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Abstract

Background: As of March 2021, in the USA, the COVID-19 pandemic has resulted in over 500,000 deaths, with a majority
being people over 65 years of age. Since the start of the pandemic in March 2020, preventive measures, including lockdowns,
social isolation, quarantine, and socia distancing, have been implemented to reduce viral spread. These measures, while effective
for risk prevention, may contribute to increased socia isolation and loneliness among older adults and negatively impact their
mental and physical health.

Objective: This study aimed to assess the impact of the COVID-19 pandemic and the resulting “ Stay-at-Home” order on the
mental and physical health of older adults and to explore ways to safely increase social connectedness among them.

Methods: This qualitative study involved older adults living in a Continued Care Senior Housing Community (CCSHC) in
southern California, USA. Four 90-minute focus groups were convened using the Zoom Video Communications platform during
May 2020, involving 21 CCSHC residents. Participantswere asked to describe how they were managing during the “ stay-at-home”
mandate that wasimplemented in March 2020, including itsimpact on their physical and mental health. Transcripts of each focus
group were analyzed using qualitative methods.

Results: Four themes emerged from the qualitative data: (1) impact of the quarantine on health and well-being, (2) communication
innovation and technology use, (3) effective ways of coping with the quarantine, and (4) improving access to technology and
training. Participants reported athreat to their mental and physical health directly tied to the quarantine and exacerbated by social
isolation and decreased physical activity. Technology was identified as a lifeline for many who are socially isolated from their
friends and family.

Conclusions:  Our study findings suggest that technology access, connectivity, and literacy are potential game-changers to
supporting the mental and physical health of older adults and must be prioritized for future research.

(JMIR Aging 2021;4(1):€25779) doi:10.2196/25779
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Introduction

Social isolation and loneliness affect human health, well-being,
and overall quality of life [1] and are known risk factors for
poor mental and physical health acrossan individual’slifespan,
particularly among adults aged over 65 years [2-4]. Social
isolation is defined as “the objective lack or limited extent of
socia contacts with others” whereas loneliness is defined as
“the perception of social isolation or the subjective feeling of
being lonely” [5]. Research has documented the relationship
between socia isolation and loneliness and mental health
contributing to suicides and opioid-related deaths [6]; poor
physical health, including cardiovascular disease and stroke[7];
and premature mortality [8].

The serious societal and public health concerns around social
isolation and loneliness prompted the American Association
for Retired Persons to commission the National Academiesto
convene a working group to address social isolation and
loneliness among older adults. The resulting report, which
included recommendationsfor improving our health care system,
was published in February 2020, just around the time when the
COVID-19 pandemic was beginning to grip the United States.
The COVID-19 pandemic and related social distancing
guidelines are expected to exacerbate social isolation and
loneliness, particularly among older adults [9]. In fact, the
“double pandemic” of social isolation and COVID-19 has
received increasing attention, as the balance of survival against
the sacrifices of social connectedness are clearly at odds [8].
An important consideration is how long preventive measures
can be kept in place, while considering the consequences of
such measures on the public’'s health and well-being.

InMarch 2020, “ Stay-at-Home” quarantine orderswereimposed
across the USA to mitigate the spread of COVID-19. As
Continued Care Senior Housing Community (CCSHC) residents
were considered at high risk of infection, conservative protocols
were implemented to prevent the escalation of infection and
deaths among older adult residents. The Centers for Disease
Control and Prevention issued guidancefor CCSHCsto increase
protectionsfor residents and workers and advised administrators
to work with their local health officials to develop safe and
feasible guidelines [10]. Recommendations included risk
reduction practices to limit exposure by closing access to
common areas (eg, gyms and restaurants) and encouraged
workers and residentsto refrain from visiting other individuals
living spaces. In addition, those residing or permitted to work
within the facility were asked to maintain at least six-feet
physical distance, complete daily health screens, and wear face
coverings. In many cases, nonessential workers and visitors
were not permitted within the facilities.

AsCOVID-19 continued to spread, it was clear that older adults
were at significant risk, particularly those living in CCSHCs
where outbreaks were concentrated and associated with
community spread and ahigher death rate. Inthe United States,
there are nearly 2000 CCSHCs offering long-term care options
for older adults [11]. We selected a CCSHC in southern
Cadliforniafor our qualitative study designed to assesstheimpact
of quarantine on resident’s physical and mental health.

https://aging.jmir.org/2021/1/e25779
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This CCSHC was selected because many of its residents are
currently involved as participants in an ongoing longitudinal
research study. This larger parent study is designed to learn
about cognitive, physical, and mental health and factors that
influence healthy aging among ol der adultsliving independently
in a CCSHC [12]. The community-based longitudinal study
involves 112 participants (about one-third of all the CCSHC
residents) aged 65-100 years and living independently. For our
qualitative study, we invited residents, including participants
of the longitudinal study, to participate in one of four virtual
90-minute focus group meetings scheduled for May 2020. The
aim of the study was to assess the impact of the COVID-19
pandemic and resulting quarantine on the residents’ mental and
physical health and to explore ways to safely increase social
connectedness among them.

Methods

Inclusion Criteria

Four focus groups were conducted in May 2020 using the Zoom
videoconferencing platform; the focus groups comprised
residents from a CCSHC in southern California aged 65 years
and above. Residents were considered eligible for this study if
they were an independent-living resident at the CCSHC; willing
to participate in a 90-minute group discussion using the Zoom
videoconferencing platform; had access to the Zoom platform
using a phone, tablet, or computer; and had a general
understanding of how to use the platform.

Recruitment and Scheduling

The study was reviewed and verified as exempt by the
institutional review board. Aninformational flyer wascirculated
electronically and physically to residents. The research staff
also contacted participants of the ongoing longitudinal study to
share study information and gauge their interest. Interested
residents were provided with details of the focus group (eg, date
and time) and asked to indicate their availability. A research
assistant confirmed the sel ected date/time along with instructions
for joining the meeting via the Zoom platform. Two email
reminders were sent prior to the focus group sessions with the
meeting link and amessage that technical support was available
for 30 minutes prior to the meeting.

Data Collection: Focus Group Semi-Structured
Interview Guide

Participants joined the Zoom focus group via a phone, tablet,
or computer device, and any technica difficulties they
experienced were addressed by the research staff. Each
90-minute session was led by atrained focus group facilitator
(CN or JD), with both facilitators attending all four sessions.

Focus groups began with an introduction to the study purpose,
confidentiality expectations, and ground rules. All focus group
attendees gave verbal consent to participate and the meeting to
be recorded. The first focus group took place on May 5, 2020,
that is, 47 days after the stay-at-home order was issued in
Cdlifornia. The fourth or the last focus group was held on May
27, 2020, that is, 22 days after the first group and 69 days after
the stay-at-home mandate was imposed.
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The focus group protocol items (see Table 1) included two
forced choice and several open-ended prompts to gauge
participants’ responses to the quarantine measures. The polling
feature of the Zoom platform was used early in the session to
have participants anonymously respond to two questions that
asked how the social distancing requirement had impacted their
mental health and physical health. The facilitator also asked

Table 1. Focus group protocol items.

Daly et a

open-ended questions to explore how the quarantine was
affecting participants mental and physical health, thoughts
about what other residents might be experiencing, strategiesto
manage stress and isolation, the use of technology to increase
social connectedness, and potential solutionsthat would mitigate
health consequences due to quarantine.

Category Question
Zoom polling feature «  Theimpact of the coronavirus pandemic social distancing requirement has impacted my mental health:
1. Notatal
2. Somewhat
3. Alot
«  Theimpact of the coronavirus pandemic social distancing requirement has impacted my physical health:
1. Notatal
2. Somewhat
3. Alot
Social distancing How would you describe theimpact of social distancing on your (a) mental health and (b) physical health? What
about the people around you?
Strategies What strategies have you found helpful to manage your anxiety and reduce stress? What strategies have your
family or friends used?
Activities Have you engaged in new activities to help cope with the coronavirus pandemic?
Technology How are you using technology differently than pre-COVID?
Intervention We are planning to conduct a program that, we hope, will reduce loneliness in senior housing communities.

What are your thoughts about this type of program, and would you be interested?

Community Validation

Two additional group meetings were held in September 2020
with a subset of participants who reviewed a summary
presentation of the study results. One of the objectives of this
meeting was to check in with the participants, also called
“member checking,” to validate that what they learned from the
focus group meetingswas consistent with their recollection and
to confirm the trustworthiness of findings[13]. The participants
also provided an update on how their circumstances had changed
in the 3 months since participating in the focus groups.

Data Analysis

Group discussions were digitally recorded and professionally
transcribed. Transcripts were deidentified by redacting
identifiableinformation. Two researchers (CN and JD) manually
coded and analyzed the transcripts to identify distinct themes
and patterns. Theanalysisfollowed atraditiona content analysis
process whereby text was reviewed, codes were developed, and
themes and patterns were identified [14]. The inductive coding
framework was devel oped from theinterview guide and research
guestions. Both researchers (CN and JD) reviewed notes taken
during each focus group, along with al transcripts, and
independently coded two transcripts that were then compared
and analyzed to verify intercoder consistency. Codes were then
grouped into categories, and emerging themes were identified.
The resulting codebook was used to guide the analysis of the
remaining focus groups' transcripts carried out by JD.

https://aging.jmir.org/2021/1/e25779

Results

CCSHC CampusM anagement Responseto COVID-19

When the California stay-at-home order went into effect on
March 19, 2020, the CCSHC management effected the following
changes: (1) closed the restaurant and initiated delivery of meals
directly to each resident’s apartment; (2) closed the gym and
suspended organized social gatherings (eg, bingo, trivia, and
exercise classes); and (3) closed the campus to all external
visitors except for deliveries.

Focus Groups

Twenty-one residents participated in one of four 90-minute
focus group meetings. Demographic information was available
for 20 of the 21 participantswho were al so enrolled in the parent
study. Participantswere predominately Caucasian (20/21, 95%)
and female (14/21, 67%) with amean age of 80 (SD 5.5) years.
A magjority of the participants (17/21, 81%) had attained an
associate degree or higher, with 86% (18/21) reporting an annual
household income over US $50,000.

Poll Results

Impact of social distancing on participants’ mental and physical
health was quantified from poll responses (see Table 1). Of the
21 participants, 17 (81%) confirmed they experienced anegative
impact on their mental health and 12 (57%) indicated they
experienced a negative impact on their physical health.
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Results of the Thematic Analysis

Four themes were identified from the qualitative analysis and
labeled as follows: (1) impact of the quarantine on health and
well-being, (2) communication innovation and technology use,
(3) effective ways of coping with the quarantine, and (4)
improving access to technology and training. Qualitative
responses attest to the effects of quarantine on the participants
mental and physical health, which were attributed to restricted
socia routines, including limited access to family and friends,
and reduced physical activity.

Impact of the Quarantine on Health and Well-Being

A common frustration expressed across all focus groups was
the negative impact of the quarantine on participants' physical
and mental health. Negative effects most frequently mentioned
included weight gain, decreased mobility, worsening of existing
health conditions, and/or development of new conditions due
to decreased physical activity.

I miss the gym a lot. | was there almost every day,
and my mobility has suffered from not being able to
use the machines down there. I'm limited in the
distancethat | can walk due to neuropathy and things
like that, arthritis, so it's really taken a toll.

The not being able to use the equipment down in the
gymhasreally been detrimental to my physical health
because | have these stents in my legs, and the one
thing that my doctors told me | needed to do was to
be on atreadmill or on an exercise bike several times
aweek for an hour a day and | haven't been ableto...

Participants expressed a consistently strong preference for the
gym to reopen and provided ideas for how the management
could reopen thefacility safely. Some suggested that gym visits
could be scheduled and a sanitation protocol could beincluded,
which they felt was feasible since the facility was not open to
the public. To mitigate the reduced access to the gym, the
management organized 15-minute group workout classes that
were conducted by a health educator in the parking lot.
Participants could join from their bal conies or using aweb-based
platform. Although many appreciated the opportunity to
participate, it did not replacetheir desireto return to thein-house
gym facility.

From amental health perspective, limited opportunity to engage
with otherswastaking atoll. Participants expressed their desire
to interact with friends and family and hoped for areturn to the
routines and activities that originally connected them as a
community. Many emphasized alonging for physical touch (eg,
hugging) and social connection without a mask, so they could
interact with smiles and other facial expressions. Additionally,
participants expressed how much they missed celebrations, and
somefelt diminished joy for life. Participantswho had lost their
partner prior to the quarantine spoke about increased feelings
of grief associated with being alone. Severa participants
described short bouts of anxiety and depression. Some managed
these low moods by going for a drive, working on a hobby, or
enjoying the company of their partner or pet. Others worried
that the impact of the quarantine on their mental health may be
long lasting.

https://aging.jmir.org/2021/1/e25779
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| don't normally get real [sic] depressed. But, for
about 2 days, | just really thought thisisit, that we're
never gonna get out of here. Because | wanna keep
things closed down 'til it'sreally safe. | don't feel good
about going out and doing things...

It's all of these quarantine fears that have cast
question over my capability to handle myself, which
has been an ever-present piece of fear in my mind...It's
all causing a fearful mentality of what could happen.

For many participants, social connectivity and group activities
were key reasons for relocating to the CCSHC; however, the
lockdown requirements were met with frustration, despite
understanding the need to stay safe during the pandemic.

I lost human connection and 1'm the type of person
that wants to be with a group of people and do fun
thingstogether. Welost our family connection, family
celebration, family hugging, joking around, and
sometimes | feel lost.

In addition to physical distancing requirements, the use of face
masks contributed to the loss of connection. One participant
noted that some older adults rely on reading lips to follow a
conversation, particularly when experiencing hearing loss. With
masks, they have fewer social and emotiona signals, making
conversing in person more difficult. Theinability to seeasmile
or other forms of expression proved challenging when physically
near one ancther, as depicted by this participant.

I'm kind of a touchy-feely person and enjoy looking
at peopl€'sfaces and expressions and the tone of their
voice, so it's been a big loss.

Communication Innovation and Technology Use

Communication innovation reflects creative strategiesfor social
engagement, including technology use, that participants
developed to mitigate the social isolation stemming from the
guarantine. Most participants used a smartphone, and some used
avideoconferencing platform.

We use a lot of texting and phone calls to get back
and forth and sending pictures back and forth, so it
helps a lot. It makes a big difference.

Video communication platforms (eg, Zoom and Skype) were
identified as an ideal solution for connecting with family and
friends while in quarantine. Several participants mentioned
using thesetoolsfor virtual book clubsand social groups. They
also enjoyed theidea of leveraging technology to support access
to discussion groups with specific topics, interactive group
games, and/or support groups.

| think that there needs to be some appreciation and
recognition that Zoom is a tool that can be very
beneficial for this community on an ongoing basis.

There'sso much to be saidin a face and an expression
and the quality of voice [sic]. It just communicates
so much, while safely using videoconferencing [to
connect]

One participant coordinated web accessto her church for Sunday
services, and another continued participating in her women's
group viaZoom. Theuseof digital medicinewas also mentioned
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as an advantage of the quarantine, making it possible to speak
with aclinician without having to travel to the clinic themselves.

My women's group that | belonged to for 25 yearsis
scheduled for this afternoon and is supposed to be on
Zoom. We have sort of grown up together and it's a
support group and a friendship group...

Many participants were concerned about the shy or reclusive
residentswho may not have well-established rel ationshipswithin
the community and felt that community videoconference
meetings could help to connect these individuals with the rest
of the community and reduce the effects of socia isolation and
loneliness.

| was thinking that Zoom is a way for introverts to
reach out from the safety of their own home and
sometimes having an anchorage available gives
courage to movement. And that being safe in your
own apartment and reaching out is a little step that
issafer to take than putting your whole self out there.

Although technology was seen asanideal intermediary resource,
participants preferred interacting with other residents while
physically distancing, for example, meeting for a meal in the
parlor or walking around the campus grounds.

There are 6 to 8 of us that sit in one of the parlors
and have dinner together, although we're all at our
own tablesand we're all at least 6 feet apart...

Effective Ways of Coping with the Quarantine

The two most common ways that the participants coped with
the quarantine was by maintaining apositive attitude and finding
support and companionship within the community. As
previously mentioned, technology was also used as a coping
mechanism to provide socia connection and access to certain
activities (eg, church).

With respect to attitude, many participants recognized that they
had some control in how they perceived the quarantine aseither
an opportunity or a threat. One participant stressed that her
framing of the situation made abig differencein her perspective
of the pandemic and reduced its negative impact.

It'sall about attitude, | think. | saw something recently
that said we can look at ourselves as being stuck at
home or we can look at ourselves as being safe at
home. So, to me, alot of it isjust in how you look at
it. We are safe, we're healthy, and this will end.

Similarly, another participant noted that in addition to
recognizing how you can control your own narrative, you can
also let others know that they have the ability to change their
attitude and, subsequently, their reality.

Finding safe community support was another tool that
participants mentioned. Within the CCSHC, each building or
floor is considered an individual neighborhood. Participants
described different ways that their “neighborhoods’ supported
one another. For instance, singing or reciting the pledge of
allegiance every day at noon was becoming a custom.

Most of our residents come out every day at noon,
and we say the Pledge of Allegiance and sing a song.

https://aging.jmir.org/2021/1/e25779
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And then we spend just a few minutes making sure
everybody is okay and talking about any problems
they might have come up with...everybody says it's
really good for their mental health to see each other.

Another neighborhood held a fundraiser by selling ice cream
bars down the hallways, while distancing and wearing proper
protective equipment. Other neighborhoods posted artwork near
the elevators for their fellow residents to enjoy. Many found
happinessin celebrating uncommon holidays, such as National
Pretzel Day on April 26, 2020. Residents left bags of pretzels
at their neighbor’s doorsteps with small notes attached, hoping
that this would bring some celebration back into their lives.

On the positive side, it seems to me that floors have
become little neighborhoods and are beginning to
look out for each other more than they used to.

Participants who had a pet expressed gratitude for the
companionship and the additional motivation to walk outside,
which supported their physical activity.

But if you have a dog or a cat...there is company in
that too. That helpsalot. But | think it would be very
hard if you're by yourself in your apartment.

I mproving Access to Technology and Training

Despite mentioning technology as a communication coping
strategy to mitigate the effects of social isolation and loneliness,
participants emphasi zed that technological barriers existed. For
those with access, the cost of an internet service was potentially
prohibitive. For those with both a device and connection,
training was needed to learn how to use technology.

In our meeting earlier today, they [ management] said
that only about 50% of the residents here are
computer literate.

Participants suggested that a peer-educator model, whereby
participants taught each other, would be desirable. Thisapproach
could facilitate a safe and enjoyable environment that would
enable them to interact and learn how to use their devices.

I like the idea of more Zoom activities for meetings
and things like that. The one thing that is needed,
though, is a concerted effort to educate people and
help them set their computers up.

Debriefing M eetings

Two additional meetings held in September 2020 included a
subset of participants to validate the findings. Participants
confirmed our study results and, similar to the findingsin May
2020, they remained frustrated, and negative impacts of the
guarantine on their mental and physical health persisted. Many
appreciated that restrictionswereloosening and felt encouraged
by the reopening of the community gym and local restaurant,
yet the monotony of day-to-day reality wastaking atoll ontheir
mental health. Socia activities had not resumed and community
facilities where people gathered (eg, dining rooms and clubs)
remained closed. Participants expressed concern that the gym
may be closed again if the county community outbreak numbers
increased, which would be detrimental to their physical health
and mental well-being.
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They [ management] failed to weigh the effects that
there-closing of the gymwould have on the residents,
you know. It's getting to the point where not having
a gym isjust as bad as the risk of contracting the
virus, so there has to be a trade.

Participants continued to use technology (eg, Zoom,
videoconferencing, and texting) as a communication coping
strategy but reiterated their need for physical contact,
emphasizing the negative effects of diminished social contact
with friends and family. Participants generally agreed that the
primary source of frustration came from the quarantine having
“noendinsight”

Additionally, they felt the standards and guidelines within their
community lacked detail, and it was unclear what activities
were alowed. Despite these frustrations, participants continued
to focus on potential solutions, and again expressed the need
for smple and straightforward technology training, emphasizing
the peer-educator model, and the potential for videoconferencing
to aid social connection.

Discussion

Principal Findings

This focus group study of CCSHC residents informs our
understanding of the impact that the COVID-19 pandemic and
the resulting quarantine and increased socia isolation has had
on older adults' physical and mental health. Additionally, the
role of technology emerged as being key to preserving social
connectedness for many within these communities; however,
unfortunately, the technology was not accessible by all
participants. Below, we discuss the major findings of the focus
groups with recommendations for next steps.

Impact on Physical and Mental Health

Prior to COVID-19, older adults already represented the least
physically active age group in the United States [15]. Greater
self-reported physical activity has been associated with better
self-reported and objectively measured physical health of older
adultsliving in aretirement community [ 16]. Reduced physical
activity may also have negative implications for other aspects
of health such as cognitive tragjectories; older adults that spend
lesstimein physical activities of moderate-to-vigorousintensity
may have a greater long-term risk for cognitive impairment
[17]. It was mentioned multiple times by participants that
physical and mental health weredirectly tied to one another and
when one declined, the other did as well. These assertions are
supported by recent literature demonstrating that even light
physical activity during the COVID-19 pandemic may help
alleviate the negative impact on the mental health of older adults
who are socially isolated [18]. Furthermore, studies have
reported that decreased physical activity may increase
susceptibility of at-risk groups to infections and exacerbate
existing chronic medical conditions such as cardiovascular
disease and cancer [19]. Alternative exercise and social activities
are clearly necessary to maintain the physical and mental health
and well-being of socially isolated older adults.

Prior studies have associated socia isolation and loneliness
itself with poor physical and mental health outcomes.
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Specifically, social isolation and loneliness have been associated
with unhealthy lifestyle behaviors, including increased smoking,
alcohol consumption, and malnutrition [20-23]. Moreover, socia
isolation and londliness areindependent predictors of depression,
anxiety, and cognitive impairments among older adults[24-26].
The duration of social isolation and lonelinessisal so of concern,
particularly in conjunction with quarantine, as recent findings
suggest that social disengagement and fewer subjectively
meaningful interpersonal interactions are related to decreased
physical performance over time[27]. Evidently, more research
is needed to assess the impact of quarantine-induced social
isolation and loneliness, with an emphasis on how technology
may be useful in reducing health risks.

Technology Solutions

Participants highlighted technology as critical to maintaining
social connectedness, by using Zoom and other mediato reduce
socia isolation and loneliness throughout quarantine. The
barriers to adoption of technology reported by the participants
were consistent with those reported in prior research among
older adults, including attitudes, cognitive ability, prior
experience, product design, cost, and access [28,29]. An issue
with the design of health technol ogies (eg, monitors and sensors,
communication systems, and artificia intelligence), isthat older
adults are rarely involved in the design process or are engaged
too late in the development cycle. For example, older adultsare
the likely major users of telehealth, yet little attention is given
to their end-user perspectives [30]. Older adults may therefore
have a lack of confidence that they can learn to use these
technologies, or they may have limited interest [28,31]. Prior
research has shown that older adults want to assist with
co-designing health technologies and can help technology
devel opers understand how to design, considering their physical
and cognitive limitations as well as privacy concerns[32].

Importance of Attitude

Aging is associated with heterogeneity, with some older adults
having increased emotional responses to naturally occurring
daily stressors and others being more resilient [33]. Increased
resilience has been associated with better cognitive function
and self-perceived health, reduced depression, and greater
optimism for older adults[34]. Negative stereotypes associated
with aging, particularly negative self-perception of aging, may
play an additional role in the varying severity levels of the
effects of quarantine on the mental health of older adults [35].
Research has shown that negative attitudes towards aging can
increase emotional response to daily stressors [36]. Our study
found that maintaining a positive attitude during quarantine was
akey coping factor. The combined effects of varying resiliency
and attitudes towards aging among older adults are likely
responsiblefor the diverse findingsin recently published studies
evaluating the impact of the COVID-19 pandemic on senior
persons [37].

Participants demonstrated compassion for other residents in
many way's (eg, regular check-ins). This compassion for others
may relate to the community prioritizing supportive actions,
where neighbors were “beginning to look out for each other
more than they used to.” These findings support the role of
compassion in battling potential loneliness caused by social
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isolation [3,38,39] and reinforce the need for interventions to
reduce loneliness by promoting compassion [40,41]. Once
technology barriers have been addressed, web-based platforms
could be used as a resource for these types of interventions.

A final and concerning observation wasthat the fear of exposure
to COVID-19 infection among the participants appeared to
diminish over time, while feelings of quarantine frustrations
increased. Being “safe at home” comes with frustrations that
could underminethe ability to persist with behaviorsthat support
infection prevention; subsequently, the behaviors enacted due
to these frustrations may have contributed to the second
COVID-19 wave in the USA that occurred in fall 2020.

Recommendations for Addressing Social | solation
During COVID-19

The COVID-19 pandemic will continue to exacerbate social
isolation and loneliness and related health issuesfor ol der adults.
There are actions that individual s and organizations, including
CCSHCs, can undertaketo mitigate quarantine harms and related
socia and physical implications. Due to the current quarantine
restrictions, technology emerged as a clear and viable solution
for supporting older adult’s mental and physical health while
practicing social distancing. The key areas that must be
prioritized for future research are described bel ow.

Communication Platforms

Recognizing the prevalence of and predictors for lonelinessin
older adult populationsisimportant. A grim statistic in asurvey
of older adults (N=6,786) revealed that 39% suffered from
loneliness, with 5% of the total population reporting loneliness
often or always [42]. Given that loneliness is linked to social
isolation, could loneliness be prevented through proactive
interventions? One suggestion from the study participants was
to schedule more frequent and consistent virtual gatherings
using communication platforms (eg, Zoom and Google
Hangouts). These gatherings could bring the community together
for physical activity, educational lectures, book clubs, and other
socia opportunities. Participants suggested that accessto these
virtual opportunities may encourage access by people who
normally do not attend social activities, as they would be able
to attend without the pressure to participate. Online group
gatherings may hold promisefor older adults, as current research
showsthat by implementing agroup intervention reduced social
isolation and loneliness and health care costs, whereas it
increased feelings of well-being [43]. Access to resources that
facilitate physical activity were prioritized by participants to
support their physical and mental health, which is known to
alleviate the negative consequences of quarantine [18]. Increased
efforts to provide older adults with consistent and easily
accessible workouts, either via web-based platforms or by
observing social distancing within the community, are essential
to support their overall well-being.

Access and Connectivity

Access to technologies, including communication platforms
and social robots, may mitigate frustrations associated with
socia distancing and isolation. Presently, little is known about
the extent to which campus residents have access to or own
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personal technologies. Assessing interest among the participants
as well as facilitators and barriers to access are the first steps
for research in thisdirection. Results could inform interventions
to connect with and use technologies. If technology is akey to
the short- and long-term health and well-being of older adults,
efforts should be made by programs of al levels to identify
needs and bridge gaps so that participants are able to access and
use technologies that support social connection with friends,
family, and the community. Additionally, when information is
communicated by the management using atechnology platform
that not all can access, the leadership is encouraged to explore
all avenues necessary to reach residents, as communication is
alifeline for many during these uncertain times.

Technology Literacy

Once challenges pertaining to access and connectivity are
addressed, which is an issue of digital equity and beyond the
scope of this paper, training to use the technology is necessary.
In this study, participants expressed a lack of confidence that
may be addressed through education; however, with the
pandemic raging, it is chalenging to match appropriate
education to promotetechnology literacy. Participants suggested
that the development of a peer-led education program would
be adesirable method, asit would increase community capacity
safely. The peer-educator model suggested by participants has
been used successfully in programs designed for older adults
[44,45]. Although this is a starting point, these resources will
need to be evaluated, augmented, and implemented to support
older adults, particularly those with limited technology
experience.

Limitations

There are several limitations to this study. Focus groups were
conducted using the Zoom videoconferencing platform, rather
than in person, due to the quarantine restrictions. Participants
represented a select subset of CCSHC residents who had
technology access, connectivity, and some knowledge of how
to navigate the technology. The majority of participants were
highly educated, financially stable, Caucasian, and represented
asingle CCSHC in southern California. For these reasons, the
results of this study may not be generalizable to other locations
and more socioeconomically diverse older adult populations.

Conclusions

This study engaged residents of a CCSHC to learn how the
COVID-19 pandemic and the resulting quarantine hasimpacted
the mental and physical health of older adults. The preventive
measures to reduce the spread of infection has revealed that
technology access, connectivity, and literacy are potential
game-changers in supporting the mental and physical health of
older adults and must be prioritized for future research. CCSHC
residents reported the impact of the quarantine on their mental
and physical heath was directly tied to the stay-at-home
mandate due to social isolation and reduced physical activity.
Technology was identified as a lifeline for many participants
who were socially isolated from their friends and family. The
digital divide is more prevalent among older adults than other
populations and will exacerbate headlth disparities if not
prioritized and addressed.
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Abstract

Background: Web-based research allows cognitive psychologiststo collect high-quality datafrom adiverse pool of participants
with fewer resources. However, web-based testing presents unique challenges for researchers and clinicians working with aging
populations. Older adults may belessfamiliar with computer usage than their younger peers, leading to differencesin performance
when completing web-based tasks in their home versus in the laboratory under the supervision of an experimenter.

Objective: Thisstudy aimed to use awithin-subjects design to compare the performance of healthy older adults on computerized
cognitive tasks completed at home and in the laboratory. Familiarity and attitudes surrounding computer use were also examined.

Methods: Intotal, 32 community-dwelling healthy adults aged above 65 years completed computerized versions of the word-color
Stroop task, paired associates learning, and verbal and matrix reasoning in 2 testing environments: at home (unsupervised) and
in the laboratory (supervised). The paper-and-pencil neuropsychological versions of these tasks were aso administered, along
with questionnaires examining computer attitudes and familiarity. The order of testing environments was counterbalanced across
participants.

Results: Analyses of variance conducted on scores from the computerized cognitive tasks reveal ed no significant effect of the
testing environment and no correlation with computer familiarity or attitudes. These null effects were confirmed with follow-up
Bayesian analyses. Moreover, performance on the computerized tasks correlated positively with performance on their
paper-and-pencil equivalents.

Conclusions: Our findings show comparable performance on computerized cognitive tasks in at-home and laboratory testing
environments. These findings have implications for researchers and clinicians wishing to harness web-based testing to collect
meaningful data from older adult populations.

(JMIR Aging 2021;4(1):€23384) doi:10.2196/23384
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psychology journals featured at least one web-based study, up
by 5% from the past 5 years [5]. Thisis an exciting paradigm
shift for researchers given that web-based methods allow for
the cost-effective collection of larger data sets from broader
geographical regions and more diverse participants [6-10]. A
growing number of studies have validated the use of web-based

Introduction

Background

The internet is an increasingly popular medium for running
behavioral experiments in psychology [1-4]. In 2017,
approximately a quarter of research papers in 4 top cognitive

http://aging.jmir.org/2021/1/e23384/ JMIR Aging 2021 | vol. 4 | iss. 1 [€23384 | p.13
(page number not for citation purposes)


mailto:andreeann.cyr@gmail.com
http://dx.doi.org/10.2196/23384
http://www.w3.org/Style/XSL
http://www.renderx.com/

JMIR AGING

behavioral research by reproducing benchmark findings in
cognitive psychology among web-based samples (eg, attentional
blink, Flanker, Simon) [7] or finding equivalent performance
between web-based and laboratory-tested samples on memory,
perception, and attention tasks [8,11-15].

Cognitive aging research especially stands to reap the benefits
of web-based testing: Participation among older adults may be
hindered by restricted mobility and access to testing sites. As
a result, many studies rely on convenience sampling where
participants are self-sel ected due to the ease of recruitment and
willingness to participate [16]. This is problematic as
convenience samples of cognitively normal older adults tend
to be younger and better educated than those recruited via
population-based sampling [16-19] and more likely to have a
family history of Alzheimer disease [17], all factors that can
skew research findings. A similar issue exists in research on
neurodegenerative diseases, where the research samples are
overwhelmingly White, well-educated, and have a high
socioeconomic status, limiting the generalizability of clinical
research to the population at large [20].

An obstacle to web-based aging research is that adults aged
above 65 years have lower rates of technology adoption than
their younger peers[21] and unfamiliarity with computers may
affect performance on computerized tasks. Moreover,
Mechanical Turk by Amazon, the most popular crowdsourcing
platform for psychology researchers, hasapopulation of workers
that tends to be younger than the overall population [22].
Nonethel ess, some studies have examined cognitive abilitiesin
large web-based sampleswith agesranging from 10 to 70 years
[23,24] and 10 to 85 years[25]. Web-based data collection has
also been used to investigate age-rel ated changesin prospective
memory [26] as well as working memory and visuospatial
processing [27]. More commonly, however, web-based research
among older cohorts is often used to test the validity and
reliability of web-based neuropsychological batteriesfor clinical
purposes of cognitive screening [28] or tele-neuropsychology
[29]. A small body of work in tele-neuropsychology has
explored the use of web-based cognitive screens for
self-monitoring of cognitive impairment [30-32]. There are
promising avenues for better detection and monitoring of
cognitive impairment using well-established cognitive tasks
[33-35]. Nevertheless, most clinicians (ie, neurologists,
neuropsychol ogists) continueto rely on paper-and-pencil testing
conducted during in-office visits, using technology only
sparingly in their assessments [36,37].

Given the ongoing effects of COVID-19 on health care delivery
and behavioral research, there is a pressing need to establish
and validate protocol sfor remote cognitive testing among ol der
adults. A chief concern, however, iswhether performancewithin
a standard testing situation is comparable with testing done in
an unsupervised web-based format [38]. Using awithin-subjects
design, Assman et a [39] found that a self-administered
web-based cognitive battery (NutriCog) provided similar
information to a version supervised by a neuropsychologist.
However, they found learning effects such that performance
was better on the second completion of the battery, independent
of the mode of administration. A recent study by Backx et al
[40] aso used a within-subjects design to examine the effects
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of testing environment (supervised in the laboratory vs
unsupervised at home) on performance on the Cambridge
Neuropsychological Test Automated Battery. They found
comparable performance across contexts, athough reaction
times (RTs) were slower in the web-based version. Although
theresults of these studies are encouraging, they did not examine
older adults specifically. An advantage of supervised testing is
that the neuropsychologist or experimenter can clarify
instructions, provide encouragement, and ensure that the setting
is free of distractions for participants—this may be especially
important with older participantswho arelikely to belessfluent
with technology. However, older adults may also be more
stressed in such situations: novel testing locations have been
shown to disproportionately stress older adults relative to
younger adults, leading to greater age differences in memory
[41].

Objectives

The aim of this study is to investigate using a within-subjects
design whether performance on computerized cognitive tasks
differs as a function of the testing environment in a group of
community-dwelling older adults aged above 65 years. We
selected cognitive tasks that are well established in both
experimental research and neuropsychology, have low
susceptibility to practice effects, and are known to be sensitive
to agerelated changes. The word-color Stroop task [42]
(response inhibition and processing speed) isawidely used test
in both experimental psychology and clinical neuropsychology,
with a large body of work demonstrating declines in Stroop
performance due to normative aging [43] and age-related
neurodegenerative disease [44]. Similarly, paired associates
learning (PAL) has long been used as a measure of the
associative nature of episodic memory, which is well-known
to be affected during normative aging [45] and is strongly
implicated in Alzheimer disease[46-48]. Participants compl eted
computerized versions of thesetasksin 2 testing sessions spaced
24 hours apart: unsupervised in their own home using their
personal computer aswell as supervised by an experimenter in
the laboratory. If the testing environment does indeed affect
performance on these web-based measures, we would predict
asignificant difference between scores across the 2 conditions:
given the paucity of previous findings using these particular
measures, we did not have any strong a priori hypothesis with
respect to the directionality of effects of testing environment
on performance (ie, performance would be better or worse in
person vs on the web). In addition, we explored the extent to
which scores on computerized cognitive tests correlated with
their gold standard neuropsychological test equivalents and the
extent to which performance on computerized testsis associated
with technology use and familiarity.

Methods

Participant Recruitment

This study was powered to detect moderate effect sizes (Cohen
d=0.50) at a power >0.80 (two-tailed a at .05). To date, no
studies have compared these experimental measures across
testing conditions among older adults; however, a handful of
studies have compared performance on web-based
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neuropsychological tests as a function of testing location
[28,39,40] and found moderate effects of testing location. A
power analysisusing G* Power 3 [49] determined that asample
size of 34 would be required to detect moderate effects (Cohen
d=0.50) with a power >0.80 (two-tailed distribution with an
=.5). A total of 38 adults age above 65 years were recruited via
the York Research Participant Pool and agreed to participate in
the study. The data of 6 participants were excluded: 3 due to
computer-related issues and 3 due to participant error. The
analyses included 32 participants (20 females). Participants
were screened to ensure that they were diagnosed with any
medical, neurological, or psychiatric condition known to impact
cognition.

M easures

Web-Based Cognitive Tasks

In total, 3 experimental tasks were completed on a compuiter.
For the in-person testing session, the tasks were presented on
a 23.8" Dell monitor and responses were provided on a
QWERTY keyboard. The specifications of the computer used
in the web-based testing session are unknown as participants
used their persona devices. However, participants were told
before being enrolled into the study that a QWERTY keyboard
was required.

1. Word-color Sroop task: 36 congruent (eg, bluein blueink)
and 36 incongruent (eg, blue in yellow ink) stimuli were
randomly presented to participants using PsyToolKit
[31,32]. Participants wereinstructed to pressther, y, g, and
b keys on the keyboard in response to words presented in
red, yellow, green, and blue, respectively. If they did not
respond within 4500 milliseconds, the following stimulus
was presented. Participants first completed a practice trial
with 6 trials before beginning the main task. Key outcome
measures were raw RTs to respond to the congruent and
incongruent trials, Stroop effects (cal culated by subtracting
RT to incongruent trials from RT to congruent trials), and
errors (eg, pressing on the key corresponding to red when
the ink was blue).

2. PAL task: 32 unrelated word pairs (eg, baker-wagon) were
selected from the study by Connor et a [50] and divided
into 2 sets of 16 pairs (set A and set B). There were no
differencesin word frequency or concreteness between sets,
F130 <1. Stimuli were presented using Qualtrics. In total,
16 unrelated word pairs (eg, tool-coast) were randomly
presented, one at a time, for 4 seconds followed by a
1-secondinterstimulusinterval (study 1). Immediately after,
participants compl eted a self-paced cued recall (eg, tool-?)
for the word pairs they had just studied (immediate recall
1) using the keyboard to type their responses. The same
study-test cycle was then repeated (study 2 followed by
immediate recall 2). After a 15-min delay, they completed
the delayed cued recall portion of the PAL task (eg, tool-?)
at their own pace. Key outcome measures were a PAL
learning score cal cul ated by adding the number of correctly
recalled words during immediate recall 1 and 2 aswell as
a PAL delayed memory score defined as the number of
words recalled during the delayed cued recall.

http://aging.jmir.org/2021/1/e23384/
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3. International Cognitive Ability Resource (ICAR): ThelCAR
is a public-domain cognitive assessment tool [51] that
includes 4 item types measuring reasoning:
three-dimensional rotation presents cube renderings and
asks participants to identify which of the response choices
isarotation of the target stimulus. The letter and number
items show participants ashort digit or letter sequence and
ask them to identify the next position in the sequence from
among 6 choices. The matrix reasoning items present 3x3
arrays of geometric shapeswith one of the 9 shapesmissing,
and participants are instructed to identify which of the 6
geometric shapes best complete the stimulus. Finally, the
verbal reasoning itemsinclude | ogic questions. We created
2 sets of problems each with 4 items from each item type
for atotal of 16 questions per set (set A and set B). Stimuli
were presented using Qualtrics. Participantswere given 7.5
min to complete 4 verbal reasoning and 4 letter and number
problems, followed by 7.5 min to complete 4 matrix
reasoning and 4 three-dimensional rotation problems from
the ICAR. All questions were in a multiple-choice format,
and participants used the mouse to select their answer. The
key outcome was total accuracy across verbal and matrix
guestions (score from 0 to 16).

Standardized Neuropsychological Tasks

The following neuropsychological tasks were administered in
person by aresearch assistant. All testing was performed under
the supervision of alicensed neuropsychologist (KR). Theverbal
Paired Associates subtest of the Weschler Memory Scale -IV
(WMS-1V) and Color Word Interferencetest of the Delis-Kaplan
Executive Function System (D-KEFS) were included so that
we could compare performance with their computerized anal ogs
(PAL and Stroop task, respectively). The Montreal Cognitive
Assessment (MoCA), Patient Health Questionnaire-9 (PHQ-9),
and Shipley Verba subtest were included for the purposes of
describing our sample and ensuring that participants did not
exceed clinical cut-offsfor cognitiveimpairment or depression.

1. Verbal Paired Associates subtest (WMS-1V) [52]: this test
assesses the ability of anindividual to learn unrelated word
pairs. Participants were given the task according to standard
instructions. Specifically, they were presented with 14 pairs
of unrelated words at arate of 1 pair every 3 seconds. They
were then given the first word of each pair and asked to
recall the second word. Thiswas repeated for 4 trialsusing
the same list of word pairs. After a delay of 15-min,
participants were again given the first word of each pair
and asked to recall the second word. Key outcomesinclude
the total number of correctly recalled word pairs acrossthe
immediate recall trials (learning score) and the total number
of wordsrecalled after the delay (delayed score). Theseraw
scores were then converted to age-corrected scaled scores.

2. Color Word Interference test (D-KEFS) [53]: participants
were administered the color naming and interference
conditions of this task according to standardized
instructions. In the color naming condition, participants
were shown a page of colored patches and had to name
them one by one as fast as possible, without making
mistakes. In the interference subtest, participants were
shown apage with names of colors printedin various colors
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and were instructed for each word to name the color the
word was printed in, rather than read the word itself.
Participants were told to complete the task as quickly as
possible without making mistakes. Key outcomes for both
subtests were the time to completion (in seconds). These
raw scores were then converted to age-corrected scaled
SCOres.

3. MoCA [54]: thisisabrief administered screening tool used
to detect cognitive impairment. It cognitive
domains including short-term memory, visuospatial
processing, executive functioning, attention, and orientation
intime and space. The key outcome was the total score out
of 30 (for geriatric samples, scores >26 are considered
normal, whereas scores 18-25 indicate mild cognitive
impairment, 10-17 indicate moderate cognitive impairment,
and less than 10 indicate severe cognitive impairment).

4. PHQ-9[55]: thisis a self-administered 9-item measure of
depression severity. The key outcome was the total score
out of 27, with higher scores indicating greater depression
severity.

5. The Shipley Verbal subtest (from the Shipley Institute of
Living Scale) [56] wasincluded as abrief measure of verbal
abilities (scores range from 0-40, with higher scores
reflecting greater ability). Thistest requires participantsto
identify synonyms for stimulus words presented in a
multiple-choice format.

Cyretd

Computer Questionnaires

The 20-item Computer Anxiety Scale [57] and the 19-item
Computer Anxiety Rating Scale [58] are questionnaires asking
individuals to indicate their level of agreement (1. strongly
disagree to 5: strongly agree) with statements pertaining to
attitudes toward computer use (eg, | feel apprehensive about
using computers). The Computer Aversion, Attitudes, and
Familiarity Index [59] is a 40-item questionnaire that prompts
participants to indicate the extent to which statements about
computer use and fedlings surrounding computers apply to them
(-3: absolutely false to +3: absolutely true; eg, | enjoy using
computers).

Procedure

All participants completed both an in-person testing session at
the laboratory and a web-based testing session at their home,
24 hours apart. Whether participants completed the first testing
session on the web (home first) or in-person (laboratory first)
was counterbalanced across participants (Figure 1). The
assignment of participants to order of testing (home first vs
laboratory first) and order of test administration in thelaboratory
setting (web-based testsfirst vs paper-and-pencil testsfirst) was
determined using a Latin square design. Upon recruitment, a
participant was assigned to the next row in the Latin square,
which determined their testing orders.

Figurel. Flowchart of counterbalancing participant assignment to conditionsin the experiment. ICAR: International Cognitive Ability Resource; PAL:

paired associates learning.
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Web-Based Testing Session

Participants were sent a link to the study on the Qualtrics
platform viaemail. After providing consent, they first completed
the PAL task using stimuli from set A or B (set used was
counterbal anced across participants). Finally, participantswere
redirected to the PsycToolkit site [60,61] to complete the
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word-color Stroop task. Participants were prompted to enter a
3-digit identifier before each task.

I n-Person Testing Session

Participants completed 2 blocks of testing during the in-person
session: an experimental testing block and aneuropsychological
testing block. The order of the testing blocks was
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counterbalanced across participants. The experimental testing
block was identical to the web-based testing session, with the
exception that the PAL stimuli and the ICAR problems were
different. For example, if a participant studied set A during the
web-based testing session’s PAL task, they studied set B during
the in-person testing session. Importantly, both the web-based
testing and the in-person testing were completed on the
PsycToolkit website, ensuring that the only difference between
conditions was the testing location. In the neuropsychological
testing block, participants completed the immediate and delayed
recall conditions from the WMS-IV VPA (Verbal Paired
Associates) test: the color naming condition and theinterference
condition from the D-KEFS Color Word Interference Test,
MoCA, and the Shipley vocabulary test. In the 15-min interval
between the VPA learning trials and the delayed cued recall,
the following questionnaires were administered: PHQ-9,
Computer Attitude Scale, Computer Anxiety Rating Scale, and
Computer Familiarity Scale.

Statistical Analyses

All analyses were conducted in Jamovi (version 1.2.27) using
R satistical language, and an apha level of .05 was used
throughout.

To avoid the undue influence of extreme outliers on the Stroop
task, trials where the participants responded under 200
milliseconds or over 4000 milliseconds were excluded. This
led to 1.5% of tota trials being excluded in the laboratory
condition and 2% being excluded in the home condition. The
Stroop dataof 1 participant were removed in the home condition
due to the fact that they missed all trials (RTs >4500
milliseconds).

Mixed analyses of variance were conducted to examine how
performance on the outcome measures of our computerized
experimental tasks (Stroop, PAL, and ICAR) varied asafunction
of testing environment (home vs laboratory) and testing order
(homefirst vslaboratory first). In addition, Bayesian inferential
testing was performed to provide a more comprehensive
perspective on the equivalence of the test data across testing
environments. This approach allows us to assign a probability
of the null hypothesis or alternative hypothesisbeing true, given
our obtained data[62]. Specifically, we conducted paired t tests
and cal culated corresponding Bayesfactorsfor each t test using
the BayesFactor R package [63] implemented in Jamovi to
investigate the PAL total scores in both conditions (learning
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and delayed recall), mean RTs for Stroop (congruent,
incongruent, and inhibition), and total scores on the ICAR
reasoning task using testing environments as the paired
conditions. The null hypothesis was defined as no meaningful
difference in performance on these measures across testing
environments, whereas the alternative hypothesis would be
defined asasignificant (nondirectional) differencein test scores
between tasks done in the laboratory and on the web. As there
areno prior studieson paired associate |earning and Stroop task
performance across in-laboratory and web-based settings, we
did not have astrong apriori hypothesis regarding the presence
or directionality of any effects of testing environment, other
than ageneral alternative hypothesis of nonequivalence across
testing conditions. In addition, giventhelack of previous studies,
we had no scientific knowledge to inform the most appropriate
prior distribution. Thus, we used a Cauchy distribution centered
around O (ie, the null) and specified awidth parameter of 0.707.
Results are presented in terms of a Bayes factor (BF01), which
denotes the probability of the observed data, given the null
hypothesis. Bayesfactorswereinterpreted using the guidelines
by Lee and Wagenmakers [64], which are as follows: Bayes
factors below 1 are seen as evidence for the alternative
hypothesis (0.33-1: anecdotal evidence, 0.1-0.33: moderate
evidence; and <0.1 strong evidence), and Bayes factors above
1 are seen as evidence for the null hypothesis (1-3: anecdotal
evidence, 3-10: moderate evidence; and >10 strong evidence).

To explorethe validity of these experimental measures, Pearson
correlations were conducted to explore the associ ation between
performance on the computerized experimental tasks and their
pencil-and-paper analogs currently used in clinical practice.
Specifically, we examined the rel ationshi p between performance
on the computerized Stroop and the D-KEFS Color Word
Interference Test as well as performance on the PAL task and
theWMS-1V Verbal Paired Associatestest. |n addition, Pearson
correlations were conducted to investigate the association
between scores on the questionnaires querying computer
attitudes, familiarity, and outcome measures on the computerized
experimental tasks and the neuropsychological tests.

Results

Participant Characteristics

Demographic variables and neuropsychological scores as a
function of testing session order are shown in Table 1.
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Table 1. Mean demographic and neuropsychological scores as a function of order of testing environments.

Participant characteristics and neuropsychological variables

Order of testing environments, mean (SD)

Home first? Laboratory first®

Age (years) 70.50 (6.87) 70.90 (7.30)
Years of education 17.90 (3.12) 17.90 (2.72)
PHQ-9° 2.56 (2.73) 1.00 (1.46)
MoCAd 27.70 (1.89) 27.30 (1.85)
Shipley 36.10 (3.90) 37.20 (1.47)
WM S-1VE-Verbal Paired Associates

Learning score (scaled score) 11.94 (2.46) 11.75 (2.96)

Delayed score (scaled score) 11.81(3.27) 11.19 (3.15)
D-K EFS'-Color-Word Interference test (Stroop)

Color naming (scaled score) 11.06 (2.46) 12.13 (2.36)

Inhibition score (scaled score) 11.81 (3.10) 11.81(1.72)

3Home testing session on day 1 and laboratory testing session on day 2.
bLaboratory testing session on day 1 and home testing session on day 2.
®PHQ-9: Patient Health Questionnaire-9.

dMoCA: Montresl Cognitive Assessment.

SWMS-1V: Wechsler Memory Scale-IV.

'D-KEFS: Delis-Kaplan Executive Functioning System Test.

The years of education of the 2 participants could not be
confirmed. There were no significant differences in age
(t30=0.15; P=.88) or years of education (t,g=0.01; P=.99) as a
function of session order. Participants assigned to the home-first
testing order had marginally higher scores on the (PHQ-9) than
those assigned to the laboratory-first testing order (t3=2.02;
P=.05); however, none of the participants exceeded the clinical
cut-off for major depressive disorder on the PHQ-9 (total score
210). There were no group differencesin the MoCA (t3,=0.57;
P=.58) nor the Shipley vocabulary test (t3,=1.02; P=.32).

Performance on Experimental Tasks Across Testing
Environments: Frequentist Analyses

Stroop Task

We first conducted a 2 (Stroop condition: congruent vs
incongruent)x2 (testing environment: home vs laboratory)
repeated measures ANOVA with raw RTs as the dependent
variable. RTs were significantly faster in congruent trials than
incongruent trials (F, 20=54.54; P<.001; n*,=0.65), and there
were no group differences in RTs across testing environments
(F130=1.15; P=.29; nzp:0.04). The Stroop conditionxtesting
environment interaction was not significant (F; 3<1, P=.77,

r]2p:<0.01). Next, we wanted to examine whether first being
administered the Stroop test at home or in the laboratory would
affect Stroop performance. A 2 (Stroop condition: congruent
vsincongruent)x2 (order of testing environment: home first vs
laboratory first) mixed ANOVA with reaction time on the Stroop
test completed at home reveal ed asignificant effect of condition

(F1,2=81.33; P<.001; n%,=0.73) and no order effect (F; 3,=1.46;

http://aging.jmir.org/2021/1/e23384/

P=.24; n?,=0.05). The interaction was insignificant (F; 5,<1;
P=.43; r]zp:0.0Z). The same analysis as above was conducted
but with RT on the Stroop test completed in the laboratory.
Participants were faster on congruent trials than incongruent
trias (Fy 3,=30.40; P<.001, n2p=0.51), and there was no order
effect (Fy5<1; P=52; n%=0.01). The interaction was
insignificant (F; 5p<1; P=.59; n%,=0.01).

We repeated the set of analyses above to examine Stroop errors
as a function of testing environments and testing order. A 2
(Stroop condition: congruent vs incongruent)x2 (testing
environment: home vs laboratory) repeated measures ANOVA
with errors on the Stroop test as the dependent variable revealed
that participants made more errors on the incongruent compared
with congruent trials (F; 3,=11.33; P=.002, nzp:0.27). There
was no significant main effect of the testing environment
(F1,30<1; P=.55 nzp:0.0l), and the Stroop conditionxtesting
environment interaction was insignificant (F; 30=2.41; P=.13;
n2p20.07). A 2 (Stroop condition: congruent vs incongruent)
x2 (order of testing environment: homefirst vslaboratory first)
mixed ANOVA with errors on the Stroop test completed at
home revedled a significant effect of condition (F; 3,=90.94;
P=.004; n?=0.25) and no order effect (F;3,=1.99; P=.17;
nzp:0.0G). Theinteraction wasinsignificant (F; 3,=1.29; P=.27,
n 2p=0.04). The same analysis as above was conducted but with
errors committed on the Stroop test completed in the laboratory.
Errors were equivalent across conditions (F; 35=1.45; P=.24;

r]2p:0.05) and the order of testing environment main effect was

JMIR Aging 2021 | vol. 4 | iss. 1 |€23384 | p.18
(page number not for citation purposes)


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

JMIR AGING

insignificant (F; 50=2.28; P=.14; n?,=0.07). Theinteraction was
insignificant (F; 50<1; P=.87; n%,<0.01).

Finally, Stroop effects were calculated for each participant by
subtracting the RT for congruent trials from the RT for
incongruent trials. We then conducted a 2 (testing environment:
home vs laboratory)x2 (order of testing environment: home
first vslaboratory first) mixed ANOVA with these Stroop effect
scores as the dependent variable. The results showed no
significant main effect of the testing environment (F; ,0<1;

Cyretd

P=.78; n2p<0.01) or order of testing environment (Fj,0<1;
P=.45; nzp:0.0Z). The testing environmentxorder of testing
environment interaction was insignificant (F; <1, P=.89;
n?,<0.01).

PAL

We conducted a 2 (testing environment: home vs laboratory)x2
(order of testing environment: home first vs laboratory first)
mixed ANOVA with PAL learning scores as the dependent
variable (Table 2).

Table 2. Mean performance on experimental tasks as a function of testing environment and order of testing environment (SDsin parentheses).

Variables Home testing session, mean (SD) Laboratory testing session® mean (SD)
Home first® Laboratory first® Home first Laboratory first
Word-color Stroop
Congruent—RTY (ms) 1415.63(289.03)  1317.13(253.14)  1276.61(317.03)  1374.46 (315.87)
Incongruent—RT (ms) 1661.52 (320.55) 152254 (280.04)  1510.95(461.22)  1566.58 (257.71)
Interference scores (ms) 245.89 (168.18) 205.41 (108.55) 234.34 (216.48) 192.12 (213.85)
Congruent—errors 0.43 (1.32) 0(0) 0.50 (2.00) 0.13 (0.34)
Incongruent—errors 1.50 (2.63) 0.50 (1.27) 0.44 (1.09) 0.63 (0.89)
Paired associates learning
Learning scores 18.13 (8.28) 17.25 (8.56) 15.75 (8.41) 15.06 (9.73)
Delayed cued recall 10.68 (4.54) 9.94 (4.72) 9.88 (4.80) 9.13 (5.24)
ICARSE scores 5.75(3.21) 6.88 (2.31) 5.69 (1.96) 5.75 (2.54)

8_aboratory testing session on day 2.

PHome testi ng session on day 1 and laboratory testing session on day 2.
CLaboratory testing session on day 1 and home testing session on day 2.
IRT: reaction time.

®ICAR: International Cognitive Ability Resource.

Results showed no significant differencein cued recall learning
scores across testing environments (F,3,=3.57; P=.07,
n2p=0.106) or asafunction of the order of testing environment
(F1,30<1; P=.79; r]2p<0.01). The testing environmentxorder of
testing environment interaction was insignificant (Fy3,<1;
P=.94; n°,<0.01).

Next, we conducted the same analysis as above, with delayed
cued recall scores asthe dependent variable. There was no effect
of testing environment (Fy 5=1.66; P=.21; n%,=0.05) or order
of testing environment (Fj3<1, P=.64; n2p<0.01). The
interaction was insignificant (F z0<1; P=.99; n?,<0.01).

ICAR

We ran a 2 (testing environment: home vs laboratory)x2 (order
of testing environment: home first vs laboratory first) mixed
ANOVA with ICAR scores as the dependent variable (Table
2). Thisshowed insignificant main effects of testing environment

(F1,20=1.55; P=.22, nzp:0.0S) and order of testing environment

http://aging.jmir.org/2021/1/e23384/

(F13<1; P=.44; n?,=0.04). The interaction was insignificant
(F130=1.24; P=.28; n,=0.04).

