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Abstract

Background: Research trandating the evidence for the benefit of mind-body exercise in older Latinos with limited access to
community-based healthy aging programsis sparse.

Objective:  This study aimed to evaluate the feasibility of Function Improvement Exercises for Older Sedentary
Community-Dwelling Latino Residents (FITxOlder), a Community Health Worker (CHW)-led, mobile technology-facilitated
Chinese Qigong mind-body exercise program for healthy aging and to exploreitsimpact on physical and cognitive function and
quality of life (QoL) in older community-dwelling low-income Latino adults.

Methods: This study was designed as a Stage 1 feasibility study to develop and pilot-test FITxOlder. In Phase 1 (Stage 1A), a
working group of seniors, CHWSs, and senior center staff guided the adaptation of Chinese Qigong into a healthy aging program.
In Phase 2 (Stage 1B), 49 older Latino adults participated in a 3-arm controlled study to test the feasibility and preliminary effect
of CHW-led FITxOlder on physical and cognitive function and QoL measures over 16 weeks.

Results: Although the COVID-19 pandemic disrupted the implementation of the study protocol, we found favorable results
regarding participant recruitment, retention, and fidelity of implementation. Notable findings included an 89.3% participant
retention, 79.4% of the participants completed at least 70% of the weekly exercise goal, and no report of adverse events. The
effects on intervention outcome measures were modest.

Conclusions. FITxOlder isfeasible for promoting healthy aging in older Latino adults; future research needs to compare its
feasibility with other low-impact exercise programs for healthy aging using arandomized controlled trial.

Trial Registration: Clinical Trials.gov NCT04284137; https://clinicaltrials.gov/ct2/show/NCT04284137

(IMIR Aging 2021;4(4):29188) doi:10.2196/29188
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Introduction

Latinos/Hispanics aged 65 years and older are the
fastest-growing racial/ethnic group and the most overrepresented
low socioeconomic status population in the United States [1].
Compared to non-Hispanic Whites, older Hispanics have lower
levelsof physical and mental health, lower quality of life (QoL),
and higher levels of impairment when performing activities of
daily living (ADL) and other instrumental activities[2]. Aging
is also associated with deteriorating health conditions, and
80.1% of Americans aged 65 years and older have 2 or more
chronic conditionsthat further exacerbate ADL impairment and
social and cognitive functions[3]. In addition, being aminority,
female, and uninsured increases the risk of having multiple
chronic conditions [4,5]. For example, Latino females (46.4%)
and Black adults (46.7%) aged =65 years had the highest
prevalence of having =4 chronic conditionsamong the Medicare
beneficiaries. Although regular participation in physical activity
(PA) is an effective approach to reducing the risk of chronic
conditions and promoting healthy aging and independent living
[6], the majority of older Americans do not meet the
recommended level of PA [1], and over aquarter of older Latino
adults do not participate in adequate PA, including leisure-time
PA [7]. Ongoing efforts have considered the health conditions,
previous PA habits and experiences, cultural preferences, social
support, convenience, accessibility, and use of mobile health
(mHealth) technol ogies to promote PA in community-dwelling
older adults [8,9], with mixed results[10].

There is increased interest among Americans in mind-body
exercises originating from non-Western regions and cultures,
and they have been deemed safe, beneficial, and cost-effective
therapeutic forms of complementary and alternative medicine
(CAM) [11,12]. Chinese Qigong, Tai Chi, and Yoga are
commonly known mind-body exercises with roots in ancient
Asian culture [13]. Under the broad umbrella of Dao Yin,
Qigong and Tai Chi are medical treatment and health
preservation practices in traditional Chinese medicine [14],
characterized by (1) slow body movements that symbolize the
movement or posture of animate objects or natural events with
low to moderate physical exertion, (2) coordinated breathing
that is consciously or automatically (expertly) controlled, and
(3) a state of mental quieting (ie, a meditative state) that is
achieved by calming the mind or disassociating from disruptive
thoughts [15,16]. Evidence from randomized controlled trials
(RCTs) indicates that Qigong and Tai Chi have clinically
significant effects on physical and cognitive functions
[14,17-19], QoL [20], immunomodulatory or inflammatory
responses [21,22], and chronic physical and mental health
conditions and disorders [18,19,23] in older adults and
populationswith chronic conditions. Given the repetitive nature
and lower level of physical exertion, Qigong exercises tend to
be easier to learn and more appealing to older adults and
individuals with chronic health conditions than Tai Chi and
Yoga[17,20,24-26]. Qigong can be delivered at alow cost with
minimum safety concerns in community locations and homes
and thus, are affordable and sustainable [25-27].

While Qigong appearsto be an appealing form of PA for older
adults, to date, no research exists on the effectiveness of Qigong
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among low-income Latino adults that have experienced
disparities in accessing community-based healthy aging
programs [28,29]. Separately, research is limited on
evidence-based interventions (EBIs) invol ving mHeal th among
older minority adults [30]. Furthermore, indiscriminate
cross-cultural adaptation of EBIs may reduce effectiveness and
impede sustainability [31,32].

To address this knowledge gap, we evaluated the feasibility of
a Qigong healthy aging program in community-dwelling
low-income Latino adults with chronic health conditions
following the National Institutes of Health’s (N1H) Stage M odel
[33]. As such, the study's primary aim was to assess the
feasibility of an adapted Qigong program led by community
health workers (CHWSs) and facilitated by mHealth. A second
aimwasto explorethe effect of the Qigong program on healthy
aging-related outcomes. The study results will be used to plan
alarge RCT for testing the efficacy of Qigong in promoting
healthy aging.

Methods

Study Design

We conducted a 3-arm study to assessthefeasibility of aQigong
program for hedthy aging, called Function Improvement
Exercises for Older Sedentary Community-Dwelling Latino
Residents (FITxOlder) among low-income Latino participants
in the inner-city area of San Antonio, Texas. Designed as an
NIH Stage 1 feasibility study [34], the research consisted of 2
phases. Phase 1, aformative study for intervention devel opment
(Stage 1A) that was used to develop and adapt FITxOlder and
create training materialsto facilitate the study implementation,
and Phase 2, pilot testing of FITxOlder (Stage 1B) to evaluate
whether the intervention was feasible to implement with and
acceptableto theintended study population. The changesinthe
outcome measures were used to estimate the effect size for
designing the healthy aging RCT [34]. The Institutional Review
Board of the University of Texas San Antonio approved the
study protocol.

