrieve
thefollowing information: study design and recruitment strategy
(from Methods sections); research contexts and stated objectives
(from Introduction—usually the first paragraph in an article
that situated the work in relation to the needs of older adults,
followed by a rationale paragraph that contextualizes the
objective of the research presented in the article), and outcomes
and conclusions (from Discussion and Limitations sections).

Content analysis was performed to assess the prevalence of
research methods. Next, we performed a thematic analysis of
expected research outcomes. All papers were read and
open-coded for the specific outcomes expected from the
intervention, based on the results and discussion section of the
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paper. These codes were then collapsed to identify the specific
outcome categories related to our research questions.

Synthesizing Resultsto Answer Research Questions

Having mapped the general characteristics of research studies
within the review, we reread articles within each outcome
category and performed a discourse analysis to answer our
primary research questions and identify research strategies that
mitigate implicit biases arising from the double-binding reality
of successful aging.

Results

Selection of Sources of Evidence

Overview

A PRISMA (Preferred Reporting Item for Systematic Reviews
and Meta-Analyses) chart summarizes the process of study
selection (Figure 1). The search (date: July 13, 2022) returned
180 articles, of which 122 were related to the age groups +65
and +80 years. We excluded reviews (n=15), surveys (n=19),
viewpoints (n=10), and other irrelevant studies (ie, those that
used technologies that did not have any ICT or those whose
main objective was to test a functional domain in older adults
using anonassistive ICT used for data collection or stimulation
presentation; n=31). Wethen read the remaining 43 articlesand
further excluded those that did not include qualitative or
guantitative research methodol ogies. Thisleft uswith 31 articles
that were analyzed qualitatively (for content, theme, and
discourse).

Table 1 summarizes the reviewed literature with respect to the
sampling, study design, and research objectives. See Multimedia
Appendix 1 [67-97] for the descriptions of these studies.

Figurel. PRISMA (Preferred Reporting Item for Systematic Reviews and Meta-Analyses) flowchart to describe study selection. ICT: information and

communication technology.
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Table 1. Summary of reviewed articles.
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Recruited Title Framing (objec- Study Flexibility and Longitudinal  Psychometrics Inclusion or diver-

or tive) playfulness sity

dropout,

n

1530r 28 |cT2pased system Healthy aging RCTP _c O (16 weeks) — CD-OAd; 65+
to predict and pre-  (Physical activity) years; multina-
vent falls (iStopp- tional (Germany,
Falls): resultsfrom Spain, and Aus-
an international tralia); 61%
multicenter ran- women
domized controlled
trial [67]

106 or 18 Useof accelerome- Healthy aging RCT Calibrated to 0 (6and 12 Memory; hedlth  CD-OA; 70-89
try to measure (physical activity) physical ability =~ months) activity years, multicenter
physical activity in (United States);
older adults at risk 67% women
for mohility disabil-
ity [68]

57 A Kinect-Based Healthy aging Quantitative — O (15 days) — CD-HOA®: 65-80
Interactive System  (physical activity) years; single cen-
for Home-Assisted ter (Spain); 49%
Active Aging [69] women

116 Moving real ex- Healthy aging Quantitativeuser  Living lab O (12 weeks) — CD-HOA; 70+
ergaming engines  (physical activity)  study years; 79% wom-
on the web: the en
webFitForAll case
study in an active
and healthy aging
Living Lab environ-
ment [70]

48 Use of atechnolo- Healthy aging Mixed methods Tailored — — Cognitively
gy-based systemto (physical activity) (user survey + HOA; 65+ years;
motivate older thinking aloud multicenter (Bel-
adultsin perform- method including gium); 58%
ing physical activi- 12 HCPS) women
ty: afeasibility
study [71]

249 or 48 TheMy Activeand Healthy aging RCT Personal mobile O (0, 6, and Depressionrisk  CD-HOA; 60+
Healthy AgingICT  (sleep, nutrition, phones 12 months) of fal lifesatiss  years, multicenter
platform prevents  cognitive, psy- faction (Italy, Germany,
quality of lifede-  chosocid, physi- Spain, Austria,
clinein older cal, sleep) Australia, and
adults: arandom- Japan)
ized controlled
study [72]

30 Exergames de- Healthy aging RCT Gamification O (6weeks)  Self-efficacy; HOA; 65+ years;
signed for older (physical activity) loneliness; life multicenter (Sin-
adults: A pilot satisfaction gapore); 70%
evaluation on psy- women
chosocial well-be-
ing [73]

16 Increasingphysical  Healthy aging Quantitative + fo-  Gamificationand [1 (6 weeks)  Step count HOA; 65+ years;
activity in older (physical activity) cusgroup socialization; per- Scotland; 50%
adults using sonal app women
STARFISH, anin-

teractive smart-
phone app; apilot
study [74]
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Recruited Title Framing (objec- Study Flexibility and Longitudina  Psychometrics Inclusion or diver-
or tive) playfulness sity
dropout,

n

440r11 Tablet-based Healthy aging Quantitative, con-  At-hometrial; O (12 weeks)  Technology famil- CD-HOA; 65+
strength-balance  (physical activity) trolled but not fully  gamification; per- iarity exercise years; Switzer-
training to moti- randomized sonal app habits land
vate and improve
adherence to exer-
ciseinindependent-
ly living older peo-
ple: aphasell pre-
clinicd exploratory
trial [75]

1200r 11 A web-based mul- Healthy aging (hu- RCT At-homeinterven- [ (6 months) Memory, depres- CD-OA; memory
tidomain lifestyle  trition, cognition, tion (personal sion, and chronic  complainers; 65+
intervention for and exercise) app) and monitor- illness years; France;
older adults: the ing (wearable) 58% women
eMIND random-
ized controlled trial
[76]

192 or 88 Effectsof technolo- Independent living Controlledtrial but Tailoredtoneeds [0 (Oand12  Self-efficacy; life CD-OA; 55+
gy useonagingin (quality of life) not randomized at home months) satisfaction years, the Nether-
place: theiZi pilots lands
[77]

19 Matching geron-  Independent living  Participatory ac- Interpretersfor  — — CD-OA; 60+
technologiestoin- tion research in- non-Dutch speak- years, the Nether-
dependent-living cluding caregivers ing participants lands; 58% wom-
seniors’ individual (n=3) en
needs. develop-
ment of the GTM
tool [78]

9 Older individuals  Independent living Qualitative — O (O, delivery, — CD-OA withmo-
experiencesduring and +2 bility needs; 69-
the assistive tech- months) 91 years; Nor-
nology device ser- way; 55% wom-
vice delivery pro- en
cess|[79]

12 Older adults medi- Independent living Mixed methods Living lab — — CD-OA; Atlanta,
cation management (Interview + attitu- Georgia; 50%
in the home: how dinal user-study in- women
can robots help struments)

[80]?

17 “Areweready for Independent living Mixed methods Different robot  — — HOA and MCI9;
robots that care for (technology accep-  typeswith differ- France; 67%
us?’ Attitudes and tance + focus ent andromorphic women
opinions of older group) features
adults toward so-
cialy assistive
robots [81]

11 Acceptanceof an  Independent living Mixed methods Living lab O (4sessions) — HOA and MCI,;
assistive robot in (technology accep- France
older adults: a tance + interview)
mixed-method
study of human-

robot interaction
over al-month pe-
riod in the living
|aboratory setting
[82]
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Recruited Title

or
dropout,
n

Framing (objec-
tive)

Study

Flexibility and
playfulness

Longitudinal

Psychometrics

Inclusion or diver-
sity

21

35

2797 or

Same as
above

14

33

Significant chal-
lenges when intro-
ducing care robots
in Swedish elder
care [83]

Robotic services
acceptancein
smart environ-
ments with older
adults; User Satis-
faction and Accept-
ability Study [84]

Healthy aging
through internet
counseling in the
elderly (HATICE):
amultinational,
randomized con-
trolled trial [85]

Factors predicting
engagement of old-
er adultswith a
coach-supported
eHealth interven-
tion promoting
lifestyle change
and associations
between engage-
ment and changes
in cardiovascular
and dementiarisk:
secondary analysis
of an 18-month
multinational ran-
domized controlled
trial [86]

Triggering postural
movements with
virtual reality tech-
nology in healthy
young and older
adults: A cross-
sectional validation
study for early de-
mentia screening

(87]

Machine-learning
approach to predict
on-road driving
ability in healthy
older people [88]

Independent living

Independent living

Hedlthy aging (car-
diovascular health)

Same as above

Risk management

Risk management

Interviews (attitude

study)

Quantitative user
study

RCT

Quantitative, en-
gagement study

Quantitative (gait
analysis, HOA vs

HYA" [n=15))

Quantitative

6 different robot-
ic services; 3 dif-
ferent environ-
ments (home,
outdoor, condo)

O (3 months)

Memory activity

0 (18 months) Memory, depres-

sion, and chronic
illness

Memory

Memory, vision,
attention, and de-
pression

37-79 years,
Sweden

HOA; 65+ years,
Italy; 63% wom-
en

65+ years, the
Netherlands, Fin-
land, and France;
47% women;
97% White

65+ years

HOA vsYA';
65+ vs23+ years,
Switzerland; 57%
women

HOA; 65+ years,
Japan; 93% men
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Recruited Title Framing (objec- Study Flexibility and Longitudinal  Psychometrics Inclusionor diver-
or tive) playfulness sity
dropout,

n

45 Gerontechnology:  Risk management RCT Home installa- O (3time Memory CD-OA; with
providingahelping and independent tions points; 15 MCI; 60+ years;
hand when caring  living months) Greece, Den-
for cognitively im- mark, Finland,
paired older adults- and Ireland
intermediate re-
sults from a con-
trolled study onthe
satisfaction and ac-
ceptance of infor-
mal caregivers[89]

12 Multi-stekeholder  Independent living Interviews and Individualized O@and24 — CD-OA; 70+
perspectivesonin- multistakeholder ~ home-training months) years, New
formation commu- focus groups (with  program Hampshire, Unit-
nication technolo- 14 care providers) ed States; 91%
gy training for old- women
er adults: implica
tions for teaching
and learning [90]

184 Agingwell inthe  Well-being Focus groups — — — 65+ years, Cana-
digital age: technol- da, Colombia, Is-
ogy in processes of ragl, Italy, Peru,
selective optimiza- Romania, and
tionwith compensa Spain; 100%
tion [91] women

22 Pilotsfor healthy =~ Healthy aging Mixed methods — — Memory Frail and MCI
and active aging (user study + inter- OA; 65+ years, 2
(PHArA-ON) views), including sites (Italy); 59%
project: definition formal and infor- women
of new technologi- mal caregiverstoo
cal solutions for (n=39)
older peoplein
Italian pilot sites
based on elicited
user needs [92]

13 A qualitativestudy Home care Thinkingaloudand — — — HOA; 65+ years;
toward technolo- focus group with Italy and Roma-
giesfor active and caregivers nia
healthy aging: A
thematic analysis
of perspectives
among primary,
secondary, and ter-
tiary end users[93]

6 What it takes to Home care Focusgroup (other — — — HOA; 63+ years,
successfully imple- stakeholders; the Netherlands;
ment technology n=23) 50% women
for aging in place:
focus groups with
stakeholders [94]

21o0r9 Evaluation of 1-y  Home care Mixed methods At-home trial 0 (12months) — CD-OA; 70+
in-home monitor- (user study + inter- years; Switzer-
ing technology by views, including land; 47% wom-
home-dwelling stakeholders) en

older adults, family
caregivers, and
nurses [95]
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Recruited Title Framing (objec- Study Flexibility and Longitudina  Psychometrics Inclusion or diver-

or tive) playfulness sity

dropout,

n

30 “What? That'sfor Home care Focus group (+ — O (6 months) — 65+years; 2 Sites
Old People, that.” professionals) + (England); 57%
Home adaptations, observational from women
aging and stigmati- wearable cameras
zation: A qualita-
tive Inquiry [96]

11 User-centered de-  Home care Focus group (+ — — — 67+ years,
velopment of a caregivers+ profes- Switzerland and
web Platform Sup- sionals) Slovenia
porting Communi-
ty-based health

care organizations
for older personsin
need of support:
Qualitative Focus
Group Study [97]

4 CT: information and communication technology.

PRCT: randomized controlled trial.
“The study did not use this method.
dcp-0A: community-dwelling older adults.

€CD-HOA: community-dwelling healthy older adults.

'HCP: health care professional.

9MCI: mild cognitive impairment.

PHYA: healthy young adults.
'"YA: young adults.

What Types of Research Methods and Recruitment
Strategies Are Used in ThisLine of Research?

Table 2 provides an overview of the scope of the methods,
objectives, and outcomesin the reviewed literature.
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Table 2. Summary of content and thematic analyses (N=31).

Khalili-Mahani & Sawchuk

Source and content

Counts, n (%)

Background and rationale
Growing cost of caring for age-related deficits
Age-related disabilities
Desire for independent living
Prevention toward healthy aging
Study design
Focus groups

Mixed methods

Quantitative trials (including RCTs?)
Observational studies

M ethods of recruitment
Not described
Random sampling
Convenient (selective and targeted)
Multistakehol der
Multinational

Results and outcomes
Impact on physical fitness
Acceptance of home adaptation
A-ICT for early detection of age-risks
Future of A-ICTs

12 (39)
14 (45)
12 (39)
10 (32)

9 (29)
10 (32)
10 (32)

2(6)

18 (58)
1(3)
12 (39)
8 (26)
4(13)

10 (32)
9(29)
5 (16)

8 (26)

8RCT: randomized controlled trial.
BA-ICT: assistive information and communication technol ogies

Classifications of Study Characteristics and Sampling

The studies reviewed included qualitative focus groups (9/31,
29%), mixed methods (10/31, 32%), quantitative interventions
(10/31, 32%), and 2 observational and 1 participatory studies.
Furthermore, 4 studies were longitudina and 2 were
multinational .

Recruitment procedures were not described in al articles;
however, among those that did (n=13), only 1 study involved
a random sampling strategy from a general population pool.
Theremaining (12/31, 39%) used sdl ective and targeted methods
of recruitment by reaching out to aspecific group of older adults
whose needs were a priori known to clinical partners or
organizations that care for older adults.

Participant characteristics were often biased by the inclusion
criteria, which either included those older adults without
cognitive or physical disabilities or those with such conditions.
Only 14 studies specified the health conditions of the
participants in the study sample. Eight studies recruited only
healthy older adults; 3 studies recruited participants with
cognitive impairment, 2 of which also had healthy older adults
as controls; and 1 included older adults with disabilities.

https://aging.jmir.org/2022/4/e43564

Gender was also a biasing factor, with women being
overrepresented in the study samples among the 10 studiesthat
reported the gender ratio. In addition to limitations in the
representativeness of the samples, further biases were noted in
retention and attrition, which will be addressed in the Discussion
section.

Which Discour ses and Objectives Drive the Study
Rationales and Obj ectives?

Classification of Rationales

Most of the articlesreviewed framed the research in the context
of the burdens of aging (cognitive deficit, physical disability,
dependence, frailty, and isolation). Among the articlesincluded
in this review, 39% (12/31) of articles began by describing
concerns about therising costs of the growing older popul ation;
45% (14/31) began by discussing age-related disabilities such
as dementia and frailty; 39% (12/31) focused on desire for
independent living or aging in place; and 29% (10/31) framed
the study in the context of preventive measures to promote
successful aging.

Classification of Research Objectivesand Specific Aims

In terms of the objectives of research, 4 general categories
emerged: studiesthat aimed to assess A-1CT—based interventions
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to promote healthy aging by physical activity (n=10); studies
that evaluated the acceptance and feasibility of introducing
A-ICTs such as robots and remote health monitoring systems
to promote independent living (n=9); studies that validated the
ability of A-1CTsto detect age-related risks caused by physical
or mental deficits (n=5), and several multistakeholder focus
groups or ethnographic studies about the future of A-ICTsin
health care for older adults (n=8). See Multimedia Appendix 1
[67-97] for the descriptions of these studies.

Arethe Study ElementsCommunicated in Compliance
With the Non-Ageist Guiddinesfor Research?

Using the recommendations of the Task Force to Develop
Non-Ageist Guidelines for Research [28] as a reference, we
examined the extent to which the reviewed studies were
compliant with the following questions:

Did the Study Treat Age in and of Itself asan
Appropriate Explanatory Variable?

This was not the case in most studies reviewed here. Only 2
studies referred to age as an explanatory variable to validate
automated measurement systemswith the assumption that older
adults have functional deficits compared with young adults
[78,87].

Werethel nstruments Used in Research Biasing and Did
They Equate Age With Decay, Deficit, and Death?

We found that some of the quantitative studies framed within
the discourse of successful aging included psychometric
instruments specific to deficits of older populations, such as
assessing cognitive deficits (eg, the Montreal Cognitive
Assessment test and the Mini Mental State Examination)
[76,84-89,92,95], geriatric depression [72,76,85,86,88], chronic
illness and disability [68,75,76,85,87], risk of falls[67,68,72,75],
and other instruments that measured presumed age-related
variations such asloneliness[ 73], self-efficacy, and self-reliance
[67,73,77] quality of life and life satisfaction [67,72,73,77].

Did the Examiners Possess a Perspective on the Life
Stage of the Participantsin Their Studies?

Given that sampling in the reviewed reports was not entirely
random, it is plausible to assume that examiners possessed some
perspective on the life stages of older adults. Among the
guantitative studies in this review, awareness of life stage was
operationalized interms of the quantitative assessment of aspects
of individua life being affected by age (as described above).
Among qualitative and design-related studies in this review,
attention was focused on capturing the existing and emerging
needs and attitudes of older adults. This manifested in terms of
multistakeholder study designs[90,94], evaluating factors such
asdigital literacy [76,90,91,93], history of ICT use[90,91,96],
technology acceptance [69-71,78,81-83,89-91,93,97], and
talloring the interventions to individua  needs
[75,77,78,93,94,96], which implied that older adults were less
likely to be aware of new technological developments.

https://aging.jmir.org/2022/4/e43564
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Was the Language Used to Describe the Results
Value-Laden, Especially When the Findings Gain
Attention From Media or Policy Makers?

Some statements in the conclusion may be construed as
value-laden. For example, referring to the aging population
under study as “elderly” is no longer culturally accepted. The
word “elderly” wasin the abstract, keyword, and conclusion of
some studies[68-70,73,85,86,89,94]. Referring to the population
as“older people” objectifiesand segregatesthem. Thefollowing
examples, al from studies involving technology devel opment,
demonstrate this objective distancing, which makes the aging
body part of the machinery that was invented and tested:

The adoption of assistive technology devices for
physical intervention tends to motivate and retain
older people who exercise for longer periods of time
[79]

Our findings led to some suggestions for robot
designers to make assistive robots more attractive
and acceptable to older people[82]

Our model successfully dissociated unsafe drivers
from safe drivers with an accuracy of 90.9%
(sensitivity of 75.0% and specificity of 100.0%),
suggesting that aging, decline in attentional and
visuoconstructional functions, and reduction in
functional visual acuity are strongly associated with
a high risk of unsafe driving among healthy older
people [88]
Another possibility for value-laden conclusionsisthe emphasis
on deficits and generalizing it to a population. These deficits
may be related to individual conditions, such as dementia or
learning disabilities, which are the most feared stigmatizing
notions. Examples of such statementsinclude:

To establish the new assessment systemasa diagnosis
tool for dementia in the future, we will improve the
research design as discussed above and conduct
additional measurements with people suffering from
dementia to understand more specific and relevant
parametersto diagnosis [87]

Different types of technological solutionsare needed,
depending on individual personal factors.
Furthermore, it is important that the system works
with minimal interaction and with automated
operations because of limited learning abilitiesamong
the users or because they have very little experience
with the new technologies [89]

IsAge asa Selection Criterion I nfor mative?

Overview

The majority of studies in this review expressed a genera
concern for the impending costs of aging and recruited based
on age criteria. However, age was not used as a predictive or
explanatory variable. Only 1 study conducted random sampling.
The rest performed convenience or selective sampling within
existing pools of individuals who participated in other geriatric
care programs. Even within these pools, therates of participation
and attrition varied. Studiesthat specifically focused on medical
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conditions such as frailty and dementia were purposively
recruited too.

This observation reinforces our concern that participation in
age-related A-ICTs may be biased by the research questions
and methodology. We identified the following factors to be
more important than age.

Context of Research

The objectives of promoting healthy or successful aging, cost
reduction, independent living, and risk reduction were the
primary motivations for the studies reviewed here. However,
the findings of most studies are not strongly conclusive,
especialy those of randomized controlled trials (RCTs). The
variability in the results was mainly related to acceptance and
adherence, but not age.

For example, in a large-scale clinical trial of ICT-coached
cardiovascular risk management, the largest effects were
observed in those who had the ability to accessand engage with
technology [85]. A similar RCT investigating the impact of
tabl et-based physical training reported that attrition wasrelated
toindividuals appraisal of what they expected from the app as
well asto the motivational factors related to social interactions
[75]. In other words, the context in which an ICT-based
intervention took place was more effective in promoting
adherence than ICT functionality.

The circumstances and contexts of individual experiences
seemed to shift the statistical results. For example, an RCT of
an ICT-based exercise program tried for 8 weeks by
home-dwelling older adultsreported that group differenceswere
not due to improvements in the intervention group but dueto a
declinein the control group [67]. A subgroup analysisrevealed
that the benefits of theintervention in the high-adherence group
were more pronounced than in others, thus calling for future
studies to explain individual differences in adherence to the
intervention. Another RCT involving aweb-based multidomain
lifestyle intervention did not find any significant functional
improvements in participants and observed that, despite
accepting the conditions of thetrial, adherence (especially with
physical exercises) requirementswere not met. They specul ated
that thiswas linked to motivational factors not measured in the
trial [76].

Agency and Support

Insights from the multistakehol der focus group study of Welfare
Technologies that offer assistive robots to the Swedish older
population [83] point to another important source of bias:
individual perceptions of agency and control. This study found
that not age but the perceived absence of ethical and governance
frameworks, as well as lack of collaboration and health
spending, were impediments to acceptance, access, and
successful adoption of the proposed technologies.

In fact, tailoring interventions to individual needs was found to
be important in alongitudinal RCT that introduced a wearable
ActiGraph to monitor the physical activity of prefrail older
adults [68]. In another RCT of an ICT-based frailty prevention
study, physical fitnessin the intervention group did not increase,
but quality of life in the control group declined. The study did
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not have any qualitative data to offer any explanation of the
change in the control group but called for future examination
of the neurobiological mechanisms of this effect [72].

A multinational acceptance study (local communitiesin Greece,
Finland, United Kingdom, and Denmark) of an “intelligent”
telecare system for independent living and self-care of older
adultswith mild cognitiveimpairment explained the challenges
of recruitment (achieving <25% of the targeted sample size)
[89]. Interestingly, this study observed significant regional
differences in service use, as well as regional and personal
variations in service appreciation. It was noted that learning to
operate a new automated system for those with cognitive
impairment isimpractical, and if such interventions are offered,
they need to be offered in a personalized manner to individuals
who can benefit from them.

This study is laudable for providing a very detailed picture of
the challenge of recruiting representative samples within the
predefined clinical criteriaand explaining deviationsfrominitial
study design and recruitment caused by the redlity of
heterogeneity not only among the needs of individuals with
dementia, but also heterogeneity of the technology literacy of
caregivers (family or nurses) and the health care systemswithin
which they receive care [89]. In conclusion of their report, the
authors have noted the following:

We can confirmthat it is of high importance that the
primary user and caregivers to be motivated toward
use of aiding technologies in their homes. For the
acceptance of the services by the elderly, a key role
plays their family caregiver and the process is much
faster and easier if the caregivers have previous
experience with technol ogy.

Sdf-exclusion and Perceived Stigma

A user-centered phenomenological study of older adults
experience during assistive technology device (ATD) delivery
[79] reveded that the framing of the study in the context of
age-related deficits was in and of itself a biasing factor in
recruitment:

The recruitment personnel reported that the reasons
for declining participation included alack of comfort
discussing disabilities and the binding commitment
to the project necessitated by the length of the study.

In this study, the perception of self-deficits and fear of ageist
attitudes contributed to reluctance to participate:

For some participants, contacting the occupational
therapist because they needed additional help was
considered to mean that they would be perceived as
rude, ungrateful, and subject to negative
consequences. [ ...] One of the participants said that
a previous comment about assistance that she had
received resulted in retribution from the health care
professionals. [ ...] Because of her fear of jeopardizing
her relationship with the health care professionals
on whom she depended, the participant simply put up
with the situation when shereceived an ATD [assistive
technology device] that she did not know how to use.
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This study concluded that satisfaction with assistive technology
isnot easily measurable and that “there are several complicating
reasonsfor older individuals not to acknowledge unsatisfactory
experiences in the service delivery process..related to
expectations, disappointments, fear, and abandonment but also
hope, mastery, and resourceful and dynamic self-management
of care.”

Another qualitative study across 2 sites (in the United Kingdom)
with 30 older adults and 39 nonfamily caregivers undertook
purposive sampling to capture the diversity in minor or major
home adaptation and itsfunding source: agerange (65-74, 75-85,
and >85 years), ethnicity, gender, household composition, house
type, and tenure. This study noted that stigmatizing notion of
aging (equating it with vulnerability and disability) was an
impediment to learning about and seeking technol ogiesto adapt
homes to the needs of older adults. Participants in their study
showed awareness of the“ ageist” attitudes, and some expressed
afear that to use assistive technologies (as neutral asastaircase
railing) would make them “appear old” or signal frailty and
disability, which would lead to stigmatization [96].

Refusal to participate in the study of a home-monitoring
installation study by 54 of 127 eligible candidates, and the
completion rate of 12 of 21 inthosewho enrolledin ayear-long
trial point to other sources of bias [95]. Refusal to participate
may also be implicit, for example, by not receiving a response
from more than 39,000 of the 45,466 invited individuals (with
696 explicit refusals) [85]. Therefore, it is not surprising that
positive results are reported within a highly motivated sample
who showed interest in adopting home monitoring strategies.

What StrategiesWereUsed to Avoid Age Stereotypes?

Participatory Research

Notwithstanding the limitations in sampling discussed above,
several studies within this review have strived to conduct
participatory and inclusive research, especialy regarding the
future of A-ICTs. Strategies used to accomplish this included
conducting focus groups involving different stakeholders
[92-99].

Need-Based Recruitment

In recognition of the fact that age does not capture the
heterogeneity of needswithin older populations, several studies
in this review took a need-based approach to studying the
affordances of A-ICTs[77,78,92,94].

I nternational Sampling

Conducting research across different national or regional
jurisdictions was an important strategy to demonstrate not only
the diversity of older adults’ needs but also the differencesin
institutional and socioeconomic contexts in which they lived
[89,91,93,96].

Longitudinal Designs

Longitudinal follow-up in several of the studies reviewed here
ranged from 6 to 12 weeks to 12 to 18 months. The longer the
duration of the study, the greater the possibility of examining
the evolving relationship between the users, caregivers (family
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or professional, such as nurses or social workers), and the
technologies presented [75-77,79,82,89,95,98] .

Providing Choice of Options

Presenting different real [84] or hypothetical [94] options to
usersor evaluating A-1CTswithin simulated environments such
asliving laboratories[81,82,88] added flexibility to the research
frameworks. The more options and the greater the opportunities
to “play,” the greater the chances of retaining participants and
recording positive experiences.

Personalizing I nterventions

Tailoring theintervention individual needs[75,77,78,93,94,96],
“technology matching” [78], or calibrating the intervention to
the cognitive or physical ability of the participants[68,71] were
important in addressing the heterogeneity within the sample.

Creating a Safe Space to Receive Feedback From
Participants

Adding interviews within a safe space encouraging participant’s
candid and critical views aso led to the discovery of factors
that could bias the research, such as motivations [ 74], tensions
such as fear of stigmatization [79,83], or fear of losing human
touch [80], thus extending the findings beyond age-related
explanatory variables, such as physical and cognitive ability,
and technology use.

Discussion

Summary of Findings

To the best of our knowledge, this is the first systematic
mapping review of the literature at the intersection between
successful aging, A-ICT, and health care. We performed content,
thematic, and discourse analysesin 31 sel ected research studies,
trying to answer the following questions: What types of research
methods and recruitment strategies are used in this line of
research? Which discourses and objectives drive the rationales
and objectives of the study? The study elements were
communicated in compliance with the Non-Ageist Guidelines
for Research [28]. Is age an informative selection criterion?
Which research strategies should be used to avoid age-related
stereotypes?

Our search strategy was successful in retrieving diverse studies.
This review included several categories of research studies,
using both qualitative and quantitative research methods and
diverse study designs (longitudinal, multinational, RCT, focus
group, phenomenological, and user experience). As such, it
provides a broad overview of the methodological approaches
taken to address the question of the affordances of A-1CTsfor
successful aging.

Overall, discourses on aging as a problem were prevalent. The
rationales classified from the thematic analysis of the
Introduction section were primarily framed in the discourse of
age-related deficits, rising costs of care for a growing aging
population, quality of independent living, and safety. Thematic
analysisalso resulted in 4 categories of objectivesand expected
outcomesthat contribute to healthy aging: promotion of physical
activity, facilitation of independent living (primarily by the
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introduction of robots), monitoring of age-related deficits, and
envisioning thefuture of A-ICTsin geriatric care. Interestingly,
however, while research was often framed with the aim of
assisting the general population of older adults, both the
recruitment and the findings of most studiesindicated that only
some study participants could benefit from the proposed
intervention.