Performance on Computerized Tasks Across Testing
Environments: Bayesian Analyses

The Bayesian paired samples t test of PAL learning scores
yielded aBayesfactor of 1.04, indicating that the data could be
consistent with either the null hypothesis or the aternative
hypothesis. However, on PAL delayed recall, therewas aBayes
factor of 2.44, providing anecdotal evidencethat datawere2.44
times more likely under the null hypothesis (ie, the groups of
test scores were equivalent across testing environments). In
terms of Stroop RT performance, results from the paired t test
for the congruent condition indicated that the data were 3.4
times more likely under the null hypothesis than the alternative
hypothesis (BF01=3.40). Similarly, RTs from the incongruent
condition and the Stroop effects (incongruent RT-congruent
RT) aso provided moderate evidence that the null hypothesis
was more likely than the alternative hypothesis (BF01=3.12
and 4.34, respectively). Finally, the Bayesian paired t test on
the ICAR reasoning total scoresyielded aBayesfactor of 2.63,
providing anecdotal evidence that the data were more likely
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under the null hypothesis than the alternative hypothesis.
Collectively, these results bolster the notion that there was no
meaningful difference in performance on computerized PAL,
Stroop, and ICAR reasoning tasks when done in a laboratory
or on the web. Prior and posterior distribution plots and Bayes
factor robustness checks are provided in Multimedia A ppendix
1

Correlations Between Computerized Tasksand
Standard Neuropsychological Tests

Regarding Stroop performance, we found no significant
correlation between mean RT for the congruent condition and
color naming on the D-KEFS Color Word Interference Test
(r=0.13; P=.47; 95% CI -0.23 to 0.46). However, we did find
a significant positive association between mean RT in the
incongruent condition and theinhibition subtest (r=0.69; P<.001,;
95% CI 0.46 to 0.84). We found a similar significant positive
association between PAL total learning scores across 2 trials
and the total learning score on the WMS-IV Verbal Paired
Associatestest (r=0.67; P<.001; 95% Cl 0.42t00.83). Interms
of delayed recall, there was also asignificant positive association
(r=0.67; P<.001; 95% CI 0.41 to 0.82). Collectively, these
findings suggest a robust association between performance on
web-based computerized tests and standard neuropsychological
tests completed in person.

Table 3. Pearson correlations among questionnaires.

Cyretd

Test-Retest Reliability of Web-Based Cognitive
Measures

We aso conducted intraclass correlations between PAL and
Stroop scores obtained at home and in the laboratory to obtain
an estimate of the reliability of these measures over time.
Regarding the Stroop test, there were adequate | CC (intraclass
correlations) values between scores obtained in the laboratory
and on theweb for the congruent (r=0.72; P<.001; 95% Cl 0.49
t0 0.85) and incongruent (r=0.75; P<.001; 95% Cl 0.53t0 0.87)
conditions. The ICC for the interference condition was modest
(r=0.61; 95% CI 0.34 to 0.79). For PAL, there were adequate
|CC values between scores obtained in the laboratory and on
the web for the total learning score (r=0.70; P<.001; 95% CI
0.46 to 0.84) and delayed recall score (r=0.73; P<.001; 95%
Cl 0.51t0 0.86) conditions.

Correlations Between Computerized Tasksand
Computer Questionnaires

Scores on the 3 questionnaires (ie, Computer Anxiety Scale
[CAS], Computer Anxiety Rating Scale[ CARS], and Computer
Aversion, Attitudes, and Familiarity Index [CAAFI]) were
scored for each participant. The mean scores and correlations
among the questionnaires are shown in Table 3.

Questionnaires Mean (SD) 1 2
Correlation coefficient P value Correlation coefficient P value
1. CAAFI2P -11.20(13.30) _c — — —
> CARSYE 40.30 (14.00) -0.649 <.001 — —
3 CASE 70.10 (10.10) 0.487 .005 -0.584 <.001

8CAAFI: Computer Aversion, Attitudes, and Familiarity Index.

bHigher scores on the CAAFI reflect greater familiarity and more positive attitudes toward computers.

CCorrelation scores not applicable.
dCARS: Computer Anxiety Rating Scale.

CHigher scores on CARS and the Computer Anxiety Scale (CAS) reflect lesser and greater computer-related anxiety, respectively.

Questionnaire scores did not differ as afunction of the order of
thetesting environment for the CAS (F, 3,=3.31; P=.08), CARS
(F130=1.80; P=.20), or CAAFI (Fy3,<1, P=.77). There were
significant correlations between CAS and CARS scores and
I CAR scores completed at home (r=0.50, P=.004 and r=-0.45,
P=.01, respectively). However, there were no significant
correlations between these measures when completed in the
laboratory nor were there any other significant correlations
between scores on any of the questionnaires and performance
on the computerized tasks (Multimedia Appendix 1).

Discussion

Principal Findings

The primary aim of this study is to examine whether
performance on computerized versions of well-known cognitive
tasks (ie, word-color Stroop, PAL, and matrix and verbal
reasoning) would vary as afunction of the testing environment

http://aging.jmir.org/2021/1/e23384/

(supervised in the laboratory vs unsupervised at home) among
healthy older adults. Our results align with other studies that
found comparable results across testing environments using a
within-subjects design [39,40] and extend them to older adults.
Our findings are encouraging for researchers and clinicians
looking to harness web-based testing among older adult
populations. Wefound no significant differencesin performance
on any of the computerized tasks across testing environments,
a pattern of results supported by complementary Bayesian
analyses. Crucially, there were no order effects, that is, whether
participants compl eted the at-home or in-person testing session
first had no influence on performance. There was no consistent
correlation between the measures of computer familiarity or
attitudes and performance on any of the computerized tasks.
This is congruent with past research finding that computer
familiarity did not mediate benefits derived from web-based
memory training [65]. There is some evidence, however, that
the total learning score on PAL may not be equivalent across
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contexts, given the P value approached significance and the
Bayesian analysis indicated that the data were not more
consistent with either the null hypothesis or aternative
hypothesis. Further studiesare required to replicate thisfinding
and establish amore precise estimate of any putative differences
duetothetesting location. It isinteresting to note that the scores
obtained during web-based testing (ie, in the participant’s home)
were higher on average than those obtained in the laboratory,
which is counterintuitive to the idea that performance should
suffer in an uncontrolled environment with more potential
distractors. Nevertheless, the results indicate that older adults
can produce equivalent results on tests tapping into various
cognitive domains, regardless of whether they are done at home
or in the laboratory.

Our findings are reassuring for experimental researchers seeking
to extend their web-based research program to older adult
populations. Our findings support the viability of testing older
adultsin their homes, whichislikely alower stress environment
than a laboratory or office [41]. Past studies have found that
older adults report preferring computerized over traditional
assessments [66] and that they value being able to choose the
timing [67] and circumstances [68] of at-home assessments.
Our findings also have relevance for clinical neuropsychology,
afield that has been slow to integrate technology into practice
[36]. Although our study was among cognitively healthy adults,
the fact that we found equivalent task performance on severa
cognitive tests across testing environments supports the further
investigation and validation of computerized measures in
geriatric patients, which can open new avenuesfor the diagnosis
and monitoring of cognitive functioning. Adapting experimental
paradigmsinto clinical assessment protocols may prove useful
for increasing precision in measuring underlying cognitive
congtructs (ie, validity) and in drawing brain-behavior
associations [69]. Important next steps would be to validate
web-based testing as an appropriate meansto measure cognition
to support diagnosisand a so as an appropriate assay of everyday
functioning in key cognitive domains such as memory [70],
given that age differences in memory tend to be minimized in
the real world relative to laboratory settings[71].

The need for further research into the utility of remote testing
has been brought to the forefront by the ongoing COVID-19
pandemic. Much of the extant work has focused on
admini stering existing cognitive screens and neuropsychol ogical
testsviatele-conferencing [29,39,66,72,73] rather than exploring
updated options, such asusing well-validated experimental tasks
inaclinical context. Looking into the future, incorporating data
collected from wearables, smartphone apps, and/or other sensors
may also provide arich source of datafor better detection and
monitoring of cognitive [37,74] and mood symptoms in
neurodegenerative diseases[75]. For example, if some cognitive
domains can be reliably measured using web-based cognitive
tasks with acceptable psychometric properties [28,76-78],
clinical practice can shift toward more remote monitoring of
cognitive changes in memory or executive functioning, given
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that these domains are key factors in the loss of functional
independence in neurodegenerative diseases [79].

An additional, encouraging finding regarding the validity of
these computerized measures is that participants performance
on web-based computerized cognitive tasks was significantly
associated with performance on analogous standard
neuropsychological tests, with correlations in the order of 0.6,
and Cls showing a lower-bound correlation of approximately
0.4. Thesefindings suggest that across a sample of healthy older
adults, the rank order of their performance on standard
neuropsychological testsisgenerally preserved when examining
web-based test scores. However, unlike the Stroop and the PAL
tasks, we did not include a paper-and-pencil analog for our
computerized ICAR task, so we could not estimate its validity
with current clinical tools. Although subsequent research is
needed with more robust samples, these preliminary results are
consistent with arecent study [ 75] showing that normative data
from web-based measures can be used for individual differences
research and eventually to guide decision making about
individual patients.

Strengthsand Limitations

Our study examined cognitive task performance across at-home
and in-laboratory settings within the same group of older adullts.
A limitation of our study is that participants were recruited via
a university participant pool. As discussed above, it is likely
that participants recruited via popul ation-based sampling would
be lower in education and higher in age, which would likely
yield lower familiarity with computer usage. However, it is
important to note that over time, older cohorts will be
increasingly technology savvy, so this will not be an enduring
issue: 67% of adults aged above 65 years report going on the
internet, up from 13% in the early 2000s, and the figure
increases to 82% when we look at the youngest-old between
the ages of 65 and 69 years[21]. Our study also had participants
performing the web-based tasks on different devices as the
at-home computer was their own. Although this was not an
issue for our purposes, future research should consider using
the same devices, especially for screening and diagnosis. Finally,
it should be noted that 3 participants (9% of our sample) had to
be excluded due to user problems. Our study required
individuals to navigate to 2 different platformsto complete the
tasks, which may have added confusion. Improving the design
of computerized tasks continues to be an important goal for
bringing cognitive testing on the web.

Conclusions

In summary, we provide evidence that healthy older adultswho
conduct computerized cognitive tests on aweb-based platform
can produce results comparable with those obtained in a
laboratory environment. Moreover, performance on these
web-based measures was correlated with  standard
neuropsychological test performance but was not correlated
with technology familiarity. The results serve asastarting point
for future studies on the validity of web-based platforms for
measuring cognition in healthy and unhealthy aging populations.
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Abstract

Background: Aging of the global population is dowly paving the way for new markets for care products and services. The
desire of older people to maintain their independence while remaining at home is boosting the devel opment of ambient assisted
living (AAL) solutions. Lack of user awareness of AAL solutions paired with an insufficient use of user-centered and participatory
design approaches in the devel opment of these products has hindered the uptake of these solutions by end users.

Objective: This study aims to describe the usability and users experiences within a novel platform, ActiveAdvice, aimed at
offering advice and a holistic market overview of AAL products and services.

Methods: Usability tests were performed on the developed platform among identified prospective end users, with 32 older
adults and informal carers from 4 European countries being part of the user tests. The usability and appeal of the web interface
design, information flow, and information architecture were analyzed by collecting both objective and subjective measures. These
would include pretest and posttest surveys, along with a series of think-aloud tasks to be performed within the platform.

Results: The outcomes suggest that the ActiveAdvice platform’s objectives and functionalities are mostly aligned with the
needs and expectations of end users, who demonstrated interest in using it, stressing its purpose along with its ssmple and intuitive
interaction. Task completion rateswere high, and participants had good satisfaction rates when navigating the platform. However,
the tests still advocate for an improved design at some points and better disclosure of information.

Conclusions: Our findings shed light on afew peculiarities of interface design, information architecture, user needs, and preferred
functionalities, which should be applied to future developments of similar platforms with related services. The AAL field could
benefit from tools supporting the dissemination of available AAL solutions and how they can improve one's quality of life. These
tools may benefit not only older adults but also caregivers, business owners, and governmental employees.

(JMIR Aging 2021;4(1):€18164) doi:10.2196/18164

KEYWORDS
aging; ambient assisted living; elderly; usability testing; user-centered design

: to data from the United Nations' World Population Prospects
Introduction [1], the number of older persons (aged 60 years or older) is
Background expected to more than double by 2050 and more than triple by

2100, rising from 962 million globally in 2017 to 2.1 billionin

The world's population is aging. Several countries aré NOW 5050 ang 3.1 hillion in 2100. We should also consider adecrease
experiencing ademographic shift, whichtranslatesintoarising physical and mental abilities and the impact of age-related
proportion of older people among their inhabitants. According o ~hronic diseases such as Alzheimer disease and Parkinson
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disease. Inresponse, new marketsfor care products and services
are aiming to provide older people with a higher level of
autonomy and quality of life [2]. As reported by a number of
studies [3-5], older people would prefer to spend time in their
home or afamiliar environment, prioritizing their independence
rather than being taken care of, especialy in ingtitutional
settings. A variety of new possibilities allowing older adultsto
retain a degree of autonomy at home is now being offered by
the progressive use of information and communication
technologies, which can also help fend off issues such as
isolation and loneliness, both linked to physical and mental
decline [6]. These technologies are based on the ambient
intelligence paradigm, along with the concept of ambient
assisted living (AAL), and address the struggles that arise from
this demographic shift [7,8]. The development of most AAL
systems is based on the implementation of pervasive and
unobtrusive devices, which is meant to increase autonomy and
quality of life [9]. These AAL tools can assist in a variety of
ways and can be divided into 3 categories, in line with people’s
needs asthey grow older: devicesfor everyday activities, home
safety equipment, and technology for social participation
[10-12].

Researchersin the field of aging and human factors have been
investigating anumber of pre- and postimplementation el ements
that can hinder the adoption of and influence the attitudestoward
technology for aging in place. The barriers were identified as
the characteristics of older persons (perceived needs,
technological skills, and medical conditions), their environment
(social support for technology use, living environment), and
technology features (hardware, interface design, usability testing,
and accessibility) [13-16]. The design of systems that are
intended to be used by older people is often highly
technology-oriented instead of user-oriented, being mostly
defined from the ground up by the analysis of available
technologies rather than by the users’ needs. The image the
system delivers and the mental modelsthat come with it should
be carefully studied by designersto avoid producing something
that presents the older users with a metaphor they do not
understand at a fundamental level [17,18]. As the need to pay
special attention to user research and usability testing was
recognized, better approachesfor conceiving new technol ogical
developments came to be in demand. Getting the end users
involved has been shown to be among the most successful
strategies in fomenting engagement and trust with those
technologies [19]. It is widely agreed that both user-centered
design (UCD) and participatory design (PD) are meaningful
approacheswhen designing AAL solutions, and their importance
is shown in a variety of different studies, despite failing to
prevail in technological developments [18,20,21]. This issue
also seems to contribute to a well-identified challenge in the
uptake of AAL solutions by end users [18,22,23], paired with
the low level of general public awareness of AAL solutions
[22-24].

Efforts to raise awareness among potential users of AAL
technol ogies are currently undertaken by publishing informative
websites on theinternet, but they often focus on comprehensive
information for older adults on topics such as nutrition, leisure
and sports, and events, falling short in dedicating a bigger part

https://aging.jmir.org/2021/1/e18164
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to AAL. When the topic is mentioned, the most commonly
presented information only explains the AAL concept and its
implications, hardly delivering any comprehensive and
well-structured overview of existing technologies or solution
providers. There are no thoroughly tested, trustworthy, reliable,
and established platforms that gather information about AAL
and related products in a clear and understandable way, while
providing options to know more or acquire them online.
Although existing websites [25,26] could be considered as
projects that started to fill the gap on the matter, they lack
particular key elements deemed necessary to solidify and
disseminate the concept. Building an online product catalog
without tending to and validating other issues such asfeasibility,
functionality, or usability can be proven unproductive or
fruitless, hence the scope to improve.

TheActiveAdvice[27] project, aEuropean AAL-funded project
carried out in 6 countries (Austria, Belgium, the Netherlands,
Portugal, Switzerland, and the United Kingdom), was devel oped
to address these gaps by delivering a web platform directed to
older adults and their relatives, AAL business representatives,
aswell as governmental organizationsinvolved in aging issues
across Europe. The platform offers a holistic market overview,
presenting a directory of AAL products and services while
combining it with a group of advisory functionalities that can
inform and guide usersin the process of finding aproduct suited
to their needs.

This study aimsto evaluate the level of interest, feasibility, and
usability of the ActiveAdvice platform among its prospective
primary and secondary end users. Primary end users are, as
defined by the AAL program [28], individuals using a product
or service for adirect benefit of their quality of life—here, the
older adults—while secondary end users—here, the informal
carers (ICs)—are individuals who may benefit from products
and services indirectly providing the reduction of primary end
users care needs. Informal caregivers may also enable older
adults to search for and use AAL solutions. We recruited ol der
adults and informal caregivers to enroll in a number of test
sessions to test a prototype of the ActiveAdvice platform and
presented and discussed the findings and takeaways produced
from a variety of challenges. To frame the prototype under
study, the next section presents the development process and
outcomes of the ActiveAdvice platform. Thefollowing sections
describe the usability study, along with a presentation and
discussion of the results. All study procedures were approved
by the ethics committee of the University Hospital Center of S.
Jodo/Faculty of Medicine of the University of Porto
(CE-305-2020).

The ActiveAdvice Platform

The ActiveAdvice platform originated from a European Union
or AAL program—funded project intended to set up a
European-wide advisory and decision support platform that
brings together a broad range of available AAL products,
services, and experts. Asstressed by Nedopil et al [29], although
AAL projects are substantially diverse, they all share a basic
innovation process consisting of 3 basic stages. (1)
understanding the users, including their characteristics,
necessities, and requirements; (2) conceptualizing the solution,
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namely use cases, technology elements, and implications for
users; and (3) testing the full solution or parts, as well as its
benefits. Although this paper delves into the third phase
(testing), we briefly discuss the previous stages, with a greater
emphasis on the conceptualized solution to better frame the
testing procedures.

Under standing the Users: Requirement Analysis

A user-centered requirements engineering methodology puts
theintended user at the center. Stakeholder needs, interests, and
expectations need to be transferred into requirements and
subsequently into measurable qualities, assisting the creation
of a better layout of the platforms representation and
functionality. It also helps create a common vision for the
developers, free of implicit assumptions and technological
congtraints. For the ActiveAdvice platform development, the
integration of stakeholders at a very early stage of the project
was a precondition, and thus, several stakeholder groups were
integrated in a requirement analysis stage. This alowed for a
better understanding of their perspectives, insights, motivations,
and concerns, clarifying what could help, as well as hinder the

Abrantes et al

devel opment and implementation of the ActiveAdvice platform.
The process featured a total of 38 semistructured interviews
with stakeholders (12 end users, 14 business representativesin
the AAL market, and 12 government representatives engaged
in aging issues) in 5 European countries (Austria, Belgium, the
Netherlands, Portugal, Switzerland, and the United Kingdom),
with the results fully described by Teles et al [30], supporting
the subsequent devel opment of the platform.

Conceptualizing the Solution and Building the
Platform

The ActiveAdvice platform was envisioned to be a
product-advising, awareness hub on AAL solutions across
Europe, with an emphasis on the premises of UCD and PD,
drawing from the feedback of all interested parties (Figure 1).
It would also feature a blog branch with assorted information
on the AAL subject, including funding and support measures
for the purchase of products and services, tips on community
resources, articlesfrom experts, personal stories, and other news
(Figure 2).

Figurel. The ActiveAdvice project main index with tile-based navigation. AAL: ambient assisted living.
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Figure 2. The ActiveAdvice awareness hub.
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With functionalities being defined based on structured feedback
from the requirement analysis, product catal oging was proposed
following the TAALXONOMY classification system, which
takes into account international definitions (eg, World Health
Organization, Organisation for Economic Co-operation and
Development), initiatives (eg, Building, Recruiting, And
Inclusion for Diversity [BRAID], European Innovation
Partnership on Active and Healthy Ageing [EIP-AHA]), and
standards (eg, 1SO [International Organization for
Standardization] 9999) [31]. This was supported by a
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comprehensive information and communications technology
(ICT)—based environment, presenting a broad and state-of-the
art library on available AAL products and services offered at
regional, national, and international levelsand stored in acloud
database. For testing purposes, al available products on the
platform were added by the research team. At alater stage, the
catalog is populated by companies that could benefit from the
dissemination of astrong and established platform by means of
a service module developed for their business profiles (Figure
3).
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Figure 3. Dashboard of the business profile service module.
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Adding a product requires filling several attributes, such as
name, description, price, related features, and subfeatures
(Figures 4 and 5). In this way, products are tagged with their
specific characteristics, which fit them into a certain category
(or categories; Figures 6-8), where they can be reached by a
simple keyword search or by resorting to an advisory feature.
The latter can guide the users by asking or exemplifying
common or persona situations (issues, problems, conditions,
and statuses) and then posing a series of questions and filters
to either find a product suited to their needs and wishes or be
given asuggestion for the next best option, given the availability
(Figure 9).

Businesses are required to specify the type and amount of
expertise they have, know-how, and technical support needed

Figure4. List of added products on the business module.
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With the launch of a viable prototype, the researchers set out
to test how prospective end users of the ActiveAdvice
solution—older adults and | Cs—would interact with it. Future
plans include the evaluation of not only the service module but
also the general user platform interface with business profiles,
along with the inclusion of government representatives, both
for usability and feasibility analysis.
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Figure5. Adding a product to the database from the business module.
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Figure 7. Available subcategoriesinside the main ones.
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the toilet. If they are not aware of the danger themselves, the caregiver must constantly check the
situation with an open ear.

The category falls includes processes, services and technolegies that aim to support patients and
caregivers in scenarios related to preventing a patient from falling and injuring him- or herself, detecting
a fall and even contacting the caregivers in case of a fall. It results in an increase of independency for
clder people and patiems with health issues and reduces the work of caregivers. Fall scenarios include
preventive devices such as lighting systems and home automation systems, that are able to
automatically activate lights or open doors, for example. Prevention methods have to be integrated and
set up in the home or room of the patient and its settings might need to be personalised to best suit the
patient. The information gathered in fall prevention scenarios can be semt to caregivers for analysis
and, if necessary, modification.

Unfortunately, falls are not always prevented. In fall scenarios patients can also benefit from detection
measures that help caregivers 1o react in time. With the help of sensors, it can be detected if a patient
has fallen and is laying on the floor. This information is transmitted 1o caregivers or neighbours and
when the fall detection system is connected to other systems, measures like turning on the lights or
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https://aging.jmir.org/2021/1/e18164

XSL-FO

RenderX

Relevant Product Categories

Indoor fall detection soluti... Outdoor fall detection solut...

LAUNCH FRODUCT FINDER LAUNCH PRODUCT FINDER

S

Relevant Products
-'- .
DOM( —
@ =

Domosafaty OneCare Sensing STEP- CONTROL- Sensotiss
Demenzmatte

JMIR Aging 2021 | vol. 4 | iss. 1 |e18164 | p.33
(page number not for citation purposes)


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

JMIR AGING

Abrantes et d

Figure 9. Product advisor wizard filtering product properties from user choices.
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Methods

Main Approach

The development of the ActiveAdvice platform went through
several internal feedback cycles and end user usability testing.
The general goal for usability tests was ultimately to identify
the extent to which the interface facilitated a user’s ability and
motivation to navigate the platform. The usability and appeal
of the design, information flow, and architecture were also
analyzed based on the collection of both objective and subjective
measures. Thesewould include pre- and posttest surveys, along
with aseries of tasks performed by the userswithin the platform,
whilefollowing athink-aloud protocol. Outcomeswould clarify
if the platform’sfunctionalitieswere aligned with the needs and
expectations of end users, while presenting a high level of
usability to the point where potential customers showed interest
inusing it. In accordance with the systematic review by Martins
et a [32] on usability evaluation methods that have been used
during the last few years, empirica methods are the most
frequently used, which confirms the recognition of the end
users’ roles as a source of knowledge for usahility evaluations.
In addition, avery comprehensive guideline from Nedopil et al
[29] also reassured that the test procedures and methodology
used in this study are in conformity with a successful process
of user integration and product eval uation.

Participants

Primary data were collected from a nonprobabilistic sample.
Prospective end users of the ActiveAdvice platform were
recruited by convenience and resorting to advertising or
snowball sampling in Belgium, the Netherlands, Portugal, and
the United Kingdom. All information collected from users was
gathered exclusively for testing and improving the prototype.
An informative, jargon-free sheet was provided to al
participants at the time of recruitment, including a description
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of the study’s aims, conditions to participate, and €eligibility.
Participantswho agreed to cooperate signed an informed consent
according to the Declaration of Helsinki, with their personal
data being pseudonymized, codified, and stored in secured
servers to safeguard the right to privacy. Participants were free
to withdraw from the project and request the deletion of their
data at any time without the need for justification or incurring
penalties.

Eligibleindividual s participating in this study were ol der adults
living in the community (not in institutional care) and informal
or nonpaid caregivers or relatives of older adults living in the
community. We considered not only individuals aged 65 years
or older but also young older adults (aged 55 years and older)
to capture aprofile of individualswho are preparing their aging
process and thinking ahead. With respect to older adults, we
selected individuals matching 2 distinct profiles: (1) autonomous
older adults with no perceived or apparent relevant functional
loss, who wish to livelonger at home and think ahead to prepare
for apotential loss of autonomy or upcoming chronic illnesses,
and (2) older adults presently facing some degree of functional
losswith implicationsfor the autonomous performance of basic
and/or instrumental activities of daily living (as self-declared),
who wish to live longer at home while avoiding institutional
care. Moreover, we also aimed to include informal caregivers
of older adults living in the community who provide nonpaid
and ongoing assistance with basic and/or instrumental activities
of daily living.

Efforts were made to gather heterogeneous participants across
those profilesregarding demographics (eg, age, including older
and younger older adults; sex; living arrangements including
older adults living in rural or urban settings) and ICT skills, in
particular internet usage (including more or less ICT-savvy
users). To appraise this diversity, a screening tool (described
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in Data Collection Tools) was used by the research team for the
recruitment process.

Data Collection Tools

The researchers conducting the usability tests were provided
with a toolkit developed by the consortium, highlighting
systematic instructions for recruitment, testing, and reporting
asameansto guarantee consistency across countries or testers.

Regarding the user eligibility section, the toolkit included the
following:

A screening tool to administer at the first contact with the
potential participant to check for eligibility criteria and pursue
adiverse sample. It included the following:

1. Questions on basic sociodemographic characteristics of
potential participants (age, sex, living arrangements, years
spent in education, and country of origin)

2. Questions to appraise the autonomy profile: Potential
participants were asked to classify their degree of
independent living and daily task accomplishment without
assistance. Participants selecting “very easy” and
“somewhat easy” fitted the profile of autonomous older
adults. Others reporting “somewhat difficult,” “very
difficult,” or “cannot accomplish daily tasks without
assistance” matched the profile of older adults with
autonomy loss. This question was also asked to informal
caregivers about the care receiver.

3. Questions to appraise the intent or actual use of products
or servicesto support their own everyday activitiesor those
of the person being cared for. The participants indicated
whether they need, or the person they care for, isin need
of assistance from products, services, or both. In the case
of a positive answer, they indicated if they were aready
using them, considering a purchase, actively looking, or
thinking about doing so. In casethereisno recognized need
for products or services, participants indicated if at least
they had ever thought about it preventively.

4. Questions to appraise the intent of aging in place (applied
to older adults only), which included asking about the
intention to continue living in their current home in a
10-year timeframe, aswell asabout the plansto make home
modifications to support aging in place.

Regarding the usability test session, the toolkit included:

1. A questionnairefeaturing questionson ICT usage, including
(1) a question to appraise the frequency of internet usage
as daily, at least once a week, at least once a month, less
than once a month, and never; (2) devices used to access
internet and activities performed online; and (3) attitudes
toward technology, using 9 items gathered from the Media
and Technology Usage and Attitudes Scale. Only 2 attitude
subscales were selected—positive and negative attitudes
subscales—as the authors state that subscales can be used
in isolation [33]. Items in this scale are rated from 1
(strongly disagree) to 5 (strongly agree). All questionswere
aimed at understanding the skills and mindsets of the
participants, which could be useful in framing the findings.

2. Alist of scenarios and subsequent tasksto be performedin
the prototype, featuring hypothetical real-world scenarios
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involving needs that could be addressed by AAL solutions
[34]. These scenarios and tasks were provided to
participants in printed forms to facilitate immersion and
provide context for the participant to engage with the
interface.

3. Posttest debrief, which included open questions concerning
the participant’s feedback on key features of the platform,
such as the amenity of color schemes, clarity of language,
the content’slevel of readability, perceived usefulness, and
perceived ease of use. These also included overall
impressions and missing features that they would expect
to see. Participants were also asked to position themselves
about their overall experience with the platform onaLikert
scale ranging from 1 (strongly disagree) to 7 (strongly
agree), along 9 statements, using an adapted version of the
System Usability Scale (SUS) [35]. The need of adapting
the items on the scale created on the basis of a previous
pilot experience of the usability testing protocol where the
researchers concluded that someitems of the original scale
were not understandable by older adults (eg, “I thought
there was too much inconsistency in this system,” or “I
found the various functions in this system were well
integrated”).

Procedures

Testswere carried out in 4 countries: Belgium, the Netherlands,
Portugal, and England. The research team in Austria was
responsible for the internal testing and development. To allow
testing in multiple countries and cultural contexts or groups,
the platform prototype wastranslated into Portuguese, English,
German, Dutch, and French.

Sessions were implemented in realistic but controlled
environments, addressing first the core functionalities of the
platform and lasting from 30 to 50 minutes. Each test session
included 2 test administrators, one having the role of moderator
and the other being the observer and note taker. Regarding the
session schedule, the participants were first briefed about the
process and asked to fill out a consent form and the ICT usage
and attitudes questionnaire (section Data Collection Toals).
Subsequently, they were given accessto the platform and asked
to engage with the proposed tasks while thinking aloud when
trying to solve them.

Threedifferent taskswere proposed, each referencing adifferent
scenario, with the respective goals being built to understand if
users could find specific products, allowing the researchers to
learn how they behave. The first task asked the user to find an
alarm watch—a specific product-based on the following
hypothetical scenario:

Last Summer you fell down and broke your hip. You
were alone, and it was very painful. Being fully
recovered took you some time and you wish to prevent
situations like that from happening again. You want
to find a watch that works like an alarmin case of a
fall. Knowing that if you fall down at home, there
might be a chance that in case no oneisthereto help
you, someone will assist you in time.
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The second task asked the user to find a suitable product, using
a specific functionality of the platform—a product filtering
wizard-based on the hypothetical scenario:

A close friend of yours went to the doctor and was
told he was starting to show some signs of
Alzheimer’s, which means that he might start to
become forgetful in the near future. He lives alone
and still shops for groceries and likes his morning
walks. Your friends children would feel more
comfortable if he would carry some type of
localization device that would allow them to know
where he is, so he asked you for help to find a
solution. Thiswill help himto stay independent while
giving his children some peace of mind. He would
like to spend no more than 150€, and it should have
an alarm function.

The third task asked the user to use the platform as they would
see fit to find a generic suitable product based on the
hypothetical scenario:

During a conversation with your neighbor she tells
you about her heart condition, as over time it has
worsened, hospitalizing her a few times. Her doctor
advises her to keep track of her heart rhythm. In order
to prevent risks she needsto be aware when the heart
rateisspiking. The neighbor asksyou to help her find
a suitable product that could keep track of her heart
rhythmand warns her in caseit rises above a certain
level. She would like to spend no more than 200€ on
a solution.

Provided with these contexts, the participants would look for a
way to obtain the af orementioned product while navigating the
platform. The process itself, along with their verbalizations,
would providethe researcherswith an idea of the difficulty level
as well as other inherent parameters regarding layout and
organization. The level of success regarding task completion
(the moment when the user finds the targeted product) was
registered by the researchers according to a 3-point
classification: 0O=not completed; 1=completed with difficulty
or acceptable prompts; and 2=easily completed. The stop
criterion for task performance was applied when 1 of 3
conditions occurred: (1) the users completed the task
successfully; (2) the users said they completed the task, even if
they did not; or (3) the users decided to give up. During task
performance, the users navigational choices, verbalizations,
and nonverbal reactions (eg, facial expressions) wereregistered
and recorded ver batim by resorting to written notes, video screen
capture, or audio capture.

All researcherswere provided with alist of al possible pathways
to successfully complete each task to facilitate the recording.
Finally, after task completion, the posttest debrief (Data
Collection Tools) was administered to gather participants
perceptions of the platform and satisfaction. The audio
recordings of the posttest interviews were transcribed by
researchers from each country performing the tests and
collecting the data.
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Data Analysis

Descriptive statistics were used to characterize the participants
in this study as well as to describe quantitative usability
indicators (eg, ratings on scales). Absolute and relative
frequencies, central tendency, and dispersion measures were
used as appropriate. When reporting median values, the IQR
wasthe measure of statistical dispersion selected to be reported.
The administered scaleswere analyzed itemwise. In particular,
for the adapted version of the SUS, a composite score for the 9
items was not computed, as we could not assume unmeasured
psychometric properties of the scale (eg, factorial structure).

After transcription, text data, both from relevant user
verbalizations when performing the tasks (think-aloud protocol)
and from the interviews on the posttest debrief were analyzed
by performing athematic analysis[36]. Thethemeswere defined
deductively, meaning that they were guided by a structured
analysis matrix [37]. The matrix corresponded with the main
topics approached in the posttest interview guide (refer to Data
Caollection Tools). The deductive or top-down approach in data
analysiswas sel ected asthe most suitable and feasible approach
to guarantee acommon ground among researchersfrom different
nationalities. A researcher from each country performing the
tests performed thisanalysis; thus, 4 researchers performed the
tests. Next, the contents categorized in each theme were
translated from the source language to English by researchers
from each country. All excerpts organized in their respective
categorieswere sent to the Portuguese project team, who created
a common data file. The entire corpus was inspected by a
researcher of this team to find any inconsistencies among
categories and correct them if necessary, under the agreement
of the researchers who first analyzed the data. This is a
validation process for a deductive approach to data analysis
[37]. A researcher from the Portuguese team then identified, if
any, the trends, or most common opinions within each theme,
inspected for potential different trends per group (eg, trends per
country, per type of participants—older adult or | C) and reported
the overall findings. In the Results section of this paper, relevant
text excerpts are used to illustrate themes and trends.

Results

Sociodemogr aphic Characteristics of the Participants

A total of 32 participants matching any of the described profiles
were recruited. Of these 32 participants, 21 were older adults,
and 11 were informal caregivers or relatives of older adults.
The former group was composed of 13 female and 8 male
participants, and the latter by 4 female and 7 mal e participants.
Overall, the sample was well balanced with regard to sex (17
femaleand 15 male), although within the groups of older adults
and caregivers, the sex distribution was|ess balanced with more
female than male participants in the former group and the
opposite trend in the latter. Regarding age groups, participants
were distributed from a 25-29 years range to an 80 years or
older range; most older adults were aged between 65 and 79
years (12/21, 57%) and most caregivers were aged between 55
and 64 years (6/11, 55%). The participants’ education level was
rather high, with a median of 15 years of formal education,
either for the group of older adults (IQR 6.5) and for informal
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caregivers (IQR 4; median of 15 years for the entire sample,
IQR 5.75). Most users (20/32, 63%), regardless of being older
adults or caregivers, lived in ahousehold of 2; 12 (12/21, 57%)
of them were older adults, whereas 8 (8/11, 73%) were
caregivers. Regarding the 2 profiles of older adults we aimed
to recruit (see Participants section), most of them were
autonomous, who wished to prepare for a future functional
decline. When older adults (n=21) assessed the extent to which
it was easy or difficult for them to live independently and
accomplish daily tasks without assistance, most classified it as
“very easy” (14/21, 67%), 3 as “somewhat easy” (3/21, 14%),
2 as “somewhat difficult” (2/21, 10%), 1 as “very difficult”
(1/21, 5%) with 1 older adult reporting to “not being able to
accomplish daily tasks without assistance” (1/21, 5%).
Caregiver-wise (n=11), 3 reported that the older person they

Table 1. Demographic data from the study participants (N=32).

Abrantes et d

support “ cannot accomplish daily activitieswithout assistance”
(3/11, 27%), the same number reported a very difficult
accomplishment of such activities (3/11, 27%), and 2 caregivers
reported “some difficulty” (2/11, 18%). In contrast, 2 caregivers
(2/11, 18%) classified as “very easy” and 1 as “easy” (1/11,
9%) for the autonomous completion of daily activities by the
person they support. The country mostly contributing to the
recruitment of older adults was the Netherlands (13/21, 62%),
asit isacountry with good digital literacy among older adults
[38]. Portugal contributed the most to the recruitment of
informal caregivers(6/11, 55%), asit isacountry characterized
by a familialistic approach to care provision (the so-called
Mediterranean care model [39,40]). Further detail s are presented
in Table 1.

Variable

Older adults (n=21) Informal caregivers (n=11)

Agegroup, n (%)
<55
55-64

Sex, n (%)
Mae
Female
Years spent in education, median (IQR)
Autonomy profile, n (%)
Autonomous or no relevant functional decline
Loss of autonomy or relevant functional decline
Living arrangements, n (%)
Living alone
Household of 2
Household of 3 or more
Country of origin, n (%)
Belgium
The Netherlands
Portugal
United Kingdom

0(0) 1(9)
8(38) 6 (55)
12 (57) 1(9)
1(5) 3(27)
8(39) 7(64)
13 (62) 4(36)
15(7) 15 (4)
17 (81) 8(73)2
4(19) 3272
7(33) 1(9)
12 (57) 8(73)
2(10) 2(18)
5 (24) 2(18)
13(62) 2(18)
2(10) 6 (55)
1(5) 1(9)

&The autonomy profile in the column of informal caregivers refersto how they appraised the person they care for, thus referring to the autonomy profile

of the person they care for.

Plansto Agein Place

Regarding plans to age in place, the great majority of older
adults in this study (17/21, 81%) declared their intention to
continue living in their current home in the next decade, with
14 (14/21, 82%) of them contemplating the modification of
their current houses to achieve that. Participants planning to
move (4/21, 19%) were al autonomous older adults at the time
of datacollection. Morethan half of al participants (56%, n=18)
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reported a need to use products, services, or both to support the
performance of their own daily activities or the activities of the
person they care for. Curiously, among those, one-third (n=6)
reported an “easy” or “very easy” completion of daily activities
(their own or of the person receiving support) without help,
suggesting a think-ahead mindset. Among those recognizing
the need for supportive products and/or services (n=18), 8 (8/18,
44%) reported that they had already used these types of
solutions, 11% (2/18) aready found what they needed and were
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considering a purchase; 22% (4/18) were actively looking for
the most suitable solution, and 22% (4/18) had yet to take any
action to look for solutions. Among the participants currently
using, having found, or actively looking for supportive services
(n=14), only 4 (4/14, 29%) had resorted to |CT-supported
products and/or services. From the participants who did not
report aneed of using products and/or services to support their
own or their care receivers daily activities (14/32, 44%), more
than half (8/14, 57%) showed a preventive mindset, having
thought about using such products or servicesto facilitate aging
in place.

ICT Usage and Attitudes Toward Technology

The mgjority of participants (29/32, 91%) stated that they used
the internet on a daily basis, with the remaining participants
(3/32, 9%) using it at least once aweek. Thetablet wasthe most
used device to access the internet (24/32, 75%), followed by
the smartphone (20/32, 63%) and the laptop (18/32, 56%), with
the desktop being the lesser used device (15/32, 47%). As for
online activities, consulting news and weather reports (30/32,

Table 2. Participant’s attitudes toward technology (N=32).2
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94%), email and online messaging (29/32, 91%), and looking
for products and services information (24/32, 75%) comprised
thetop 3, whereas online banking (20/32, 63%) and social media
(20/32, 63%) fell on the sparser habits.

Concerning attitudes toward technology (Table 2), there were
some paradoxical findings with users showing both overall
positive (items 1, 2, 3, 4, and 5; median rates from 4 to 5) and
negative attitudes toward technology (items 7, 8, and 9; median
ratesof 4). A substantial share of the users (28/32, 88%) agreed
with the importance of having accessto theinternet at any time
and to information offered online (median of 5). Morethan half
of the participants believed that technology offers a solution to
many problems (26/32, 81%), stated that they like to keep up
with technological trends (23/32, 72%), and feel more
accomplished with the use of technology (20/32, 63%; all
median of 4). Less than half of the participants believed that
technology complicates life (15/32, 47%), but a relevant share
believed that technology makes people waste too much time
(20/32, 63%) or that it might contribute to increased personal
isolation (20/32, 62%, all median 4).

Item

(Strongly) disagree  Neutral

Participants, n (%)

Participants, median
(Strongly) agree

1. Important to find information online 0(0)

2. Important to access internet at any time 4(12)
3. Important to keep up with technological trends 4(12)
4. Technology is a solution to many problems 2(6)

5. Technology makes anything possible 3(10)
6. Technology helps to feel accomplished 6 (19)
7. Technology makes people waste time 6 (19)
8. Technology complicates life 6 (19)
9. Technology increases isolation 5(15)

4(12) 28 (88) 5b
0(0) 28 (88) 5b
5(16) 23(72) 2
4(12) 26 (81) P
20 (63) 9(29) P
6 (19) 20 (63) b
6 (19) 20 (63) 4
11 (34) 15 (47) 4
7(22) 20 (63) 4

#The description of the items is abbreviated and rephrased for presentation purposes. To learn about the scale from where these items were gathered
(Mediaand Technology Usage and Attitudes Scale, positive and negative attitudes subscal es, please consult Rosen et a, 2015 [33]).

bscale ranges from 1 to 5, with higher median values indicating more positive attitudes.
CScale ranges from 1 to 5, with higher median values indicating more negative attitudes.

Usability and User Impressions

Task Analysis

Regarding successful tasks with no input from the researchers
(Table 3), task 3 had the best results (15/32, 47% success rate),
followed closely by task 1 (14/32, 44% successrate). However,
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if we refer to the completion of the task at hand, be it by the
user alone or with acceptable prompts from the researcher, the
most successful wastask 2 (26/32, 81% full and partial success
rates). Accordingly, task 3 also had ahigher rate of unsuccessful
completion (10/32, 31% no success rate), followed by task 1
(8/32, 25% no success rate).
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Table 3. Task completion rates and illustrative verbalizations on task (N=32).

Task Participants, n (%)

User verbalizations

Full success Partial success  No success

Task 1: usethe platformto find 14 (44) 10(31) 8(25) “I'm not sure that it iswhat I'm looking for, I’m not sure of being

an alarm watch intheright section”; “ Thereisalot of overlap between the various
categories’; “1 would search for the name of the device on the bar,
but I don’t know the term, so I’ m trying to find arelatable catego-
ry”

Task 2: use the product finder to 12 (38) 14 (44) 6 (19) “Itisnot clear for me how to deal with the filtering questions and

find a device that allows you to the price drag bar”; “The problem should be discussed first, and

locate a person then it would present you with choices’

Task 3: usethe platformto find 15 (47) 7(22) 10(31) “This demands alot of knowledge on these products to find the

aproduct that suits the need of desired product”; “It is hard to come up with keywords”; “1 don’t

your neighbor really think that some people would know what some of these op-
tiong/functions actually mean”

. on the platform was a pleasurable experience (21/32, 66%).
Posttest Debrief P P P ( )

Overadll, participants' ratings of their experience with the
ActiveAdvice prototype with regard to usability were fairly
positive (Table 4). The usefulness of the platform was by far
its best appraised characteristic, with the great majority of
participants considering the ActiveAdvice platform to be a
useful resource (29/32, 91%). Morethan half of the participants
considered that the platform was easy to use (19/32, 59%) and
well organized (21/32, 66%) and that information on the
platform could be easily retrieved (19/32, 59%) and navigating

Most participants also considered that navigating on the platform
could be done with no support from others (20/32, 62%) and
that it was easy to keep track of their location within the
platform (19/32, 59%). However, participants assumed an
overall neutral position when judging how easy it would be for
other people to use the platform, with less than half agreeing
that most people would quickly learn how to use the website
(15/32, 47%). Despite the overall good appraisa of
ActiveAdviceusability, lessthan half of the participants reported
that they would liketo use the platform frequently (13/32, 41%).

Table 4. Ratings of the users’ experiences with the ActiveAdvice interface (N=32).

Item Participants, n (%) Participants, median
(Strongly) disagree  Neutral (Strongly) agree

1. | think the website was easy to use. 4(13) 9(28) 19 (59) 42
2.1 think | would need support to be able to use this website. 20 (62) 3(9) 9(28) ob
3. | think the website is well organized. 8 (25) 3(9) 21 (66) 42
4. | could get the information quickly. 8(25) 5(16) 19 (59) 42
5.1 found it difficult to keep track of where | was on the website. 19 (59) 4(13) 9(28) ob
6. | think that most people would learn to use this system very 11 (34) 6 (19) 15 (47) 3R
quickly.

7. | think that | would like to use this website frequently. 9(28) 10(31) 13 (41) 3R
8. | think the website is useful. 3(9) 0(0) 29 (91) 42
9. | found the website pleasant to use. 7(22) 4(13) 21 (66) 42

85cale ranges from 1 to 5, with higher median values indicating a more positive assessment of usability.
bscale ranges from 1 to 5, with higher median values indicating a more negative assessment of usability.

The quantitative assessment of users’ experiences (ratings) was
further explored by collecting qualitative data from a posttest
debrief or interview. We provide a qualitative synthesis of the
content produced by the participants with respect to each specific
dimension of the platform. The debriefing was conducted in a
semistructured style, thus not al participants contributed to each
unique topic under the analysis below. We did not distinguish
between quotes from older adults or caregivers, as no different
patterns emerged from their answers to the posttest interview.
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Layout (General | mpressions)
Overdll, the ActiveAdvice layout was well accepted by most
participants (17 of 23) and considered to have an organized and
clear structure:

Clear structure and well organized. [User (U)7]

| think it's pretty and well organized. [U18]

It'svery clear and neat. [U10]
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A totd of 6 participants perceived negative aspects of thelayout,
considering the platform complex or confusing, while aso
including too many product categories:

Could be better, | had to think where | was a lot of
times. [U17]

It's neat and low-key. There are a lot of categories
though. [U11]

Stick to simple things. [U16]

Amenity of Color Schemes and Use of I mages
Most participants were pleased with the esthetics of the platform
(23 of 27):

Not flashy, creates serenity. [U9]

The use of colour is soothing. [U14]

| found the colours very appealing. [U20]

Four participants found the platform “a bit too bland” [U3] or
“not contrasting enough” [U4]. Images were considered
attractive, conveying anondiscriminatory image of older adults
or disabled or ill people:

the platformis devel oped not only for elderly people
and it does not feed stereotypes about elderly people,
this could be for anyone, a family with elderly or
someone with some disability who wants to live
independently (...) the appearance makes me think
that. [U24]

[images are] not offensive. [U22]

Readability
This parameter allows participants to appraise how easy it is
for them to read and understand the text on the platform,
depending both on the presentation of text (eg, font size,
spacing) and the actual text content (ie, use of understandable
words and sentences). Regarding text presentation, participants
were divided into those who apprai sed this parameter positively
(14 of 23):

...easily readable. [U3]

...styleis professional and easy to read. [U7]

Some participants who did not appraised this parameter
positively (9 of 23). Participants with negative comments mostly
focused on font size, and 1 participant mentioned the amount
of text:

..text sizein some areasistoo small. [U5]

...too much text. [U21]
Regarding textual content, most participants considered them
easily understandable (19 of 25):

...good, sentences were written in short and plain

language. [U22]

..terminology isfine. [U14]

...very perceivable. [U7]
Negative comments (6 of 25) relied on difficulties in
understanding some of the terms used to describe the solutions:

...some words are difficult to understand. [U15]
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...for people with lower education one should be
careful in using no professional terms. [U23]

Missing Features

When requested to point out any missing functionality or feature
in the ActiveAdvice platform that would be expected, users
were divided into those who reported not missing anything in
particular (12 of 25) and those stressing a number of different
expectations, which include more feedback, more support, and
more product information:

| would like to get more feedback on my actions and
be able to really access the products. [U12]

...product information should be much better. [U9]

...there should be a number you can call if you need
help figuring out how the website works.

...people who use the website would be able to ask

questions or exchange information, that would be
very interesting. [U19]

Most and Least Liked Features

When questioned about the pluses and the most liked features
of the platform, participants stressed the usefulness and purpose
of the platform (13 of 27) and its ease of use (8 of 27), nice
layout, and overall appearance (11 of 27):

Good for older peoplewho start to havetroubleliving
at home. [U5]

The concept is very interesting and could be useful.
[U10]

It's faster than go to a physical store and compare.
[U12]

| think the overall impression is that it looks good. |
like the pictures. [U13]

It's a site of easy access and |ets people know about
what isavailable. [U19]

Intuitive, if you get to know it alittle bit then suddenly
it becomes very easy to use. [U23]

In contrast, platform minuses almost exclusively focused on
missing a more effective product search and more complete
product information (10 of 27):

The filtering comes too late in the process of
searching. Should be earlier in the process. [U6]

The filter questions | think. You should be able to
filter on your problem. [U8]

More information about categories without having
to click on them. [U11]

Lacks keywords so you can use the search function.
Can't see the difference between scenarios and
categories. [U22]

Discussion

Principal Findings
Our study presents an innovative platform in the AAL field,

ActiveAdvice, and provides observations on the usability and
users’ experiences within the prototype. Studies on innovative
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platforms, such as ActiveAdvice, are often missing in the
literature; thus, thiswork contributes not only to improving the
prototype but also to populating the literature in thisfield. The
main insights from this study are derived from both its results
and the process, which are discussed below in a series of
comments and takeaways over 2 critical sections of this work:
the usability tests and the process as a whole, which trans ates
our thoughts from the gathered data. The first section rests on
dissecting the participants’ attitudes and achievements while
using the platform and how those observations lead to changes
in the interface or information architecture. These insights are
the core of knowing how to build something for a specific
audience with different needs and ways to interpret digital
media. Impressions on the experiences are also of crucial
importance, as the reception, interpretation, usefulness, and
perceived user satisfaction and engagement are effectively and
ultimately the make-it-or-break-it of what we set out to devel op.
The second section discusses every limitation and interesting
findings regarding the entire process and the characteristics of
the recruited users, along with possible explanations for the
obtained outcomes. Both sections also aim to discern important
aspects such as difficulties, remarks, and other perceptions that
are structured to help others not only to replicate the process
but also to take special precautions and careful considerations
regarding the specified elements.

Usability Testing

The usability testing protocol established for this study included
atask analysis methodology as a means to understand users by
observing them interacting with the platform while trying to
achieve an intended goal. The three main tasks assigned to the
participants revolved around searching products while using
the existing functionalities of the ActiveAdvice platform, as
these are considered the core tasks that the website must support.

We saw that task success with ease and with help were
sometimes on par with each other, meaning that although the
functionality was there, a fair number of users would struggle
to complete the task because of confusion or lack of a clear
direction. Each scenario was described in away that allowed a
very spontaneous search to look for natural patterns of
interaction or provided the user with more structure to
incentivize the use of specific components (eg, asked to use a
certain search functionality) or named the solution being
searched (eg, task 1, asmartwatch). When less detailed scenarios
were provided (eg, task 3), the chances of failure were higher.
Users showed asubstantial lack of knowledgeon AAL products
or services, thereby increasing the difficulty in thinking about
keywords or categoriesto which they could resort to for finding
asolution to their needs. This observation iswell illustrated by
the participants’ verbalizations in Table 3. This finding is
particularly relevant tothe AAL field, provided the considerable
lack of public awareness of such solutions, and the complexity
characterizing most AAL solutions (commonly requiring
integration of products and services, frequently from different
providers). Thus, the challenges faced in building a platform
such as ActiveAdvice, where the user should be able to find a
suitable solution to their problem, are more pronounced than in
similar service platforms for other markets. The resource to
typical search and filtering methods (eg, keywords, categories,
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list of product or service features) is not sufficient in terms of
efficacy, as users frequently do not possess a sufficient
understanding of ICT or ICT-enabled solutions to choose
keywords, decide on search categories, or whether a technical
feature on a device is or is not relevant for them. This
observation has implications for not only the design of the
ActiveAdvice platform but also initiatives aimed at informing
older adultson AAL solutions and promoting their uptake. From
these observations, we not only introduced improvements in
the interface but also identified a need to integrate digital and
human advisory services to tackle complexity and improve the
user's experience (see the concept of the Authorized Active
Advisor [41]). Process-wise, one should stress that when
evaluating tasks, failures and successes could be somewhat
misleading, astask successor failurewill rest on the evaluator’'s
interpretation of the user’s actions. We aimed to minimize this
by providing structured guidance to test carriers, but variability
in these judgments cannot be ruled out. Some evaluators are
more lenient and others stricter, as a barely could be afail and
an easy by other standards could be adifficult. In addition, when
evaluating task completion rates, one should also not completely
rely on success percentage fluctuations, as these might also be
explained by concatenated success (or failure), where a user
who eventually spends more time on the previous task learns
how to perform better on the next one. It is not easy to avoid
this type of bias because tasks are ultimately not independent.
Nevertheless, the overall high task completion rates suggested
that tasks were permissive in terms of global interaction.

Subjective user impressions of the prototype have been favorable
overal with regard to its usahility. The most encouraging finding
from both ratings and verbalizations was the recognition of the
usefulness of a platform such as ActiveAdvice, proving its
concept. Design-wise, the platform was well assessed with
regard to itslayout and pleasurabl e navigation. However, when
considering room for improvement, we should not neglect that
about one-third of the users have found problems in the
organization of the platform, on finding the information quickly,
and on keeping track of their position on the website. Moreover,
about one-third believed that support would be required to use
the platform and that most people would need some time to
learn how to use the system. Overall, with regard to the main
quality components of a system usability, most encouraging
results were found on user satisfaction; ultimately, participants
had a satisfying experience when navigating the platform, mostly
brought by the recognition of a sense of purpose. The platform
was rated as appealing to the eye, whereas the scope was
reported asinteresting, educative, and useful, with abroad range
of content. In contrast, the tests advocated a need for
improvements, mainly intermsof learnability and effectiveness.
I ssueswith general visualization or organization can contribute
significantly to this subject if the interface fails to conduct the
intended interaction. This is hinged on two aspects: a strong
information architecture, which is tricky when talking about a
higher range of product categorization and self-explanatory
elements. Some products might be difficult to place, even when
using a tested taxonomy, as they might span more than 1
category. That being said, the integration of a wide range of
recognizable keywords takes a big share of the processwhen it
comes to finding them quickly. Keywords that spring to mind
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should have immediate (and accurate) correspondence in a
search bar, asthe user'smental model isacrucial part of asearch
method. In this case, knowing and learning the most common
issuesthe users are experiencing or will experience helpswhen
associating those loose keywords with frequently asked
questions (or frequently posed statements) in the process of
finding a solution. In addition, aclear and usable design can be
achieved through familiarity, consistency, guidance, and direct
feedback. The participants preferred a center-focused interface,
tile-based navigation, hinting at an over-the-belt experience,
while abjecting to the need to scroll down to access content. A
lack of previous domain or product information knowledge
makes it difficult for the user to even know what to look for or
search, so a short presentation statement along with a direct
visualization of what isimportant would help to minimize those
feelings. Taking, for example, the product advisor, using a
wizard, was especially handy as it simplified the task into a
sequence of chunks, while dropping thelearning curve, making
the users follow a step-by-step path to accomplish their goal.
Using polished visua cues, such as coherent images with
associated labels and recognizable icons with expected
placements hel ped to simplify the navigation. Although the use
of plain terms was praised by users and accomplished in most
navigational settings, it can be difficult to manage in some
sections that will have to get technical to deliver the correct
information across. In that case, it would be better to be explicit
and true to the description than risking an oversimplified
explanation that will not be up to par.