Study Setting and Recruitment

The study sites were senior centers that served predominantly
Latino, low-income adults who were participants of the
congregate meals program. The Phase 1 formative study was
conducted at a senior center where all program participants
self-identified as L atino, and participation in the working group
was voluntary. Participants for the Phase 2 feasibility testing
of the pilot intervention were recruited through flyersdistributed
at 3 senior centers. Interested individual s provided their contact
information to senior center staff, then research staff conducted
eligibility screening based on established criteria—age =60
years, ability to exercise in a standing position, ownership of a
cell phone or living with someone with acell phone, agreement
not to participate in other concurrent health programs, and
willingness to complete the 3-month study. We did not screen
for chronic conditions since over 80% of older adults had =3
chronic conditions in a similar congregate meals program in
San Antonio [35]. Eligible individuals completed a consent
form and signed up for baseline assessment. All recruitment
and consent materials were available in Spanish and English.
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The recruitment goal was 15-20 participants at each of the 3
sites with >25 program participants. The participants received
US $30 for completing the baseline assessment and US $40
after completing the posttest.

Description of the Study and | ntervention

Phase 1-Formative Study: | ntervention Devel opment

We conducted the formative study guided by the principles of
community-based participatory research (CBPR) [36] and the
framework for the design and adaptation of EBIs in hedlth
disparity populations [37]. The Phase 1 goal was to develop a
culturally tailored exercise program for heathy aging that would
incorporate low-cost mind-body exercises and address PA
barriers and facilitators to improve physica and cognitive
function and QoL among older low-income Latino adults. A
concurrent goal was to develop a heathy aging instructor
training program that could be scaded to prepare
community-based program instructors for the pilot study in
Phase 2.

The initiation of Phase 1 involved convening of a
multidisciplinary researchteam (ie, physica therapy, community
nursing, community health, nutrition, and exercise science or
psychology) and conducting a state-of-the-art literature review
to critically assess current and emerging evidence and identify
issues and needs of future research in PA intervention targeting
physica and cognitive function and QoL in older adults,
focusing on mind-body exercises (see Table S1 Multimedia
Appendix 1 for a summary of results). Based on this review,
we decided to move forward with 2 forms of Qigong, Five
Animal Play or Five Animal Frolics (WU Qin Xi in Chinese)
[38] and Eight Pieces of Brocade or Eight-Section Brocade (Ba
Duan Jinin Chinese) [39]. Five Animal Play consists of 5 sets
of choreographed movement routines that symbolize “the
courage and robustness of the tiger; serenity and poise of the
deer; the steadiness and solidity of the bear; the nimblenessand
dexterity of the monkey; and the swiftness and grace of the
bird” [40]. The routines combine stretching, balancing,
weight-bearing, and eye-hand coordination movements blended
with controlled breathing and mental immersion in the“ mindset”
of each specific animal. Eight Pieces of Brocade consists of 8
sets of primarily stationary movements designed to stretch and
strengthen different body partsin conjunction with coordinated
breathing and mind-focus.

The subsequent 3-month period involved engaging a12-member
working group of seniors, CHWSs, and senior center staff in
weekly meetingsto co-design FITxOlder and provide guidance
and feedback to the pilot study protocol. These weekly meetings
were held at the senior center and scheduled at the end of the
day. English-Spanish bilingual research staff facilitated the
meetings. Participating seniors received US $5 for attending
each session. At the meetings, research staff presented the goals
of the study and discussed the principles of CBPR. Other topics
included the historical and cultural background of traditional
Chinese medicine and Qigong exercises, symbolism and
metaphors in Chinese culture and Qigong exercises, different
versions of Five Animal Play and Eight Pieces of Brocade, and
research evidence related to the benefits of Qigong exercises.
The working group provided input on their understanding of
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the information presented and experiences of learning and
practicing Qigong and their Latino perspective on atraditional
Chinese cultural practice. Group discussions compared Qigong
to Latino culture and symbolisms, and the participants offered
specific suggestions on how to modify Qigong to accommodate
their personal and cultural preferences and needs (eg,
symbolization of animals, background music, instructor
qualifications, safety concerns, challengesin learning complex
routines) from a perspective of older Latino adults living in a
low-income community. Given the heterogeneity of Latino
culture [41], the working group could not offer clear guidance
totailor the symbolism and metaphorsin the Qigong culturally.
Therefore, we opted to focus on adapting the program delivery
process and movement routines to address feedback regarding
movement complexity, level of exertion and balance, and safety.

Asaresult of the CBPR meetings, we decided not to introduce
“Qi” or “flow of energy,” a concept in traditional Chinese
medicine, in the Phase 2 pilot intervention. Although Five
Anima Play and Eight Pieces of Brocadesare similar mind-body
exercises, the former is easier to learn and quite suitable for
older adults, and thus, was chosen as the exercise for the study.
Working group members also provided input on strategies (eg,
using avideo model to facilitate independent exercise at home)
to promote acceptance, adoption, and sustainability of Qigong
for home practice. Finally, the working group provided feedback
on the study protocol regarding recruitment, retention,
assessment, and safety. During this period, seniors at the senior
center, including the working group members, voluntarily
participated in learning and practicing the official version of
Five Animal Play (Official FAP) and Eight Pieces of Brocades
every week facilitated by in-person instruction of research staff
and CHWSs using videos.