We observed disciplinary differences in attentiveness to
nonageist research guidelines. Participatory, multistakeholder,
and multinational studies that undertook qualitative research
were more attentive to the heterogeneity in attrition, adherence,
and acceptance related to the context of the research, individual
needs, agency, and availability of support. In contrast,
guantitative or RCTs characterized sample heterogeneity in
terms of differences in health states and mental or physical
abilities. In neither research category wasthe age of apredictive
or explanatory value. However, in this review, there was
evidencethat fear of ageism, or self-ageism, biased recruitment.

Implications for Future Research

M apping reviews provide an opportunity to examine the bigger
picture of aresearch areato pinpoint specific gapsin knowledge

Table 3. Research strategies that can mitigate ageism.

Khalili-Mahani & Sawchuk

that might require more compl ete systematic reviews or propose
guidelines to be considered in future practices [99]. In Table 3,
we summarize some of the topics that can benefit from
systematic or scoping reviews.

Thisreview corroborates previous research that recruiting older
adults into research is challenging [30,100] and that
trust-building and cultivating community-based communications
arecritical factorsin keeping participantsinterested in the study
[100]. This review also underlines the fact that the successful
adoption of A-ICTs requires resources for human support to
help prospective users overcome technostress and the steep
curvesof learning and mastery [46,57-59,98]. Thematic analysis
of research rationales and objectives in this mapping review
illustrated the risk of double-binding arising from
miscommunication or misunderstanding of research objectives.
Further discourse analysis of research discussions showed the
strength of interdisciplinary and flexible research frameworks
that mitigate the biases arising from the double-bind research
age. We discuss the information that we have synthesized as
opportunities for improving research design and contextualize
it with reference to the previous body of knowledge.

Suggestions Benefits

Examples

Interdisciplinary approached and
mixed methodol ogiesfor datacollec-
tion

Personalized, recursive, and longitu-
dinal study designs

Playful designs

Framing research in needs rather than
age

Allow to gather both qualitative and quantitative data to explain variations
in both functional domains that can be objectively measured (eg, sensory,
cognitive, and physical abilities), aswell as perceptual and attitudinal factors
that predict acceptance, adherence, and engagement.

Introducing A-ICTs?into one’s lifestyle involves a process of negotiation
among designers, caregivers, and users. The dynamics of relationships between
these parties change with personal factors, and with time as they become fa-
miliar, evaluate, and fit them to their needs.

Conducting research in simulated environments and providing users the
ability to approach A-ICTsin aplayful manner hel ps mitigate the possibility
of feeling pressurized to perform or successfully adopt.

Avoid generalizing titles, especialy if research istied to specific needs such
asfrailty or dementia. Designing solutions that are universal and inclusive

[70,71,74,80-82,92,95]

[68,71,72,75-82,89,91,95,96]

[70,73-75,80,82]

for needs will avoid creating age-related stigma.

3A-|CT: assistive information and communication technology.
®Not available.

The Necessity for I nterdisciplinary and Mixed Methods
Approaches

Clearly, the question of how to create an ICT to assist the aging
population poses one of the most complex questions at the
intersection of many fields: medicine, interaction design and
communications, health psychol ogy, sociology, and engineering.
This inherent interdisciplinarity in and of itself presents
challenges in developing an account of complex systems
dynamics[101].

Thisreview indicatesthat the simpler the targeted behavior (eg,
increasing physical activity), the more likely it was that the
study reported satisfactory outcome [67-70,74,75]. However,
the introduction of other technologies such as assistive robots
or the introduction of technologies for independent living
resulted in ambiguity in the interpretation of findings. The
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inconsistencies were caused by individual differences in
attitudes, abilities, and expectations tied to prior knowledge,
experience, and care systems [73,80-86,90,91,94,95,96].
Physical activity isbeneficial for health and iswidely accepted
irrespective of age. That robots and machines may replace
humans is received with ambivalence and therefore more
variations in acceptance are expected.

The inclusion of both quantitative RCTs and qualitative
observational or focus group studies in this review uncovered
an interesting disciplinary gap to bridge. For example,
quantitative studies on the benefits of interventions for healthy
aging often control for variations in emotional, physical, and
psychological factors. However, these studiesrarely accounted
for participant’s views, cultural backgrounds, lifestyles, and
socioeconomic resources available to them. Conversely,
design-oriented and participatory studies that focused on
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contextual and socioeconomic factorsthat shape attitudesrarely
controlled for cognitive, physical, and affective variations that
shape one’s particular needs.

Interestingly, a discourse analysis of the language used to
describe research objectives and conclusions reveal ed that overly
reductionist studies are more likely to deviate from the
recommendations of the Non-Ageist Guidelines for Research.
Studies designed with qualitative and participatory components
were generally more careful in discussing the needs of older
adults, primarily focusing on the desire to live independently
in later years of life. In contrast, more technical articles used a
more“ objective,” and potentially objectifying tonein describing
the research rationale and results. For example, in a study that
utilized machine-learning approaches to identify risky drivers,
the authors included age as a clinical variable and concluded
that age-related decline was predictive of unsafe driving [88].
In another study, to validate a virtual reality—based diagnostic
tool for the early detection of dementia, researchersincluded 2
groups of young and healthy older adults on the presumption
that the system would be sensitive to detecting age-related
deficitsin the latter group [87].

The concept of assistive ICTs for health care for older adultsis
new and still in the design phase, and tensions in personalizing
or generdlizing care are pervasive [94]. Therefore,
interdisciplinary and cocreation approaches may achieve a
higher research impact and accel erate the devel opment of more
effective solutions [81].

The Necessity of Conducting Flexible Research

RCTs are preferred by scientists seeking evidence for valid,
reliable, reproducible, and effective interventions. Given this
wide acceptance, it is perhaps surprising that even in purely
medical interventions, contemporary researchers have
guestioned the validity of making inferences from RCTs
[102,103]. As Fink and Keyes [104] have shown, ignoring
complexity, especially in public health science, can lead to
erroneous inferences and shift the ground on which scientific
inquiries claim truth: reproducibility. This review included 6
RCTs, 4 of which focused on physical activity [67,68,72,75]
and 2 on genera behavioral coaching to promote a healthy
lifestyle[76,85]. Overall, recruitment, retention, and adherence
of participants presented challenges. For decades, medical
anthropologists and other socia scientists have pointed out the
limitations of RCTs in studying interventions that depend on
culture and context, especialy interventions that target the
psychosocial well-being of populations [105]. The fact that a
larger proportion of studies in this intersectional study were
non-RCTs points to the complexity of the problem and the fact
that reductionist methodol ogies are not sufficient.

In RCTSs, it is difficult to account for all the personal factors
that shape one's behavior, let aone their relationship with new
technology. Among older adults, Birkland [106] has synthesized
data from extensive interviews to categorize users under labels
Enthusiasts, Socializers, Practicalists, Traditionalists and
Guardians—with the latter groups being the most likely to find
new technologies stressful [107]. These factors influence
attrition. For example, in a mixed methods study of an
| CT-based behavioral intervention to increase physical activity
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[74], those who completed a 6-week intervention were highly
interested in the intervention. The study reported that the mean
daily step count increased from 9443 (SD 3952) steps before
theintervention to 10,773 (SD 2659) steps after theintervention,
with a mean increase of 14%. It isimportant to note that these
effects were not dtatistically significant. In this study, one
participant decreased their step count from 15,611 to 14,772
(already higher than the commonly recommended 10,000 daily
steps). These numbers, as well as comments recorded from the
participants, indicate that participants whose data acquisition
was successful (8/16, due to technical failure) were highly
motivated to engage with this activity, a reality that is not
considered in statistical power calculations to recommend the
intervention for RCT.

Similar to clinical researchers, who seek objective evidence to
support the universality of the effectiveness of their intervention,
designers strive to satisfy the universal design principles of
equity (useful strategies for awide range of users independent
of age), flexibility (accommodating a range of preferences and
methods), simplicity (independence from literacy, skills, or
language), perceptibility (clearly communicating their purpose
and use case), failure-safety (minimizing risks of error), and
accessibility [108]. For this reason, holistic and participatory
research practices help refine applications through recursive
evaluations and improvements [92,109,110].

The Necessity of Conducting Recursive Research

In the Introduction, we pointed out that double-binds may be
caused by miscommunication, which can be corrected and
negotiated over time. Considering the dynamics of change in
behavior requires flexibility in methodol ogies that can capture
patterns of change. For instance, longitudinal studieswithin this
review illustrate that technol ogy acceptanceisadynamic process
that begins with recruitment (ie, who chooses and refuses to
participate) and evolves through experimentation and tria, as
study participants establish relationships with the researchers.
Indeed, in astudy where the acceptance of robots for medication
delivery wasinvestigated [80], despite growing acceptable over
time, ultimately, the users did not find such technology to be a
suitable replacement for human care. Monitoring attrition over
time, as well as monitoring the relationship dynamics during
research, provides insight into the context of how needs,
perspectives, and levels of engagement change
[72,75-77,79,81,82,89,91,95,96].

A phenomenological study of older adults' experiences during
assistive technology service delivery further underlines the
importance of taking a recursive approach to research [79].
Before receiving the assistive technologies that the participants
had applied for, they were optimistic and hopeful that the
technology “would make life easier and would enable them to
perform their desired activities. The participants were confident
they would be able to manage using the ATD.” However, after
receiving the devices “their encounter with their ATD and the
person who delivered it either confirmed the participants
positive expectations (if they could manage to use it correctly)
or surprised them when their expectations that the ATD would
ease their everyday life were not met.” Further examination of
explanatory variables (such asthe self-described personality of
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users who caled themselves assertive) showed
between-individual differencesin the process of adoption (taking
charge and seeking help or putting up and being dissatisfied).

Conducting research over time allows researchers to examine
how individual s cope with the technostress of new experiences.
Consider learning as an example. Several studiesin thisreview
found that, in addition to acceptance, the desire or ability to
overcome the challenge of learning can themselves become
sources of  dissatisfaction and  potential  stress
[78,82,89,90,93,97]. Independent of age, alarge proportion of
eHealth solutions suffer from high rates of dropout,
discontinuation of use, or nonadoption [111]. Therefore, it is
important to develop tools to match gerontechnologies to
individual needs is important [78]. Incorporating Lazarus
transactional model for stress and coping offers an empirical
framework for evaluating the influence of personal factorsin
the appraisal, adoption, or rejection of new interventions
[112,113].

The Necessity of Conducting Playful Research
Capturing individual preferences in red-life situations is
important. A mixed methods study involving the introduction
of 6 robotic services in a redlistic living environment [84]
provides an example of how playful and recursive approaches
may be informative. In this study, participants were given the
freedom to become familiar with the robots before starting the
experimental session to feel more confident in testing them.
Interestingly, this study found that older adults enjoyed the
anthropomorphic design of the robot (with a moving blinking
head), which is conducive to interaction. According to the
authors, “ Only two users did not get pleasure in testing the
Robot-Era system because they claimed to see the robotics
system as an appliance that is used for its usefulness and not
for pleasure.” It is plausible to suggest that the playful nature
of the task of evaluating various types of robots, without
pressureto adapt themto their real lives, was conduciveto better
interaction with the systems[84].

Besides providing an opportunity to learn from simulation,
adding playfulnessto the research itself mitigatesthe discomfort
that arises from perceived social evaluative threats in
researcher-participant rel ationships[67,70,83]. When technol ogy
isintroduced through a serious health care context, the risk of
self-censoring owing to the fear of losing potential privileges
increases[79]. Conversely, playfulness can help free expressions
of actual needs and attitudes. For example, introducing assistive
robots with the specific aim of assisting individuals with mild
cognitive impairment resulted in rejection of the notion that
such services could replace humans for caregiving, whereas
those with mild cognitive impairment seemed to enjoy the
playful features of the technology in proving distraction while
also being concerned about the image portrayed by using a
machine for companionship [81].

Adopting a playful framework mitigates performance stress,
increases enjoyment, and provides an opportunity to make
observations about choice, socialization, mastery, and
self-efficacy to help envision more inclusive and user-centric
interventions.
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Limitations and Future Directions

This review has several limitations that necessitate further
research.

First, the research questions that motivated this study arise from
a subjective perspective that is informed by the authors
experiences while conducting quantitative, qualitative, and
community-based research on older adults' use of technology
in general, and itsimplicationsin their health carein particular.
The search criteriawere tied to these questions.

Second, mapping reviews do not aim to investigate the quality
of the reviewed research; rather, they detect and categorize
themes that emerge from those studies to sensitize researchers
about future possibilities. The conclusions of this review are
not tied to specific objectivesand cannot be generalized. Further
systematic reviews are required to confirm these conclusions.

Third, our search was limited to 1 database (PubMed), and the
search logic was narrow. This decision was made to focus on
theintersection between the notions of “ successful ageing” and
“Assistive ICTs’ with “older adult” as key terms. As such, the
studies collected through this method do not represent the entire
field of aging with technol ogy. We acknowledge that additional
information or different conclusions could have been obtained
if other databases were searched.

Finaly, it should be noted that our search strategy returned
studiesthat were mostly conducted in Europe. As such, they do
not includetrendsthat may exist in other international contexts.
Whether thiscontinental biasisrelated to our research questions
or to the research agenda of different countries needs to be
further investigated.

Conclusions

Our systematic mapping review illustrates that conducting or
reporting research under ageneralizing assumption of 65+ years
of ageis neither practical nor informative. Table 3 summarizes
the research strategies that complement existing guidelines and
mitigate the risks of ageism. Synthesizing a framework based
on the collective strength of all studiesreviewed here, to conduct
researchin aflexibleand longitudinal framework that is attentive
to changes in personal appraisal and approach to the questions
of A-ICTs and successful aging, is critical. Mixed methods
research, which documentsvariationsin physical, psychological,
and socioeconomic contexts, might address the current state of
inconclusiveness regarding strategies and interventionsthat can
be effective. As several studieswithin thisreview illustrate, one
advantage of designing problem-focused, need-based, and
person-centered research is that it expands the possibilities of
how best to serve those who seek technological solutions to
improve the quality of their lives.

Adopting an eco-socia framework that looks at individual needs
and coping stylesreveal more specific dimensions of individual
variation and contexts that may influence the uptake and
responseto A-ICTs. For clinical and technological researchers
to collaboratein participatory research isan important first step.
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Abstract

Background: Heart failureisaleading cause of death among older adults. Digital health can increase access to and awareness
of palliative care for patients with advanced heart failure and their caregivers. However, few paliative care digital interventions
target heart failure or patients' caregivers, family, and friends, termed here as the social convoy. To address this need, the Social
Convoy Pdlliative Care (Convoy-Pal) mobile intervention was developed to deliver self-management tools and palliative care
resources to older adults with advanced heart failure and their social convoys.

Objective: The goal of the research was to test the acceptability and usability of Convoy-Pal among older adults with advanced
heart failure and their social convoys.

Methods: Convoy-Pal includes tablet-based and smartwatch tools facilitating self-management and access to palliative care
resources. Older adults and socia convoy caregivers completed an acceptability and usability interview via Zoom, including
open-ended questions and the Mobile Application Rating Scale: User Version (UMARS). Descriptive analysis was conducted to
summarize the results of open-ended feedback and self-reported acceptability and usability.

Results: A total of 26 participants (16 older adults and 10 social convoy caregivers) participated in the interview. Overall, the
feedback from userswas good (UM ARS mean 3.96/5 [SD 0.81]). Both older adultsand social convoy caregivers scored information
provided by Convoy-Pal the highest (mean 4.22 [SD 0.75] and mean 4.21 [SD 0.64], respectively). Aesthetics, functionality, and
engagement were al so perceived as acceptable (mean >3.5). Open-ended feedback resulted in 5 themes including improvements
to goal setting, monitoring tools, daily check-in call feature, portal and mobile app, and convoy assessment.

Conclusions: Convoy-Pal was perceived as acceptable with good usability among older adults with heart failure and their social
convoy caregivers. With good acceptability, Convoy-Pal may ultimately lead to increased access to palliative care resources and
facilitate self-management among older adults with heart failure and their social convoy caregivers.

(JMIR Aging 2022;5(4):€35592) doi:10.2196/35592

KEYWORDS

mHealth; older adult; symptom; heart failure; palliative care; app; digital health; cardiology; heart; Convoy-Pal; mobile; tablet;
smartwatch; adult; aging
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Introduction

Heart failure (HF) is the 4th leading cause of death from heart
disease in the United States and is most prevalent among
individuals aged 65 yearsand older (ie, older adults). According
to data from 2015 to 2018, 7.5% of males and 3.9% of females
aged 60 to 79 years have HF [1]. The prevalence of HF
continues to rise over time as the population ages [2]. By the
year 2040, the number of older Americansis expected to nearly
double to an estimated 80.8 million [3]. As the prevalence of
HF increases, the need for palliative care amplifies. Palliative
care can be beneficial for patients with HF as well as their
caregivers, families, friends, and loved ones, referred to here
asthe social convoy [4]. Palliative care offers a support system
to help the social convoy cope during the patient’s illness and
effectively control distressing symptoms experienced by patients
with HF [5]. In general, symptom control and good
communication are basic palliative care principles highly
recommended to improve the quality of life for patients with
HF [5]. Although relatively underexplored, digital health [6]
innovations (ie, telehealth, wearabl e devices, and mobile health
[mHealth]) provide modern opportunitiesfor patients and their
socia convoy to engagein palliative care [7-11].

Although there is a need, few studies focus on HF-specific
mHealth in palliative care or mHealth supports for the social
convoy. A systematic review of mHeadth in palliative care
reports that the primary uses of mobile apps are for biological
and clinical monitoring (75% of the apps), disease
self-management (64% of the apps), and therapeutic patient
education (50% of the apps) [12]. One pilot inthe review targets
patients with HF and has found that the use of the HF mobile
app improves self-care management [13]. Another study
involving HF patients and their informal caregivers shows
mHealth may decrease risk of HF exacerbations and improve
caregiver communication [14]. While there are early indicators
that patients and caregivers benefit from mHealth, providers
also express enthusiasm about the potential of mHealth in
palliative care [15-17]. Palliative care providers recommend
digital health innovationsin the areas of telehealth, client health
records, and personal health tracking [17].

Quiality testing in mHealth includes acceptability and usability
as standard and essential in the field. Acceptability testing is
usually completed first, followed by usability testing. Thistype
of testing, for example, allows researchersto increase confidence
that subsequent research on the efficacy of a tool produces
outcomes that ensure null or negative outcomes are not due to
poor tool function. Essentially, acceptability testing in mHealth
assists with determining the level of meaningful engagement
with the app; otherwise, if not engaging, the app will not be
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used, which may affect retention over time [18]. Usability
testing, on the other hand, highlights the need to adapt the apps
to users’ needs to create more usable tools [19] and ensure an
app can be used theway it wasintended by the specific audience
for the tool [20].

Given thelimited accessto HF-specific palliative care mHeal th,
the Social Convoy Palliative Care Mobile Intervention,
Convoy-Pal, was developed in response to a need for self-care
strategiesfor both older adultswith HF and their social convoys.
Convoy-Pal was co-designed with older adults, caregivers, and
health care providers[21] under theclinical guidelinesestablish
by the National Coalition for Hospice and Palliative Care [22].
Asastep in the co-designing process, this study wasto test the
acceptability of Convoy-Pal among older adults with HF and
their caregivers.

Methods

Convoy-Pal Platform

The authors are researchers at the mHealth Impact Lab [23]
who contract with Routinify, Inc, [24], a vendor that delivers
the Convoy-Pal intervention. Routinify offers a variety of
software and hardware tools that are publicly available; costs
vary based on the tools provided and can range from US $50
to $100 per patient. In this case, Routinify assists with the
delivery of the Convoy-Pal intervention to older adultsand their
social convoys. However, Routinify isonly permitted to deliver
Convoy-Pdl in contract with the mHealth Lab and isnot engaged
in the clinical research (ie, they are not involved in the study
instruments, data coll ection, management, analysis, or designing
the protocal).

Convoy-Pal is designed with the following care domains:
physical, psychological, social, spiritual, near end of life, ethical
and legal, and knowledge about palliative care overall.
Convoy-Pal includes a palliative care assessment with
self-monitoring and resource tools for each domain. For
example, the near end-of -life aspects of care (Figure 1) includes
information regarding grief support and self-care and provides
an opportunity for life review activities. This also includes
resources on how to communicate unaddressed concerns and
identify a support group for social support. Convoy-Pal tools
and content are designed to be delivered via WellAssist by
Routinify, Inc. WellAssist is a personal point-of-care app and
associated internet-connected medical devices. The app’s core
is based on behavioral modifications in line with the overall
plan of care. The app is designed so that all members within
the socia convoy can access and use the Convoy-Pd
intervention.
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Figure 1. Near end-of-life aspects of care.
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Ethics Approval and Considerations

Study procedures were approved by the Colorado Multiple
Ingtitutional Review Board (number 18-0973). All participants
electronically consented to participate. Convoy-Pal collects
assessments, including smartwatch-captured vital information,
regarding mental health and overall well-being datafor the older
adult patient and caregivers. It is ethically sound to obtain
consent from ol der adultsto share their health information with
their caregivers as we did for this study; however, older adult
patients also have the option not to share their health information
with their caregiversif desired.

Recruitment

Potential patient participantswereidentified from the UCHealth
University of Colorado Hospital health system’s electronic
medical record. Potential participantswere aged at least 65 years
at the time of recruitment and had been hospitalized at the
UCHealth Hospital more than 2 times for HF in the year prior
(January 2020-2021). Participantswere currently living in their
homes and receiving follow-up HF care. We mailed a study
invitation letter with an opt-out contact option. Patients who
did not opt out were then contacted by phone for recruitment
and asked to self-identify social convoy caregivers.

Data Collection

Two research coordinators (JPV and IM) interviewed
participants via Zoom to gain feedback on Convoy-Pal.
Participants were exposed to sections of Convoy-Pal throughout
the interview process, which lasted between 40 minutes to 1
hour. Participants were shown the Convoy-Pal hardware, which
consisted of the tablet, watch, and charging station, and the
web-based system portal and mobile app during the interview.
Participants were also shown Convoy-Pal features such as goal
setting and planning, monitoring options, daily check-in and
calling features, convoy caregiver assessments, and palliative
care resources. During the exposure to Convoy-Pal, participants

https://aging.jmir.org/2022/4/e35592
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completed a self-report acceptability measure and were asked
to provide open-ended feedback.

For self-report acceptability, participants compl eted the Mobile
Application Rating Scale: User Version (UMARS) survey [25].
The UuMARS survey comprises 4 objective quality
subscales—(1) engagement with the app, (2) functionality and
users perceived functioning of the app, (3) aesthetics, and (4)
users perception of the quality of the information [25]—to
determine app quality mean score. UMARS has 2 optional
subscalesthat can be used depending on the aims of the research.
These 2 subscales are the app subjective quality scale, which
can be reported as individual items, and the perceived impact
scale, which obtains information on the knowledge, attitudes,
and behavior change toward improving health behavior [25].
All items are assessed on a 5-point scale, with auMARS score
of 5 considered excellent while a score of 1 isinadequate [26].
The uMARS is shown to have high interrater reliability for
evaluating the quality of mHealth apps on well-being, for
example [25,27].

For open-ended feedback, the tablet and smartwatch were
introduced and displayed over Zoom to the participants. We
used a semistructured interview guide (Multimedia Appendix
1) to ask the participants questions and their opinionsregarding
the hardware, goa setting and planning, monitoring options,
daily check-in and convoy calling options, portal and mobile
app for convoy, convoy assessments, and COnvoy resources.
Notes, recommendations, and opinions from participants were
archived into Qualtrics (Qualtrics) [28], data management
software, asthe interview was being conducted. The final data
captured were stored and saved in Qualtrics with their study 1D
numbers.

Data Analysis

The UMARS survey data was analyzed using Excel (Microsoft
Corp) calculation mechanisms and descriptive frequencies
including mean scores for both caregivers and patients. Once
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al the interviews were complete, the qualitative data were
moved from Qualtrics to NVivo 12 (QSR International) [29],
a qualitative research software package, for analysis. A
preliminary codebook was created, incorporating explicit
domains from the interview guide (deductive themes) by a
research assistant (JPV). A descriptive qualitative approach [30]
was then used to identify themes and subthemes [31,32]. The
codebook and final datainterpretation were discussed in agroup
with all authors. No member checking was conducted.

Results

Participants

We recruited 26 participants (16 patients and 10 caregivers)
from the University of Colorado Denver and its affiliate, the
University of Colorado Hospital. Patientsand convoy caregivers

Table 1. Participant technology use.

Villalobos et d

participated together or separately depending on the patient’s
ability to participate in the interview. Patients were primarily
males (9/16, 56%), White (14/16, 88%), and had a mean age of
76 (SD 5) years. Caregivers were predominantly female (7/10,
70%), White (7/10, 70%), and had a mean age of 71 (SD 10)
years. Patients were married (12/16, 75%) and had a
postgraduate degree (8/16, 50%), with 44% (7/16) having an
income of US $30,000 or more and 82% (13/16) owning an
iPhone, Android, or a regular or basic phone (Table 1).
Similarly, most caregivers were married (8/10, 80%) and had
acollege or postgraduate degree (7/10, 70%), with 50% (5/10)
making US $30,000 or more; 40% (4/10) of caregivers chose
not to answer the question regarding their income. All of the
caregivers owned an iPhone, Android, or aregular basic phone
(Table 1). Dueto small cell sizes, demographic categorieswere
collapsed and are not reported in the table.

Technology use

Patients, n (%) (n=16)

Caregivers, n (%) (n=10) Total, n (%) (N=26)

Cell phone
Basic phone: iPhone, Android, or regular or basic phone 13(82) 10 (100) 23(84)
| do not have a cell phone 1(<1 0 1(<1)
Did not respond 2(13) _a 2(H
Digital activity
Email 16 (100) 10 (100) 26 (100)
Look up information 16 (100) 10 (100) 26 (100)
Use social media 16 (100) 6 (60) 22 (84)
Post and share pictures or videos 15 (94) 9(90) 24 (92)
Read or post comments 15 (94) 10 (100) 25 (96)
Play computer games 14 (88) 10 (100) 24 (92)
Video chat 16 (100) 10 (100) 26 (100)
I nstant message or chat rooms 13 (82) 7 (70) 20 (76)
3ot applicable.
Acceptability 4.22, SD 0.75), followed by Section C: aesthetics (mean 4.13,

Mobile Application Rating Scale: User Version

Overall, the acceptability feedback from users was good. The
UMARS mean score was 4.00 (SD 0.78) among patients and
3.92(SD 0.83) among caregivers, with an overall uUMARS mean
score of 3.96 (SD 0.81) among both groups (Table 2). Patients
and caregivers showed the most concordance with Section D:
information scale and the most discordance with Section C:
aesthetics (Table 2). Further description of the mean, standard
deviation, and minimum and maximum val uesfor the subscal es
of the UMARS are provided in Multimedia Appendix 2.

Examining uMARS domain scoresindividually, we found that
patients gave Section D: information the highest rating (mean

https://aging.jmir.org/2022/4/€35592

SD 0.73), Section B: functionality (mean 3.87, SD 0.85), and
Section A: engagement (mean 3.80, SD 0.79). Patients scored
the app’s subjective quality scale amean of 4.01 (SD 0.70) and
the perceived impact of the app on the user's knowledge,
attitudes, and intentions related to the target health behavior a
3.64 (SD 0.96). Similarly, caregivers scored Section D:
information the highest (mean 4.21, SD 0.64), followed by
Section C: aesthetics (mean 3.89, SD 0.72), Section B:
functionality (mean 3.82, SD 1.0), and Section A: engagement
(mean 3.77, SD 0.96). The app subjective quality scale was
rated mean 3.56 (SD 1.23) and perceived impact was rated mean
3.13 (SD 1.20) among caregivers.
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Table 2. Mean, standard deviation, and range values for the subscales of the uUMARS (Mobile Application Rating Scale: User Version).

Patients Caregivers

Mean (SD) Range Mean (SD) Range
Section A: engagement 3.80(0.79) 2.25-5.00 3.77 (0.96) 2.40-5.00
Section B: functionality 3.87(0.85) 2.00-5.00 3.82(1.00) 2.50-5.00
Section C: aesthetics 4.13(0.73) 3.33-5.00 3.89(0.72) 3.00-5.00
Section D: information 4.22 (0.75) 2.50-5.00 4.21(0.64) 3.50-5.00
Total 4.00 (0.78) _a 3.92(0.83) —

3Not applicable.
Goal Setting

Open-Ended Feedback

Five main themes were identified after receiving open-ended
feedback: goa setting, monitoring tools, daily check-in call
feature, portal and mobile app, and convoy assessment.
Representative quotes for themes and additional subthemesare
reported in Table 3.

Table 3. Participant feedback (N=23).

Participants expressed the need for the goal-setting section to
provide realistic and obtainable goals. For example, it was
expressed that goal setting should be addressed monthly, not
weekly. Additionally, participants expressed that they would
like an option to add a comment box to include other action
items and or commentary for their goals.