Despite agood overall satisfaction with the platform, only 42%
(13/32) reported that they would use the platform frequently.
However, this result may be related to sample features: first,
there was a percentage of users who reported not having areal
need to use products and/or services to support their own or
their carereceivers daily activities (14/32, 44%), which meant
that the benefits of AAL were not sufficiently exposed to the
point that peaks general interest in discovering them. Moreover,
most of the older adults’ sample was composed of individuals
with no functional loss and autonomousin their daily activities,
meaning that they might recognize, as a double standard, the
ActiveAdvice platform as useful for older adults but not for
themselves. In contrast, we also have to link the fact that the
platform was at an early stage of development, meaning that its
interface and functionalities were not optimized at the time of
testing. It was expected that failures within tasks and other
inabilities to interact with the platform would cause some
disappointments in some users, influencing their intention to
return. The purpose of testing isto evaluate user interaction, so
it isalso expected that all aspectswould be corrected and refined
according to the participant's usage, to the point where
user-friendliness woul d subsequently become a positive decisive
factor. A pleasant experience could be what, together with an
actual need, might keep usersinterested and susceptible to make
some effort (both time and persistence wise) while using
technology that they might not be at ease with, hoping that
ultimately it will help increase their quality of life.

About the Process

Theinteresting findings of this study must be considered within
the context of some limitations. One of them concerns the
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selection and inclusion of only primary and secondary end users
when testing the platform. Interested parties in the AAL field
have been mainly identified as 3 diverse groups [42-44], with
the first and biggest target of technologies and services being
the consumers. The other 2 groups are governments, such as
city administrations who define policies and provide services
in thefield of health and care, and the businesses that devel op,
exploit, or market products and services. In previous stages of
the ActiveAdvice research and platform development (eg,
requirement analysis, see the ActiveAdvice Platform section),
representatives of all these groupswereincluded, and the authors
have argued for this multiperspective approach on AAL research
[30Q]. For this usability study, however, athough older adults
and caregivers' requirements previously gathered were mostly
addressed and implemented in the tested prototype, requirements
from business and government representatives (eg, specific
modules and functionalities) were still in progress. Future
research on the ActiveAdvice platform must enroll multiple
interested parties in such a solution. Indeed, a platform that
benefits more than one party needs to take into account that,
apart from the common interest in the area, each group has
different ways of expressing wants and needs. For example,
from abudgetary perspective, governments are concerned about
ensuring the successful adoption of these technologies, as
full-time home or institutional health care could become very
expensive. Accordingly, the promulgation and growth of the
area provides businesses with a better sense of the market’'s
wants and needs, thus boosting research and manufacturing of
products, as well as supporting a broader supply of services
[30,42,43]. Another limitation was the education level of the
participants, which was high (median of 15 years of schooling),
causing the sample to lack diversity in this aspect. Older adults
and informal caregiverswere comparablein termsof education,
which might have influenced the analysis, but the researchers
qualitatively looked for different patterns of responses between
both groups and found none. Education is a well-known
determinant of internet usage, so an educated sample was
expected, and the so-called education bias is common in
internet- and technol ogy-related research [44]. Our participants
were frequent internet users, comfortable with a range of
devices, and performed multiple online activities. They have
also shown overall positive attitudes toward technology and
werevery open to use or aready using products and/or services
to support aging in place, although only asmall percentage use
or plan to use ICT-enabled products. Altogether, this suggests
that we recruited mostly aprofile of early adopters, who are not
only more ICT savvy but also are more open to adopting new
ideas and useinnovationsthan their counterparts. If we consider
that most participants in this sample were aged 60 years and
older and attend to known statisticson ICT use by older people,
thisideaisfurther reinforced. In 2016, only 45% of users aged
65 to 74 years used the internet at least once aweek, compared
with 82% in the general adult population [45]. According to a
survey performed inthe United States[46], 34% of older internet
usersreported that they had little to no confidencein their ability
to use electronic devices, whereas 73% revealed that they will
likely need help from someone el se to use an electronic device.
Future work with the ActiveAdvice platform must consider the
inclusion of a more diverse sample. This also applies to the
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autonomy status of older adults, as it was very challenging to
recruit dependent older adults, and those were mostly
represented in this sample by informal caregivers. In practical
terms, however, the use of a platform such as ActiveAdvice to
support dependent older adults will most likely be enabled by
informal caregivers, especially when autonomy lossis propelled
by cognitive impairments. In this study, we decided to include
those designated by some authors as young older adults (>55
years) [47]. Although this conceptualization of older adultsis
not consensual, when considering testing of technological
solutionsthat will only bein the market in afew years, including
prospective users is important. Moreover, AAL technologies
are not only intended to compensate for functional loss, most
commonin old age but also to prevent it; thus, including agroup
who thinks ahead about aging in place isfundamental to assess
the ActiveAdvice platform.

Regarding the testing protocol, challenges emerged when
performingtestsin 4 different countries. Even with the provision
of a package with a standardized toolset, one should definitely
not assume that everything will go according to plan and that
testers will have the same understanding of procedures, as
discussed above with regard to judging atask failure or success.
Moreover, owing to language barriers, we were not ableto have
the same researchers performing the analysis of thetext datain
the original transcriptions, which were first trandated into
English. It might be that some discourse details may be lost in
trandation. These are well-known challenges of European
projects, and our experience shows that communication and a
systematic registration of collected datainitsasraw aspossible
state is key. In this study, we were not able to perform any
comparison among countries: small numbershinder hypothesis
testing, and for qualitative analysis, no different pattern of
responses per country emerged. Studies have reported cultural
differences in how usability is assessed by users, suggesting
that this is a multidimensional concept [48]. Future
ActiveAdvice studies must look to the extent to which different
attributes are equally valued across cultures.

Our experience has aso shown that dealing with older adults
when performing usability tests also has its peculiarities, as
agreed with in other studies[49-51]: usersmay be uncomfortable
discussing their personal circumstances and often reluctant to
acknowledge what they consider their own frailties or
shortcomings. This can pair up with being afraid of giving a
wrong answer, which eventually translatesinto being less prone
to explore the application and task at hand. In addition, as they
usually want to please the evaluator and not be a burden (social
desirability bias), they arelesslikely to make anegative remark
about something even if they are struggling, resulting in short
and uninformative responses that should be taken with agrain
of salt. This can be improved by starting to involve users early
inaPD process, wherethey can feel safewhen performing tasks
or sharing opinions.
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Conclusions

ActiveAdvice is a type of platform in the European context
providing a holistic market overview and advice on AAL
products and services, and its development process was tied to
good practices in UCD. This platform has the potential to
support the problematic uptake of digital solutions by older
adults, which may support their aging in place. ActiveAdvice's
purpose is fully aligned with wider political and strategic
agendas and priorities for healthy and independent aging, as
illustrated by the 2020 AAL Program call for proposals (p. 5
[52]):

Proposed solutions should meet the needs of
end-users, be it seniors, their carers, or institutions
providing care. Innovative approaches to deployment
and adoption of ICT services should be part of the
solution development alongside the development of
the new ICT/digital products, as well as their
integration into the regional socio-economic context.

To reach the full potential of the ActiveAdvice platform, we
should strive to improve the usability areas that we have
highlighted in this study, namely efficacy and learnability.
Simultaneously, to improve the chances that such aresourceis
recognized as useful by end usersand its concepts are not totally
unfamiliar, researchersand policy makersinthe AAL field must
determine how to better deliver information on AAL to those
who need it. Pulling and retaining a user on the ActiveAdvice
platform relies on 3 things: a real need, knowing better (ie, a
perception that |CT-enabled solutions might help address an
issue), and a pleasant experience. The former builds on the fact
that the initial motivation for using such a platform rests on
someone being at a point where they need advice regarding an
actual (or predicted) loss of autonomy or quality of life. Getting
theinformation out and disseminating the area both play ahuge
part in this, as people can learn that there might be something
in the market that helps them to address a problem they might
have that is affecting their independence and well-being.
Knowing better can direct someone toward our solution when
necessity occurs or is expected to occur. For a pleasant
experience, being able to materialize that necessity into an
answer isjust asimportant. User-friendlinessand ssimplicity are
crucial when delivering a solution to someone who is often
distrustful of information technologies, usualy lacks the
necessary patience to deal with them, and does not feel like
thinking too much about things, frequently giving in to the
learned helplessness phenomenon. To create products or
services that are successful in the long run, it is necessary to
ensurethat the product has a sufficiently high engagement level
for al relevant stakeholders, which is especially important for
web services such as this platform. Making the developed
concepts of ActiveAdvice not only useful for the (primary) end
user but also supported and accepted by other stakeholders such
as families, caregivers, product suppliers, and governments, is
quite challenging but instrumental to achieving itsfull potential
in supporting technology adoption by European older adults
and, ultimately, healthy aging in place.
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Abstract

Background: Very few evidence-based eHealth interventions for caregivers of people with dementia are implemented into
practice. Municipalities are one promising context in which to implement these interventions due to their available policy and
innovation incentives regarding (dementia) caregiving and prevention. In this study, two evidence-based eHealth interventions
for caregivers of people with dementia (Partner in Balance and Myinlife) were implemented in 8 municipalitiesin the Euregion
Meuse-Rhine. Partner in Balanceisablended care, 8-week, self-management intervention intervention designed to aid caregivers
of people with dementiain adapting to their new rolesthat is delivered through coachesin participating health care organizations
who are trained to use it to offer online support to their clients. Myinlife is an eHealth/mHealth intervention integrated into the
Dutch Alzheimer’s Association website and available from the App Store or Google Play, designed to help caregivers of people
with dementia use their social network to better organize care and share positive (caregiving) experiences.

Objective: This study’s objectives were to eval uate the success of the implementation of Myinlife and Partner in Balance and
investigate determinants of their successful implementation in the municipality context.

Methods: This study collected eHealth use data, Partner in Balance coach evaluation questionnaires, and information on
implementation determinants. Thiswas done by conducting interviews with the municipality officials based on the measurement
instrument for determinants of implementation (MIDI). These data from multiple sources and perspectives were integrated and
analyzed to form atotal picture of the determinants (barriers and facilitators to implementation in the municipality context).

Results:  The municipality implementation of Partner in Balance and Myinlife showed varying levels of success. In the end, 3
municipalities planned to continue the implementation of Partner in Balance, while none planned to continue the implementation
of Myinlife. The 2 Partner in Balance municipalities that did not consider the implementation to be successful viewed the
implementation as an external project. For Myinlife, it was clear that more face-to-face contact was needed to engage the
implementing municipality and target groups. Successful implementations were linked to implementer self-efficacy and sense
of ownership, which seemed to be absent in unsuccessful implementations.

Conclusions: The experiences of implementing these interventions suggested that this implementation context was feasible
regarding the required budget and infrastructure. The need to foster sense of ownership and self-efficacy in implementers will
beintegrated into futureimplementation protocols as part of standard implementation materialsfor municipalities and organizations
implementing Myinlife and Partner in Balance.

(IMIR Aging 2021;4(1):€21629) doi:10.2196/21629
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Introduction

Dementia is a progressive, neurodegenerative disease
accompanied by cognitive decline in multiple domains, aswell
as mood and behavior changes. Informal caregivers play an
indispensable role in providing high-quality care for people
with dementia [1]. Supporting informal carers of people with
dementia is essential, as informal caregiving can potentially
allow people with dementia to delay institutionalization and
result in positive effects on the person with dementia’ s physical
and mental health [2]. Given the fact that there are currently 50
million people with dementiaworldwide and this number is set
to triple by 2050 [3], the rising cost of dementia care and its
reliance on informal care is a significant concern for many
modern health care systems [4]. Informal caregiving can have
both positive [5] and negative [6] effects on the informal
caregivers physical and mental well-being, and the negative
consequences of caregiving can include social isolation,
depressive symptoms, stress and anxiety, financial issues, and
sleep problems[7,9].

eHealth interventions have been suggested as a means to meet
both the demand for more cost-effective dementia health care
[9,20] and the need for effective informal caregiver support
[11]. Here, eHealth interventions are “treatments, typically
behaviorally based, that are operationalized and transformed
for delivery via the internet” [12]. Many recent systematic
reviews have shown evidence of the effectiveness of eHealth
interventions for caregivers of people with dementia, with
intervention studies reporting improvements in a variety of
caregiver outcomes including increased positive experiences
with the caregiving process, self-efficacy, and confidence, in
addition to the reduction of stress, experienced burden, and
depressive symptoms and anxiety [13-16].

Unfortunately, previous research has shown that very few of
these eHedlth interventions for caregivers of people with
dementia are implemented into practice [17]. Here,
implementation refers to “the process of putting to use or
integrating evidence-based interventions within a setting” [18].
More generaly, only 3% of evidence-based psychosocia
interventionsfor dementiaaretrandated into practice[19]. Lack
of proven effects on health care outcomes, doubts from
implementing health care staff, meager implementation
coordination and management, lack of information on the
implementation context, and the fact that users are seldom
involved in the eHealth development have been cited as
important barriers to the implementation of evidence-based
interventions [20-23].

This study was designed to address the lack of information on
the implementation context. One potentially important and
well-suited implementation context for eHealth interventions
for caregivers of people with dementia in Northern Europe is

http://aging.jmir.org/2021/1/€21629/

thelocal municipality. Municipalitiesaredistricts or townswith
local governments. A municipality’s governing functions can
vary from country to country. In general, the municipality is
responsible for local services, such as health care, education,
recreation, and sport. The municipality context was chosen
because municipalities often have policy incentives and funds
to address both dementia and caregiving challenges, aswell as
innovation budgets that are suitable to finance online solutions
[24,25]. In this study, two evidence-based eHealth interventions
for caregivers of people with dementia (Partner in Balance and
Myinlife) wereimplemented in 8 municipalitiesin the Euregion
Meuse-Rhine (EMR) by municipality officialsand by personnel
in the local, participating health care organizations. The main
research question addressed barriers and facilitators to
implementing evidence-based eHealth interventions for
caregivers of people with dementiain a municipality context.
This study’s specific objectives were to eval uate the success of
the implementation of Myinlife and Partner in Balance and
investigate determinants of successful implementation of the
interventions in the municipality context.

Methods

Study Background

This implementation study took place in the context of the
euPrevent Senior Friendly Communities (SFC) project [26],
which is based on the World Health Organization’s Active
Ageing framework [27]. This project took place between
September 2016 and December 2019, and data collection
continued until March 2020 (see Figure 1 for atimeline of the
project). In this project, 32 municipalities signed up on a first
come, first serve basis, with the am to become more
senior-friendly. After akickoff conference with the participating
municipalitiesand other stakeholders, the project assessed what
the municipalitieswere aready doing for their aging population
and how they could improve. Informed by this assessment,
muni cipalities sel ected activitiesfrom a so-called activity buffet,
which consisted of 15 preexisting activities. These activities
wereaimed at improving the mental health of the municipality’s
aging population by focusing on various aspects of dementia
and age-related depression. The activities included a theater
production, consultations with expertson varioustopics, aphoto
exhibition, courses on relevant topics and psychoeducation,
creation and organization of local groups of elderly people,
outreach activities, and eHedth interventions to support
caregivers of people with dementia. These activitieswereto be
implemented before afinal conference with municipalitiesand
stakeholders. Implementation and use of the chosen
interventions were included in the participation in the SFC
project, meaning that all activities were free of costs for both
municipality and users. Data collection took place parallel to
the described activities and in 3 phases. preparatory,
implementation, and evaluation.
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Figure 1. Timeline of eHealth implementation within a Senior Friendly Communities project.
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(activity preparation, translation)

The activity buffet included two eHealth interventionsto support
caregivers of people with dementia: Partner in Balance and
Myinlife. These interventions were included in the activity
buffet by the SFC project team due to their promising research
results and local origin (they were developed with the EMR).
There also was a desire to offer remote support options such as
eHealth within the project, and these interventions met this need.
Neither had been widely implemented previously, so therewere

Table 1. Characteristics of the participating municipalities®.

(first interviews, planning, events, support)

(second interviews, MIDI)

no expectations about which intervention would be easier to
implement. Six municipalities opted to implement Partner in
Balance (4 inthe Netherlands, 1 in Belgium, and 1 in Germany),
and 3 opted for Myinlife (2 in Belgium and 1 in Germany).
Table 1 depictsrelevant characteristics of the SFC municipalities
that chose to implement eHealth in their communities. A more
detailed description of the municipalities eHealth choice process
isprovided elsewhere [25].

Characteristics Value, n
Number of municipalities that chose Partner in Balance 6
Number of municipalities that chose Myinlife 3
Municipality average general population 36,376
Municipality average population age >65 years 7349
Municipality average estimated dementia population 1434

3population statistics sourced from the euPrevent Senior Friendly Communities project [25,26,28].

eHealth I nterventions

Partner in Balance

Partner in Balance is an evidence-based eHealth intervention
designed to aid caregivers of people with dementiain adapting
to their new roles that is delivered through coaches in
participating health care organizations who are trained to use it
to offer online support to their clients. It is a blended care,
8-week, self-management intervention consisting of (1) an
in-person intake session with the coach to acquaint the caregiver
with Partner in Balance, select online modules, and set goals;
(2) tailored online thematic modul esincluding psychoeducation,
behaviora modeling, videos of carers discussing their
experiences with the chosen themes, change plans, and email
feedback from the coach over 8 weeks; and (3) an in-person
evaluation of the program with the coach to assess previously
set goals. Thein-person meetings between caregiver and coach
usually take place at the coach’s place of work (eg, adementia
case management organi zation) although some coaches choose
to visit the caregiver at home. The at-home use of the chosen
modules by the caregiversis asynchronous and the responsibility
of the caregiver, although the coach provides encouragement
and feedback viaemail. Partner in Balance coachesarerequired
to have experiencein health care and dementiacare. All coaches
take part in a 2-hour Partner in Balance training course with
presentation of the intervention and exercises in coaching and
self-management techniques. Detailed information about the
program components and development is presented elsewhere

http://aging.jmir.org/2021/1/€21629/

[29]. Partner in Balance was shown to cause improvementsin
caregiver outcomes such as mastery, self-efficacy, and quality
of life[29,30].

Myinlife

Myinlifeisan eHealth intervention designed to help caregivers
of people with dementia use their social network to better
organize care and share positive (caregiving) experiences.
Myinlife has been integrated into the Dutch Alzheimer's
Association website [31] and can also be downloaded from the
App Store or Google Play free of charge. In previous research,
Myinlife has shown potential to make caregiving easier and
help caregivers gain more control over their schedules [32,33].
Myinlife has the following functionalities: Profile, Circles,
Timeline, Calendar, Helping, Personal Messages, Care Book,
and Compass. Caregivers use these functionalitiesindependently
(with no help from acoach) to facilitate the organization of care
for the person with dementia. Although Myinlife does not make
use of a coach, it still requires local health care organizations
to fecilitate the dissemination and implementation of the
intervention by promoting its use among the local population.

M easures

Use Data

Implementation use data was collected for the following
measures. number of municipalities choosing one of the
interventions, number of research team implementation hours
(both face-to-face and remote), number of information
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technology support hours, and number of accounts (caregivers
and coaches). No data were collected on the effect of the
intervention or the caregivers experiences with the program,
as this was assessed in previous research [30].

Partner in Balance Coach Evaluation Questionnaire

Because Partner in Balance (but not Myinlife) makes use of a
coach as part of its blended approach, eval uation questionnaires
were sent to al Partner in Balance coaches who took part in the
coach training as part of the SFC project. An Englishtransglation
of the coach evaluation questionnaire can be found in
Multimedia Appendix 1. The questionnaire asked the
participants of the training to rate the usability and relevance
of Partner in Balance for caregivers and coaches. It consisted
of 11 multiple-choice items rated on a 5-point scae
(1=completely disagree to 5=completely agree) and 5
open-ended items. A version of this questionnaire had previously
been used in the Partner in Balance process evaluation [34].

Determinants of | mplementation

The measurement instrument for determinants of innovation
(MIDI) is designed to assess which determinants may affect
implementation, and it can be applied before or after the
introduction of an innovation [35]. The MIDI groups
determinants into 4 categories: determinants associated with
the innovation, adopting person (user), organization, and
sociopolitical context. The MIDI was developed to be used in
a research context to explore the experiences of intermediary
users (“professionals whose actions determine the degree of
exposure of end usersto theinnovation”) of theinnovation [36].
To construct the MIDI, determinants were extracted from the
results of 8 empirical studies on the implementation of
evidence-based innovations and discussed with 22
implementation experts [36]. The instrument consists of 29
guestions, each designed to explore a particular determinant.
Responses consist of a number on a 1- to 5-point Likert scale
and an explanation of the reasoning behind the given score.
However, in this study, due to the small sample size, no
guantitative MIDI scores were collected, and the MIDI was
used instead as a semistructured interview guide to ensure that
various domains of implementation were discussed in the
evaluation. Multimedia A ppendix 2 containsan English version
of the MIDI asit was used in these interviews.

Data Collection

Use Data

After each interaction with the municipality, implementation
data were anonymously logged in a customized data collection
platform with separate entries for each municipality. The
interactionsincluded emails, telephone calls, and meetings. The
dates and time required for these interactions were logged,
including preparations and travel time. Data were logged for
all municipalities by author HLC from the start of the
implementation in January 2018 until the end of implementation
in December 2019.

Partner in Balance Coach Evaluation

Coacheswere sent the eval uation questionnaire viaemail at the
end of the SFC project in December 2019 and asked to reply
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via email. Reminders were sent after 6 and 12 weeks. Email
responses were stored on the described data collection platform.

Determinants of | mplementation

Interviews with the municipality representatives responsible
for the intervention implementation were conducted to explore
determinants of implementation. However, at the end of the
project, not all municipalities had achieved the level of
implementation necessary to appropriately evaluate
implementation determinants using the MIDI questionnaire.
The level of eHealth implementation was considered adequate
to evaluate determinants if municipalities had completed the
implementation activities planned intheinitial interviews. These
differed per municipality [25] and included a minimum
implementation threshold to be considered for determinant
assessment. For Myinlife, municipalities must at least have
organized caregiver meetings around the intervention. For
Partner in Balance, municipalities must have completed a coach
training and appointed an organizational Partner in Balance
administrator who oversaw the municipalities coaches.
Implementation levels were assessed prior to the interview by
phone by author HL.C; 5 municipalitieswere assessed as having
completed the minimum level implementation necessary to
conduct an evaluation interview using the MIDI questionnaire
asasemistructured interview guide. Interviewswere an average
of 31 minutes long. For the remaining 3 municipalities,
information was collected on the current level of implementation
and what steps still needed to be taken via email for one
municipality (due to municipality time restraints), via
face-to-face meeting for a second, and via telephone meeting
for the third.

I nterviews occurred between August 2019 and March 2020 and
were conducted by author HLC in Dutch, French, or English
according to municipality preferences. The MIDI interviews
and face-to-face and telephone meetings were recorded and
later transcribed verbatim. The written email evaluation was
also stored on the data collection platform.

Informed Consent and Ethical Approval

All participants (municipality interviewees, Partner in Balance
coaches, and experts) had received an information letter
explaining the aims of the study, which also guaranteed the
anonymous processing of their data and responses, in addition
to the option of discontinuing study participation at any point.
All participants signed an informed consent form. Ethical
approval for the study was granted by Maastricht University’s
Medical Ethical Oversight Commission (approval number
2018-0489).

Data Analysis

Use Data

After activities were logged in the online data collection
platform by author HL C, total implementation and support hours
were automatically calculated across entries and subsequently
exported.

Partner in Balance Coach Evaluations

Responses were logged in the online data collection platform.
Quantitative scores were calculated, and qualitative responses
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were analyzed inductively by author HLC using analysis
software Atlas.ti 8.3 for Macintosh (Atlas.ti Scientific Software
Development GmbH). Inductive analysis was used because
there were no expectations as to what the open question replies
would be. For thisanalysis, individual codeswereindependently
grouped into themes and categorized by authors HLC and
LMMB. Subsequently, HL C and LMMB compared these themes
and categories in a consensus meeting with author MEdV to
resolve any differences and confirm the final thematic analysis.

Determinants of | mplementation

Authors HLC and LMMB independently coded the
semistructured interviews using deductive thematic analysis
[37] in Atlas.ti. In contrast to the open questions in the coach
evaluations, it was expected that the interviews would reflect
the thematic groups of the consolidated framework for
implementation research (CFIR) and not new inductive groups.
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This is why deductive thematic analysis was used for the
interviews. The deductive codes used were CFIR constructs
(Table 2). CFIR is an established framework for mapping
implementation of evidence-based interventions and can also
for used for eHedth interventions [38]. CFIR comprises 5
domains (intervention characteristics, outer setting, inner setting,
characteristics of individuals, and process) with 39
implementation constructs. For the analysis, authors LMMB
and HLC applied the CFIR codes in Table 2 to interview
transcriptions and compared interview segments with the same
deductive codes across interviews. Again, HLC and LMMB
compared the independently applied codes in a consensus
meeting with author MEdV to resolve any differences of
opinion. The focus of this analysis was to shed light on the
breadth of implementation determinants (barriers and
facilitators) in the municipality context.
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Table 2. Deductive consolidated framework for implementation research codes?.

CFIR® domains Deductive CFIR construct codes

Intervention characteristics Intervention source
Evidence strength and quality
Relative advantage
Adaptability
Trialability
Complexity
Design quality and packaging
Cost
Outer setting Patient needs and resources
Cosmopolitanism
Peer pressure
Externa policy and incentives
Inner setting Structural characteristics
Networks and communications
Culture

Implementation climate:

. Tensionfor change

o  Compatibility

. Relative priority

o  Organizationa

« Incentives and rewards
«  Goasand feedback

« Learning climate

Readiness for implementation:

«  Leadership engagement

« Availableresources

«  Accessto knowledge and information
Characteristics of individuals Knowledge and beliefs about the intervention

Self-efficacy

Individual stage of change

Individual identification with organization

Other personal attributes

Process Planning

Engaging:

«  Opinion leaders

«  Formally appointed internal implementation leaders
«  Champions

«  Externa change agents

Executing
Reflecting and evaluating

8Adapted from Damschoder et al [39)].
BCFIR: consolidated framework for implementation research.
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Results

Use Data (Quantitative)

Table 3 showsthe use data for Partner in Balance and Myinlife
(January 2018 to December 2019). The datashow that Myinlife
was not chosen asingletimein the Netherlands and that Partner
in Balance was a more popular choice, especidly in the
Netherlands. One of the 6 municipalities that initially selected
Partner in Balance chose to discontinue the implementation

Table 3. Use data by intervention.

Christie et al

after the first meeting due to a lack of information on future
financing and pricing after the project end; thisis discussed in
depth elsewhere [25]. This municipality is therefore not
represented in the table, and averages are calculated over the 5
municipalities that sustained the Partner in Baance
implementation. A total of 145 hours were spent on the
implementation of Partner in Balance (average 29 hours per
municipality), while 54 hourswere spent on the implementation
of Myinlife (average of 18 hours per municipality).

Measurement Partner in Balance Myinlife
Number of timesimplemented by municipalities
Netherlands 3 0
Belgium 1 2
Germany 1 1
Total number of implementation hours (aver age)
Total remote research team hours 21(4) 3D
Total in-person research team hours 124 (25) 51 (17)
Information and communication technology support hours 48 5
Number of accounts created
Caregivers 22 29
Coaches 22 _a
@Not applicable.

Partner in Balance Coach Evaluations (Quantitative
and Qualitative)

Of the 26 coaches who took part in the coach training, only 22
coaches created Partner in Balance coach accounts. An average
of 5 coaches were trained per Partner in Balance municipality.
Across municipalities, coaches recruited by the municipalities
were dementia case managers (7/26), volunteers (3/26), nursing
home personnel (6/26), municipality personnel responsible for
caregiving (4/26), and dementia outreach nursing staff (6/26).
Of the coacheswho were sent the coach eval uation questionnaire
viaemail, 64% (14/22) responded, with 57% (8/14) of those (6
Dutch and 2 Belgian coaches) stating they had not been ableto
use Partner in Balance in their work and thus did not compl ete
the questionnaire. When asked to provide reasonsthey were not
able to begin coaching, 75% (6/8) of those responded: lack of
interest from the caregivers in their caseload (n=1), lack of
digital skillsin caregiversin their caseload (n=1), lack of time
to implement the intervention (n=3), and lack of dementia
caregiversintheir current casel oad (n=1), with 2 spontaneously
mentioning they found Partner in Balance a very useful and
worthwhiletool, despite the barriers. The remaining 43% (6/14)
replied with completed questionnaires: 2 from Dutch
municipalities, 2 from the German municipality, and 2 from the
Belgian municipality.

The results from the completed questionnaires showed that
coachesfound Partner in Balanceto be moderately useful (mean
3.7 [SD 0.8]) and moderately easy to integrate into their jobs
(mean 3.3[SD 0.8]). It wasal so perceived as aclear added value
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to the caregiver (mean 4.5 [SD 0.5]) and to the coach, but to a
lesser degree (mean 3.5[SD 0.8]). In general, coaches found it
moderately difficult to recruit suitable caregivers (mean 3.5[SD
1.6)], although this question was not completed by the 2 German
coaches. Regarding its advantagesfor common practice, coaches
reported an enriched contact with the caregiver (mean 4.1 [SD
1.0]). They expected theintervention to betime-efficient (mean
4.1 [SD 1.0]) but not cost-efficient (mean 2.8 [SD 1.0]) in the
long run. Coaches would recommend Partner in Balance to
other care professionals (mean 4.0 [SD 0.9]). Qualitative
anaysis of the open-ended questionsresulted in 2 main findings:
lack of digita literacy in the target population and lack of
necessary timefor thetrained coachesto recruit caregiverswere
perceived as significant barriers.

Deter minants of Implementation (Qualitative)
Characteristics of the I ntervention

Complexity

In general, respondents described Myinife as easy to use.
However, one municipality official thought Myinlife was too
complicated, asit focused on both online care coordination and
positive engagement. Thisrespondent recommended simplifying
Myinlife to just the agenda function. Similarly, Partner in
Balance was perceived as clear and easy to use. Municipalities
found the intervention and coach training easy to understand.
However, they would have preferred amore practical, hands-on
training in smaller groups, as the training was too
theory-focused, and more implementation tipswould have been
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welcome. Also, while Partner in Balance was easy to understand,
there were a lot of tasks and organizing involved in making it
work (finding coaches, advertising, coordinating, etc), which
made it somewhat complex.

Design Quality and Packaging

For both interventions, it was reported that more face-to-face
meetings and trainings and more advertising and promotional
materials were needed. In general, it was suggested that the
packaging of the interventions needed to be expanded. For
instance, several respondents mentioned that they would like
an implementation guidebook. In the current form, coaches
receive a guidebook during the training, but the suggested
implementation guidebook would help management facilitate
the adoption, implementation, and maintenance of the
intervention. This would contain a general implementation
package, consisting of an implementation protocol and premade
templates for social media posts, posters, and flyers.

| think it would really help if you had some kind of
general promotion campaign or something, where
you have flyers and messages and stuff that you can
use. Because now, you really only have the
information that is on the flyer on the website, which
is actually very similar. And from there you have to
figure out everything yourself, and think of messages...
While, if you really have posters and flyers and
advertising piecesfor thelocal newspapersand such,
| think you really already can reach the target group
much better. [Municipality R3 (Partner in Balance)]

Cost

For Partner in Balance, municipalities confirmed that they
thought the suggested price model of payment per client was
reasonable in theory. The suggested financers were
municipalities and advertisers/sponsors. Regarding Myinlife,
municipalities liked the idea of clients downloading from the
App Store or Google Play, asthis seemed to contain lessliability
for the municipality. In these cases, they suggested price points
of €5 ($5.61) and €10 ($11.21). Some respondents also
suggested the interventions be free.

Relative Advantage

At the end of the implementation, some respondents till
preferred face-to-face contact for discussing dementia case
management issues. They said that typing sensitive issues on
the Partner in Balance platform could be hard for caregivers
and coaches, as meanings could be more easily be misconstrued
than in face-to-face conversations. Myinlife was considered to
be expensive in terms of necessary implementation time
compared with having a speaker give a lecture on the topic of
dementiacaregiving, especiadly asit iscurrently impossible for
the municipality to seeif peopleare actually using the Myinlife
platform. They also wondered if Myinlifereally posed an added
value compared with other online solutions such as WhatsApp
and Facebook. Nevertheless, 28% (9/32) of municipalities in
the SFC project chose to implement these eHealth interventions
in their communities (although only 8 continued this
implementation), indicating that they perceived these
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interventions as having a relative advantage over the other
activities on offer in this project.

Characteristics of Individuals

Self-Efficacy

Self-efficacy was arecurring topic in theinterviews, especialy
for Partner in Balance, where more guidance of the caregivers
and coaches was needed. Both coaches and organization
coordinators were uncertain about whether they could fulfill
their role and scared to make mistakes. These fears eased once
they started the coaching and reported more confidence with
increased experience. Municipality officials reported that
successful coaches had confidencein the intervention and their
own ability to useit to help their clients.

| think that first step was really a big step. But it's
not about saying, “1’m not going to do this’ More,
“Howdo| goaboutit, “Whatisinhere?’ Andfrom
the moment it develops. That's why | also printed it,
had read it, and done all of that while learning, only
then did | feel like, okay, now | dare to approach
someone with this. [Municipality 4 (Partner in
Balance)]

Knowledge and Beliefs About the I ntervention

Municipality officials believed that the interventions would be
effective at improving outcomesfor caregivers, asthishad been
proven in previous research which they were familiar with.
However, some officialswondered whether these effectswould
also be obtained outside the research context. For both
interventions, there were significant privacy and liability
concerns.

| think you should have it in the App Store anyway.
And | think that an IT professional from a
municipality isreally not going to get involved in this,
thereisalso the security issue. If we offer it, and data
is lost because you no longer maintain it properly
than we are responsible, because we offer it, so | will
never get myself into that legal mess. [Municipality
2 (Myinlife)]
Therewere a so more general concernsregarding thetimeliness
and fit of the eHealth interventions in the current dementia
health care setting. In particular, they wondered if there was
sufficient digital literacy in caregivers, coaches, and in the
municipality itself.

Inner Setting

Structural Characteristics and Networ ks and
Communication

Municipality officials said that much more structural integration
was needed. The implementation of the eHealth interventions
was usually the sole responsibility of one person within the
municipality. Municipality officials stressed that this was not
enough, and that there should be a team to tackle the
implementation together. As they recommended including this
in the product itself, this is discussed in more detail under
Characteristics of the Intervention. Municipalities added that it
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was easy to set up the necessary meetings with the Partner in
Balance team.

Look what we can ill do is try to launch it in
concrete care situations, to see if people use it. But
yes, if the guidanceis not there, | do not know if they
will manage. [Municipality 2 (Myinlife)]

Implementation Climate

For both interventions, there was not enough goal setting and
feedback, interventions had low relative priority, and there were
no incentives or rewards to encourage the implementation into
clinical practice. As management is primarily interested in
concrete output, it is important to keep track of the output and
use of the interventions. This is currently possible to track
digitally for Partner in Balance but not for Myinlife.

Readiness for | mplementation

Respondentsindicated that there were few resources (especially
in terms of available time) to spend on the implementation, as
well as alack of leadership engagement.

Outer Setting

Cosmopolitanism

Regarding how the implementing organizations are linked to
other organizations, respondents stated that the interventions
needed to be offered through an external party (not through the
muni cipality) and cooperation with care providerswould always
be necessary, as they would have to agree to execute the
i nterventions. Some municipalities reported that the SFC project
had been a good chance to connect and strengthen their local
dementia care networks.

Patient Needs and Resources

Myinlife and Partner in Balance were both perceived as fitting
caregiver needs. However, for Myinlife, there was little
enthusiasm from the local target population, as evidenced by
the lack of attendance to the planned Myinlife caregiver
meetings.

I think we've determined that this should work in
principle... But maybe, indeed, it just doesn't fit what
people here want, what they need, what they feel
comfortablewith. Or maybewe just didn’t reach them
despite all the effort.. That is also possible.
[Municipality 3 (Partner in Balance)]

External Policy and Incentives

Partner in Balance was described as fitting well into initiatives
around generalized services, current internal caregiver and
prevention policies, and municipality innovation budgets. These
budgets are facilitated by the outer setting, but their use is
determined by the inner setting (municipality). The
municipalitiesthat had these innovation budgets mentioned that
these budgets could potentially be used in the future to purchase
licenses for the further implementation of Partner in Balance,
if the experiences were positive.

Yes, | think it fits within the policy yes. It fits within
the informal care policy, isincreasingly in line with
the policy of health insurers, who say if we support
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informal carersthen it will yield results. Also for the
informal caregiver and the person they care for, so
that they stay better in balance, can last longer, so |
thinkit fitswithin the policy. [Municipality 1 (Partner
in Balance)]

Process

Engaging

Municipalities implementing Myinlife indicated that a more
hands-on demonstration and sales-pitch-like approach were
needed to convince health care partners to cooperate in the
dissemination of the intervention and less of an academic
presentation. There was not enough engagement of the target
populations (both of Partner in Balance coaches and dementia
caregivers), although 2 municipalitiesdid involvelocal dementia
groups in their activity choice and subsequent eHealth
implementation. More opinion leaders and internal
implementation leaders were needed.

| introduced this. My supervisor, yes, but | work in
my department alone. ... We have not really discussed
it with anyone else. So, my supervisor is not actively
pushing this now either. [Municipality 4 (Partner in
Balance)]

Executing

The plansthat were made at the beginning of theimplementation
[25] were followed. Nevertheless, these were in many cases
insufficient, and in several municipalities, implementation plans
are still being made for the future.

Planning

These new plansincludeinvolving moreloca health care groups
(for Partner in Balance), more advertising and communications,
which are more direct (for both Myinlife and Partner in
Balance), and more structural goal setting and feedback (for
Partner in Balance, this pertains to coaching; for Myinlife, this
is tracking how many people use the intervention). Reflecting
and evaluating was not a big part of this implementation but
was seen as important for the future implementation of both
interventions.

Evaluation

Integrating the use data, coach questionnaires, and municipality
interviews, it appears that the implementation of Partner in
Balance and Myinlife showed varying levels of success in
different municipalities. In the end, 3 municipalities planned to
continuewith their implementation of Partner in Balance beyond
the study period, while no municipalities planned to continue
with their implementation of Myinlife. What these 3 Partner in
Balance municipalities had in common wasthat they considered
the implementation of the intervention to be a success. These
muni cipalities appeared to have a sense of internal responsibility
to facilitate theimplementation of Partner in Balance and devise
creative solutions. The 2 Partner in Balance municipalities that
did not consider the implementation to be successful seemed
to see the implementation as more of an external project, where
the municipality’s role was more to facilitate than execute. For
Myinlife, it was clear from the municipality interviews and use
data that more time was needed to successfully embed the
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intervention into the local headth care landscape. Despite
Myinlife not necessitating the recruitment of coaches, it was
clear that more face-to-face contact was needed to engage the
implementing municipality and target group.

Discussion

Principal Findings

This study integrated use data, coach questionnaires, and
interviewsto evaluate theimplementations of Partner in Balance
and Myinlife. These two eHealth interventions for caregivers
of people with dementiawereimplemented in 8 municipalities
inthe EMR. This study’s objectiveswereto eval uate the success
of the implementation of Myinlife and Partner in Balance and
investigate determinants of the successful implementation of
Myinlife and Partner in Balance in the municipality context.
The analysis of the implementation determinants showed that
therewere unsuccessful aspectsof theimplementation, including
the lack of goa setting and incentives, low priority, few
resources, and lack of leadership. In order to successfully bring
evidence-based eHedlth interventions for caregivers of people
with dementia into practice, a number of important
improvements must be made in the implementation of these
interventions.

Improvementsfor Partner in Balance Coaches

A main finding from the interviews with municipality officials
regarding the Partner in Balance implementation was the need
to increase the self-efficacy of the Partner in Balance coaches.
Coaches reported that uncertainties about whether they were
ready to coach and insecurities about whether they could do a
good job were significant barriersto starting to coach caregivers.
Hence, an important lesson from this study is that Partner in
Balance cannot increase caregivers self-efficacy without first
ensuring that coaches have aminimum level of self-efficacy to
start the coaching. Thisis supported by previous research, which
has described care professional self-efficacy as a major
facilitator of successful intervention implementationin avariety
of contexts [40-42]. Bandura et al [43] described 4 ways to
increase self-efficacy: mastery experiences, vicarious
experiences, verbal persuasion, and monitoring physiological
states. Subsequent research built on this by examining how
self-efficacy can be enhanced through training in professional
caregivers of people with dementia, which can potentially
increase intervention adherence [44]. Discussing common
barriers to implementation among the training participants,
addressing barriers through role-playing, and providing
constructive feedback on the role-play have been shown to
increase dementia care professional self-efficacy [45]. In the
future, Partner in Balance will incorporate these methods into
coach trainings to help coaches develop the self-efficacy
necessary to start coaching with Partner in Balance.

In their responses to the request to complete the Partner in
Balance coach evaluation questionnaire, several coaches
mentioned that they were not able to offer Partner in Balance
to any caregivers, astheir clients were not familiar with the use
of online interventions. These clients were often older, and
previous research has indicated that advanced age is a barrier
to adopting eHealth due to related declines in motor, cognitive,
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and perceptive abilities and the difficulties accompanying the
rapidly changing technological market [46-48]. In general,
studies regarding older adults attitudes toward eHealth
interventions have produced mixed results [49-51]. It is aso
important to consider health care professionals’ attitudestoward
eHealth for dementia and their role as gatekeepersin deciding
whether to offer eHealth interventions such as Partner in Balance
to caregivers. In line with this research, a recent systematic
literature review on the attitudes of health care professionals
toward eHeal th described workload concerns, lack of incentives,
perceived threats to autonomy, liability concerns, and lack of
organizational support and cooperation as important
implementation barriers [52]. Here too, a possible remedy for
these eHealth challenges experienced by heath care
professionalsis the embedding of improved eHealth education
in their standard training [53,54].

Improvements for Municipalities

For both Myinlife and Partner in Balance, municipality officials
reported that their municipality implementation teams were
often understaffed. Previous research on municipal eHealth for
home care [55] and dementia care [56] has underscored the
importance of municipality-specific  protocols when
implementing eHealth in these contexts. Based on this study,
these protocols should specify how to form municipality
implementation teams, including suggestionsto involve at | east
2 people in the team and schedule regular progress meetings
within thisteam. These meetings should discuss new promotion
ideas and opportunities using templates for the promaotion and
advertising of the interventions. Additionally, these meetings
should monitor the success of the intervention implementation,
asmunicipality officials reported that their management is most
interested in demonstrable output. For Partner in Balance, it is
possible for organizations to monitor the number of coaches
and participating caregivers. However, thereis currently no way
to determine whether Myinlifeis successfully being usedinthe
community. Previous research on organizational learning as a
method for eHealth benefit realization in a municipa health
care context emphasized the importance of reviewing and
evaluating results and establishing potential for further benefits
[57]. This makes it possible for the implementation teams to
set and achieve goals around use in the community. In this study,
not doing so was counterproductive for both team motivation
and acceptability of the time spent on implementation to
management. For both Partner in Balance and Myinlife, future
implementation packages should include protocols on setting
use goals in the regularly scheduled team meetings, and the
interventions should include functionalitiesto easily track these
statistics.

Improvementsfor Project Management

In order to recruit external health care organizations, the
municipality is required to recruit coaches (for Partner in
Balance) and integrate interventions into larger health care
structures that can offer it as part of their services (for Partner
in Balance and Myinlife). This requires regular meetings to
follow up on coaches experiences, where coaches can learn
from each other, sharetipsand tricks, and discusstheir progress.
The involvement of the management of these external health
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care organizations is crucia, as they can offer incentives for
successful coaching and adapt structures to facilitate the
integration of Partner in Balance into the coaches' tasks. For
example, it is important that management ensures that time
spent coaching can be declared to the health insurer as provided
care. Previous research has reported this as a significant
determinant of successful eHealth implementation for health
care professionals [58]. Thus, future implementation packages
should include protocols for these organizations on how to
organize the suggested meetings, internal monitoring, and
incentives, including the declaration of coached hoursto health
insurers. To facilitate this, future implementation packages
should also suggest appointing an eHealth ambassador within
the organization whose function isto ensure that these meetings
take place, and provide a reliable and continuous level of
enthusiasm for the intervention. Previousresearch has advocated
the use of ambassadors in implementing eHealth [32,59-61].

Sustainability Measures

Despitethe relative ease of setting up theinfrastructural aspects
of this project, implementation was only successful in just over
half of the municipdities. It is clear that successful
implementation depends on more than merely setting the
necessary structures in place. This study’s interview findings
indicated that successful implementation was tied to a sense of
ownership and responsibility from the municipality officials.
Thisisin line with previous research, which has pointed to a
lack of eHealth ownership at both local and national levels as
aconsiderableimplementation barrier [62,63]. Therefore, future
implementation packages for Myinlife and Partner in Balance
will include suggestions on how to achieve sustainability by
increasing sense of ownership and end user adherencein general.
An important element of this is the reflection and feedback
exercises that will aso be part of new measures to monitor the
interventions (described above), as they have been shown to
improve eHealth ownership and adoption [64]. In addition to
scheduling the described reflection and role-playing exercises,
previous research on increasing the adherence of end users to
eHealth interventions recommends persuasive system design,
which is used to aid the development of information systems
to shape attitudes and behaviors [65]. This approach
recommends that interventions incorporate on-the-spot
reminders and feedback to increase end user adherence. Hence,
future implementations will incorporate more intervention
monitoring and reflection moments for implementers and end
users. This new approach to training coaches is expected to
reduce the uncertainties reported by coaches concerning their
abilitiesto coach.

Finaly, it is also important to consider why Partner in Balance
was more often successfully implemented in this municipality
context than Myinlife. Previous research hasindeed shown that
blended eHealth interventions for caregivers of people with
dementia are more effective at improving outcomes for
caregivers of people with dementia than nonblended
interventions [13]. One potential explanation for the increased
success of Partner in Balance in this particular context is that
its blended aspect (the human contact between caregiver and
coach) not only increases effectiveness through improved
caregiver outcomes but aso through a possible effect of
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increasing engagement among implementers. Here, Partner in
Balance required more hours to implement in the municipality
context than Myinlife. It is possible that these additional
face-to-face hours required to implement Partner in Balance
(but not Myinlife) increased implementers’ sense of ownership
of the successful implementation of theintervention. Therefore,
future implementers of nonblended eHealth interventions in
this context could consider incorporating this human interaction
by way of face-to-face meetings about the intervention or
caregiver support groups discussing theintervention to facilitate
implementation by increasing the implementation hours and
thus potentially the sense of ownership. Of course, this study
also shows that this blended aspect is more resource intensive.
Future research could investigate the comparative
cost-effectiveness of these interventionsin order to weigh costs
and benefits.

Strengthsand Limitations

This study had several important strengths. First, this study is
one of few to examine the further implementation of eHealth
interventions for caregivers of people with dementia after the
trial phase. This study uses various measures from multiple
perspectives to construct a thorough evaluation of the
implementation of theseinterventionsin amunicipality context.
Asaresult, thisstudy isableto shed novel light onthe currently
underexplored organizational and contextual implementation
determinants. Second, by focusing on the municipality context
specifically and by taking the time to explore this context in
depth, this study has successfully identified the municipality as
a potential distributor with the financial means to further
disseminate evidence-based eHealth interventionsfor caregivers
of people with dementia.

This study also has several limitations. Firt, this study did not
explore the experiences of caregivers using the Partner in
Balance and Myinlife interventions. As a result, we have no
information on actual eHealth use and do not know how the
caregiver target group used and evaluated the interventions in
this context. This is because both Partner in Balance and
Myinlifewere previously assessed for usability and effectiveness
by caregiversin aseries of trials[29,30,33,66] informed by the
Medical Research Council framework [67]. The aim of this
study wasto gain information on their broader implementation
contexts. Second, there was a moderate response rate to the
request to complete the Partner in Balance coach evaluation
guestionnaire (64%), with only 6 coaches submitting completed
guestionnaires (and 8 providing details on why they had not yet
started coaching). As a result, there is no information on how
the nonresponders experienced Partner in Balance, causing a
potentially biased sampl e of responses from coacheswho might
be more positively disposed toward the intervention. Next, this
study was unable to take into account the views of the
municipalities that chose not to implement Myinlife or Partner
in Balance. Whileit was not this study’saim to generalize these
qualitative findings to all municipalities, it is possible that this
study represents a sample of municipalities that have more
positive attitudes toward eHedth for dementia and its
implementation than other municipalities. Nevertheless, it is
still useful to document and learn from these (potentially more
engaged) municipalities, as they can provide valuable insight
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into the feasibility of eHealth for dementia in this context and
into municipality needs. Third, the focus of this study was to
shed light on the breadth of implementation determinants
encountered in bringing evidence-based eHealth interventions
for caregivers of people with dementia from research into
practice. The aim was to provide a complete overview of the
encountered barriers and facilitators using data from a variety
of sources. Asaresult, it must be acknowledged that this study
lacks a more elaborate in-depth analysis of the process
characteristics of the 8 municipality implementations. Future
research will address this topic extensively. Finaly, it must be
acknowledged that all authors (with the exception of HJIT) were
involved in the devel opment of Myinlife and Partner in Balance
and aretherefore potentially not unbiased. However, the authors
were also interested in differences between the interventions
and were in this sense unbiased. Moreover, it is the authors
belief that this type of implementation research is essential for
evidence-based interventions, and researchers should more often
conduct longer term implementation research on their own
interventions.
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Abstract

Background: Behavioral and psychological symptoms of dementia (BPSD) are associated with increased stress, burden, and
depression among family caregivers of people with dementia. STAR-Caregivers Virtual Training and Follow-up (STAR-VTF)
is adapted from an evidence-based, in-person program that trains family caregivers to manage BPSD. We used a human-centered
design approach to obtain feedback from family caregivers about STAR-V TF. The program will be evaluated using a pragmatic
randomized trial.

Objective: The objective of the study was to understand the needs of family caregivers for improving BPSD management and
the extent to which caregivers perceived that STAR-VTF could address those needs.

Methods: Between July and September 2019, we conducted 15 semistructured interviews with family caregivers of people with
dementia who receive care at Kaiser Permanente Washington in the Seattle metropolitan area. We identified participants from
electronic health records, primarily based on a prescription for antipsychotic medication for the person with dementia (a proxy
for caregivers dealing with BPSD). We showed caregivers low-fidelity prototypes of STAR-VTF online self-directed materials
and verbally described potential design elements. We obtained caregiver feedback on these elements, focusing on their needs and
preferences and perceived barriers to using STAR-VTF. We used a hybrid approach of inductive and deductive coding and
aggregated codes to develop themes.

Results: The idea of a virtual training program for learning to manage BPSD appealed to caregivers. They said health care
providers did not provide adequate education in the early disease stages about the personality and behavior symptoms that can
affect people with dementia. Caregivers found it unexpected and frustrating when the person with dementia began experiencing
BPSD, symptomsthey felt unprepared to manage. Accordingly, caregivers expressed astrong desirefor the health care organization
to offer programs such as STAR-V TF much sooner. Caregivers had already put considerable effort into problem solving challenging
behaviors. They anticipated deriving less value from STAR-VTF at that point. Nonetheless, many were interested in the virtual
aspect of the training due to the convenience of receiving help from home and the perception that help from a virtua program
would be timelier than traditional service modalities (eg, face to face). Given caregivers' limited time, they suggested dividing
the STAR-VTF content into chunks to review as time permitted. Caregivers were interested in having a STAR-VTF provider for
additional support in managing challenging behaviors. Caregiversreported apreference for having the same coach for the program
duration.
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Conclusions: Caregiversweinterviewed would likely accept avirtual training program such as STAR-V TFto obtain information
about BPSD and receive help managing it. Family caregivers anticipated deriving more value if STAR-VTF was offered earlier

in the disease course.

(IMIR Aging 2021;4(1):€24965) doi:10.2196/24965

KEYWORDS

dementia; Alzheimer disease; behaviora symptoms; caregivers, internet-based intervention; education; behavior; symptom,;
psychology; qualitative; caregiver; intervention; training; virtual care; digital health

Introduction

Alzheimer disease and related dementias (ADRD) are
irreversible, progressive brain disorders that eventually affect
aperson’s ahility to perform basic activities, including bathing,
feeding, and dressing. ADRD isthefifth leading cause of death
among people 65 years and older in the United States[1]. The
US prevalence of ADRD is projected to nearly triple from 5
million in 2014 to 13.9 million in 2060 [2]. People with
dementiarequire high levels of care, most of which is provided
by informal caregivers such as spouses and adult children. Up
to 90% of people with dementiawill experience behavioral and
psychological symptoms of dementia (BPSD) over the course
of their illness [3]. BPSD that can be particularly challenging
to family caregivers include agitation, anxiety, irritability,
depression, delusions, hallucinations, and sleep changes. BPSD
are associated with increased stress, burden, and depression
among family caregivers of people with dementia[4,5].

STAR-Caregivers (STAR-C) is a nonpharmacological
intervention endorsed by the US Department of Health and
Human Services Administration on Aging in which a coach
trains family caregivers over multiple face-to-face sessions on
how to manage BPSD. STAR-C is demonstrated to reduce
caregiver burden, caregiver depression, and the frequency and
severity of BPSD [6]. The STAR-C training is 6 sessions,
covering topics such as expectations about ADRD,
communication with aperson with ADRD, strategiesfor dealing
with BPSD, and coping with caregiving, including pleasant
activities for caregivers and patients. In its origina form,
coaches conduct in-person weekly sessions with caregiversin
their homes with follow-up telephone calls. Despite evidence
to support its efficacy, STAR-C has not been widely
disseminated across health care and community settings, in part
dueto the cost of providing in-person training and using printed
materials[7-9].

To address these implementation barriers, aKaiser Permanente
Washington Health Research Institute pragmatic trial istesting
the feasibility of STAR-C Virtual Training and Follow-up
(STAR-VTF) (Clinical Trials.gov NCT04271046) [10], which
will deliver thetraining to family caregiversvirtually. Caregivers
will complete online training modules asynchronously, have
30-minute weekly telephone check-ins with a coach (social
worker or mental health counselor) at Kaiser Permanente
Washington (KPWA), and have ongoing support from the coach
via secure email messages within the KPWA member portal.
Caregiverswill accessthe onlinetraining modulesviaawebsite
hosted on the Kaiser Permanente School of Allied Health
Sciences extended learning management system. Caregivers

http://aging.jmir.org/2021/1/e24965/

will loginto thewebsite from their preferred web browser using
their email address and a user-generated password. While
caregivers will not enter persona health information or other
identifiable information, the website will automatically collect
their 1P addresses. The KPWA technology risk review team
declared caregivers' use of the website as minimal risk. Only
caregivers living in Washington State that meet eligibility for
the pragmatic trial will have access to the website.

While considerable evidence supports the efficacy of STAR-C,
and implementation challenges from a headth care system
perspective could be addressed by changing the modality of
program delivery from in person to virtual, family caregivers
viewson participating in avirtual training program are needed.
A framework for using human-centered design to improve the
implementation of evidence-based interventions recommends
that early phases of the design process focus on gathering
information to understand the viewpoints of all stakeholders
[11]. Thisinformation is then used to iteratively design, build,
and test solutionsthat directly addressthe needs and preferences
of all stakeholders, particularly end users such as family
caregivers in STAR-VTF. Human-centered design is widely
considered the key to designing tools that end users will find
useful and easy to use, factors that are associated with
acceptance and actual use of tools[12].

Early in STAR-VTF development, when the original in-person
training was being adapted for virtual delivery, our research
team used ahuman-centered design approach to obtai n feedback
from family caregiversontheideaof avirtual training program.
The objective was to understand the needs of family caregivers
for improving BPSD management and the extent to which they
perceived that a program such as STAR-VTF could address
their needs. To achieve this, we conducted and analyzed 15
semistructured interviewswith family caregivers of peoplewith
ADRD who receive care at KPWA in the Seattle metropolitan
area. The COVID-19 pandemic has shed light on the urgent
need to design and evaluate digital health strategies that offer
support virtually [13], especially for families caring for
vulnerable older adults. Effective digital heath strategies to
support family caregivers are critically needed during the
pandemic and will remain important in the post—-COVID-19
era.

Methods

We conducted semistructured interviews with family caregivers
of peoplewith ADRD. Theingtitutional review boards at Kaiser
Permanente Washington Health Research Institute and the
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University of Washington approved the study. Study participants
provided written informed consent.