Key elementsof FITxOlder included avideo-guided mind-body
exercise (ie, Five Animal Play), biweekly group practice
sessions, program delivery and social support by trained CHWS,
agoal-based home practi ce program, and facilitation by mHealth
technologies to enhance participation and engagement in the
FITxOlder program. Following social-cognitive theory,
FITxOlder was designed to increase participants' efficacy to
learn and practice Five Animal Play using vicarious experience,
goal setting, reinforcement, role modeling, social support, and
self-regulation [42]. Expected benefits of the intervention
program were improved physical and cognitive function and
QoL, which constituted the foundation of healthy aging and
independent living [29].

The planned progression of a 12-week FITxOlder was guided
by the 3 core principles of harmonization (Tiao Shen, Tiao Xi,
and Tiao Xin) in Qigong practice [38,43]. Weeks 1-4 focused
on harmonizing or tuning one’s posture and body movements
to symbolize thetiger, bear, monkey, bird, and deer (Tiao Shen).
The CHW introduced the Five Animal Play asaform of Chinese
body-mind exercise to improve physical and cognitive function.
Participants|earned to perform the Five Animal Play following
a demonstration by CHWSs and a display of a study-produced
video on a large screen. Weeks 5-8 emphasized harmonizing
or tuning the breath with movement routines (Tiao Xi).
Participants learned to blend inhaling air with outward or
extension movement and exhaling air with inward or flexion
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movement. Weeks 9-12 focused on harmonizing or tuning one’'s
mind to reach a state of mental quieting and avoiding disruptive
thought by uniting body, breath, and mind into “one” (Tiao
Xin). This practice involved mentally immersing oneself into
the animal being performed with blended breathing to reach a
meditative state [44]. Participants exercise goals were (1) to
attend 2 weekly group sessions and (2) to practice Five Animal
Play at home following a26-minute video, at least once aweek
inweeks 1-4, 2 times aweek in weeks 5-8, and 3 times aweek
in weeks 9-12.

OfficialFAP [39] begins with an abdominal breathing routine
to focus the mind on the body, followed by 5 sets of routines
symbolizing 5 animals (2 subroutines per animal). Each set
starts and ends with slow controlled breathing. The exercise
finisheswith an abdominal breathing routineto refocusthe mind
to an awaking state. Five Animal Play is usualy practiced
following a model who leads the exercise following avideo or
audio recording with traditional calming Chinese music in the
background. The entire exercise takes approximately 13 minutes
to complete [38]. To examine its feasibility and acceptability,
we produced 2 versions of English-guided videos demonstrating
Five Animal Play based on the working group's suggestions.
The videos were 26 minutes total in length, repeating the
13-minute exercise once. Participants could stop the video
between the 2 sets to take a break as desired. Thefirst version
was the Official FAP video, in which Chinese model s performed
the exercisefollowing trand ated English voice cues. The second
version involved trained CHWSs and research staff performing
the modified version of Five Anima Play (ModifiedFAP)
accompanied by English language action cues. The
modifications were madeto reduce complexity in 2 subroutines
(monkey subroutine 2 and deer subroutine 2) and difficulty of
movements requiring one-leg support (weight-bearing) and a
high degree of balance. This was done to increase a sense of
mastery, reduce the level of physical exertion, and address
concernsfor safety. The voice cuesin both videoswere modified
to provide detailed movement guidance, emphasize the timing
of inhaling and exhaling breath, and offer mental images of the
movement (eg, “pick the fruit like a monkey” and “raise arms
likeabird”).

Thefinal Phase 1 activity involved devel oping a CHW training
program and training 2 English-Spanish bilingual CHWSs to
deliver the pilot intervention in Phase 2 of the study. The CHW
training included (1) the history, cultural background, and health
benefits of Qigong, (2) study protocol and human subject
protection, (3) instruction and safety in leading exercises with
older adults, (4) learning of Five Animal Play, and (5)
assignment of home practice. The CHWSs received a 2-hour
in-person instruction for performing Five Animal Play by a
study team member (KP) who had training in traditional Chinese
medicine and practiced and taught Qigong exercisesto medical
students and inpatient and outpatient popul ationsin Chinaover
15 years. The CHWSs also practiced the Five Animal Play at
home using the video daily for 2 weeks. One CHW wastrained
to deliver the Five Animal Play without modification, and the
other was trained to deliver the ModifiedFAP.
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Phase 2-Feasibility Testing of the Pilot | ntervention

Phase 2 pilot-tested the feasibility of a 12-week FITxOlder
exercise program in a 3-arm controlled trial at 3 community
centers. Arm 1 participants received FITxOlder with in-person
instruction and video-guided practice following the Officia FAP
without modifying the movements. At another center, arm 2
participants received FITxOlder with in-person instruction and
video-guided practice using the ModifiedFAP. The FITxOlder
delivery (ie, duration, exercise goals, incentive schedule, and
support) was identical in both arms 1 and 2. The mHealth
component of theinterventionincluded using an Android tabl et
for playing the Five Animal Play video, text reminders, and
telephone calls for support. Arm 3 was a placebo control
treatment with a healthy aging program at the third center.
Treatment assignment was based on travel distance for each
CHW and research staff, with the furthest center assigned to
control treatment. All participants received an orientation to the
study as part of the baseline assessment, which presented the
goals, expectations, safety issues, and study schedule. Instruction
in all treatment arms was offered in English since the majority
of the participants spoke English. The bilingual CHWSs used
Spanish to communicate with individual participants who had
limited English proficiency or preferred Spanish.

The CHW led the biweekly 60-minute sessions comprising of
(1) greet-and-meet, attendance check, and review of activities
from the previous week, (2) warm-up, (3) performing Five
Animal Play led by CHW while playing the study-produced
Five Animal Play video on a big-screen monitor, (4) teaching
Five Animal Play with a part-whole method, (5) performing
Five Animal Play following Five Animal Play video while the
CHW circulated the room and worked with individua
participants, (7) cool-down, and (8) closing activities (ie,
assigning home exercisesfor the week, addressing study-related
problems, and completing the exercise log and exercise feeling
survey). For safety, participants were instructed to perform the
exercise to the best of their ability and avoid pain, exhaustion,
or unpleasant feelings. The participants could use an assistive
device (eg, a walker) for support or sit in a chair at their
discretion. Participants were encouraged to ask questions and
share their experiences and problem-solving strategies with
each other. Each CHW was responsible for developing session
lesson plans and documenting the process. Table S2 in
Multimedia Appendix 1 presents the layout of the group
sessions.