Theme Subthemes Representative quote

Goal setting Obtainable goals

Comment section

“Questions should be addressed monthly not weekly.” [72-year-old participant]
“Providefill-in-the-blank options.” [75-year-old participant]
“Would like to see prompting feedback if things are not okay.” [84-year-old participant]

“Add ways to detect stroke and falls down the stairs.” [74-year-old participant]

Monitoring tools Added features
Reminders Checklist
getting general messages.”
Portal and mobileapp Thresholds
ticipant]
Convoy assessment  Wrong approach

“Design achecklist of all of the medication a person takes for specific medication notifications versus

[71-year-old participant]

“Would like to see thresholds on the graphs to determine who should be consulted.” [74-year-old par-

“if [acaregiver] isin crisismode, they will not fill out the questions...thisis not beneficial for patients

who need extra help and support.” [72-year-old participant]

“They would not answer those questionnairestruthfully because they were not rai sed to share emotions
growing up.” [78-year-old participant]

Monitoring Tools

Participants agreed that the monitoring tools were helpful for
people with HF and other chronic conditions. Feedback to
improve the monitoring tools included the addition of other
features, such as feedback prompting concerning vitals,
electrocardiogram measures, fall detection, stroke indicators,
and heart pal pitation monitoring.

Reminder and Call Feature

Most of the participantsliked the daily check-in and call feature.
One participant said “...the feature is good for people who live
alone and want to keep in contact viaFaceTimewith their loved
ones’ (72-year-old participant). A few participantswho disliked
the daily check-in feature expressed that some patients might
feel burdened by the frequency of check-ins. Others indicated
the feature was redundant asthey could schedule remindersand
calls through their personal phone instead. One suggestion
included designing a checklist of al of the medication aperson
takes and getting notifications on those specific mediations
versus just getting a general message.

https://aging.jmir.org/2022/4/€35592

Portal and Mobile App

Themajority of the participants|liked the portal and mobile app.
The participants appreciated that the portal, charts, and layout
of the mobile app were clear and concise. Participantsalso liked
the opportunity to share access to persona data with family
members. Feedback from 2 participants included adding
thresholds to the graphs to determine who, such as a provider
or family member, should be consulted, and adding instructions
on who to call with concerns.

Social Convoy Assessment

Participants provided many recommendati onswhen asked their
opinions about convoy assessment. Many participants were
hesitant about the caregiver assessments due to time, burden,
and specific assessment topics. For example, in the domain of
emotional assessment, a participant said “if [acaregiver] is[in]
crisis mode they will not fill out the questions...this is not
beneficial for patients who need extra help and support” (Table
3). Another participant expressed that “they would not answer
those questionnaires truthfully because they were not raised to
share emotions growing up” (Table 3). Additionaly, a
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participant expressed that some assessments should be addressed
in person and not via the tablet. Other themes that arose from
the feedback included ensuring assessmentsare HIPAA (Health
Insurance Portability and Accountability Act) compliant and
appropriate language is used. For example, one participant
responded, “The | feel sad’ language might not be appropriate
for people because they are not readily going to admit that they
are sad” (71-year-old participant). Participants also suggested
that the assessments should not take too long to compl ete.

Discussion

Principal Findings

Convoy-Pal is designed to increase access to paliative care
resources and self-management in the setting of HF
Acceptability testing is essential because it results in a better
quality product. In this acceptability and usability study, the
Convoy-Pdl is considered acceptable and a good quality app,
based on the UMARS scores among older adults with HF and
their caregivers. Older adult patients and caregivers also
provided recommendations for improving Convoy-Pal, which
included adding comment sections, designing a checklist for
medications, including thresholds on graphs for interpretation,
and adding features such as fall detection. Based on this
feedback, authorswill update and continueto assess Convoy-Pdl
for usability and feasibility.

Although there are few high-quality HF mobile apps [33]
assessed for acceptability, functionality, and efficacy [33,34],
our findings are supported by other empirical studies. For
example, palliative care patients found a mobile mortality risk
tool acceptable to use [35]. Additionally, using wearables for
monitoring palliative care was also feasible [36,37], atool that
Convoy-Pal offerswith its smartwatch. Similar to the feedback
provided for Convoy-Pal, a commentary article, systematic
meta-review, and qualitative study [15,38,39] report the need
to track relevant information, receive education pertinent to
health for older adults, and provide information sharing such
as medication use.

Aside from HF apps specifically, digital health interventions
overal have the potential to improve the accessibility and
effectiveness in palliative care, as reported by a recent
systematic meta-review [38]. Palliative care is one area where
technologies are increasingly being deployed. Although
leveraging existing resourcesfor palliative careisone approach,
mHealth interventions targeting palliative care enable patients
increased access to this resource without spending time or
traveling to locations [40]. mHealth palliative care allows ol der
adultsto participatein and govern their care. For example, they
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do this by self-reporting symptoms and needs, which improves
communication with providers and caregivers [38,41,42].
Traditional palliative care resources do not provide a
self-governing el ement in this unique way.

Additionally, HF mobile interventions rarely target the socia
convoy or palliative care domains. Therefore, Convoy-Pal would
contribute to the advancement of palliative care and HF mHealth
while also advancing a team approach to information sharing
and targeting family- and caregiver-specific issues [43].
Convoy-Pal has the potential to support older adults with HF
and their social convoy in the management of physical,
psychosocial, and spiritual concerns.

Limitations

Firgt, dueto university and state COVID-19 restrictions, research
assistants were not able to meet with older adult and caregiver
participants to physicaly interact with Convoy-Pa on the
Routinify tablets or complete assessmentsin person. Researchers
therefore collected acceptability and usability data by displaying
Convoy-Pal and dl itsfeatures remotely to participantsfor about
1 hour through Zoom. Second, the uUMARS survey, for this
reason, was modified by our team to reflect the following 2
optional responsesfor all subscales of the survey: (1) “Optional:
Missing due to lack of time with app” and (2) “Optional: Did
not feel comfortable answering.” If the participant did not feel
comfortable answering the uUMARS questions dueto their belief
that there was not enough time to explore Convoy-Pal, then
they could select either optional response. The minor
modifications made to the uUMARS had not previously been
tested and therefore may have reduced the vaidity of the original
items. Physical interaction with the hardware may haveyielded
additional user feedback. Last, the study was further limited by
small sample size and asingle health system as well aslack of
diversity representative of the local community. Acceptability
and usability of Convoy-Pa may differ in other regional areas
and varying accessto health care.

Conclusion

HF isaleading cause of death in the United States, and mHealth
provides opportunities for patients and their social convoy to
participate in palliative care. In our study, 16 older patients and
10 caregiverswereinterviewed and asked to completeauMARS
assessment and provide open-ended feedback. Overall, older
patients and their caregivers perceived Convoy-Pal asacceptable
with good usability. Although in-person usability testing is
needed, Convoy-Pal was perceived acceptable and may
ultimately increase access to palliative care resources and
facilitate self-management among older adults with HF and
their caregivers.
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Abstract

Background: Postfracture acute pain is often inadequately managed in older adults. Mobile health (mHealth) technologies can
offer opportunities for self-management of pain; however, insufficient apps exist for acute pain management after a fracture, and
none are designed for an older adult popul ation.

Objective: Thisstudy aimsto design, develop, and evaluate an mHealth app prototype using a human-centered design approach
to support older adults in the self-management of postfracture acute pain.

Methods. Thisstudy used amultidisciplinary and user-centered design approach. Overall, 7 stakeholders (ie, 1 clinician-researcher
specialized ininternal medicine, 2 user experience designers, 1 computer science researcher, 1 clinical research assistant researcher,
and 2 pharmacists) from the project team, together with 355 external stakeholders, were involved throughout our user-centered
development process that included surveys, requirement elicitation, participatory design workshops, mobile app design and
development, mobile app content development, and usability testing. We completed this study in 3 phases. We analyzed data
from prior surveys administered to 305 members of the Canadian Osteoporosis Patient Network and 34 health care professionals
to identify requirements for designing a low-fidelity prototype. Next, we facilitated 4 participatory design workshops with 6
participants for feedback on content, presentation, and interaction with our proposed low-fidelity prototype. After analyzing the
collected data using thematic analysis, we designed amedium-fidelity prototype. Finally, to evaluate our medium-fidelity prototype,
we conducted usability tests with 10 participants. The results informed the design of our high-fidelity prototype. Throughout all
the phases of this devel opment study, we incorporated inputs from health professionals to ensure the accuracy and validity of the
medical content in our prototypes.

Results: We identified 3 categories of functionalities necessary to include in the design of our initial low-fidelity prototype: the
need for support resources, diary entries, and access to educational materials. We then conducted a thematic analysis of the data
collected in the design workshops, which revealed 4 themes: feedback on the user interface design and usability, requests for
additional functionalities, feedback on medical guides and educational materials, and suggestions for additional medical content.
On the basis of these results, we designed amedium-fidelity prototype. All the participantsin the usability evaluation tests found
the medium-fidelity prototype useful and easy to use. On the basis of the feedback and difficulties experienced by participants,
we adjusted our design in preparation for the high-fidelity prototype.

Conclusions. We designed, developed, and evaluated an mHealth app to support older adults in the self-management of pain
after a fracture. The participants found our proposed prototype useful for managing acute pain and easy to interact with and
navigate. Assessment of the clinical outcomes and long-term effects of our proposed mHealth app will be evaluated in the future.
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Introduction

Background

The rate of incidence of fractures is increasing globally,
particularly in older adults [1]. Fractures are associated with
acute pain, loss of autonomy, anxiety, recurrent falls, and, in a
significant proportion, transition to chronic pain syndromes
[2-4]. Furthermore, 74% of the patients visiting the emergency
department, including those who present with at |east moderate
pain after afracture or dislocation, are discharged with moderate
to severe pain [5].

Multimodal approaches, including the use of medications,
restorative therapies, and behavioral and complementary health
approaches, are recommended for the management of acute
pain conditions, including pain experienced following askeletal
fracture [6,7]. Despite a series of guidelines established by the
US Ingtitute of Medicine and the American Pain Society to
manage pain [2,3], acute pain is underrecognized and
undertreated in older adults both in and out of the hospital
setting, leading to negative clinical outcomes [2]. In response
to inadequate outpatient acute pain management, the US
Department of Health and Human Services has emphasized the
need for individualized self-management programs to support
older patients in coping with and reducing their pain through
pharmacological and nonpharmacol ogical methods [6].

With the increased availability and use of mobile health
(mHeslth) tools on smartphonesthat are commercially available
to users, thereis a growing opportunity to develop mobile apps
offering individualized pain management. Thetypes of mHealth
mobile apps that have been shown to have common clinical
value offer at least one of the following: supporting clinical
diagnosis, promoting behavior change and increasing patient
adherence with treatment plans, supporting self-management
of a condition, or delivering disease-related education [8].
However, systematic and scoping reviews have found that most
mHealth apps were developed for chronic pain rather than for
acute pain management [9-12]. A recent scoping review focused
on mHealth in the context of surgery found that out of 13
studies, only 5 focused on addressing postsurgery acute pain
[13]. These 5 studies aimed to reduce postoperative pain in
patients by monitoring opioid use [14-16] and encouraging
therapeutic adherence via smartphone functionaities such as
alarms and accelerometers [17,18]. Among the mobile apps
publicly availablefor iOS and Android devices, options catering
specifically to acute pain are limited. A systematic review of
commercialy available pain management apps recommended
3 apps: Curable, Pathways, and Vivify; however, al of these
appsweredesigned for chronic pain [19]. The systematic review
found Achy Penguin to be the only available app in Canadathat
specifically manages acute pain, but it is designed for young
children and does not fulfill the needs of older adults [19].
Previous studies on the use of mHealth to manage pain were
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promising in improving pain outcomes, but more research is
required in thisfield, asmany mHesalth appsremain unvalidated
by scientific means [12,20-22].

In addition, most of the pain management mHealth apps are
designed without the involvement of health care providers[12]
and older adults, resulting in appsthat areill-suited for an older
audience [9,22]. Thus, there is a gap in the availability of
innovative evidence-based mHealth tools and solutions to
support older patients in the management of their acute pain
once they |eave the hospital.

Objectives

This study aimed to design, develop, and evaluate an mHealth
app prototype to support older adults in the self-management
of postfracture acute pain using ahuman-centered design (HCD)
approach, which involvesfocusing on understanding the context
of use, needs, and problems of the end users to develop the
technological solution[23,24]. The main focus of thisappison
medication management and adherence with support for other
pain management needs such as educational materials and
external availableresources. The novelty of our work liesinthe
design and development process of the mHealth app, as we
established evidence-based design requirements for our
prototype and included ol der adults and health care professional's
in the process.

Methods

Ethics Approval

Approva was obtained from the research ethics board of the
Research Institute of the McGill University Health Centre
(approval number 2021-7611), and all participants provided
informed consent.

Overview

We reviewed the literature and conducted an informal
competitive analysis to identify mobile apps available in the
literature and on the market to manage postfracture acute pain.
We did not find any apps that were deemed suitable and
clinicaly valid for older adults to manage their pain after a
fracture. Thus, we aimed to develop a high-fidelity mHealth
prototype app. We used an HCD approach to ensure that the
end product was effective and efficient for the target users[25].

First, we identified the design requirements for a low-fidelity
prototype using the results from prior surveys of members of
the Canadian Osteoporosis Patient Network and clinicians. Next,
we facilitated a series of participatory design workshops with
older adults who had experienced a fracture and iteratively
developed a medium-fidelity prototype. To find areas for
improvement and gather evidence on the usability of our
medium-fidelity prototype, we conducted usability tests, a
method for hunting design and interaction problems in an
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interface [24]. Finally, we designed a high-fidelity prototype
based on theresults of the usability tests (Figure 1). In addition,
throughout the low- and medium-fidelity prototype phases of

Tran-Nguyen et a

the study, we validated the content of our app through
one-on-one discussions with pharmacistsin our network.

Figure 1. The iterations of our mobile health app from (A) sketches, (B) low-fidelity prototype, (C) medium-fidelity interactive prototype, and (D)
high-fidelity interactive prototype. The pages shown below display the logging pain functionality.
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Phase 1—Initial Design Requirements

Overview

We used the information gathered through previous surveys
administered by our research team with 305 members of the
Canadian Osteoporosis Patient Network and 34 hedlth care
professionals (physicians, nurses, physiotherapists, and
pharmacists). We used the results of the surveys to gather data
from a large population to determine the content and
functionalities needed when developing an mHealth app for
acute pain self-management. The question asked in the survey
to both groups was as follows: What do you believe to be the
most important (1) content to include and (2) the functionalities
to have on amHealth app to empower adults aged >60 yearsto
manage acute pain at home after discharge from the emergency
department, following management of askeletal fracture?

Data Analysis

The results of the surveys were analyzed to identify design
requirements, high-level functionalities, and use cases by means
of hierarchical task analysis specifically for the purpose of
developing our prototype [26]. In addition, we identified alist
of accessibility design guidelines for older adults from the
literature [27-30]. Examples of accessibility guidelinesthat we
considered in our design included using large font sizes, high
color contrasts, large buttons, simple gestures, consistent layouts,
and flattened menu structures. In addition to these accessibility
guidelines, we opted for a hub-and-spoke navigation pattern in
which users have to backtrack to the home page to access
another part of the app, as prior studies have demonstrated that
this pattern is easy to navigate for older adults [31,32].

We discussed and iterated sketches of the app within our
multidisciplinary team, which included a clinician-researcher
speciaized in internal medicine, 2 user experience designers,
acomputer science researcher, and aclinical research assistant.
Once we finalized the initial design of our app, we converted
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the sketches to a digital low-fidelity prototype using Axure
(Axure Software Solutions Inc).

Phase 2—Participatory Design Wor kshops

Recruitment

In total, 6 older adults from Canada were recruited to take part
in 4 participatory design workshops. Inclusion criteria for the
workshop participants were as follows: they must (1) be aged
>50 years; (2) have sustained at |east one skeletal fracture after
the age of 40 years; (3) be ableto communicate in English; and
(4) have access to the internet and own a desktop computer or
laptop computer with a camera and microphone.

Procedure

Participatory design isamethod that empowers usersto become
co-designers, inviting them to actively participate in the design
process [33,34]. As such, we decided to conduct participatory
design workshops so that our targeted end users could directly
influence the design. The objective of these design workshops
was 2-fold: to obtain feedback on the digital low-fidelity
prototype and to uncover unanticipated requirements. We
obtained informed consent and demographic information before
commencing the participatory design workshops. Wefacilitated
4 workshops with the same group of participants from March
2021 to July 2021. We conducted the workshops remotely over
Zoom (Zoom Video Communications) and audio and video
recorded the workshops. Three members of the research team
were present during the workshops. One moderated the session;
one assisted the moderator in answering questions; and one
observed and took notes, occasionally asking confirmatory
guestions. The participants were shown the prototype through
Zoom's screen-sharing functionality during the workshops. The
aim of the first 3 workshops was to seek feedback and
suggestions on different parts of the prototype. Upon analyzing
the data gathered in the first 3 design workshops, we designed
an interactive medium-fidelity prototype, ensuring that all issues
raised during the first 3 workshops were addressed. Finally, we
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demonstrated the medium-fidelity prototype as a whole in the
fourth workshop for afinal round of feedback.

Data Analysis

Two members of our research team were responsible for the
thematic analysis following the steps proposed by Braun and
Clarke [35]. The goal of this analysis was to summarize the
feedback on our prototype and uncover additional user needs
that were missed in phase 1 of the study. In the first step, the
analysts read the transcripts from the first 3 design workshops
and took notes. In the second step, they reviewed the transcripts
and generated initial codes. The codes were then compared for
agreement and subsequently applied to the fourth design
workshop transcript. Our analysts used Quirkos (Quirkos
Software) to facilitate the coding process. In the third step, they
generated the initial themes, which were then reviewed in the
fourth step. In the fifth step, another member of the team
contributed inputs to further refine the themes. Finally, in sixth
step, we as a group chose representative quotes for each theme
and summarized our findings.

Phase 3—Usability Testing

Recruitment

We recruited a convenience sample of 10 older adults from the
Greater Montreal Area (Quebec, Canada) to participate in
usability tests. Inclusion criteriawere asfollows: the participants
must be (1) aged =50 years, (2) have sustained at least one
skeletal fracture after the age of 40 years, (3) be able to
communicatein English, and (4) have accessto theinternet and
own a desktop computer or laptop computer with acameraand
microphone. These participants had not participated in the
second phase of our study and did not have any prior knowledge
of our app.

Procedure

To gain information about users behaviors while naturally
using the product, we decided to conduct observational studies
monitoring the use of our app by the users [36]. Following the
guidelines in the literature [37], we used an iterative approach
for our usability tests by dividing them into batches. Three
participants did the initial test. We then addressed the most
glaring usability issues and tested the app again with 4
participants. Finaly, we tested the app with 3 additional
participants. Because of the iterative nature of our prototype,
wedid not report quantitative data, such as error frequency. We
collected informed consent and demographic information before
the usability testing sessions. The same person moderated testing
sessions remotely via Zoom, and we audio and video recorded
the sessions. The moderator sent a secure link over the Zoom
chat and instructed the participants to open the link to the
medium-fidelity prototype in their browser and share their
screen. Studies have demonstrated that using emulators is an
acceptable method of mobile usability testing [38]; thus, we
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used amabile device emulator on a desktop to test the mHealth
app prototype. We chose to use an emulator for ease of use, as
most participants were more familiar with using Zoom on their
computers than on their mobile phones. The moderator asked
the participants to use the different functionalities within the
app while thinking back about their latest fracture experience.
For example, “Think back to the time you broke one of your
bone(s). Let's say you've just taken two tablets of Tylenol for
your pain. How would you keep track of your medication intake
using the application?’. They were a so instructed to think aloud
using a concurrent think-aloud approach [39]. Throughout the
usability test, the moderator took notes on any difficulties the
participants experienced. At the end of the usability test, the
participants answered open-ended questions about their overall
experience with the medium-fidelity prototype. The usability
test script is presented in Multimedia Appendix 1.

Data Analysis

We transcribed the audio recordings of the usability test sessions
to uncover any usability problems that may have been noted
during the sessions. We analyzed and classified the errors that
the participants made while performing each task and reviewed
the answers to the open-ended questions.

Results

Phase 1—I nitial Design Requirements

Surveys were conducted with 305 members of the Canadian
Osteoporosis Patient Network (80% aged >60 years; 75% had
a previous fracture) and 34 clinicians comprising physicians,
nurses, physiotherapists, and pharmacists. We identified 3
categories of functionalities to be included in the app: support
resources, diary, and educational materials (Multimedia
Appendices 2 and 3 provide the full list of requirements). The
support resources guide the users on how to use the app and
when and where to seek medical assistance after fractures. The
diary functionalitiesrecord the pain levelsand medication intake
of the users. The educational materials provide information on
pain management, healing and recovery, mobility, and
psychological well-being. We then produced a low-fidelity
paper prototype that met all functional and accessibility
requirements (Figure 2).

In preparation for the next phase of the study, we converted the
paper prototype into a digital low-fidelity prototype. As the
prototype was converted, we discussed the designsin the group
and simplified or recategorized some functionalities to reduce
the number of features for ease of use. This reorganization was
also performed in an attempt to further flatten the menu structure
of the app. For example, the “mood diary” and “reports’ in the
paper prototype (Figure 2) were merged with the “pain diary”
inthefirst iteration of the complete digital low-fidelity prototype
(Figure 3).
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Figure 2. Sketches of the home page and three categories of functi onality peges educational materials, support resources, and diary.
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Figure 3. Digital low-fidelity prototype, showing the home page, pain diary page, symptom checker page, educational materials page, and support
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Phase 2—Participatory Design Workshops

Overview

We conducted 4 participatory design workshops with 6
participants (4/6, 67% women; 2/6, 33% men; mean age 76.7,
SD 9.5 years) from March 2021 to July 2021, all the participants
had experienced a fracture after the age of 40 years. In the
resulting codebook (Table 1), four overarching categories
emerged from the thematic analysis of the workshops: (1)
feedback on the user interface and usability, (2) request for
additional app functionalities, (3) feedback on medical guides
and educational materials, and (4) suggestions for additional
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medical educational materials. We do not provide quantitative
information such as counting the number of times information
(ie, words, terms, and sentences) was mentioned, as the goal of
our study wasto reveal unexpected findingsin aninductive data
collection and analysis process, and counting such information
would not have theoretical value [40]. We used the feedback
from thefirst 3 workshopsto design amedium-fidelity prototype
(Figure 4) in which we added and modified the content and
features, refined the visual design, and added interactivity. In
the fourth workshop, participants reviewed our medium-fidelity
prototype, validated the changes, and provided feedback to
further refine our medium-fidelity prototype.
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Table 1. Codebook resulting from the thematic analysis.
Code

Design workshop representative quotes

1. Feedback on app user interface and usability

1.1 Navigation between pages should beintuitive

1.2 Pain scale color scheme should match the
level of pain

1.3 Screens should not be overcrowded

1.4 Users should be provided instructions on
how to interact with the app

1.5 Theapp should limit the number of stepsthe
user has to go through to complete a task

1.6 Urgent medical information should be highly
visible and easily accessible

1.7 The app should have pleasing visual graphics

2. Requests for additional app functionalities

2.1 Medication tracker

2.2 Logging pain reminder

2.3 Warnings for medication overdosage

2.4 Datavisualization of pain entries

2.5 Categorizing contacts in the address book

3.1 App provideshel pful information on red flag
symptoms

3.2 App acts as areinforcement tool for thein-
formation given at the hospital

3.3 App provides helpful information on pain
management strategies

3.4 App dlows for better communication be-
tween the user and their health care provider

3.5 The app should use layman’s terms
3.6 The app should use inclusive language

4.1 The app should provide information about
do’sand do not’s after injury

4.2 The app should guide userswhen and where
to seek medical assistance

4.3 The app should haveinformation about early
mobility

4.4 The app should contain links to external
websites for tailored information about various
injuries

4.5 Theapp should provide personalized medical
content

“The problem when you're a novice is getting back to where you started. | can’t tell you how
many times |'ve had to log out and start al over again.” [Participant 03]

“[Theyellow to red] is arecognized sequence.” [Participant 05]

“Because | don't want to make the screen any busier.” [Participant 02]

“You need to be told to click because we just don’t automatically click.” [Participant 03]

“It could be as simple as a button you push when you take your medication.” [Participant 01]

“If you click onit, it [could] take you over to more information on why ared flag symptomis
important to act on immediately.” [Participant 01]

“Areyou going to add any graphics[...] where you put all that whitespace?’ [Participant 01]

“| found it very helpful to make alist of when | took the medication because you think you'll
remember, but you don’t.” [Participant 02]

“But could it also prompt you with, you know, the time for your next recommended time for
your [...] next evaluation of pain?’ [Participant 01]

“Will [the application] tell you to make sure that you don’t take any more narcoticsif you have
extreme pain? Because that will be a very bad thing for you.” [Participant 04]

“1"m thinking of the Environment Canadaweather app. What we could doishavethe pain scale
on the vertical axis and the times across the bottom.” [Participant 01]

“Your contact afterwards may not be your family doctor. So [you may need more than] only
one health professional contact that you can put in the app.” [Participant 02]

3. Feedback on app medical guides and educational materials

“1 like the idea of red flag symptoms because those are the things that you should address im-
mediately.” [Participant 01]

“So this, to me, is areinforcement of stuff you've already been told.” [Participant 02]

“He was given no advice on pain [management], so | think thisis excellent.” [Participant 06]

“It's difficult for them to share what it has been like for the past 6 weeks or whatever, and the
tool will help them communicate that to their doctor.” [Participant 02]

“Tightnessin the throat might be better explained as difficulty in swallowing.” [Participant 05]

“The ‘back on your feet'—it'sjust sensitive to people, let's say they’rein awheelchair, right?’
[Participant 02]

4. Suggestions for additional medical educational materials

“So, there's really some do’s and don't’s that you should know when you leave the hospital ”
[Participant 02]

“Isthere going to be a point where [the application] says, at what stage should you contact your
doctor to discuss something else to help better alleviate your pain?’ [Participant 02]

“We're concerned about how to manage not only the pain but the movement.” [Participant 03]

“Isthere awebsite or something that you could direct peopleto so that they could get [...] infor-
mation [...] for immediate aftercare of a spinal fracture?’ [Participant 03]

“With avertebral fracture, you're handed your pain medication, and you were out in the cold.
So some kind of very specific suggestions concerning coping with a vertebral fracture [would
be nice to have in the application].” [Participant 03]
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Figure4. Digital medium-fidelity prototype, showing the home page, pain diary page, symptom checker page, educationa materials page, and medication

log page.
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Feedback on User I nterface and Usability

Participants commented on the appearance and usability of the
app. The participants liked the color scheme used for the pain
scales, which had a spectrum from yellow (toward less pain) to
red (toward more pain) that wasintuitive. They a so liked having
an option to easily return to the home page viaalargeicon on
the header. The participants wanted urgent medical information,
such as warnings for life-threatening symptoms, to be easily
discernible from the rest of the content to create a sense of
urgency. Participants wanted explicit step-by-step instructions
on how to interact with the app, such as “Please tap here to
continue” and an explanation of the rationale behind each
functionality. They pointed out usability issues, such as crowded
screens, unintuitive navigation, and poor content discoverability.

We resolved any usability issues pointed out by the participants
asour priority because we consider these to be impedimentsto
using the app effectively. These changes were made after each
workshop and included (1) decreasing the complexity of the
app by removing unnecessary screens; (2) making important
information more salient by bolding it with high-contrast colors
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(eg, red); (3) providing tutorials, in the form of pop-ups, with
instructions and explanations on functionality use and benefits;
and (4) adding more icons and illustrations to aid navigation
and make the app aesthetically pleasing.

Requests for Additional App Functionalities

The participants proposed additional functionalities to be
included in the app that would be helpful for pain management.
Namely, the participants felt that reminders to log their pain
would motivate them to use the app; they wanted to visualize
their pain levels on a chart as time progresses, as this would
facilitate at-a-glance monitoring; participants indicated having
difficulty keeping track of their medication intake owing to high
levels of pain and the brain fog caused by pain medication; and
they requested functionalities to keep track of their intake and
to warn them if they attempted to take medications at a higher
frequency than prescribed. Although participants appreciated
the contact book of health care providers in the app, they
indicated that it would be useful to be able to categorize
contacts; this function will help them and their caretakers to
quickly identify who to call.
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Consistent with the demands of the participants, we designed
and implemented these functionalities after the first 3
workshops. These included (1) reminders to log pain entries;
(2) a medication diary, which included warnings if the user
attempted to record medication intake too often; and (3) the
ability to categorize contacts as“ Family Doctor,” “ Pharmacist,”
“Occupational or Physical Therapist,” “Homecare,” “Clinic,”
“Hospital,” and “Other” when saving a contact in the app. We
then presented and validated these new functionalities in the
fourth workshop, which were all well received.

Feedback on Medical Guidesand Educational Materials

Participants responded favorably to medical content on acute
pain management; they felt they were not given adequate
information after hospital discharge and that the mHealth app
would provide useful information. Participants also saw the
value of the “pain diary,” as it would allow them to monitor
their pain levels and communicate their pain journey more
effectively with their health care providers. Participants critiqued
some of the wordings of content in the app. In responseto their
comments, we simplified medical jargon into layman’slanguage.
We also changed the wording to offer amoreinclusive language.