Recruitment

Toidentify potential study participants, we extracted datafrom
the KPWA electronic health record (EHR) and administrative
claims system to identify patients aged 65 years or older with
an ADRD diagnosisand anew prescription for an antipsychotic
medication within the past 2 years. A prescription for an
antipsychotic medication was aproxy for identifying caregivers
who may have struggled with managing BPSD. We excluded
patients with an International Classification of Diseases Ninth
Revision—Clinical Modification (ICD-9-CM) or ICD-10-CM
diagnosis of bipolar disorder or schizophreniform disorder and
thosein assisted living or skilled nursing facilities. For patients
meeting our criteria, we mailed a packet to their caregiver with
a cover letter describing the goals of the study and a consent
form. One week after the mailing, a study staff member phoned
caregivers to invite study participation. The staff member
attempted up to three calls with up to two voicemail messages.
Caregivers interested in participating were screened for
digibility during the phone call. Caregiversweredligibleif they
were 21 years or older; were an adult child, spouse or partner,
or close friend of the patient; lived with the patient (or within
5 miles); provided at least 8 hours of care per week; and lived
in King, Snohomish, or Pierce counties, Washington. We
excluded caregivers with a diagnosis of ADRD. For dligible,
interested caregivers, the staff member scheduled a date, time,
and location to conduct the interview.

Data Collection

We conducted all interviews in person between July and
September 2019. Interviewstook place at aconvenient location
for caregivers, such as homes or KPWA facilities. Using a
semistructured interview guide, we asked caregivers what
challenging BPSD the patient experienced, how caregivers
typicaly responded to BPSD, and how BPSD affected
caregivers. Next, we used 2 storyboardsto illustrate the potential
experience of a caregiver using STAR-VTF to learn how to
improve management of BPSD (Multimedia Appendix 1). The
first storyboard depicted a caregiver struggling with behavioral
symptoms in the person with dementia and learning about
STAR-VTF through a health care provider. The second
storyboard depicted a caregiver choosing which behavioral
symptom to focus on, using STAR-VTF to learn strategies for
responding to the symptom, and speaking on the phone with a
coach for additional support. We asked caregivers questionsto
gauge their initial reactionsto theidea of STAR-VTF and their
interest in using the virtua program. Finally, we showed
caregivers low-fidelity prototypes of the STAR-VTF online
self-directed materials and verbally described potential design
elements, including information content, visual and auditory
presentation of information, and user interaction (Multimedia
Appendix 2). We asked caregivers questions to obtain feedback
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on these design elements, dlicit needs and preferences, and
understand perceived barriersto using STAR-VTF.

We surveyed caregivers for sociodemographic and caregiving
characteristics. Caregivers received US $100 for participating.
All interviewswere audiorecorded and transcribed verbatim by
a professional transcription company. The transcripts were
proofread by theinterviewer. Interviewswere 40 to 60 minutes.

Data Analysis

We used Dedoose version 8.1.8 (University of California, Los
Angeles) to manage the coding process. The first author (MR)
read al interview transcripts and developed aninitial codebook
containing deductive codes about the extent to which caregivers
perceived STAR-VTF to aign with their informational,
educational, psychosocial, and accessibility needs. Two
members of the research team independently coded interview
transcripts using the deductive codes in the initial codebook.
They applied additional inductive codes based on the content
of responses that were not covered by the original deductive
codes. For al 15 transcripts, after coding each transcript, we
reviewed the coding as a group. During these meetings, we
reconciled coding disagreements through group discussion and
transcript review. We revised and expanded theinitial codebook
throughout the coding process. After completing coding,
members of the research team met regularly to discussthe coded
excerpts; identify themesrepresenting caregivers' informational,
educational, psychosocial, and accessibility needs; and identify
exemplary quotes to represent each theme.

Results

Characteristics of Study Participants

From the EHR and claims data, weidentified 54 potential study
participants (ie, caregivers of patients who met the patient
eligibility criteria) and mailed packets to them. Among these,
12 caregivers could not be reached by telephone, 17 were
ineligible, and 8 declined participation. We scheduled interviews
with the remaining 17 who were eligible and interested in
participating. We were unable to conduct 1 interview because
the patient with ADRD died before the scheduled interview.
We were unable to conduct 1 second interview because the
caregiver was not aware that the patient had an ADRD diagnosis,
and the research team determined it would be difficult to have
a meaningful conversation about the caregiver's experience
caring for a person with ADRD. Therefore, we completed
interviews with 15 caregivers (Table 1).

In the following sections, we present the informational,
educational, psychosocial, and accessibility needs that family
caregivers perceived would prompt their use of aprogram such
as STAR-VTE. In addition, we present characteristics of
STAR-VTFthat caregivers perceived would addresstheir needs
(Table 2).
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Table 1. Characteristics of family caregivers and description of the caregiving situation (N=15).

Ramirez et d

Characteristic

Family caregivers

Age (years), mean (SD)
Female, n (%)
Race, n (%)

White

American Indian or Alaska Native

Asian
Hispanic or Latino ethnicity, n (%)

Education, n (%)

Post—high school training other than college (vocational or technical)

Some college
College graduate
Postgraduate
Occupational status, n (%)
Employed
Unemployed
Student
Retired
Income (US $), n (%)
$20,000 to $34,999
$35,000 to $49,999
$50,000 to $74,999
$75,000 to $99,999
$100,000 to $199,999
$200,000 or more

Prefer not to answer

Member of Kaiser Permanente Washington, n (%)

Relationship to person with dementia, n (%)

Spouse or partner
Child
Other family member

Friend

Lives with person with dementia, n (%)

Duration in caregiving role (years), mean (SD)

Caregiving hours per week, n (%)
15t0 20
21to 24

35 or more

72 (10)
10 (67)

13 (87)
1(7)
1(7)
0(0)

2(13)
4(27)
8 (53)
1(7)

3(20)
1(7)
1(7)
10 (67)

1(7)
1(7)
4(27)
5 (30)
1(7)
1(7)
2(13)
9 (60)

10 (67)
2(13)
2(13)
1(7)

15 (100)
5(5)

2(13)
1(7)
12 (80)
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Table 2. Summary of caregivers perceptions about needs and STAR-VTF characteristics that would address them.

Family caregiver perceived needs

STAR-VTF? characteristics to address needs

Information and education

What BPSDP to expect

Providing education earlier in disease stage (prior to symptoms) about what BPSD a

person with dementia could experience

Tailored help on how to manage BPSD

Offering examples of problem-solving strategiesthat could work for the particular BPSD

caregiver is dealing with

Psychosocial support

Encouragement
BPSD

Coping with BPSD

Supportive services

Incorporating words of encouragement throughout training as caregiver learnsto manage

Teaching caregivers strategies for managing their own frustrations with BPSD

Connecting caregivers with vetted respite care and other supportive services, including

caregiver support groups

Accessibility
Timing of program
Modality of program delivery

Time required to participate
permits

Access to a designated provider

Offering STAR-VTF to caregivers earlier in their roles as caregivers
Making STAR-VTF virtually accessible to provide convenient and timely help

Breaking up content into small chunks that caregivers could review as time and space

Having the same coach assigned to caregivers throughout duration of program

8STAR-VTF: STAR-Caregivers Virtual Training and Follow-up.
bBPSD: Behavioral and psychological symptoms of dementia.

Information and Education Needs

The idea of the health care organization offering a virtua
training program for caregivers to learn to manage BPSD was
largely appealing to caregivers. They discussed the importance
of learning early what BPSD they could expect in the person
with dementia as the disease progressed and receiving tailored
help on how to manage BPSD.

Learning Early What BPSD to Expect

When the person with dementiawas diagnosed, caregiverswere
only vaguely aware of BPSD that some people with dementia
experience. One caregiver expressed this scenario as“going in
blind.” As the disease progressed, caregivers were startled to
observe symptoms they did not anticipate, such as the person
with dementia crying excessively. According to caregivers,
health care providers did not provide sufficient warning of the
personality and behavioral changes they might observe in the
person with dementia. These changes became a source of deep
frustration for caregivers, as they neither expected nor felt
prepared to manage them. Inresponseto theideaof STAR-VTF,
one caregiver explained why it would be valuableto incorporate
education earlier in the disease stage (prior to symptoms) about
what BPSD a person with dementia could experience:

| can see where caregivers will just fall apart with
some of these behaviors if you don't know what's
coming. And it's not that | have anything against the
doctors. They don't have time. Maybe they don't even
know, but they don't have time to really prepare you
for what you're taking on. But that's what caregivers
need to be told from the beginning. Are you going to
be caring for your husband or, you know, your
parent? Here's a program to help you, to help you

http://aging.jmir.org/2021/1/e24965/

strategize through these difficult behaviorsthat might
lie ahead for you. | think that really appeals to me
and needs to be said in the very beginning, not when
you're extremely desperate.

Caregivers also explained that knowing BPSD could occur and
worsen as the disease progressed would help them to plan
medical procedures (eg, elective surgery) before it became too
challenging for the person with dementiato comply. In addition,
it would help caregivers plan home modifications to ensure a
safe environment for the person with dementia.

Receiving Tailored Help on How to Manage BPSD

After viewing prototypes of STAR-VTF, caregiversrecognized
the usefulness of learning problem-solving strategies that they
could then apply to any challenging symptom. However,
caregivers stressed their need to also receive tailored advice for
problem-solving specific BPSD. For example, one caregiver
suggested adding a search featureto STAR-VTFto find targeted
advice on how to solve particular symptoms:

Right now, it's very general, okay? So, this is how
you—this is what process you go through to solve
issues. And the better you get at that process, the
better you are at solving theissues, right? That come
up inyour day-to-day lives. But if you have a specific
issuethat iskind of quirky or way off inright field...Is
there a backup situation where you can look
something up? So that could be added on to this
program. Oncethey [ caregivers] go through thebasic
training.
A factor driving the suggestion to includetail ored advice within
STAR-VTF was caregivers desire to quickly address a
challenging symptom. Some caregivers described feeling
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“desperate” when the person with dementia was experiencing
BPSD. While caregivers recognized the value of going through
the trial-and-error, problem-solving process that STAR-VTF
teaches, they also perceived the amount of time required to go
through this process as a limitation:

It's not something that, okay, we can spend the next
week and a half going over this and trying...It's
something—you need something, like, within an hour
type of deal .. that's what | found more often when we
had serious concernsor questions, you know, | would
go online and search other people having the same
exact circumstances and how did they handle it and
what worked and what didn't work.

In those difficult moments, caregivers desired to know specific
strategies to try immediately to improve the situation. Thus,
according to caregivers, STAR-VTF could be improved by
incorporating acombination of teaching genera problem solving
and offering examples of strategiesthat could work for particular
BPSD asthey arise.

Psychosocial Support Needs

Caregivers discussed their psychosocial needs and how they
envisioned STAR-V TF to support them. In particular, caregivers
described a need to receive encouragement, learn how to cope
with BPSD, and connect with supportive services.

Encouragement When Learning to Manage BPSD

Through educational materials, family members and friends,
other family caregivers of people with dementia, and their own
experience, some caregivers had identified successful strategies
for managing particular BPSD. For example, at the suggestion
of her daughter, one caregiver used a whiteboard to write
answersto questionsthe person with dementia asked repeatedly
so that the caregiver could point to the whiteboard instead of
having to constantly repeat herself. Nonethel ess, the process of
identifying successful strategies was hard. They were
discouraged when strategies that worked for other caregivers
in managing a particular symptom did not work for them. They
were al so discouraged when strategies that had worked for them
in the past were no longer effective. Consequently, caregivers
underscored the importance of STAR-VTF offering
encouragement during the process of learning to manage
challenging symptoms:

Caregivers carry around a lot of guilt because they
want to be perfect. We love our mates. We love
whoever we're caring for. Wewant to do it right. What
worked last week doesn't necessarily work this week.
So, if a solution that worked last week doesn't work,
then persevere. | would say that. Persevere for
another solution...Caregiversneed to be assured that
no one solution is going to be perfect for everyone.
But to persevere, because thereis something out there
that will work.

Assuring caregivers that what worked for one isn't
necessarily going to work for another. Because as a
caregiver, you so often have people say to you, “ oh,
yeah, well, so-and-so did this and had no
problem” ...So, | guess caregivers need to be assured
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that if something doesn't work, it doesn't mean that
they are a failure; it just means try—here are some
other thingsto do.

Caregivers expressed differences in opinion on how this type
of encouragement could be embedded within STAR-VTF. Some
suggested the STAR-VTF self-guided modules could display
words of encouragement throughout the training and tailor these
messages based on caregivers’ responsesto interactive exercises.
Othersfelt that only a human could express this empathy. One
caregiver stated:

It's that personal relationship of somebody
understanding where you are and, you know, patting
you on the shoulder and saying that must be really
tough. And | don't know how you convey that the same
way on a website.

Coping With BPSD

Symptoms of people with dementia that caregivers described
as particularly challenging were insomnia, asking repetitive
guestions, and having trouble getting to the toilet. Caregivers
described their frustration with not understanding why the BPSD
were happening and how they could handle them. When asked
how they envisioned STAR-VTF would provide support, a
theme that resonated with many caregivers was teaching
strategies for managing their own frustrationswith BPSD. One
caregiver suggested that STAR-VTF put more emphasis on
reducing the caregiver’s frustration rather than reducing the
challenging symptom in the person with dementia:

S0, you said something about helping reduce the
challenging behaviors? If you phrase it like that, it
makesit sound like that's something that can be fixed.
And maybe then what happens if it doesn't change?
| just, you know, maybe the emphasis could be on how
you deal with the challenges in a way that's less
frustrating for both you and the patient as opposed
to reducing the challenging behavior.

According to caregivers, health care providers treating the
person with dementia did not offer support to help caregivers
cope with the frustration of BPSD. Caregivers wanted health
care providers to acknowledge their challenging situation and
direct them to supportive services. One caregiver said that for
4 months, aneurologist wastrying different medicationsto treat
her husband’s insomnia and other behavior symptoms. Of this
time, she stated:

Those are four months where | needed someone, and
| didn't have anybody to talk to. And | think if
caregivers, for instance, were told by ther
doctors—and we are part of Kaiser—it would be
wonderful to have them say there's help for you. |
needed someoneto tell me thisis a very challenging
job. And it's not that | wasn't aware. Because | have
a brother who took care of hiswifewith Alzheimer's,
and, you know, | knew all that, but | needed a doctor
to tell methisisreally difficult. There's help for you.
And there's this program [STAR-VTF]

What motivated caregivers to improve their own mental health
and well-being was a perception that if they felt better
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emotionally, they would be better able to provide care to the
person with dementia. As one caregiver put it:

My goal is to keep her here at home as best | can.
And if | break down, then you've got two to take care
of.

Supportive Services

Throughout the different stages of dementia, caregiversreported
taking it upon themselves to seek education and supportive
services. In the early stages, caregivers described a desire to
gain a better understanding of dementia and its progression.
One caregiver described how invaluable it had been for her to
read books and academic articles on the topic. After viewing
prototypes of STAR-V TF, the caregiver suggested adding more
content that explained what dementiaisand providing additional
reading materials:

| thought that there ought to be definitions and some
sort of information on what dementia is and
Alzheimer's is, the differences. Not a great deal of
difference, but just a—that sort of thing for me would
be important. Books to read, you know.

Inthemiddle and | ater stages of the disease, caregivers described
aneed to learn what respite services were available to provide
short-term breaks from caregiving. Caregivers expressed an
interest in both in-home services and adult day care programs.
However, according to caregivers, finding trustworthy service
providers was difficult. Some caregivers talked about negative
experiences with service providers they had identified online.
Caregivers strongly desired for the health care organization to
Vet respite care programs and guide caregivers on how to choose
aprogram that wasright for their unique situation. One caregiver
suggested that the role of the STAR-VTF coach include
connecting caregivers with respite care and other supportive
services:

I know one of my things coming up is that I'm going

to need to have in-home assistance, and it's for short

term—maybe it's just a daycare that | need to take

him to but where are they, who they are, if we could

have resources that we could look at. Thinking this

will meet this need, this will meet that need, and at

least give you someone[in STAR-VTF] to accessand

say, “ Hi, I'm so-and-so and thisis my situation. Can

you help me?”
Throughout their caregiving journey, caregivers described a
desire to learn about and join a caregiver support group.
Caregivers who had joined a support group stated that it was
helpful to sharetheir storieswith other caregivers and get advice
on various aspects of caregiving. They were interested in the
health care organization helping caregivers to connect with
support groups for family caregivers of people with dementia.
For example, one caregiver described an online support group
she participated in regularly and suggested that STAR-VTF
inform caregivers about it:

I've been in touch with an online group...that is
designed for people who are dealing with caregiving
of those with Alzheimer's. And they allow you to post
any kind of question you have, any kind of
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circumstance you found yourself in, and seewhat kind
of feedback others can give you. And it's really an
excellent resource. . .Sharing infor mation of what they
have experienced and how they dealt with it to give
you ideas...And so, with your program [ STAR-VTF],
I don't know if you have a place where you're going
to link to other possible resources. This [online
caregiver support group] would be a strong resource
to link to.

The internet was a major source of information for most
caregivers. However, they often found the amount of
information online to be overwhelming. Furthermore, despite
the vast amount of information online from different types of
sources, caregivers desired a single source (“one-stop shop™)
of comprehensive and high-quality information. To that end,
caregivers envisioned that STAR-VTF would consolidate
educational materials and information on the availability of
supportive services. Caregivers could then rely on and turn
regularly to STAR-VTF as a magjor source of information,
knowing that it came from the health care organization, which
caregivers unanimously perceived as trustworthy.

Accessibility Needs
Caregivers discussed needs related to the accessibility of
STAR-VTF, including the timing of offering the program to

caregivers, modality of program delivery, time required to
participate, and inclusion of a designated provider.

Timing of Program

When asked whether they could envision using STAR-VTF,
caregivers answered affirmatively but expressed a desire for
the program to be offered earlier in their role as caregivers for
multiple reasons. As described above, caregivers suggested
providing information about BPSD before the person with
dementia begins experiencing symptoms and before caregivers
begin trying their own strategies for challenging symptoms.
These caregivers perceived that STAR-VTF would have been
more useful to them when symptoms first began appearing:

This [ STAR-VTF] would be key to get into people's
hands at the earliest possible time. Because beyond
that, then somebody— mean, like we've already—we
learned by trial and error how to do exactly what
you're saying to do in this program.
Having this [ STAR-VTF] as something to help you
adjust early on and not have to learn on your own is
definitely a plus...because we have already kind of
figured out some plans and realized certain things.
And our own private research got usto wherewe are,
you know. And, of course, | mean, obviously, we
talked to docs a few times, but we were already on a
pathway of controlling behaviors, in other words.
When she got into stage 3, we had a pretty good
handle on things by then—but this[ STAR-VTF] would
have definitely hel ped when wefirst got her five years
ago.
Another reason why caregivers suggested that STAR-VTF be
offered earlier is so the STAR-VTF coach could be with them
fromthe start. According to caregivers, theideal scenario would
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be for the coach to get to know each caregiver and their
caregiving situation over time. Caregivers could then trust the
coach’s advice, knowing that it was informed by an in-depth
understanding of their unique situation. One caregiver indicated
that she would be reluctant to trust a coach whom she had met
only in the later stages of her husband’s disease:

If I'mreally going to put my trust in this program, |
would probably haveto start at the beginning. | don't
think if | jumped in in the middle or towards the end,
I would feel like, well, they [the coach] didn't know
about this earlier on, and so maybe the information
they're giving me now isn't considering what
happened. But | think if you probably started right
from the start, like he was diagnosed today and so
you said go onto this online program and we could
help you, | think you could grow with the program
and | think develop a pretty good trust.

Thus, while the reasons that drove preferences for the timing
of the program differed among caregivers, the consensus was
that STAR-VTF would be avaluable support if it were offered
early in their caregiving experience.

Modality of Program Delivery

Thevirtual aspect of STAR-V TF was appealing to the majority
of caregivers, including those who did not consider themselves
to be technologically savvy. The latter group underscored their
need for auser-friendly design, particularly so they could easily
locate and navigate the STAR-V TF website, recover from errors,
adjust thetext size, and receivetechnical assistance. Caregivers
perceived that participating in a virtual program from home
would be more convenient than a program requiring in-person
attendance at ahealth carefacility. According to caregivers, the
latter would necessitate finding someone to care for the person
with dementia or having the person with dementia accompany
them to thein-person visit. For some caregivers, neither of these
options would be practical. Hiring professional care would be
costly and taking the person with dementia to a health care
facility would be challenging. For one caregiver, virtua
participation was the most attractive aspect of STAR-VTF,
given the difficulty of getting her mother to accompany her on
an in-person visit:

That's one of the problems we have is it's almost

impossible to get her out of the house, you know, she

gets so upset, you know, going to the doctor...So, |

can see—that'swhere | would see the most important

part about it [ STAR-VTF] being onlineisyou can get

that help at home.
There was aso a perception among caregivers that a virtual
program would result in more timely help compared with the
delaysthey sometimes experienced when seeking help fromthe
health care team through traditional modalities. Asone caregiver
described, as long as a device was available to access the
STAR-VTF website, caregivers would have help at their
fingertips. She went on to say:

You wouldn't have to call a doctor to get
answers.. It'sthere when you're having those feelings
and they're very frustrating feelings and you don't
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know what to do...If you're at the end of your rope
and you don't have an answer, you can immediately
sit down at your computer or your tablet or with your
phone and get in there and it's like, I'm frustrated.
Let's see why. Yeah, that's the behavior that he's
doing. It affects me thisway. Let's figure out what we
can do about it. It's having this—it's right there. It's
here at the house. It's not, you know, something that
| have to make— spend so much time on the phone
waiting...over 35 minutes on the phone waiting to
speak to the neurologist's nurse the other day.

Caregivers hoped that STAR-V TF would enable them to access
help the moment they experienced a need instead of having to
wait to speak to amember of the health care team on the phone
or in person. (Some caregivers reported a 2- to 3-month wait
time for a clinic visit with a specialist.) All caregivers owned
at least one device (eg, smartphone, tablet, laptop, desktop
computer) they could use to participate in a virtual training
program.

Time Required to Participate

Even with avirtual program, caregivers were concerned about
the limited amount of time and space they had to devote to
STAR-VTF. The vast mgjority of study participants provided
careto the person with dementiafor 35 hours or more per week
(Table1). Caregivers said the person with dementiawould likely
make it difficult for them to concentrate for long stretches of
time on the STAR-VTF training materials. When asked to
elaborate, caregivers used expressions such as “needy,”
“constantly interrupts me about things,” and “requires a lot of
attention” to describe the person with dementia. One caregiver
explained what she would need to be able to fully engage with
the STAR-VTF online content:

| would need privacy and to be away. | couldn't bein
the same roomwith my husband [ with dementia] who
wasgiving megrief or being demanding or unpleasant
or whatever. So, | think for me to use the program, |
would have to bein a place where | could presume |
have some privacy and sometime, and it requiresthe
concentration to be able to focus on it and not being
distracted by other things, | think.

Tofacilitatetheir use of STAR-V TF under these circumstances,
caregivers suggested that the online content be broken up into
small chunksthat they could review astime and space permitted.
Caregiversalso suggested having the ability to pause amodule,
if needed, and then be able to pick up where they left off when
they returned to it later.

Having Access to a Designated Provider

Of the aspects of STAR-VTF that we described using
prototypes, of notable interest to caregiverswasthe availability
of a coach to provide support beyond the self-directed online
materials. Caregivers described an unmet need to have access
to a designated health care professional they could turn to for
help when they were experiencing difficulties with BPSD.
According to caregivers, people with dementia receive care
from multiple health care providers within the same practice
area, depending on appointment availability. For example, one
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caregiver described how his wife with dementia had recently
visited 3 different primary care providers, all at different health
care facilities. While these providers were, “real nice, really
good, and really helpful,” the caregiver desired asingle provider
who had direct knowledge of their clinical and caregiving
situation instead of a provider who “doesn’'t have any idea
except what they seein the medical record.” Thus, if caregivers
wereto participatein STAR-VTF, it mattered considerably that
the same coach be assigned to them throughout the duration of
the program. Caregivers described being in extremely stressful
situations that sometimes resulted in them losing their temper,
becoming angry, and yelling at the person with dementia. These
would be the types of situations caregivers would want to share
with the STAR-VTF coach, simply to vent but also to receive
help.

However, caregivers need to trust the coach to feel comfortable
sharing openly and honestly about the caregiving situation.
Caregivers explained that trust would develop only with time
and repeated interactions with the same person. In response to
a question about whether caregivers would be willing to share
with the coach their responses to interactive exercises within
the self-directed online materials, one answered yes but only if
it were consistently the same coach with whom they had a
trusting relationship:

Yes. Here we're talking about a coach that I've been
working with on and on and on because I'mworking
onthe program, right? So, | have developed trust with
the coach. So, yes, | would talk to her about that. But,
I would be a little hesitant if the coach was brand
new, | didn't know her, | didn't have any experience
with her, and then maybe one week this one comes,
but next week she can't come so a substitute comes
and, | mean, | know they're both qualified, but you
don't know the second person and you don't know
whether the trust is there as much as with the first
person.

In addition to having accessto adesignated STAR-V TF coach,
caregivers discussed a desire for this person to have extensive
practice experience working with people with dementia and
their family caregivers. Thisqualification would help caregivers
trust the information provided by the coach.

Discussion

Principal Findings

We found that family caregivers of people with dementia were
interested in the idea of a virtual training program for learning
to manage BPSD. Caregiversin our study reported that health
care providers did not provide adequate education in the early
stages of the disease about the types of personality and
behavioral symptoms that can affect people with dementia
When the person with dementia began experiencing BPSD, it
was unexpected and frustrating for caregivers, since they felt
unprepared to manage the symptoms. For thisreason, caregivers
expressed a strong desire for the health care organization to
offer programs such as STAR-VTF much sooner. When we
interviewed them, many caregivers were reflecting on their
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extensive experience with BPSD, leading them to recommend
STAR-VTF for those with less experience.

Furthermore, the virtual aspect of the training program appealed
to nearly all caregiversin our study. Caregivers were interested
invirtual training because of the convenience of receiving help
from home and a perception that avirtual program would result
inmoretimely help compared with traditional service modalities
(eg, face-to-face visits, calling consulting nurse service). Given
caregivers limited time and privacy for reviewing the
STAR-VTF training materials, they suggested breaking up the
content into small chunks that they could review as time and
space permitted. Finally, caregiversdesired continuity by having
the same STAR-VTF coach assigned to them throughout the
program duration. Collectively, our findings provide a better
understanding of the type of support that caregivers need to
manage BPSD. Our results indicate that caregivers perceived
that features of STAR-VTF could address their needs.

Based on our findings, which were collected during the
intervention design process, weimproved STAR-VTFfor testing
in our pragmatic randomized trial [10]. We incorporated a
feature in the STAR-VTF modules that enables caregivers to
pause the training and continue later from that point. Multiple
members of the research team iteratively reviewed the modules
in atesting environment and identified usability issuesto address
prior to trial recruitment. During the trial, we will collect and
monitor structured responses from caregivers after their
completion of each module to assess perceived usability and
usefulness. Furthermore, we gave each STAR-VTF coach a
designated panel of caregiversto promote continuity of support.
STAR-VTF coaches were trained on the importance of
expressing empathy and offering encouragement during difficult
times, helping caregivers to problem solve specific behavioral
symptoms, referring caregivers to KPWA community resource
specialists to help them find supportive services (eg, respite
care), and helping caregivers learn how to use their electronic
devices to access the STAR-VTF training materials. We were
unable to address caregivers preference to offer STAR-VTF
earlier. Since caregiver outcomes are not tracked within the
EHR, we currently have no pragmatic alternatives to using a
prescription for an antipsychotic medication asasignal for when
a caregiver needs help managing behavioral symptoms and
could benefit from participating in STAR-VTF. New research
is needed on earlier identification of caregivers who are
experiencing problem behaviorsin people with ADRD.

Comparison With Previous Work

While family caregivers may not provide much assistance to
people with dementia in the early stages of disease, Whitlatch
and Orsulic-Jeras[14] arguethat thisisacritical timefor family
caregiversto obtain information and education about the disease,
symptoms, and progression. In our study, caregivers believed
they would have benefited from education about BPSD much
earlier. This finding is consistent with research by Boots et al
[15], which reported that retrospectively, family caregivers of
patients with late-stage disease did not believe they had
sufficient knowledge in the early stages about the manifestations
of dementia. Furthermore, while health care providers are an
important and trusted source of information for family caregivers
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of peoplewith dementia[16], our participants reported that they
did not provide sufficient information about the personality and
behavior changes that people with dementia can experience.
Complementary to our findings, Peterson et al [17] reported
that the perception among caregivers was that health care
providers offer little to no useful information about dementia
and caregiving. In surveys, caregiversalso report that their need
for information on what to expect as dementia progressesis not
met by health care providers[18,19].

STAR-VTF could be offered earlier, before the person with
dementia begins experiencing changes in their behavior, as
caregiversin our study suggested. For example, caregiverscould
learn about the  activators-behaviors-consequences
problem-solving strategy in advance before they need to apply
it. Wald et al [20] observed that family caregivers of people
with dementia requested that information about a variety of
topics (including BPSD and its management) be provided at
thetime of diagnosisrather than when the need arose. However,
in astudy examining the acceptability of structured discussions
about future care during the early stages of dementia,
Orsulic-Jeras et al [21] found that dyads of afamily caregiver
and person with dementia perceived one of the major drawbacks
of the program was di scussing topics that did not apply to their
current situation. For example, study participants stated that
they did not currently have “those conditions’ and were not
currently experiencing problems. Thus, a compromise for
STAR-VTF timing could be to first offer caregivers program
components that are most relevant in the early stages of the
disease (eg, realistic expectations about dementia and possible
BPSD) and reserve components that are narrowly focused on
problem solving for later stageswhen the person with dementia
begins experiencing BPSD. How health care organizations can
identify the optimal point at which caregiver needs for BPSD
management begin to arise and thus offer the problem-solving
components of STAR-VTF is a critical topic requiring future
research. Animportant consideration isnot offering the program
too early, when caregivers deem the training irrelevant, but not
waiting until the situation has escal ated to the point of requiring
antipsychotic medications.

The COVID-19 pandemic has substantially increased interest
in virtual health services. We conducted interviews in the
summer and fall of 2019, prior to the pandemic and the rapid
shift to virtual services. At that time, most caregivers in our
study perceived the virtual aspect of STAR-VTF asan attractive
feature. After viewing low-fidelity protypes of STAR-VTF,
caregivers noted the potential convenience of accessing support
virtualy and receiving timely help. We note that our study
sample was predominantly White and highly educated,
representing US groups with the highest internet usage. Of
White adults, 92% use the internet (compared to 85% and 86%
of Black and Latino adults, respectively), and 98% of
college-educated adults use the internet (compared to 71% of
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adults with less than a high school education) [22]. All
caregiversin our study had internet access at home and owned
devices (eg, laptop, desktop) that would be required for
participation in avirtual training program. A systematic review
of internet-based interventions to support family caregivers of
people with dementia reports that, among family caregivers
with high digital literacy and internet access, such interventions
produce beneficial impacts on caregiver depression, anxiety,
and burden [23].

Limitations

Our study has limitations worth noting. First, we used a
dispensed prescription for an antipsychotic medication as a
proxy for identifying family caregivers dealing with BPSD in
the person with dementia. Thisinclusion criterion likely biased
our study sample toward caregivers caring for a person in the
later stages of dementiawhen BPSD are most prevalent. Their
needs for help in managing BPSD and their perception of the
potential usefulness of STAR-VTF could differ from caregivers
who are caring for a person in the earlier stages of dementia.
However, the experiences of family caregivers in our study
made them especialy knowledgeable about family caregiver
needs regarding BPSD management throughout the disease
trajectory. Second, our sample was of KPWA members living
in 3 western Washington counties that included the Seattle
metropolitan area. As a qualitative study, we did not aim for
generalizability [24]; however, we note that our findings
represent the perspectives of alimited group. KPWA members
are predominantly White and highly educated, so 13 of 15 (87%)
participants were White and none were Latino. Our experience
suggests that Latino KPWA members may be less likely than
non-Latino White members to be prescribed antipsychotic
medications. Future research needs to explore this hypothesis.

Conclusions

Our findings contribute new knowledge about family caregivers
views on participating in a virtual training program for the
management of BPSD. Family caregivers needed information
about BPSD and help in managing it, and they stated that
STAR-VTF had the potential to directly address these needs.
Furthermore, caregivers were attracted to the convenience of
accessing the training virtually. They felt that avirtual training
program would be more beneficia if it were offered early in
their caregiving experience. Accordingly, our findings shed
light on the need for future research to identify the optimal point
at which to offer STAR-VTF. Offering the program too early
risks providing training that isirrelevant to caregivers' current
situation, while offering it too late risks providing training after
caregivers have already spent significant effort problem solving
challenging behaviors on their own. Overall, our findings
provide evidence that family caregivers would likely accept a
program such as STAR-VTF focused on BPSD management
that is offered entirely virtually.
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Abstract

Background: Wearable technology for fall alerts among older adult care recipientsis one of the more frequently studied areas
of technology, given the concerning consequences of falls among this population. Falls are quite prevalent in later life. While
there is a growing amount of literature on older adults’ acceptance of technology, less is known about how caregivers’ attitudes
toward technology can impact care recipients’ use of such technology.

Objective: Theobjective of our study was to examine associ ations between caregivers' attitudes toward technology for caregiving
and care recipients’ use of fall alert wearables.

Methods: This study examined data collected with an online survey from 626 caregivers for adults 50 years and older. Adapted
from the technology acceptance model, a structural equation model tested the following prespecified hypotheses: (1) higher
perceived usefulness of technologies for caregiving would predict higher perceived value of and greater interest in technologies
for caregiving; (2) higher perceived value of technologies for caregiving would predict greater interest in technologies for
caregiving; and (3) greater interest in technologies for caregiving would predict greater use of fall alert wearables among care
recipients. Additionally, we included demographic factors (eg, caregivers and care recipients’ ages) and caregiving context (eg,
caregiver type and caregiving situation) as important predictors of care recipients’ use of fall alert wearables.

Results. Of 626 total respondents, 548 (87.5%) with all valid responses were included in this study. Among care recipients,
28% used fall alert wearables. The fina model had a good to fair model fit: a confirmatory factor index of 0.93, a standardized
root mean square residual of 0.049, and root mean square error of approximation of 0.066. Caregivers perceived usefulness of
technology was positively associated with their attitudes toward using technology in caregiving (b=.70, P<.001) and interest in
using technology for caregiving (b=.22, P=.003). Greater perceived value of using technology in caregiving predicted greater
interest in using technology for caregiving (b=.65, P<.001). Greater interest in using technology for caregiving was associated
with greater likelihood of care recipients using fall alert wearables (b=.27, P<.001). The caregiver type had the strongest inverse
relationship with care recipients’ use of fall alert wearables (unpaid vs paid caregiver) (b=—33, P<.001).

Conclusions:  This study underscores the importance of caregivers attitudes in care recipients technology use for falls
management. Raising awareness and improving perception about technologies for caregiving may help caregivers and care
recipients adopt and better utilize technologies that can promote independence and enhance safety.

(JMIR Aging 2021;4(1):€23381) doi:10.2196/23381
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Introduction

By 2035, adults 65 years and older in the United States are
projected to outnumber children (under 18 years), mostly due
to the continued aging of the Baby Boomer generation [1]. The
proportion of older adults aged 65 years and older will increase
from approximately 1 in 7 today to approximately 1in 5 in
2030, when nearly all Baby Boomers will be of typical
retirement age [2]. The maority of older adults will need
long-term services and support during their lifetime [3]. The
rapid growth of the oldest population (ie, those 85 years and
older), individualswho tend to have more health conditionsand
disabilities, will compound the need for care with maost requiring
some level of care by either paid or unpaid caregivers[4].

According to the American Association of Retired Persons 2020
Report: Caregiving in America [4], caregivers report that the
adults who receive care (care recipients) have more comorbid
conditions that require care for medical and support than was
reported by caregiversin 2015. Increasingly, unpaid caregivers
areturning to assistive intelligent technology and wearablesfor
assistance and support in caregiving [4]. Wearabl e technology
isacategory of electronic devicesthat are worn as accessories,
embedded in clothing, implanted in the user's body, or even
tattooed on the skin. Wearables can be powered by
microprocessors to send and receive data via cellular networks
and the internet [5-7]. Our review of recent literature on
technology and caregiving offered multiple examples of digital
technology adoption by caregivers and care recipients in the
realms of education, care recipient data collection, sensors and
monitoring, clinical caredelivery, and social support [4,6,8-12].
While these studies [4,6,8-12] document the broad array of
categories of digital and technology development, limited
information isavailable about factorsinfluencing carerecipients
technology adoption.

Wearable technology for fall alerts among older adult care
recipients is one of the more frequently studied areas of
technology, given the concerning consequences of falls among
this population. Falls are quite prevalent in later life;
approximately 1in 4 community-dwelling older adultsfall each
year, and 20% of falls result in injury [13]. The conseguences
of fallscan trigger adownward trajectory of dependence among
older adults and can result in increased health care emergency
room visits and hospitalization, staggering health care costs,
and premature death [ 13-15]. Research suggeststhat caregivers
are increasingly interested in purchasing and using wearable
and other monitoring technology to help reduce caregiver
burdens and allow older adults to remain independent in their
own homes [9]. A recent literature review by Stavropoulos et
al [10] included reviews of systematic reviewsand case studies,
including studies in which the aims were to assess if the
caregiver was more comfortable due to the care recipient use
of the wearable and if the care recipient felt more independent
[10-12,16,17].

In recent years, falls have become viewed as preventable with
evidence-based programs hel ping ol der adults prevent and better
manage risk factors associated with falling [18]. Concurrently,
technology tools are being developed to help older adults and
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their caregivers predict and prevent falls [18]. Of particular
interest is the growing market for fall alert systems, which are
intended to help older adults reduce fear of falling and stay
independent by ensuring that help will be availablein the event
of afall. Thereis now aplethora of medical alert systemswith
fall detection, and while there are market comparisons and a
growing amount of literature on older adults' acceptance of
technology, lessisknown about how caregivers' attitudestoward
technology can impact care recipients’ use of such technology
[6,8-12,16,17,19,20].

The objective of this paper isto better understand associations
between caregivers’ attitudes toward technology for caregiving
and care recipients’ use of fall alert wearables.

Based on an adapted framework of the Technology A cceptance
Model (TAM) [21,22], we constructed a structural equation
model to test the following hypotheses: (1) higher perceived
usefulness of technologies for caregiving would predict higher
perceived value of and greater interest in technologies for
caregiving; (2) higher perceived value of technologies for
caregiving would predict greater interest in technologies for
caregiving; and (3) greater interest in technologiesfor caregiving
would predict greater use of fall alert wearables among care
recipients.

We further based our analyses on specific demographic factors
and caregiving contexts available from the data in our survey.
In addition, our analyses were based on the following
subhypotheses, supported in the literature: (1) younger age
among caregivers would predict greater perceived usefulness,
perceived value, and interest in using technology; (2) more
demanding caregiving situations such aslonger caregiving hours
and dementiaamong care recipientswould increase caregivers
interest in technology; (3) ol der age among care reci pientswould
predict greater health care needs and fall risks, hence more need
for and use of fall alert—related technology [22,23]; and (4) use
of or preferencefor using family (ie, unpaid) caregiversis most
likely associated with economic status (ie, the ability to pay for
caregivers) and the availability of unpaid caregivers as well as
carerecipients health conditions[23,24]. Correlatesthat predict
the use of paid versus unpaid caregivers may also influencethe
use of fall alert technologies. Thus, we also examined whether
carerecipients use of fall alert wearables would be associated
with caregiver type (paid or unpaid).

Methods

M odel Construction

For this study, we adapted a validated model of technology
acceptance by users in organizations, based on the TAM and
an updated version (TAM?2) [21,22], to guide the devel opment
of the survey instrument and data analyses to identify factors
influencing caregivers and care recipients use and perceptions
of technologies associated with caregiving. A meta-analysis of
88 studies in different fields [25] indicated that TAM is “a
powerful and robust predictive model” to understand technology
acceptance of usersin various contexts. Davis [26] originally
empirically validated TAM to explain users' willingness to use
new technologies in organizations. In 2015, Maranguni¢ and
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Grani¢ [27] stated that TAM *has evolved to become the key
model in understanding the predictors of human behavior toward
potential acceptance or rejection of the technology.”

In this study, we adapted TAM and TAM2 to build and test a
framework (Figure 1) that includes factorsregarding caregivers
perceptions about how useful and val uabl e technologies might
be in their caregiving activities. The key constructs of TAM
and TAM2, perceived usefulness, attitudes toward using
technology, intention to use, and usage behaviors were adapted
to caregivers perceived usefulness, perceived value of

Vollmer Dahlke et d

technology, interests in using technology, and care recipients
use of technology, respectively. Attitudes toward a behavior
consists of personal evaluation of the specified behavior [27].
In the adapted model, attitudes toward using technology was
adapted to perceived value of using technology in caregiving.
Figure 1 illustrates our adaptation of the TAM2 maodel with its
3 key constructs (caregiver’s perceived usefulness, perceived
value, and interest in using the technology) and other factors
that potentially may directly or indirectly influence care
recipients' use of fall alert wearables.

Figure 1. Initidly hypothesized model predicting care recipient’s use of fall alert wearables. CG: caregiver; CR: care recipient.
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Data Source and Study Participants

This study used a cross-sectional online survey collected from
626 paid and unpaid caregivers for adults 50 years and older.
The caregivers were recruited through an internet panel
(Qualtrics XM) in November 2019. Survey respondents were
eligible to beincluded in this study if they were aged 18 years
or older, were either paid or unpaid, and provided at least 8
hours of care per week for at least one person who was over 50
years of ageand who lived in ahome environment. Therecruited
sample was targeted to resemble the population distribution
across 4 US regions (eg, northwest: 17.2%; midwest: 20.9%;
west: 23.8%; south: 38.1%) based on 2018 census data[28]. In
addition to quotas by regions, quotasampling was predetermined
for gender (approximately 75% female and 25% male), age (at
least 50% of the sample 50 yearsand older), and race (maximum
60% White) to account for the known demographic
characteristics of caregivers for middle-aged and older adults
in the United States [4]. The survey design and study
implementation were submitted to the Texas A&M University
institutional review board and received approval for exemption
(IRB2019-1128M).

http://aging.jmir.org/2021/1/e23381/
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Variables

Caregiver’s perceived usefulness of technologiesin caregiving
was measured using 6 items on the extent technology hel pswith
(1) reducing the caregiving burden in the future; (2) enabling
the care recipient to live more independently; (3) enabling
caregiver to have a better quality of life; (4) improving the
caregiver’srelationship with their care recipient; (5) improving
communication with the care recipient’s family and friends;
and (6) improving communications with the care recipient’s
health care team. Each item was measured on a 0-to-100-point
dider, with higher scoresindicating greater perceived useful ness.
For the 6 items, Cronbach a=.92. The Kaiser-Meyer-Olkin
measure was 0.89, and the Bartlett test of sphericity
(x%,5=2458.77, P<.001) suggested that the datawere appropriate
for factor analysis. Exploratory factor analysis showed that the
6 items adequately loaded onto one construct (eg, scree plot
and eigenvalues). Average variance extracted was 0.67
indicating that the construct sufficiently explains the item
variances.

Caregiver’s attitudes toward various safety-related technology
for caregiving was assessed by asking perceived value of (1)
watches and wearablesthat enable emergency callsand provide
easy to use communications with family members; (2) cameras
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and alerts to make the house safe; (3) wearable technology to
track care recipient health conditions (eg, breathing, pulse, and
blood pressure); (4) watches and wearable sensors to monitor
and send emergency alerts about falls; (5) watches and sensors
that provide care recipient's location; and (6) wearables and
sensors that alert if care recipients are at risk for falls. The
survey respondents rated perceived value of each technology
on a0-to-100-point slider, with higher scoresindicating greater
perceived value of thetechnology in caregiving. For the 6 items,
Cronbach a was .91. The Kaiser-Meyer-Olkin was 0.90, and
Bartlett test of sphericity was statistically significant
(X%15=2130.27, P<.001). Exploratory factor analysis showed
that the 6 items adequately loaded onto one construct. Thelevel

of variance captured by the construct was considered acceptable
with average variance extracted of 0.64.

Two items were used to measure caregiver’'s interest in using
technology for tracking their care recipient’s location and
providing aerts if their care recipient is at risk for afal. The
valid response range for the 2 items was 0 to 100 points, using
adlider with higher scores indicating greater interests in using
the technology. The Spearman-Brown reliability estimate for
the 2 itemswas 0.75.

The online survey collected sociodemographic characteristics
of caregivers and caregiving context, as well as the caregiver's
oldest care recipient’s age, dementia diagnosis status, and use
of fall alert wearables (eg, pendant or other wearable to alert
othersthat afall has occurred). Sociodemographic characteristics
of caregiversincluded agein years, gender, race/ethnicity, place
of residence (rural vsurban), education (associate degree or less
education vs bachel or degree or higher education), employment
status (employed for wages or self-employed vs other), previous
year's household income (<US $50,000 vs =$50,000), and
financia stress (ie, “In general, how do your finances usually
work out at the end of the month? Do you find that you usually:
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end up with some money |eft over/have just enough money to
make ends meet/not have enough money to make ends meet?’).
Self-reported zip codes were approximated to the census
tract—based rural-urban commuting area codes [29].
Caregiving-related information included caregiving type
(informal or unpaid vs formal or paid) for the oldest care
recipient and the number of weekly hours of caregiving for the
oldest care recipient.

Statistical Analyses

Characteristics of the study’s caregivers, their care recipients,
and caregiving contexts, aswell as caregivers' attitudes toward
using technol ogy in caregiving, were described using mean and
standard deviation or frequency and percentage. Independent
group comparison (eg, 2-tailed independent t test or chi-square
test) was used to compare each described characteristic by care
recipient’suse of fall aert wearables. Next, astructural equation
model was performed to test the hypothesized model (Figure
1). Goodness of fit was determined using confirmatory factor
index (CFI), root mean square error of approximation (RMSEA),
and standardized root mean square residual (SRMR)—good to
fair was defined as CFI>0.90, RM SEA<0.08, and SRMR<0.08.
Modification indices were also reviewed to explore potential
model improvements. Figure 2 shows the final model used in
this study. All statistical analyses were performed using SAS
(version 9.4, SAS Institute) and with only included the
caregivers who had valid data on all variables used in the
structural equation model (548/626, 87.5%). Given potential
differences between paid and unpaid caregivers, theindependent
group comparison was conducted to compare each described
characteristic by caregivers' paid status (M ultimedia Appendix
1), and the hypothesized model (after excluding caregiver
payment status) was tested separately among the paid (116/548,
21.2%) and unpaid (432/548, 78.8%) caregivers (Multimedia
Appendix 2 and Multimedia Appendix 3).
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Figure 2. Revised model predicting care recipient’s use of falls alert wearables. CG: caregiver; CR: care recipient. * P<.05; **P<.001.
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Results

Study Population

Table 1 describes the characteristics of the caregivers and care
recipients and the caregiving context. The mean age of the
caregivers was 58.1 (SD 14.1) years, and the majority were
females (417/547, 76.2%), non-Hispanic White (354/545,
65.0%), from an urban area (500/547, 91.4%) and had some
collegeor higher educational attainment (420/548, 76.6%). Over
43% (237/548) were employed for wages or self-employed, and
slightly more than half (279/548) had atotal household income
less than $50,000 in 2018. Approximately 55% (296/542) of
caregivers reported some level of financial stress (ie, having
just enough money to make ends meet or not having enough
money to make ends meet). The mean age of care recipients
was 74.5 (SD 11.93) years, and 23.4% (128/548) of caregivers
reported their care recipient was diagnosed with dementia. The
majority of the caregiverslived with the care recipient (311/548,
56.8%), were unpaid for the care or assistance they provided to
their care recipients (432/548, 78.8%), and a reported weekly
average of 37.5 (SD 28.98) hours providing care.
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Fewer than 28% (153/548) of the study’s care recipients used
a fall aert wearable. In a bivariate analyses comparing
caregiversfor those who do not usefall aert wearablesto those
who do use fall alert wearables found that the caregivers of
those who used fall alert wearables were significantly younger
(P<.001), less likely to be non-Hispanic White (P=.005), and
under financia stress (P=.003). They were also more likely to
be employed for wages or self-employed (P<.001). Furthermore,
the care recipients who used fal alert wearables were
significantly older (P<.001) and more likely to have dementia
(P=.01) than those not using fall alert wearables. Caregivers of
thosewho used fall alert wearablesreported fewer weekly hours
of caregiving (P=.002) and were also significantly less likely
to be an unpaid caregiver (P<.001) or to live with the care
recipient (P<.001). Caregiversof carerecipientsusing fall alert
wearables had significantly greater perceived usefulness
(P<.001), perceived vaue (P<.001), and interest (P<.001) in
using technology in caregiving than caregivers of those not
using fall alert wearables.
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Table 1. Characteristics of the study respondents and caregiving context and caregivers' attitudes toward using technology in caregiving.

Characteristic All (N=548) Care recipients using fall Carerecipientsnot usingfal  p 4 ,c?
alert wearables (n=153) alert wearables (n=395)
Age (years), mean (SD) 58.1(14.07) 53.2 (16.58) 59.8 (12.90) <.001
Gender, n (%) 71
Female 417 (76.2) 115 (75.2) 302 (76.6)
Male 131 (23.8) 38(24.8) 93 (23.4)
Race/ethnicity, n (%) .005
Non-Hispanic White 354 (65.0) 82 (53.6) 272 (69.4)
Non-Hispanic Black 93(17.1) 38(24.8) 55 (14.0)
Non-Hispanic Asian 35(6.4) 10(6.5) 25 (6.4)
Non-Hispanic other races 9(1.7) 2(13) 7(1.8)
Hispanic 54 (9.9) 21(13.7) 33(8.4)
Education level, n (%) 87
High school or lower 128 (23.4) 35(22.9) 93 (23.5)
Some college or higher 420 (76.6) 118 (77.1) 302 (76.5)
Employment status, n (%) <.001
Employed for wages or self-employed 237 (43.2) 96 (62.7) 141 (35.7)
Not employed for wages, not self-employed 311 (56.8) 57 (37.3) 254 (64.3)
Household income, n (%) 72
Less than US $50,000 279 (50.9) 76 (49.7) 203 (51.4)
More than US $50,000 269 (49.1) 77 (50.3) 192 (48.6)
Financial stress, n (%) .003
End up with some money left over 246 (45.4) 79 (52.3) 167 (42.7)
Have just enough money to make ends meet 212 (39.1) 61 (40.4) 151 (38.6)
Not have enough money to make ends meet 84 (15.5) 11 (7.3) 73(18.7)
Residence, n (%) .29
Rural 47 (8.6) 10 (6.5) 37 (9.4)
Urban 500 (91.4) 143 (93.5) 357 (90.6)
Carerecipient
Age (years), mean (SD) 745 (11.93) 77.2 (12.21) 73.5 (11.95) <.001
Having dementia, n (%) .01
Yes 128 (23.4) 47 (30.7) 81 (20.5)
No 420 (76.6) 106 (69.3) 314 (79.5)
Caregiving context
Paid for caregiving <.001
Paid caregiver 116 (21.2) 68 (44.4) 48(12.2)
Unpaid caregiver 432 (78.8) 85 (55.6) 347 (87.8)
Weekly hours of caregiving®, mean (SD) 375 (28.98) 31.3(23.83) 39.3 (30.00) 002
Living with the carerecipient, n (%) <.001
Yes 311 (56.8) 53 (34.6) 258 (65.3)
No 237 (43.2) 100 (65.4) 137 (34.7)

Caregivers attitudes’, mean (SD)
Perceived usefulness 58.3 (25.57) 68.2 (21.94) 54.5 (25.86) <001
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Characteristic All (N=548) Care recipients using fall Carerecipientsnotusingfal p yque?
alert wearables (n=153) alert wearables (n=395)
Perceived value 63.5(27.22) 73.6 (20.48) 59.5 (28.48) <.001
Interest 59.2 (30.40) 72.6 (26.02) 54.0 (30.40) <.001

8Results from unadjusted independent group comparison between the group, in which care recipients use fall alert wearables, and another group, in

which care recipients do not use fall alert wearables.
bTotal weekly hours of caregiving was capped at 100 hours.

SValues ranged from 0 to 100, with a higher value indicating greater perceived usefulness, greater perceived value, or moreinterest in using technology

in caregiving.

Model Fit and Refinement

Goodness of fit, of the model shown in Figure 1, indicated
good-to-fair model fit (CFl 0.93, SRMR 0.049, RM SEA 0.067).
All hypothesized paths were statistically significant, except for
the paths from age to perceived value (P=.73) and interests
(P=.15) in technology in caregiving. Removing these 2
statistically insignificant paths did not change the direction or
statistical significance of other paths in the model, and only
minimal changes in the parameter estimates were observed,
although the second model, shown in Figure 2, goodness-of -fit
remained good-to-fair (CFl 0.93, SRMR 0.049, RM SEA 0.066).

Path Coefficients

Figure 2 presents the standardized path coefficients of thefinal
structural equation model. Caregivers perceived usefulness of
technology was positively associated with their attitudestoward
using technology in caregiving (b=.70, P<.001) and interests
in using technology for caregiving (b=.22, P=.003). Greater
perceived value of using technology in caregiving predicted
greater interests in using technology for caregiving (b=.65,
P<.001). Greater interests in using technology for caregiving
was associated with greater likelihood of care recipients using

fall aert wearables (b=.27, P<.001). Younger age of caregivers
predicted greater perceived usefulness (b=—14, P<.001). Care
recipients of unpaid caregivers were less likely to use fall alert
wearables (b=—33, P<.001) than care recipients of paid
caregivers. Fewer caregiving hours (b=—07, P=.03) and
presence of dementia among care recipients (b=.12, P<.001)
predicted greater interests in using technology for caregiving.
Care recipients’ age was positively associated with the use of
fall alert wearables (b=.11, P=.004).

Table 2 presents direct and indirect effects of caregivers' age
and attitudes and caregiving context on care recipients’ use of
fall alert wearables. Interms of total effects, caregivers’ interests
in using technology for caregiving had the strongest positive
effects on care recipients’ use of fall alert wearables (b=.27,
P<.001), followed by caregivers perceived usefulness of
technology in caregiving (b=.18, P<.001), and caregiver's
attitudestoward using technology in caregiving (b=.17, P<.001).
The strongest inverse relationship was with caregiver type
(unpaid vspaid caregiver) (b=—33, P<.001). Whilethe observed
total effectswere statistically significant, the magnitudes of the
relationship tended to be weaker for hours of caregiving (b=—02,
P=.046), caregiver's age (b=—03, P=.003), and care recipient
having dementia (b=.03, P<.001).

Table 2. Direct, indirect, and total effects of each predictor on care recipient’s use of fall alert wearables.

Variable Direct effects Indirect effects Total effects
b? (SE) P value b (SE) P value b (SE) P value

Caregivers' perceived usefulness of technology in caregiving 0 N/AP .18 (0.03) <.001 .18 (0.03) <.001
Caregivers' attitudes toward using technology in caregiving 0 N/A .17 (0.03) <.001 .17 (0.03) <.001
Caregivers interestsin using technology in caregiving .27 (0.04) <.001 0 N/A .27 (0.04) <.001
Caregivers age 0 N/A —.03(0.009) .003 —.03(0.009) .003
Unpaid caregiver (vs paid caregiver) -33(0.04) <.001 0 N/A -33(0.04) <.001
Hours of caregiving 0 N/A -02(0.01) .046 -02(0.01) .046
Care recipient having dementia 0 N/A .03 (0.01) <.001 .03 (0.01) <.001
Carerecipients’ age .11 (0.04) .004 0 N/A .11 (0.04) .004

standardized estimates.
BN/A: not applicable.

Paid and Unpaid Caregivers

As shown in Table 1, nearly 79% (432/548) of the caregivers
were unpaid. Multimedia Appendix 1 shows the comparison of
caregiver and care recipient’s characteristics based on
caregivers paid status. Compared to unpaid caregivers, paid
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caregivers were younger (48.0 years vs 60.8 years, P<.001);
less likely to be non-Hispanic White (P<.001), having some
college or higher educationa attainment (P<.001), and living
with the care recipients (P<.001); and more likely to be
employed (P<.001). The oldest carerecipients of paid caregivers
weremore likely to have dementiathan the oldest carerecipients
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of unpaid caregivers (P<0.001). There were statistically
significant differencesin the self-reported financial stressamong
paid and unpaid caregivers (P=.034). While there were 38.3%
(44/115) and 49.6% (57/115) of paid caregivers having some
money left over and having just enough money to make ends
meet, respectively; there were 47.3% (202/427) and 36.3%
(155/427) of unpaid caregivers having some money left over
and having just enough money to make ends meet, respectively.
Paid caregivers reported significantly greater perceived
usefulness (P=.002) and interests (P=.004) in using technology
in caregiving than caregivers of those not using fall alert
wearables.