Each intervention participant received a 10-inch Android tablet
to play the study-produced Five Animal Play video at home.
During the first week, participants were taught how to use the
tablets. They also received a study handbook that included
exercise goas, weekly exercise logs, adverse event logs,
incentive schedule, exercise safety and motivation tips, and
study contact information. There were specific instructions on
recording their home practice (eg, number of timesand problems
or issues) in the weekly exercise log.

To increase compliance with home practice expectations, each
participant received a text reminder twice per week in their
preferred language (English or Spanish). Text messages were
sent automatically using Remind, a widely used cloud
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communication platform to manage and send text messages to
a large audience. Participants who missed an on-site session
received aphone call from the CHW, encouraging them to make
up the missed session at home. As an incentive, asmall trinket
worth US $2-$7 was offered upon reaching 70% of the exercise
goa (ie, number of biweekly sessions and home practices)
during each 4-week period.

Program participants enrolled at the placebo control center
received a12-week evidence-based healthy aging program based
on Aging Mastery by the National Council on Aging [45]
delivered by the CHWs. Each participant received a workbook
and attended weekly instructor-led sessions. Healthy-aging
content included exercise, nutrition, finances, advance care
planning, community engagement, and healthy relationships.
Upon program compl etion, each participant received aprogram
t-shirt and a US $25 gift card.

Dueto the COVID-19 pandemic lockdown, al study siteswere
closed upon completion of week 4 of the 12-week program on
March 15, 2020. As aresult of stay-at-home orders and federal
COVID-19 guidelines on social distancing, we changed the
delivery of the intervention with weekly individual phone calls
with participants in the 3 treatment groups aimed at following

Yineta

the original program protocol as closely as possible. Following
the original 12-week plan, the CHW called their assigned
participants weekly to continue the progression of developing
harmonization of breathing (weeks5-8) and mind (weeks 9-12).
Each week, the CHW focused on 1 or 2 routines and answered
questionsrelated to the practice of Five Animal Play. The study
timeline was extended an additional 4 weeks to offer further
reinforcement and support and increase participants' confidence
and proficiency in practicing Five Animal Play (weeks 13-16).
During these weekly calls, CHWSs recorded intervention group
participant progress and frequency of home practice. CHWs
also caled control group participants weekly to review the
content of the Aging Mastery curriculum and to answer any
guestions about the program. During callswith all participants,
the CHWs aso inquired about each participant’s well-being
and offered pandemic-related information and support per local,
state, and federal guidelines. CHWsmade up to 3 calls per week
to reach each participant. There was no program activity
provided for control participants during weeks 13-16. In
addition, due to COVID-19 restrictions, we could not provide
the Five Animal Play instruction for control participants after
the completion of the study. Textbox 1 shows the objectives
and activitiesfor a 16-week revised study protocol of FITxOlder.

Textbox 1. FITxOlder Intervention timeline and intervention activities protocol.

Weeks1to 4
«  Two 60-minute group sessions led by a CHW each week

« Introduction of Five Animal Play to participants and learning choreography of the movement routines

«  Practice of Five Animal Play at |east one time at home following a video on atablet

o Weekly text reminder to perform the exercise

Weeks5t0 8

«  Practice of Five Animal Play at least 4 times at home each week following a video on atablet

« Instruction on blending movements and breathing and support by phone call

o Weekly text reminder to perform the exercise

«  Weekly call to the participants by CHW to continue the instruction on integrating movements with breathing and provide socia support

Weeks9to 12

«  Practice of Five Animal Play at least 5 times at home each week following a video on atablet

« Instruction on blending movements, breathing, and mind into “one” and support by phone call

o Weekly text reminder to perform the exercise

«  Weekly call to the participants by CHW to continue the instruction on integrating movements with breathing and mental focus and provide socia

support

Week 1310 16

«  Practice of Five Animal Play at least 5 times at home each week following a video on atablet

. Reviewing, reinforcement, and support by phone call

o Weekly text reminder to perform the exercise

o  Weekly call to the participants by CHW to review Five Animal Play and provide socia support

Note: All study sites were closed at the end of week 4 due to the COVID-19 pandemic.
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Study Measures

Primary Aim Measures

Measures of program feasibility included participant recruitment
and retention, the fidelity of implementation, and reports of
adverse events. Specifically, we defined recruitment success as
a minimum of 60% (15 or 25+) enrollment at each study site
and 80% retention. The participation target was at least 70%
attendance at the biweekly sessions and 70% completion of
weekly exercise goals. We al so expected to successfully contact
at |east 50% of the participants through weekly telephone calls.
CHWs tracked exercise session attendance and weekly phone
calls. Each week participants recorded how many times they
practiced the Five Anima Play on their exercise logs. The
CHWs collected the practice information at a subsequent
meeting or phone call. The CHWSs also gathered pertinent
information about participants' health conditions and adverse
events, as well as explanations for not attending the group
session or not reaching the weekly exercise goals. Participants
also completed asurvey to provide demographics, health history,
past experience using tablets, and willingness to participate in
future studies.

To assessthereactivity to practicing 2 different versions of Five
Animal Play, all participants completed the exercise-induced
feeling inventory (EFI) [46] after completing the exercise. The
4 EFI subscales captured feelings of revitalization, tranquility,
positive engagement, and physical exhaustion on a5-point scale
from 0 to 4, where 0 stands for “do not feel at all” and 4 stands
for “feel very strongly.” In terms of formative assessment, the
CHWSs took notes documenting the participants’ progress in
learning the routinesin their weekly logs, and the research team
staff also observed the biweekly sessions.