Suggestions for Additional Medical Content

Although the participants perceived the medical content on
acute pain management as satisfactory, they indicated that the
app lacked recovery and early mobility information.
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Furthermore, 2 participants stressed the importance of including
information about early maobility when recovering frominjuries
such as hip or vertebral fractures. Participants aso wanted
practical advice regarding when to seek medical assistance,
such as whether they should contact their health care provider
if their severe pain does not abate.

Suggestions for additional medical content were reviewed by
the clinician-researcher in our team and then added to the app.
These included (1) specific practical advice on “dos’ and
“don’'ts’ for different types of injuries to supplement general
advice, (2) an alert encouraging users to seek medical advice
when their painisuncontrolled (3 consecutive pain scoresrated
a >7), (3) resources leading to external links (such as
Osteoporosis Canada) for information outside the scope of this
app, and (4) information on early mohility.

Phase 3—Usability Testing

Overview

We evaluated the usability of our medium-fidelity prototype
with 10 participants (7/10, 70% women; 3/10, 30% men; mean
age 68.6, SD 4.12 years) in October 2021. All the participants
had experienced at |east one fracture after the age of 40 years.
We analyzed the results of the usability test sessions to design
the high-fidelity prototype (Figure 5) and finalized the content,
features, and visual design required in the preparation for
professional app development.
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Figure5. Digital high-fidelity prototype, showing the home page, pain diary page, symptom checker page, educational materials page, and medication

log page.
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Overall Impressions of the App

Participants' overall impressions of the app were positive, with
many indicating that they would have used it if it were available
at the time of their injury.

Ease of Use

All the participants found the app easy to use, including even
those who stated that they usually found new technology
difficult to use:

Even for someonelikeme, | found it easy. But | would
have had my son or daughter to help meif | had any
questions. [Participant 15]

Per sonalization

Each person's experience with fractures was different.
Parti cipants who had minimal pain wereinterested in educating
themselves on their injuries and steps toward recovery rather
than addressing pain:

| didn’t need medication. | had a little pain. [...] So,
for me, general information would have been good
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because there were many things | didn’'t know.
[Participant 09]
Participants who experienced more pain after their fracture were
interested in app functionalities directly related to managing
acute pain, such as recording the time and dosage of pain
medication intake:

| think the very first thing | would be interested in is
the medication log. Because seeing how much | need
to take day to day, | think, iscrucial. [Participant 15]

Communication Facilitator

Participants perceived valuein using the app asacommunication
tool when visiting their health care providers. Participants
thought the pain diary could act as amemory aid to help them
recall their overall health and issues they face:

| think it's great because you go to the doctor and
you sort of forget to say things[...] or you forget to
ask some questions. [Participant 14]
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Types of Difficulties During Task Performance

Overview

Although the overall participants’ experience with the prototype
was positive, the usability tests revealed problemswith the user
interface and areasfor improvement. We addressed the problems
encountered by the participants during the usability testsin the
final version of our prototype. Multimedia Appendix 4 provides
afull list of the identified and resolved difficulties.

I dentifying I nter actable Elements

A few participants failed to notice a button or an input field or
mistook noninteractable elementsfor buttons, such astextboxes
with a border.

Navigation

Lack of navigation affordance caused issues among some
participants. The participants failed to realize that they could
scroll on pages to access information beyond the screen frame.
The hub-and-spoke navigation pattern worked well, as we did
not notice participants struggle with returning to the home page
or accessing different parts of the app. Most of the navigation
problems were related to the nomenclature of the items on the
main menu and some buttons, as participants noted that the
name of the item or the button was not indicative of the feature
or function.

Data Entry Interactions

In someinstances, participants either failed to enter the expected
information or completely missed inputting information.
Incorrect field completion and omission of input may have been
because of the high cognitive effort required to carefully read
guestions or confusion caused by the question’s phrasing.

Lack of Error Recovery

Some parti cipantsinadvertently skipped the onboarding process
because they were unsure if they were required to continue and
pressed the “skip” button.

Feedback Provided During Task Performance

In addition to theidentified usability problems, the participants
provided feedback on aspects of the app that were confusing or
cumbersome.

I nterpretation of Information

Asthe participants navigated to access different functionalities
of our app, tutorials appeared as pop-ups on how to use the
functionality. A few participants skipped some of the tutorials
and noted that they weretoo long. In addition, some participants
indicated that they would have liked the tutorialsto explain the
reasoning and benefits of using a certain feature. For example,
they wanted to know how long they should be using the pain
diary and how it would help them manage their pain.

High Loads of Cognitive Effort Required

Some participants indicated that they would not use the Brief
Pain Inventory—short form part of the “pain diary” regularly,
as they thought it took too long to complete. The Brief Pain
Inventory—short form is a 10-item, validated and
self-administered questionnaire to assess pain and itsimpact on
daily functioning [41]. In addition, most participants had trouble
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remembering which medications and dosages they were
prescribed when the app asked them to input their prescriptions.
Some questionsin the app were poorly formulated; for example,
participants expressed confusion over a question in the profile
setup, which asked, “Were you prescribed or recommended to
take acetaminophen for your pain?’ As the possible answers
wereeither “Yes’ or “No,” participants found it hard to answer
the double-barreled question as they thought they were being
asked 2 questionsin 1.

Discussion

Principal Findings

This study demonstrated how we designed, developed, and
evaluated an mHealth app prototype to empower older adults
to self-manage their acute pain after a fracture using a 4-step
HCD approach: (1) definition of context of use, (2) identification
of user requirements, (3) production of design solutions, and
(4) evauation of design solutions to design our mHealth app
[42]. Our multidisciplinary team is one of the strengths of our
study, asexpertsfrom variousfields provided input in the design
of the app. Inputs from a physician and from pharmacists were
considered, asthey ensured the accuracy of our medical content.
Another strength of our study isthe involvement of ol der adullts,
which allowed usto gain adeeper understanding of their needs
and frustrations when using mHealth technologies to manage
their acute pain.

It is widely believed that older adults are often fearful and
unwilling to try new technologies[43,44]; our findings challenge
this stereotype, as the participatory design workshops and
usability tests revealed aneed and enthusiasm for an acute pain
management mHealth app. Many participants from our design
workshops and usability tests expressed their willingnessto use
mHealth technology to assist in their pain and injury
management journey.

In line with other studies on mHealth tools, we & so found that
people are looking for clear, concise, and personalized health
content [45-47]. Methods of managing pain and recovery may
differ based on the type of injury, and a one-size-fits-all
approach will rarely meet the users' needs; health content that
is relatable to on€'s particular case is often perceived as more
beneficial [48]. Asstated in theliterature [49,50], we found that
it is important to provide clear instructions on how to use the
app for older adults. Older adults often view the use of
technology as a series of steps or procedures and are less
inclined toward trial-and-error learning styles owing to the fear
of “breaking something” [51]. In addition, our participants
highlighted the importance of understanding the benefits of
using the app; previous studies also echoed the importance of
communicating the benefits of using the proposed technology
to older adults [52].

Through design workshops, we found that participantswho had
sustained skeletal fractures considered mobility asimportant as
pain management. We had originally emphasized pain
management in theinitial phase of the study but quickly pivoted
to include more educational materialson mobility in the second
phase. The sentiment of mobility being an important topic was
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echoed by the participantsin the usability testsin thethird phase,
who were pleased to see alarge number of educational materials
related to mobility.

We established evidence-based design requirements from needs
assessment studies, accessibility design guidelines for older
adults from the literature, and participants’ feedback on our
design iterations. These efforts contributed to our final mHealth
prototype design that all the participants perceived as useful
and easy to use. Although the overall results of our usability
testswere positive, we uncovered some design problems. Similar
to previous studies, scrolling [53,54], identifying buttons to
trigger an action [54-56], and interacting with nonactionable
targets [32] were the most common problems encountered in
our evaluations. Therefore, we recommend that designers be
mindful of these potential difficulties when designing mHealth
apps for older adults.

Limitations

Our study is not without limitations. First, our studies were
conducted remotely owing to the COVID-19 pandemic
restrictions, which may have affected the participants
interactions with the prototype. We used only an emulator on
a desktop computer to test our medium-fidelity mHealth
prototype; thus, it is possible that some usability problemswere
not detected. In the future, the prototype should be tested on a
smartphone to approximate real use conditions. Second,
convenience sampling may have biased our results, as we
recruited participants who had participated in previous studies
on bone health or who had been evaluated in orthopedic clinics
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Abstract

Background: Thereare many mobile health (mHealth) appsfor older adult patients, but research hasfound that broadly speaking,
mHealth still failsto meet the specific needs of older adult users. Others have highlighted the need to embed usersin the mHealth
design process in a fulsome and meaningful way. Co-design has been widely used in the development of mHealth apps and
involves stakeholders in each phase of the design and development process. The involvement of older adults in the co-design
processesisvariable. To date, co-design approaches have tended toward embedding the stakeholdersin early phases (eg, predesign
and generative) but not throughout.

Objective: The aim of this study was to reflect on the processes and lessons learned from engaging in an extended co-design
process to develop an mHealth app for older adults, with older users contributing at each phase. This study aimed to design an
mHealth tool to assist older adultsin coordinating their care with health care professionals and caregivers.

Methods: Our work to conceptualize, develop, and test the mHealth app consisted of 4 phases: phase 1, consulting stakehol ders;
phase 2, app development and co-designing with older adults; phase 3, field-testing with asmaller sample of older adult volunteer
testers; and phase 4, reflecting, internally, on lessons learned from this process. In each phase, we drew on qualitative methods,
including in-depth interviews and focus groups, all of which were analyzed in NVivo 11, using team-based thematic analysis.

Results: In phase 1, we identified key features that older adults and primary care providers wanted in an app, and each user
group identified different priority features (older adults principally sought support to use the mHealth app, whereas primary care
providers prioritized recoding illnesses, immunizations, and appointments). Phases 2 and 3 revealed significant mismatches
between what the older adult users wanted and what our devel opers were able and willing to deliver. We were unable to craft the
app that our consultations recommended, which the older adult field testers asked for. In phase 4, we reflected on our abilitiesto
embed the voices and perspectives of older adults throughout the project when working with a developer not familiar with or
committed to the core principles of co-design. We draw on this challenging experience to highlight several recommendations for
those embarking on a co-design process that includes developers and I T vendors, researchers, and older adult users.

Conclusions: Although our final mHealth app did not reflect all the needs and wishes of our older adult testers, our consultation
processidentified key featuresand contextual information essential for those devel oping appsto support older adultsin managing
their health and health care.

(JMIR Aging 2022;5(4):€39189) doi:10.2196/39189
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Introduction

Background

There is a growing interest in the role of technology in
supporting older adults health and well-being. Emerging
technologies may help older adults monitor their health by
facilitating coordination of care, communication with members
of their careteam (including health care professionalsand family
caregivers), and self-management [1-3]. Mobile hedth
(mHealth) technol ogies can improve patient experience [4], and
enhancethe delivery of health care by improving communication
and collaboration and supporting health care professionals [3].
As Cameron et a [5] argue, “mobility is central to the notion
of participatory healthcare,” alowing patients to engage in
health care unconstrained (or less constrained) by time and
space. While there are many definitions of mHealth [5], which
overlap with eHealth, here we draw on the World Health
Organizations description and distinction: mHealth is “the use
of mobile wireless technologies for public health, or mHealth,
isanintegral part of eHealth, which refers to the cost-effective
and secure use of information and communi cation technologies
in support of health and health-related fields’ [6].

The boundaries of mHealth have expanded rapidly with
technological advancementsand an increasing trend of accessing
the internet through mobile and handheld tablet devices [7,8].
Despite the broad willingness of individuals to use mHealth
technology to manage their health [9], research and product
design in this field have been predominantly directed at one
cohort of users: younger people [10,11]. Recent findings are
challenging traditional stereotypesthat suggest that older adults
are afraid of, or unwilling to use, technology; older adults’ use
of technol ogies, such as computers, mobile phones, tabl ets, and
smartphones, has been steadily increasing in the past decade
[12-14]. In addition, the COVID-19 pandemic has further
accelerated older adults' adoption of new technologies[15,16].
Older adults increasingly recognize that technology can play a
role in supporting self-management practices through health
monitoring and access to information [17-20].

There is emerging evidence specific to older patients, that
mHealth tools could be adopted to support pain management
[21], increase mohility (eg, [22]), mitigatefall risk [23], support
healthy habits (eg, [24]), and manage a range of chronic
conditions (eg, [25]). Many mHealth apps have been designed
to support chronic disease management [26], including in older
adult patients[3]. The devel opment of mHealth apps has tended
to echo the health care system that deals with specific diseases,
conditions, and health care goals separately. What islacking is
acomprehensive mHealth app that would support an integrated
approach to managing an older patient’s individual health care
goals, needs, appointments, medication reminders, and health
care communications.

Although some have questioned the clinical value of mHealth,
because of alack of evidence demonstrating broad impacts on

https://aging.jmir.org/2022/4/€39189

patients [27], the sector has “exploded” [5]. There are many
mHealth apps for older adult patients, but Wildenbos et al [28]
scoping review found that broadly speaking, mHealth still fails
to meet the specific needs of older adult users. According to
Wildenbos et al [28], the devel opment of mHealth appsfor older
adult usersmust consider cognition, motivation, physical ability,
and perception, and be specifically mindful of physical and
perceptual barriers. These considerations have also been echoed
by Li et a [29] in their reflections on mHealth apps for older
users.

Co-design and User Experience With Older Adults

The comments from Wildenbos et a [28] and Li et a [29]
highlight the need to embed usersin the mHealth design process
in a fulsome and meaningful way. The principle of designing
with the user, for the user, is reflected in both a “co-design”
approach and user experience (UX) approach. Co-design has
been widely used in the devel opment of mHealth apps (see[30])
and involves stakeholders in each phase of the design and
development process. The involvement of older adults in the
co-design processesis variable [31]. The systematic review by
Noorbergen [30] found that co-design approachestend to embed
stakeholdersin early phases (eg, predesign and generative) but
not throughout. Conceptually similar to co-design, UX or UX
design emphasizes incorporating the perceptions of users
resulting from their own experiences using a service or product
through processes such as usability testing [32,33]. Within the
UX field, principles of human-centered design can support the
development of productsthat addressthe needs and capabilities
of users[34]. Focusing on the needs and capabilities of users
also reflects what Wildenboss et a [28] and Li et a [29]
specifically stated about designing for older users. More
recently, researchers have offered specific UX design approaches
with and for older adults, notably Russell Kirkscey [33,35].
Relationships and trust building have been identified as
important elements of these approaches[31]. Thisgrowing body
of literature suggests that without embedding the user
throughout, without focusing on the needs and capabilities of
users, or without relationship and trust building between users
and developers, co-design may not produce the intended
outcomes.

Theaim of thisstudy wasto reflect on the processes and | essons
learned from engaging in an extended co-design process to
develop an mHealth app for older adults. Theaim wasto design
an mHealth tool to assist older adultsin coordinating their care
with health care professional s and caregivers, with an emphasis
on primary care. Our research question and objective for this
manuscript are as follows:

+ Research question: What do older adults, primary care
providers, and other stakeholderswish to seein an mHealth
app that supports older patients in managing their health
and health care?

«  Manuscript objective: What did welearn from an extended
co-design process involving older adults and devel opers?

JMIR Aging 2022 | vol. 5 | iss. 4 |€39189 | p.206
(page number not for citation purposes)


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

JMIR AGING

How may our reflections and lessons learned inform our
future work and those of others?

This project was nested within a broader, multicomponent
intervention designed to transform primary care for older
patients and their caregiversin 3 Canadian provinces[36]. The
process for informing, developing, and testing the app is
presented bel ow.

Methods

Overview

Our work to conceptualize, develop, and test the mHealth app
consisted of 4 phases: phase 1: consulting stakeholders
(Jan-Nov, 2017); phase 2: app development and co-designing
with older adults (Jan-Sept, 2018); phase 3: field-testing with
a smaller sample of older adult volunteer testers (Jan-April,
2019); and phase 4, reflecting, internally, on lessons learned
from this process (Sept-Dec, 2020). The methods used to track,
report, and understand each phase are outlined below. We are
a team of mixed methods researchers, gerontologists, and
professionals in the geriatric health care sector who came
together to implement a multifaceted intervention to improve
primary care for older patients. This was the first app
development initiative undertaken by our team.

Phase 1 Methods: Consulting Stakeholders, After a
Scoping Review

Before phase 1, we conducted a scoping review of the types of
mHealth tools that exist to support care coordination for older
adults living in the community, as well as their existing and
desired features and implementation issues (results reported
elsewhere; [37]). Findings from the scoping review informed
a consultation process with stakeholders, as per the scoping
review methodology by Levac et al [36]. Through the
consultation step and alignment with the principles of a
co-design approach [30], we aimed to better understand the
mHealth preferences of key stakeholders, including older adults,
family caregivers, and primary care providers.

A total of 26 participants were recruited from both urban and
rural locations in Southern Ontario, Canada. Data collection
included individual interviews with 5 primary care providers,
1 caregiver, and 1 technology expert, and 4 focus group
interviews (4-6 participants each) with older adults and
caregivers. Older adults were defined as persons aged >65 years
who were living in the community accessing primary care
services and who were able to speak English and provide their
own consent. Family caregivers were persons of any age who
took therole of caring for older adultsliving in the community.
Providers included persons of any age who played the role of
primary care providers, such as family physicians or nurse
practitioners. As this work was embedded in a larger project
aimed at transforming primary care for older patients, we
leveraged existing partnerships with 5 clinics and relevant
organizations (eg, patient advisory groups) to recruit, using both
a recruitment script (delivered by gatekeepers in each group)
and recruitment posters. Participants were interviewed (either
individually or via a focus group) and asked to complete a
priority-setting questionnaire, where they ranked mHealth app
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features, which had been derived from the scoping review, in
order of importance. The interview guides are presented in
Multimedia Appendix 1, and the questionnaires in Multimedia
Appendix 2.

Semistructured interviews and focus groups with participants
were used to obtain a richer understanding of mHealth’s
preferences. Theseindividual and focus group interviewslasted
approximately 45-60 minutes and were digitally recorded and
transcribed. Interview datawere analyzed by 1 graduate student
(PF) using the thematic analysis approach by Braun and Clarke
[38], supported by NVivo (Version 11, QSR International).
Data from the questionnaire were entered into an Excel
Spreadsheet, averaged, and ranked based on the mean ratings.
SDswere calculated based on sample variance and reported as
indicators of consensus. The highest rated features were
considered as priorities to be included in an app.

Phase2 M ethods: App Development and Co-designing
With Older Adults

After completing the background scoping review and consulting
with stakeholders to understand what should go into an app to
support older patients and their caregivers, particularly in
primary care, we began the app development and co-design
process. Our research team led co-design sessions with older
adults, and we contracted local devel opersto create the coding
required for the app. App development and consultations with
older adults occurred simultaneously, with the intent of using
older adult feedback at each stage of the development process.
Older adults were recruited from the Seniors Helping as
Research Partners (SHARP) group, with which our team had
worked for more than 7 years, and who were also involved in
theinterviews described in phase 1. During the app devel opment
process, we conducted 3 in-person co-design sessions with
approximately 6 older adults per session, led by team members
trained in facilitation and qualitative data collection. We
communicated the findings of the older adult co-design sessions
via team meetings with developers and more than 100 emails.
To report and reflect on this process, we have drawn on the
development contracts and letters of support, field notes from
the co-design sessions, and minutes and recordings from 15
meetings with the devel opers, whom we have anonymized here.

Phase 3 Methods: Field-testing With Older Adults

Participants who had been involved in the earlier stages of the
co-design process were contacted by researchers via email to
invite their participation in testing the app. A total of 6
participants (5 older adults and 1 caregiver) from a midsized
city in Southern Ontario agreed to field-test the app for a
6-month period. Interested participants completed individual,
in-person training tutorials (20-30 minutes in length) with a
research associate. During one-on-onetraining sessions, research
associates assisted participants with logging into the app using
an iPad or Samsung tablet provided by the research team to
ensure that testing was completed in both Apple (iPad) and
Android (Samsung) formats. The researchers guided participants
in a step-by-step tutorial on how to use each of the features
available within the app. An Apple- or Android-specific user
guide for the app was provided to each participant to provide
basic information on how to use the tablet device and app. A
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research assistant connected individually with each field tester
at the 2-week mark, and then monthly. Communication with
the field testers depended on personal preference and included
telephone calls, in-person meetings, and emailswith the research
team. Field testers were asked to take notes on specific features
in the app; these note-taking templates are available in
Multimedia Appendix 1. Scheduled conversations with field
testers were digitally recorded and guided by the interview
questions listed in Multimedia Appendix 1.

Phase 4 Methods: Reflecting on L essons L earned

To explore our team'’s reflections and |lessons learned from the
process, a small focus group session (n=3) was held with
members of theteam closely involved with the co-design project
fromitsinception. We recorded and transcribed the focus group
and applied thematic analysis [38] to identify the lessons
learned.

Ethics Approval

We received ethics clearance from the University of Waterloo’s
Office of Research Ethics (ORE # 44428) for phases 1, 2, and
3; phase 4 only included members of the research team and all
coauthors who agreed to share and record their reflections for
this manuscript.

Results

In the following sections, we highlight the findings for each
phase. In phase 1, we identify the mHealth features that ol der
adults and primary care providers value and contextual
considerations from interviews and focus groups; in phase 2,
we share observationsfrom the app devel opment and co-design
process; in phase 3, we briefly describe field-testing; and in
phase 4, we describe the lessons learned from this co-design
process, drawing on areflective focus group with our research
team.

Phase 1 Findings: Consulting Stakeholders

In the questionnaires, older adults and caregivers reported that
they were most interested in training and supporting the use of
the tool, keeping a contact list with their care team, reminders
to bring items to appointments, and the ability to track their
illnesses. Meanwhile, primary care providers were interested
in older adults bringing their medications, appointment details,
contact list of the older patient’s careteam, goal setting, tracking
exercise, derts if their health data were out of range, and
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reminders to track health information. Table 1 displaysthe top
10 mHealth feature priorities of older adults, caregivers, and
primary care providers identified in the questionnaires.

Textbox 1 outlinesthe 8 major themesidentified in our analysis
of theinterviewswith stakeholders. While the surveysidentified
desirablefeatures and support for an mHealth app, theinterviews
revealed and expanded on important contextual factors that
could support or impede the use of such an app. These
contextual factors were connected to the broader (digointed)
health care system where we work, access to technology (eg,
limitations in more rural areas), and more individual-level
considerations, including individual patient and caregiver
differencesand preferences, accessand comfort with technology,
and health literacy. For example:

Dr X has something, another doctor has something,
your specialist has something, another specialist got
something, another bone specialist has got something,
the (police) has something, the fire department’s got
something from my wife. Everybody got something,
but what do you do with it all? [caregiver 2]

...and there are some not so good EMRs and you

couldn’t interfacewith anything. [Health care provider

1]
Participants al so discussed the utility and potential of mHealth
apps and generally felt very positive about mHealth; however,
important considerations may limit uptake or reproduce existing
health inequalities (eg, for people with limited resources, low
health literacy, very poor health). Participants also emphasized
that an mHealth app would likely be more successful if it was
offered and aimed at caregivers supporting frail older adults:

Alot of my patients have great caregivers, daughters,
sons who come to appointments with them. They
would be more likely to adopt the app like that and
keep it up to date and they have their own busy life.
[Health care provider 4]

Consultation processes with key stakeholders confirmed that
older adults and primary care providers have a strong interest
in mHealth tools and pointed to features that should be
integrated into an mHealth tool to support care coordination.
This background work laid the foundation for the next phases
of the project, including partnering with an app developer to
create an mHealth tool and testing older adults and family
caregivers.
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Table 1. Mobile health feature priorities from consultation questionnaire.

Tong et d

Rank?

Health care provider

Value, mean (SD)

Older adult or caregiver

Value, mean (SD)

1

10

My immunization records

My illnesses

Appointment name (eg, Cardiologist appoint-
ment, Dr_)

| will be ableto keep acontact list and informa-
tion of all thoseinvolved in my care team (eg,
physician, Nurse, Specialists, etc.)

My medication

| will have the ability to give access to others
(health care providers or caregivers)

Prepare for appointments—bring medications

Appointment details—date and time

| will have the ability to track my symptoms

| will be able to create personal health goals

5.00 (0.00)

5.00 (0.00)

5.00 (0.00)

5.00 (0.00)

4.8(0.45)

4.8(0.45)

4.8(0.45)

4.8(0.45)

4.6 (0.55)

46 (0.55)

| will be ableto call atelephone support line
if 1 need help using the app or setting it up

| will be given aface-to-face training session
on how to use the app

| will be given a user manual with written in-
structions of how to use the app

Appointment name (eg, Cardiologist appoint-
ment, Dr )

There will be atutorial within the app to ex-
plain to me how to set-up and use it

Prepare for appointments—bring medications

Having the option of a paper-based or hard-
copy version rather than web-based version

Prepare for appointments—bring health docu-
mentation

| will be ableto keep acontact list and informa-
tion of al those involved in my care team (eg,
physician, Nurse, Specialists, etc.)

Appointment details—Ilocation

4.44 (1.34)

4.39 (1.42)

4.28 (1.41)

4.22 (1.52)

4.22 (1.44)

4.16 (1.50)

4.12 (1.27)

4.11 (1.56)

4.11 (1.66)

4,06 (1.70)

#These priorities were identified based on the mean averages from each question in the questionnaire (5-point scale, with 5 being very interested).
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Textbox 1. Summary of themes and subthemes from qualitative consultation with key stakeholders.

Tong et d

System level gapsimpact care coordination and self-management

«  Problemswith information transfer between health care professionals or settings
o Lack of standardization in care coordination practices

«  Lag periods between appointments

«  Short appointment times with health care professionals

«  Challenges with navigating the system

Microlevel issuesimpact or prevent self-management

«  No standard tracking method

o  Patients’ needs vary from simple to complicated conditions

«  Noequipment at home to monitor own health

«  Lack of understanding of health conditions

«  Provider does not provide al information to the patient or caregiver

o  Caregiver feels burdened managing information

Older adults currently self-manage their health in various ways

«  Toolspatientsuseto keep track of their health information: spouse or caregiver; memory; diary or notebook; pill boxes; paper copies of documents

Positive experiences empower older adult patientsto self-manage health
« Importance of self-advocacy to get information

«  Understanding health status

« Building trust or relationships with patients and health care

Technology can support self-management practice in various ways
«  Monitoring viadevices

«  Phonereminders

«  Memo or notepad on phone

«  Web-based |aboratory results

«  Phone calendar

Apps or technology can support current practicesfor older adultsand caregivers
o Participants vision of using apps

«  Suggested app features

«  Suggested design esthetics

Technology can beabarrier to adopting or accepting self-management practices
«  Limited access to technology

«  Privacy concerns

«  Financia barriers

«  Negative attitude toward technology

« Ageasabarier

«  Cognitive impairment

«  Technology illiteracy

«  Cultural differences

«  Transition from paper to technology

«  Negative attitudes to tracking health
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Considerations for implementing technologies for patients and health care professionals
«  Training education for the following: providers on the technology and how it is used; helping end users use the technology
«  Developing an implementation strategy for patients and health care professionals

«  Need for discussions to be had on what information patients need to track

Phase 2 Findings: App Development and Co-designing
With Older Adults

Our team is situated in the largest technology hub in Canada,
and we relied on guidance from colleagues familiar with the
local developer context to select an appropriate vendor when
developing our research proposal for funding. We engaged in
conversationswith vendorsin 2017 and worked with university
staff (eg, our university privacy officer) before selecting a
developer to understand issues rel ated to privacy, given that the
app would store personal health information for users. Given
the nature of our research funding, we had to have vendors
selected, with “letters of support” at the point of applying for
funding, long before any funds were available, or details were
finalized. We selected our vendor, given their prior experience
in devel oping mHealth apps, who began work in early 2018.

Drawing on our consultation work, the app wasintended to help
store and organize older adults health care information,
including the professionals and clinics involved in their care,
appointments, and medication lists. The app a so reminded users
of upcoming appointments and tasks, in addition to allowing
older adults to track and monitor health information, such as
weight, blood pressure, or physical activity. Older adults from
SHARP group reviewed paper mockups of the health app and
provided preliminary feedback. SHARP members predominantly
highlighted issues around accessibility, including small font
size, use of colors, minimizing language complexity, and
simplifying navigation. App developersimplemented thisinitial
feedback to create aweb-based app prototype. Older adultsfrom
the SHARP group were asked to review the prototype and
provide comments on the platform. Researchers and app
developers incorporated some of this feedback into the app
design before its launch on the App Store and Google Play
Store, which are available in English and French.

The next step involved testing the app with group members of
SHARP. Older adults in this group tested the app for
approximately 2 weeks, on their own devicesor aloaned device
from our team, before providing additional comments to the
research team. While users appreciated the general appearance
of the app and app icon, some older adultsfound it cumbersome
to navigate through the app and the accompanying manual.
Older adults suggested providing additional training on how to
use all the features on the app, along with providing styluses.
Researchers and devel opers have attempted to incorporate this
feedback into an update for the app before starting fiel d-testing;
however, many suggestions could not be implemented, as our
vendor perceived these additional changes to be outside the
scope of our agreements. For example, older adults wanted the
option to view their calendar of appointments both weekly and
monthly, but developers deemed this “out of scope” Testers
would also have appreciated the option to consolidate the
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calendar in the app with the existing calendar on their devices;
likewise, this was deemed out of scope.