The model fit among paid caregiver wasfair (CFl 0.93, SRMR
0.076, and RMSEA 0.062) and was comparable to the
comprehensive model (CFl 0.93, SRMR 0.049, and RMSEA
0.066). The 3 prespecified hypotheses remained statistically
significance, and corresponding path coefficients were
comparableto the comprehensive model (Multimedia Appendix
2 shows the model among paid caregivers and Figure 2 shows
the comprehensive model). Paid caregivers’ perceived usefulness
of technology in caregiving was positively associated with
perceived value of (b=.67, P<.001) andinterest in (b=.36, P=.02)
technology for caregiving. Higher perceived val ue of technology
for caregiving was predicted greater interest in technologiesfor
caregiving (b=.65, P<.001); and greater interest in technologies
for caregiving predicted greater use of fall alert wearablesamong
care recipients (b=.21, P=.02). None of the 4 subhypotheses
remained statistically significant among paid caregivers.

The model fit among unpaid caregivers was good to fair (CFI
0.93, SRMR 0.051, and RMSEA 0.069) and was comparable
to that of the comprehensive model (CFl 0.93, SRMR 0.049,
and RM SEA 0.066). All path coefficients remained statistically
significant, and path coefficients were comparable to the
comprehensive model (Multimedia A ppendix 3 showsthe model
among unpaid caregiversand Figure 2 showsthe comprehensive
model). Unpaid caregivers’ perceived usefulness of technology
was positively associated with their attitudes toward using
technology in caregiving (b=.71, P<.001) and interestsin using
technology for caregiving (b=.17, P=.03). Greater perceived
value of using technology in caregiving predicted greater
interests in using technology for caregiving (b=.67, P<.001).
Greater interests in using technology for caregiving was
associated with greater likelihood of care recipients using fall
alert wearables (b=.31, P<.001). Younger age of unpad
caregivers predicted greater perceived usefulness (b=—13,
P=.005). Fewer caregiving hours (b=—09, P=.02) and presence
of dementia among care recipients (b=.13, P<.001) predicted
greater interests in using technology for caregiving. Care
recipients’ age was positively associated with the use of fall
alert wearables (b=.11, P=.02).

For both paid and unpaid caregivers, caregiver’sinterest in using
technology for caregiving had the strongest positive effects on
care recipient’s use of fall alert wearables (b=.21, P=.023 in
paid caregivers, and b=.31, P=.028 in unpaid caregivers),
followed by other attitudinal variables. Estimated total effects
of caregiver’s perceived usefulness of technology in caregiving
was b=.16 (P=.032) in paid caregivers and b=.20 (P<.001) in
unpaid caregivers; and estimated total effects of caregiver's
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attitudes toward using technology in caregiving was b=.13
(P=.036) in paid caregivers and b=.21 (P<.001) among unpaid
caregivers.

Discussion

Principal Findings

From our analyses, we have demonstrated that the adapted
TAM2 concepts of caregivers provide support for our
hypotheses about care recipients’ use of fall alert wearables,
which is reflective of previous literature [12,20-25,30]. Our
model demonstrated that both high perceived usefulness and
value of technology for caregiving was associated with greater
interest in technologies for caregiving and that greater interest
in technology for caregiving was predictive of greater use of
fall alert wearables among care recipients, although only 28%
(153/548) of our study’s care recipients used fall aerts. While
statistically significant, our results suggested that younger age
among caregivers was among the less powerful predictors of
perceived use, attention and interest in technology for
caregiving.

Our results demonstrated that the strongest predictor of care
recipients’ use of fall alert wearable was the type of caregiver
and that care recipients with paid caregivers were more likely
to use this type of technology than care recipients with unpaid
caregivers. While not expected, this may reflect the scenario
where the path of caregiving for older adults typically begins
with a family member or unpaid caregiver who livesin close
proximity to the care recipient and provides human monitoring.
Concerns for falls often results in investment in fall aert
wearables for older adults living independently [9].

Our subhypothesis that more demanding caregiving situations,
including longer hours of caregiving and instances of dementia
among care recipients, was partialy supported in thisstudy. As
hypothesized, dementiaamong care recipients positively predicts
their use of fal alert wearables. However, contrary to our
hypothesis, fewer caregiving hours was associated with care
recipient’suse of fall alert wearables. A potential interpretation
may be that caregivers providing fewer hours of care could be
more inclined to use wearables to compensate for longer
durations of nonsupervised time. According to the subgroup
analyses based on caregiver's payment status, the statistical
significance of the subhypotheses arelikely to belargely driven
by unpaid care recipients, who constituted almost 79% (432/548)
of the total analytic sample. While caregiver’s attitude toward
technology in caregiving were significantly associated with care
recipient’s use of fall aert wearables in both paid and unpaid
caregivers, caregivers and care recipients age, and caregiving
situations were significantly associated with care recipients
use of fall alert wearables only among unpaid caregiver
participants. The smaller sample size of paid caregivers may
have limited the statistical power of the model. Another potential
explanation is the differential involvement of paid and unpaid
caregiversin caregiving decisions [29].

There isrelatively little research that examines how caregivers
and their care recipients (either paid or unpaid) actually usefall
alert technology intheir everyday lives or how such experiences
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may affect their safety and well-being. The little research that
existsislimited in scale, often focused on care recipients with
dementia and on cross-sectional interview methodologies
focused on the adoption of the wearable fall aert technology
[12,31-38]. Limited attention is typically given to how
caregivers and their care recipients use wearable fall alert
technology as their care and support needs change over time.
In contrast, astudy by van Heek et al [39] provided an empirical
examination of caregivers acceptance of assistive technologies.
However, van Heek et a [39] focused on design perspectives
including gathering of data, data access, and storage duration,
aswell as perceived benefits and barriers, in order to integrate
caregivers perspectivesinto design of technologies. Our results
align with those of other recent studies [38-46] showing that
there is a greater likelihood for adoption and use of fall alert
wearables among care recipients with dementia, which is
assumedly negotiated by the caregiver as a result of care
recipient incapacity.

Limitations

There were some limitations to our study. First, our caregiver
population in the panel-based survey may not be representative
of the caregiver population across the United States, despite our
best efforts. While we have used quota sampling to match the
distribution of key characteristics (eg, geographical region, age,
gender, and race), this online sample excludes caregivers without
access to internet and related technology (eg, computer,
smartphone, or tablets). We assume that respondentswere more
willing to sign up to participate because they are comfortable
with technology. Thus, caregivers who do have online access
but are not as comfortable with technology may have elected
not to participate. We al so excluded caregiverswho might have
had online access but who had limited English proficiency.
While we asked participants to self-identify as either paid or
unpaid, there was no way to tell if there were subsets of unpaid
caregivers who received some sort of stipend or benefit. With
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our cross-sectional design, it was not possible to draw
conclusions about the causality between attitudes, caregiving
contexts, and use of fall aert wearables. Additionally, the
proposed model islimited by lack of potential factors, such as
perceived ease of use for specific technology, fall history, and
interpersonal  relationships between caregivers and care
recipients. In addition, the care recipients use of fall alert
wearables were proxy-reported by caregivers, a further study
using direct observation or self-reported measure by care
recipients could supplement the proxy-reported evidence. More
information on the types of technology and how the specific
technologies are used would help establish circumstantial data
to set out recommendations for practice and policy. Future
research using in-depth interviews with caregivers to explore
the nuances of technology adoption would be instructive for
understanding more about the context driving our quantitative
research findings. Despite these limitations, we believe our data
and analyses provide important new information on how
caregivers attitudes and values about technology influence
adoption about the use of fall alert wearables for the protection
and safety of their care recipients.

Conclusion

With this study, we have taken a small step in addressing the
knowledge gap about how caregiver attitudes affect adoption
of assistive intelligent technology such as wearable fall aert
technologies in caregiving, but much remains to be learned.
With the growth of the aging population over the forthcoming
years, and the anticipated rise of the occurrence of fals and
related injuries based on the increasing numbers of older
Americans, the caregiving workforce will benefit from advanced
and effective technologies used in caregiving. It will continue
to be crucial for public health researchersto keep pace with the
advances of technology and maintain an advocacy role for both
caretakers and care recipients in the adoption and use of
technology to support their health and wellbeing.
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Abstract

Background: Cancer isadisease that predominantly affects older adults, and several organizations recommend the completion
of a geriatric assessment to help with cancer treatment decision-making. Owing to a shortage of geriatric teams and the vast
number of older adults diagnosed with cancer each year, a web-based geriatric assessment may improve access to geriatric
assessment for older adults. We systematically reviewed the literature to obtain the latest evidencefor the design of our web-based
geriatric assessment tool Comprehensive Health Assessment for My Plan.

Objective: Thisreview aimed to probe the following questions: what isthe impact of providing health test resultsto older adults
in aweb-based environment without the presence of a health care provider for patient-centered outcomes, including satisfaction,
perceived harm, empowerment, quality of life, and health care use (eg, hospitalization, physician visits, emergency room visits,
and costs), and what recommendations do ol der adults and devel opers have for designing future apps or websites for older adults?

Methods: This systematic review was guided by the PRISMA (Preferred Reporting ltems for Systematic Reviews and
Meta-analysis) statement. Studieswere limited to publicationsin English that examined aweb-based tool that provided test results
to older adults (aged =65 years) without the presence of a health care provider. A health sciences librarian performed the search
on November 29, 2019, on the following electronic databases. MEDLINE, Embase, CINAHL, PsycINFO, and the Cochrane
Library. The quality of the included studies was assessed using the Mixed Methods Appraisal Tool Version 2018. The findings
are summarized narratively and in tabular format.

Results. A total of 26,898 titles and abstracts were screened by 2 independent reviewers, of which 94 studies were selected for
afull-text review, and 9 studies were included in this review. There were only 2 randomized controlled trials of high quality that
explored the effects of receiving health care results on the web via eHealth tools for older adults or provided evidence-based
recommendations for designing such tools. Older adults were generally satisfied with receiving screening results via eHealth
tools, and several studies suggested that receiving health screening results electronically improved participants’ quality of life.
However, user interfaces that were not designed with older adults in mind and older adults’ lack of confidence in navigating
eHealth tools proved challenging to eHealth uptake and use. All 9 studiesincluded in this systematic review made recommendations
on how to design eHealth tools that are intuitive and useful for older adults.
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Conclusions: eHealth tools should incorporate specific elements to ensure usability for older adults. However, more research
isrequired to fully elucidate the impact of receiving screening and results via eHealth tools without the presence of a health care

provider for patient-centered outcomes in this target popul ation.

(JMIR Aging 2021;4(1):€24092) doi:10.2196/24092
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Introduction

Background

For older adults with cancer, several organizations recommend
the completion of a geriatric assessment to help with cancer
treatment decision-making [1,2]. A geriatric assessment consists
of saveral questionnaires and teststhat assessthe medical, socid,
and psychological functioning of older adultsto determine what
interventions could be implemented to optimize their health and
well-being [3]. However, owing to the shortage of geriatric
teams and the large number of older adults diagnosed with
cancer each year, access to a geriatric assessment remainsto be
limited. A web-based geriatric assessment may improve access
for older adults. Although afew web-based geriatric assessment
tools have been developed [4-6], these tools do not provide
older adultswith their test resultswithout ahealth care provider
being present. In addition, these tool swould not increase access
to a geriatric assessment because they still require the input of
health care professionals, who are currently in low supply and
high demand. Our overarching aim is to review the literature
to devel op aweb-based geriatric assessment, the Comprehensive
Health Assessment for My Plan (CHAMP), which will provide
test results directly to older adults and help triage patients who
arein greater need of geriatric consultation. To best design the
CHAMP tool, we were interested in understanding the impact
of receiving health test results in a web-based environment
without the presence of a health care provider on older adults.
We were also interested in consolidating the recommendations
made by older adults and website developers for designing
web-based tools for older adults. Therefore, we systematically
reviewed the literature to obtain the latest evidence to inform
the future design of our CHAMP tool.

As older adults with multiple comorbidities make up an
increasing proportion of the population, thereisagrowing focus
on equipping these patients with the tools needed to manage
their own health. The aim is to provide patients with a sense of
control over their medical conditions and decrease hedlth care
utilization [7]. Older patients particularly value the ability to
manage their health independently at home, and minimizing
reliance on health care resources, such asemergency roomsand
inpatient units, is therefore an important outcome measure
[8-10]. One strategy to meet these needs is the development of
web-based health management tools that can be linked to
patients' eHealth records and accessed from personal devices
(such as smartphones, tablets, and laptops). A wide variety of
eHealth tool s have been devel oped [5-7,11]). For example, some
enable patients to view results of laboratory and imaging tests
[11], whereas others provide customized health care advice or
allow patients to communicate directly with members of their
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health care team [12]. Web-based tools have also been
developed for the management of specific medical conditions
such as cardiovascular disease [13] and diabetes [14]. The
adoption of these resources was found to improve patient
outcomes in these studies. In a small study of 169 computer
users aged 50 years and older, Zettel-Wattson and Tsukerman
[15] discovered that 90% of participants found patient portals
helpful for managing their health and 80% felt that portals gave
them control over their health. A systematic review by Ferreira
et a [16] showed that providing patients access to their
electronic medical records improved patient understanding of
their disease and helped break down barriers in the
physician-patient relationship.

Despite the number of eHealth tools and their potential to
enhance patient care, barriers exist to widespread adoption,
especially among patients older than 65 years. Previous studies
have cited concerns about privacy and security, lack of access
to technology, low computer literacy, high computer anxiety,
complex user interfaces, and concerns about losing face time
with heslth care providers askey factorsthat prevent older adults
from routinely using eHealth management systems [7,17-20].
Disparitiesin uptake have also been found based on age group,
ethnicity, education level, and physical and cognitive abilities
[7,18,21].

Studies have varied in their conclusions about optimal eHealth
tool design, and few have offered specific recommendations to
address these barriers. Some authors suggest that complete
medical records, medication lists, test results, and
condition-specific health advice are consistently appreciated by
patients accessing web-based portals[15,17,22]. Khan et a [23]
studied perceptions of a medication management system and
found that participants enjoy visual representations of data but
would also like accompanying text descriptions to fully
understand their meaning. Furthermore, some patients desire
the ability to receive appointment reminders, refill medications,
or communicate with health care professionals through secure
messaging. However, the impact of various designs on
patient-centered outcomes remains to be fully explored [24].

Objectives
To best design the CHAMP tool to deliver geriatric assessment

results to older adults with cancer, our review questions were
asfollows:

1. What is the impact of websites and apps providing health
test results to older adults in a web-based environment
without the presence of a heath care provider for
patient-centered outcomes such as satisfaction,
empowerment, quality of life, and health care use (eg,
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hospitalization, physician visits, emergency room visits,
and costs)?

2. What recommendations do older adults and devel opers have
for designing future apps or websites for older adults?

We were most interested in understanding the impact of
receiving health care screening and test resultsin the electronic
environment on patient-centered outcomes such as satisfaction,
empowerment, and quality of life compared with cancer-specific
outcomes such as progression-free survival because we expect
that the results of thisliterature review will be applicableto the
care of older adults in many other fields of medicine, not just
oncology. Furthermore, in geriatric oncol ogy, factors other than
progression-free survival and other cancer-specific outcomes
are of substantial importance. Quality of life, overall functioning,
and health care use have become increasingly important from
the patient’s viewpoint. Hence, it is both of service to the
patientsthat we carefor, and to other providers of carefor older
adults to understand the impact of receiving health resultsin a
web-based environment from the patient perspective [25,26].

M ethods

Review Methodology

We used systematic review methodology according to the
Cochrane Handbook [27] and guided by the Preferred Reporting
Items for Systematic Reviews and Meta-analyses (PRISMA)
statement [28].

Search Methods

Database searcheswere conducted by ahealth scienceslibrarian
(MG) in Ovid MEDLINE, Ovid Embase, EBSCO CINAHL
Pluswith Full Text, Ovid PsycINFO, and the Cochrane Library
using the Wiley interface. A combination of database-specific
subject headings and text word searches was used to search for
concepts included in our population intervention comparator
outcomes search with publication date limits applied to identify
articles published in the last 10 years. Keywords included
“telehealth,” “eHealth” or “mHealth” or “mobile health” or
“digital health” or “telecommunications’ or “electronic mail”
or “cell phone” or “smartphone” or “Internet” or “Mabile
Applications,” “older adults,” and “aged.” Although a geriatric
assessment is not the same as a patient portal (the former isa
health assessment, whereas the latter is a web-based shared
medical record), we expanded the search to include portals to
identify any studies that looked at the impact of providing test
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resultsweb-based on older adults’ health outcomes. Theresults
of this search wereimported with other search results. Published
filterswere applied to limit the publication type to randomized
controlled trials (RCTs) [29-32]. See Multimedia Appendix 1
for the MEDLINE search. The searcheswere run on November
29, 2019, and the search period was from January 1, 2009, to
November 29, 2019. The search period was limited to 2009
onward to ensure that any apps and website or design
recommendationswould still berelevant aseHealthisarapidly
developing field. Publications in English were eligible for
inclusion. Reference lists of included studies were reviewed to
identify any additional relevant studies.

Papers were included if the following criteria were met:

« Included a population of older adults (aged above 65 years
or the mean or median age in the study population was
above 65 years, or if younger, subgroup analysis of those
above 65 years was reported)

« Included an intervention in which older adults received
results of health screening or tests completed in aweb-based
environment or eHealth (not including live chats with
nurses, therapists, or doctors to go over test results)

- Compared the intervention to receiving the results of tests
or screening in person from a health care provider or had
no control group

« Focused on the following intervention outcomes: (1)
patient-centered outcomes such as satisfaction, perceived
harm, anxiety, depression, distress, empowerment, and
quality of life; (2) health care use (eg, hospitalization,
physician visits, emergency room visits, and costs); and (3)
patient understanding of instructions of the tool used or
provided recommendations on how to design eHealth tools
for older adults

Study Selection

We included studies through a two-step process (see Figure 1
for our PRISMA flowchart). First, abstracts and titles were
screened by two independent reviewers. Then, all potentialy
relevant full-text articles were reviewed for study inclusion by
two independent reviewers. We used the Covidence software
[33] to facilitate the study selection process. In case of
disagreements, a third reviewer reviewed the abstract or full
text, and a consensus decision was made whether to include or
exclude the study.
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Figurel. PRISMA (Preferred Reporting Items for Systematic Reviews and Meta-analyses) flowchart for study selection.
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Data Abstraction

We used standardized data collection forms developed by the
research team using Excel. Data were abstracted by two
reviewers independently and compared. The information that
was abstracted included characteristics of the study population,
study design details, details of theintervention (app or website),
the methodol ogy used to devel op the app or website, detailson
the app or website, the impact of receiving web-based results
for patients (on the af orementi oned patient-centered outcomes),
and details on the analyses used. For papers referring to a
published study protocol, we obtained the study protocol paper
to obtain the full methodological details of the study. After data
abstraction, we had the missing information from all 9 studies.
We contacted the authors of al the studies via email to inquire
about missing information, and authors of 4 studies responded.
As the studies were heterogeneous in design, intervention
delivered, and outcome measures used, we summarized the
abstracted data qualitatively because a meta-analysis was not
possible.

Quality Assessment

We assessed the quality of theincluded studies using the Mixed
Methods Appraisal Tool (MMAT) version 2018 [34-36]. MMAT
is a quality assessment instrument that is useful for assessing
qualitative, quantitative, and mixed methods studies. We noticed
that several studies included a qualitative component (eg,

https://aging.jmir.org/2021/1/€24092
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multimethods and mixed methods studies); therefore, we chose
to use MMAT over Cochrane Risk of Bias tool, which is not
able to review these qualitative components. We used MMAT
to review study quality, but we did not exclude any study based
on the score as our aim was to understand all the evidence that
was available and use that for our development of aweb-based
geriatric assessment.

Data Analysis

We summarized the results using a narrative descriptive
synthesizing approach. A pooled analysis was not conducted
because of heterogeneity in study inclusion criteria,
interventions, and outcomes.

Results

Description of Included Studies

Of the 9 studies included in this review, 4 were qualitative
studies [37-40], 2 were RCTs [41,42], 2 were mixed methods
studies[43,44], and 1 was aquasi-experimental controlled study
[45]. Overdll, 8 studies were conducted in the United States
[37-42,44,45], whereas 1 was a multinational study conducted
in Western Europe [43]. All 9 studiesincluded in this systematic
review were published between 2015 and 2019. The sample
size of the studiesranged considerably, with qualitative studies
ranging from 24 to 44 participants[37-40] and the RCTsranging
from 50 to 272 participants [41-43]. The mixed methods study
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ranged from 88 (47 for the focus group and 41 for the pilot trial)
[43] to 123 participants (23 for the focus group and 100 for the
phone survey) [44], whereas the quasi-experimental study had
200 participants [45]. In addition, 4 studies evaluated the
attitudes and experiences of older adults with patient portals
[38,39,44,45], 2 studies tested web-based apps developed to

McLean et d

deliver condition-specific (eg, cancer, cardiovascular disease)
interventions[37,43], 1 study tested a user interface for ahome
health website [40], 1 tested aweb-based decision aid [42], and
1 tested a theory-based patient portal training program [41]. A
summary of the characteristics of each study included in this
systematic review is shown in Table 1.

Table 1. Description of the included studies.

Study (refer-  Study design Location Sample size; Averageage Female (%) Sampling Intervention Analysis
ence) population (years) app or tool
Alpert et a Qualitative United 31 patientinter- Not reported 58 Convenience My preventa- Critical incident
(2016) [39] States views,; 2 focus  (range 18- tivecarepatient technique
groups of 13 79) portal
health care pro-
fessionals
Baier et a Quadlitative United 13 homeheadth 71% =65 85 Convenience Home health Content analy-
(2015) [40] States consumers; 28 years; mean web-based app  sis
case managers  not reported user interface
Irizarry et Mixed methods United 100 older adults Focusgroup: Focusgroup: Convenience Patient portal Thematic analy-
(2017) [44] States in phone sur- 73; phone 52.2%; sis, Kruskal
vey, 23infocus survey: 77 phone sur- Wallisrank test,
group vey: 46.2% chi-sguare test
Jongstraetd  pjjgt RCT® Western 41 older adults 69 56 Random Web-based app  Descriptive sta-
(2017) [43] Europe with elevated (HATICE) for  tistical analysis
cvDP risk older adults
with CVD risk
Loheta Quadlitative United 18 older adults  Patient: 77;  Peatient: 17;  Convenience TouchStream Conventional
(2018) [37] States with malignan-  caregiver: 70 caregiver: 92 apptodeliver  contentanalysis
cy; 13 care- geriatriconcolo-
givers gy interventions
Nahm et a RCT United 272 older adults 70 70.2 Convenience Theory-based  Linear mixed
(2019) [41] States with chronic patient portal e- model, t test,
disease learning pro- chi-square test
gram
Portz et a Qualitative United 24 older adults 78 71 Stratified Kaiser perma-  Theoretical
(2019) [39] States with chronic nente col- analysis based
disease orado’'spatient  onthetechnolo-
portal—my gy acceptance
health manager model
Smallwood et Pilot RCT United 500lderwomen Median79 100 Stratified Decision aid ANOVA, t test,
al (2017) [42] States withBMDSindi- Yea's, mean within patient  chi-square test
cating osteope-  not reported portal for osteo-
nia.or osteoporo- porosis
sis
Toscos et a Quasi-experi-  United 200 patients Averageage 27.5 Not reported Personal health  Linear regres-
(2016) [45] mental con- States with significant  not reported; record sion, t test,
trolled capd 58% older Cochran-Man-
than 66 tel-Haenszel
years test

8RCT: randomized controlled trial.
PCVD: cardiovascular disease.
°BMD: bone mineral density.
dcAD: coronary artery disease.

Quality of StudiesIncluded

The application of MMAT to each study included in thisreview
is shown in Multimedia Appendix 2. Overal, there were no
studies of high quality that looked at the effect of web-based
screening without the presence of ahealth care provider on older
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adults or evidence-based eHealth design. Most studiesthat were
included had small sample sizes[42-44] and used convenience
sampling [37,39-41,44], thereby increasing therisk of selection
bias. We were unable to determine if the outcome assessors
were blinded in all RCTs [41,42], and we were unsure how
randomization was performed in one of the RCTs[42]. In half
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of the qualitative studiesincluded in this systematic review, we
were unable to determine if there was coherence between the
qualitative data source, analysis, and interpretation [37,40].

The results of our systematic review are stated in the order of
our aims. First, wereview our findings on how receiving health
screening in a web-based environment affects satisfaction,
perceived harm, quality of life, and health care utilization by
older adults. Second, we consolidate evidence-based
recommendations on how to design eHealth tool sthat are useful
and engaging for older adults.

Objective 1: Effects of Health Screeningin a
Web-Based Environment

A total of 7 studies in this review evaluated the effects of
receiving health screening tests or results in a web-based
environment without the presence of a health care provider on
older adult participants’ satisfaction (n=6), perceived harm
(n=5), and quality of life (n=5) [37-39,41,42,44,45]. No studies
included in this review reported on the effect of eHealth tools
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on health care use by older adults. The main findings of these
studies are shown in Table 2. Screening results from eHealth
tools were generally well received by older adults, but severa
studies suggested that ol der adults felt anxious about using new
technology [37,38,41,44]. Intotal, 63% of patientsin the study
by Loh et a [37] found the TouchStream health app, used to
deliver geriatric interventions to older adults with cancer,
enjoyable to use. A total of 20 participants (87%) in the study
by Irizarry et al [44] felt that patient portals were generally
useful. Five physicians (56%) in the study by Alpert et a [39]
suggested that the investigated patient portal improved patient
empowerment. Participants in the study by Portz et a [38]
indicated that the Kaiser Permanente patient portal improved
patient-provider communication and saved patients time and
money. Older women with osteoporosis felt more prepared to
make treatment decisions after using the web-based
decision-making tool designed and studied by Smallwood et al
[42]. Most participants in the same study [42] were able to
complete the web-based decision aid, although 5 participants
(17%) entered the information incorrectly.
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Table 2. Effects of receiving health information in web-based environment for older adults.

Study Satisfaction Perceived harm Quality of life Health care
use
Alperteta Patientsfound the portal useful for instant- A total of 11% of negativeinci-  Physicians (n=5, 56%) suggested 2

(2016) [39]

Irizarry et a
(2017) [44]

Lohetal (2018)
[37]

Nahm et a
(2019) [41]

Portz et al
(2019) [38]

ly accessing medical information. This
feature accounted for more than half of
the positive incidents recorded. Patients

appreciated receiving laboratory test

A total of 87% (n=20) of participants
generally felt that the patient portal was
useful. Participantswith both low and high
health literacy expressed interest in portal
training. Participantswho had experienced
chronic illness praised the convenience of

web-based |aboratory results

Most patients (n=10, 63%) and caregivers
(n=8, 73%) enjoyed using the eHealth app
to connect with their care providers and
manage their health. Most patients or
caregivers found the health app easy to

use

NS

Users suggested the patient portal was
useful for accessing health information
and communicating with their health care

dents were because of patients that the portal made patients feel
having difficulty interpreting labo-  empowered

ratory test results. Patients were

concerned when information was

incorrect or not updated. There

were more negative incidents

(n=82, 72.6%) than positive inci-

dents (n=31, 27.4%)

57% of participants (n=13) had NS NS
anxiety and frustrations about us-

ing technology because of their

perceived lack of technological

skills. This caused themto rely on

family membersto use the patient

portal

One patient (6%) suggested that ~ 25% (4/16) of patients commented NS
the app may be difficult for some- that the app would be most useful

one with less experience using for patientsliving alone

technology

NS Patient portal trainingimproveduser NS
health decision-making, patient-
provider communication, and
eHealth literacy. At 4 months after
patient portal training, changesin
self-efficacy (P=.02) and patient
portal usage (P=.03) were signifi-
cant

Users were anxious that program  Users believed the patient portal NS
updates would cause the portal to  saved them time and money
become unfamiliar or too difficult

providers touse
Smallwoodeta Participants were able to complete the Some patients (n=5, 17.2%) incor- NS NS
(2017) [42] web-based decision aid with minimal as-  rectly entered information into the
sistance. Subjects who used the decision  decision tool
aid compared with those who did not use
it felt more prepared to make decisions
about their treatment (P<.001)
Toscos et a The mean activation of participantswas NS Peatient activation was higher in NS
(2016) [45] of the highest possible level (level 4) portal users, but not statistically
throughout the study significant. Portal users showed
health improvements at 12 months
inHbA ., LDLS, SBPY, and DBF,
but only HbA ;. (—0.19; P=.005) was
statistically significant. BMI was
unchanged throughout the study
8NS: not studied.

BHbA 1c: glycated hemoglobin Alc.
°LDL: low-density lipoprotein.

dsp: spontaneous bacterial peritonitis.
€DBP: diastolic blood pressure.

Although participants were generally positive about the use of  health literacy—felt afraid to make mistakes because of their
eHealth to receive screening or test results, several studiesnoted  lack of technological experience. Many of these patients
that older adults reported feeling anxious about using eHealth  commented that computer use was not common in their working
technology [38,39,44]. Participants—especially thosewithlow  environment, which accounted for their lack of experience.
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These parti ci pants often avoided technol ogy use altogether and
preferred afamily member accessing their patient portal ontheir
behalf [44]. Participants in the study by Portz et a [38] noted
specific anxiety about program updates to eHealth tools that
made eHealth tools difficult to use after patients had learned
and were comfortable with the tools. Difficulty in interpreting
and applying laboratory resultswas al so aconcern among ol der
eHealth users[39]. However, severa studies noted that patients
still enjoyed being able to view their [aboratory results on the
web [38,39].

Despite computer anxiety being common among this population,
many older adults, including those with low health literacy,
were till interested in learning how to use a patient portal [44].
Patient portal training may be an important solution to low
confidencethat prevents many older adultsfrom utilizing patient
portals. Nahm et a [41] conducted an RCT and found that a
theory-based patient portal e-learning program resulted in
statistically significant improvements in patient portal
self-efficacy, health decision-making, patient-provider

https://aging.jmir.org/2021/1/€24092
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communication, and eHealth literacy 3 weeks after portal
training. Patient portal self-efficacy remained significantly
higher in the intervention group at 4 months [41]. Participants
from several studies recommended providing an instructional
video or detailed written instructionsto aid platform navigation
[40,43]. Participants with both high and low health literacy felt
that task-based training programs were a valuable but
underutilized tool to increase confidence and knowledge on
how to navigate eHealth tools [44].

Objective 2: Designing eHealth Toolsfor Older Adults

All 9 studiesincluded in thisreview provided recommendations
on how to develop eHealth tools that are intuitive, useful, and
engaging for older adults. The specific recommendations can
be divided into 3 basic categories: (1) user interface (how the
participant interacts with the eHealth tool), (2) functionality
(what the participant wants the eHealth tool to do), and (3)
information included (what the participant wants the eHealth
tool to say). A summary of the recommendations can be found
in Table 3.
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Table 3. Older adult and investigator recommendations for eHealth tools.
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Theme and study

Older adult recommendation

Investigator recommendation

User interface

Alpert et a (2016)
[39]

Baier et al (2015)
[40]

Jongstraet a (2017)
(43]

Lohetal (2018) [37]

Portz et a (2019)
[38]

Smallwood et a
(2017) [42]

Functionality

Alpert et a (2016)
(39]

Baier et al (2015)
[40]

Irizarry et @ (2017)
[44]

Jongstraet al (2017)
[43]

Lohetal (2018) [37]

Nahm et al (2018)
[41]

Write information as bulleted lists
Dictionary to look up challenging terminology

If the page requires scrolling to view all the content, add
apop-up to remind the user to scroll down

Allow users the option to increase font size

Results and health information should be easily printed
The web-based apps should be optimized for mobile de-
vices

Use language that focuses on health rather than disease
Log-in passwords should not be complicated

Include interactive features

Health information should be easily printed

N/AZ

N/A

N/A

Use larger font and contrasting colors

Ability to communicate with the physician regarding in-
formation received on the portal
Seamless and intuitive password retrieval

Add detailed instructions at the beginning of the eHealth
tool to help users learn how to navigate the tool

Include task-based training to hel p users understand how
to navigate the different features of the patient portal

Provide away for patientsto ask questions about navigat-
ing the online platform

Include an instructional video to aid in platform naviga-
tion

Participants found functions including appointments,
medications, nutrition, and exercise reminders helpful

o  Create an interactive user interface

«  Useimagesthat represent the information being pre-
sented

«  Usemotivational voice, not passive voice

« Avoidwriting in all caps

o Useseif fonts

«  Usecontrasting colors to enhance readability

«  Provide promptsfor functions

«  Writeat asixth-grade reading level, limit technical
language

« Include definitions for medical terms

« Directly label graphs

o Limit comparisons with 3-4 points

o Uselargefontsize

« Usesimpleand consistent layout with large buttons

«  Useimagesand distinct colorsto facilitate page navi-
gation

« Includeaudio option

«  Ensurereliable internet access

«  Provide stylus for touchscreen devices

« Providealist of voice optionsif audio included

«  Optimize the app for mobile phones and tablets

«  Ensure screen brightness, font and color are easily
readable

N/A

« Automatic entry of patient’s lab scores to decrease
incorrect information

« Ability for physicianto confirmif their patient viewed
or understood the information provided to them

N/A

o Integratethe patient portal with in-person clinical en-
counters

o Allow personnel to edit missing or inaccurateinforma-
tion in the patient portal

« Include games, goal setting, automated messages
among other interactive features to motivate eHealth
use

o If symptomreporting isincluded, ensurethat feedback
is provided on reported symptoms

« Providedigita activity tracker when exerciseinterven-
tion is recommended

« Incorporate nonmedical functions such associal activ-
ities, jokes, games, etc

o Implement patient portal training for older adults
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Theme and study Older adult recommendation Investigator recommendation
Portz et a (2019) «  Participants were interested in using e-visits and chat «  Portal designers should consider including functions
[38] functions with providers that integrate eHealth with physical clinic visits

Infor mation included

Alpert et a (2016)
[39] .

Jongstraet a (2017) «
[43]

Loheta (2018)[37] N/A

Toscos et a (2016) N/A

[45]

Include personalized, not generic health information
Patients appreciated receiving laboratory results but
sometimes had difficulty interpreting them

Provide practical and reliable health information

N/A

N/A

« Tailor interventions and activities to the individual

o Apply auser-centered design approach to tailor the
portal to the specific population that it is designed for

3N/A: not applicable.

User Interface

A total of 7 studies made recommendations regarding how to
design a user interface that is accommodating for older adults
[37-40,42,43]. Most of the design recommendations suggested
how to develop platforms that are easier to read and navigate.
Recommendations included using a simple layout with large
font, contrasting colors, and images that relate to the content
[37-40]. Participants also wanted the technology to work
seamlessly, with uncomplicated log-in, the ability to print
information, and the ability to use the tool on smartphones and
tablets [37,40,43]. Participants not only focused on the visuals
and layout but a so the tone, with recommendationsfor eHealth
toolsto use language that is motivating and positive and focuses
on health rather than disease [39,43]. Finaly, several studies
recommended using an interface that is interactive to engage
the user and encourage them to continue using the eHealth tool
[39,43].

Functionality

A total of 7 studies identified functions that participants found
most useful to be included in an eHesalth tool [37-41,43,44]. A
common suggestion among ol der adultswasto include detailed
instructions within the eHealth tool [20,40,43,44]. Several
suggestions were given as to how instructions should be
included. Participants in the study by Baier et a [40]
recommended detailed written instructions accessible within
the eHealth tool. Participantsin the study by Irizarry et al [44]
suggested that task-based training was most hel pful for learning
how to navigatethe tool. Alternatively, instructional videosand
communication methods that allowed participants to ask
guestions about navigating the platform were recommended by
participants in the study by Jongstra et a [43].

Both authors and participants of 3 studies commented that the
eHealth tool should be integrated with the in-person clinical
environment [38,39,44]. Participants commonly cited the ability
to communicate with their physician through the eHealth tool
asan enjoyable and useful feature[38,39]. Physiciansgenerally
felt that the patient portal empowered patients, but they wanted
the ability to confirm if their patient viewed and understood the
information provided to them via the eHealth tool [39]. Portz

https://aging.jmir.org/2021/1/€24092

et a [38] suggested using face to face or phone time to
encourage portal usein patients.

Finaly, 2 studies recommended including fun, interactive
features such as games, jokes, social activities, or automated
motivational messages to promote tool use and make the tool
more enjoyable for older adults [37,43].

Information I ncluded

A total of 4 studies made recommendations regarding which
information older adults found most useful to include in an
eHealth tool [37,39,43,45]. Two studiesfound that personalized
health information is more useful and engaging for older adults
than generic health information [37,39]. Toscos et a [45]
suggested that applying a user-centered design approach to the
development of eHealth tools may promote the inclusion of
information that is more tailored to older adults. Participants
also wanted practical and reliable health information included
in the eHealth tool [43].

Discussion

Principal Findings

The aims of this systematic review were two-fold. First, we
wereinterested in understanding how receiving health screening
in a web-based environment without the presence of a health
care provider affects satisfaction, perceived harm, quality of
life, and health care use by older adults. Second, we were
interested in consolidating evidence-based recommendations
on how to design eHealth toolsthat are useful and engaging for
older adults. We found that older adults generally had positive
experiences with receiving test results via eHealth tools, and
numerous features have been suggested to enhance patients
web-based experiences. Although much literature is available
on theimpact of eHealth toolsfor younger patients, older adults
represent a unique subgroup of patients whose needs differ
greatly [46-48]. To the best of our knowledge, there are currently
no systematic reviews on the effects of receiving health
screening or results via eHealth tools either on older adults
health care satisfaction, perceived harms, quality of life, or
health care use or on the optimal design for eHealth tools for
older adults. It isimportant to understand the unique experiences
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of older adults because they are often less proficient with
technology than younger patients are and may require different
supports [49]. As arapidly growing population of health care
consumers, older adults are positioned to benefit greatly from
the use of eHealth toolsif these tools are designed in ways that
are attractive to older adults.

From the 9 studies included in our review, severa key themes
emerged. Multiple studies noted that while older adults were
generaly optimistic about eHealth tools, lack of technology
experience and fear of failure were barriers to use [37,38,44].
Both older adults and researchers recommended detailed
instructions and comprehensive training to improve ol der adults
confidence in using eHealth tools [40,41,43,44]. Althoughiit is
encouraging that most older adults found receiving screening
tests and results via eHealth to be useful, there is currently not
enough research available to draw conclusions on the impact
of recelving test results in a web-based environment without
the presence of health care providers on older adult satisfaction,
perceived harm, and quality of life. The possible harms of
providing older adults with screening results via eHealth tools
are anxiety caused by technology use, confusion among older
adultswho may be unableto interpret their results, and disparity
caused by thosewho arelesslikely to benefit from eHealth tools
because of low technology or health literacy. We were unable
to find any information on the effect of eHealth screening tools
on older adult health care utilization and hence cannot recognize
any trends or draw any conclusion on health care use.

There were substantial recommendations from the studies
included in this systematic review on how to design eHealth
tools for older adults. A user interface that is accessible and
intuitive to older adultsisimperative for promoting tool uptake
and use and was the most commonly made recommendation
provided by older adults. Further recommendations included
ensuring that the layout and text used in the tool is accessible
to users with vision or hearing impairments and is logical to
those with less technol ogical experience. Furthermore, eHealth
tools should be enjoyable for older adults to use. Designing a
tool that includes interactive features, uses a positive tone, and
ensures a seamless technological experience creates an
environment that promotes eHealth tool uptake.

To promote eHealth use among older adults, the tools must
provide functions and content that are useful for older adults.
Participants emphasized the importance of integrating the
eHealth toolswith the physical clinic environment by facilitating
communication with their physicians. Older adults suggested
that personalized information, interventions, and activitieswere
more useful and engaging than generic recommendations.

How Does This Compare With the Literature?

Although there are severa systematic reviews that investigate
the effect of eHealth tools on healthy aging outcomes such as
physical activity, diet, and psychological well-being [50-52],
we were unable to find a systematic review that investigated
the effects of receiving screening results without the presence
of health care providersin older adults. Furthermore, we were
unable to find a systematic review that consolidated
evidence-based recommendations for designing eHealth tools
for older adults. Kampmeijer et al [53] completed a systematic
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review on the use of eHealth tools in health promotion and
primary prevention for older adults. Similar to our findings,
Kampmeijer et a [53] found that usability and accessibility
wereimportant facilitating factorsin older adults’ use of eHealth
tools[53]. Buyl et a [52] completed asystematic review on the
effect of eHealth interventions on healthy aging outcomes such
as physical activity, psychological well-being, and overall
health. Similar to our study, Buyl et al [52] were unableto draw
conclusions on most health-related outcomes asthey also found
the quality of studiesto vary considerably and the certainty of
evidenceto below. However, Buyl et al [52] found that eHealth
tool useimproved older adults' physical activity. Strengthening
digital competency was a critical component of encouraging
eHealth tool use among older adults, which is similar to our
finding that older adults desire training programs to feel
confident in using eHealth tools. However, our study differs
fromthose by Buyl et al [52] and Kampmeijer et a [53] because
both studiesinvestigated eHealth tool sthat encouraged physical
activity, psychological well-being, and primary prevention
strategies for older adults, whereas we investigated tools that
provided screening results to older adults without health care
providers present. Furthermore, Narasimhaet a [54] compl eted
a systematic review of the optimal design of telemedicine for
older adults. Encouragingly, the authors found that older adults
were generally positive about their experience with telehealth,
although a lack of confidence with technology and physical
impairments (for example, hearing difficulty) proved to be a
challenge. Theseresultsare similar to our findingsthat although
older adults are optimistic and willing to use eHealth tools,
designing tools that accommodate common physical
impairments and include training are important for user
confidence and uptake. Our systematic review isdifferent from
Narasimha et al [54] because we investigated evidence-based
recommendations for developing eHealth tools, not
telemedicine.

Limitations

After removing duplicate and irrelevant papers, asmall number
of studies were used for our final analysis, which limits the
generaizability of our findings. Although many titles and
abstracts were found, we applied the RCT filter as we were
interested in studies that examined the intervention ideally to a
comparator group. However, few studies used an RCT design,
and 4 studies used a qualitative design. By applying the RCT
filter, it is possible that we may have missed additional
qualitative studies. However, the gold standard for evaluating
interventions is the RCT design, and these studies, including
quasi-experimental studies, would have been identified in our
search. Furthermore, most of the studies used convenience
sampling to recruit participants, which introduces significant
selection bias. In addition, the studies often had small sample
sizes of less than 100 patients. These limitations further
constrain the applicability of the results to larger and more
diverse populations. Finally, many studies did not look at the
sustainability of portal use, or the duration of follow-up was
not reported. Therefore, it is unclear if any benefits that were
identified are sustained over a significant period.
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Implications

Our findings suggest that although older adults are generally
satisfied with receiving screening tests and results via eHealth
tools, improper design, and lack of confidence with technology
are common barriers to use in this population. Patients and
caregivers should initially receive basic training on how to use
eHealth tools to mitigate patient concerns (eg, about complex
user interfaces) and minimize the impact of low computer
literacy. To optimize the usability of eHealth toals, they should
include customizable features (such as aerts, medication
reminders, and appointment scheduling) aswell as easy-to-read
displays (eg, with large fontsand contrasting colors). In addition,
eHealth tools should be integrated with physical clinic visitsto
facilitate communication between patients and their health care
providers. By incorporating these features routinely into the
design of patient portals, older adults will be more likely to
embrace technology that can potentially improve their health.
However, our review demonstrates that the literature on this
topic remains sparse, and there is a need to further study the
effects of eHealth tools on important patient-centered outcomes
such as satisfaction, perceived harm, quality of life, and health
care use. Older patients highly value the ability to remain at
home, and avoiding emergency room visits and hospitalizations,
making this an important outcome to consider in research
involving older adults [8-10].

The findings from this systematic review will aid in the design
of our CHAMP tool for older adults with cancer. Notably, one
aim of this systematic review was to understand the impact of
receiving test results in a web-based environment without the
presence of health care providers on older adults. Although
older adults generally appreciated receiving their results on the
web, several studies noted that older adults desired the option
to review their results with a health care professional. This
supports our proposed CHAMP tool in which patients will use
thetool to receive health care recommendations specific to their
needs. Patients who are in high need of geriatric interventions
will be identified and triaged to see a geriatrician. Those who
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are determined to have a low need for geriatric support will
receive evidence-based recommendations determined by their
unique health care needs and goal's. These patients may also use
the findings and recommendations of the CHAMP tool in
discussionswith their primary practitioner or oncologist. Hence,
both low- and high-risk patients have the option to review and
discussthefindingsfrom the CHAMP eHealth tool with ahealth
care professional.

The abundance of design recommendations made by ol der adults
in the studies included in this systematic review will aid usin
designing the CHAMP tool in away that is most intuitive for
older adults. Several design recommendations such as goal
setting, live chat functions, and interactive games are more
suited toward eHealth tools that are meant to be used
longitudinally, whereas the CHAMP tool will be a one-time
eHealth screening tool. However, these recommendations are
still useful for researchers designing longitudinal eHealth tools
for older adults.

Recommendations for Future Research

The development and use of eHealth tools among older adults
are an understudied areawith an opportunity for morelearning,
particularly given the growing uptake of eHealth tools by older
adults [55]. Currently, thereis not enough research available to
draw conclusions about the impact of receiving test results on
the web on outcomes such as satisfaction, perceived harms,
quality of life, and health care usefor older adults. Future studies
should investigate these outcomes in controlled trials that
examine theimpact of receiving test results on the web without
a health care provider present. Future studies should also use
random sampling methods that allow for greater generalization
of the results. Finally, we were unable to find any research on
the long-term implications of eHealth tools on the health and
well-being of older adults or on health care use. Future studies
shouldincorporatelong-term follow-up and include health care
use as an outcome to understand the extent of the benefits of
eHedlth tools.
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Abstract

Background: The worldwide spread of digitalization has led to the harnessing of technology to improve health outcomes.
Paying attention to older adults' social needsvia social mediais one way to promote healthy aging. Although 56% of older adults
are smartphone users, little is known about their use patterns of social media.

Objective: Thisexploratory study aims to determine the experiences of social media apps’ use among older adultsin Singapore
and understand their perceptions of itsimpact on health-related outcomes.

Methods: This study used a qualitative research design with an interpretative approach. Using maximum variation purposive
sampling, normal aging older adults (N=16) who were aged between 60 and 80 years and experienced in the use of internet-enabled
technology were recruited from an existing community study. Semistructured, in-depth interviews were conducted. Employing
athematic analysis, interviews were transcribed verbatim and analyzed for codes inductively.

Results: The following themes and subthemes were identified as key moderators of older adults’ experiences on social media
apps:. (1) personal attitudes: participants were encouraged to use social media due to the increased accessibility, which enabled
the ease of contact, but perceptions that the quality of interactions was compromised and its associated risks reduced their use;
and (2) social influences: the desire to bond with co-users and the availability of support increased use. |n addition, use of social
media apps was perceived to positively impact health through its ability to keep older adults cognitively engaged, improve health
communication, and increase social connectedness. However, opinions remained mixed on older adults' vulnerability to social
media addiction.

Conclusions: Personal and social contexts determine older adults’ social media use. This study’s findings provide practical
insights into how social media can be deployed to improve health-related outcomesin older adults.

(IMIR Aging 2021;4(1):23826) doi:10.2196/23826
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Introduction

Background

Technological advances provide opportunitiesto meet the socia
needs of older adults and to educate and empower them on
health-related matters. Social media refers to internet-based
platforms that use an electronic means of communication to
enable social interactions via the consumption, generation,
sharing, and exchange of ideas and content by userswithin their
virtual communities[1]. It includes social messaging apps (eg,
WhatsApp), social networking sites (SNSs, eg, Facebook), and
media-sharing apps (eg, Instagram). These platforms yield
benefits over traditional communication modalities, such as
telephonesand regular text messaging, asreal-time updatesand
communications are not bound by geographical distances [2].
The audiovisua functionalities of social media permit the
sharing of pictures, videos, and audio recordings, which trigger
therealism of depicted activities and increase feelings of being
socially present [3]. In addition, thelevel of interactivity offered
on SNSs is positively associated with greater social bonding
with family members [4].

Theinternet isapreferred source of health information for older
internet users [5,6], rendering it a potential tool to improve
health communicationsfor older adults. Health blogs and online
support groups on SNSs could serve as useful resources for
disease management in older adults [7,8], psychological
well-being [9], and cognitive functioning [10,11]. However,
there is limited research investigating the potential negative
health impact of social media among older adults.

The feasibility of social media as a health promotion tool
depends on the acceptance of technology. The traditional view
is that a digital divide exists [12], with older adults typically
being slower than younger adults in adopting new technology.
Although research suggests that functional limitations such as
cognitive impairment limit capacities to adapt to new
technology, older adults are more likely to adopt the technol ogy
if they are personaly interested and willing to invest in the
effort to learn and use the technology [13-15], possess beliefs
in self-efficacy [16], and are socially motivated to engage in
intergenerational communication with family members
[4,13,17]. Fears of privacy breaches [13,14,17,18], a lack of
confidence [15,19], and perceptions that web-based
communication is trivial [18,19] are some barriers to social
mediause. Thesefindingsindicate that social mediauselargely
hinges on older adults' own attitudes and beliefs, implying an
artifactual digital divide that can potentially be overcome.
Objectives

One of thewaysto access social mediaisthe use of social media
apps on smartphones. In Singapore, approximately 56% of those
aged 60 years and above are smartphone users; 73% have used
it to access internet-enabled platforms, including social media
apps [20]. Furthermore, Singapore has actively pushed to
become a Smart Nation with several initiatives to increase
information technology literacy in seniors, including short
coursesto promote skillslearning (eg, operating a smartphone)
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and becoming social media—savvy [21]. From a public health
perspective, with the growing adoption of smartphones and
Singapore's move toward a Smart Nation, it appears that social
media apps could be tapped on as useful platforms to promote
health-related outcomes among older adults. An understanding
of older adults' perceptions of social media apps could aso
enable us to evaluate the utility of social media apps as health
promotion tools in this age group.

However, despite the potential offered by social media apps,
there seems to be scarce literature investigating older adults
perceptions and attitudes specifically toward social mediaapps.
Although apreviouslocal study examined smartphone adoption
and identified generally positive attitudes toward smartphone
use among older adults [22], it is unclear whether smartphone
use encompasses use of social media apps. Furthermore, much
of the current research focuses on attitudes toward either SNSs
only (eg, Facebook) [17] or technology acceptance in general
[13]. Hence, this study seeks to extend the literature by (1)
exploring the experiences of older adults in Singapore in their
use of social media apps in enabling interactions and (2)
understanding their perceptions of how social media app use
influences health-related outcomes. As this was an exploratory
study, no a priori hypotheses were made.

Methods

Study Design and Sampling

This study employed a qualitative research design with an
interpretative approach. The study sample was recruited from
the Community Health and Intergenerational (CHI) study of
community-living older adults aged 60 years and above in
Singapore[23]. The CHI study isan existing 3-year cohort study
that aimsto comprehensively investigate health profiles of 1000
older adults by looking at the biological, psychological, and
social factors associated with the aging process [23].

The following inclusion criteria were established: (1) age
between 60 and 80 years, (2) norma aging (established in
neuropsychological testsin the CHI study), and (3) experience
with use of internet-enabled technology (determined by
smartphone ownership and ability to operate it). In addition to
the above, maximum variation purposive sampling was used to
ensure diversity of views and opinions. To this end, key
participants from different genders, age groups, language of
communication, and living arrangements were selected from
thelist of eigible participants who met the inclusion criteria.

Procedure

Written informed consent was obtained from all participants.
At the start of each interview, participants were asked to list the
social media apps they used and indicate the frequency of use
of each app (to quantify use patterns). Semistructured, in-depth
interviews were conducted with an interview guide (Textbox
1), which was developed from a systematic review of factors
found to influence technol ogy adoption to support aging-in-place
[24]. Participants also answered additional questions on their
social media use and itsimpact on health.
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Textbox 1. Interview guide (factors and examples of interview questions).
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Concerns regarding technology and benefits of technology

Need for technology
. “What made you decide to start using social media?’

e  “What do you use social mediafor?’

Available aternatives to technology

Social influences

Impact of social media use on health

. “Canyou give me an example of a benefit/drawback of social media?’

o “(For low-frequency users) Why do you feel that social mediais not important to you?’

«  “What are the differences between social media apps and traditional communication platforms?’

« “If thereisno social media, how do you think your communication would be like?’

«  “How do your friends/family members feel about your social media usage?’

«  “Inyour opinion, do you feel that social media has any direct or indirect impact on health?’

«  “Canyou give me some examples of atime when you felt that social media affected your health?’

Interviews were conducted by a single trained interviewer in
either English or Mandarin and were audio recorded. Participants
were free to respond in colloquia speech [25]. Data analysis
was conducted concurrently with the interviews, and recruitment
ceased when thematic saturation was reached with 16
participants (S01 to S16). Interviews lasted approximately 1
hour and 2 minutes (SD 13.4 minutes) and were conducted
between February and May 2019. Ethics approval was granted
by the National University of Singapore Institutional Review
Board (S-18-379).

Data Analysis

Interviews were transcribed verbatim. To mitigate reporting
bias on time spent on social media, transcripts were further
examined for details of older adults use patterns before
categorizing into low, average, and high. A thematic analysis
with an inductive approach was used to identify and categorize
codes using the QSR NVivo 12 software [26]. The transcripts
were coded line by line. Two coders were involved in data
coding and analysis. To increaseinter-rater reliability, one coder
coded 5 random transcripts, whereas another coded the rest.
The coders then discussed the preliminary codes, subthemes,
and key themes that emerged and resolved discrepancies to
ensure coherence in theinterpretation of the themes. Transcripts
were reread, and coding ceased when further analyses did not
produce new codes.

http://aging.jmir.org/2021/1/e23826/

Two interviews conducted in Mandarin were trans ated directly
to English by an independent research assistant proficient in
both languages. These transcripts were cross-checked to ensure
that there were no discrepancies and that nuances in
communication were captured appropriately.

Results

Overview

A total of 16 participants participated in this study. Table 1
summarizes the sociodemographic information of the
participants. All participants used multiple social media apps.
Of the 16 participants, 100% (16/16) used Facebook and
WhatsApp, 69% (11/16) used YouTube, 31% (5/16) used
Twitter, and 25% (4/16) used Instagram. Participants were
categorized into low-, average-, and high-frequency social media
app users based on the time spent on social media apps per day
and their use patterns. Among the 16 participants, 31% (5/16)
were low-frequency users (spends <1 hour on socia mediaapps
per day and uses social media apps on the move), 44% (7/16)
were average-frequency users (spends at least 1 hour on social
media apps per day and uses social media apps on the move),
and 25% (4/16) participants were high-frequency users (spends
at least 1 hour on socia media apps per day and sets aside
dedicated times to use social media apps).
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Table 1. Sociodemographic data of participants (N=16) and the distribution of social media use by sociodemographic groups.
Characteristics Total sample (N=16), n (%) Socia mediause per characteristic
Low, n (%) Average, n (%) High, n (%)
Gender
Female 8 (50) 2(25) 3(38) 3(38)
Male 8(50) 1(13) 4 (50) 3(38)
Agegroup (years)?
60-69 12 (75) 4(33) 7 (58) 1(8)
70-79 4(25) 1(25) N/AP 3(75)
L anguage of communication®
English 14 (88) 5(36) 5(36) 4(29)
Mandarin 2(13) N/A 2 (100) N/A
Housing type
1-2 room public housing 3(19) 2 (67) N/A 1(33)
3, 4, or 5 room public housing 4 (25) 1(25) 2 (50) 1(25)
Executive apartment or maisonette 2(13) 1(50) N/A 1(50)
Private housing 7 (44) 1(14) 5(71) 1(14)
3\ean age 66.19 years (SD 5.69).

ON/A: not applicable.
®Mean schooling 15 years (SD 3.41).

The findings revealed 2 main issues related to socia media
apps use among older adults. First, we found that social media
apps use among participants was moderated by personal
attitudes and social influences. Second, participants perceived
social mediaapps’ use as both positive and negative influences
on health-related outcomes.

Social Media Use Moderators

Two major themes were found to be key moderators of
participants’ social media apps use: (1) personal attitudes and
(2) socia influences. Each theme was further divided into
subthemes, representing factors that determined the frequency
of social mediaapps’ use (Table 2).

Table 2. Overview of themes and subthemes: older adults' experience in their use of social media apps.