Yineta

The original plan was to conduct a structured assessment of
participant proficiency in performing the Five Animal Play once
every 4 weeks. However, due to the COVID-19 epidemic, we
were not ableto conduct this participant proficiency assessment.
At the conclusion of the study, participantsin both intervention
and control groups completed the client satisfaction
guestionnaire-8 (CSQ-8 )[47] to assess their satisfaction with
the FITxOlder program. CSQ-8 scoresrange from 8 to 32, with
higher scores indicating higher levels of satisfaction.

Exploratory Aim Measures

FITxOlder Exploratory aim measures included assessment of
physica and cognitive function, QoL, chronic pain, and
mindfulness to evaluate the effect of FITxOlder on healthy
aging (see Table 1). These measures are outcome measures
associated with healthy aging and risk for chronic conditions
[29,48]. Trained nursing students, research assistants, and CHWs
collected the assessment data at baseline and posttest. All
guestionnaires and surveys were offered in English or Spanish,
depending on participant preference. Over the course of 2 weeks,
3 separate attempts were made to reach a participant for the
posttest assessments. Given the COVID-19 pandemic
restrictions, we modified the data collection protocol and
collected data by telephone rather than in person. However, this
change precluded our ability to conduct physical function tests.
Therefore, participants completed a physical function
self-assessment using the basic ADL and intermediate ADL
subscale of the functional status questionnaire (FSQ) [49]. We
were unable to collect posttest data on the symbol-digits
modalities test [50] via telephone. We excluded the data from
the Five Facet Mindfulness Questionnaire-Short Form since
participants had difficulty comprehending the questions about
mindful ness.

Table 1. The description of outcome measures and data collection timepoint.

Outcome measure Baseline Posttest
Physical functions: Research staff tested the participants with a battery of physical function tests[51], includingthe  Yes No
five times sit to stand test, 50-foot fast walk, 6-minute walk for distance, and forward lean reach, and measured the

participant’s biometrics (height, weight, and blood pressure).

Self-assessment of physical functions: Participants completed the basic activities of daily living (eg, eating and dressing) No Yes
subscale and intermediate activities of daily living (eg, light exercise, using public transportation, and housework)

subscale of the functional status questionnaire.

Cognitive function: Participants completed the symbol-digits modalities test with atime limit of 90 seconds [50]. Yes No
Quiality of life: Participants completed the 12-item health-related quality of life (short-form 12 health survey) to generate  Yes Yes
aphysical component score and amental component score of quality of life [52].

Chronic Pain: Participants completed the 9-item brief pain inventory to measure perceived pain in two domains: pain ~ Yes Yes
severity and pain interference with life [53].

Mindfulness: Participants completed the 15-item five facet mindful ness questionnaire-short form to measurethe delib-  Yes No

erate and nonjudgmental attentiveness to present-moment experiences [54].

Data Analysis

Given the study goal and focus of the FITxOlder program, the
analysis focused on participants who self-identified as Latino
(49/56, 87.5%). For the data analysis, we combined data from
both the Official FAP and ModifiedFAP groups, given there
were no discernable group differences across all the measures
(ie, retention, attendance in weekly sessions, compliance with

https://aging.jmir.org/2021/4/e29188

practice goal, reactivity to Five Animal Play during the first 4
weeks, and program satisfaction).

We summarized participant demographic data and other
study-related characteristics using means and standard deviations
for continuous and categorical variables tabulated as
percentages. Depending on the normality of data distribution
for continuous variables, we conducted a paired t test or
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Mann-Whitney U test to assess group differences. Contingency
tests were used for categorical variables. We employed
descriptive dtatistics to assess feasibility, retention, and
implementation fidelity. General linear modeling was employed
to explore the effects of the intervention on outcome variables
at posttest, adjusting for baseline and demographic variables.
Given that physical functioning was an important study outcome
that was not assessed during the posttest, we created a proxy
physical function index using a battery of physical function
tests. Thus, we adjusted the index of physical function from the
baseline to explore the effect of the intervention on the basic
ADL and intermediate ADL scores of the FSQ posttest. As
previously noted, we excluded the symbol-digits modalities test
and Five Facet Mindfulness Questionnaire-Short Form scores
in data analysis. Only significant covariate variables were
retained in the model. We reported results as the adjusted
difference between groups at posttest with Cls and P values.
We calculated effect sizes (Cohen d) for the effect of the
intervention on the study outcome variables. All analyses were
conducted using SPSS software (version 27; IBM).

Results

Overview

Out of 64 study participants who met the study eligibility
criteria, 87.5% (56/64; 49/64, 87% L atino; 4/56, 7% Black; and
3/56, 6% other racial/ethnic groups) completed the baseline
assessment and were assigned to a treatment group. This

Yineta

included 17 in the OfficialFAP (15 Latinos), 19 in the
ModifiedFAP (19 Latinos), and 20 in the control group (15
Latinos). Fifty baseline participants (50/56, 89%; 44/50, 88%
Latino) completed the posttest assessment. Among those who
did not complete the study, reasons included loss of contact
(4/6, 66%), relocation (1/6, 22%), and loss of interest (1/6, 22%).
We were able to reach 38% (21/56), 21% (12/56), and 31%
(17/56) of the participants on the first, second, and third data
collection calls. There were no differences in demographic
characteristics between the completers and noncompleters of
the study.

There were no differences between 49 Latino participants
demographic characteristics (Table 2). The average age of
intervention participants was 74.9 years (SD 6.3), compared to
73.9 years (SD 8.3) among controls. The majority werefemale
and unmarried and reported no use of an assistive device. At
study onset, 42.6% (21/49) of the intervention participants
reported knowing how to use a tablet computer. Of particular
note, nearly all participants expressed willingnessto participate
in future studies with the study team. Table S3 Multimedia
Appendix 1 reports participant health information. The majority
had been diagnosed with high blood pressure (28/49, 57%) or
high cholesterol (30/49, 61%) or reported physical pain of lower
extremity (28/49, 57%). Nearly half (24/49, 49%) reported 2 or
more chronic health conditions (ie, high blood pressure, heart
trouble, increased anxiety or depression, stomach problem, and
vision or hearing problem).

Table 2. Demographic and study-related characteristics of study participants at baseline and posttest.?