Expectations and Challengesin Working With the
Vendor

We contracted the vendor for 11 months. In the first 2 months,
we regularly met with the vendor and concurrently engaged in
focus groups with older adults (outlined above) to review the
app development process. While we, as health researchers,
called this “co-design” or “co-creation” [39,40], many in the
development sector would have labeled this UX.

By month 4, we realized a mismatch between our expectations
and what the vendor waswilling or ableto deliver. We provided
feedback from the co-design process with older adultsin months
2 and 3, but very little user feedback was implemented.
Although our initial agreement noted that the vendor would
“rely heavily on the user’s input,” and the contract stated the
developer planned to “engage with the project team in an
iterative fashion,” we viewed this engagement as quite limited.
While some requests were justifiably out of scope (eg, linking
the app to the existing el ectronic medical record [EMR] systems
of theusers' physicians), many requests appeared (in our minds)
relatively straightforward and were covered by our initial
agreements. There were also occasionsin what the older adults
wanted (eg, specific ways to navigate the app or visua
preferences) were not aligned with what the devel opers deemed
“best practices” in their field (eg, which some users requested
text to be in all caps for readability and vision issues, thisis
generally avoided in app devel opment). Thisexample, however,
raises the question: When designing an app for older adults,
should their preferences or “best practices’ take precedence?
Thefinal product was not reflective of user input and feedback.

Phase 3 Findings: Field-testing With Older Adults

After launching the app on Apple and Google Stores, we
distributed the devices with the app (and styluses to support
usability) to 6 volunteer field testers with the intention of
eiciting their feedback and tracking their use of the app for 6
months (eg, to determine which features were being used most
often, to understand if the app was taken to medical
appointments or used in conjunction with caregivers, etc.).
Unfortunately, 2 participants returned their devices before study
commencement: one because they found the app too complex
and the other because of visibility issues (they reported that
they would have preferred all text in the app to be capitalized
for better readability or asetting that all owed the user to change
the font to capitalized, depending on one's preference).

The initial results showed that the app supported the
management of some aspects of participants' health or health
care. For example, one participant found the Reminder function
in the “My Calendar” element to be especially helpful in
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organizing their health care (eg, appointment and medication
reminders) and another found the Care Team feature to be
particularly beneficial for consolidating the contact information
of their health care professionals. However, the bulk of the
feedback reflected that most inputs from older adults in phase
2 (development and co-design) were not addressed. Therewere
consistent usability and accessibility issues (eg, small font size,
readability, and overall complexity of the app) and features that
were available but not functional in away that the participants
envisioned (eg, there was no mechanism to link the calendar in
the app to the existing calendars on the devices, so participants
had to maintain 2 calendars, one for their health in the app, and
one on their device for regular scheduling of personal and

Tong et d

professional events). Field-testing was halted after 3 months,
given consistently poor feedback from the remaining testers.
Although we launched this publicly, the app was not rolled out
as part of our wider intervention in primary care, given the
usability concerns raised above.

Phase 4 Findings: Reflecting on L essons L earned

Overview

Suspending field-testing and not rolling out the app for use on
a wider scale was not the intended outcome, and our team
concluded this work with a reflective focus group to try and
better understand the lessons learned. The lessons are
summarized in Table 2 and in the narrative below.

Table 2. Lessonslearned in the development of an mHealth app with and for older adults.

Lessons learned Description

Supporting quotations, from the research team

1. Selecting a strategic partner-
ship with aligned goals

2. Including a person on the re-
search team with content exper-
tise in tech devel opment

3. Fecilitating direct relationships
between users (ie, older adults)
and tech devel opersfrom the be-
ginning of the project

Ensuring that partnerships between research teams and
tech devel opersare grounded in an understanding of each
other’'s goals and priorities and that the project will be
mutually beneficial for both groups.

Researchers commented on not speaking the same “lan-
guage’ astech developers, and this posed some challenges
around what was or was not possible as the project
evolved. Incorporating a consultant with relevant experi-
ence in the technology and app development space was
proposed as a suggestion.

Theresearch team can play asignificant rolein coordinat-
ing relationship-building between older adult users and
app developers, commencing at the start of the project.
Asresearch teams may already have preexisting connec-
tions with older adults in the community, they can lever-
age these relationships to bridge the gap between users
and tech devel opers to co-develop impactful products.

“We need to do our due diligence to go out and inter-
view different teams...and select one that shares the
same values and wants to work the same way that we
haveinmind” [P 1]

“Have someone even in the know, review what the
other company is saying...So maybe have someone look
over their letter of support or what their proposal would
be” [P 3]

“And then during that meeting at the end of the day,
functionally, what does an older adult want, and they
can talk about that alot. And then the tech people can
sit there and sort of analyze what's possible or not...if
we brought these groups together from the beginning,
and had more planning ahead of time, we might have
started alittle bit differently.” [P 2]

Selecting a Strategic Partnership With Aligned Goals

One of the most significant findings resulting from this project
is ensuring that partnerships between research teams and
technology developersare grounded in an understanding of each
other’'sgoalsand priorities and that the project will be mutually
beneficial for both groups. Our research team felt this was not
the case for our project, evidenced by the following member’'s
statement: “We're going into a busi ness agreement with another
organization who doesn’t have the same end goals as we do
with this product” [P 2].

Selecting these strategic partnerships can be a challenge for
research teamsto write grant proposal's, requiring them to submit
partnership letters and draft a budget under time constraints.
However, building in time to meet with different vendors and
determining which company’svalues and approaches best align
with those of the research team is an imperative step in
supporting a productive partnership. Another difficulty we
encountered wasthe different understandings of what isinvolved
inapartnership. On the basis of our team’s personal experiences,
the developer we worked with was rooted in a* business model”
where strictly following the contract was prioritized. However,
our understanding of a partnership involves more iterative and
flexible processes, such as opportunities for ongoing feedback
and making necessary adjustmentsto the app. When devel oping
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contracts with a vendor, researchers should ensure that their
team wishes to engage in iterative processes, such as multiple
rounds of feedback, which must be explicitly built into the
contract from the outset.

Including a Person on the Research Team With Content
Expertise in Tech Development

Researchers commented on not speaking the same “language”
as tech developers, which created some tension around what
was or was not possible as the project continued. Because of
the iterative nature of the co-design processes, participants
involved in testing the app provided feedback at multiple stages.
Throughout this process, certain suggestions could not be
actioned because the app developers felt that they extended
beyond the project’s scope or were not aligned with “best
practices’ in the developer field. The research team agreed that
some recommendati ons were beyond the project’s scope, such
as “older adults really wanting a system that integrates in with
their primary care EMRs... so that they could have conversations
with physiciansthrough the app” [P 1]. It would have also been
helpful, particularly at the outset, to have a team member who
understood both the length of time it takes to co-design an app
and thelonger-term commitments required to maintain the app.
Finaly, itisincredibly challenging to integrate an mHealth app
into a health care system that itself is not integrated (eg, if a
primary care provider and specialist do not use the same EMR
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system, how would an app for older adults integrate with these
disparate systems?) However, our team felt that other concerns
raised by older adults, especially pertaining to the app’s visual
design and operability of features, were more feasible for
technology devel opers to address. One member of the research
team suggested incorporating a collaborator with relevant
experiencein the technol ogy and app devel opment space, which
could help the team navigate any areas of contention as the
project evolves.

Facilitating Direct Relationships Between Users (ie,
Older Adults) and Tech Developers From the Beginning
of the Project

The research team can play a significant role in coordinating
relationship-building between older adult users and app
developers, commencing at the start of the project. Asresearch
teams may aready have pre-existing connections with older
adults in the community, they can leverage these relationships
to bridge the gap between users and technology developers to
co-develop impactful products. In the context of our project,
researcherstook on the role of being the “middiemen” between
older adult users and tech developers. We dlicited feedback
from older adults and relayed information back to tech
developers, however, these 2 groups were never brought
together, which posed significant limitations. This approach
was inefficient because researchers were communicating
separately with both groups and tech devel opers did not receive
input directly from users to better appreciate each other’'s
perspectives. One of our team members highlighted this issue
by saying, “If we brought these groups together from the
beginning, and had more planning ahead of time, we might have
started alittle bit differently” [P 2].

Discussion

Principal Findings

Through our multiphase, mixed methods co-design project, we
learned that (1) older adultsand primary care providersare keen
on an integrated app that helps older adult users manage their
health and hedlth care, (2) older adults prioritized multiple
modes of support to use the app effectively, whereas primary
care providers emphasized theimportance of featuresthat hel ped
track (eg, track appointments, the care team, vaccines, etc), (3)
co-designing with older adults and developers was fruitful, in
terms of learning, but ultimately challenging. We also included
a post hoc analysis of the oft-cited “pitfalls’ [30] of mHealth
development, with the intent to be reflective and inform the
future work of our team and others. Both steps offer novel
insightsinto mHealth development for older users. Implications
for app development and practice, and implications for future
UX and co-design research, are further detailed below.

Implications for mHealth App Development and
Practice

Our consultation phase identified the features, functions, and
important considerations (eg, privacy, accessibility, and
affordability) that older adults, caregivers, and primary care
providers wish to see in mHealth apps designed to support the
health and health care of older patients. Our findings specific
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to mHesalth features and considerations are consistent with other
research (eg, [3]) and highlight the importance of perceived
usefulness and perceived ease of use [41]. Notably, primary
care providers ranked immunization records and a list of
illnesses as their top 2 features, whereas older adults identified
I'T user support and training to use the app astheir 2 most highly
ranked features. We sought to addressthese priorities and create
an app that reflected the preferences of both primary care
providers and intended users (ie, older adults). In our case, these
preferences were not contradictory: the providers wanted
specific features (eg, something to track appointments and
vaccines), whereas the older adults wanted support tools to
accompany the app (eg, manuals or IT support) so that they
could use the features.

When working with the developers, we also saw differences
between what the“ experts’ or professionalswererecommending
and what older users asked for (eg, asking for design elements
that contradict best practices and design standards). In our
experience, both users and devel opers have strong reasons for
their preferences, and (in hindsight) we should have built more
timeinto theinitial contract for developersto work directly with
older adults to come to a shared understanding of conflicting
elements.

Some of the featuresthat both primary care providersand older
adults wanted were not possible in our health care system. It is
fundamentally impossible to integrate an mHealth app into a
broader, multifaceted health care system that is not itself
integrated [42-44]. In a context in which primary care clinics,
hospitals, specialists, and home and community care are
potentially al using different EMR systems, or perhaps not
using an EMR at al [45], we were not able to respond to the
requests for features that connected patients to their records,
health histories, appointments, etc, across numerous, disparate
systems. While we were aware of the disconnected nature of
our system, perhaps we did not fully appreciate the argument
by Kirkscey [33] that “to find any measure of success, a fully
functional app for older users should beintegrated into the entire
health-care system.” Our participants echoed Kirkscey in our
consultation phase: the execution of an integrated appislimited
in contexts in which the health care system itself has yet to
integrate. For those working in a disconnected health care
system, and with co-designing technologies, it may be helpful
to provide the co-design participants with some context
regarding what is (and what is likely not) possible in their
particular setting and context.

Comparison With Prior Work and Future Directions:
UX Design

Unlike most UX approachesin the review by Noorbergen [30],
we focused on including users in each step of the co-design
process. Consistent with the UX literature [32,33,35,44], we
aimed to address the perceptions, needs, and capabilities of our
users; however, our IT vendor was not always able to address
their needs and requestsin the devel opment process. Although
UX researchers [31] have emphasized the importance of trust
and relationships, in our experience, this was not lacking with
the field testers but with the developers. Devoting time to
relationships and trust building, including time for socializing,
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is recommended as a facilitator of the co-design process [31],
but thisis complicated when working with devel operswho must
charge for the time they devote to the project.

As more health researchers attempt to leverage technology’s
potential to improve the well-being of older adults [1], it is
possible (in our experience) that researchers will confront
unforeseen challengesin the tech devel opment sector [30]. One
aspect overlooked by our team is the importance of ensuring
that researchers and app devel opers are committed to adopting
a UX lens when working with user stakeholders to cocreate
mHealth technologies for older adults [33,35]. Our study’s
design broadly alignswith the aspects of human-centered design
outlined by Harte et al [34], such as engaging in iterative
processes and involving users throughout the different phases
of the app’s design and development. Our work further addsto
this conversation by showcasing challenges surrounding
partnerships between researchers, app developers, and
stakeholder usersthat research teams should consider [46] when
co-designing an mHealth tool for older adults, even when
following the appropriate guiding principles and standards of
UX.

UX design has notably developed and evolved in the last few
years, including the application of UX to the development of
mHealth apps [33,47-49], and it islikely that teams engaged in
thiswork will find it easier to find devel opers versed in the UX
principles. Thereisalso abroad body of literature on thistopic.
Much has been written about the barriers to mHealth usage by
older adults (eg, [21,28,29]), and our findings from the
consultation phase echo the many recommendations and
considerations specific to visibility (eg, clear text, contrast),
accessibility (eg, ability to zoom in, trandlate, change font size),
and the importance of ease of use (eg, simple navigation,
explicitly noting links). We have also seen the emergence of
literature on how to design mHealth apps with and for older
adults (eg, [29,33,35]), as well as insights and guidance on
designing for older persons living with dementia [50], and
individualswith arange of physical limitations[51]. This newer
body of literature reflects our approach, which embeds older
adults in every developmental phase. The limitations of our
final product were not necessarily because of afaulty approach,
per se, but rather a development partnership that did not
prioritize or reflect what we were hearing in our engagement
with older adults. UXs and feedback must be meaningfully
adopted at each stage of the development process [29,30,33];
this can help ensure that all perspectives are considered and to
avoid unrealistic expectations [31]. We would recommend that
researchers, clinicians, and devel opers entering into the mHesalth
app development process take some time to ensure everyone is
on the same page, not just technically but aso in their
approaches to UX or co-design, long before any contracts are
developed.

Agism Against Older Adultsand Gerotechnology

The COVID-19 pandemic illuminated and reproduced agist
(against older adults) attitudes that have permeated our society
for decades; if not longer [52,53]. We live in an ageist society
that prioritizes the experiences, preferences, wants, and needs
of younger people [54]. Although we would never suggest that
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the devel opers that we worked with were explicitly agist, they
are (just as we are) part of a society that prioritizes the needs
of younger people and are also part of an industry that has
historically done a better job designing for younger people
[10,11]. We are encouraged to see gquidelines and
recommendations for designing apps for older users (eg, [29])
and therising prominence of gerontechnol ogy, agerontol ogical
discipline dedicated to the design and adoption of new
technologies for older people [55]. Although researchers have
been engaged in gerontechnology for more than 20 years [56],
our work suggests that more work is required. Our findings
demonstrate a clear desire for an app (or apps) that supports
patientsin managing information about their appointments, care
team, chronic conditions, prescriptions, vaccinations, etc. We
are sharing these resultsin atime when the population is aging,
older adults are living longer (but often with a higher number
of chronic conditions and prescriptions to manage) [57], when
(on account of the COVID-19 pandemic) keeping track of
vaccinations has become even more important and older users
have increasingly integrated technology and smartphones in
their daily lives[15,16], In an ageist and aging society, thereis
both a moral imperative and strong business case to be made
for designing for the older user.

Strengths and Limitations

Thereview by Stowell et al [58] has shown that UX design has
often overlooked the experiences and input of racialized users,
and our sample of older adults was also predominantly White
and of relatively high socioeconomic status (a description of
the SHARP group can be found in [59]). Given the nature of
our findings, this study also does not include the perspectives
of the developers we worked with; it is likely that their
interpretation of our process and the product delivered would
be different. Teams engaging in a UX development process
with an external partner may wish to proactively build a
“postlaunch debrief” sessioninto their initial contracts, knowing
that these processes can be complex and merit a post hoc
analysis of what did and did not work for both parties. Finally,
although our final mHealth product has rea limitations, we
would also argue that peer-reviewed literature tends to focus
on success stories, and there is great value in reporting on
missteps and deviations to inform the work of others [60]. We
situate some of our findings (namely phases 2 and 4) within
broader calls for publishing “negative” results (eg, [61]), not
just research success stories. We believe in the power and
importance of designing with and for older adult usersand have
continued to do so across severa high- and low-tech projects.

Conclusions

Although our final mHealth app did not reflect all the needs
and wishes of our older adult testers, our consultation process
identified key features and contextual information essential for
those devel oping appsto support older adultsin managing their
health and health care. Furthermore, our reflective process
identified important factorsto consider when health researchers
and gerontologists enter the app development sector. In the
words of Karl Popper [62], “every refutation should be regarded
as a great success,” and we hope that the reflections, and
refutations, shared herewill inform and support the future work
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of others seeking to support the health of older adults using mHealth apps.
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Abstract

Background: The number of people with dementia is expected to grow worldwide. Among the ways to support both persons
with early-stage dementia and their caregivers (dyads), researchers are studying mindfulness interventions. However, few studies
have explored technology-enhanced mindfulness interventions for dyads and the needs of persons with dementia and their
caregivers.

Objective:  The main aim of this study was to elicit essential needs from people with dementia, their caregivers, dementia
experts, and mindful ness expertsto identify themesthat can be used in the design of mindfulness conversational agentsfor dyads.

Methods: Semistructured interviews were conducted with 5 dementia experts, 5 mindfulness experts, 5 people with early-stage
dementia, and 5 dementia caregivers. Interviews were transcribed and coded on NVivo (QSR International) before themes were
identified through a bottom-up inductive approach.

Results: Theresultsrevealed that dyadic mindfulnessis preferred and that implementation formats such as conversational agents
have potential. A total of 5 common themes were also identified from expert and user feedback, which should be used to design
mindful ness conversational agentsfor personswith dementiaand their caregivers. The 5 themesincluded enhancing accessibility,
cultivating positivity, providing simplified tangible and thought-based activities, encouraging a mindful mindset shift, and
enhancing relationships.

Conclusions: In essence, thisresearch concluded with 5 themes that mindful ness conversational agents could be designed based
on to meet the needs of persons with dementia and their caregivers.

(IMIR Aging 2022;5(4):e40360) doi:10.2196/40360

KEYWORDS

mindful ness; dyadic; dementia; caregivers; user needs; intervention; mindfulness; user; feedback; design; accessihility; relationships;
mindset; essential

: support caregivers and persons with dementia (dyads).
Introduction Mindfulness-based interventions (MBIs) are an example
Background receiving increasing attention. MBIs for participants with

dementia have been shown to improve quality of life[2,3] and

Dementia has been predicted to affect an estimated 78 million  yorrease depressive symptoms [2]. MBIs have also played a

people by 2030 [1]; therefore, new interventions are needed to
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role in improving self-reported stress, depression, anxiety,
burden, quality of life, cognition, and mood in caregivers of
persons with dementia[4-14].

Few studies of MBI s use a dyadic approach in which both the
person with dementia and their caregiver engage together in a
mindfulness activity [15-19]. Dyadic MBI approaches have
shown benefits, such as improved well-being, quality of life,
depressive symptoms, relaxation, awareness, acceptance, and
resilience [15,16,18]. Although studies reveal positive benefits
for dyadic MBIs, there is a lack of focus on how the
interventions are designed for the stakeholders. Studies often
adapted mindfulness interventions without stating the specific
adaptations or the reasons why they were made [3].

Most dyadic MBI studies were performed in physical group
settings [5,15-17], with one study conducting home sessions
using recordings [20] and another using guided telephone calls
[4]. Introducing more advanced technologies such as
conversational agents to dyadic mindfulness for persons with
dementia and their caregivers is a novel approach and not
previously studied. Conversational agents refer to artificial
intelligence or computer programs that use natural language
processing to converse with people [21]. The use of
conversational agents could improve accessibility, asthey allow
users to access them in the comfort of their own homes instead
of traveling to a physical location. They also alow users to
accessthem at any time, as opposed to having to wait for aguide
through physical groups or telephone calls. Conversational
agents may also support individuals with limited digital
competencies, which may be beneficial not only for older adults
but also for people with cognitive challenges [22], offering
lower barriers to use by using voice as a communication
medium, as opposed to using agraphical interface device. Users
simply need to speak to conversational agentsinstead of learning
how to navigate through digital interfaces, thereby enhancing
accessibility. Conversational agents may also provide more
personalization and guidance as compared with recordings, by
guiding dyads step by step in apersonalized manner, as opposed
to astatic video or voice recording. They may a so provide more
scalability as compared with physical groups or guided
telephone calls, as they do not require a mindful ness expert to
be present each time, allowing for automation as opposed to a
manual approach. Conversational agents could benefit current
mindfulnessinterventionsfor dyads by improving accessibility,
scalability, guidance, and persondlization, thus offering
opportunities for mindfulness to be seamlessly integrated into
the dyads' lives. To understand this, research on conversational
agents for persons with dementia, which was relatively scant
[6], was explored, with some interesting use cases such as
dementia detection [7]. Unfortunately, conversational agents
for dementia are inadequately discussed in the scientific
community, with studies lacking rigor [6]. However, a recent
study revealed that persons with dementia can use embodied
conversational agentsindependently in their home environment
[8]. This showed good engagement with the system, revealing
the potential for conversational agents to meet the basic and
higher-level needs of people living with dementia [8]. To the
best of our knowledge, this is the first study of dyadic MBIs
supported by technologies such as conversational agents.

https://aging.jmir.org/2022/4/e40360
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Dyadic mindfulness conversational agents may beamore useful
way to engage persons with dementia and their caregivers.
Although dyadic mindfulness has shown benefits for persons
with dementia and their caregivers, physical group settings and
guided telephone calls were used, which were not scalable, as
they required atrainer for each on, and were not accessible,
as users could not use them whenever they wanted. Physical
group settings were also not accessible as they required users
to travel to a physical location. Recorded formats provide for
accessibility and scalability needs, given that users know how
to navigatethe digital space, but are not personalized and guided
such as physical group sessions or telephone calls. A way to
bridge this gap is to use conversational agents for dyadic
mindfulness, providing accessibility and scalability while also
ensuring guidance and personalization for users. However, for
future studies to design and test the effectiveness of dyadic
mindfulness conversational agents, the needs and preferences
of persons with dementia and their caregivers need to be
understood first.

To understand the design recommendations, we first examined
theexigting literature. The recommendations below only address
designing dyadic MBIs or conversational agents for persons
with dementia. Few recommendations could befound, asstudies
primarily focused on the effectiveness of dyadic MBIs or
conversational agents rather than on the design of the
interventions. Recommendations for designing dyadic
mindfulness programs for persons with dementia and their
caregivers included the following: first, allowing separate
interventions for each individual on different occasions [3].
Care should be taken when providing interventionswith adyadic
approach because caregivers may be reluctant to fully focus on
themselves, as they are concerned about their partners. They
may also not feel comfortable discussing their concerns. Second,
mindfulness guides must be able to manage participants
negative emotions[20]. Mindfulnessinterventions may provide
amental spacefor negative emotionsto arise, and trainers need
to be able to guide participants through the process. Third, the
needs of caregiversshould be met [3]. It wasimportant to ensure
that the needs of caregivers were taken care of, asthey may be
more worried about the well-being of the personswith dementia
than about their own well-being. On the other hand,
recommendations for designing conversational agents for
personswith dementiaincluded improving the quality of speech
recognition [8]. Automatic speech recognition quality and
synthesis were technical problems that required improvement
because they negatively impacted the adaptiveness and usability
of conversational agents. Recommendations from the existing
literature only addressed parts of the proposed
intervention—dyadic mindfulness or conversational agents for
persons with dementia. Recommendations for dyadic MBIs
using conversational agentsfor personswith dementiaand their
caregivers could not be found. Therefore, this study’s research
aims involved understanding the dyadic mindfulness
conversational agent needs of persons with dementia and their
caregivers. This study sought to address this aim through
feedback from both the expert and user perspectives. This will
enable future designers and developers to create appropriate
dyadic mindfulness conversational agents based on user needs.
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Research Question

What isimportant when designing mindfulness conversational
agents for persons with dementia and their caregivers?

Methods

Ethical Considerations

Ethics approval was granted for this study by Imperial College
Research Ethics Committee (211C6573). Informed consent was
obtained from all the participants before they participated in
the study.

Study Design

Semistructured interviewswere conducted viaMicrosoft Teams.
The first author interviewed 5 dementia experts, 5 mindfulness
experts, 5 persons with early-stage dementia, and 5 dementia
caregivers individually based on a predefined topic guide and
through a 1-hour interview. Dementia and mindful ness experts
were recruited between March and June 2021. Persons with
dementia and their caregivers were recruited between October
and November 2021. Multimedia Appendix 1 outlines the
structure that was adopted for the interviews with experts and
users.

Participants

Individuals with expertise in mindfulness training or dementia
wererecruited from research networks of coinvestigators using
an opportunity sampling method. Persons with dementia and
caregiverswererecruited through dementia groups on the social
media platform Facebook (MetaPlatforms Inc), where a
volunteer sampling approach was used. Personswith early-stage
dementia and caregivers individually responded to
advertisements on various dementia groups. As it was
particularly challenging to recruit individuals who were either
caregiversto personswith dementiaor personswith early-stage
dementia, the caregivers and persons with dementia who
participated in this study were given GBP £20 (US $23.60) and
GBP £40 (US $47.10), respectively, asan appreciation for their
time. Interviewees were informed that they could withdraw at
any time without giving areason. All the participants had to be
aged =218 years, ableto use Microsoft Teams, and communicate
in English. In addition, the following criteria had to be met:

- Dementiaexpertshad to be service providersin health care
facilities working with and planning programs for persons
with dementia.

«  Mindfulness experts had to be teachers and practitioners of
mindfulness methodologies or therapies, such as
Mindfulness-Based Cognitive Therapy or
Mindfulness-Based Stress Reduction or mindfulness
activities such as meditation without a clinical focus or
equivalent.

- Personswith dementiawerein the early stage of theillness
and able to consent for themsel ves.

- Caregivers had to be primary caregivers of an individual
with a dementia diagnosis (early stage of any type) and
must have provided care for at least 3 months before
recruitment.

https://aging.jmir.org/2022/4/e40360
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Data Collection and Analysis

The sessions were recorded using Microsoft Teams before they
were transcribed. The transcripts were analyzed using NVivo
(QSR International; version 12). A thematic analysis approach
was used to identify, analyze, and report patterns within the
data[9]. Thematic analysisisaflexible approach that organizes
and describes data sets that are rich in detail, allowing for the
interpretation of various aspects of the research topic [9]. This
approach was used because it enabled the identification of
important themes across expert and user feedback.

For expert feedback, an inductive bottom-up approach was used
by 2 researchers independently. Data were coded as the
researchers read through the data. Codes were created and
applied, identifying emerging topics asthe datawere analyzed.
Pattern coding was then performed to condense the data into
fewer analytical concepts. Themeswere subsequently identified
from the pattern codes and compared by the 2 researchers across
different experts' data. Themes were chosen based on the
following: (1) whether they were identified by both researchers
and both types of experts, and (2) if they were not identified by
both researchers, they should have had a significant number of
codes from expert feedback that both researchers subsequently
explored and agreed to include. Cohen k coefficient [10], was
calculated to measure the level of agreement between the 2
researchers. Calculations using the formulareflected a val ue of
0.69, showing moderate agreement between researchers for
expert feedback [11].

For user feedback, attribute codes were first devel oped based
on the main topics from the interview questions, organizing
databy (1) living situation, (2) socioeconomic factors, (3) health
factors and care needs, (4) coping methods, (5) hobbies and
daily life, (6) main challenges, (7) use of technology, (8) use of
mindfulness, (9) factors to consider for design, and (10)
individual activity preferences. After this, 2 researchers, CELS
and ZZ, separately used an inductive method—an open coding
approach—before pattern coding was performed to condense
the codes. Themeswere subsequently identified from the pattern
codes. The 2 researchers then came together to compare the
themes, where both researchers reached a consensus about which
themes to include after discussion and justification. Themes
were chosen based on the following: (1) whether they were
identified by both researchers and both types of users, and (2)
if they were not identified by both researchers, they should have
had a significant number of codes from user feedback that both
researchers subsequently explored and agreed to include.
Calculations using the Cohen k coefficient reflected a value of
0.77, showing moderate agreement between the researchersfor
user feedback [11].

Representative data consisting of expert and user quotes were
included to support the themes identified. A cross-comparison
analysis across themes from expert and user perspectives was
performed to identify similarities. The analysis was reviewed
by 4 other researchers. Dataand all appropriate documentswill
be stored for aminimum of 10 yearsafter the study iscompleted.
All video recordings were transcribed in a timely fashion and
removed from Microsoft Teams.
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Results

Participants

A total of 5 dementia experts and 5 mindfulness experts who
fulfilled the inclusion criteria completed the interviews, and all
10interviewswere analyzed. Most of the dementiaexperts (3/5,
60%) interviewed were facilitators at day activity centers, and
all of them (5/5, 100%) werefemale. All the mindful ness experts
(5/5, 100%) were mindfulness teachers, and most mindfulness
experts (3/5, 60%) were male.

In al, 5 caregivers and 7 persons with early-stage dementia
responded to the advertisements posted on Facebook dementia
groups; 2 persons with dementia were excluded because they

Table 1. Participant details (N=20).