Theme Subtheme

Increases use

Reduces use

Personal attitudes «  Accessibility in enabling ease of contact

Social influences « Thedesireto bond
« Availability of support

o  Compromised quality of communication
o  Perceptions of risks

N/A2

3N/A: not applicable.

Theme 1: Personal Attitudes

Accessibility in Enabling Ease of Contact

All 16 participants unanimously agreed that with the advent of
social media, initiating contact with peers and loved ones and
group communications is easier compared with the past when
they only relied on traditional modes of communication, such
as text messaging and phone calls:

In my parents' time, he (father) had to make an effort
to call hisfriends,...somebody must organize for them
to meet. Whereas now with WhatsApp, it'sjust atouch
of the phone! [S02]
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As most social media apps have no cap on use and are free to
use, it encouraged more libera and frequent contact. Participants
expressed an overt preference for them:

Some people call in must pay. So they tend to have
the phobia there that you call me, they dare not talk
long. [S13]

Compromised Quality of Communication

Some participants (n=3), however, perceived the quality of
communication over social media to be compromised. It did
not afford the same kind of emotional intimacy, such as “the
feeling of the other person” that face-to-faceinteractions provide
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(S16). Even traditional communication tools, such as phone
calls, were perceived as “more personal” (S13).

Ironically, the ease of contact led participants to perceive
web-based interactions as brief and superficia in nature:

You want to wish people, you just put a picture then
“ happy birthday” —there is no contact, nothing. I'd
rather call the person. The sincerity isnot there. [ S06]

Insofar as a willingness to share, sociad media provides
unfiltered access to the personal moments of one'slivesin real
time. Some participants (n=6) perceived such communication
to be trivial and excessive, noting that it “takes up alot of the
person who hasto look at it, but may not be interesting enough”
(S16). Describing them to be “ activein avery senileway” (S12),
some participants (n=3) expressed their annoyance at peerswho
exhibited such tendencies and actively avoided their content
when surfing social media:

I have this friend; she would upload all her photos
on her Facebook. Full 80 photos..., what is the
purpose? | wouldn't bother to look through. [S11]

Per ceptions of Risks

As new adopters of digital technology, several participants
(n=11) stated that they are vulnerable to risks, as social media
permits unfettered access to others whose intentions remain
unknown. Participants pointedly refrained from self-disclosure
on social media and took precautions to avoid posting
self-identifying details:

| always tell them not to do too much (posting of

personal photos), there are people who edit and put

funny thingsinside. [S13]
Yet, while exercising caution in their posting habits and being
selective in who they added to their networks, participants
remained undeterred by security risks, as they “enjoy reading
other people things on Facebook.” Moreover, S11 highlighted
theimportance of context in alaying these fears. The knowledge
that Singaporeisareatively safe and crime-free country meant
that she did not perceive being open on social mediaasathreat:

Privacy to me, there is nothing to fear. Sngapore is
safe-lah. If | were in [name of country], | wouldn’t
dare to be so active. [S11]

Theme 2: Social | nfluences

Two main socia influences shape older adults’ experiences on
social media apps: (1) the desire to bond with co-users and (2)
the availability of support from their socia network.

TheDesireto Bond

All participants (n=16) cited keeping up with others as the
primary motivation in their social media use. Older adults saw
its adoption as an opportunity to bridge the intergenerational
communi cation gap and to bond with younger family members:

Because | see the children using, | just want to link
with my grandchildren. [S14]

Even for participants who were minimally active in their use
by choice, they raised a caveat that despite their aversion, they
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valued the access granted by these platformsto be moreinvolved
in their family’s lives:

Another motivation is like my friends say there are
things that my children are doing but | don’t know. |
better get on to see what they are doing. [S08]

Availability of Support

Participants reported the availability of different sources of
support as motivation to use social media. Theseincluded family
members (n=5) and peers (n=6). For example, when
encountering difficulties with social media, participants would
enlist the help of younger members of their social networks
deemed to be “more knowledgeable” (S03). One participant
credited her proficiency in social media use to being “lucky to
have children”; she could easily learn by simply “ask(ing) them
and they will tell me and teach me” (S11). The converse view
was validated by S08, who cited the lack of support from her
“less than encouraging” children as a reason for her lack of
presence on these apps.

My children will only say, nobody teach me how to
do it. Because of that, I'm still not on it.

Aswith family, peer influence was important in shaping older
adults’ experiences. Digitally literate peers were usualy the
first point of contact for participants to learn about new social
media apps:

Normally is friend recommend—my group of friends
say, we use this app, so | will use. [S01]

Participants exhibited greater willingnessto use appsintroduced
by these peers and judged their recommendations as safe. As
S01 explained, “Should be they (peers) won't harm you-lah.”
Often, these peers were the go-to people when participants
needed help with the apps, if their children were too impatient
or fast for them to follow. This support was emphasized by S07,
who noted that although his own family members were “ quite
discouraging” when he attempted to grasp the use of Facebook,
his colleagues rendered assistance to him and helped to “start
(an account) for him.”

Novice peerswere equally important in facilitating social media
use. S13 explained that the support she received from her peers
while learning together in a group setting had a positive effect
on her emotional well-being:

It helps me in that I’'m not the only one that my
grandchildren are not helping, | always have to go
to friends, I'm not the only one. You don't feel
neglected. [S13]

Perceived I nfluence on Health-Related Outcomes

Participants perceived social media apps’ use as both a health
benefit and a health threat. Specifically, social media use was
perceived to bring about positive outcomes, as it keeps older
adults cognitively engaged, improves health communication,
and increases social connectedness. Opinions remained mixed
on whether social media addiction was perceived as a potential
health threat among older adults.
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Theme 1: Cognitive Engagement

Social media use allowed older adults to remain cognitively
engaged. Some participants noted that social mediause provided
an avenue for them to acquire new skills and keep cognitively
engaged postretirement (n=11), whereas others noted that social
media use hel ped them to maintain their language skills (n=2).

Although it was daunting to grasp new knowledge and learn to
use multiple functions, participants reported being motivated
to learn more and sign up for courses. They viewed these
learning opportunities as hel ping them stay “aert” (S13), such
that “they won't go senile and get dementia’ (S05). Older adults
perceive user-generated content on social mediaapps asameans
to compensate for the lack of cognitive engagement as they
transit into retirement. For instance, S03 described the
experience of posting photos on Instagram asaway to “ see your
creativity” with his photography skills. Beyond developing
technical expertise, the spread of fake news and misinformation
on social media hones older adults' abilities to judge the
credibility of its content:

You know how to differentiate whether good or bad.
Not all news give(s) you the correct information, so
you're more sharp of that. [S03]

Other participants cited concerns over their linguistic abilities
post retirement and viewed social media posting as a way to
“sharpen the brain,” such that “the spelling, the use of words
will not be dropped off from your memory” with old age (S08).

S12 credited social media use to provide an outlet for him to
articulate his opinions on news topics, which alowed him to
practice hiswriting and thinking skills:

Being able to even write things every day. How you
construct a sentence, how you convey an idea...it
should help with your cognitive ability.

However, S12 highlighted that those who “are the type who
just forward” may not be cognitively engaged if thinking is not
involved.

All participants (n=16) acknowledged that they used socia
media as an aternative news source. As S08 explained, social
mediaisan additional channel to receive up-to-date news, more
than what she would have been exposed to viatraditional media:

It does get me into reading more than what I'm
already reading or watching.

Theme 2: Health Communication

Participants agreed that social mediaincreased their accessibility
to a wealth of health knowledge. This ranged from common
health information on nutrition (n=4), complementary and
alternative medicine (n=6), or advice that advocates engagement
in behavior (eg, special exercise techniques) to prevent
age-related decline (n=2):

They give you like what (health food) to eat more,
what fruits are good, bad..., like “oh eat more
ginger’ [S01]
Participants particularly appreciated the access to individuals
who they saw as unofficial health experts and perceived health
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information from these sources to be more valuable than those
from their own clinicians. As S14 remarked:

All doctor(s) want you to pay money one.

However, some participants (n=2) acknowledged that with the
ease of posting on socia media, information circulating on
socia mediaislargely unfiltered and can be contradictory. The
experience of trying to discern the legitimate sources of health
information was confusing for some, and they explained the
following:

For every information they share, the video saysit's
good, there's another one that says it's not good.
[S12]

A few participants (n=5) opined that as older adults, they are
cognizant of this and are “mature enough not to fal into the
trap.” (S02). Some (n=3) attempted to cross-check with other
news sources, such as other media platforms, to establish its
veracity:

Sometimes | go YouTube to check whether true or
not. [S01]

One participant regarded traditional news media as a source of
scientific authority and used it asaheuristic in deciding on what
they read was believable:

When | seeon TV the newsis correct. But other news
like Panadol, they say don’t take because can cause
what, | won't forward. Because | didn’t see in the
news. [S13]

Theme 3: Social Connectedness

S02 opined that in the past when the quality of information and
communications technology (ICT) was weaker, opportunities
to socialize tended to diminish with age because it was difficult
to sustain interactions on aregular basis. In contrast, with social
media, the ease of contact meant that its frequency will
consequently increase, enabling tangible opportunities for
interactions and allowing rel ationships to withstand time:

Look at my mother, sheretired not into social media,

her world became smaller and smaller. | think when

| reach 80, | would have a wider base because of

social media. [S02]
Moreover, older adults appreciated that they were able to harness
the power of social mediato improve or expand existing social
networks (n=9). A core feature of SNSs is that they aid the
discovery of lost contacts, and few participants (n=7) reported
becoming reacquainted with individuals they had previously
lost touch with. Recounting an episode where she reconnected
with some ex-classmates from an old photo that was posted on
a Facebook alumni page, SO1 noted:

| feel good. It's just to get to know my own friends,
some maybe pass away already, or they have been
doing well. | just want to know their well-being only.

Importantly, this initial contact facilitates offline interactions
aswell. S11 related:

IMIR Aging 2021 | vol. 4 | iss. 1 [e23826 | p.107
(page number not for citation purposes)


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

JMIR AGING

...through Facebook, | got connected to my school
friends (from [name of country]). We managed to
meet up and have a reunion!

However, S06 felt that the increased reliance on web-mediated
interactions worsened the quality of relationshipsin real life:

People get so distant. Social media doesn’t help you
tobeasocial person, it getsyou more onto a machine.

Theme 4: Addiction

Participants were divided on whether social media addiction
was a consequence of its use. One participant reasoned that as
older adults grew up in an erawhere the use of technology was
less integral to everyday life, older adults would be less
dependent on social mediaand did not perceive addiction to be
aproblem for their age group:

They don’'t have this habit from young. They picked
up the knowledge only in the later stage. So it is
something extra, rather than essential. [S09]

Others (n=4) felt that due to their life experiences, older adults
are more likely to be more “disciplined” and “aware” of the
frequency of use of their smartphones as compared with youths
(S02). As such, they are better able to manage the time spent
on social media more effectively.

Nonetheless, with the wide variety of social mediaappsand the
wedlth of information and functions each offer, some
participants (n=4) noted that new users could become deeply
captivated by social media to the extent that they may be
inclined to overuse it. As S05 explained:

Those who start to explore, go deep into it.

Other participants (n=4) reasoned that with postretirement, the
amount of leisure time at older adults' disposal significantly
increased, allowing them to spend moretime on other activities.
These participants found themselves vulnerabl e to the allure of
socia media

At one stage, | was doing thistoo much. Older people,
especially when you are free you see. So, you tend to
answer, do this. [S13]

Discussion

Principal Findings

This study extends prior work by investigating older adults
perceptions of social mediain Singapore, with aparticular focus
on social media apps use. Consistent with existing literature,
older adults’ social media use depends on personal and social
contexts [13]. Despite perceived security threats, personal
contexts such as persona attitudes and accessibility to
communications encouraged social mediause. In addition, older
adults reported the desire to bond and support from others as
motivations for using social media.

Of particular interest to our study arethe health-rel ated outcomes
brought about by socia media use. The remainder of this
discussion, thus, focuses on these outcomes and the
accompanying consequences. The utility of social media in
health promotion for older adults, particularly in the area of
healthy aging, was also eval uated.
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Social Media and Health-Related Outcomes

Cognitive Engagement

In this study, the role of cognition in influencing social media
use was apparent—social media provided an avenue for older
adultsto remain cognitively engaged, whilereducing their fears
of future cognitive deficits. Other studies have also found that
the acquisition of technical skillsthrough social mediause was
associated with better neuropsychological test scores among
novice older users[10,11]. Some have posited that an association
exists between sociality and cognition, such that interacting
with others improves cognitive functioning due to the multiple
inferential processesinvolved [27,28]. Theincreased frequency
of contact enabled by social mediacould be apossible mediating
factor between sociality and cognition.

I mproved Health Communication

Social media can be used for health communication purposes
owing to its wide reach and availahility of different sources of
information. Interestingly, although one could obtain health
information from formal sources such as physicians and health
institutions, older adults appreciated the ability to acquire health
information from informal sources via social media, such as
individuals they deem as unofficial heath experts. This
highlights the importance of social relations in health
communication—older adultsare morelikely to seek and obtain
health information from individualswith whom they are socially
connected (including both web-based and offline relations),
compared with those who they have no connections with (eg,
formal health sources). With the ability to connect to informal
health sources via multiple channels, health communication is
enhanced with social media use.

Although there isincreased access to health information, those
provided by informal sources may not be scientifically accurate,
rendering the evaluation of their legitimacy challenging [29].
In addition, the sensationalism of health news [30] and the
brevity of social media news increase the likelihood of readers
receiving false information from them. Older adults are often
vulnerable to web-based scams, and those aged above 65 years
have been found to be 7 times as likely to share fake news than
younger users[31]. Although older adults are aware of the need
to establish the veracity of news encountered on social media,
their strategies in doing so may be questionable. This suggests
the need for further interventionsto foster digital literacy skills
among older adults to help them better evaluate health news.
Different strategies, such as face-to-face classes and blended
learning workshops [32,33)], could be adopted to teach digital
literacy skills to older adults.

Increased Social Contact and Connectedness

This study indicates that the accessibility of social media in
enabling communication and its consequent increase in social
contact present a means to preserve dispersed social
relationships as older adults transit into retirement. Additional
socia contact could enrich the quality of social relationships
and enhance emotional well-being, asevidenced by studiesthat
found that SN'S use was associated with perceptions of feeling
valued and supported through their social networks and deriving
greater satisfaction with life [34,35].

JMIR Aging 2021 | vol. 4 | iss. 1 |€23826 | p.108
(page number not for citation purposes)


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

JMIR AGING

However, an increase in social contact may not necessarily
translate to social connectedness. This is dependent on the
motivations behind social mediause: whether engagement with
others is motivated by the reward of prospective socia ties or
by the desire to avoid the negative feelings associated with
social isolation [36]. For the former, social media strengthens
relationships and increases social connectedness. For the latter,
time spent on social media is seen as time spent away from
real-life interactions, which are perceived to generate greater
value [36]. Moreover, if efforts made to initiate web-based
contact with other co-users are not reciprocated, the
effectiveness of social mediain improving social connectivity
may be limited [37].

Thevarying views of the value of web-based social interactions
suggest that social media supplements, rather than replaces the
need for offline, face-to-face interactions. As can be seen from
our findings, those with positive social media experiences
emphasized the ease of facilitating offline interactions (eg,
reunions with acquaintances or meet-ups with their social
circles) as akey benefit of social media. Thus, for social media
useto be meaningful, web-based interactions should be positive;
rewarding; and present opportunities for fostering additional
offline, face-to-face interactions. Beyond encouraging social
media use, future intervention programs should also aim to
provide more opportunities for older adults to connect with
others through offline interactions.

Risk of Addiction

Social media addiction, characterized by its excessive use and
lack of self-control over use habits, isapotential health concern.
Although little has been elucidated for ol der adults, aNorwegian
study reported that approximately 1% of those aged 60 to 74
years were found to be at risk for internet addiction [38]. The
prevalence of internet and social media addiction is expected
torisewith the rapid spread of digitalization today. Considering
this, the findings of this study that some older adults perceive
themselves as invulnerable to social media addiction and the
possibility of excessive social media use due to an increase in
leisure time postretirement warrant concerns.

Social Media and Healthy Aging

Potential in Reducing Social 1solation and Loneliness

Older adults are often at a high risk of social isolation, astheir
socia networks begin to shrink. In Singapore, 73.4% of older
adults are at least at a moderate risk of social isolation [39].
Furthermore, social isolation is associated with poorer health
and cognitive outcomes such as increased mortality and
multimorbidity risks [40] and increased risk of developing
dementia[41]. Thus, social isolation isapublic health concern.

Older adultswith physical disabilitiesare at an even higher risk
of socia isolation. Nonambulant individuals are physically
limited in the range of social activitiesthey can engagein[42],
whereas those with hearing disorders may deliberately choose
to socially withdraw due to potential difficulties in verbal
communication [43]. For these individuas, social media may
be an effective tool to facilitate social interactions and contact,
as they will not be bounded by physical spaces or ahilities.
Previous studies have cited the successful use of internet training
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and access in reducing social isolation [44-46], suggesting the
possibility of tapping on digital technologies and platformsfor
potential interventions. Future research could explore how socia
media could be used to ameliorate social isolation among ol der
adults, especially those with physical disabilities.

Although often conflated, social isolation and loneliness are 2
different states. The former is a quantitative measure of social
network sizes, whereas the latter is the subjective feeling of
being socially isolated. In Singapore, even among older adults
deemed to be at low risk of socia isolation, 44.7% were
sometimeslonely or mostly lonely [39], highlighting the different
socia needs of these 2 groups. At present, evidence supporting
the effectiveness of social mediain reducing lonelinessremains
mixed [47,48]. Furthermore, the greater visibility into the lives
of their contacts afforded by the increased access on social
mediamay abet upward social comparison and intensify feelings
of loneliness [49]. Future research could be directed toward
elucidating how lonely older adults perceive social media use,
to determine its utility in meeting their social needs.

Support for Learning

It is crucia to ensure a conducive learning environment (with
instrumental support) for older adults. The formation of peer
learning communities could proveto be beneficial, where social
media literate older adults could be engaged as volunteers to
support novice users in their learning on using social media.
The utility of peer learning in seniors is well documented
[50-52]. Specifically, intheareaof ICT, even the most proficient
seniors would have encountered similar experiences in their
initial forays into social media and would thus be better
positioned to advise new users on the knowledge of social media
apps than the younger generation [53]. Venues such as senior
activity centers could be tapped upon to facilitate these group
sessions.

Rolein Successful Aging

According to Rowe and Kahn [54], successful aging comprises
3 components: maintenance of physical and cognitive
functioning, delayed onset of diseases and disability, and
continued engagement in social relations and meaningful
activities. Although cognitive and physiological deficits
experienced in older adulthood are results of age and genetic
predispositions, modifiable extrinsic factors such as lifestyle
habits play apart aswell. Social mediause could, therefore, act
as modifiable factors and potentially promote successful aging
by providing older adults an avenue for cognitive engagement,
while facilitating meaningful web-based and offline socia
interactions at the same time [54]. Moreover, as older adults
value the importance of contributing back to society [55], the
aforementioned recommendation allows ol der adultsto remain
engaged in meaningful activities when they volunteer to assist
their peers on social media navigation.

Strengthsand Limitations

One of the strengths of this study was the strong rapport the
interviewer had with all participants. Conseguently, participants
were comfortable throughout the interviews, were forthcoming
about their experiences, and did not hesitate to share their
personal struggles with social media apps. This ensured the
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credibility of the data. Having a second coder outside of the
study team also enhanced the confirmability of the findings.
The use of maximum variation purposive sampling provided
diverseviews. Older adultswerewell represented across gender,
age groups, living arrangements, and language of
communication. Importantly, the study included non-novice
users whose social media use was low. This was in contrast
with existing qualitative research on ICT use, where they
predominantly focused on novice users and the barriers faced
toward technology adoption [19,56,57]. Our study, thus, allowed
for awider consideration of barriers across different user groups.
Barriers faced by non-novice users are likely to be different
from novice users, and both groups should not be conflated
together.

The findings of our study may have limited transferability due
to theinherent characteristics of the sample. Participantsin this
sample are more highly educated, having received 15 years of
education on average. This demographic profile was to be
expected, as participants had relatively high educational
attainment in the original CHI study. The findings of this study
should be interpreted in consideration of this limitation.
Furthermore, using smartphone ownership as an inclusion
criterion could limit this sample to only affluent participants,

Han et al

as older adults tend to view smartphone ownership as a status
symbol [22]. Although this possibility was mitigated with the
inclusion of participantsresiding in 1-and 2-room housing flats,
further research could be conducted specifically on older adults
with lower income and education levels.

Conclusions

The study examined the social mediaexperiences of older adults
in Singapore as well as their perceptions of socia media in
promoting health-related outcomes. Our findings showed that
the decision to use social mediais dependent on personal and
social contexts, and the various socialization experiences suggest
that social mediabenefits do not apply to everyone. Nonetheless,
our findings highlight multiple health benefits that could be
achieved with social media, such as cognitive engagement,
improved health communications, and increase in social
connectedness. Health care professionals, researchers, or
nonprofit organizations interested in delivering health-related
information could look into using social media as a potential
psychosocial intervention for older adults. Furthermore, for
older adults who express keen interest in learning to use social
media, every effort should be directed toward providing the
necessary infrastructure to navigate the pitfalls of social media
effectively.
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Abstract

Background: Assistive technologies for people with dementia and their relatives have the potential to ensure, improve, and
facilitate home care and thereby enhance the health of the people caring or being cared for. The number and diversity of technologies
and research have continuously increased over the past few decades. As aresult, the research field has become complex.

Objective: The goal of this scoping review was to provide an overview of the research on technology-assisted home care for
people with dementia and their relatives in order to guide further research and technology development.

Methods: A scoping review was conducted following a published framework and by searching 4 databases (MEDLINE,
CINAHL, Psycinfo, and CENTRAL) for studies published between 2013 and 2018. We included qualitative and quantitative
studies in English or German focusing on technologies that support people with dementia or their informal carers in the home
care setting. Studies that targeted exclusively people with mild cognitive impairment, delirium, or health professionals were
excluded aswell as studiesthat solely consisted of assessmentswithout implication for the people with dementiaor their relatives
and prototype developments. We mapped the research field regarding study design, study aim, setting, sample size, technology
type, and technology aim, and we report relative and absol ute frequencies.

Results: Fromaninitial 5328 records, weincluded 175 studies. We identified avariety of technology typesincluding computers,
telephones, smartphones, televisions, gaming consoles, monitoring devices, ambient assisted living, and robots. Assistive
technologies were most commonly used by people with dementia (77/175, 44.0%), followed by relatives (68/175, 38.9%), and
both target groups (30/175, 17.1%). Their most frequent goals were to enable or improve care, provide therapy, or positively
influence symptoms of people with dementia (eg, disorientation). The greatest proportions of studies were case studies and case
series (72/175, 41.1%) and randomized controlled trials (44/175, 25.1%). The mgjority of studies reported small sample sizes of
between 1 and 50 participants (122/175, 69.7%). Furthermore, most of the studies analyzed the effectiveness (85/233, 36.5%) of
the technol ogy, while others targeted feasibility or usability or were explorative.

Conclusions: Thisreview demonstrated the variety of technologies that support people with dementia and their relativesin the
home care setting. Whereas this diversity provides the opportunity for needs-oriented technical solutions that fit individual care
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arrangements, it complicates the choice of the right technology. Therefore, research on the users’ informational needsis required.
Moreover, there is a need for larger studies on the technologies' effectiveness that could contribute to a higher acceptance and
thusto atransition of technologies from research into the daily lives of people with dementia and their relatives.

(JIMIR Aging 2021;4(1):€25307) doi:10.2196/25307

KEYWORDS
dementia; home care; assistive technologies; scoping review

Introduction

About 50 million people worldwide suffer from dementia, and
there are almost 10 million new cases every year [1]. Dementia
is an umbrella term that describes a syndrome, usually of a
chronic nature, in which there is a disorder of severa higher
cortical functions: memory, thinking, orientation, language,
judgment, and learning [2]. Due to the disease, people with
dementia are restricted in their activities of daily life.
Furthermore, the prevalence of challenging behaviors such as
anxiety, hallucinations, delusions, or disinhibitionishigh[3-5].
Over the course of the disease, different needsfor support occur.
These needs range from assistance with activities of daily living
(eg, personal hygiene), psychosocia support (eg, coping with
the disease), and help with disorientation [6]. Nevertheless,
people with dementia want to live at home as long as possible
[7,8], and moving to a new environment (eg, long-term care)
increases confusion, disorientation, and behavioral symptoms
[9,20]. Home care is mostly provided by relatives, which can
result in conflicts between the support needs and requirements
of those affected and the available resources of the informal
caregivers. Relatives often feel obliged [11] and have a high
burden of care[12,13]. This causestension in the family system
and afeeling of being overwhelmed. As aresult, the quality of
care cannot be maintained, and even amoveto along-term care
setting is necessary [14].

Assistive technologies can potentially maintain and support
home care arrangements and consequently avoid or postpone
residential care [15,16]. They have various aims, such as
supporting communication [17-19], providing timely education
or therapy for people with dementiaand their relatives[20,21],
offering assistance with daily activities (eg, cooking) [22], or
reducing disease-related risks (eg, getting lost) [23]. Thereby,
they encourage independence and social inclusion [15,16,24].
On the other hand, a recent study did not demonstrate a
significant reduction in caregiver burden, anxiety, and
depression in a large study population [25]. The evidence
therefore does not seem to be clear. Barriers to the use of
assistive technologies included perceptions of the high cost of
formal assistive technologies; dilemmas regarding the timing
and stage of technology use; and a lack of information and
support from formal health and social care services about access,
sources, timing, and options for use [26].

With regard to the different support domains, there is a wide
diversity of assistive technologies, ranging from simple
applicationsto complex multicomponent technologies. Assistive
technologies can be defined as technological devices aimed
“(...) to maintain or improve an individua's functioning and
independence to facilitate participation and to enhance overall

http://aging.jmir.org/2021/1/e25307/

well-being” [27]. Research and development in this field has
increased significantly in recent years due to technological
progress, increasing demand and research funding [28].
However, the research area is very confusing due to the large
number of different technologies with varying degrees of
development for different target groups as well as various
objectives of these technologies. We therefore conducted a
scoping review to provide an overview of existing research on
assistive technologies for people with dementia and their
families in the home setting, guided by the research question:
What types of assistive technol ogies are described in the current
scientific literature for people with dementia and family carers
to support care in the home setting?

Methods

We conducted a scoping review following the steps described
by Arksey and O’ Malley [29] with an extension by Levac et al
[30]. The steps include (1) formulating the research question;
(2) identifying relevant studies; (3) selecting relevant studies,
(4) charting the data; (5) collating, summarizing, and reporting
results; and (6) consultation. We did not publish a protocol for
thisreview and used PRISMA-ScR (Preferred Reporting Items
for Systematic Reviews and Meta-Analyses extension for
Scoping Reviews) for reporting of this review [31].

Eligibility Criteria

We included publications with qualitative or quantitative study
designs focusing on technologies supporting people with
dementia or their informal caregivers in the home care setting
published between January 2013 and October 2018 in the
German or English language. The time restriction of 5 years
prior to the search date was chosen due to the rapid and
significant changes that are made in the digital sector. We
included studies conducted in day care centers and nursing
homes because some of the technol ogiestested in these settings
are also described as suitable for use in the home setting.

We excluded studies targeting people with mild cognitive
impairment or delirium only as well as studies on electronic
aids (eg, eectric wheelchair) or technologiesfor the sole purpose
of dementia assessment or diagnostics without any implication
for the home care of people with dementia. Additionally, we
excluded studies on technologies that are exclusively used by
health professionals. We also excluded studiesthat only reported
on technical aspects or parts of atechnology (eg, interfaces or
prototypes) as well as systematic reviews and study protocols.

Search Process

We searched the databases MEDLINE, CINAHL, Psycinfo,
and CENTRAL up to October 2018. To develop the search
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strategy, the review team brainstormed potentially important
search terms, scoped relevant studiesfor controlled vocabulary,
and searched the MeSH browser for relevant MeSH terms
mapped to uncontrolled vocabulary. The search strategy was
reviewed internally via the Peer Review of Electronic Search
Strategies (PRESS) guideline [32]. Two review authors (AS,
SP) independently screened titles, abstracts, and full texts for
inclusion. In cases of uncertainty, a third author (SN) was
consulted.

Data Extraction and Critical Appraisal

Two study authors (AS, SP) extracted the following study
characteristics using a standardized data extraction sheet and
resolving differences by discussion: authors, year of publication,
study design, study aim, country, setting, sample size, name of
technology, type of technology, and aim of technology.

We did not perform a standardized critical appraisal of the
included studies with, for example, the Cochrane Risk of Bias
tool, since our goals were to give an overview and map out
topics.

Synthesis

We report the results in a structured and narrative synthesis,
graphically, and in tabular form. Therefore, we grouped the
studies' technologies thematically and mapped out the study
designs, technology groups, and goas of the studies.

Figurel. PRISMA flowchart.

Palmdorf et al

Additionally, we compared the settings, target groups, and
sample sizes. The trends in publication numbers as well asthe
inclusion of the target groups were analyzed. We report the
results with descriptive statistics in absolute and relative
frequencies. A brief report on the nonformalized consultation
process by means of expert discussions at 2 conferences is
incorporated in the discussion.

Results

The database search identified 5328 titles. After abstract and
full-text screening, 158 publications describing 175 studieswith
atotal of 10,167 participants were included. See the PRISMA
flowchart [33] for the illustration of the search process (Figure
1) and the multimedia appendices for the studies references
(Multimedia Appendix 1) and study details (Multimedia
Appendices 2-4). The divergent number of studies and articles
can be explained by the fact that several different case studies
on different technol ogies are combined in 1 article. These studies
do not meet the criteria of case series or multiple case studies.
In addition, different studies, which varied in design, were
described in 1 article.

In order to answer the question of existing assistive technologies
to support people with dementia and their relatives, a diagram
was created clustering the different types of technologies under
investigation (Figure 2).
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Figure 2. Relative frequencies of the types of technologies in the included
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About half of the studies (86/175, 49.1%) addressed different
applications on computers, laptops, or tablets. Furthermore,
robots (25/175, 14.3%) and telephone interventions (22/175,
12.6%) werefrequently studied. Among robotic systems, PARO
(PARO Robots US Inc, Itasca, IL) was the most commonly
covered technology (10/175, 5.7%). Other technologies such
asgaming consoles (1/175, 0.6%), apps on smartphones (4/175,
2.3%), ambient assisted living (8/175, 4.6%), and monitoring
systems (12/175, 6.9%) were covered less frequently.

The studies can be classified according to different study
characteristics. Focusing on the target group, technologieswere
primarily used by people with dementia (77/175, 44.0%), their
relatives (68/175, 38.9%), or both target groups (30/175, 17.1%).
With regard to the technology groups presented, most of the
studiesinwhich robotsweretested were conducted with people
with dementia (23/25, 92%). Computer programs (16/20, 80%)
and apps on tablets (9/11, 82%) were a so tested most commonly
with people with dementia. Telephone-based interventions
(22/22, 100%), internet courses (9/9, 100%), special websites
(9/9, 100%), and online social networking or support groups
(8/10, 80%) were amost exclusively related to family carers.
When both target groups were addressed, monitoring (7/30,
23%) and ambient assisted living systems (5/30, 17%) were
examined more frequently.

Table 1. Absolute number of publications by publication year (n=158).
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With respect to the setting, 60.0% (105/175) of the studieswere
conducted at home, 20.0% (35/175) in nursing homes, 11.4%
(20/175) inday care centers, and 5.1% (9/175) in morethan one
setting. Concerning the technology groups, more than two-thirds
of the studies with robots were conducted in nursing homes
(17/25, 68%). Telephone interventions (22/22, 100%), apps on
computers (6/6, 100%), and monitoring systems (9/12, 75%)
were tested exclusively or predominantly in the home setting.
Computer programs were tested more frequently in day care
centers (8/18, 44%) and nursing homes (5/18, 28%) than at
home (3/18, 17%). Furthermore, aimost all studiesthat focused
on the relatives took place in the home environment (66/68,
97%), and studies focusing on both target groups were more
likely to take place at home (19/30, 63%) than in nursing homes
(8/30, 27%). People with dementia were most often studied in
nursing homes (27/77, 35%). However, asimilar proportion of
thistarget group was assessed at home (20/77, 26%) and in day
care centers (19/77, 25%).

Overall, the number of included publications per year was
relatively stable over time, with a mean of 26 publications per
year. The number varies between aminimum of 21 publications
in 2016 and a maximum of 34 publications in 2017. Table 1
shows the number of publications per year and target group of
the technical intervention.

Target group Publication year

2013 2014 2015 2016 2017 2018
People with dementia 10 10 10 5 17 11
Caregivers 7 12 15 10 13 10
Both people with dementia and caregivers 7 5 4 6 4 2
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There is a noticeable increase in the number of publications
focusing on people with dementia between 2016 (n=5) and 2017
(n=17). Additionaly, it becomes clear that the number of
publications with the target group of relatives increases
significantly from 2013 to 2015, and they represent the largest
target group from 2014 to 2016. From 2017 onwards, thistrend
changed, and most interventions investigated assistive
technologies for people with dementia. In 2018, the number of
publications of these target groups is approximately the same
(caregiver n=10; peoplewith dementian=11). Few of the studies
focused on both target groups as users of technologies.

Palmdorf et al

Regarding the number of participants, the majority of studies
included 1 to 50 persons (1-10: 59/175, 33.7%; 11-50: 63/175,
36.0%). Table 2 shows the number of publications by the
technologies' target group and sample size. In smaller studies
with a maximum of 10 participants, the proportion of
publications about people with dementia (38/59, 64%) was
particularly high. In studies with 51 or more participants, the
majority of studiesfocused on caregivers (51-100: 12/19, 63%;
101-200: 11/14, 79%; =201: 9/16, 56%).

Table 2. Absolute number of publications by number of participants (n=175).

Target group Number of categorized participants

1-10 11-50 51-100 101-200 2201
People with dementia 38 26 5 3 5
Caregivers 10 24 12 11 9
Both people with dementia and caregivers 11 13 2 0 2

The assistive technologies were also investigated according to
their study designs. Case studies represented 33.1% (58/175),
25.1% (44/175) were randomized controlled trials (RCTs), and
10.3% (18/175) were pre-post studies. Only asmall proportion
of the studies used case series (14/175, 8.0%), an exclusively
qualitative design (14/175, 8.0%), a controlled tria (7/175,
4.0%), or across-sectional design (7/175, 4.0%). Theremaining
studieswere classified ashaving “ other” designs (13/175, 7.4%).

Grouping study designs by target groups, thelargest percentage
of studiesfocusing on patients with dementia used case studies
(37/77, 48%). Subsequently, case series and RCTs represented
the second largest proportion for this target group (11/77 each,
14%). Regarding the relatives, most studies used RCTs (30/68,
44%) and pre-post designs (14/68, 20.5%). When both target
groups were investigated, case studies were mostly utilized
(14/30, 47%). Case studiesin general mainly consisted of people
with dementia (37/58, 64%) or both target groups (14/58, 24%).
In the qualitative studies, all target groups were examined with
similar frequency (peoplewith dementiaand both groups: 5/14,
36%; relatives: 4/14, 29%).

When stratified by setting, in day care centers, mainly case
studies and series were conducted (18/20, 90%). Case studies
also accounted for half of the research in nursing homes (18/35,
51%). In contrast, the number of RCTswas highest in thehome
setting (35/105, 33.3%), followed by case studies and case series
(29/105, 27.6%) as well as pre-post studies (15/105, 14.3%).
In addition, most qualitative studies were conducted at home
(10/14, 71%). Regarding the number of participants and study
designs, 25% (11/44) of RCTsincorporated 11-50 people, and
30% (13/44) of RCTs incorporated each of 51-100 and =201
persons. With respect to the technol ogy group, most of the RCTs
and controlled trials were performed with testing telephone
interventions (18/51, 35%), robots (8/51, 16%), and internet
courses (7/51, 14%). In the case studies and case series,
applications on computers, tablets, and laptops (38/72, 53%) as
well as robots (10/72, 14%) were examined most frequently.

http://aging.jmir.org/2021/1/e25307/

The nature of assistive technologies is particularly determined
by its purpose. For better comparability, 8 categories of
technology aims were formed. As some technologies had
multiple functions, they were assigned to more than 1 category
in order not to simplify their complexity.

The largest proportion of technologies aimed to enable or
support therapeutic or caring interventions (85/308, 27.6%).
Therapeuti ¢ technol ogy—supported interventionsincluded online
therapy for people with dementia or their caregivers [34-36] or
art therapeutic interventions via a technical device (n=31)
[37,38]. Care interventions sought to increase the safety of
people with dementia, for example by detecting the danger of
faling at an early stage (n=54). A specific example was the
study by Bayen et a [39], which analyzed how continuousvideo
monitoring and review of falls of individualswith dementiacan
support better quality of care. Abbate et al [40] used awireless
accelerometer and el ectroencephalograph logger integrated in
aminimally invasive monitoring sensor system with the aim of
detecting possiblefallsand their causes. Careinterventionsalso
included onlinetraining programs for relatives with the goal of
improving caring by trying to facilitate everyday life (eg, dealing
with peoplewith dementia). The European project STAR offers
caregivers of people with dementia (both formal and informal)
online training in order to better understand the disease and
provide higher quality care [41]. Furthermore, 25.3% (78/308)
of the technol ogies aimed to positively influence the symptoms
of people with dementia such as disorientation or fear. Other
technol ogies have been used to increase the knowledge of people
with dementiaor their relatives, such asthrough special websites
(34/308, 11.0%), to enabl e or improve communication (29/308,
9.4%,; eg, by providing an easy-to-use interface that allows
people with dementia to contact their relatives) [42], or to
enhance the skills of peoplewith dementiain particular (20/308,
6.5%). Skill improvement included abilities such as
remembering, orientation, and movement. Thisinvolved games
that increased cognitive performance [43] or interventions to
improve mobility [44]. An equal share of technologies (12/308
each, 3.9%) wanted to support activities of daily life (eg, by
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guiding people with dementia in their activities [22,45]) or
improve engagement (eg through entertaining games [46]).
“Other aims’ were described for 12.3% (38/308) of the
technologies. Overall, the objectives of the technologies were
very broad. Dueto the high complexity of technologies and the
poor reporting, categorization of technology aims can only be
based on the information provided by the studies. Therefore,
the categories cannot be clearly distinguished from each other.
In this context, caring tends to be a superficial main category,
as many authors merely state an improvement in care provision
as an aim, without describing in detail what the intervention
specifically addressed in terms of needs.

A large percentage of the studies aimed to investigate the effects
of thetechnology, either in terms of demonstrating effectiveness
(85/233, 36.5%) or, more generally, by evaluating the assistive
technologies (23/233, 9.9%). With regard to factorsinfluencing
intervention effects, few of the studies had the goal of measuring
acceptance (16/233, 6.9%) or usability (23/233, 9.9%). In order
togain afirst or deeper insight into the possible modes of action
of the technologies, the minority were labelled as exploratory
(22/233, 9.4%) or feasibility studies (31/233, 13.3%).

The objective of analyzing effects was similarly high in all
studies regardless of the target group (people with dementia:
42/100, 42.0%; relatives: 33/84, 39%). The effectiveness was
tested especially in studies in day care centers (17/26, 65%).
Furthermore, many of the case studies pursued thisaim (27/80,
34%). Case studies often examined the feasibility (13/80, 16%)
or usability (11/80, 14%), or they were used for exploration
(8/80, 10%). Feasihility, in turn, was given as the aim of the
study in both target groups equally frequently (people with
dementia: 13/100, 13%; relatives: 11/84, 13%). Many of these
feasibility studies investigated technical interventions on
computers, tablets, or laptops (21/31, 68%).

Discussion

Overall, this scoping review gives a comprehensive overview
of the current literature and shows the diversity of assistive
technologies for people with dementia and their family
caregivers. There is a comparable amount of studies focusing
on people with dementiaaswell astheir caregivers. On the one
hand, this demonstrates the increased availability of assistive
technologies for informal caregivers; on the other hand, this
demonstrates recognition of family members and people with
dementia as consumers,

Many of the studies had the aim of demonstrating the
effectiveness of the technology, although most of them were
case studies with small sample sizes. This indicates that many
of the technologies were rather rudimentarily tested, and only
a very limited number of findings about effects or feasibility
has been established, resulting in low confidence in the results.
However, this seems odd, as usualy a lot of financial and
personal resources have to be invested in the development of a
technology. Consequently, it would be reasonable to test them
adequately. However, we acknowledge that it is difficult,
especialy for profit-oriented companies, to scientifically test
the effectiveness of their devel oped technol ogies dueto potential
conflicts of interest. Evidence for the effectiveness of
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interventions through RCTs and controlled trials is more
prevalent, although still limited, for telephones, robots, and
internet courses. Intotal, alarge proportion of studieswas aimed
at the technical evaluation, exploration, usability, or feasibility
of an assitive technol ogy. Thisindicatesthat many technol ogies
for people with dementia and their informal carers are still in
an early development stage. There is a need for larger studies
of technologies’ effectiveness. A broad evidence base about the
benefits and risks of technologiesfor usersiscrucial to promote
their acceptance and therefore achieve a transition of
technologies from research into the daily lives of people with
dementia and their relatives [47]. Successful technology
arrangementswere often characterized by pragmatic adaptation
and combination of new with old equipment by the people with
dementia or their caregivers[48,49].

Wefound heterogeneous technologiesin our review. Telephone
interventions have been frequently analyzed. A major advantage
of telephone interventions is that there is no need to purchase
expensive technol ogies because existing resources can be used.
Furthermore, the technology is aready known, used, and
therefore accepted by the users. This could have the advantage,
especialy for people with dementia, that they could still use
this technology in a later phase of the illness without being
challenged with learning something new. Hence, usein everyday
life seems more easily compared to other technologies. Internet
courses are low-threshold interventions that can provide timely
education for caregivers and reduce stress [50]. Additionally,
they are relatively low-cost developments compared to, for
example, a robotic system. Robots, by contrast, are complex
technologies that can provide support in many ways (eg,
socioemotional support, taking over household tasks, guiding
actions, or recognizing and intervening in changing or dangerous
situations). As we stated before, one robotic system, called
PARO, has been of great interest for researchers. Studies using
PARO were mostly placed in nursing homes or day care centers
and evaluated its effectiveness. Reviews, which specifically
analyzed robots for older people with and without dementia,
found positive but not aways significant effects on behavioral
and emotional aspects, quality of life, and communication
[51-53].

In a large number of interventions, both target groups were
involved (eg, in order to individualize the interaction between
the technology and people with dementia, their family chose
photos, music, or videos [38]). Few of the technologies were
designed to involve both target groups with the aim of
supporting their interaction or communication [54]. Thisagain
shows the variety of application areas regarding assistive
technologies for people with dementia and their family
caregivers. To ensure that results are generalizable, we suggest
that future reviews analyzing the effectiveness of assistive
technologies focus on a group of technologies that are similar
regarding their technical components, aims, and target groups.

Corresponding to the last step of the scoping review process
model, the results of the scoping review were presented and
discussed at 2 conferencesin the form of a poster presentation
and alecture by expertsin the field of health care research and
practical care of people with dementia [55,56]. The main
guestions asked referred to the acceptance and adoption of the
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technologies in the household. The topic of acceptance of the
technologies is hardly represented in the studies. Studies
referring to the fact that the users have accepted the technol ogies
and integrated them into their households usually provided a
detailed description of how this processtook place and whether
there were any facilitation efforts (eg, externa support by the
project team) or how the acceptance was determined. Studies
that explicitly investigated acceptance measured the use of the
technology, user attitude, user mood (eg, relaxed or joyful), or
user satisfaction [37,57,58]. Cristancho-Lacroix et al [59]
reported a lack of acceptance, which was measured using
qualitative data. It remains unclear which specific aspects have
a negative impact on acceptance. Few of the studies explicitly
reported on challenges in using the technology or barriers to
use [37]. Especially with the large number of case studies, we
would have expected more detailed information regarding this
issue. In addition, this information could be of importance in
determining whether interventions can be recommended by
health care professionals or so that people with dementia and
their families can decide whether to use a technology. Based
on the experts comments, we conclude that more and in-depth
evidence is needed about the user acceptance of such
technologies. Studies should be based on rel evant theories such
as the unified theory of acceptance and use of technology
(UTAUT) [60], in order to gain meaningful and valid results
with regard to the implementation. Specific concepts like the
non-adoption, abandonment, scale-up, spread, sustainability
(NASSS) framework can be helpful to evaluate factors
influencing the adoption of technologies in order to plan an
effective implementation [61]. It also requires industry and
service providers to take a user-centric approach to design and
deployment [62]. People with dementia and their caregivers
identified clear information pathwaysfor assistive technologies
asessentia for both service providersand service commissioners
[63].

Due to the exploratory nature of the scoping review, it has to
be considered that studies may have been overlooked despite
the broad search because of the restrictions in databases,
languages, and period of time. Because of the broad research
guestion and heterogeneous study situation, a more in-depth
analysis of specific technologieswas not suitable. Furthermore,
studieswhose results did not demonstrate acceptance or positive
outcomes may not have been published (publication bias). A
particular difficulty arose in extracting data from studies and
classifying technologies due to the poor reporting of the studies.
Thiswas especially prevalent for the methodological approach
of the studies, description of the users, and use of the assistive
technologies. In contrast, these studies focused more on
technical aspects of the technologies, such as the design of an
interface or data streams of systems. We still included studies
with afocus on technical aspects when they reported how the
technology was tested, because that was of particular interest
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in our review. In these cases, it was aso more difficult to
determine the purpose of the technology. Therefore, these were
categorized based on the authors explanations. A standardized
description of the technol ogies using the CONSORT EHEALTH
[64] or the TIDieR [65] checklist could contribute to a better
understanding. In addition, the user group of people with
dementiawasinsufficiently described in some cases. Thisrefers
to the existence of a concrete diagnosis of dementia and its
testing, form of dementia, and symptoms of the disease,
especidly with regard to communication skills. Some
participants were described as having dementia, but in thetesting
of cognitive abilities, they only showed limitations in the area
of mild cognitiveimpairment. This makesit difficult to identify
relevant studies and assess the transferability of study results.

Overall, there is great diversity in assistive technologies for
peoplewith dementiaand their family caregivers. Thisbecomes
particularly clear when analyzing the different types of
technol ogies and their purposes. One advantage of thisdiversity
is that different technologies can address different problems
and needs. Thus, the repertoire for the solution of these different
problems is extended by technical interventions. This gives
people with dementia, their relatives, and hedth care
professionals more options for tailoring care arrangements to
their needs. On the other hand, the diversity of technologies
makes it more difficult for end users in particular to gain an
overview of existing possibilities. Thisis especially true when
technologies are developed for a broad group of users (eg,
elderly people or people with cognitive disabilities). Here, it is
even more complicated to decide on the appropriateness of the
application of a specific assistive technology in a specific case.
Thisresultsin the necessity of auser-oriented databaseto inform
potential usersabout the avail abl e technol ogies. We recommend
that the database includes variousinformation of the technology,
such as specific target group, aims, effectiveness, and user
experiences. Therefore, an analysis of the users’ informational
needs would be beneficial. Furthermore, there is a major need
for well-devel oped and tested interventions. This includes the
measurement of not only (health) care outcomes but also
feasibility and acceptability. Participatory design and
development processes have to be implemented to fulfill the
needs as well as acceptability, usability, and ethical issues of
future users [23,66,67]. It is possible that case studies have
remained at this level of research with no apparent follow-up
projects because only low acceptance or effects have been
identified. At the same time, there is a broad need for (1)
technologiesto assist peoplewith dementiain severa aress, (2)
identification of the characteristics these technologies should
have based on the users' needs, and (3) information on these
technologiesthat is required by the users [68]. We believe that
this scoping review can contribute to further guide research on
assistive technol ogies for people with dementiaand their family
caregivers.
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Abstract

Background: Through the increasingly aging population, the health care system is confronted with various challenges such as
expanding health care costs. To manage these challenges, mobile apps may represent a cost-effective and low-threshol d approach
to support older adults.

Objective: This systematic review aimed to evaluate the quality, characteristics, as well as privacy and security measures of
mobile apps for older adults in the European commercial app stores.

Methods: Inthe European Google Play and App Store, aweb crawler systematically searched for mobile apps for older adults.
The identified mobile apps were evaluated by two independent reviewers using the German version of the Mobile Application
Rating Scale. A correlation between the user star rating and overall rating was cal culated. An exploratory regression analysiswas
conducted to determine whether the obligation to pay fees predicted overall quality.

Results: Intotal, 83 of 1217 identified mobile apps were included in the analysis. Generally, the mobile apps for older adults
were of moderate quality (mean 3.22 [SD 0.68]). Four mobile apps (5%) were evidence-based; 49% (41/83) had no security
measures. The user star rating correlated significantly positively with the overal rating (r=.30, P=.01). Obligation to pay fees
could not predict overall quality.

Conclusions: Thereisan extensive quality range within mobile apps for older adults, indicating deficitsin terms of information
quality, data protection, and security precautions, as well as alack of evidence-based approaches. Central databases are needed
to identify high-quality mobile apps.

(JMIR Aging 2021;4(1):€23313) doi:10.2196/23313
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Introduction

Demographic change continues worldwide [1]. Globally, the
proportion of older adults, those aged 65 years and older [1,2],
will increase more than 60% until the year 2030 [1]. In 2050,
it is estimated that 1.6 billion people (16.7% of the total world
population) will be age 65 years or older [1]. The global aging
population poses a variety of challengesto health care systems
and their sustainability, such as increasing costs and potential
medical and social undersupply to older adults due to alack of
health care professionals in the future [3,4]. Moreover, older
adults are confronted with challenges such as physical and
cognitive functional impairments, changes in social
relationships, socioeconomic status, and loneliness [5]. These
age-related changes often have far-reaching effects on overall
health, preservation of independence, and ability to participate
socialy [5]. Someolder adults might need assistancein retaining
an active and independent lifestyle, sustaining physica and
mental performance, preventing physical and mental disorders,
and maintaining an appropriate system of social support [3,6].

Mobile and internet technologies such as mobile apps offer
possible approaches to increase the empowerment of older
adults, support social activities, prevent cognitive and physical
decline, decreaseloneliness, and provide assistance in everyday
activities [7-12]. Mobile apps could be innovative solutions to
help older adults maintain independence and enable them to
promote their health and functioning [8,9,13,14].

Mobile apps may offer many advantages for older adults to
complement traditional health care behavior, as they can be
cost-effective if implemented on a large scae and used
independently of time and location [15,16]. Furthermore, they
have the potential to simplify social and medical care, which
could contribute to the promotion of social inclusion and support
living at home on alonger term [8-10,17].

Nevertheless, uptake and acceptance of mobile apps by older
adults arerather low [18]. This may stem from various risks of
mobile app use and barriersto uptake, including concerns about
the quality and benefits of mobile technologies, accuracy of
provided information, fear of misdiagnosis, worries about data
misuse and insecurity regarding datatransmission, costs of use,
qualification of the app developers, lack of evidence, and poor
usability [18-23]. Also, older adults occasionally show a lack
of perceived self-efficacy regarding mobile app use, which
negatively influences uptake [16,18].

Smartphones have become an integral part of everyday life,
even for older adults[24,25]. In 2017, 40% of Americans aged
65 years and older were using a smartphone [24]. Two years
later, in 2019, 73% of Germans aged 60 to 69 years used a
smartphone [26]. Many studies imply that due to the aging of
the baby boomer generation, more older adults will use
smartphones [18,27]. As a result, mobile apps could reach a
large number of older adultsin the future [18,27].

There are many mobile apps available in the app stores [28],
but the quality of publicly available mobile appsfor older adults
has not been systematically evaluated so far. Thereisonly one
systematic review that reports the quality of publicly available
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mobile appsfor the promotion of balancein older adults, which
concluded that mobile apps are of acceptable quality [29].
However, this review has a narrow scope as it only focused on
improving balance in older adults through mobile apps, and
there are presently no further systematic reviews of mobile apps
for older adults available. Therefore, information about the
quality, content, and data handling in mobile apps for older
adultsis not available to date.

Users can have problems identifying mobile apps that will
effectively and safely support them in their health care [30].
Thisis mainly caused by the vast number of available mobile
apps, opaque dynamicsin the app stores, and the perceived lack
of technical knowledgein older adults[30,31]. User star ratings
from the app stores seem to be a questionable indicator for
quality as they can originate from fictional persons and seem
to be mostly determined by functionality and aesthetics[32,33].

To closethisresearch gap, our study has systematically searched
for mobile appsin the European app storeswith afocus on older
adults. Hence, their general characteristics, aims, methods,
content, and quality were assessed using a multidimensional
instrument, the German version of the Mobile Application
Rating Scale (MARS-G) [34,35]. To evaluate various acceptance
barriers that discourage older adults from using a mobile app,
this systematic review focuses on the following characteristics
of mobile appsfor older adultsin the European commercial app
stores:

«  Privacy and security features

« Quality criteria based on the MARS-G (engagement,
functionality, aesthetics, information)

- Correlation between the user star rating and the MARS-G
overal rating

- Prediction of overal quality due to the obligation to pay
fees

Methods

Study Design

The systematic review was based on the Preferred Reporting
Items for Systematic Reviews and Meta-analyses (PRISMA
statement) according to Moher and colleagues [36], with
discrepancies due to the characteristics of mobile apps (for
details see Multimedia Appendix 1).

Search Strategy and Inclusion Criteria

A web crawler was used to systematically screen the European
Google Play and App Store for eligible mobile apps with the
search terms “old,” “dementia” “memory,” “mnemonic,’
“elderly,” “senior,” “maturity,” “retiree,” “seniority,” and “aided
recall.” The search string to identify mobile appsfor older adults
resulted from findings of self-conducted focus groupswith older
adults, caretakers, and physicians followed by an expert
discussion (EMM, LS, HB, MD, DD, and NW). The web
crawler is a search engine that systematically searches the
internet and country-specific app stores such as Google Play
and the App Storefor eligible mobile apps[37]. The search was
conducted on February 5, 2019.
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All identified mobile appswerelisted in acentral database, and
the first results were screened by the reviewers (AP, DS, MD,
MS, LS, DD, and NW). The screening was conducted via an
Access (Microsoft Corp) file. Every mobile app was screened
by two reviewers. Disputes were discussed with a supervisor
(EMM). To beincluded in this review, mobile apps had to meet
thefollowing inclusion criteria: (1) designed for older adults or
older adults, their caregivers, and relatives; (2) available and
downloadable in the official Google Play or the App Store; (3)
in German or English (in accordance with the reviewers
language skills); (4) functional to enable an assessment (eg, no
device problems); and (5) usableindependently of other software
(eg, software on smartwatches). Duplicates were automatically
and manually excluded. Nonworking links were tried several
times. The reviewers excluded mobile apps that did not meet
the inclusion criteria according to the title, mobile app
description, given images, or comments of mobile app usersin
the app storesin the first step.

On May 8 and 9, 2019, an additional manual search of maobile
app recommendationsin the app storestook place by areviewer
(AP) toidentify further relevant mobile apps. This should ensure
an up-to-date and comprehensive search for maobile apps.
Additionally to the previous search terms, the following German
and English search terms were used: “seniors,” “older adults,”
“Alzheimers” “memory games” “retirement,” “pills’
“dementia,” “memory,” “senior health,” and “emergency call.”
The search termsto identify mobile appsfor older adultsresulted
from findings of self-conducted focus groups and were
developed in an expert discussion (EMM, LS, HB, MD, DD,
and NW). In addition to technical terms, relevant synonyms
and alternatives used by end users were added to the extracted
search terms [38]. These mobile apps were also reviewed for
their entitlement to be included in the analysis.

For the MARS-G analysis, the mobile apps were downloaded
and checked regarding the inclusion criteria and their
functionality for the review (eg, no device problems). Technical
problems were validated on at least two devices. The mobile
apps were downloaded and installed either on an iPad mini
(Apple Corp; model MK9N2FD/A; operating system 12.1), a
MediaPad X2 (Huawei Device Co; model GEM-701L ; operating
system 5.0.1), or an iPhone 6 (Apple Corp; model A1586;
operating system 12.2).