Variable Intervention Control
(n=34) (n=15)
Age (years), mean (SD) 74.9 (6.3) 73.9(8.3)
Sex (female), n (%) 30(88.2) 12 (80.0)
Education (<high school), n (%) 9 (26.5) 9 (60.0)
Currently working (yes), n (%) 2(5.9) 2(13.3)
Marital status (married), n (%) 7 (20.6) 3(20.0)
Living with someone (yes), n (%) 10 (29.4) 7 (46.7)
Using an assistant device (yes), n (%) 7(14.2) 1(7.7)
Language use (Spanish), n (%) 8(23.5) 8(53.3)
Knowing how to use atablet computer (yes), n (%) 24 (42.6) N/AP
Expressing willingness to participate in future studies (yes), n (%) 29 (97.0) 15(100.0)

%0ne-way F test was used to test the difference between intervention and control groups.

BN/A: not applicable.

Attendance and Compliance of Weekly Exer cise Goal

Average attendance at the 8 biweekly sessions was 80.1%.
Reported practice of Five Animal Play at home ranged from 3
to 4 times a week. The mean percentage of participants who
completed at least 70% of the weekly exercise goal was 79.4%

https://aging.jmir.org/2021/4/e29188

(median 100%), ranging from 60.7% to 82.8% (Table 3). The
mean percentage of participantswho compl eted theweekly calls
with CHW was 61.3% ranging from 56% (median 2 calls) to
69% (median 3 calls) every four weeks from week 5 to week
16.
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Table 3. Class attendance, the number of times the exercise was practiced at home, and adherence to the monthly exercise goal.

Activity Weeks 1-4, n=34 Month 5-8, n=28 Month 9-12,n=26  Month 13-16, n=29
Number of times attended the biweekly group sessions, 6.41(1.9); 7 N/A2 N/A N/A

mean (SD); median

Number of times practiced Five Animal Play at home?, ~ 3.0(1.2); 3 31(14);3 4.0(18); 4 34(17);3

mean (SD); median

Percent of participants reached 70% of theweekly exercise  79.40% (40.0); 60.70% (49.7); 73.10% (46.5) 100% 82.80% (38.4);
goa|C’ mean (SD); median 100% 100% 100%

Number of times called by the Community Health Worker, N/A 274 (1.52); 3 2.24 (1.54); 2 2.38(1.42); 25

mean (SD); median

3N/A: not applicable.

bFor month 1, the total number of times participants attended the class and the number of times the exercise was practiced at home.
®Monthly exercise goal isto complete at least 70% of expected times to practice the exercise for each month.

Reactivity to Five Animal Play

Participant responses related to exercise-induced feelings over
the 8 biweekly sessions are presented in Figure 1. The physical

exhaustion scores were in the middle range, and revitalization
scoreswere dightly above the mean. Thetranquility and positive
engagement scores were in the upper range and showed a
gradual increase over the 8 sessions.

Figure 1. Subscale scores of the Exercise-induced Feeling Inventory from Group Sessions 1 to 8.
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Satisfaction With FI TxOlder

Participantsin theintervention (mean 30.8, SD 1.7) and control
group (mean 30.6, SD 2.1) reported high satisfaction levelswith
the services and program offered.
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Report of Adverse Event

No study-related adverse events were reported by participants
based on documentation of the study team. We did not document
thelevel of use of assistive devices during the biweekly sessions
and home practices among the participants who reported using
an assistive device for mobility and support.
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Preliminary Estimates of Changein Outcome Measures
for Exploratory Aim
Table 4 presents changes in the outcome measures for the

exploratory aim of the study. Compared to the control group,
intervention group scores for the short-form 12 health survey

Yineta

physical component (P=.04) and FSQ basic ADL (P=.02)
improved significantly, and BPI pain interference showed a
trend of improvement (P=.07). There were no group differences
on other measures. The effect sizein the change of the outcome
measures was small (Cohen d ranged from 0.2 to 0.4)

Table 4. Comparison of difference between the intervention (n=34) and control group (n=15) at the posttest®.

Qutcome measure Baseline, mean Posttest, mean

Adjusted group

95% CI for adjusted P vauefor adjust- Cohen d for

(Sb) (SD) difference (SE) at  group difference edgroup difference  effect size
posttest?

SF12° physical component
Intervention 45.6 (9.3) 485 (7.8) 40(1.9) 0.1t07.8 04 0.2
Control 419 (11.7) 44.1 (9.8)

SF12 mental component
Intervention 52.6 (10.5) 53.7(8.8) -0.5(3.0) 651055 .89 0.3
Control 56.4 (7.6) 56.9 (6.9)

FSQY basic activities of daily living®
Intervention -0.1(0.9) 11.9 (0.3) 0.7 (0.3) 0.1t013 02 N/AT
Control -0.01 (L.1) 11.2 (1.6)

FSQ intermediate activities of daily living®
Intervention n/a 19.9(5.8) 1.3(1.8) -2.3t04.9 A7 N/A
Control n‘a 17.5(6.0)

BPI9 pain severity
Intervention 25(2.8) 15(2.1) 0.3(0.6) -09t015 .58 0.0
Control 24(2.9) 1.8(2.4)

BPI pain interference
Intervention 1.8(2.4) 0.9(L5) -1.2(0.6) —25100.1 .07 0.4
Control 1.9(2.5) 1.9(2.8)

8Sample sizes varied for different variables due to missing data.

bAdj usted difference in change scores from baseline to posttest between intervention and control group with adjustment to selected covariates.

CSF-12: short-form 12 health survey.
dFSQ: functional status questionnaire.

Factor score of 5-time sit to stand, 50-foot fast walk, 6-minute walk, and forward reach was used to control the difference at baseline.

'N/A: not applicable.
9BPI: brief pain inventory.