Seah et &

had difficulty understanding questions or experienced challenges
using Microsoft Teams. The 10 users completed the interviews,
and all 10 interviews were analyzed. A total of 60% (3/5) of
caregivers cared for parents with dementia, whereas 40% (2/5)
of caregivers were spouses of persons with dementia. Most
caregivers (4/5, 80%) were femae. Of the 5 people with
early-stage dementia who were interviewed, 4 (80%) were
supported by their spouses. They were able to manage daily
tasks with some difficulty but had assistance from others.
However, 20% (1/5) of persons with dementia lived
independently in aretirement village, with assistance from paid
caregiverswho visited occasionally. M ost personswith dementia
(3/5, 60%) were female. Table 1 presents more information on
the participants.

Type of participant

Value, n (%)

Dementia expert (n=5)
Nursing home allied health professional
Hospital staff
Day activity center facilitator
Mindfulness expert (n=5)
Mindfulness meditation teacher
Mindfulness movement teacher
Mindfulness teacher
Personswith dementia (n=5)
Person with early-stage vascular dementia
Person with early-stage dementia
Person with early-stage frontotemporal dementia
Caregivers (n=5)
Carer for person with early-stage vascular dementia
Carer for person with early-stage frontotemporal dementia

Carer with experience caring for person with early-stage dementia

1(20)
1 (20)
3 (60)

1(20)
1(20)
3 (60)

1(20)
1(20)
3 (60)

1(20)
1 (20)
3 (60)

Preferences for Conversational Agents That Support
Dyadic Mindfulness

Most participants, al (5/5, 100%) caregivers and 60% (3/5) of
personswith dementia, had past experiencesusing variousforms
of mindfulness practices. Although not all users had experiences
with mindfulness, al 10 (5 caregivers and 5 persons with
dementia) participants mentioned that they would use
mindfulness practices after trying a mindful exercise. This
indicated that mindfulness was appealing to the participants.
With regard to practicing mindfulness as a pair, 80% (4/5) of
the caregivers and 60% (3/5) of the persons with dementia
expressed interest. However, 20% (1/5) of caregivers and 40%
(2/5) of persons with dementia preferred to engage in
mindfulness individually. According to most users, dyadic
mindfulness was preferred.

Most participants, 60% (3/5) of caregivers and 80% (4/5) of
personswith dementia, were familiar with using conversational
agents. They used them to contact people, monitor the home,
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plan things using the calendar, set reminders and alarms, have
conversations, tell the weather, and play music. They had past
experienceswith varioustypes of conversational agents—Alexa,
Siri, and Google Assistant. Caregivers and persons with
dementia were asked to speculate on format preferences
(conversational agents or videoconferencing software) to
practice dyadic mindfulness; 60% (3/5) of caregivers and 60%
(3/5) of persons with dementia preferred using conversational
agents. Conversational agents were preferred, as they were
something that the users could do on demand instead of having
to arrange and schedule a zoom session. The users mentioned
that conversational agents can be accessed whenever they
wanted and that it did not matter whether it was at night.
However, 40% (2/5) of caregivers and 40% (2/5) of persons
with dementia preferred using videoconferencing owing to a
more persona touch. Overall, mindfulness interventions
designed for dyads could incorporate the use of conversational
agents, given the majority’sfamiliarity with the technology and
their likelihood of using it. However, the interviewees were
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tech-savvy and may not be representative of the target
population. It may be helpful for future studies to include
participants who are not tech-savvy to understand their
perspectives as well.

Designing for Dyadic Mindfulness Conver sational
Agents—Common Expert and User Themes
Overview

A total of 9 expert themes and 7 user themes were identified
from the inductive thematic analysis of expert and user

Textbox 1. Comparison of expert and user themes.

Seah et &

interviews to identify what was necessary in designing
mindfulness conversational agents for persons with dementia
and caregivers. The expert and user themesidentified are listed
accordingly in Textbox 1, where 5 common themes were
identified.

Expert themes

«  Embracing ability

«  Evoking the 5 senses
«  Fostering engagement

«  Creating habits

User themes
o Alleviate stress

« Alleviate worries

Common themes

«  Enhancing accessibility

«  Encouraging mindful mindset shift

«  Enhancing relationships

«  Cultivating positivity

«  Providing simplified tangible and thought-based activities

Enhancing Accessihility

First, 60% (3/5) of dementia experts, 60% (3/5) of mindfulness
experts, al (5/5, 100%) caregivers, and 80% (4/5) of persons
with dementia emphasi zed the importance of keeping solutions
designed for persons with dementia and their caregivers as
accessible as possible, with activities explained inasimple and
straightforward manner. It was necessary to avoid complex
sentences, as they may cause difficulties in following
instructions according to person with dementia D5. Second,
providing guidance may aso help facilitate accessibility,
according to 40% (2/5) of dementia experts, 80% (4/5) of
mindfulness experts, and 20% (1/5) of persons with dementia.
Having expert guidance could help participants to have clarity
and offer more support for people who need it, especially for
those who may be progressively getting worse. Third, it would
also be essential to consider how the activities designed for the
dyad progress as the condition of the person with dementia
declines, ensuring that users would still be able to use solutions
with ease, as mentioned by 20% (1/5) of dementiaexperts, 80%
(4/5) of caregivers, and all (5/5, 100%) persons with dementia.
This could be accomplished by breaking down the tasks or
simplifying programsfor persons at different stages of dementia.

https://aging.jmir.org/2022/4/e40360

And it has to be as simple as possible, even for early
stage, you know, as simple as possible. [Dementia
expert D4]

So your version of simple and what actually works
for me can be very, very different. [Person with
dementiaD1]

Encouraging Mindful Mindset Shift

Participants in the 4 groups believed that a mindful mindset
shift may be able to benefit the dyad through present-moment
awareness and having no attachments or aversions to
experiences. Present-moment activitieswere used and preferred
by 80% (4/5) of dementia experts, al (5/5, 100%) mindfulness
experts, al (5/5, 100%) caregivers, and all (5/5, 100%) persons
with dementia to enhance present-moment awareness. Worries
that comewith aprogressing illness could be mitigated through
the effects of present-moment activities, where the hustle and
bustle stop for amoment and thereis a sense of calm, changing
the relationship with negative experiences to one of ease rather
than one of struggle. In addition, 80% (4/5) of mindfulness
experts and 40% (2/5) of persons with dementia identified the
need to have no attachment or aversion to events, learn to have
acceptance, and be comfortablewith discomfort. Where pleasant
or unpleasant feelings arise, thoughts should be allowed to come
and go while being mindful—not reacting to or judging them.
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This means that the participants would be comfortable with
discomfort because a“ different way of being is actually okay.”
Moreover, 40% (2/5) of personswith dementiaexemplified this
by accepting and acknowledging uncomfortable experiences
and waiting patiently for negative emotions to pass.
Interventions for dyads should encourage a mindset shift,
allowing dyadsto stay in the present moment and learn to have
no attachment or aversion to experiences.

Being in the moment is just so important, isn't it, for
everybody, really, but | think specifically for someone
who lives with an illness (dementia) and something
which is obviously progressing... [Dementia expert
D1]

If I'm upset, | just acknowledge that I’m upset and |
have a reason to be upset and wait till it passes,
really. [Person with dementia D5]

Enhancing Relationships

Social connectedness was widely identified as a factor that
should be incorporated into dyad activities by 80% (4/5) of
dementia experts, al (5/5, 100%) mindfulness experts, all (5/5,
100%) caregivers, and 80% (4/5) of persons with dementia. In
particular, socia connectedness between the dyads was
important according to mindfulness experts M2 and M5. This
was further emphasized by 60% (3/5) of caregivers and 40%
(2/5) of persons with dementia who mentioned having a
worsened rel ationship because of dementianeeds and symptoms.
Caregivers found it difficult to live with the person with
dementia, grappling with the “huge personality change.
Similarly, 40% (2/5) of persons with dementia expressed
negative changes in their relationships with their loved ones.
As the condition of persons with dementia declines, they lose
their abilities and have changesin their personalities, resulting
in worsened relationships. It would be important for
interventions to improve social connectedness between the
dyads. Dyadic dynamics needs to be carefully designed to
encourage a stronger bond between the pair, as mentioned by
mindfulness experts M4 and M5.

Quality of the relationship between caregiver and the
person with dementia is vital. [Mindfulness expert
M2]

My husband says you have become a liability to me

and that really, really hurt because we had been a

team. [Person with dementia D1]
Cultivating Positivity
A total of 40% (2/5) of dementia experts, all (5/5, 100%)
mindful ness experts, 80% (4/5) of caregivers, and 40% (2/5) of
persons with dementia identified the need to focus on the
positive. They recommended activities that provided calm,
appreciation, and loving kindnessto enable the dyadsto cultivate
positivity. First, activities promoting calmnessin the dyadswere
identified as essential by 40% (2/5) of dementia experts and
40% (2/5) of mindfulness experts. This resulted in a sense of
peace, which was positive. Second, all (5/5, 100%) mindfulness
experts, 40% (2/5) of caregivers, and 40% (2/5) of personswith
dementia recommended activities that had elements of
appreciation. Appreciating the “duality of human nature” and
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embracing situationsin their entirety according to mindfulness
expert M2 could be away to bring some positivity to the lives
of the dyads. Moreover, 40% (2/5) other caregivers mentioned
noticing and appreciating the little moments of positivity instead
of ruminating or dwelling on negative thoughts. In addition,
40% (2/5) of persons with dementia had a positive outlook on
life despite having dementia and suggested that it wasimportant
to see the positive in the negative and learn to still bejoyful and
appreciative in the face of adversity. According to the experts
and users, encouraging appreciation is essential for cultivating
positivity inthe dyads. Finally, 40% (2/5) of mindfulness experts
recommended activities that had elements of loving kindness.
Practicing loving kindness may also help to cultivate positivity.
In essence, elements of positivity were recommended to be
incorporated into interventions designed for dyads, enabling
them to better cope with the challengesthat come with dementia.

What | would really recommend building in would
be something on using mindfulness in terms of
appreciation and in terms of gratitude, so | think this
sort of practices can be really helpful for people.
[Mindfulness expert M5]

I’ve re-evaluated and rediscovered there's a joy and
a lightness in this new as well. I've looked death in
the face and decided that | can dance and do and
stand. [Person with dementia D1]

Providing Simplified Tangible and Thought-Based
Activities

According to expertsand users, dyad activities could betangible
or thought based. In all, 60% (3/5) of dementiaexperts and 80%
(4/5) of mindfulness experts recommended using mindful
breathing, where the focus is on noticing the breath, as it is
tangible and easy to grasp, which may be particularly useful for
dyads. All (5/5, 100%) caregivers and all (5/5, 100%) persons
with dementia would similarly do tangible activities like deep
breathing, as it was a tangible and effective way to calm them
down. In al, 20% (1/5) of mindfulness experts, 60% (3/5) of
caregivers, and 60% (3/5) of persons with dementia would
recommend or do other forms of tangible activities such as body
scan meditation, where the focus is on the sensations one feels
in the body. However, 40% (2/5) of caregivers and 40% (2/5)
of persons with dementia mentioned not wanting to do body
scan meditation, citing reasons of not understanding how to do
the activity, lack of interest, and potential of feeling
overwhelmed.

A total of 40% (2/5) of dementia experts and 60% (3/5) of
mindfulness experts conducted thought-based activities that
used reflection to help dyads generate insights into self.
Mindfulness expert M4 explained that through mindful
reflection, one would be aware of their thoughts, feelings, and
sensations, enabling them to prevent automatic rumination of
thoughts and breaking the cycle of how fear-based thoughts
affect unhealthy behavior. In addition, al (5/5, 100%) caregivers
and 80% (4/5) of personswith dementiawould do thought-based
activities, focusing on reflection through dyadic gratefulness,
where one reflects on positive things with a partner. Moreover,
80% (4/5) of caregiversand 60% (3/5) of personswith dementia
were open to other thought-based activities such as letting go,
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which helps users to be comfortable with discomfort and feel
less overwhelmed. The activity encourages being open and
accepting to difficult emotions and experiences, rationalizing
the process using metaphors. However, 40% (2/5) of persons
with dementia had difficulties understanding the abstract
components that had metaphors. Overall, certain simplified
tangible and thought-based activities may be suitable for dyads,
depending on their individual needs.

Seah et &

Comparison With Prior Work

When compared with design recommendationsidentified inthe
literature—(1) dyadic mindfulness programs for persons with
dementia and their caregivers as well as (2) conversational
agents for persons with dementia—most of the themes
uncovered were novel and reflected the needs from a holistic
perspective, based on user and expert feedback. The existing
design recommendations may have been created from the
researchers’ perspectives, which may explain why most of them
did not coincide with the user and expert themes, as seen in
Table 2.

Table 2. Comparison of the dyadic mindfulness conversational agent design needs highlighted by users and experts with the existing recommendations

from the literature.

Expert themes User themes

Design recommendation (literature)

Common themes
Enhancing accessibility Enhancing accessibility
Encouraging mindful mindset shift

Enhancing relationships Enhancing relationships

Cultivating positivity Cultivating positivity

Providing simplified tangible and

thought-based activities based activities
Embracing ability N/A
Evoking the 5 senses N/A
Fostering engagement N/A
Creating habits N/A
N/A Alleviate stress
N/A Alleviate worries
N/A N/A
N/A N/A
N/A N/A

Encouraging mindful mindset shift

Providing simplified tangible and thought-

Quality of speech recognition needs to be improved [8]

N/AZ
N/A
N/A
N/A

N/A
N/A
N/A
N/A
N/A
N/A
Allow separate interventions on different occasions [3]

Mindfulness guides need to be able to manage participants’
negative emotions [20]

Ensure that the needs of caregivers are met [3]

3N/A: not applicable.

Designing for Dyadic Mindfulness Conver sational
Agents—Expert Themes That Were Not Present in
User Themes

A total of 4 themes were identified by experts and were not
present in the user-identified themes. These include embracing
ability, evoking the 5 senses, fostering engagement, and creating
habits.

Embracing Ability

A total of 60% (3/5) of dementia experts and 20% (1/5) of
mindfulness experts highlighted the importance of seeing dyads
under adifferent light, focusing on abilities. They thought that
after a diagnosis, dyads may focus on the negative aspects of
dementia, and learning to see themselves and each other under
adifferent lens could be useful. Similar sentiments were noted
in the subthemes that identified role reversal, autonomy, and
empowerment of dyads asimportant. Role reversal was brought
up by 40% (2/5) of dementia experts and 20% (1/5) of
mindful ness experts, where modifying the role for the persons
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with dementia could better engage them, preventing passivity.
Role reversal was also used to help caregivers step out of their
caring roleto take a break. Second, encouraging autonomy was
essential, and according to 40% (2/5) of dementia experts, it
could come in the form of providing options for choices to be
made by dyads. Third, according to 60% (3/5) of dementia
experts, empowering dyads can help them to see that, although
they are affected by the disease, there are many things that they
can still do.

Actually he did tell us as well, that he started to see
her in a different light... [Dementia expert D1]

Evoking the 5 Senses

In al, al (5/5, 100%) dementia experts and 80% (4/5) of
mindfulness experts mentioned the use of activities that
stimulated the 5 senses. Activities used by dementia and
mindfulness experts had an emphasis on the different senses,
allowing for nonverbal communication needs to be met.
Although it may be beneficial for activities designed for dyads
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to incorporate the 5 senses, care must be taken to prevent
overloading their sensory capabilities.

Wejust use everything...all the senses and the garden
and nature... [Dementia expert D5]

Fostering Engagement

According to 5 (100%) dementia experts, activities have to be
engaging. It is important to create a positive association with
the activity. Moreover, 60% (3/5) of dementiaexpertsidentified
providing variety as an important component for engaging the
users. Dementiaexperts D1, D3, and D4 provided awide scope
of activities with varying difficulties, providing flexibility for
the users to choose what they preferred. Providing choices of
format, frequency, and duration may aso be important for
fostering engagement.

It needs to be fun. [Dementia expert D2]

Creating Habits

Mindful habits can be created by incorporating mindfulness
into current routines and using reminders to aid the practice.
According to 40% (2/5) of dementia experts and 60% (3/5) of
mindfulness experts, activities could be woven into existing
routines to introduce new habits, rather than having them as
separate activities. Reminders on how to perform mindfulness
activities, on what the activities comprise, and to do the activities
could also help to facilitate the formation of mindful habits, as
mentioned by 40% (2/5) of dementia experts.

What is their routine and then build it into that, the
activities list rather than separate because separate
will never happen... [Dementia expert D3]

Designing for Dyadic Mindfulness Conver sational
Agents—User Themes That Were Not Present in
Expert Themes

A total of 2 themeswereidentified by users and were not present
in the expert-identified themes. Theseinclude alleviating stress
and alleviating worries.

Alleviate Stress

Caregivers and persons with dementia are highly stressed, and
interventions should address this need. A total of 60% (3/5) of
caregivers had other caregiving duties in addition to caring for
persons with dementia, and 40% (2/5) of caregivers aso had
other personal illnesses. These factors may have contributed to
why 80% (4/5) of the caregiversfelt highly stressed and unable
to cope. In addition, 80% (4/5) of persons with dementia
experienced high levels of stress because of their dementia
symptoms, 2 of which also had other accompanying illnesses,
adding on to their stress levels. Most caregivers and persons
with dementia experienced high levels of stress, and it is
necessary for interventions designed for dyads to lower stress
levels.

It does sometimes get completely overwhelming that
you just can’'t deal with anymore, you know. And |
have felt | suppose over the last year | felt waves of
being more overwhelmed, getting closer to tears or
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something more quickly than | have in the past.
[Caregiver C2]

Alleviate Worries

Caregiversand personswith dementiahad high levels of worries
because of dementia, and interventions should addressthisissue.
A total of 80% (4/5) of caregivers mentioned struggling with
worries they had about the person they care for, revealing an
inability to cope with the situation. In addition, all (5/5, 100%)
persons with dementia mentioned losing their abilities as one
of themain challengesthey faced, causing them to feel worried.
These challenges reflected high levels of worries, and it is
important for interventions to ensure that dyads are better able
to manage their worries.

Mostly | worry about him. [Caregiver C5]
Discussion

Principal Findings

A total of 5themes outlining the user needsfor designing dyadic
mindfulness conversational agents were gathered from expert
and user perspectivesin this study. These themes could be used
to design future dyadic mindfulness conversational agents.

Studies on dyadic mindfulness [15,16,18] and conversational
agents for persons with dementia[23,24] were relatively scant,
with afocus on assessing effectiveness rather than on the design
and user experience of theintervention. Only 4 user needswere
gathered from past studies on dyadic mindfulness and those on
conversational agentsfor dementia, and it was unclear whether
the needs were derived based on user feedback. Furthermore,
there were no studies on dyadic mindfulness conversational
agents; therefore, user needs could not be found. Thisrevealed
the lack of understanding of needs from the users’ perspective,
whichiswhat this study sought to address. The resulting themes,
derived from an inductive process, provided interesting insights
that helped meet the study’s objective—to fill the gap in the
literature concerning the design needs of personswith dementia
and their caregivers for a dyadic mindfulness conversational
agent approach from expert and user perspectives.

The 5 common themesidentified from expert and user feedback
inform the design of mindfulness conversational agents for
dyads. These themes incorporated the voices of dementia
experts, mindfulness experts, persons with dementia, and
caregivers. The value of approachesincorporating user opinions
has been amply demonstrated in the literature, notably in the
field of designing for persons with dementia and caregivers
[21,25]. Gathering feedback from a holistic range of
stakeholders had several advantages, including knowledge
cocreation across dementia expertise, mindfulness expertise,
and lived experiences. In this process, inclusivity and feasibility
were enhanced by integrating user and expert perspectives, as
they provided an insight into important considerations that no
single stakeholder group could have identified alone.

From the 5 common themes, we noted a few important
considerations. First, enhancing accessibility for both persons
with dementia and caregiversis essential. This can be achieved
by ensuring that the activities are simple and straightforward,

JMIR Aging 2022 | vol. 5 | iss. 4 |e40360 | p.226
(page number not for citation purposes)


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

JMIR AGING

where guidance is provided. Ensuring that they would still be
able to perform the intervention as the condition of the person
with dementiadeteriorates should a so be considered. However,
what may be simplefor designers may not be simplefor persons
with dementia, so there is a need to test and iterate the design
of mindfulness conversational agents with dyads. Care must be
taken to ensure that activities can be used by persons with
dementia, even as their condition declines. Providing tangible
activities that are less focused on cognitive capabilities could
enable dyads to stay engaged as their condition deteriorates.
Furthermore, to enhance accessibility, by providing guidance,
technological implementation formats could be used for dyadic
mindfulness. However, dyads may possess a wide spectrum of
technological capahilities. For older adults who lack the high
comfort and digital literacy skills of digital-native generations
[12], it may be useful to provide more accessible and
user-friendly technologies. This could be implemented using
conversational agents, as users need not learn how to navigate
adigital interface and simply have to talk to the conversational
agent, which would guide them through an activity. There may
be a learning curve to use conversational agents as well, but
having a dyadic arrangement would be helpful as caregivers
would be able to guide persons with dementia if needed.
However, activities should be designed such that persons with
dementia would be able to use them independently, as the
activities should also benefit the caregiver, instead of having
them worry about the person with dementia. This can be done
by considering the difficulty of the activities and the phrasing
of words used to convey the activities and ensuring that there
is enough time for dyads to process and respond.

Second, encouraging a mindful mindset shift involving (1)
staying in the present moment and (2) having no attachment or
aversion to experiences is recommended. Present-moment
activities were used by almost all the experts and users and
should beincorporated into mindful nessinterventionsfor dyads.
Although having no attachment or aversionsto experienceswas
identified by only 2 groups—80% (4/5) of mindfulness experts
and 40% (2/5) of persons with dementia—it may be useful for
dyads as 80% (4/5) of caregivers expressed negative situations
wherethey felt like they were unableto cope, and no attachment
and aversion in these situations could help them to manage.
Similarly, personswith dementiaD1, D3, D4, and D5 mentioned
concerns about not being able to do things they were ableto do
before, and it may be essential to alleviate worriesby promoting
no attachment and aversion to their current situation.
Interventions designed for dyadsto promote no attachment and
aversion, hel ping them to manage negative situations by learning
to be comfortable with discomfort, may be a useful tool to cope
asthe condition of the person with dementiadeclines. Although
both mindful mindset shifts may be useful, it may be easier to
stay in the present moment with tangible-based activities such
as deep breathing, which is easy to follow and focus on
throughout an activity session. Having no attachment or aversion
to experiencesrequires self-control, asit isnot atypical response
to experiences. When implementing activities of both kinds,
designers must ensure that the activities are accessible. In
addition, to embody a mindful mindset shift, where one lives
in the present moment and has no attachment or aversion to
experiences, extensive practice and habit formation are required.
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This could befacilitated through atechnol ogical approach such
as conversational agents, where daily reminders and guided
practices could aid habit formation, leading to amindful mindset
shift.

Third, there is a need to enhance relationships, as socia
connectedness was brought up by amost all the experts and
users as essential. This may be particularly important between
dyads, as the participants mentioned having worsened
relationships because of dementia needs and symptoms. Most
caregiversinterviewed cared for parentswith dementia, whereas
most personswith dementiainterviewed had spouseswho cared
for them. Whether it was a spousal relationship or child-parent
relationship, persons with dementia and their caregivers had
worsened relationships, which a dyadic mindfulness
conversational agent could potentially address. In a previous
study, dyadic mindfulnesswasfacilitated by having one partner
share whatever cameto their mind and another partner listen to
the other’s contempl ation, which increased social connectedness
[13]. Dyadic interaction could be further explored and
integrated, for example, where dyads share with each other
about something that they are grateful to each other for.
However, it is important to note that this would encompass
creating interventions for 2 different individuals and care must
be taken to ensure that both their needs can be met. Although
dyadic mindfulness conversational agents may provide
opportunities to enhance relationships, dyadic arrangements
may also prevent individuals from sharing their true concerns.
For instance, mindfulness experts M4 and M5 mentioned that
caregivers may not be willing to share the exasperation they
feel from caregiving and persons with dementia may not be
willing to share the fears they experience with dementia
Thought needs to be given on how to navigate both paths to
manage the pros and cons of dyadic arrangements. Allowing
separate interventions on different occasions, as suggested by
the existing literature, may be able to mitigate this. Similarly,
although dyadic mindfulness user preferences reveded that
most users, 4 caregivers and 2 persons with dementia (6/10,
60%) would use mindfulness as a pair, 40% (4/10) of users, 1
caregiver and 3 persons with dementia, would prefer to do
mindfulnessindividually.

Fourth, cultivating positivity is important and can be
accomplished by providing calm, appreciation, and loving
kindness. However, according to the 7 attitudes of mindfulness
[14], cultivating positivity is not one of the attitudinal
foundations of mindfulness practice. Nevertheless, dementia
experts, mindfulness experts, persons with dementia, and
caregivers mentioned the need to cultivate positivity, and it
should still be incorporated into mindfulness interventions for
dyads. It isalso important to notethat cultivating positivity does
not necessarily mean to remove negativity, as mindfulness also
promotes learning to be comfortable with discomfort. Instead,
mindfulness for dyads should provide a balance of activities
that cultivates a mindful mindset shift while also incorporating
elements of positivity, as dyads face high levels of stress and
worries with the diagnosis.

Finally, although it was recommended by both expertsand users
that tangible activities be provided, not all tangible activities
are straightforward. Mindful breathing, atangible activity, was
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easy to grasp and favored by majority of experts aswell as all
users. By contrast, body scan meditation was tangible, but not
as straightforward. Some users mentioned feeling overwhelmed
when practicing body scan meditation, whereas others did not
know how to perform the activity. For example, when caregiver
C2 tried body scan meditation, she mentioned feeling
overwhelmed by the existing pain she felt from her body. “By
focusing on pain...it was amplifying it,” making her “realise
how bad it is and how widespread it is” when she focused on
her body. Different activitiesmay elicit different responsesfrom
the users, with some unexpected and unintended consequences.
It may be important to provide choices of tangible activities
from which the users may choose or provide alternative paths
within the activity itself so that the users have alternatives,
should a path not work well for them. It isalso essential to note
that although tangible activities, according to experts, may be
easier for usersto grasp, certain tangible activities could not be
understood by persons with dementia. When abstract
components and multiple concepts were introduced to persons
with dementia, 40% (2/5) of them were unable to understand
the activity. Even though tangible activities may be easier to
grasp, the complexity of the activity and the phrasing used to
explain each activity should be simplified, in particular, to cater
to the needs of persons with dementia. Similarly, for
thought-based activities, simplified versions were also
recommended, as metaphors used to explain concepts were too
difficult for 40% (2/5) of personswith dementiato follow. Care
must be taken to ensure that the users are not overloaded with
cognitive tasks that are too challenging.

By comparing and identifying the common themes mentioned
by the 4 groups—dementia experts, mindful ness experts, persons
with dementia, and caregivers—this study provided a
comprehensive view of the themes needed to design dyadic
mindfulness conversational agents. Most of the existing
guidelinesfrom theliterature did not coincide with the common
themes highlighted by experts and users.

Conversational Agent mplementation M ethod

Dyadic MBI s have been implemented in physical group settings,
home settings through recordings, and guided telephone calls
[15-19] but have yet to be implemented using more accessible
formats and more advanced technol ogies such as conversational
agents. Current implementation methods such as physical groups
have accessibility limitations, as they require dyadsto travel to
a physical location, limiting the participants who are not able
to be physically present. Situations such as the ongoing
COVID-19 pandemic aso makeit difficult for people to attend
in-person interventions. Physical groups and guided telephone
callsalso have scalahility limitations and limited access, asthey
require a facilitator to be present, which limits the number of
people who can access the intervention at each point in time.
The users would also have to schedule a meeting to practice
mindfulness but are not able to do it whenever they need it. By
contrast, recordings of mindfulnessallow for greater scalability
and accessibility, asit can be used anywhere with 24/7 access,
given that the users have adequate digital literacy, but do not
allow for a personalized or guided experience, which physical
group settings and guided telephone calls provide.

https://aging.jmir.org/2022/4/e40360
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Using conversational agents may be ableto address these needs
while also providing for accessibility and scalability needs.
Mindfulness conducted through conversational agents would
be available to access in the users' homes 24/7, not requiring
them totravel to aphysical location and allowing them to access
it whenever needed. Conversational agents are also more
accessible in terms of digital literacy needs, allowing dyadsto
simply speak to the conversational agent. The technology is
scalable, alowing many people to simultaneously access
mindfulness activities. Furthermore, it is also able to provide
personalized and guided mindfulness activities, which recordings
are not able to do.

This study revealed that dyadic mindfulness was of interest,
and using novel implementation formats such as conversational
agents, ideally one with a more personal touch, was preferred
by most users. It was particularly interesting for conversational
agentsto be preferred by the users, asthey were generally older.
However, it isimportant to note that the usersinterviewed were
able to navigate the internet space, use software such as
Microsoft Teamsindependently, and have strong digital literacy
skills, which may not be representative of the entire population.
Moreover, 60% (3/5) of caregivers and 80% (4/5) of persons
with dementia also had prior experience using conversational
agents.