Data Collection Process

The quality assessment of the mobile apps was conducted by
two independent reviewers (AP, DS, MD, MS, LS, DD, or NW)
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using the MARS-G [35]. Prior to the rating, the reviewers
received standardized online training, which is publicly
accessible and free of charge [39]. Each mabile app had been
explored and used for at least 15 to 20 minutes to examine the
functionality, content, and quality. The quality rating took about
30 minutes for each mobile app and was documented via an
Access file. Reviews were completed on May 28, 2019. For
quality assurance, interrater reliability was calculated. Rater
agreement was examined by intraclass correlation (ICC) based
on a2-way mixed-effect model with absol ute agreement. When
the ICC was below a minimum value of .75 [40] or when there
were disputes between the reviewers, a third reviewer was
consulted [34,35].

Evaluation Tool

The MARS-G evaluation tool is a reliable and valid scale for
the quality assessment of mobile apps [35,41]. The MARS-G
shows a good to very good internal consistency for all
subdimensions (w=.72-.90) as well as for the overall score
(w=.82, 95% CI .76-.86) and a high ICC (2-way mixed ICC
.84, 95% Cl .82-.85) [35]. The correlations of the corresponding
dimensions of the MARS and MARS-G range from r=.92-.98
[35].

General Characteristics

The classification page of the MARS-G was used to examine
mobile app characteristics. It contains descriptive and technical
information about the mobile app: (1) name, (2) platform, (3)
content-related subcategory, (4) store link, (5) price, (6) user
star rating, (7) aims, and (8) methods [34,35].

Data Protection and Security Precautions

The assessment of privacy and security features based on
MARS-G is on a descriptive level (eg, availability of privacy
policy, imprint). All features were assessed based on
downloaded mobile apps, and only information that was
disclosed within the mobile app or its description in the app
stores was investigated.

Categorization

The categorization of mobile appsfor older adults according to
Cunha and colleagues [42] was used for the analysis to enable
aclassification independent of the app stores. Thisclassification
was developed using a methodological search in Google Play
and the App Store for mobile apps designed to hel p older adults
[42]. Table 1 lists the various categories with examples of
content topics.
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Table 1. Mobile app categories for older adults with exemplary topics according to Cunhaet al [42].

Categories Exemplary topics

Diagnostic Cognitive impairments, physical and mental illnesses

History Monitoring of vital parameters such as blood pressure, and organization of daily activities

Improve Relaxation, speech-to-text, text-to-speech, risk assessment, magnifying glass, medication
recognition, pictogram-to-speech, communication portals, and social networks

Informative Healthy living, education, and psychoeducation about mental and physical illnesses

Interface Mobile apps for conversion to auser-friendly interface

M easurement Physical activity, pedometer, and GPS tracking

Protection Drug reminder, help requests, and localization

Simulation Simulation of diseases, impairments, or appearance

Trainer Memory, relaxation, logical thinking, fitness, and cognitive speed

Tutoria Accident rehabilitation, sign language, improvement of self-esteem, and improvement of com-

munication

Quality Assessment

The multidimensional quality rating of the MARS-G includes
19 items on 4 different subdimensions, which are evaluated on
a 5-point Likert scale (1=inadequate, 2=poor, 3=acceptable,
4=good, and 5=excellent): (1) engagement—5 items
(entertainment, interest, individual adaptability, interactivity,
target group); (2) functionality—4 items (performance, usability,
navigation, motor and gestural design); (3) aesthetics—3 items
(layout, graphics, visual appeal); and (4) information—7 items
(accuracy of app description, goals, quality of information,
quantity of information, quality of visual information,
credibility, evidence base) [34,35].

Data Analyses

For the evaluation of the overall rating and quality, the total
scorewas cal culated from the 4 subdimensions[34]. Theratings
of thereviewerswere averaged for all calculations. Mean scores
and standard deviationswere cal culated for the MARS-G overall
rating and subdimensions.

Item 19 on the information subdimension was used to assess
whether empirical studieswere available for amobile app. This
item was investigated by searching the mobile app name in
Google Scholar, PubMed, Google, and the developers or
providers websites for existing efficacy and effectiveness
studies[34].

Bivariate correlations between the user star rating and the
MARS-G ratings were calculated. Also, bivariate correlations
between the user star rating and the number of security and
privacy measures were determined. The user star ratings were
extracted from the app stores. The user star rating from Google
Play and the App Store can be assigned on ascaleof 1to 5 stars
and is displayed to mobile app seekers in the app stores as a
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cumulative average of individual ratings [43]. Mean score and
standard deviation were calculated for the user star rating.

To examine whether the obligation to pay feesis a predictor of
overall quality, an exploratory regression analysiswas conducted
in which the predictor was dummy coded (1=obligation to pay
fees, 0=no obligation to pay fees). Mobile apps that required
an initial payment for use were defined as “obligation to pay
fees” Mobile apps that were not priced at the time of purchase
or had a free basic version were defined as “no obligation to
pay fees’ [44,45].

A t test for independent samples was used to check whether the
mobile appsfrom the app stores differ regarding their MARS-G
overall and subdimension mean value. For al analyses, an alpha
level of 5% was defined [46]. All statistical analyses were
performed using SPSS Statistics 24 (IBM Corp) and R (R
Foundation for Statistical Computing).

Results

Search

Theweb crawler identified 1154 mobile apps, of which 11.01%
(127/1154) werefound to be eligible by initial screening (Figure
1). Dueto the unfulfilled inclusion criteria, 88.9% (1027/1154)
of mobile apps were excluded. After the initial screening, 127
mobile apps were downloaded, of which 66.1% (84/127) did
not meet the inclusion criteria (eg, duplicates, only for relatives
and caregivers), leaving 33.9% (43/127) to be included in the
MARS-G analysis. In an additional manual search, 63 mobile
apps were detected, of which 37% (23/63) were excluded. In
summary, 6.82% (83/1217) of mobile appsfound wereincluded
in the analyses (for details on the included mobile apps see
Multimedia Appendix 2).
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Figure 1. Flowchart of the mobile app selection process.
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General Characteristics

Of the mobile apps, 64% (53/83) were from Google Play and
36% (30/83) were from the App Store. Therewere no significant
mean differencesinthe MARS-G overall rating between mobile
apps from different stores (tg;=1.399, P=.17). Furthermore,
there were no significant mean differences in the individual
subdimensions of the MARS-G rating for mobile apps from
different app stores (for all calculations P>.05). Most of the
mobile apps were free of charge (73/83, 88%); 12% (10/83)
were priced. The average price was €0.75 (SD 2.76), ranging
from €0 to €18.99 (US $0 to $23.32). The 69 existing user
ratings from the app stores had an average score of 4.15 (SD
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RenderX

0.70). Of the mobile apps, 37% (31/83) were designed for
prevention, 41% (34/83) for treatment, 31% (26/83) for
rehabilitation, 27% (22/83) for aftercare, and 60% (50/83) for
assistance in everyday life. Multiple naming of fields of
application for one mobile app was possible. A total of 31%
(26/83) were developed and published by a legitimate source
(such as a nonprofit organization or university). None of the
mobile apps were developed with the help of competitive
government or research funding.

On average, the mobile appsfor older adultshad 3.36 (SD 1.79)
aims, with a maximum of one mobile app having 8 aims. Most
common aims were improvement of well-being (54/83, 65%),
entertainment (39/83, 47%), reduction of stress (37/83, 45%),
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and reduction of anxiety (29/83, 35%). Aims classified under  4%). Figure 2 provides an overview of the frequency of aims

other aims (23/83, 28%) included, for example, disease
education (2/83, 2%) and screening for Alzheimer disease (3/83,

in mobile apps for older adults.

Figure 2. Freguency of objectives of mobile apps for older adults. Multiple naming of objectives for one mobile app was possible. Data are given for

n=83 mobile apps.
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On average, the mobile apps used 2.88 (SD 1.81) methods. The
number varied from 1 to 9 methods. The most common methods
were monitoring and tracking (26/83, 31%), data collection and
measurement, feedback, and gamification (each 25/83, 30%)
aswell asinformation and education and tips and advice (each
23/83, 28%). Some mobile apps included memory, reminder,
amplifier (16/83, 19%), strategies, skills, training (12/83, 14%)
and resource orientation (11/83, 13%). Only afew mobile apps
included physical exercises (7/83, 8%), mindfulness and
gratefulness, and tailored interventions (each 5/83, 6%),
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acceptance, pursuing own goals and rel axation exercises (each
3/83, 4%), and traditional medicine (2/83, 2%) or aternative
medical intervention elements and exposition (each 1/83, 1%).
Methods classified under other methods (23/83, 28%) included,
for example, personalization (7/83, 8%), social networking
features (4/83, 5%), and emergency button and contacts (1/83,
1%). None of the mobile appsincluded serious games, breathing
exercises, hypnotherapy or EMDR. Figure 3 illustrates the
frequencies of used methods in mobile apps for older adults.
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Figure 3. Frequency of methods used in mobile apps for older adults. Multiple naming of different methods in one mobile app was possible. Data are

given for n=83 mobile apps.
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contact, contact person, or imprint was given. Only in 7% (6/83)
emergency functions were available; 5% (4/83) provided data

The average number of security and privacy measureswas 2.07
(SD 2.76). Of the included mobile apps, 49% (41/83) had no
data protection precautions. Most frequently (30/83, 36%), a
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transmission security. Table 2 provides an overview of all data
protection precautions in the mobile apps.
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Table 2. Privacy and security measures found in mobile apps.
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Data protection precaution

Value? n (%)

Allows password use

Requiresalog-in

Has a privacy statement

Requires active confirmation of a consent form
Information on dealing with the data
Notes on financing/conflict of interest
Contact/contact person/imprint

Data transmission security

Emergency functions available

Security strategies for mobile phone loss
Other security strategies

22 (27)
20 (24)
28 (34)
14 (17)
14(17)
14 (17)
30 (36)
4(5)

6(7)

20 (24)
0(0)

@M ultiple naming of different data protection precautions for one mobile app are possible.

Categorization

According to the categorization of Cunha and colleagues [42],
amajority (31/83, 37%) of the mobile apps could be classified
as trainer. Overall, 16% (13/83) were classified as protection,
11% (9/83) as interface, 10% (8/83) as informative, and 7%
(6/83) as improve. Only afew mobile apps were found in the
categories measurement (2/83, 2%), history (4/83, 5%), and
diagnostic and tutorial (each 5/83, 6%). None of the mobile
apps could be classified as simulation. The best overall quality
was found for the categories measurement (mean 3.77 [SD
0.15]), diagnostic (mean 3.67 [SD 0.75]), and trainer (mean
3.28 [SD 0.82]). However, overall quality for categories
informative (mean 3.24 [SD 0.29]), tutorial (mean 3.23 [SD
0.45)), protection (mean 3.18 [SD 0.59]), improve (mean 3.13
[SD 0.59)), interface (mean 2.86 [SD 0.44]), and history (mean
2.82[SD 0.97]) was poor to moderate.

https://aging.jmir.org/2021/1/e23313

Quality Assessment

The overal rating showed an excellent level of interrater
reliability (2-way mixed ICC .97, 95% CI .97-.98). According
to Portney and Watkins [47], the interrater reliabilities of the
MARS-G subdimensions were excellent (ICC .91-.99). The
overall quality of themaobile appsfor older adultswas moderate,
with amean quality of 3.22 (SD 0.68). The subscal e engagement
was moderate (mean 3.25[SD 0.82]), functionality good (mean
3.99 [SD 0.59]), aesthetics moderate to good (mean 3.60 [SD
0.85]), and information quality poor (mean 2.02 [SD 1.10]).
Figure 4 shows agraphical representation of the distribution of
ratings for overall quality and individual subdimensions.

Significant positive bivariate correlations were found between
overall rating and subdimensions (r=.68-85, P<.001). A
correlation table is presented in Table 3.
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Figure4. Graphical representation of the distribution of the Mobile Application Rating Scale (German version) overall rating, and the four subdimensions.
The median, the interquartile distance as well as the range and outliners were given (n=83 mobile apps).
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Table 3. Correlations between the mean values of the four MARS-G subdimensions, overall rating and user star rating.

Characteristics MARS-G?
Engagement Pvalue  Function- Pvaue  Aesthetics Pvalue  Informa Pvaue Ovedlrat- Pvaue
ality tion ing
MARS-G
Engagement _b — — — — — — — — —
Functionality 52 <.001 — — — — — — — —
Aesthetics .62 <.001 54 <.001 — — — — — —
Information .55 <.001 33 .002 .58 <.001 — — — —
Overdl rating .83 <.001 .68 <.001 .85 <.001 .83 <.001 — —
.27 .03 A1 .38 .19 A3 .32 .01 .30 .01

User star rating®

3MARS-G: German version of the Mobile Application Rating Scale.
BNot applicable.

CCorrelations were calcul ated with 69 mobile apps since the user star rating was missing for 14 apps.

Quality Rating on Evidence

Four (5%) mobile apps were evidence-based. For Lumosity
[48,49] and NeuroNation [50], various efficacy studies, mainly
for theweb-based versions, in theform of randomized controlled
trials with different participant groups (eg, age, health status,
ethnicity) exist. These studies suggest significant improvements
in different cognitive performances as processing speed or
short-term memory due to training with these mobile apps.
However, only a few studies met the minimal standards of a
randomized controlled trial (eg, random assignment of
participants) [51]. For MindMate and Constant Therapy, a
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significantly positive difference in therapeutic success could be
shown compared with conventional or no training in older adults
with cognitive impairments [52,53].

Association Between User Star Rating and Quality of
Mabile Apps

The user star rating and overall rating correlated significantly
positively with r=.30 (P=.01). Furthermore, there was a
significant positive relationship between the user star rating and
the subdimensions engagement (r=.27, P=.03) and information
(r=.32, P=.01). The user star rating did not correl ate significantly
with the number of security and privacy measures (r=.09,
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P=.49). The correl ations were cal cul ated with n=69 mobile apps
since the user star rating was missing for 14 apps.
Exploratory Regression Analysis

There were no bivariate correlations between the overall rating
or the four subdimensionsand the obligation to pay fees (P>.05).
The obligation to pay fees had no predictive value for overall

quality (B=.07, F, 5,=0.098, P=.75, adjusted RP=.01%).

Discussion

Principal Findings

In this study, we systematically examined the quality of 83
mobile apps for older adults in the European commercia app
storesusing areliable and valid rating instrument. Furthermore,
we assessed general characteristics, aims, methods, content, and
privacy and security measures of the mobile apps for older
adults. In general, the mobile apps were of moderate quality
with awide range of quality ratings. Thisresult isin line with
findings from other systematic mobile app reviews using the
MARS [29,54-56]. The pattern of high functionality and low
information quality of the mobile apps for older adults is in
accordance with other MARS studies [55,57]. However,
previous research on mobile appsfor older adultsimpliesalow
functionality of these [17]. This result might point out the
improvement of mobile app functionality over the past years.

Thegeneraly low information quality with awiderangeisalso
inline with the results of other systematic reviews[38,55]. The
included mobile apps often did not refer to the authors or sources
of information, and the actuality and correctness of the
information were not guaranteed. The decreased information
quality is associated with various risks for mobile app users,
mainly because misinformation can result in incorrect
sdlf-diagnosis and adverse health decisionsin prevention, health
promotion, and treatment [58,59].

Moreover, users are confronted with data and security issues,
as 49% of the mobile apps contained no security or data
protection measures, and those that do exist lack clarity. The
literatureimpliesthat concerns about the lack of data protection
measures represent an essential usage barrier for older adults
[18,21]. Sunyaev and colleagues [60] suggested that mobile
apps used in health care systems contain highly sensitive data
and should, therefore, be subject to particularly strict data
protection guidelines. In their assessment of mobile apps that
provide health advice, they found that only 30.5% of mobile
apps had privacy policies, of which two-thirds did not
specifically address the content of the mobile apps, but
commercial rights, distribution rights, or third-party rights[60].
This indicates a lack of transparent reporting on how mobile
apps handle personal and health-related data. Therefore, therisk
that the data can be evaluated, merged with other data, or passed
on to third parties without the mobile app users knowledge is
given [61,62]. Even if mobile apps had a privacy policy, many
mobile apps transmitted data services provided by Facebook or
Google [63]. In particular, mobile apps that offer interface and
protection should guarantee the privacy and security of data
transmission. However, compliance with these guidelines is
currently not ensured.
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Furthermore, the efficacy and effectiveness of maobile apps for
older adults are poorly examined [64]. Only 5% of mobile apps
had evidence for their efficacy [48-50]. This small number is
inlinewith the results of some systematic health-related mobile
app reviews [38,56,65]. The limited emergence of
evidence-based mobile apps can partly be explained by the fact
that the evaluation methods for health interventions, such as
randomized controlled triads, are time-consuming and
cost-intensive [66,67]. Also, most mobile apps in this study, as
well as mobile apps for other target groups, came from private
sector companies without scientific background on the specific
context [55,68-70]. Many mobile apps devel oped by universities
and research projects do not enter the maobile app market or are
not included in the top rankings due to lower download rates
[68,71]. Interdisciplinary cooperation between health care
providers, health insurance companies, and researchers would
be essential to reach older adults in need who might benefit
from a high-quality mobile app.

Top-ranked mobile apps often have ahigh user star rating, which
is discussed as an indicator of mobile app quality [72]. This
study found a moderate positive correlation between user star
rating and overall rating as well as the subdimensions
engagement and information, which isin accordance with some
systematic reviews [73] but not with others [32,57]. These
resultsindicate that engagement and information quality might
play an essential rolein therating of mobile appsby older adults.
The facets of the MARS subdimension engagement, such as
entertainment, individual adaptability, interactivity, and target
group specificity, are cited as essential principles for the
development of mobile apps for older adults and have been
associated with the effectiveness of health interventions in
several studies [64,74-77]. In previous studies, users were
described selecting mobile apps according to the quality of the
aesthetics and functionality, which could not be replicated in
this study [33,78]. Mobile apps for older adults might be
thoroughly checked regarding their content and quality before
older adults use them. However, there was no correlation
between the user star rating and the number of data security
measures, which suggests that the user star rating is not an
indicator of data protection and privacy and vice versa
Furthermore, user star ratings could originate from fictitious
persons, and each person could apply a different focus of
evaluation (eg appearance, usability) [79]. Besides, user star
ratings from app stores could refer to previous versions of a
mobile app, which does not guarantee that the mobile app isup
to date and may cause distortions dueto eval uations of different
versions[43]. Therefore, the user star rating does only seem to
be a limited orientation aid for the selection of a mobile app.
Other strategiesfor selecting amobile app should be considered.

According to our results, the obligation to pay fees did not
predict mobile app quality. In previous studies, it was partly
implied that paid maobile apps are more credible, trustworthy,
and recommendable and are more likely to promote users' health
and well-being [57,80]. Other studies could also not find an
association between the obligation to pay fees and mobile app
quality [32,69]. Since the cost of mobile app use represents an
important barrier for the uptake of mobile technologiesasmobile
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apps by older adults [18,21], it is beneficial that there are no
significant differences in quality.

Most maobile apps could be assigned to the trainer category.
Training mobile apps such as fitness and cognitive exercises
for the prevention of neurodegenerative diseases as well as
social media mobile apps are mostly used by older adults
[18,81]. In previous studies, mobile health interventions for
ol der adults containing preventive training and mechanismsfor
behavioral changes, self-management of chronic diseases, and
socia inclusion have had a positive effect on self-confidence,
health, performance, and general well-being of older adults
[10,76,82-85]. In this study, most of the mobile apps were
designed to support the daily lives of older adults (eg,
entertainment and family connectivity) as well as for
rehabilitation and treatment of diseases (eg, symptom tracking
and medication). Thereby, most of the mobile apps focused on
methods such as monitoring and tracking, feedback, data
collection and measurement, information and education, or
gamification. Various studies implied the importance of these
methods for the effectiveness of mobile apps, use behavior and
adherence, interaction, and motivation in the use of mobile apps
by older adults [10,68,76-78, 86-88].

Strengths and Limitations

One strength of this study is the use of traditional systematic
review methodology, such as systematic search, independent
screening, and quality evaluation of the included mobile apps
on areliable scale. The multidimensional MARS-G enabled an
objective, reliable, and valid rating [35,41]. The categorization,
according to Cunha et al [42], made it possible to classify the
mobile apps specifically for older adults independently of the
app stores. Also, the additional manual exploration of mobile
appsinthe app stores ensured an up-to-date and comprehensive
search. In this way, arealistic search for mobile apps by older
adults and their relatives could be smulated. The use of
nonprofessional and technical terms made it possible to cover
awide range of mobile appsin the search terms.

However, due to the high frequency of new and further
developments aswell as the continuous technological progress
of the mobile app market [58], this study shows a current
snapshot of the quality of mobile apps for older adults. Some
of the included mobile apps may no longer be downloadable,
their content may have changed, new versions could be
available, or new mobile apps may have been devel oped during
the publication of this study, therefore reducing the actuality of
thisrating.

Another limitation is the country-specific search for mobile
apps in the German and British app stores. Different mobile
apps are offered in various countries since the selection of
countries in which a mobile app is available is determined by
the developers [89]. This could limit the generalizability of the
results of our study [90].

Furthermore, mobile apps were not tested for alonger time, as
in days or weeks. Therefore, some aspects of the mobile apps
may not have been detected, and some errors may have remained
hidden.
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Additionally, we assessed privacy and security measures on a
descriptive level, and the included datais based on information
within the mobile apps and description in the app stores. Future
studies should conduct an in-depth analysis of privacy and
security measuresin mobile appsfor older adults (eg, analyzing
if they transmit data using services provided by Facebook or
Google) [63].

Scientific and Practical I mplications

Sincethe user star rating isinvalid to assess mobile app quality,
publicly available expert mobile app ratings could help older
adults as well as their relatives, caregivers, and health care
professionals (eg, physicians) to select a high-quality mobile
app. Publicly available MARS ratings by experts on a wide
range of health topics on databases like Psyberguide and mHAD
[71] could assist in informed health care decisions.

In the future, efficacy and effectiveness studies should be
implemented for mobile apps. At present, there is a lack of
high-quality studies that prove the long-term benefit,
effectiveness, and safety of mobile app use for older adults
[64,74]. In connection with efficacy and effectiveness studies,
it could also be investigated which functions and properties of
mobile apps have a particularly positive and long-term effect
on the use of mobile apps by older adults. Based on this data,
new evidence-based and effective mobile apps could be
developed. Also, mobile apps whose effectiveness could be
proven could betrand ated into other languages. Moreover, older
adults should be involved as part of participative research in
developing a new mobile app [91]. Taking end users into
account increases the usability, uptake, and effectiveness of
interventions [92]. After developing a new mobile app, it is
essential to invest timein training tools, in-person training, user
manuals, and support hotlines regarding the use of mobile app,
asmany older adultswant to receive technical and socia support
for the installation, exploration, and learning of a mobile app
[16,74,93-95]. Only making mobile apps available in the app
stores will fail to optimize their use by older adults[96].

Promotion measures as reimbursement of costs of mobile apps
with proven effectiveness through health care providers and
targeted information campaigns on existing high-quality mobile
apps for older adults and their relatives could help them to
integrate high-quality mobile appsinto their daily lives[93,97].

Conclusion

The potential inherent in mobile apps to support a healthy,
active, and safelifefor older adults has not yet been sufficiently
explored. The study was ableto indicate that currently available
mobile appsfor older adults are on average of moderate overall
quality. In particular, deficiencies could be found in information
quality, evidence-based approach, data protection, and security
measures. However, some mabile apps were of high quality,
were based on evidence, and had sufficient data protection, and
therefore, could provide suitable support. The user star rating
and the obligation to pay fees did not provide valid orientation
aids. Annually conducted reviews and publicly avail able expert
mobile app ratings could help older adults and their relatives
aswell as caregiversto select a high-quality mobile app.
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Abstract

Background: Older adultsareat high risk for devel oping serious somatic and psychol ogical symptoms associated with COVID-19.
Currently available instruments may not be sensitive to the concerns about COVID-19 in postacute and long-term care and their
applications in telehealth remain to be clarified.

Objective: We investigated the psychometric properties of the Mood-5 Scale (M5) as arapid self-assessment of the COVID-19
psychological burden among postacute and long-term care residents.

Methods: Residents (N=131), aged 50 years and above, from 20 postacute and long-term care facilities in Maryland, USA,
were evaluated in-person or viatelehealth (43/131, 32.8%) acrossa4-week period (May 11to June 5, 2020) during the COVID-19
pandemic. The COVID-19 psychological burden experienced by the residents was rated by geriatric psychologists who
independently reviewed their clinical documentation. Psychometric analyseswere performed onthe M5in relation to psychological
tests, COVID-19 psychological burden, and diagnostic data collected during the evaluation.

Results: The M5 demonstrated acceptableinternal consistency (Cronbach a=.77). M5 scoreswere not confounded by demographic
variables or telehealth administration (P>.08). Convergent validity for the M5 was established via positive associations with
anxiety (r=0.56, P<.001) and depressive (r=0.49, P<.001) symptoms. An M5 cutoff score of 3 demonstrated strong sensitivity
(0.92) and adequate specificity (0.75) for identifying COVID-19 psychological distress among postacute and long-term care
residents (area under the curve of 0.89, positive predictive value=0.79, negative predictive value=0.91).

Conclusions: The M5 isareliable and valid tool for self-assessment of mood that can help identify postacute and long-term
care residents with significant psychological burden associated with COVID-19. It can be completed in less than 1 minute and
is appropriate for use in both in-person and virtual visits.

(IMIR Aging 2021;4(1):626340) doi:10.2196/26340

KEYWORDS

nursing homes; long-term care; COVID-19; depression; stress; coping; burden; mental health; elderly; older adults; risk; telehealth;
self-assessment; scale; mood

for neurocognitive evaluations. For instance, in a sample of

Introduction

The base rates of depression and anxiety are high among
postacute and long-term care (PA/LTC) residents.
Approximately one-third of al residents in PA/LTC facilities
experience significant depressive symptoms [1,2], whereas an
estimated 5%-10% experience anxiety-related disorders [3,4].
These numbers are significantly higher among residentsreferred

https://aging.jmir.org/2021/1/e26340

PA/LTC residents referred for evaluation of mood and/or
cognitive symptoms, 55% met the criteriafor amajor depressive
episode, and 36.6% met the criteria for generalized anxiety
disorder [5]. Although we found no studies investigating the
psychologica burden associated with COVID-19 in PA/LTC
settings, there is evidence suggesting that the pandemic has
contributed to an increase in mental health concerns. In a
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community sample, the American Psychiatric Association found
that 36% of Americans reported that COVID-19 has had a
significant impact on their mental health, and 48% reported
feeling anxious about potentially contracting the infection [6].
The Centers for Disease Control and Prevention has issued a
warning that people over the age of 65 years, those with serious
underlying medical conditions [7,8], and those living in
residential care settings are at the highest risk for developing
severe illness from COVID-19; therefore, it is expected that
these groups experience an increased psychological burden,
placing them at a considerable risk of the development or
exacerbation of psychiatric symptoms.

To our knowledge, evidence supporting arapid mood screening
tool that can be used to capture psychological burden associated
with COVID-19 is currently lacking. Rapid screening is
especialy critical in the context of COVID-19. Under normal
circumstances, health care providers are highly limited for the
time that they can spend on assessments, particularly for
co-occurring medical conditions [9,10]. Time is even more
limited when the duration and extent of face-to-face encounters
is capped to prevent the spread of infection, and competition
for resources restricts the duration of virtual visits. This almost
rulesout the use of multiple measures or instrumentsthat require
more than 2 minutes of the providers' time to administer. The
measures of depression and anxiety that are most commonly
used in PA/LTC settings, including the Patient Health
Questionnaire (PHQ-9) [11] and the Generalized Anxiety
Disorder 7-item (GAD-7) scale [12], assess depression or
anxiety but not both. Moreover, formal anxiety screening is not
required in PA/LTC settings. The Geriatric Depression
Scale-Short Form [13] is a mood instrument developed
specifically for older adults, but it has limited psychometric
properties and double the number of items in the PHQ-9 [14].

In this study, we developed and validated the Mood-5 Scale
(M5) to address barriers to its practical use in the context of
COVID-19 by minimizing administration time, allowing for
self-administration, and combining the assessment of depression
and anxiety. The scaleisan adapted version of the Brief Anxiety
and Depression Scale (BADS), a screening tool that assesses
both depressive and anxiety symptoms and is widely used by

https://aging.jmir.org/2021/1/e26340
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health care professionals in PA/LTC settings [5]. The M5 was
designed so that it can be (1) self-administered by residentsin
PA/LTC settings for a variety of conditions, ranging from
normal cognitive functioning to mild dementia; (2) completed
inlessthan 1 minute; and (3) completed as part of an in-person
or telehealth visit, which is particularly relevant in the context
of the COVID-19 pandemic. We hypothesized that the M5 will
beableto rapidly identify COVID-19-associated psychological
burden, as well as clinical anxiety and depression.

Methods

Participants and Procedures

Residents (N=131) aged 50 years and above from 20 PA/LTC
facilities in Maryland, USA, were evaluated by a behavioral
health interdisciplinary team comprising 10 psychologists, 1
psychiatrist, and 10 nurse practitioners via in-person or
telehedlth visits. Data were collected across a 4-week period
during the COVID-19 pandemic (ie, May 11 to June 6, 2020)
to obtain asnapshot of the possible psychol ogical burden during
the pandemic, with the intention of sharing actionable
information with the providers who care for PA/LTC residents.
The relatively small sample size reflects the effort to fast-track
the research process and maximize impact in the context of the
current COVID-19 pandemic. Institutional approval was
obtained from each PA/LTC facility, and al residents or their
responsible parties compl eted aconsent agreement. Furthermore,
all residents were deidentified for the analysis. M5 items were
derived from the standard evaluation procedures so that the
residents experienced no additional burden through its
administration. A battery of psychological tests, including the
M5, BADS [5], and the Brief Cognitive Assessment Tool
(BCAT) [15], was administered as part of the usual evaluation.
The International Classification of Diseases 10th Revision
(ICD-10) [16] and Clinical Dementia Rating Scale [17] were
used to assign psychiatric diagnoses and dementia stages,
respectively. Residents were excluded from the study analyses
if they had incomplete M5 data, moderate-to-severe dementia,
or were aged below 50 years. Demographic and clinical
characteristics of the study sample are presented in Table 1.
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Table 1. Select demographics and clinical characteristics (N=131).

Mansbach et d

Variable

Value, n (%)

Age (years), mean (SD)
Gender
Female
Male
Race
White
Black
Other
Missing
Marital status
Single
Married
Widowed
Separated
Divorced
Missing
Education (years completed)
<11

Missing
Facility

Skilled nursing

Assisted living
Cognitive level

No dementia

McI2

Mild dementia
Telehealth delivery
COVID-19 distress

76.12 (11.05)

69 (52.67)
62 (47.33)

110 (83.97)
14 (10.69)
4 (3.05)
3(2.29)

23 (17.56)
14 (10.69)
52 (39.69)
6 (4.58)
34 (25.95)
2(1.53)

18 (13.74)
55 (41.98)
22 (16.79)
17 (12.98)
14 (10.69)
5(3.82)

87 (66.41)
44 (33.59)

10(7.63)

67 (51.15)
54 (41.12)
43 (31.82)
67 (51.15)

3\ CI: mild cognitive impairment.

M easures

Development of the M5

The M5 was adapted from BADS, which was chosen because
it measures depression and anxiety factors separately, is used
widely in PA/LTC settings, and has strong psychometric
properties. Two items each from the depression and anxiety
factors of BADS were selected for inclusion in the M5. A fifth
item was added to address somatic or cognitive features. A panel
of experts comprising 3 geriatric psychologists, 1 psychiatrist,

https://aging.jmir.org/2021/1/e26340

RenderX

and 2 PA/LTC medical directors vetted the instrument before
data collection.

For standardized administration, residents were instructed as
follows: “Think about how you have been feeling during the
past month as you answer the following five questions. Please
answer: ‘no’' =0, ‘somewhat’ =1, or ‘yes =2." TheM5 itemswere
written as follows:

1. Have you lost interest in activities that you had found
pleasurable?
2. Do you worry about things more than usual?
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3. For at least two consecutive days, have you felt depressed,
hopeless, or down?

4. Areyou feeling nervous, anxious, or “wound up” much of
the time?

5. Are you experiencing fatigue, headaches, stomach upset,
or memory problems?

Multimedia Appendix 1 presentsthe M5 items and standardized
scoring instructions.

COVID-19 Psychological Burden

The outcome binary variable“ COVID-19 psychological burden”
was based on a geriatric psychologist’s independent review of
the behavioral health providers' clinical documentation. While
completing the medical records of PA/LTC residents, health
care professionals were required to directly ask the patient
whether they were experiencing psychological symptoms
associated with fear of contracting COVID-19 and/or social
distancing precautions to reduce disease transmission. An
affirmative score was assigned if the documentation supported
that the resident was queried about the COVID-19 psychological
burden and the resident made direct statements about
experiencing increased anxiety or depressive symptoms
associated with COVID-19 or if the hedlth care professional
observed increased anxiety or depression associated with
COVID-19.

Validity Measures

The convergent and discriminant validity of the M5 were
evaluated using the BADS and BCAT, respectively. The BADS
is an 8-item mood questionnaire designed to identify anxiety
and depression (score range 0-16) among older adults. The

Table 2. Descriptive statistics of the various study measures used.

Mansbach et d

BCAT is a 21-item, multi-domain cognitive instrument (score
range 0-21) that distinguishes among normal cognition, mild
cognitive impairment, and dementia [15,18].

Statistical Analysis

Analyses were performed in R (version 3.6.1; R Core Team)
[19] using RStudio (version 1.2.5019; RStudio Team) software
[20]. Descriptive statistics were used to report demographics,
clinical characterigtics, and study measures. Pearson correlations,
independent sample t tests, and analysis of variance were
performed to investigate the rel ationship between these variables
and the M5. Cronbach o was used to estimate interna
consistency. Receiver operator characteristic curve analyses
examined the ability of the M5 to identify COVID-19
psychological burden. Despite the compressed data collection
period, the sample sizewas sufficient for preliminary reliability
[21,22]. Residents with missing study measures were removed
pairwise to maximize the use of available M5 data.

Results

Preanalysis

Table 2 reports descriptive statistics for the M5 and validity
measures. M5 scores were not associated with gender, race,
marital status, education, or provider discipline (P>.05).
Residents in skilled nursing settings (87/131, 66.4%) reported
higher M5 scores than residents in assisted living settings
(diff=1.73; 95% Cl 0.29-3.18; P=.01). Younger age was
associated with higher M5 scores (r=—0.19, P=.03). M5 scores
did not differ as a function of telehealth (43/131, 32.8%) or
in-person evaluations (diff=0.08; 95% CI -0.97 to 1.13; P=.88).

Study measure n (%) Mean (SD) Minimum Maximum Skewness Kurtosis
M52 131 (100) 3.60 (2.86) 0 10 0.57 -0.59
BCAT? 70 (53.4) 34.61 (6.38) 22 46 -0.05 -1.02
BADSS AR 110 (83.9) 2.70 (1.78) 0 6 0.47 -0.75
BADS DE® 110 (83.9) 3.31(3.01) 0 10 0.68 -0.59

&V15: Mood-5 Scale.

PBCAT: Brief Cognitive Assessment Tool.
°BADS: Brief Anxiety and Depression Scale.
N Anxiety Factor of BADS.

°DF: Depression Factor of BADS.

Psychometric Analyses

The M5 demonstrated acceptableinternal consistency (Cronbach
0=.77, 95% CI 0.71-0.83). Item-level statistics for the M5 are
presented in Table S1 of Multimedia Appendix 1. Convergent
validity for the M5 was established via positive and moderate

https://aging.jmir.org/2021/1/e26340

associations with anxiety (r=0.56, P<.001) and depressive
(r=0.49, P<.001) symptoms on the BADS (Table 3).
Discriminant validity was confirmed for the M5 by negligible
relationship with cognitive functions on the BCAT (r=0.17,
P=0.15).
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Table 3. Correlation analysis (Pearson r and two-tailed P values) among the study measures.
Measure M52 BCATP BADS AFY BADSDF®
M5
r 1 0.17 0.49 0.56
P value _f 15 <.001 <.001
BCAT
r 0.17 1 0.03 0.23
P value A5 — .81 .06
BADS AF
r 0.49 0.03 1 0.52
P value <.001 .81 — <.001
BADSDF
r 0.56 0.23 0.52 1
P value <.001 .06 <.001 —

3\5: Mood-5 Scale.

PBCAT: Brief Cognitive Assessment Tool.
°BADS: Brief Anxiety and Depression Scale.
9AF: Anxiety Factor of BADS.

®DF: Depression Factor of BADS.

Not applicable.

Residentswith generalized anxiety disorder or anxiety disorder
due to a known physiological condition reported significantly
higher M5 scores (41/131, 31.3%) than the remaining residents
without anxiety diagnoses (diff=1.94; 95% Cl -0.92 to 2.95;
t129=3.78; P<.001). The effect size for this difference was

medium (Cohen d=0.71; 95% CI 0.33-1.09).

Residents with moderate or severe recurrent major depressive
disorder (without psychotic symptoms) reported significantly
higher M5 scores (22/131, 16.8%) than the remaining residents
without these depression diagnoses (diff=3.65; 95% ClI
2.49-4.82; t1,9=6.21; P<.001). The effect sizefor thisdifference

was large (Cohen d=1.45; 95% CI 0.96-1.95).

Table4. Predictive utility of several cutoff scores for the Mood-5 Scale.

COVID-19 Psychological Distress

An M5 cutoff score of 3 (ie, scores =3) maximized the product
of sensitivity (0.92) and specificity (0.75) for detecting
COVID-19 psychologica distress among PA/LTC residents
(positive predictive value=0.79, negative predictive value=0.91).
Area under the curve was 0.89 (95% CI 0.83-0.95), and 16%
(21/131) of the residents were incorrectly classified (16 false
positive and 5 false negative). Table 4 presents the properties
for aternative M5 cutoff scores. Figure 1 illustrates the M5
receiver operative characteristic curve.

Cutoff score Value (95% ClI)

Sensitivity Specificity PPVv2 NPVP
2 1.00 (0.93, 1.00) 0.56 (0.43-0.68) 0.71 (0.60-0.79) 1.00 (0.88-1.00)
3 0.93 (0.83-0.97)° 0.75 (0.62-0.85) 0.79 (0.69-0.87) 0.91 (0.79-0.96)
4 0.78 (0.65-0.87) 0.84 (0.73-0.92) 0.84 (0.72-0.92) 0.78 (.66-0.87)

3PPV positive predictive value.
bNPV: negative predictive value.

Cltalicized values in the table indicate the M5 cutoff scores with the optimal product of sensitivity, specificity, positive predictive value, and negative
predictive value for identifying COVID-19 psychological distress.
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Figurel. Receiver operating characteristics and area under the curve (AUC) were calculated from sensitivity and (1-specificity) values for the Mood-5

Scale for identifying COVID-19 psychological distress among older adults.
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Discussion

Our findings support the reliability and validity of the M5 asa
mood scale that can identify PA/LTC residentswith COVID-19
psychological burden. TheM5isareliable and valid mood scale
that can be completed rapidly, is appropriate for in-person or
virtual visits, and can be self-administered. It can be facilitated
by a staff member or completed by aresident prior to or during
avisit with ahealth care professional. Given its brevity, the M5
fitseasily into an attending physician’s assessment toolbox and
can provide real-time information to guide the management of
psychiatric medications. This may help rightsize psychotropic
use, especialy for PA/LTC settings wherein behavioral health
specidlists are lacking. We recommend a cutoff score of 3 (ie,
scores >3) to identify those residents who are more
psychologically vulnerable and may benefit from aformal mood
evaluation. We selected a M5 cutoff score that emphasized
sengitivity to identify residentswho would benefit from specific
counseling to address concerns about COV1D-19. Such concerns
could be associated with contracting the infection, reduced
opportunities for meaningful engagement due to social
distancing, and concerns about the health of loved ones.

Our study has several strengths, including (1) our use of the
ICD-10 and the Clinical Dementia Rating scale for diagnoses,
(2) determination of the COVID-19 psychological burden by
an independent review performed by a geriatric psychologist,
(3) feedback on the M5 from attending physicians and medical
directors, and (4) a selection of widely used validity measures
(eg, BCAT and BADS) developed specificaly for PA/LTC
settings. Owing to the urgency to develop a scale that could be

https://aging.jmir.org/2021/1/e26340

applied to PA/LTC residents during the current COVID-19
pandemic, our sample size was relatively small. Thisis partly
mitigated by the inclusion of residents from multiple settings.
The next steps for our study should involve cross-validation,
collecting additional data to investigate psychological burden
over time as the prevalence of confirmed COVID-19 cases
decline, and investigating the psychological burden and
associated M5 scores assigned by health care professionalsand
staff who care for PA/LTC residents. The primary focus of this
study was to establish a clinically relevant cutoff score for the
M5. Future studies should compare the psychometric properties
of the M5 to separate measures of anxiety and depression
commonly used in PA/LTC settings, such as the GAD-7 and
PHQ-9.

The most immediateimplication of thisstudy isthat widespread
deployment of theM5in PA/LTC settings can identify residents
who are at a higher risk for experiencing COVID-19—elated
psychological burden and facilitate timely intervention.
However, the M5 has potential utility beyond its ability to
identify residents with an increased psychological burden
associated with COVID-19. For nursing homes, incorporating
the M5 into standard screening practices would redress a
shortcoming in the current Minimum Data Set (MDS 3.0), which
mandates a depression screening but does not include an
instrument sensitive to anxiety symptoms. The M5 is sensitive
to both depressive and anxiety symptoms. The use of
instruments that are sensitive to both anxiety and depression
could help reduce rehospitalizations [23], thereby improving
some quality measures. Finally, use of the M5 during postacute
care can provide amood baseline that can be used to track mood
symptoms postdischarge, thus improving care transitions.
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Abstract

Background: Worldwide, the population is aging rapidly; therefore, there is a growing interest in strategies to support and
maintain health and well-being in later life. Although familiarity with technology and digital literacy are increasing among this
group, some older adults still lack confidence in their ability to use web-based technologies. In addition, age-related changesin
cognition, vision, hearing, and perception may be barriersto adoption and highlight the need for digital tools devel oped specifically
to meet the unique needs of older adults.

Objective: The aim of this study is to understand the use of technology by older adults in general and identify the potential
barriersto and facilitators of the adoption of health information technologies (HI Ts) to support the health and well-being of older
adultsto facilitate implementation and promote user uptake. In addition, this study aimsto co-design and configure the InnoWell
Platform, adigital tool designed to facilitate better outcomesfor people seeking mental health services, to meet the needs of adults
50 years and older and their supportive others (eg, family members, caregivers) to ensure the accessibility, engagement, and
appropriateness of the technology.

Methods: Participants were adults 50 years and older and those who self-identified as a supportive other (eg, family member,
caregiver). Participantswereinvited to participatein a3-hour participatory design workshop using avariety of methods, including
prompted discussion, creation of descriptive artifacts, and group-based development of user journeys.

Results: Four participatory design workshops were conducted, including a total of 21 participants, each attending a single
workshop. Technology use was prevalent, with a preference indicated for smartphones and computers. Factors facilitating the
adoption of HITs included personalization of content and functionality to meet and be responsive to a consumer’s needs, access
to up-to-date information from reputable sources, and integration with standard care practices to support the relationship with
health professionals. Concerns regarding data privacy and security were the primary barriers to the use of technology to support
mental health and well-being.

Conclusions: Although HITs have the potential to improve access to cost-effective and low-intensity interventions at scale for
improving and maintaining mental health and well-being, several strategies may improve the uptake and efficacy of technologies
by the older adult community, including the use of co-design methodol ogiesto ensure usability, acceptability, and appropriateness
of thetechnology; support in using and understanding the clinical applications of the technology by adigital navigator; and ready
availahility of education and training materials.

(IMIR Aging 2021;4(1):€21461) doi:10.2196/21461
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Introduction

Strategiesfor Healthy Aging

Theglobal populationisaging rapidly. Withinthe next 40 years
in Australia, for example, one-third of the population will be
aged 50-65 yearsand afurther quarter will be 65 years and older
[1]. The economy will requirealevel of productivity from these
people not previously seen. Assuch, thereisagrowing interest
in strategies for supporting and maintaining health and
well-being in later life to improve the socia and economic
participation of older adults to meet the demands of an aging
society [2]. Efforts aimed at optimizing mental health and
well-being areimportant contributorsto achieving this mission.

Internet Use Among Older Adults

The international literature indicates that approximately
two-thirds of adults aged 65 years and ol der report internet use
[3,4], and these older adults also represent the fastest-growing
group of internet users [5]. Thus, using health information
technologies (HITs) for mental health screening, intervention
ddlivery, and routine outcome monitoring will be anincreasingly
viable option for older adults globally. The increase in internet
use among this population has spurred agrowing interest in the
development and implementation of HITs for improved health
and well-being for older adults [6-8].

HITs

HITs are being developed rapidly for improving the delivery
of mental hedth care for both consumers and heath
professionalsand for facilitating improved self-management of
care[9]. To that end, HITs have been shown to be effective for
the management and treatment of symptomsin arange of mental
health and medical conditions, including depression [10-12],
diabetes [13], weight loss [14], problematic alcohol use [15],
sleep[16], exercise[17], and social connectedness[18]. Barring
some exceptions, including adiet diary app for older adultswith
age-related macular degeneration [19], few HITs have been
designed specifically with older adults in mind. As such, this
represents a largely untapped market for potential web-based
tools to improve the health and well-being of older adults.

Importantly, in astudy of older adults (N=221) presenting to a
specialized memory clinic for concerns regarding new-onset
cognitive decline and/or mood symptoms, most participants
(198/209, 94.6%) reported that they would find it useful to be
able to access a website designed to support healthy aging,
including physical health and cognition, self-management of
existing conditions, and routine tracking of changes in health
outcomes over time. Similarly, most respondents also reported
interest in a website designed to specifically measure
mood-related concerns and changes (172/206, 83.5%) [20].
Despite having interest in and motivation to use HI Tsto improve
their health and well-being [20,21], some ol der adults still lack
confidence in their ability to use web-based technologies
[22,23]. It has been demonstrated that older adults will only

https://aging.jmir.org/2021/1/€21461

adopt new technologies when their apparent usefulness and
usability outweigh concernsrelated to technol ogical complexity
and decreased social connection [24]. In light of these factors
and age-related changes in cognition, vision, hearing, and
perception, it iscritical that HITs be tailored to the older adult
community, taking into consideration their unique needs as
users.

Participatory Design

Using strategies to enhance community and consumer
acceptability, usability and engagement with HITsisapriority
in the health, medical, and research sectors internationally
[25,26]. To this end, co-design methodologies, including
participatory design and user testing, are widely recognized as
key to ensuring the quality, usability, and acceptability of HITs
for specific user groups—in this case, older adults. Research
has shown that the active participation of al stakeholders
throughout the design of technical systems and services helps
ensure that the end product meets the needs of itsintended user
base, improves usability, and increases engagement of all
individuals[27-29]. Importantly, thereis an emerging evidence
base reflecting the benefits of co-design with older adults,
including those with dementia, and their family and caregivers,
to enable strengths-based, person-centered care [30,31]. Our
research team'’s established co-design methodol ogies explicitly
position users as empowered participants in all stages from
design and devel opment through to implementation and impact
evaluation [28,29,32,33].

ThelnnoWell Platform

In 2017, the Australian Government Department of Health and
InnoWell Pty Ltd (a joint venture between the University of
Sydney and PwC, Australia) entered into a 3-year funding
agreement to deliver Project Synergy (2017-2020), a series of
collaborative research trials with the specific purpose of
co-designing and implementing innovative HIT solutions,
including the InnoWell Platform, to enable improved mental
health service delivery in Australia, facilitating better outcomes
for people with lived experience, supportive others, health
professional's, and service providers [9]. As described in detail
by Davenport et al [34], the co-designed InnoWell Platform
was devel oped through Project Synergy (by InnoWell) to collect
information from multiple sourcesto formul ate acomprehensive
understanding of a consumer’s needs and to monitor their
progress over time. These sources comprise web-based,
self-reported questionnaires assessing arange of health domains
(ie, psychological distress, suicidal thoughts and/or behaviors,
daily functioning, depressed mood, cognition, dleep-wake cycle,
social connectedness) from both consumers and their health
professionals and objective behavioral data collected via
third-party integrations (eg, Fithit trackers). The multifaceted
and multidimensional assessment results are designed to be
understandable directly by consumers and to be reviewed in
collaboration with their health professional to promote shared
decision making and collaborative care and to facilitate routine
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outcome monitoring, clinical review, and coordinated care to
ensure that all consumers receive the right care first time.

Objectives

We now aim to customize and configure the InnoWell Platform
to meet the needs of an older age group (50 years and older)
and their supportive others (eg, family members, caregivers) to
ensure the accessibility, engagement, and appropriateness of
the technology. We defined older adults as those aged 50 years
and older as this aigns with our own previous work
investigating technology use and preferences among this group
[20]. Furthermore, the age of 50 years relates to the onset of
disordersin later life [35] and the identified age range during
which it is recommended to address risk factors (ie,
cardiovascular disease, obesity, diabetes) known to undermine
healthy aging [36]. Furthermore, we seek to understand the
potential barriers and facilitators of HIT use for older adultsto
better identify and understand ways to promote adoption and
facilitate successful implementation.

Methods

Participants

This study aimed to recruit up to 50 participants, including a
combination of older adults and their supportive others. The
inclusion criteria for participation in the study required
participants to be aged 50 years and older or self-identify asa
supportive other (eg, family member, caregiver), to be proficient
in English, and to have completed the required informed consent
process.

Recruitment Strategies

This study was advertised through the University of Sydney’s
Brain and Mind Centre, including through active research clinics
working with older adults and via nongovernmental (ie,
Dementia Australia) and private organizations (ie, InnoWell)
associated with the Brain and Mind Centre. The recruitment
strategy included the use of postcards and A3/A4 posters in
both paper-based and digital forms, depending on the preference
of the advertising site (eg, poster displays, postcards at reception,
posting the digital advertisements on the research sites and
social media pages).

To avoid any perceived coercion, recruitment was passive such
that apotential participant needed to contact the senior research
health professional (HL) who, only on a potential participant’'s
request, then forwarded the study Participant Information Sheet
and Consent Form. All participantswere provided with detailed
information about the study both before attending a partici patory
design workshop and again on arrival at the workshop. At the
beginning of each workshop, the facilitators provided the
participants with an opportunity to ask questions and clarify
details of the research before providing written informed
consent. Potential participantswere reminded that participation
was entirely voluntary and that if they agreed to participate,
they could withdraw their consent at any time without being
required to provide any reasons and with no impact on their
relationship with the University of Sydney, the Brain and Mind
Centre, InnoWell, or the participating clinics through which
they were recruited.

https://aging.jmir.org/2021/1/€21461
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Participatory Design Workshops

A series of 4 group-based workshops of approximately 3-hour
duration, each with up to 10 participants, were conducted with
older adult stakeholders to discover, evaluate, and prototype
acceptable design solutions for the InnoWell Platform. These
sessionsinvolved an iterative knowledge translation process so
that initially generated ideas can be further developed (and fed
back on) by participantsin subsequent workshops (Multimedia
Appendix 1 presents a sample agenda). All workshops were
coordinated by 2 facilitators (one of whom was a health
professional) and a scribe was present to take detailed notes.
Two facilitators were considered important; the first facilitator
guided the research questions and session plan, and the second
facilitator ensured that all participants' voiceswere heard within
the workshop.

Asinour previous co-design research [29], thefacilitators used
avariety of methodswithin the workshops, including prompted
discussion, prototyping, creation of descriptive artifacts, and
group-based development of user journeys (a series of steps
illustrating how an individual might interact with the prototype).
It is important to note that the InnoWell Platform is being
designed and devel oped iteratively; therefore, although aversion
of the InnoWell Platform has been built, the participants were
not exposed to the technology as part of the workshopsto avoid
bias in their thinking. As such, a blue sky approach (ie,
brainstorming without limitations or practical constraints) was
used for prototyping to ensure that the necessary features and
functionality that may be unique to the older adult community
were captured. On the basis of previous studies exploring the
use of technology for health-related purposes by older adults
[4,24,37,38], anumber of critical areaswere explored, including
(2) preferred devices, (2) common uses of technology, (3) use
of technology to support health and well-being, (4) features or
functionality that promote user engagement, (5) interest in and
preferencesfor digital health services, and (6) concernsrelated
to data privacy and confidentiality.

Data Analysis

Interpretation of the qualitative data from the workshops,
including scribe notes and artifacts, followed established
thematic techniques [39]. All raw data were reviewed and
checked across al participants by a senior research health
professional (HL), and a coding framework outlining all key
conceptswas developed. Datawere coded in NVivo 12 software
(QSR International) using thisframework. The coding followed
an established iterative process of reading, coding, and exploring
the pattern and content of coded data, followed by reflection
and discussion. Similarities and differences in opinion were
examined, and differences were dealt with through discussion
to reach consensus. Coding was conducted initially by the senior
research health professiona (HL) and a randomly selected
subsample of 10% was checked for inter-rater reliability by a
research officer (AR); agreement was substantial (k=0.631)
[40Q]. In @ignment with the topics explored in the participatory
design workshops, themes were then organized as follows: (1)
preferred device; (2) well-being asaconcept; (3) barriersto and
facilitators of technology use generally; and (4) barriersto and
facilitators of technology use to support mental health and
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well-being, including a prototype of the Innowell Platform
configured for older adults. All themes were checked against
each other and back to the original datato ensurethat all relevant
references had been collated. Thisprocessresulted in athematic
framework that was internally coherent and consistent.

Ethics

Thisresearch study was approved by the University of Sydney’s
Human Research Ethics Committee (Project No. 2019/172).

Results

Demographics

A total of 4 participatory design workshops (all 3 hours in
duration) were held between September and November 2019.
The aim of each workshop was to actively engage the older
adult community in discussions about how technology may be
used to promote mental health and maintain well-being. A total
of 21 adults (43% female) aged 50 years and older attended the
workshops, 2 of whom also identified as supportive others. All
participants attended only one workshop. Although the sample
size was smaller than planned, the richness of the data and the
consistency of the themes indicated that we had reached
saturation. To ensure participant confidentiality, further
demographic detail swere not collected as part of this study. No
participants expressed concern about or experienced any distress
in any of the workshops.

Technology Preferences

When asked What is your favorite piece of technology,
participants reported a range of preferences, including
computers, tablets, eBook readers, basic mobile phones,
wearables, and televisions. However, the smartphone was the

Textbox 1. Codes related to technology preferences theme (63 references).

LaMonicaet d

most frequently referenced device (Textbox 1) for several
reported reasons:

my phone is always on...used for a lot of functional
things—news, transport, a lot of informational things.
[Workshop 1]

| read the paper on my phone. [Workshop 2]
...to stay connected. [Workshop 4]
| use notes a lot for writing poetry. [Workshop 4]

Computerswere also referenced frequently asapreferred device
because of the diversity of available functionality, such as
“creative work...music...Photoshop,” “YouTube extreme
sports...putsyou in placesyou’ ve never been...online shopping,’
“use it for music composition and practice]” and “love using
YouTube...added value for my work” (all from Workshop 1).

Tablets were largely referenced in relation to games and ease
of access to information (ie, news, politics, sports). However,
therewas an indication that smartphones, tablets, and computers
were used interchangeably for the purpose of accessing the
internet, with 1 participant noting:

It's all the same to me...if I’'m out it’s the phone, at
home it’s the tablet or phone. [Workshop 4]

Participants al so referenced the use of apps and e-tools both in
relation to entertainment, for example, Sootify for “access to
music...listen to podcasts’ (Workshop 1) and to support health
and wel-being, including “Headspace app for
meditation...keeping in contact with kids through various apps”
(Workshop 3); “Lumosity...l had to wean myself off it...| was
becoming competitive with it and couldn't get to sleep”
(Workshop 3); and “family history and that’s areal brain teaser
to follow different leads...it's very complex and good for the
brain” (Workshop 3).

Preferred devices used by older adults include:
«  Smartphone (18 references)

«  Computer (15 references)

« Appsand e-tools (10 references)

.  Tablet (9 references)

«  Basic mobile phone (3 references)

«  eBook readers (3 references)

o Wearables (3 references)

. Television (2 references)

Well-Being

As shown in Textbox 2, two primary themes emerged from the
discussions about well-being, with concepts being referenced
more frequently than strategies. In relation to the former,
references to health and functional capacity were the most
common. Participants consistently characterized well-being as
aholistic combination of mental and physical health, with one
stating:

https://aging.jmir.org/2021/1/€21461

It's not just the absence of sickness but capacity to
do what you want with your body, such as reach
maximum  heart rate..the presence  of
strength.. feeling good. [Workshop 3]

There were also severa references to self-awareness and
acceptance, noting that well-being relates to “ relationship to
yourself or with others’ (Workshop 1) and “ my own state of
mind” (Workshop 2); well-being was conceptualized as being
“ personal to you...for example, someone immobilefor life could
still have well-being” (Workshop 3).