Discussion

Principal Findings

FITxOlder is a community-based, mHealth-facilitated
mind-body exercise program tailored to promote healthy aging
among low-income older Latino adults with chronic health
conditions. The findings indicate both the feasibility of
participant recruitment and retention practices, as well as
participants’ acceptance and satisfaction with the program. The
participants in the intervention group also showed promising
favorable responses in regard to measures of QoL and basic
ADL.

https://aging.jmir.org/2021/4/e29188
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FITxOlder showed acceptable feasibility of implementation,
comparable to or better than published Qigong [55-57] and Tai
Chi research [58-61]. An overwhelming majority of participants
regularly attended the biweekly group sessions and achieved
the weekly exercise goal. This high level of attendance and
completion was maintained until COVID-19 hit the study
community (weeks 5-8). The successful rate of reaching the
study participants for the weekly phone calls (=50%) was also
acceptable considering the ongoing COVID-19 pandemic. We
specul ate that the acceptance of Five Animal Play isdueto older
Latinos being prone to seek alternative or nontraditional forms
of health care or services partly due to experiences of disparate
care and limited access to quality care [62,63].
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FITxOlder participants reported positive exercise-induced
feelings (eg, revitalization, tranquility, and positive engagement)
associated with increased exercise efficacy and future exercise
intentionality in older adults participating in low to
moderate-intensity exercise programs [64,65]. The scores for
physical exhaustion were dightly higher than those reported
previously among young and middle-aged adults participating
in low-impact aerobics or strength exercise programs and
suggested that the Five Anima Play exercise program was
equivalent to moderate levels of physical exertion in the older
participants[65]. Based on both participant self-report and CHW
documentation, importantly, there were no study-related adverse
events. Our findings are consistent with other studies that have
incorporated Qigong exercises and suggest the relative safety
of Qigong practice for older adults with chronic health
conditions [26,27]. Furthermore, previous research indicates
that simplicity, low to moderate physical exertion demands,
safety, and asense of mastery motivate older adultsto participate
and continue PA [8,66].

Participantsin both the intervention and control groups reported
high levels of program satisfaction, which has been associated
with high levels of program quality and patient services in
medical care, mental health, and community settings [67,68].
Of note, the high level of program satisfaction among control
participants indicated the appropriateness and acceptability of
the placebo control treatment.

Changesin Outcome M easures

We explored the effect of FITxOlder on physical and cognitive
function and QoL as part of the feasibility study. Positive
changes in the physical component of QoL, physical function,
and pain interference were consistent with previous mind-body
studies conducted in Western and non-Western older adults
[17,26,27]. However, the size of the treatment effect was small.
It is possible that the small effect size on physical health
outcomes was related to the use of an attention placebo control
group [69]. Ancther possibility isthat the potential benefits of
Qigong exercise were not fully realized due to the COVID
reduction of in-person sessionsfrom 12 weeksto 4 weekswhich
might have reduced the gain of confidence and proficiency in
performing the Five Animal Play [70]. In aprior Qigong study,
study participants were able to practice the routines at home
after 4 weeks of in-person instruction but continued in-person
sessions for the next 6 months [71]. On the other hand, we
speculate that the lack of group differences on psychosocial
outcomes was due to the weekly CHW phone cadlls to all
participants (both treatment and control) who might have been
experiencing social isolation and loneliness dueto COVID-19,
with the phone calls acting as an important source of attention
and social support [72]. A longitudinal study found that
individual swho experienced agreater sense of socia connection
and engagement with others reported a reduced level of pain
severity but not pain interference [73].

Comparison With Prior Work

Five Animal Play, one of the earliest forms of mind-body
practice in traditional Chinese medicine, iswidely practiced in
China [40] yet has received limited attention in mind-body
research conducted among Western populations [40,74]. Five

https://aging.jmir.org/2021/4/e29188
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Animal Play is relatively easy to scale and has much lower
demands for space and equipment or instructor qualification
and certification than Tai Chi or Yoga. The repetitive play-like
routines of Five Animal Play contribute to reduced seriousness
or “religiosity” and increases its appeal and acceptance in
Western populations without undermining the therapeutic
mechanisms of mind-body exercise commonly endorsed by
CAM [74. Interventionsthat utilize simplified formsof Tai Chi,
such as “Ta Chi: Moving for Better Balance’[75] and
“Qigong/Tai Chi Easy” [71] consisting of repetitive routines of
a small number of core Tai Chi or Qigong movements, have
demonstrated efficacy and improvement in clinical indicators
and QoL for older adults and those with neurodegenerative
movement impairments or cancers (including cancer survivors)
[44]. Dissemination studies of “Tai Chi: Moving for Better
Balance” by lay Tai Chi instructors have demonstrated both
acceptable feasibility and acceptability in community-based
aging programs serving low-income and immigrant communities
in the United States [76,77]. Similarly, we found that CHWs
who received brief training could deliver theinstruction of Five
Animal Play to participants. Similar to previous studies[59,71],
the use of study-produced videos allowed the participants to
independently practice Five Animal Play from the beginning
of theintervention. It was likely that the study videos served as
arolemodel and reinforcement for the continuation of exercise
in addition to the text reminders to meet the weekly exercise
goal [42]. To our knowledge, this is the first study in which
CHWs delivered a Qigong program. Areas for further research
include an assessment of promoting participation in healthy
aging programs that employ CHWs and incorporate mHealth
facilitation.

Strengthsand Limitations

The strengths of FITxOlder include the CBPR approach and
the use of a framework for the cultural adaptation of the
evidence-based intervention [37]. The working group provided
guidance and input in the adaptation of Five Animal Play and
the delivery of the program. As a result, we were able to
preemptively address issues and concerns regarding the
biomechanics related to movement difficulty and safety (eg,
speed, range, and exertion force), pedagogical approach (eg,
instruction strategies, cues for breathing and movement, and
instructor qualification), and cultural appropriateness (eg, music,
animal symbolism, and culture-related anal ogies). Furthermore,
wedemonstrated that the program could be delivered by CHWs
who have received a brief, focused training, in contrast to the
high level of instructor qualifications and certification reported
in other Qigong studies [26]. This is key since critiques of
community interventions using Tai Chi or Yoga include the
limited potential for scale and reproducibility based on high
standards for instructor qualification and certification [18,78].
Finally, we used a “transcreation” approach [31] to guide the
research team in evaluating scientific evidence and making
design decisions. As a result, FITxOlder incorporated
community-based strategies that fostered increased retention,
attendance, and achievement of the exercise goal and increased
the likelihood of sustainability. Future studies should compare
the acceptability of Five Animal Play with low-impact aerobics,
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strength exercises, and other forms of meditative movement in
older Latino adults and other vulnerable groups.