Strengths and Limitations

This study had multiple strengths, where it provided an
understanding of the preferences and needs of persons with
dementiaand their caregiverswith regard to dyadic mindfulness
conversational agents. The insights gathered were novel, as
dyadic mindfulness conversational agents had not been created
before, and, therefore, the needs and preferences were not
known. In addition, using both expert and user perspectives
strengthened the study, providing insights from lived-experience
pairs, aswell as expertswho had planned and executed dementia
and mindfulness programs. However, there were a few
limitations.

First, the results may not be representative of the target
population, as persons with dementia and caregivers who
volunteered to participate in the study, as well as mindfulness
and dementiaexpertswho wereidentified, weretech-savvy and
able to navigate videoconferencing tools and social media. As
the interviews were conducted digitally because of the
COVID-19 pandemic, only interviewees who had adequate
competence and confidence in using the digital tools were
recruited for the study, limiting the generalizability of theresuilts.
As there would likely be interviewees who are not as
technologically savvy, thisresulted in the study’s sample being
biased. It may be beneficia to include a more comprehensive
range of usersin future studies.

Second, as interviewees had no prior experience with
mindfulness conversational agentsfor dyads, it was difficult to
determine their needs when designing such interventions. To
mitigate this, dyadic mindfulness conversational agents were
explained to the participants and we had to rely on their
knowledge and past experiences with conversational agents,
dementia, and mindfulness programs. Consequently, the
responses from the users did not have a strong emphasis on
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conversational agent—specific feedback. This could be because
the users did not have a prototype to experiment with and
provided feedback based on their past experiences. Future
research should use prototypes of mindfulness conversational
agentsfor dyadsto experience before obtaining their feedback.
Thiswould ensure that their needs are appropriately identified.

Third, it was challenging to recruit persons with dementia and
caregivers for this study. Attempts to mitigate this were made
by recruitment through multiple research networks and social
network groups. This resulted in a small sample size of
participants who volunteered to participate, which may have
affected the validity of the study. Nevertheless, the richness of
insight resulting from the thematic analysis of the interviews
was satisfactory for the purpose of the study. For future studies,
larger sample sizes should be recruited.

Fourth, there may have been a volunteer bias, as the persons
with dementia and caregivers in this study volunteered to
participate through the advertisements posted. They may not
represent the general population that includes less empowered
or motivated persons and, therefore, would affect the validity
of the study. It may be useful for future studies to increase the
number of volunteers to prevent volunteer bias.
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with potential implementation formats such as conversational
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interventions may be particularly important during
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tota of 5 themes were identified through expert and user
interviews. The five themes, defined through an inductive
process, included (1) enhancing accessibility, (2) cultivating
positivity, (3) providing simplified tangible and thought-based
activities, (4) encouraging mindful mindset shift, and (5)
enhancing relationships. The development of mindfulness
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needs can be met.
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Abstract

Background: Informal care for people with dementia not only affects the well-being of the primary caregiver but also changes
their roles and interactions with the social environment. New online interventions might facilitate access to social support.
Recently, an online social support platform, Inlife, was developed in the Netherlands and aims to enhance social support and
positive interactions in informal support networks.

Objective: This study aimed to evaluate the effectiveness of Inlife for caregivers of people with dementia.

Methods: A randomized controlled trial with 96 caregivers of people with dementiawas performed. Participants were randomly
assigned to the Inlife intervention or the waiting list control group. After 16 weeks of Inlife use, the waiting list control group
could start using Inlife. Effectswere evaluated at baseline (T,), 8 weeks (T,), and 16 weeks (T,). The 16-week follow-up assessment
(T,) served asthe primary endpoint to eval uate the results for the primary and secondary outcome variables evaluated with online
self-report questionnaires. The primary outcomes included feelings of caregiver competence and perceived socia support. The
secondary outcomes included received support, feelings of loneliness, psychological complaints (eg, anxiety, stress), and quality
of life.

Results: No significant improvements were demonstrated for the intervention group (n=48) relative to the control group (n=48)
for the primary outcomes (feeling of carer competence: b=—0.057, 95% Cl —0.715 to 0.602, P=.87; perceived socia support:
b=-15.877, 95% CI —78.284 to 46.530, P=.62) or any secondary outcome. This contrasts with our qualitative findings showing
the potential of Inlife to facilitate the care process in daily life. Adherence was not optimal for al Inlife users. Additional
per-protocol and sensitivity analyses also revealed no beneficial results for high active Inlife users or specific subgroups. Inlife
users were more active when part of alarger network.

Conclusions: Researchers should be modest regarding the effectiveness of online caregiver interventionsin terms of quantitative
measures of well-being and quality of life. Nevertheless, online tools have the potential to facilitate the caregiver processin daily
life. Lessons learned include the importance of harnessing the power of human interaction in eHealth, making use of the user’s
social capital, and the need to develop research methods that can identify benefits in daily life that are ecologically valid for
caregivers.

Trial Registration: Netherlands Trial Register NTR6131; https://trialsearch.who.int/Trial2.aspx?TrialID=NTR6131
International Registered Report Identifier (IRRID): RR2-10.1186/s13063-017-2097-y
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Introduction

Dementia and Caregiving

A substantial part of the care for people with dementia is
provided by informal caregivers such as family, friends, and
relatives[1]. Consequently, informal caring not only affectsthe
well-being of the primary caregiver but also changestheir roles
and interactions with the social environment [2,3]. Although
some involved caregivers report the benefits of caring, such as
the strengthening and enrichment of mutual relationships, family
cohesion, or personal growth [4], others face negative
consequences of caring on their physical and mental health or
experienceincreased burden due to the growing dependence of
the people with dementia on their environment [2,5]. During
the disease process, caregivers of people with dementia are at
risk of becoming socialy isolated since they might become
homebound due to decreased mobility, memory problems,
behavioral problems, denia of the disease, or experienced
stigma [6-8].

To prevent social isolation and loneliness in caregivers and
people with dementia, support is needed after a diagnosis has
been made. Previous qualitative studies with carers of people
with dementia have shown that there is a postdiagnostic care
mismatch between the supply and demand of informal support.
The authors advocated introducing early access to tools to
improve open communication and facilitate positive socia
engagement in dementia care networks before carers might
become overburdened and while they still have the resources
to learn new caregiving skills [9,10]. Existing psychosocial
interventions focus on psychoeducation, skill building, and
psychotherapeutic counselling based on techniques derived
from cognitive behavioral therapy [11-13]. It has been
demonstrated that individualy tailored, multicomponent
interventions offered to both the caregiver and the people with
dementia have positive effects on burden, anxiety, and
depression [11-13]. However, the effects are generally small to
moderate, and available studies are limited in their
methodological quality [14].

Online Interventionsto Support Caregivers

With the introduction of the Internet and social mediain daily
life in recent decades, online interventions have become a new
avenuefor caregiver support. Recent onlineintervention studies
that contained multiple individual tailored elements of
psychoeducation, peer support, skills training, and health
assessment have demonstrated improved caregiver well-being,
including confidence, self-efficacy, and lower levels of
depression [15-17]. Therefore, online caregiver support might
be an aternative to traditional counselling and support
interventions for several reasons. Online tools are always
available, regardless of distance, time, and maobility constraints,
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and provide easily accessible, low-cost support and caregiver
empowerment [18]. Using online tools might elicit
support-seeking behavior and engagement in social activities
to cope better with stressful situations[19] or enhance feelings
of competence [20,21] to deal with the challenges faced in the
caregiving process. Additionally, through accessibility and
widespread reach, online interventions can lower the threshold
to involve the caregiver's socia network and either seek or
provide social support by increasing openness and positive
interaction [9]. This might prevent social isolation and increase
feelings of competence in caregivers. Although results from
online network interventions are promising [22], the use in
informal caregiver social networksisrelatively new and not yet
studied.

Inlife

Therefore, the online social support intervention “Inlife” was
developed for caregivers of people with dementia and made
available in the Netherlands [23]. Inlife intends to help
caregivers of peoplewith dementiaovercome barriersto seeking
help while aso removing barriers for loved ones and other
individualsinvolved in the dementia care network to offer help.
Using the“Inlife platform,” the primary caregiver is encouraged
to invite family, friends, and significant others into their
personalized support circles. The functionalities in the
intervention include Profile (persona information), Circles
(layersof caregiverswith different privileges), Helping (general
overview to place and receive responses to help regquests),
Timeline, Calendar, Persona Messages, Care Book, and
Compass (information about dementia-related topics). Details
of these functionalities are described elsewhere [24]. Inlife is
currently being called “Myinlife’ after being adopted by a
societal partner, the Dutch Alzheimer’s association (Alzheimer
Nederland).

Aim

The aim was to evaluate the effectiveness of Inlife in a
randomized controlled trial (RCT) over a16-week period [24].
Primary outcomes were feelings of competence and perceived
social support. Secondary outcomes were received support,
feelings of loneliness, psychological complaints, and quality of
life. We hypothesized that, compared with care as usual, use of
the Inlifeintervention would lead to change in both the primary
and secondary outcome measures.

Methods

Participants and Design

Between June 2016 and June 2017, informal primary caregivers
of people with dementia of all subtypes and stages were
recruited viaonline advertisement, newd etters, and social media
channels of the Dutch Alzheimer Association; regiona dementia
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community services; and memory clinics or other relevant care
ingtitutions. The inclusion criteria were (1) being a primary,
informal caregiver of a person diagnosed with dementia of any
subtype; (2) having Internet access; and (3) having basic (tablet)
computer knowledge as assessed by the researcher. Participants
were excluded if they were unavailable for longer than 4 weeks
during the study period or had serious health problems
incompatible with participation as assessed by the study staff.

After the baseline assessment, participants were randomly
assigned to either theintervention or awaiting list control group.
The intervention group participated in the Inlife intervention.
The waiting list control group received care as usual and was
able to start with Inlife after 16 weeks.

Randomization was performed using a computerized sequence
generator for block randomization with variable sizes of 4, 6,
and 8 (for details, see [24]). The follow-up assessments were
completed online using asecure, custom-designed query system.

Ethical Approval

The study was approved by Ethical Committee of the Faculty
of Psychology & Neuroscience of Maastricht University
(ERCPN-172 20 03 2016 Al; Dutch Trial Register trial
number: NTR6131) More detailed information about the study
designis presented el sewhere[24]. The CONSORT eHEALTH
checklist is presented as Multimedia Appendix 1.

Procedure

Participants were screened by telephone to check eligibility.
Subsequently, the participating caregivers provided online
informed consent. Assessments were collected online at 3 time
points: pre-intervention (T,), 8 weeks (T,), and 16 weeks (T,).
The 16-week follow-up assessment served as a primary endpoint
to compare group effects [24]. Because 2 weeks was deemed
an adequate amount of time to become familiar with the
platform, 2 weeks after registration on the Inlife platform,
participants were contacted by phone to reflect on user
experiences. This was done to facilitate engagement, stave off
attrition, and resolve any initial queries about the platform.

Conditions

The intervention group had access to Inlife, an online social
support platform for informal caregivers and people with
dementiaaimed at strengthening positiveinteractions and social
support. All users had a secure username and password
combination to access the website and complementary app for
smartphones and tablets. Participants could use Inlife in a
flexible manner and at their own pace. The platform remained
accessible to them after the 16-week study period. Participants
in the control group remained on the waiting list for 16 weeks
and received care as usua. Care as usua entailed that the
participants continued with any routine care they may receive,
such as consultationswith their general practitioner or dementia
case manager. After the 16-week follow-up assessment (T5,),

they had the opportunity to register on the Inlife platform.

https://aging.jmir.org/2022/4/e38656

Christie et al

M easures

A short overview of applied self-reported measurement
instruments is provided in this section. More details can be
found elsewhere [24].

Primary Outcomes

First, caregiver sense of competence was assessed using the
Short Sense of Competence Questionnaire (SSCQ), which
consists of 7 items that refer to caregivers feelings of being
capable of caring for the people with dementia. The total score
ranges from O to 7. The SSCQ has been evaluated as a valid
and reliable instrument in caregiver research [25]. Next,
perceived support was measured using the 12-item
Multidimensional Scale of Perceived Social Support (M SPSS).
The total score ranges from 12 to 84. The psychometric
characteristics of the scoreswere sufficient in clinical [26] and
nonclinical populations [27].

Secondary Outcomes

Received support was measured using the 12-item Social
Support List-Interactions (SSL12-1); the total scorerangesfrom
12 to 48. Good interna reliability has been previously
demonstrated [28]. Feelings of loneliness were measured using
the 11-item Loneliness Scale (LS), with total scores ranging
from 11 to 33. The psychometric propertieswere sufficient [29].
The 6-item Lubben Social Network Scale (LSNS-6) was used
to assess the number of friends and family ties. The total score
rangesfrom 0to 30. The LSNS-6 hasbeen validated in an ol der
sample [30]. Anxiety and depression symptoms were assessed
using the Hospital Anxiety and Depression Scale (HADS). The
total score ranges from 0 to 42, and the Dutch version of the
HADS has demonstrated good reliability and validity [31].
Perceived stresswas measured with the 10-item Perceived Stress
Scale (PSS), with atotal score ranging from 0 to 40. Sufficient
psychometric quality has been demonstrated [32]. Perseverance
time for the caregiver was measured by a single item, with
scoresranging from 1 to 4. The scale was specifically validated
for informal caregivers of people with dementia[33]. Domains
of quality of life or capability were measured using the
I nvestigating Choice Experiments for the Preferences of Older
People Capability Measure for Older People (ICECAP-O). The
summary score ranges from 0 (no capability) to 1 (full
capability), and the scale has been sufficiently validated [34].
The impact of caring on quality of life was assessed using the
Care-Related Quality of Life Scale (CarerQol). Scores range
between 7 and 21. The psychometric properties were sufficient
[35,36]. Furthermore, at baseline, (socio-)demographics of the
caregiversand care recipientswere collected including age, sex,
education, and hours of contact with and hours caring for the
people with dementia. Additionally, the number of clicks on
the Inlife website was collected to measure actual usage of the
platform (results reported elsewhere) [24].

Sample Size Calculation

The sampl e size cal cul ation was based on previousintervention
studies of caregivers of people with dementia with the SSCQ
as an outcome measure [16,35], using differences between
intervention and control groups at follow-up with an assumed
mean effect size of Cohen d of 0.5 (medium effect). With an
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alphaof .05 and power of 80%, we aimed to include 102 primary
caregivers (51 participants per group). Allowing for a20% loss
to follow-up, we aimed to enroll atotal of 122 caregivers into
the study.

Statistical Analysis

Statistical analyseswere conducted in SPSSVersion 24.0 (IBM
Corp, Armonk, NY). Before analysis, data were examined for
missing values, outliers, and normality. Potential differences
between the intervention and control groups in baseline
characteristics and outcome variables at baseline and the
16-week follow-up, which might require adjustment for such
differences, were tested using either t tests for continuous
variables or Chi-square tests for categorical variables. Since
there were missing values, we compared the baseline
characteristics of study completers and the participants with
missing values. A separate analysis revealed that missingness
was related to the sex of the person with dementia. Since missing
values were not completely at random, data were analyzed
according to intention-to-treat (ITT) principles applying a
multipleimputation strategy. We used the Markov chain Monte
Carlo method in SPSS to produce 10 data sets. These were
subsequently analyzed, and estimates were pooled using the
Rubin rule [36]. Subsequently, we performed a per-protocol
(PPT) analysisincluding only the caregiversin the analysesthat
used Inlife until 16 weeks in the intervention group. A
subsequent sensitivity analysis was conducted by contrasting
the high active versusthe low active Inlife users with the control
group. The intervention group was split into high active and
low active Inlife users based on the median total number of
clicks on the platform [24].

To test the differences in the outcome variables in the
intervention group and waiting list control group, we performed
linear regression analysis on the imputed data sets, with
outcomes from the T, assessment as dependent variables (ie,
the primary endpoint at 16 weeks; after this period, the waiting
list control group was able to start using Inlife). The primary
and secondary outcome variables at the T, follow-up were
included in the model as dependent variables, and group was
included as the between-subjects variable. Statistically
significant baseline differences between the treatment arms (eg,
age of the person with dementia) were included as covariates.
Each outcome measure was assessed as a dependent variable
in separate analyses. For avariable that was positively skewed,
a cubic transformation was applied to better approximate a
normal distribution. Subsequently, to test the changes in the
primary outcome measures over time, data were analyzed
performing a linear mixed model (LMM) on the nonimputed
data set. This anaysis estimates the fixed effects of the
regression slopes, indicating the changes during the intervals
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(To-T, and T4-T,) in the intervention and waiting list control
groups. This procedure allows for modelling the rate of change
inthe primary outcome variablesfor the caregiverswho did not
receive the intervention compared with the caregivers who
received the intervention (Ty-T,). This analysis accounts for
within-subject correlations between repeated measures using
random (ie, individual-specific) effects, thus accounting for the
hierarchical structureinthedata (ie, time nested inindividuals).
Additionally, LMM handles missing values efficiently under
the missing at random assumption if variablesthat are associated
with missingness are included in the analyses using maximum
likelihood estimates for the missing observations. Hence, it is
suitablefor ITT analysis[37]. Random effects for the intercept
only were specified because likelihood ratio testing revealed
that this model fit the data better than adding a random slope
or adjusting for correlated residuals. To model the effect of the
intervention on the primary outcome variables over time, we
entered a group-by-time interaction term as a dummy variable
for each of the follow-ups to alow for nonlinear effects. The
model was adjusted for baseline differences (eg, age of the
person with dementia) and associations with missingness (eg,
sex of the person with dementia). All tests were 2-tailed with
an aphaleve of .05.

Results

Participants and Descriptive Statistics

A total of 475 caregivers were approached to participatein the
study. In total, 379 people were excluded: 124 people were
excluded duetoindigibility, and 255 peoplewere excluded due
to the fact that they declined to participate. Subsequently, 96
informal caregiverswho signed informed consent wereincluded.
In total, 96 caregivers signed informed consent and were
randomly assigned to either the Inlifeintervention group (n=48)
or the waiting list control group (n=48). Reasons for declining
participation are described el sewhere[24]. Of the 96 randomized
participants, 89 completed the 16-week follow up (T>,). Figure
1 depicts the flowchart of study participation. The baseline
characteristics for completers and noncompleters did not differ
significantly. The baseline characteristics of the participantsare
presented in Table 1. For the mgjority of variables, there were
no significant differences between the groups, except for age
of the person with dementia (tq,=2.05, P=.04) and baseline
scores on the SSCQ (tz=—2.65, P=.01) and ICECAP-O
(te==2.81, P=.006), which were significantly different.
Therefore, these variables were included as covariates in the
analysis. The high active Inlife users had a larger number of
circle membersin their network (mean 9.4, SD 5.2) compared
with the low active users (mean 3.3, SD 3.7).
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Figure 1. Participant flow diagram according to Consolidated Standards of Reporting Trials (CONSORT).
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Table 1. Characteristics of the intervention and control groups.

Christie et al

Variables Intervention (n=48)  Control (n=48) P vaue
Baseline
Caregiver age (years), mean (SD) range) 58.1 (11.8) 55.7 (13.6) .35
Caregiver age (years), range 26-84 22-82 N/A2
Sex, n (%) 51
Male 17 (35.4) 14(29.2)
Female 31 (64.6) 34(70.8)
Caregiver education (years), mean (SD) 13.1(5.1) 14.1(5.7) .36
Length of caregiving (years), mean (SD) 6.2 (7.8) 4.2 (4.6) 14
Weekly caregiving (hours), mean (SD) 33.9(44.9) 27.9 (48.0) .53
Caregiver relationship (n, %) .30
Spouse/partner 21 (43.8) 13(27.1)
Son or daughter (-in law) 24 (50.0) 33(68.7)
Brother or sister 1(2.1) 1(21)
Other 2(4.2) 1(2.1)
Number of other involved caregivers, mean (SD) 2222 25(2.3) .59
Care recipient age (years), mean (SD) 75.0 (10.8) 79.1(8.8) .04
Care recipient age (years), range 47-91 55-92 N/A
Care recipient education (years), mean (SD) 10.2 (4.9) 11.1(6.5) 43
Type of dementia (n, %) A7
Alzheimer’s disease 25(52.1) 19 (39.6)
Frontotempora dementia 5(10.5) 2(4.2)
Vascular dementia 6 (12.5) 9(18.6)
Dementia with Lewy bodies 1(2.1) 3(6.3)
Mixed dementia 2(4.2) 5(10.5)
Dementia not otherwise specified 9(18.6) 10 (20.8)
Living situation (n, %) 13
Home 41 (85.4) 35(72.9)
Nursing home 7 (14.6) 13(27.1)
Outcome variables at baseline and the 16-week follow-up
SsCcQP, mean (SD)
Baseline (n=95) 3.8(1.9) 47(1.6) 01
16-week follow-up (n=89) 3.7(1.9) 45 (1.7) .05
M SPSSC, mean (SD)
Baseline (n=96) 63.3 (13.0) 68.3 (11.7) .055
16-week follow-up (n=89) 63.8 (16.5) 66.5 (12.8) 38
SsL-12%, mean (SD)
Baseline (n=96) 29.8(7.1) 31.8(8.3) .20
16-week follow-up (n=90) 29.6 (7.6) 32.6 (7.5) .06
L S®, mean (SD)
Baseline (n=96) 3.9(3.4) 3.6(3.5) 64
16-week follow-up (n=89) 4.4(3.8) 35(3.9) 28
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Variables Intervention (n=48)  Control (n=48) P value

L SNS-6', mean (SD)

Baseline (n=95) 17.0 (6.6) 18.4 (4.9) 26

16-week follow-up (n=89) 17.7 (6.6) 18.4(6.1) 33
PSS?, mean (SD)

Basdline (n=95) 14.2 (6.6) 13.7 (6.6) 70

16-week follow-up (n=89) 155 (6.9) 14.1 (8.0) 40
HADS", mean (SD)

Baseline (n=95) 22.8(2.2) 22.0(2.9) 15

16-week follow-up (n=89) 22.4(2.6) 22.9(2.5) .37
PT', mean (SD)

Basdline (n=95) 5.4 (0.9) 5.2 (1.2) 42

16-week follow-up (n=89) 46(1.2) 45(15) 84
CarerQon, mean (SD)

Baseline (n=95) 5.6 (1.8) 5.9(2.1) 47

16-week follow-up (n=89) 6.0 (2.0) 6.0 (2.0) .99
ICECAP-OX, mean (SD)

Baseline (n=95) 0.78 (0.13) 0.84 (0.10) .006

16-week follow-up (n=89) 0.77 (0.14) 0.83(0.12) .03

3N/A: not applicable.

bSSCQ: Short Sense of Competence Questionnaire.

°MSPSS Multidimensional Scale of Perceived Social Support.
dss|-12: Socidl Support List 12-Interactions.

®LS: Loneliness Scale.

fLSNS-6: L ubben Social Network Scale.

9pPSS: Perceived Stress Scale.

PHADS: Hospital Anxiety and Depression Scale.

IPT: perseverance time.

J'CarerQoI: Care and Quality of Life scale.

KiIcecaP-O: Investigating Choice Experiments for the Preferences of Older People Capability measure for Older People.

Intervention Effects

Primary and secondary outcome measures were compared
between groups (intervention vs waiting list control) after 16
weeks (T,). Table 2 shows the results of the ITT analysis.
Overall, no significant effectsin favor of the intervention group
compared with the control group werefound. The PPT analysis
also did not yield any significant effects. Considering our
heterogeneous group, we performed a post hoc sensitivity
analysis splitting the data into low active and high active users
(Multimedia Appendix 2), caregiver relationship status (spouse
vs children or others at distance), and living situation of the
person with dementia (home vs ingtitution). This analysis
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revealed no significant differences between the caregiver groups
at T, (see Multimedia Appendix 2).

For the primary outcome variables, we explored the rate of
change over time, as shown in Table 3. For caregiver feelings
of competence (SSCQ), the analysis demonstrated asignificant
group difference at baseline, but no significant overall
interaction between group and time was found, indicating that
change over time in caregiver fedlings of competence was not
explained by the intervention (see Multimedia Appendix 3).
Similarly, the caregiver perceived support (MPSSS) analysis
revedled no overall interaction between group and time,
indicating that change over time in caregiver-perceived social
support was not explained by the intervention (see Multimedia
Appendix 4).
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Table 2. Intention-to-treat (ITT) analyses comparing the intervention group (n=48) and control group (n=48) at the 16-week follow-up, showing the
pooled statistics of the linear regression analyses of the 16-week follow-up outcome measures adjusted for the age of the person with dementia.

ITT? B SE Group P value 95% Cl
sscQPe -0.057 0.335 .87 -0.7151t0 0.602
MSpssde -15.877 31.841 62 —78.284t0 46.530
ssL-12f -2511 1551 1 -5.550 t0 0.528
Loh 0576 0.792 A7 -0.976102.128
LSNS6 -1.586 1.495 29 —4.52410 1.352
psg 0.893 2.074 .67 —3.196 t0 4.982
HADSK -0541 0536 31 ~1.591 to 0.509
pTY! 0.031 0.524 .95 -1.011t01.073
CarerQol™ 0.097 1.022 93 ~1.928102.122
|CECAP-O% -0.013 0.024 59 ~0.060 to 0.034

8|TT is based on amultiple imputation Markov chain Monte Carlo method with 10 iterations.

bAdj usted for baseline scores.

€SSCQ: Short Sense of Competence Questionnaire.

HThis variable was negatively skewed, and a cubic transformation was used.
EMSPSS: Multidimensional Scale of Perceived Support.

fSsL-12: Social Support List 12-Interactions.

9This variable was skewed, but no transformation could better approach anormal distribution; therefore, raw data are presented.

PLS: Loneliness Scale.

ILSNS-6: Lubben Social Network Scale.

IPSS: Perceived Stress Scale.

KHADS: Hospital Anxiety and Depression Scale.
pT: perseverance time.

MCarerQol: Care and Quality of Life scale.

" CECAP-O: Investigating Choice Experiments for the Preferences of Older People Capability measure for Older People.

Table 3. Differences in rates of change over time for the primary outcome measures between the intervention and control groups (n=96), assessed
using alinear mixed model (group, time, group x time, age of person with dementia, sex of person with dementia).

Parameter ~ Basdline 8-week follow-up 16-week follow-up F statistic for group x time (df)®
B 95% Cl B 95% Cl B 95% Cl
sscQ®
Group® -0.96 -1.65t0-0.26 0.32 -0.24100.88 0.20 -0.37t00.77 0.66 (2,183)
MSPSS"
Group® 46 -10.35t01.07 -0.17 -4.39t04.05 117 -311t0544  0.22(2,181)

Test of overall interaction between group (intervention, control) and time (baseline, 8-week follow-up, 16-week follow-up).

bSSCQ: Short Sense of Competence Questionnaire.
“The control group is the reference group.
dMSPSS: Multidimensional Scale of Perceived Social Support.

Discussion

Main Findings
ThisRCT evauated Inlife, an online social support intervention

for caregivers of people with dementia No significant
improvements in the primary or secondary outcome variables
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were demonstrated for the intervention group relative to the
control group. Additional PPT and sensitivity analysesreveaed
no beneficial results for the high active Inlife users or specific
subgroups of caregivers (ie, spouse vs children or community
dwelling vs institutionalized). However, the results indicated
that usersin general were more active when they had a larger
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number of people in their Inlife network. Furthermore, active
users tended to have slightly longer care duration.

L essons L earned

Care Circle Size I sLinked to I nlife Engagement

A first important lesson learned was how Inlife carecircle size
is linked to engagement with the platform. High active users
tended to have a larger number of circle members on Inlife.
Previous research also showed more beneficial results of an
online support intervention for caregivers with larger informal
socia networks [37]. Similarly, Inlife might be especialy
helpful for individuals with an already large social network
facilitating openness, involvement, and information flow in
their daily life.

Conversely, it ispossible that the Inlife intervention could have
unintentionally induced a heightened awareness of one’s lack
of available supportin circleswith alow level of responsiveness,
which may otherwise not have been salient. This could be a
contributing factor to the suboptimal complianceto Inlife. This
findingisin linewith our qualitative results described el sawhere
[38]. Compliance issues are not uncommon in eHealth
intervention studies and are likely to lessen their effectiveness
[39].

Harnessing Social Capital and Embedding Inlifein the
Care Context

It isimportant to note that the observed circle size across Inlife
users is probably not representative of the actually available
social capital. Indeed, the number of people in the social
networks of the low and high active Inlife users was not
significantly different at baseline, as measured by the LSNS-6
(see Multimedia Appendix 5). This indicates that some
caregiversmight still experience difficultiesin recruiting people
in their social network to join the Inlife platform. This hinders
the full use of Inlife, and it raises the question of how we could
help Inlife users to involve and expand their care circles and
socia capital. Additional offline guidance and information could
help to extend accessto available social capital and to overcome
the existing threshold, stigma, and barriers to seeking support
[9,23]. Health care professionals could hel p increase awareness
of caregivers social support needs and already existing social
capital, potentially al so by making thelink to local peer support
services and offline networks, such as Alzheimer Cafés. This
also provides the opportunity to connect online support to offline
support, where potential Inlife users could beintroduced to both
health care professionals and peers who might provide upfront
support as well as aid with actual Inlife usage to increase
compliance rates and alleviate potential negative effects of low
care circle responsiveness. Previous research has demonstrated
that guidance by a coach could be a valuable contribution to
online interventions, as blended eHealth interventions (that is,
eHealth interventions that combine online and offline support
elements) for caregivers appear to be more effective than
nonblended interventions [15]. Moreover, integrating eHealth
interventions for caregivers of people with dementia into
existing (dementia) care organizations is an important
determinant of their sustained implementation success [40].
This approach would necessitate thorough training and
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monitoring of the implementing health care professionals, as
research has shown that implementer self-efficacy and sense of
ownership are important predictors of sustainable
implementation of onlineinterventionsfor caregivers of people
with dementia [41].