IMIR Aging 2021 | vol. 4 | iss. 1 [e21461 | p.153
(page number not for citation purposes)


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

JMIR AGING

Although referenced less frequently, participantsindicated that
well-being also relates to safety (ie, “ feeling good and feeling
safe” [Workshop 3]), social connectedness (ie, “ connection to
people” [Workshop 1]), and resilience or the ability to “ move
through” (Workshop 3) challenging events. Although there was
consensus as to the conceptualization of well-being, some
participants indicated that the term had become a buzz word
(Workshop 2) used for marketing purposes. In addition, it was
noted that well-being can be negatively impacted by stigma, as
1 participant stated:

Those who struggle most with stigma are those with
mental health issues...frustrated by telling their story
over and over. [Workshop 3]

Several strategies to promote or maintain well-being were
referenced with similar frequency, including leisure activities,

Textbox 2. Codes related to well-being theme (48 references).

LaMonicaet d

such as a break from work (Workshop 2) and a massage
(Workshop 3) and diet and exercise (Workshop 2). Although
some participants referenced the importance of social
connectedness (Workshop 2), others indicated a need for
self-reliance, noting:

I’d manage it myself, wouldn’t want to burden other
people. [Workshop 2]
Finally, there were mixed responses regarding the value of
information and tips, with 1 participant noting:
A friend who worked in arthritis research used to
send meinformation and | trusted it. [Workshop 2]
Another stated:

| wouldn't be interested in daily tips. [Workshop 2]

Concepts (37 references)

«  Health and functional capacity (15 references)
«  Self-awareness and acceptance (10 references)
«  Marketing purposes (3 references)

«  Socia connectedness (3 references)

« Resilience (2 references)

o  SHfety (2 references)

Strategies (11 references)

« Leisureactivities (3 references)

« Diet and exercise (2 references)

« Information and tips (2 references)
o  Sdf-reliance (2 references)

«  Socia connectedness (2 references)

Barriersto and Facilitator s of Technology Use

When discussing the use and impact of technology in daily life,
two primary themes emerged—barriers and facilitators
(Textbox 3), with the latter being referenced with greater
frequency. In particular, social connectedness was one of the
primary ways in which participants were making use of
technology, with participants commenting:

Technology is my communication...email and text are
important for me to keep in touch. [Workshop 2]

It's a huge difference to me with three children who
live in the US. [Workshop 3]

Skype/FaceTime with family makes you fedl
connected. [Workshop 3]

It creates easier, less formal contact with friends.
[Workshop 3]

Interestingly, the potential for technology to drive social
disconnection and miscommunication was noted as a potential
barrier as a participant stated:

https://aging.jmir.org/2021/1/€21461

It worries me that young people don't know a life
without a screen...they don’'t know how to connect
without an app. [Workshop 3]

One participant questioned:

Why don't you just call..there can be
miscommunication with texting. [Workshop 1]

Furthermore, it was al so agreed that connecting viatechnology
is not equivalent to in-person. One participant commented:

I know | can do it on the computer, but | enjoy the
contact...it's having a human element. [Workshop 3]

Another stated:

If | can do it as a video, then | can see my

grandchildren...but | can’'t have a hug. [Workshop

3
Games, such as “Word with Friends...Candy Crush...Bridge’
(Workshop 4) and “Spider Solitaire” (Workshop 4) and
information and new learning were also frequent uses of
technology, including references to websites related to news
and travel and “ YouTube...givesyou video tutorials’ (Workshop
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1). Although participants indicated that the ease of access to
information was a facilitator to technology use, noting, “You
can’'t beat Wikipedia for instant information about anything”
(Workshop 1), it was also highlighted that this changes the way
we think. For example, in relation to the consumption of media,
one participant stated:

Theway | read and get information now is much more
snapshot rather than long form journalism.
[Workshop 1]

Another participant noted:

Problem-solving is lacking as you can just tap on a
screen and get information...they don't question
whether it's the right information. [Workshop 3]

Inrelation to thelatter, participantsindicated that the credibility
of the source was important when using the internet or
web-based tools. Information produced by the government,
reputable health organizations, universities and academics, and
individuals with higher degrees or qualifications were more
likely to be perceived as trustworthy and reliable. At the same
time, however, the potential for miscommunication and limited
detail was referenced, with some skepticism expressed about
news sources, including:

LaMonicaet d

WE're in the age of misinformation, they don’t want
us to know the truth. [Workshop 1]

If you can get someone to click on a headline, that's
more valuable than relating it to the article
[Workshop 1]

In addition, 1 participant referenced security concernsin relation
to web-based data sharing, stating:

Anything on the Internet | just don’t really trust, |
don't want to put my information of any kind out
there. [Workshop 2]

The potential anxiety-provoking nature of technology was
referenced, albeit infrequently, with a participant commenting:

My ol der friends get anxiousif something goeswrong
and they don’t know how to fix it...they aren’t feeling
confident. [Workshop 3]

Digital literacy was characterized as a skill:

You have to learn it, like anything else. [Workshop

3
Finally, work requirements were noted asadriver of technology
use, wheresas lack of interest was a barrier.

Textbox 3. Codes related to barriers and facilitators to technology use theme (63 references).

Barriers (28 references)

«  Changesthe way we think (9 references)

«  Misinformation and limited detail (8 references)

«  Socid disconnection and miscommunication (4 references)
«  Not equivalent to in-person (3 references)

o Anxiety (2 references)

« Lack of interest (1 reference)

«  Security concerns (1 reference)

Facilitators (35 references)

«  Socid connectedness (13 references)

«  Games (6 references)

« Information and new learning (6 references)
«  Credibility of the source (4 references)

«  Easeof access (4 references)

«  Work requirements (2 references)

HIT Use

Asshown in Textbox 4, barriersand facilitators again emerged
as the primary themes when discussing the use of technology
specifically for hedlth-related purposes and co-designing a
prototype of the InnowWell Platform for older adults. Accessto
information was the primary facilitator referenced, in relation
to being able either to read up on a problem and present that
to doctors (Workshop 1) or to go back to the internet to take
the time to review and be critical of information discussed in
an appointment with a health professional (Workshop 1).
Although HITs are not equivalent to in-person care, that is,

https://aging.jmir.org/2021/1/€21461

“Need face-to-face to establish trust for subsequent phone or
emails...you feel you know the person” (Workshop 1), it was
noted that they provide improved access to care. For example,
the convenience, that is, “face-to-face isbest, but over the phone
is convenient” (Workshop 1) and anonymity afforded by
technology may “be a good thing for people suffering mental
health...if it wasface-to-face or someonethey knew they would
be less likely to do it at al” (Workshop 3). Whether the
technology was endorsed by a health professional or endorsed
by a family member or friend were noted facilitators of HIT
adoption and engagement, with participants indicating they
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would use it if “recommended...by my doctor” (Workshop 2)
or “acertain friend or family member” (Workshop 2).

It was recognized that the ability for technologies to be
integrated with health care increases the transparency in care:

...the doctor used to just have it, now you have it on

your computer...you have all your health information

at your fingertips. [Workshop 4]
In addition, it affords the opportunity for coordinated care,
allowing shared information between treating hedth
professional's. One participant stated:

| see it as a total package, it's just part of your
wellbeing. My different medical people should know
if | haveaheart issue or if I'mseeing a psychologist.
[Workshop 2]

Asacaveat, ownership and personal choicewith data provides
consumers with the option “to decide who can see what and
which doctors have access’ (Workshop 4). Security concerns
werereferenced asthe primary barrier to HI T use, with concerns
noted to include “once your email is connected, essentially
hackers could get alot” (Wobrkshop 4), “not getting jobs...not
getting insurance” (Wbrkshop 3), and “people will target you
with products based on information gathered” (Workshop 3).

From atechnical perspective, user experience and customization
were referenced as facilitators of use. Data tracking was also

https://aging.jmir.org/2021/1/€21461
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an attractive feature, including the ability to track physical
activity and weight loss using apps such as MyFitnessPal and
viawearables (ie, Fitbit). In addition, competition is a potential
driver for technology use. For example, 1 participant
commented:

...subscribed to Lumosity for about a year...it waslots

of fun...tried to improve my score to be in the top

percentile for my age group. [Workshop 2]
However, the potential for misuse was aso identified as
“over-notifications could fed like bullying” (Workshop 1) or
result in an “obsession with the data’ by users (Workshop 1).
Data entry and tracking requirements were also viewed as a
potential barrier to use, asit “might be another stressor for some
people” (Workshop 3), particularly “once they are unwell”
(Workshop 3).

Although not raised as a personal concern by any of the
participants, limitations in digital literacy was referenced as a
potential barrier as it was noted that:

...technology is not usable by a lot people in my
generation...at the moment there is a generational
cut-off. [Workshop 4]

In addition, lack of interest in HITSs, including how they work,
may also reduce uptake.
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Textbox 4. Codes related to technology use to support health and well-being theme (308 references).
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Barriers (57 references)

«  Security concerns (18 references)

o Lackscredibility of health professional (10 references)
« Not equivalent to in-person care (10 references)

« Potentia for data misuse (9 references)

. Dataentry and tracking requirements (8 references)

o  Lack of interest (7 references)

. Digitd literacy (1 reference)

Facilitators (59 references)

« Information (13 references)

« Datatracking (10 references)

o Accessto care (8 references)

«  Endorsed by health professionals (7 references)

«  Coordinated care (5 references)

« Integrated with health care (5 references)

«  User experience and customization (3 references)

o Ownership and personal choice with data (3 references)
«  Competition (3 references)

«  Endorsed by afamily member or afriend (2 references)

Prototype features and functions for adigital platform customized for older adults (192 references)
o  Barriers (34 references)

«  Impersonal and social disconnection (5 references)

« Lackscredibility of health professiona (5 references)

«  Privacy and security risks (5 references)

«  Competition (4 references)

. Limitations and potential errors (4 references)

o Anxiety about seeking help (2 references)

. Digitd literacy (2 references)

o Genericinformation (2 references)

«  Misinterpretation of information (2 references)

«  Requirementsfor use (2 references)

«  Facilitators (158 references)
o  Personalization (32 references)
« Information and resources (15 references)
« Interoperability and data tracking (13 references)
«  Credible source or endorsed by health professional (12 references)
« Interaction with health system (12 references)
«  Prevention and risk reduction (11 references)
o Access (10 references)
«  Recommendations and interventions (10 references)
«  Anonymity (8 references)

« Goal setting (6 references)
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o Personal datarecord (6 references)

«  Education and training (5 references)

«  Empowering (5 references)

« Socia connection and support (5 references)
« Diagnosis (2 references)

«  Supportive other functionality (2 references)

o User experience and design (2 references)

Prototyping the InnoWell Platform for Older Adults

Building on the foundation of their experienceswith health care
systems and technology generally and HITs specificaly,
participants co-designed a prototype of the InnoWell Platform
for older adults, identifying features and functionality that would
be barriersto and facilitators of adoption and implementation.
Importantly, facilitators were referenced far more frequently
than barriers, potentially reflecting theinterest in and increasing
use of technologies to support health and well-being. The
primary driver for use was personalization (ie, a tool that is
designed to meet a consumer’s requirements and that responds
to the data entered by a consumer to meet a consumer’s needs)
as participants noted:

| can see a clear use...someone wakes up and feels
bad or experiences a new symptom...they go on this
software and it give them some triage to start with.
[Workshop 1]

...questions about you and your situation...sends you
off to areas of the site that could be useful. [Workshop
3

It could be like a referral service to send you in the
right direction. [Workshop 3]

Interoperability (ie, the ability of the digital tool to exchange
information with other technol ogies such as apps and wearabl es)
and data tracking were identified as factors that may facilitate
personalization. For exampl e, one participant stated they would:

be able to input data about my arthritis, pain levels,
tracking what's happening with my fingers...I assume
it would give melots of information, thingsto do...take
some ownership of my tracking. [Workshop 2]

Interestingly, the need for personalization was coupled with a
desirefor anonymity. It was suggested that the user “could create
ausername” (Workshop 1), with participants agreeing that “the
information going in is so sensitive that | would only do it
anonymously” (Workshop 1). Furthermore, the ability to store
health information in a personal data record, that is, “it knows
all my background” (Wbrkshop 3) was valued by participants.
However, it isimportant to note that privacy and security risks
were frequently referenced barriers as cybersecurity was
characterized as “an arms race...people employed in security
are constantly trying to stay in front of the hackers’ (Workshop
1).

The ability to find up to date information and resources was
also referenced as a facilitator of use—a place to ask “those

https://aging.jmir.org/2021/1/€21461

silly questionsyou just can’t ask in an intimidating environment”
(Workshop 2) and gain better understanding of “what to tell
your [general practitioner] GP...teaching you the things you
need to tell your specialist” (Workshop 2). However, there was
some concern that the misinterpretation of information might
be a barrier, recognizing a“risk of creating a device that leads
people to self-diagnosing” (Workshop 2) and that generic
information may not have much benefit if itis* not personalised”
(Workshop 3) and “only answers asilly little thing” (Workshop
3).

Participants wanted there to be an interaction with health care,
potentially as a “referral to a speciaist” (Workshop 1), a way
to “fast track the system...direct you to service” (Workshop 1),
or atool to enhance the care provided by ahealth professional,
that is, “If | brought it in and showed it to her, she'd probably
work  collaboratively with  me” [Workshop  2]).
Recommendationsand interventionswere also adesired feature,
with ideas including “interventions to do balance exercises’
(Workshop 1), “video training about how to do a guided
[meditation] session” (Workshop 3), and “virtual group sessions”
(Workshop 3). However, the potential for error was cited as it
was recognized that there is an inherent “risk with assuming
that feeding information in means the outcomes will be right”
(Workshop 1). Figure 1 reflects one participant’s
conceptualization of how he or she might use this type of tool.
By inputting information about current symptoms and desired
servicesor activities, thedigital tool would then providetailored
recommendations.

Participantsindicated that they would be morelikely to usethis
type of toal if it came from a credible source or was endorsed
by health professionals, highlighting the need for the content
to be “developed by an organisation that is already trusted”
(Workshop 2). Similarly, a digital tool was viewed to lack the
credibility of a health professional, thereby potentialy
preventing use as participants were not interested in “replacing
GPs or specidists’ (Workshop 2). The potentia for a digital
tool to be impersonal was aso referenced as a barrier,
particularly for older adultswho “ could be moreisolated...need
someone that cares...the connection is still important”
(Workshop 1). Figure 2 presents a hypothesized user journey
created by participants, highlighting the way in which they
would use the prototype of the digital tool, including the
information that they would input to personalize the results, the
manner in which a health professional could make use of that
information to coordinate care, and the support provided via
the digital tool.
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Although there was minimal reference to the need for the tool
to be able to provide a user with a diagnosis, participants
reported an interest in prevention and risk reduction or
“something that would keep me away from the
doctor...preventative but also health generative...keeps you
healthy and active” (Workshop 1). Goal setting was a potential
motivator of use, with participants noting that users “would
establish goals after going through a level of entering
information” (Wbrkshop 1) and recognizing that “goals could
change as you go through” (Workshop 1). On the other hand,
competition was referenced as “demotivating...don’t want
peopleto fail and say | won't ook at that again” (Workshop 1)
and “ahuge problem...agoal isn't agoal unlessthere’sasuccess
or failure measured” (Workshop 1).

It was widely recognized that a digital tool has the potential to
improve access to health care, particularly for individuals in
remote areas where “ distance becomes adisability” (Workshop

Figure1l. App prototype of adigital tool to support health and well-being.
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1), helping “people not feel isolated when they are physically
isolated” (Workshop 2). Empowering users was al so referenced
as an important component, with a need for a strength-based
approach because “older people are told you can’t do that
anymore...celebrate what they are doing” (Workshop 1).
Although referenced infrequently, participants indicated that
they were more likely to use a digital tool that had a good user
experience and design. Furthermore, it was recommended that
users would benefit from education and training resources,
“information on how to use it — a tutorial or mind map...give
people an idea of what kind of help they could get” (Workshop
3). Thismay be particularly relevant for older adults with poor
digital literacy as “people will aways be left out if it ison a
computer” (Workshop 1) or for those who experience anxiety
related to help seeking, where the technology should not be
“too daunting” (Workshop 1). However, neither of thesebarriers
were reported to be personal concerns for the participants.

Feeling Down/ Getting Up

What are you feeling?
(s many as you want)

v 4

Feeling Blue

Feeling angry

Feeling isolated {7

Feeling suicidal [ |
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In need of activities [~
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Figure 2. User journey demonstrating how a consumer might engage with the prototype.
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Discussion

Technology Use by Older Adults

Our results align with previous findings that older adults
routinely engage with a range of technologies, including
computers, mobile phones, eBook readers, and tablets.
Importantly, the preference for smartphones highlightsachange
in device use among older adults. Although previous studies
have found that the use of home computerswas nearly universal
in a sample of older adults (93%), the use of smartphones was
far less frequent (52%) [20]. The present results emphasize the
rapid growth in smartphone ownership among older adults in
recent years and the effect of aging [41], with younger people
with greater digital literacy and experience with technology
moving into the older age group. For example, among
Americans aged 65 years and older, ownership of smartphones
increased from 23% in 2013 to 42% in 2016 [4]. It isimportant
to recognize that device adoption varies considerably with age,
education, and household income. The proportion of older adults
who own a smartphone or tablet is markedly higher for those
aged 65 to 69 years (59% and 41%, respectively) relative to
those aged 75 to 79 years (31% and 28%, respectively) [4].
Similarly, individuals with higher levels of education (a
bachelor's degree or beyond) are significantly more likely to
have acomputer and/or smartphone[20]. Assuch, consideration
of thedigital divideiscrucia when considering technology use
among older adults, as there may be barriers to access (eg,
internet, smartphone) that preclude their engagement with
web-based tools, including for, but not limited to, information
and entertainment purposes and for the purposes of improving
and maintaining health and well-being.
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Components of and Strategiesto Support Well-Being

Participants generally conceptualized well-being as an absence
of illness (ig, feeling healthy) and the capacity to fulfill one's
goals and carry out activities of one's choice. However, there
was also recognition that illness or disability and well-being
are not mutually exclusive; rather, there is a need for personal
awareness and acceptance of self. The fulfillment of basic life
needs, namely, safety in on€'s surroundings, connection to
others, and resilience (ie, the ability to bounce back in the face
of stressful events) were aso referenced. Importantly,
participants noted that stigma can detract from well-being as it
may be abarrier to seeking and accessing help for mental health
problems. The factors of well-being identified by participants
align with the 6 components of the Ryff model of psychological
well-being [42], which includes sel f-acceptance, mastery of the
environment, autonomy, positive relationships, personal growth,
and life purpose. Our results highlight the consistency of views
on psychological well-being among older adults over morethan
30 years and, importantly, suggest these are key targets for
health-related interventions.

Several strategies to promote and maintain well-being were
referenced equally, including maintaining a healthy diet and
exercising regularly, engaging in leisure activities, and making
use of hedlth-related information and tips. Consistent with the
recognition that social connectedness is a key determinant of
health [43,44], participants agreed that social connectednessis
an important component of well-being. However, this was
balanced with a need to be self-reliant in maintaining one’'s
well-being so as not to burden others. HITs have the potential
to provide low-cost intervention and prevention tools that are
designed specifically to target components of well-being [42]
and symptoms of mental illness, such as anxiety, depression,
and problematic health behaviors (eg, alcohol, gambling, and
smoking). In fact, ameta-analysisfound that appswere superior
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to control conditions in improving stress levels and quality of
life and depressive and generalized anxiety symptoms, with no
marked difference relative to active interventions, including
in-person treatment [45].

Benefits and Pitfalls of Technology Use

Although there is no doubt that technology has the potential to
facilitate social connection viaphone calls, videoconferencing,
text messaging, group chats, and even games, parti cipants agreed
that in-person connection remains a vital part of persona
relationships and interactions with health professionals. In a
recent study, it was shown that when alowed to rely on a
smartphone for information, participants were less likely to
speak to other peopleand felt less socially connected than those
who were not allowed to use phones [46]. As evidenced by our
participants, older adults will engage with social mediato stay
connected to family and friends; however, previous qualitative
work in this area revealed that older adults prefer deep,
thoughtful, one-on-one communications as opposed to the
light-touch, group-based interactions promoted through social
media[47]. Thesefindings suggest that it isimportant to ensure
that HITs are well integrated with the hedlth care system,
enabling the therapeutic relationship between a consumer and
health professional as opposed to rendering it unnecessary. This
may be a particularly important consideration for older adults
who tend to experience greater degrees of social isolation and
loneliness, which are known risk factors for health problems,
including cognitive decline and depression [48].

In addition to social connection, several participants also
reported engaging with technology to play games, such as Candy
Crush and Words with Friends. Interestingly, older adults aged
65 years and older are the fastest-growing segment of new
digital game players in Australia [49]. Although utility as a
leisure activity is important, gaming may also present an
opportunity for incidental cognitive assessment, where changes
in game behavior or performance may be indicative of decline
a its earliest stage, thereby facilitating early intervention
strategies to mitigate known modifiable risk factors such as
depression, midlife hypertension, midlife obesity, and low
physical activity [50]. Importantly, a systematic review of
gamified cognitive assessment and training paradigms found
evidence suggestive of associated improvementsin engagement,
intrinsic motivation, and training outcomes (when relevant)
[51,52]. In addition to promoting repeated engagement,
gamifying cognitive tasks can improve usability, decrease test
anxiety, and increase ecological validity [51]. Further research
is now required to validate the application of game design
principles to cognitive assessment to improve sensitivity to the
earliest signs of decline and to cognitive training to promote
engagement, real-world transfer, and sustainability of outcomes.

The Potential Impact of Health Information
Technologies

The disruption caused by the COVID-19 global pandemic has
resulted in agreater need for and reliance on digital health care
for screening, treatment, and ongoing maintenance of health.
Tothisend, HITs offer aviable alternative for those who prefer
or arerequired to use digital health care due to health concerns
(eg, during the COV I D-19 pandemic) and geographic, transport,
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or mobility constraints. One of the marked discrepancies
between our study and othersthat have investigated technology
use for health-related purposes by older adults relates to
familiarity with and confidence in using technology. Although
this was not a persona concern among our participants, alack
of familiarity with technologies has frequently been cited as a
potential barrier to adoption for older adults [53], specifically
in relation to web-based health care information seeking [54].
As referenced previously, consideration of the digital divideis
crucia to ensure that those who may not have easy access to
technology, or the skills required to use it, are not excluded
from receiving mental health care delivered via HITs.
Recommendations to bridge the digital divide include (1)
technology subsidies for low-income consumers, (2)
user-friendly technologies appropriate for consumers with
physical disabilities and cognitive impairment; and (3)
demonstrations and training opportunities for consumers who
might not otherwise have the opportunity to learn how to use
available technologies [55].

Furthermore, health services are also encouraged to consider
the addition of adigital navigator to their care team to improve
the uptake and implementation of HITs within care [56]. The
role of adigital navigator is 3-fold: (1) evaluate HITSs, such as
apps, and make appropriate recommendations to health
professionals; (2) set up technology and troubleshoot with the
consumer, thereby allowing the health professional to focuson
the clinical interaction with the consumer; and (3) interpret and
report salient data collected by the HIT to both the consumer
and the health professional in auser-friendly way toinform care
and self-management. Although the current use of HITsamong
older adultsis relatively low, this does not appear to be due to
lack of interest [20] but rather dueto the need for education and
training in relation to the potential benefits of HITs and the
practicalities of engagement with these technologies [57]. As
such, a digital navigator has the potential to be particularly
impactful for the older adult community, including both for
consumers and their families and for health professionals.

Prototyping the Innowell Platform for Older Adults

Importantly, many of the features and functions suggested by
participants for the digital tool align with the core principles
underpinning the design and development of the InnoWell
Platform, which include increasing access to standardized,
broad-based assessment; identifying and tracking consumer
needs; matching those needs with personalized care options,
and enhancing the quality of care provided to consumers [34].
Although the assessment was not discussed per se, participants
recognhized that the more information that was input into the
digital tool, including via interoperable devices, increased the
likelihood of personalized feedback and recommendations.
Furthermore, the ability to track and store data over time was
valued by participants as a means to better understand what
information, resources, and intervention strategies were
associated with positive health outcomes based on personal
goals relative to those that were not effective for the consumer.
It was also recognized that a personal data record, only shared
with health professional s with the consumer’s permission, had
the potential to facilitate coordinated care across health
professionals and services and to prevent the need toretell one's
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story repeatedly to new providers. Although it was noted that
HITs have the potential to improve access to services,
particularly for consumers in regional or remote areas, there
was consensus that HITs cannot and should not replace health
professionals. Even when developed and delivered by acredible
source, it was believed that HITs are not comparable with
in-person care and that the connection with ahealth professional
remains a valued part of seeking and receiving care. That said,
participants consistently stated that they would make use of an
HIT if asked to do so by a health professional.

Despite the willingness to engage with HITs, data privacy and
security concerns were frequently referenced as barriersto use,
which alignswith previous user-centered work in thisarea[58].
This is perhaps not surprising, given the frequency of data
breaches globally. For example, the United States Department
of Health and Human Services Office for Civil Rights breach
portal listed 510 health care data breaches of 500 or more
records in 2019, reflecting a 196% increase from 2018 [59].
Needless to say, adherence to relevant privacy policies is
paramount in the development and implementation of HITsto
protect consumers’ health information from being disclosed for
marketing purposes or, perhaps more importantly, identity theft
and fraud.

Importantly, the results of this study have translated to a
configuration of the InnoWell Platform specifically tailored to
older adults. The broad-based assessment, for exampl e, hasbeen
modified to reflect areas of health that are particularly relevant
to older adults, including cognition and pain, and to incorporate
assessment tools specifically designed for the older adult
community (as opposed to tools used in configurations of the
InnoWell Platform designed for young people or veterans). All
informational materials provided within the InnowWell Platform
are appropriate for older adults. For example, fact sheets are
provided regarding the benefits of physical activity or the health
impacts of excessive alcohol usefor older adults. Furthermore,
the care options embedded within the InnowWell Platform have
been revised to reflect the needs of older adults, such as
recommendations for apps for cognitive training, medication
management, and cardiovascular health. The design and
development of additional features and functionality of the
InnoWell Platform based on the information gathered in this
study are currently under consideration for inclusion in the next
iteration of thisinnovative HIT.

Limitations

This study has some limitations that are important to note. Al
participantsin this study were regular users of technology with
high levels of digital literacy. As such, the accessibility,
engagement, and appropriateness of technology for novice users
or those who do not have easy access to technology could not
be explored. In addition, only 2 supportive otherswereincluded
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in the participant sample, thereby limiting any conclusions that
can be drawn about the features or functions of HITs that may
be appropriate specifically for this user group. Finaly, to
promote patient privacy, no demographic information was
collected from participants, therefore, we were unable to
comment on factors such as age range, highest level of
education, or occupational status (eg, retired). This aso
precludes the ability to investigate differences in technology
preferences based on age (eg, 50-64 years vs 65-80 years).

Conclusions

Older adults readily engage with a range of technologies in
day-to-day life, with current participants endorsing apreference
for smartphones and computers relative to other devices. HITs
have the potential to improve access to cost-effective and
low-intensity interventions at scale to improve and maintain
mental health and well-being. Participants referenced
personalization and the ability to access up-to-date, credible
information and resources as primary facilitators of HIT
adoption, with astrong desirefor integration with standard care
practices to preserve personal connections with health
professionals. Data privacy and security risks were a primary
barrier to HIT use, athough this may be mitigated if the source
of the digital tool is reputable. Variability in digital literacy
among older adults also has the potential to limit the adoption
of such tools. However, several strategies may improve uptake
and efficacy, including active co-design of HITs specificaly
with the older adult community to ensure usability, acceptability,
and appropriateness; support for HIT selection and use of
clinical applications via adigital navigator; and education and
training materials embedded within the HIT.

Future Directions

The configuration of the InnoWell Platform specific for older
adultsis now being trialed in a naturalistic 90-day user testing
study. Participants aged 50 yearsand ol der areinvited to engage
with the InnoWell Platform for a period of 90 days and asked
to complete short web-based surveys at 5 time points (baseline
[or day 1], day 15, day 30, day 60, and day 90), regarding the
quality, usability, and acceptability of the functionality of the
prototyped InnoWell Platform. Eighteen participants have
enrolled in this study to date, and results are expected to be
submitted for publication in early 2021. Thefindingswill inform
theiterative redesign and devel opment of the InnoWell Platform
before the implementation within an older adult health service
setting. Furthermore, participant feedback will aso be used in
the design and development of other HITs for the older adult
community, such as gamified cognitive tests to assess and
monitor cognitive functioning over time and multifaceted,
interactive web-based interventions to support and maintain
mental health and well-being.
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Abstract

Background: Ciritical illness has been suggested as a sentinel event for frailty development in at-risk older adults. Frail critical
illness survivors are affected by increased adverse health outcomes, but monitoring the recovery after intensive care unit (ICU)
dischargeischallenging. Clinicians and funders of health care systems envision an increased role of wearable devicesin monitoring
clinically relevant measures, as sensor technology is advancing rapidly. The use of wearable devices has also generated great
interest among older patients, and they are the fastest growing group of consumer-grade wearable device users. Recent research
studies indicate that consumer-grade wearable devices offer the possibility of measuring frailty.

Objective: This study aims to examine the data collected from wearable devices for the progression of frailty among critical
illness survivors.

Methods: An observational study was conducted with 12 older survivors of critical illness from Kingston General Hospital in
Canada. Frailty was measured using the Clinical Frailty Scale (CFS) at ICU admission, hospital discharge, and 4-week follow-up.
A wearable device was worn between hospital discharge and 4-week follow-up. The wearable device collected data on step count,
physical activity, sleep, and heart rate (HR). Patient assessments were reviewed, including the severity of illness, cognition level,
delirium, activities of daily living, and comorbidity.

Results:  The CFS scores increased significantly following critical illness compared with the pre-ICU frailty level (P=.02;
d=-0.53). Survivors who were frail over the 4-week follow-up period had significantly lower daily step counts than survivors
who were not frail (P=.02; d=1.81). There was no difference in sleep and HR measures. Daily step count was strongly correlated
with the CFS at 4-week follow-up (r=-0.72; P=.04). The average HR was strongly correlated with the CFS at hospital discharge
(r=—0.72; P=.046). The HR SD was strongly correlated (r=0.78; P=.02) with the change in CFS from ICU admission to 4-week
follow-up. No association was found between the CFS and sleep measures. The pattern of increasing step count over the 4-week
follow-up period was correlated with worsening of frailty (r=.62; P=.03).

Conclusions: This study demonstrated an association between frailty and data generated from a consumer-grade wearable
device. Daily step count and HR showed a strong association with the frailty progression of the survivors of critical illness over
time. Understanding this association could unlock a new avenue for clinicians to monitor and identify a vulnerable subset of the
older adult population that might benefit from an early intervention.

(IMIR Aging 2021;4(1):€19859) doi:10.2196/19859
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Introduction

Frailty Among Critical IlIness Survivors

Frailty is a state of increased vulnerability to adverse health
outcomes dueto theloss of physiological and cognitivereserves
[1]. Although frailty often overlapswith terms such as disability
and comorbidity, it has been well described that frailty is an
independent concept that can be quantitatively separated [2].
Frailty isrecognized asadynamic state, and recent studies have
highlighted the need to quantify changes between the stages of
frailty to better inform clinicians with the development of
tailored treatments[3].

Critical illness has been suggested as a sentinel event for the
development of frailty, especially for at-risk older adults [4].
Frailty is frequently evaluated as a prognostic tool in critical
care settings to better guide decision making by clinicians and
to manage the expectations of patients and families on health
outcomes [5]. Critical illness survivors who were frail before
the illness, in comparison with those who were not frail, have
a significantly higher mortality rate [5-7], are more likely to
acquire functional dependence [5,8], have lower quality of life
[5], and are more frequently rehospitalized within 12 months
[7]. However, no studies have examined the progression of
frailty throughout and beyond critical illnessesand how physical
and functional recovery isrelated to changesin frailty.

Wear able Device Uses in Research

Older adults are the fastest growing group of consumer-grade
wearable device users [9]. The potential uses of these devices
for general wellness and clinical purposes have gathered the
interest of many stakeholders, including patients, care providers,
funders, governments and policy makers, and technology
developers[10-14]. The opportunity to leverage data generated
from such devicesfor clinical and medical purposesisexpected
to increase as these devices are becoming smaller, cheaper, and
ever more accessiblein the recent years[15]. Coupled with the
logistic and financial challenges of monitoring critical illness
survivors' functional recovery outside the hospital setting, many
recent research studies investigated several possible uses,
including wearable devices as atool to objectively measure the
physical activity level [16,17], sedentary behaviors [18], and
mobility [19] and to screen for frailty [20].

Objectives

We examined the data generated from wearable devices for
their association with the progression of frailty after hospital
discharge and hypothesized significant associations between
frailty and physical activity, sleep quality, and heart rate (HR),
as reported by the wearable devices. In particular, we
hypothesized that survivors who are frail would have lower
physical activity, diminished sleep quality, and impaired HR
control compared with those who are not frail. We aso
hypothesized that survivors whose frailty returns to the
precritical illness level would have a higher physical activity

https://aging.jmir.org/2021/1/€19859

level, better sleep quality, and tighter HR control than those
who have apersistent increase in frailty after hospital discharge.

Methods

Study Design and Settings

This observational study was conducted at Kingston General
Hospital in Kingston, Ontario, Canada. Patients were recruited
from the FORECAST (Frailty, Outcomes, Recovery and Care
Steps of Critically Il Patients) study, which assessed an array
of clinica measurements and frailty. For this study, patients
were recruited during their admission to the intensive care unit
(ICU) from July 2017 to August 2018. Participants were
followed up at 4 weeks after hospital discharge.

A convenience sampling method was used to recruit patients
aged 55 years and older. They were included in this study if
they lived within the city or close by to ensure feasibility of
attending the 4-week follow-up session. Patientswere excluded
if shared decision makerswere not availableto collect collateral
history. We al so excluded patients who had medical conditions
that might have interfered with the proper use of the wearable
devices, including those admitted to the ICU with catastrophic
neurological illness that was not likely to be altered by ICU
care (eg, massive stroke requiring ICU care, spinal cord injury
with neurological deficit), those diagnosed with primary
neuromuscular pathology or atria fibrillation, or those
dependent on awheelchair for mobility. Patients with nonsinus
rhythms were excluded. Patients were further excluded if they
had an expected survival of lessthan 1 month.

Data Collection and I nstrumentation

Determination of Frailty

Frailty was assessed using the Clinical Frailty Scale (CFS), a
tool that has been widely used in critical care settings[1]. The
CFS has been shown to outperform other frailty assessment
toolsinthe geriatric populationin correctly differentiating major
health outcomes such as hospital admission and fall incidents
[21]. It is especially suitable for older adults and criticaly ill
populations who may lack cognitive or physical capabilitiesto
answer and perform necessary tasks to be assessed for frailty
with other tools [1]. The CFS ranges from 1 to 9, where 1
denotes very fit and 9 represents terminally ill. CFS scores of
1to 3areconsidered not frail, ascore of 4isconsidered prefrail,
and 5 or higher is considered frail. However, a CFS score of 4
or higher was considered frail in this study. Frailty was assessed
by one of the 3 experienced research coordinators available at
agiventime.

Wear able Device

Fitbit Charge HR (Fitbit; hereafter referred to as Fithit) is a
commercialy available wearable device worn on the wrist. It
usesatriaxial accelerometer to measure motion. These dataare
used to estimate physical activity, sedentariness, and sleep
quality. Fitbit also measures the changes in elevation using an
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atimeter. Fitbit uses an optica HR sensor (ie,
photopl ethysmography) to measure the HR between 30 and 220
beats per minute.

In this study, we collected physical activity levels including
daily step count, active time, and sedentary time. Fitbit
automatically deems the active time when a physical activity
of a least three metabolic equivalents is performed.
Sleep-related information is generated, including total timein
bed, total deeptime (TST), awaketime, and awake count. Sleep
efficiency was calculated as the percentage of sleep time over
the TST. Sleep time was determined by subtracting the awvake
time from the TST. HR was measured every minute. HR data
were used to assess the average daily HR, SD of average daily
HR, and average nocturnal HR. The average nocturnal HR was
calculated using only the HR recorded during sleep as classified
by the TST.

Other Variables

Theresearch coordinatorsreviewed the patients medical charts
and collected demographic information, including age, sex,
height, and weight. The degree of comorbidity and the ability
to perform activities of daily living were calculated using the
Charlson Comorbidity Index [22] and the Katz index [23],
respectively. The severity of illnessand delirium were collected

https://aging.jmir.org/2021/1/€19859
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and calculated using the Acute Physiology and Chronic Health
Evaluation |1 (APACHE 1) [24] and the Confusion Assessment
Method-ICU [25], respectively. The major critical care
treatments received during the ICU stay, including invasive
mechanical ventilation, noninvasive ventilation, vasopressor
use, corticosteroid use, continuous renal replacement therapy,
and intermittent hemodialysis, were collected. The ICU length
of stay (ICU LOS) and hospital LOSwere calculated from chart
reviews.

Procedure

A total of 3 trained research coordinators interviewed the
patientsat 3 different time points: ICU admission (T1), hospital
discharge (T2), and 4-week follow-up (T3). The assessment
conducted at T1 was used to establish the baseline information
(ie, pre-ICU admission). Figure 1 outlines the study procedure
and time pointsfor the assessments and measurement tools. All
participants received a wearable device at ICU discharge and
were trained on its use during the hospital ward stay before
hospital discharge. Participants were encouraged to wear the
device during the ward stay, but only the posthospital discharge
data were used for analyses. The time between T1 and T2 is
referred to as D1, between T2 and T3 as D2, and between T1
and T3 as D3, hereafter.
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Figure 1. Study procedure and time points of assessment and measurement tools. ADL: Activities of Daily Living; APACHE: Acute Physiologic

Assessment and Chronic Health Evaluation; ICU: intensive care unit.
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Data Analyses and I nterpretation

Descriptive statistics and univariable comparisons of means,
medians, and proportions were performed to describe the
demographic information and patient characteristics according
tofrailty status. The Shapiro-Wilk normality test was performed
to check for normality. Student t test, Mann-Whitney U test, or
chi-square test was performed to check for independence
between frail and nonfrail survivors at T3. Cohen d was used
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Y

T2: Hospital discharge
¥ 3

Y

T3: 4-week follow-up

to evaluate the effect size when a dtatisticaly significant
difference was found.

The Pearson correlation coefficient and Spearman rank
correlation coefficient were cal culated to analyze the correlation
between the data collected from the wearables and the changes
inthe CFS score over D1, D2, and D3. Their relationships with
patient demographics and medical datawere further examined.
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A linear regression was performed for individua patients’ daily
step count, daily TST, daily awake duration, and HR over D2.
The slope of the regression line (hereafter referred to as the
slope) was examined for itsrelationship with the changesin the
CFSscoreover D1, D2, and D3 by performing Spearman rank
correlation analysis. Patientswith fewer than 5 days of wearable
data were excluded from this analysis.

Statistical significancewas set at a=.05for all statistical results.
Statistical analysis was performed using R Studio (R version
3.6.0, R Studio version 1.2.1335, R Studio Inc).

Ethics, Consent, and Permissions

This study was approved by the office of research ethics at the
University of Waterloo (ORE22219) and the Queen’s University

Table 1. Baseline characteristics, frailty, disability, and comorbidity scores.

Kimet al

Health Sciences and Affiliated Teaching Hospitals Research
Ethics (ROMEO/TRAQ 6020644).

Results

Recruitment

A total of 16 patients admitted to the ICU were recruited after
they provided informed consent between July 2017 and August
2018. Overdl, 2 patients withdrew from the study, and 2
patients' datawere lost because of technical issues. Intotal, we
had 12 patients with wearabl e device data collected successfully
(Table 1).

Peatient characteristics Frail at T32 Nonfrail at T3° P value
Demographics
Patients, n 7 (58.33) 5(41.67) N/AC
Age (years), mean (SD) 66 (8.12) 67.8 (5.07) .81
Sex (female), n (%) 6 (85.71) 1 (20.00) 0
BMI, kg m2 30.22 (8.36) 26.34 (16.01) 21
Type of admission
Medical, n (%) 1(8.33) 10 (83.33) N/AC
Surgical, n (%) 0(0.00) 1(8.33) N/A
Intensive care unit length of stay (days), mean (SD) 15.29 (5.19) 13.40 (9.63) .67
Hospita length of stay (days), mean (SD) 24.57 (10.49) 20.60 (16.32) .62
Acute Physiology and Chronic Health Evaluation Il score 26.71 (6.63) 29.00 (2.45) .81
Glasgow Coma Scale score 7.43 (4.54) 5.20 (2.28) .56
Charlson Comorbidity Index score 1.57 (2.07) 1.00 (1.22) 21
Katz at T1% score 5.00 (1.29) 5.60 (0.55) 59
Katz at T3° score 5.71(0.76) 6.00 (0.00) 50
3 CU admission.
B4-week follow-up.
°N/A: not applicable, as P value cannot be computed.
dp< 05,
The patients were aged between 55 and 77 years, withamean  Clinical Frailty

ageof 66.75 (SD 6.80) years, and 7 patientswerefemale. There
were significantly more frail female participants than male
participants (P=.02). The mean ICU LOS was 14.50 (SD 7.03)
days and hospital LOS was 22.92 (SD 12.69) days. The mean
APACHE |l scoreat T1 was 27.67 (SD 5.25). Overdl, 7 of the
12 patients were classified as frail at T3. There were no other
major differences in baseline characteristics between frail and
nonfrail patientsat T3.

https://aging.jmir.org/2021/1/€19859

Critical illness had a profound effect on the patient’s frailty
level (Figure 2). Compared with the baseline CFS score at T1,
the CFS score at T2 increased significantly (P=.007; d=—1.13).
A genera trend of improvement in frailty level was observed
over D2; however, the difference was not statistically significant
(P=.10; d=0.59). At T3, thefrailty level returned to that at the
baseline for 6 patients, whereas it worsened for 6 patients.
Overall, the CFS score increased significantly over D3 (P=.02;
d=-0.53). The changes in frailty level at different time points
are summarized in Table 2.
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Figure2. A boxplot of the Clinical Frailty Scale scoreat T1: ICU admission, T2: hospital discharge, and T3: 4-week follow-up (n=12). ICU: intensive
care unit.
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Table 2. Changesin Clinical Frailty Scale score between |CU admission and 4-week follow-up.

Frailty changes ICU? admission to hospital discharge, n  Hospital discharge to 4-week follow-up, n  |CU admission to 4-week follow-up, n
Improved 0 2 0
No change 5 4 6
Worsened 7 6 6

8 CU: intensive care unit.

. lower daily step counts than nonfrail patients (1336.40 vs
Frailty and.WearabIes Data _ 3781.04 steps; P=.02; d=1.81). They engaged in lesser daily
Of the 12 patients, 3 wore the wearable devices for fewer than  physical activity than their counterparts (2.02 vs 16.34 minutes
5 days over D3 (Table 3). On average, patients wore the per day; P=.04; d=0.94). There was no difference in sleep and
wearables for 26.33 days. Frail patientsat T3 had significantly HR measures between the frail and nonfrail groups.
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Table 3. Data collected from the wearable devices (n=9).
Wearable device measures Frail at T3? Nonfrail at T3P P value
Patients, n (%) 5(56) 4(44) N/AS
Days worn, mean (SD) 30.20 (8.73) 21.50 (8.27) 17
Physical activity variables
Daily step count, mean (SD) 1336.40 (1091.07) 3781.04 (1389.37) 02
Sedentary time (min per day), mean (SD) 84.11 (55.75) 104.95 (49.78) .58
Active duration (min per day), mean (SD) 2.02 (3.83) 16.34 (10.66) 044
Sleep measures
Total sleep time (min per night), mean (SD) 419.71 (166.62) 336.25 (134.07) .81
Total timein bed (min per night), mean (SD) 456.31 (182.49) 362.16 (144.88) .84
Awake time (min per night), mean (SD) 24.427 (11.20) 21.30(11.33) .69
Awake count (times per night), mean (SD) 1.65 (0.62) 1.54 (1.10) .85
Sleep efficiency (%), mean (SD) 91.72 (2.35) 92.70 (2.00) .53
HR® measures
Average HR (bprm), mean (SD) 86.93 (7.10) 80.38 (13.18) 38
Heart rate standard deviation, bpm (SD) 8.81 (1.97) 10.66 (3.16) 32
Average nocturnal HR, bpm (SD) 86.42 (5.87) 74.10 (20.27) 27

8T1: Intensive care unit admission.
BT3: 4-week follow-up.

°N/A: not applicable.

dp< 0.

®HR: heart rate.

fbpm: beats per minute.

The correlations between the wearable device data and frailty
aresummarized in Table4. Daily step count strongly correlated
with thebaseline CFSat T1 (r=—0.76; P=.03) and the CFS score
at T3 (r=-0.72; P=.006). Sedentary time strongly correlated
with the CFS score at T1 but did not reach statistical significance
(r=—0.66; P=.07). Theaverage HR strongly correlated (r=-0.72;

https://aging.jmir.org/2021/1/€19859

RenderX

P=.046) with the CFS score at T2, and HR SD also strongly
correlated (r=0.78; P=.02) with the CFS change over D3. No
relationship was found between sleep measures and CFS scores.
No patient characteristics had a significant relationship with the
CFS score (see Multimedia Appendix 1 for the exact P values
for each correlation coefficient).
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Table 4. Correlations between the data collected from the wearables and the frailty level and its change overtime (n=9).

Wearable device measures and patient characteristics Correlation (r)
Frailty at Fraltyat Frailtyat Frailtychange Frailtychange Frailty change
T12 T2° T3¢ over D14 over D2° over D3'
Physical activity data
Daily step count 0769 035  _g709 055 -0.46 0.14
Activetime -0.62 0.03 -0.53 0.63 -0.56 0.18
Sedentary time -0.66 -0.39 -0.53 041 -0.24 0.25
Sleep data
In bed 0.10 0.13 0.42 -0.01 0.32 0.45
Total sleep time 0.08 0.13 0.40 0.01 0.31 0.46
Awake time -0.26 -0.07 0.07 0.22 0.13 0.50
Awake count -0.31 0.06 -0.10 0.37 -0.15 0.33
Sleep efficiency 0.23 -0.10 0.12 -0.32 0.20 -0.19
HR" data
Average HR -024  _g79 -016  -0.28 0.37 0.13
Heart rate standard deviation -0.55 -0.05 -0.05 0.54 -0.01 0.789
Average nocturnal HR 0.06 -0.21 -0.19 -0.22 -0.04 -0.37
Patient characteristics
Age 0.18 0.56 <0.01 0.24 -0.45 -0.27
BMI 0.42 0.38 0.47 -0.11 0.15 0.04
Intensive care unit length of stay -0.01 0.21 <0.01 0.17 -0.17 0.02
Hospital length of stay 0.15 0.15 0.05 -0.03 -0.07 -0.14
Charlson Comorbidity Index 0.56 0.12 0.29 -0.44 0.19 -0.44
Glasgow Coma Scale 0.24 -0.06 0.15 -0.27 0.19 -0.16
Changesin activities of daily living 0.06 0.34 0.05 0.20 -0.23 -0.02
Acute Physiology and Chronic Health Evaluation 11 0.19 0.47 -0.12 0.17 -0.50 -0.47

&T1: Intensive care unit admission.

bro: Hospital discharge.

°T3: 4-week follow-up.

dD1: Intensive care unit admission to hospital discharge.

€D2: Hospital discharge to 4-week follow-up.

fD3: Intensive care unit admission to 4-week follow-up.

9p<.05.

PHR: heart rate.

. . The dlope of the daily step count demonstrated strong
Frailty and Wear able Data Trends Over Time correlations with the CFS change over D1 (r=0.71; P=.01) and

Theslopeof thelinear regression linefor daily step count, TST, D3 (r=0.65; P=.03) (Table 5). The slope of HR strongly
and HR was calculated to investigate the relationship between  correlated with frailty change over D3 (r=0.62; P=.03).
frailty and wearable device data trends over time (Figure 3).
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Figure 3. Exampleof the slope of linear regression linefor daily step count, total sleep time, and heart rate. The slope of linear regression line represents
the changes over over hospital discharge to 4-week follow-up.
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Table 5. Correlation between the slope of daily step count, total sleep time, heart rate and the Clinical Frailty Scale (CFS) scores at intensive care unit
admission, hospital discharge, and 4-week follow-up and changes in CFS over intensive care unit admission to hospital discharge, hospital discharge

to 4-week follow-up, and intensive care unit admission to 4-week follow-up.

Time points and frame Slope

Step count (r) P vaue Total deeptime(r) P vaue Heartrate(r) P value
CFS? score at le -0.55° .08 0.59¢ .07 -0.31 32
CFS score at T29 0.27 43 0.12 74 -0.12 72
CFS score at T3¢ -0.18 .60 0.32 .36 0.10 .75
CFS Change over D]_f 0.719 .01 -0.49 .15 0.21 52
CFS change over D3 0.659 03 -0.52 13 0.624 03

8CFS: Clinical Frailty Scale.

BT1: intensive care unit admission.

’P<.10.

dr2: Hospital discharge.

€T3: 4-week follow-up.

fD1: Intensive care unit admission to hospital discharge.
9p<.05.

hp2: Hospital discharge to 4-week follow-up.

'D3: Intensive care unit admission to 4-week follow-up.

Discussion

Frailty Transitions Following Critical 11lness

In this exploratory observationa study, we observed 12 older
adult survivors of criticd illnessfrom thetime of their admission
tothelCU until 4-weeks after their hospital discharge. Physical
recovery was monitored using a wearable device. Frailty was
assessed at multiple time points throughout their ICU and
hospital stay and at 4 weeks after discharge. A total of 6 patients
became frailer after their critical illness, whereas the frailty of
the other 6 returned to their precritical illness levels. No
participant’sfrailty improved abovetheir pre-|CU basdline state.
Theincidencerate of worsening frailty over 3 yearsisreported
to be approximately 0.6% and 1.3% for healthy men and women,
respectively [26]. A noticeably higher incidenceratein the study
sample confirms the notion that critical illness is a triggering
event in the transition to afrail state [4].
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Patter nsof Wear able M easuresand Frailty Transitions

We demonstrated the association between a lower physical
activity level and increased frailty level. This was evident from
a significantly lower daily step count and active time by the
frail survivors compared with their nonfrail counterparts. This
finding is consistent with a previous study that used awearable
device worn on the upper arm and reported a significantly
reduced step count by frail survivors compared with a healthy
control group [16]. Our results suggest that the rate at which an
individual increases daily step count following critical illness
may be an important indicator for the recovery of frailty back
to the precritical illness level. Those whose frailty worsened
showed asignificantly higher rate of increasein their daily step
counts (P=.03). We initially suspected that the magnitude of
the positive slope was amplified because of lower step counts
among those whose frailty worsened. However, the average
step count was not significantly different between those whose
frailty worsened and those whose frailty did not change (P=.63).
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Wefurther specul ated that the differencein baselinefrailty level
may contribute to thisfinding; however, there was no significant
difference in baseline frailty between the 2 groups (P=.49).
Another possible explanation may be an increase in frailty
because of nonphysical characteristics such as impaired
cognitive function. Future research should confirm this
relationship and investigate possible  explanations.
Understanding thisrelationship may help cliniciansto accurately
identify patientswho will benefit from strengthened transitional
care.

The pattern of increasing HR and the SD of HR were shown to
be related to the worsening of frailty following critical illness.
Thesefindings arein line with the theoretical understanding of
frailty asaconcept of impaired homeostasis[27]. These patterns
may be caused by the inability to evoke dynamic physiological
processes to restore equilibrium. Studies that examined HR
variability have concluded that frailty is associated with
impaired cardiac autonomic control [28,29]. However, empirical
evidencefor the relationship between HR and frailty islacking.
Increased resting HR was found to be associated with functional
decline among older adults [30], increased inflammatory
markers [31], and an increased mortality rate among trauma
patients [32].

To the best of our knowledge, thisisthefirst study to investigate
frailty by collecting and analyzing longitudinal HR data from
aconsumer-grade wearable device. The use of consumer-grade
wearable devices to monitor HR has garnered the interest of
many researchers in recent years. Its feasibility and accuracy
have been researched in different populations, including patients
who are critically ill [33]. Many studies have demonstrated its
feasibility and acceptable compliance level, but its capacity to
measure HR accurately has been questioned, especially for the
detection of nonsinus rhythms such as tachycardia and
bradycardia [33,34]. Despite this, our study used longitudinal
HR data to successfully uncover the association among frailty,
HR, and its SD. Future studies should expand on this
relationship and its potential use as a screening and monitoring
tool for frailty and the detection of early signs of clinical
deterioration among critical illness survivors.

Poor sleep quality, particularly nighttime disturbances, was
reported to be associated with an increased risk of frailty among
community-dwelling older adults[35,36]. Frequently perturbed
deep in hospitals adversely affects patient’s recovery [37].
However, we found no significant association between sleep
measures and changes in frailty. This may be explained by the
inaccurate measures of sleep quality using wearable devices.
The exact model of the device used in this study has been
validated against polysomnography (PSG) for healthy
adolescents and the same device brand among young adults
[38,39]. However, it was noted that the performance of these
devices may be poor in populations with low sleep quality or a
high number of motionless wake episodes. Continued efforts
to use consumer-grade wearable devices for routine sleep
monitoring should be encouraged because the current methods
such as PSG and sleep journals are not feasible because of their
high cost and inaccuracy among patients who are critically ill
[33].
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Implications for Consumer-Grade Wear able and
Frailty Research in Critical Care Setting

Survivors of critical illness are uniquely situated as their
physiological and cognitive reserves (ie, frailty) have been
pushed to their limit and beyond. The successful recovery of
frailty back tothe precritical illnesslevel iscrucial for protection
from subsequent critical illness. Unsuccessful recovery of frailty
placesanindividua inavulnerable statein which alesser illness
may lead to amplified adverse health outcomes, thereby
requiring greater health care resources [40,41]. Our study
demonstrated the possibility of early detection of unsuccessful
frailty recovery inthefirst 4 weeks of post-ICU discharge using
a wearable device. Identifying such a vulnerable subset of
critical illness survivors warrants the timely delivery of frailty
interventional programsthat have been shown toimprovefrailty
as wel as various functional capabilities for
community-dwelling older adults [42]. Furthermore, wearable
devices have the potential to enhance the monitoring of physical
activitiesin ecological settings, which can guide cliniciansand
researchers further by complementing the supervised data
acquired in traditional settings [43].

Limitations

Our study has several limitations. The exploratory nature of the
study resulted in a restrictive sample size from a single ICU
that is not representative of the entire critical ill population. It
limited the generalizability of the findingsto other populations.
Other research studies reported significant differences in the
age between frail and nonfrail patients, but our study sample
did not. The small sample size prevented us from stratifying
patients into nonfrail, at-risk, and frail groups. The addition of
another level of frailty may have helped us interpret the slope
of linear regression in more detail for daily step count, sleep
time, and HR. Furthermore, patientswho werecritically ill were
discharged from the ICU to a hospital ward before being
discharged, which led to varied hospital ward LOS. This may
have affected the assessment of frailty at the 4-week follow-up
session. However, the hospital ward LOS was not significantly
different between patients who are frail and not frail (13.4 vs
7.0 days,; P=.20). We chose a 4-week follow-up to investigate
the early recovery process immediately following the critical
illness. A longer observation period of critical illness survivors
will benefit future studies as full functional and physical
recovery is achieved over 6- to 12-month periods for 25% to
50% of older critical illness survivors [44,45].

Conclusions

In this study, we observed the physical recovery of critical
illness survivors using awearable device. Unsuccessful recovery
of frailty to precritical illness level at 4 weeks after hospital
discharge was related to a significantly lower step count
followed by a high rate of increase in step count. This
unsuccessful recovery was aso related to an increase in HR
over the same period. Sleep measures did not correlate with
frailty. Our study demonstrated the possibility of using
consumer-grade wearables as a tool to understand frailty
progression for survivors of critica illness. We aso
demonstrated the added value of longitudinal wearable data.
Consumer-grade wearables evolve rapidly, and future research
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should focus on leveraging new features such as activity, seep, and HR.
electrocardiogram and more accurate measures of physical
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