Considering I nnovative Research Designs

Recently, researchers have been more critical of the gold
standard of the RCT design for the evaluation of eHealth
interventions [42]. Although the RCT is an established and
proven method to gain insight into eHealth effectiveness and
mechanisms, they are time and resource-intensive and often
result in a lack of important, qualitative implementation data
[43]. Currently, staying up to date with technological
advancements is a challenge due to the expansive time frame
of typical effectiveness studies. Oneway of developing eHealth
interventions that are suitable to implementation when proven
effective is by using more flexible research designs [44].
Inspiration for methods to evaluate (new functionalities to)
eHealth interventions can be gained from industry, where many
commercia platforms use real-time eval uations to gain feedback
from users. These can include pop-ups, which ask the user to
rate their experiences, or the launch of different versions of the
same functionality in order to assess which of the 2 versionsis
more successful [40]. It is possible that the retrospective
measurements used in this study could not capture the kinds of
practical benefits (ie, increased time savings and positive
interactions) that are highly important and ecologically valid
for informal caregivers. Previous research has demonstrated
that experience sampling methodology can provide both
caregivers and clinicians with more detailed, ecologically valid
information about caregiver well-being in real time [21]. This
isapromising measurement method for the evaluation of online
tools such as Inlife, as they are applied during daily life and
show a more complete, variable picture, rather than a
retrospective summary.

Strengths and Limitations

A first important strength of Inlife includes its development
through co-design with potential usersand itsfeasibility testing
in apilot evaluation, asrecommended by the Medical Research
Council framework [45]. Thisimproved the usability and face
validity of the platform. Second, the effects of Inlife were
evaluated with arobust research design and statistical approach
viaan RCT that applied both ITT analysis and PPT analysis.

However, this study aso has several limitations (in addition to
the issues relating to the study's RCT design and retrospective
measurements discussed in the section “ Considering Innovative
Research Designs’). First, the waiting list control design of the
study might have affected group differences, asthe waiting list
control group could have had alonger anticipatory experience
than the intervention group. However, eventualy, the design
enabled all interested caregivers to gain access to the Inlife
platform. Second, this study’s sample was heterogeneous in
nature, consisting of both spousal caregivers and children of
people with dementialiving either in the community or in care
institutions. We selected this broad population considering the
exploratory nature of our study to increase the generalizability
of our findings to the general population. However, the power
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of the present study was insufficient to reveal the effectiveness
of Inlife for specific subsamplesin separate analyses. Thiswas
because we were unableto recruit theintended (n=122) number
of caregivers. Finally, although participants were recruited on
anational level, they may reflect a distinct subgroup from the
genera population. For instance, the online nature of the study
inevitably resultedin ahighly educated samplewith arelatively
high computer literacy and with highly motivated individuals
who potentially already had a special interest in online tools
[46,47]. This recruitment method that relied on self-selection
probably introduced a selection bias, in which individuals who
were more motivated and proficient regarding the use of digital
tools than average were sampled, potentially resulting in more
positive effects than would be found in a more representative
sample. However, given thelack of positive resultsin this study,
the potential impact of this selection bias appearsto beminimal .

Future Research Directions

First, future studies should determine methods to identify
practical benefits, such as with qualitative research methods or
momentary assessmentsin theflow of daily life. Efforts should
be undertaken to develop research methods that can identify
benefits in daily life that are ecologically valid for caregivers
of people with dementia. Second, future studies should
incorporate contextual factors, such as organizational
implementation determinants and available social capital into
theintervention design and implementation, to facilitate uptake
and make use of the benefits of human interaction. It would be
worthwhileto include other Inlife circle membersand the people
with dementia in the evaluation. Considering our promising
qualitative findings in a caregiver subsample [38], we suggest
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adding more extensive qualitative research methods to gain
moreinsight into the circumstances and factorsthat are required
to make Inlife use effective. This might also enable tailoring
theInlife platformto individual needs by integrating persuasive
design features, such asby providing personalized functionalities
and tailored notifications that are relevant to the individual
caregivers needs and are specific to their current stage in the
caregiver process [48]. In this way, caregivers can become
acquainted with the opportunities of the Inlife platform in
accordance with their own needs and at their own pace.

Conclusions

The present RCT demonstrated no significant effects of Inlife
on feelings of caregiver competence, social support, and
measures of caregiver well-being. Nevertheless, online tools
such asInlife show promiseto facilitate the care processin daily
life, though researchers should be modest regarding their
effectiveness in terms of quantitative measures of well-being
and quality of life. Future eHealth studies should (1) exploit the
power of human interaction in eHealth and facilitate use of the
user's socia capital, (2) apply extensive qualitative process
evaluations to unravel beneficial effects for specific subgroups
of caregivers and gain insight into potential barriers for
implementationin clinical practice, and (3) from the start of the
intervention’s devel opment, carefully consider how interventions
should be implemented by including contextual factorsinto the
design and evaluation process. Applying these lessons can help
researchers develop eHedlth interventions for caregivers of
people with dementia (such as Inlife) that are better suited to
both carer needs and their wider implementation contexts.
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Abstract

Background: A commonly used method for measuring frailty is the accumulation of deficits expressed as afrailty index (Fl).
FlIs can be readily adapted to many databases, as the parameters to use are not prescribed but rather reflect a subset of extracted
features (variables). Unfortunately, the structure of many databases does not permit the direct extraction of a suitable subset,
requiring additional effort to determine and verify the value of features for each record and thus significantly increasing cost.

Objective: Our objectiveisto describe how an artificia intelligence (Al) optimization technique called partial genetic algorithms
can be used to refine the subset of features used to calculate an FI and favor features that have the least cost of acquisition.

Methods: Thisisasecondary analysis of aresidential care database compiled from 10 facilities in Queendand, Australia. The
database is comprised of routinely collected administrative data and unstructured patient notes for 592 residents aged 75 years
and over. The primary study derived an electronic frailty index (eFl) calculated from 36 suitable features. We then structurally
modified a genetic algorithm to find an optimal predictor of the calculated eFl (0.21 threshold) from 2 sets of features. Partial
genetic algorithms were used to optimize 4 underlying classification models: logistic regression, decision trees, random forest,
and support vector machines.

Results:  Among the underlying models, logistic regression was found to produce the best modelsin almost all scenarios and
feature set sizes. The best model swere built using all thelow-cost features and asfew as 10 high-cost features, and they performed
well enough (sensitivity 89%, specificity 87%) to be considered candidates for alow-cost frailty screening test.

Conclusions: In this study, a systematic approach for selecting an optimal set of features with alow cost of acquisition and
performance comparable to the eFl for detecting frailty was demonstrated on an aged care database. Partial genetic algorithms
have proven useful in offering a trade-off between cost and accuracy to systematically identify frailty.

(IMIR Aging 2022;5(4):€38464) doi:10.2196/38464
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Introduction

Genetic algorithms (GA) are a general-purpose computational
optimization method inspired by the evolution mechanism in
nature. They are one of the most popular metaheuristic search
algorithms and have been used for variety of applications,
including synthetic data generation, feature selection, and to
solve complex equations [1]. In this study, genetics algorithms
have been applied to identify features that offer a suitable
trade-off between cost and accuracy.

Within the context of global population aging, the number of
older people who will live asignificant proportion of their lives
with frailty is growing rapidly [2]. Frailty is problematic for
older people and the societies in which they live due to the
elevated risks associated with the syndrome, including terms
poor health outcomes[3] and additional use of health and aged
care services [4-7], leading to inflated health care costs [8-10].
However, emerging research suggests that frailty is a highly
dynamic [11,12] and potentially modifiable state with
appropriate intervention [13,14]. Screening for early detection
is proposed to increase the likelihood that the worst impacts of
frailty can be lessened [4,15,16].

There are 2 main approaches to identifying frailty: the frailty
phenotype (FP) and the frailty index (FI) [17]. However, these
established approaches have known drawbacks, requiring
significant timeinvestment, face-to-face interaction, and specific
data items to be collected [18]. Recently, an electronic frailty
index (eFl) was proposed [19] that has the potential to achieve
greater efficiencies over face-to-face models when applied to
administrative data sets, but the need to ensure a minimum set
of items adhering to prespecified criteria remains a barrier to
implementation. For example, previous research has shown that
although it is possible to calculate and construct an eFl based
on an aged care administrative data set, asignificant proportion
of the items require manual calculation to ensure accuracy and
improve quality [20]. Clearly, it would be preferable to identify
automated techni ques capable of delivering comparable accuracy
and quality but with greater efficiency. Consequently, this study
aimed to apply a sophisticated genetic algorithm technique to
identify an optimal predictor of the calculated eFl.

Methods

Study Design, Participants, and Setting
Thisretrospective study utilized adata set previously compiled
[21] from the administrative database of 10 residential aged
care facilities located in Queendland, Australia. Participants
were included in the study if they were aged 75 years or older
and had completed an Aged Care Funding Instrument (ACFI)
assessment within the previous 3 years.

Ethical Considerations

A waiver of consent for theinitial study was obtained from the
Human Research Ethics Committee of Torrens University
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Ausdtralia(application H11/19), which declared the study exempt
under National Statement 5.1.22 (secondary use of deidentified
administrative data) due to the pragmatic nature of the study.
Becausethisisasecondary study of the same data, the approval
extends to this study. Moreover, this study adheres to the
Australian National Statement on Ethical Conduct in Human
Research.

Frailty Outcome Measure

An eFl was previously calculated for this data [21] based on a
formulation originally specified by Clegg et a [22]. Care was
taken to ensure the included deficits adhered to the criteria
recommended by Searle and colleagues[23], which resulted in
32 of the 35 deficits being extracted from unstructured patient
notes and only 3 being derived from the ACFI data. The binary
frailty classification was derived using a threshold of 0.21 (ie,
frailty defined as >0.21) [24].

Screening Test Construction

Genetic agorithms are an optimization technique [1] applied
in machine learning to filter a set of features that are used to
construct aclassification model. During training, aclassification
algorithm istuned on atraining set, and the success of attaining
ageneralized predictive algorithm isthen verified by measuring
the classification errorsin the test set.

Genetic algorithms leverage the observation that classification
models often perform better when they are trained on a subset
of the available features. Which subset of features to use,
however, is not obvious. Genetic algorithms start with a
population of randomly generated subsets of features, or
chromosomes, that are all independently used to generate
classification models. The chromosomes from the population
that generated the best performing models are allowed to
combine, or breed, to form anew generation of the population,
while the worst performing ones are removed completely. The
process continues until either a predefined number of
generations have been trained or the performance of the models
has plateaued. Once training is complete, the best-performing
model is deployed using only the naturally selected subset of
the available features.

While genetic algorithms are good at selecting an optimal subset
of features, they select the features based on maximizing the
classification accuracy of a generated model. The cost of
acquiring the various features is not factored into the choice of
features, even if the performance of less expensive featuresis
closeto that of their more expensive counterparts. In this study,
the cost of afeature isthe combination of the effort, monetary
cost, and patient risk involved in capturing the values. We want
to minimize the number of expensive features chosen to form
the model but allow as many low-cost featuresto be used asis
necessary to gain acceptable performance of the model.

To achievetheinclusion of low-cost featuresin the classification
model, the standard genetic algorithm training configuration
illustrated in Figure 1 is modified asillustrated in Figure 2.
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Figure 1. Genetic algorithm configuration for training a single member of the population.
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Figure 2. Partial genetic algorithm configuration for training a single member of the population.

This modification is performed every time a model is trained
for every member of the population trialed by the genetic
algorithm. When the genetic algorithm trainsamodel, it passes
a subset of the available training records to the classification
model’straining algorithm. The low-cost feature valuesfor each
record need to be added to the selected training records before
commencing the training. The genetic algorithm trains the
classification model for each chromosome multiple time with
different subsets of the training records and determining the
performance of each model using records not used in training
that instance. Aswith the training records, the low-cost features
need to be added to the records used to determine a model’s
performance. The performance of the chromosomeis calculated
asthe average performance of all the modelsbuilt from different
subsets of the training records. This process is called n-fold
cross validation, where n isthe number of models built. In this
study, 3-fold cross validation was used because it ensured a
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good balance between performance and thetimeit took to build
the models.

Four types of classification modelswere optimized using partial
genetic algorithms: logistic regression, support vector machines,
random forest, and decision trees. These algorithms are popular
choices for classification because they have proven successful
in generating generalized models for a wide range of
applications [20]. Logistic regression is a statistical modeling
technique whereby alinear combination of the input featuresis
found during training, which models the logarithm of the odds
that a binary outcome is in the true state. A support vector
machine (SVM) aims to learn a multidimensiona hyperplane
that separates the set of records given to it for training.
Predictions are made by placing the candidate record in the
same multidimensional classification space and determining
which side of the hyperplane it maps to. SVM was devel oped
in the 1990s and has since enjoyed success in many real-world
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applications, including pattern recognition [25], text
classification [26], and bioinformatics. Decision trees employ
adivide and conquer strategy. A tree is formed of nodes, and
each node performs a comparison of asingle input feature and
athreshold if the variableis continuous or a state if the feature
is discrete. The outcome of the comparison determines the
choice of the next node, which either performs a new
comparison or terminates the tree with a given classification.
During training, the set of training records are used to find
comparisons at each node that gain the most information by
reducing entropy in the outcomes by the greatest amount.
Subsequent training predictions are made by feeding records
into the root node and determining the classification of the
terminating node where the record exitsthe tree. Random forest
isametaform of decision trees, where the output is determined
by avote between many trees. Thetreesare built using different
methods to ensure they are not replicas of each other.

The software was written in Python and the models were built
using the sklearn module (version 1.0.2) and the
genetic_selection module from sklearn-genetic (version 0.5.1).

Results

M odel Generation

Of the 69 features considered, 34 were extracted directly from
the ACFI assessment and 35 were the values used to calculate
the eFl. Two of the ACFI features, Psychogeriatric Assessment
Scales (PAS) score and Cornell Scale, were excluded as they
had a high percentage of missing values (PAS score 36%,
Corndl Scale 42%). Theremaining 32 ACFl assessment festures
had no missing values and were categorized as low cost of
acquisition features. Of the 35 features used to calculate the
eFl, 32 were extracted by an automated search for key words
inthe unstructured patient notes, followed by manual inspection
and verification by aclinician. These were categorized ashaving
a high cost of acquisition. The remaining 3 features used to
calculate the eFl were direct combinations of ACFI features.
As the calculation of these features could be fully automated,
they were included with the low-cost features. A total of 4 sets
of low-cost features were considered: (1) ACFI features + the
low-cost eFl features; (2) the low-cost eFl features; (3) no
low-cost features; and (4) a set of features chosen from the
low-cost features using genetic algorithms. A different set was
found for each of the classification algorithms.

Sixteen scenarios were trialed, comprising each of the
aforementioned 4 sets of low-cost features for each of the 4
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classification algorithms. For each scenario, the partial genetic
algorithm was used to optimize the classification algorithm with
different limits placed on the number of high-cost features. The
limits were varied sequentially from 1 to 32, which was the
number of candidate high-cost features. The performance of
each of the 32 algorithms generated for each scenario were
plotted on a single graph. The graphs for each scenario are
plotted in Figures 3-6.

When comparing the graphs for each classification model,
logistic regression outperformed decision treesin every scenario
and SVM and random forest in almost all scenarios. Tables 1-3
demonstrate the numeric comparison of the 16 scenarios when
5, 10, and 15 of the high cost of acquisition features were used.

Theoption of “No low-cost” featureswas provided to determine
how much predictive value the low-cost features were adding
to the classification. As expected, this option performed the
worst for al the classification algorithms, confirming that the
low-cost features were adding value. Next, models were built
using only the 3 low-cost eFl features as fixed features. This
improved the accuracy of the logistic regression algorithm to
97% when almost all the eFl features were included (Table 4).
Although thisis a good outcome, a model built using so many
of the high-cost features was not the goal of this study.

A genetic algorithm works by selecting an optimal subset of all
the features made available to it. This characteristic was the
motivation behind building a version of the modelsin 2 stages.
In the first stage, a standard, nonpartial, genetic algorithm was
used on the low-cost features to find an optimal combination.
These models performed so poorly (Table 5) that they could
not be used without further improvement. The combination of
features used to generate these model s (Multimedia A ppendices
1-3) was then employed as the fixed features in the partial
genetic algorithm during the second stage. The models in the
second stage performed surprisingly poorly, showing no
difference from the model s built without any low-cost features,
regardless of the classification model used.

Using all the low-cost features in a partial genetic algorithm
yielded the best overall results and matched the 97% accuracy
achieved by the model sthat used the low-cost eFl featureswhen
the model was able to select most of the high-cost eFl features.
At 10 features, however, the extra low-cost features allowed
the algorithm to increase its sensitivity from 82.7% to 89.3%
and specificity from 81.7% to 86.7%.
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Figure 3. Logistic regression optimized with a partial genetic algorithm. ACFl: Aged Care Funding Instrument; EFI: electronic frailty index; GA:
Genetic algorithm; LR: logistic regression; npa: negative percent agreement; ppa: positive percent agreement.
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Figure4. Support vector machine optimized with apartial genetic algorithm. ACFl: Aged Care Funding Instrument; EFI: electronic frailty index; GA:
Genetic algorithm; npa: negative percent agreement; ppa: positive percent agreement; SVM: support vector machine.
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Figure 5. Decision tree optimized with a partia genetic algorithm. ACFI: Aged Care Funding Instrument; DT: decision tree; EFI: electronic frailty
index; GA: Genetic algorithm; npa: negative percent agreement; ppa: positive percent agreement.
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Figure 6. Random forest optimized with apartial genetic algorithm. ACFl: Aged Care Funding Instrument; EFI: electronic frailty index; GA: Genetic
algorithm; npa: negative percent agreement; ppa: positive percent agreement; RF: random forest.
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Table 1. Performance of the 12 scenarios with 5 high-cost features.

Features Sensitivity Specificity PPA2 NPAP Accuracy F1°

ACFI9 + Jow-cost eFI€

Logistic regression 76 75 714 79.2 75.6 73.2
Support vector machine 76 61.7 67.3 71.3 69.6 64.3
Decision tree 73.3 63.3 65.5 714 68.8 64.4
Random forest 80 717 74.1 77.9 76.3 72.9
L ow-cost eFl

Logistic regression 80 817 76.6 84.5 80.7 79

Support vector machine 74.7 66.7 67.8 73.7 711 67.2
Decision tree 76 533 64.0 67.1 65.9 58.2
Random forest 72 70 66.7 75 711 68.3

No low-cost features

Logistic regression 78.7 66.7 714 74.7 73.3 69

Support vector machine 82.6 55 71.2 69.7 704 62.2
Decision tree 84 55 73.3 70 711 62.9
Random forest 76 65 68.4 73.1 711 66.7

Genetically selected low-cost features

Logistic regression 80 66.7 72.7 75 74.1 69.6
Support vector machine 82.7 58.3 72.9 71.3 71.9 64.8
Decision tree 76 68.3 69.5 75 77.2 68.9
Random forest 813 75 76.3 80.3 785 75.6

3PPA: positive percent agreement.
ONPA: negative percent agreement.
°F1: F-score.

dacFI: Aged Care Funding Instrument.
CeFI: electronic frailty index.
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Table 2. Performance of the 12 scenarios with 10 high-cost features.

Features Sensitivity Specificity PPAZ NPAP Accuracy F1°

ACFI9 + Jow-cost eFI€

Logistic regression 89.3 86.7 86.7 89.3 88.1 86.7
Support vector machine 85.3 80.0 814 84.2 83 80.7
Decision tree 65.3 61.7 58.7 68.1 63.7 60.2
Random forest 80 70 73.9 76.9 75.6 71.8
L ow-cost eFl
Logistic regression 82.7 817 79 84.9 82.2 80.3
Support vector machine 81.3 81.7 77.8 84.7 815 79.7
Decision tree 81.3 50 68.2 67 67.4 57.7
Random forest 84 63.3 76 74.1 74.8 69.1

No low-cost features

Logistic regression 72 86.7 71.2 87.1 78.5 78.2
Support vector machine 77.3 78.3 734 817 77.8 75.8
Decision tree 81.3 70 75 77.2 76.3 724
Random forest 80 66.7 2.7 75 74.1 69.6

Genetically selected low-cost features

Logistic regression 82.6 80 78.6 83.8 815 79.3
Support vector machine 78.7 78.3 74.6 81.9 785 76.4
Decision tree 77.3 60 67.9 70.7 69.6 63.7
Random forest 78.7 66.7 714 74.7 733 69

3PPA: positive percent agreement.
ONPA: negative percent agreement.
°F1: F-score.

dacFI: Aged Care Funding Instrument.
CeFI: electronic frailty index.
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Table 3. Performance of the 12 scenarios with 15 high-cost features.

Features Sensitivity Specificity PPA2 NPAP Accuracy F1°

ACFI9 + Jow-cost eFI€

Logistic regression 85.3 85.0 82.3 87.7 85.2 83.6
Support vector machine 84.0 86.7 81.3 88.7 85.1 83.9
Decision tree 69.3 61.7 61.7 69.3 65.9 61.7
Random forest 84.0 66.7 76.9 75.9 76.3 714
L ow-cost eFl
Logistic regression 85.3 81.7 81.7 85.3 83.7 81.7
Support vector machine 86.7 81.7 83.1 85.5 84.4 824
Decision tree 76.0 58.3 66.0 69.5 68.1 61.9
Random forest 86.7 65.0 79.6 75.6 77.0 71.6

No low-cost features

Logistic regression 80.0 83.3 76.9 85.7 815 80.0
Support vector machine 73.3 75.0 69.2 78.6 74.1 72.0
Decision tree 78.7 55.0 67.3 68.6 68.1 60.6
Random forest 77.3 76.6 73.0 80.6 77.0 74.8

Genetically selected low-cost features

Logistic regression 81.3 80.0 774 835 80.7 78.7
Support vector machine 80.0 76.7 75.4 81.1 785 76.0
Decision tree 69.3 61.7 61.7 69.3 65.9 61.7
Random forest 84.0 66.7 76.9 75.9 76.3 714

3PPA: positive percent agreement.
ONPA: negative percent agreement.
°F1: F-score.

dacFI: Aged Care Funding Instrument.
CeFI: electronic frailty index.

Table 4. Performance of models based on all features.

Algorithm Sensitivity Specificity PPAR NPAP Accuracy F1¢
LR 97.3 96.7 96.7 97.3 97.0 96.7
SVMe 86.7 95.0 85.1 95.6 90.4 89.8
DTf 76.0 63.3 67.9 721 70.4 65.5
RFY 88.0 75.0 83.3 815 82.2 78.9

3PPA: positive percent agreement.
bNPA: negative percent agreement.
°F1: F-score.

IR logistic regression.

€SVM: support vector machine.
fDT: decision tree.

9RF: random forest.
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Table 5. Performance of models based only on low-cost features.

Oates et a

Algorithm Sensitivity Specificity PPA2 NPAP Accuracy F1¢
LR 77.3 63.3 69.1 725 71.1 66.1
svm®e 77.3 58.3 67.3 69.9 68.9 62.5
DT 61.3 70.0 59.2 71.9 65.2 64.1
RFY 77.3 58.3 67.3 69.9 68.9 62.5

3PPA: positive percent agreement.
bNPA: negative percent agreement.
°F1: F-score.

IR logistic regression.

€SVM: support vector machine.
'DT: decision tree.

9RF: random forest.

Discussion

Principal Findings

With Al techniques, cost-effective screening testsfor frailty are
possible for aged care databases that contain an ACFI
assessment and unstructured patient notes. This study has shown
that the ACFI assessment alone does not provide sufficient
information to determine if a patient is frail. However, when
ACFI data are augmented by as few as 10 additional features,
an Al model can be derived that performs well enough to be
used as a screening test. What this meansin clinical practiceis
that older people with frailty can be rapidly and accurately
identified in residential care using our novel Al-derived model
for frailty. A rapid identification of frailty iscrucial to optimally
manage the condition [27]. Indeed, the recent Australian Royal
Commission to Aged Care highlighted the importance of early
identification of aged care residents with frailty, who require
additional support [28].

The value of any Al-derived model for frailty screening can be
judged by the amount it reduces the cost of acquisition of the
features required to determine the value of the deficits used to
construct a frailty index. Features that are routinely collected
and stored in adatabase in aformat that can be directly fed into
a classification model have a low cost of acquisition.
Unfortunately, as shown in this study (Table 5) and others[20],
such modelslack both the sensitivity and specificity to be useful
screening tests. At the other extreme, models that include all
the deficit features used to calculate the eFl perform extremely
well [20] (Table 4), but the value of such modelsis marginal.

To be useful for a screening test, a model must be acceptably
accurate and significantly reduce the cost of acquisition of the
featuresrequired to implement afrailty index. If amodel cannot
be developed with acceptable accuracy without including at
least some high-cost features, it is desirable to determine the
optimal minimum set of high-cost features reguired to achieve
an acceptabl e performance. Genetic algorithms perform well at
determining the optimal subset of features required to maximize
the performance of a model. Furthermore, their choice of a
subset can be limited to any number of features, up to and
including all the available features. This allows the trade-off

https://aging.jmir.org/2022/4/e38464

between the number of features and the performance of the
derived models to be determined.

This study found that if a genetic algorithm was permitted to
choose any number of features from all the available features,
regardless of their cost, it most frequently chose subsets that
only included high-cost features. This motivated the
development of the previously mentioned partial genetic
algorithm, which forced the agorithm to include low-cost
features as well. However, this raises the question of whether
the low-cost features add any value at al. To answer this
guestion, the resultsinclude both afixed set that had no low-cost
features and a set that included only the low-cost features used
to calculatethe eFl. Considering logistic regression modelswith
10 high-cost features, including all thelow-cost features, yielded
an improvement of 17% in sensitivity (89% versus 72%). This
combination did not compromise specificity, which remained
stable (87%) and is comparabl e to the scenario with no low-cost
features. Thisimprovement is significant and possibly represents
the difference between aclinically useful screening test and one
that is inadequate. Even if the comparison is made between
models built on al the low-cost features and those that include
only low-cost features used in the eFl calculation, thereisa 6%
improvement in sensitivity (89% versus 83%) and 5% in
specificity (87% versus 82%).

Although the partial genetic algorithm—built models with 10
high-cost features use less than a third of all the high-cost
features, they still require those 10 features to be extracted by
screening patient notes. Recent advances in natural language
processing (NLP) show promise for automating this extraction
process. It is plausible that NLP could extract all the features
required to calculate the eFl, but this would require a much
larger data set than the one used in this study. In the meantime,
the cost of acquisition of at least 10 features from every patient
record remainsthe cost of implementing ascreening test on any
database similar to ours that contains an ACFI assessment and
unstructured patient notes.

Partial genetic algorithms can be used to derive classification
model sfrom any database where the cost of acquisition of some
parameters is higher than it is for others. Although they have
been demonstrated in this study on an aged care database to
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predict frailty, they could be used in any domain. They are well
suited to permit Al modelsto betrained to implement screening
tests in domains where costs are important and there is a
differencein the cost of acquisition of candidate features.

Limitations

Because this study reuses the data from a previous study [20],
it shares the limitations associated with the data from the first
study. In particular, the data were sourced from a single aged
care provider, and the data set was relatively small. This study
further filtered patients based on the availability of an ACFI
assessment. It is plausible that these criteria gave a skewed
representation of the population that a screening test would be
applied to, resulting in different model performance. The ability
to reproduce Al results continues to be controversial [29,30]
within medicine, so further studies should aim to reproduce
these results with different data sets. A further limitation isthe
changing model of aged care in Australia, with a new model
set to replace ACFI in the next 2 years.

Conclusion

The value of screening tests lies in their cost-effective
application. Themain cost of applying amodel-based screening
test liesin acquiring the measures fed into the model. To derive
useful screening tests using Al techniques, algorithms must be

Oates et a

employed that favor the use of cheaper features over those that
require more effort or patient risk to acquire. What all aged care
providers and their clinical advisers need is a screening tool
that will allow the efficient planning of evidence-based
interventions to older frail people who will best benefit from
them. At atimewherethe aged care sector and all providersare
being asked by governments and national quality agencies to
focus on this vulnerable group, it is crucial that we employ an
efficient screening tool.

This paper has shown how partial genetic algorithms can be
used to determine an optimal subset of high-cost featuresto use
with cheap features to derive Al modelsto classify frailty, both
in terms of which parameters to use and how many to use. This
technique can be applied to any database. It does not guarantee
that an adequate model will be found from any database, but it
does give a good indication of whether there is sufficient
information in the data to derive amodel.

Partial genetic algorithms were demonstrated in this paper to
derive a cost-effective screening test for frailty, but the method
can be applied to any screening tests where there is a disparity
in the cost of measuring the required features. The outcome of
this study will aid health care providers in screening for frailty
with better accuracy through the proposed cost-effective method,
which strikes a good bal ance between accuracy and cost.
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