The FITxOlder intervention also benefited from facilitation by
bilingual CHWs and mHealth tools (eg, preloaded Five Animal
Play videos on atablet, text messages, and telephone calls for
instruction and support). CHWSs can increase culturally
appropriate delivery of information and support consistent with
the participant’s beliefs and values and promote the participant’s
engagement in community-based health promotion, eveninthe
face of social distance restrictionsimposed dueto the COVID-19
pandemic [79]. Othersal so demonstrated that CHWSs effectively
implemented community-based exercise programs to improve
mental health in older Latino adults [80]. The use of mHealth
interventionsto promote PA in older adultsisan emerging field
that has demonstrated promising short-term effects and the need
for strong social support to engage the participants [30]. Our
study findings also suggest that “live-person” social support
from CHWSs and facilitated by mHealth are critical to engage
participants and maintain program participation [30].

The use of an active control was another strength that
disentangled placebo effectsfrom social support, attention, and
expectancy in mind-body interventions, especially in older
adults[69,81]. Some have questioned whether the effectiveness
of CAM interventions is the result of a placebo effect due to
the power of suggestion and attention experienced by the study
participants [82]. We found similar levels of retention and
satisfaction among both the intervention and control group
participants, lending credence to the differences found in the
study outcome measures [81].

Several limitations weakened the internal and external validity
of our research. Due to COVID-19 epidemic restrictions, we
were unableto assess all study outcomeswith one standardized
protocol at baseline and posttest. Given that posttest measures
were conducted by phonerather thanin person, study outcomes
should be interpreted with caution. It is possible that posttest
measurement by phone may have impacted the validity of the
measures. Similarly, we could not examine potential differences
between the 2 versions of Five Animal Play dueto limited ability
to conduct on-site observations after the first 4 weeks of
intervention due to COVID-19. When participants transitioned

Yineta

to home practice, skill acquisition wasin an early stage, and we
were unabl e to ascertain the extent to which shortened in-person
instruction may have impacted participants understanding of
and ability to practice the movement routines as demonstrated
in the study-produced videos.

In contrast, the reported direct instruction time was 12 weeks
or longer in published Qigong studies[26,27]. Furthermore, we
did not evaluate the level of proficiency of participants
performing Five Animal Play at different stages of thelearning
progression to explore whether the level of skill proficiency
was related to program attendance, satisfaction with the
program, and changes in the outcome measures at the posttest
[26]. For example, we were not able to assessthe extent to which
participants mastered the techniques of blending breathing with
movement and mental quieting, which is essential to Qigong
practice [74]. However, some studies found that Qigong
interventions with and without a focus on teaching breathing
and mental quieting had similar impacts on QoL, cognitive
function, depression, and sleep quality in cancer survivors
[24,83]. Finally, we did not explore the potential influence of
Chinese cultural and Qigong-related beliefs on FITxOlder
feasibility, acceptahility, and outcomes. Of note, we purposefully
avoided introducing the concept of “Qi” to participants due to
the lack of an informed approach for mixing and matching
Chinese and Latino culture-related health beliefs. Further
research is needed to understand how culture-related Qigong
beliefsinfluence the feasibility and health effectsin non-Chinese
participants.

Conclusions

Findings from this research indicated the feasibility and
acceptability of CHW-delivery of atraditional Chinese Qigong
exercise with the facilitation of mHealth tailored for older
low-income Latino adults in acommunity-based healthy aging
program. However, the COVID-19 pandemic required arevision
of the intervention protocol and prevented a full test of the
feasibility of the FITxOlder program and participants
responsiveness in study outcomes. Future research needs to
replicate the study and compare the feasibility of Five Animal
Play with other low-and-moderate intensity exercise programs
with long-term follow-up.
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Abstract

Background: Czech older adults have lower rates of physical activity than the average population and lag behind in the use of
digital technologies, compared with their peers from other European countries.

Objective: This study aims to assess the feasibility of intensive behavior monitoring through technology in Czech adults aged
>50 years.

Methods: Participants (N=30; mean age 61.2 years, SD 6.8 years, range 50-74 years; 16/30, 53% male; 7/30, 23% retired) were
monitored for 12 weeks while wearing a Fitbit Charge 2 monitor and completed three 8-day bursts of intensive data collection
through surveys presented on a custom-made mobile app. Web-based surveys were also completed before and at the end of the
12-week period (along with poststudy focus groups) to evaluate participants’ perceptions of their experience in the study.

Results: All 30 participants completed the study. Across the three 8-day bursts, participants completed 1454 out of 1744 (83%
compliance rate) surveys administered 3 times per day on a pseudorandom schedule, 451 out of 559 (81% compliance rate)
end-of-day surveys, and 736 episodes of self-reported planned physical activity (with 29/736, 3.9% of the reports initiated but
returned without data). The overall rating of using the mobile app and Fitbit was above average (74.5 out of 100 on the System
Usahility Scale). The majority reported that the Fitbit (27/30, 90%) and mobile app (25/30, 83%) were easy to use and rated their
experience positively (25/30, 83%). Focus groups reveal ed that some surveyswere missed owing to notifications not being noticed
or that participants needed a longer time window for survey completion. Some found wearing the monitor in hot weather or at
night uncomfortable, but overall, participants were highly motivated to complete the surveys and be compliant with the study
procedures.

Conclusions: The use of amobile survey app coupled with awearable device appears feasible for use among Czech older adults.
Participants in this study tolerated the intensive assessment schedule well, but lower compliance may be expected in studies of
more diverse groups of older adults. Some difficulties were noted with the pairing and synchronization of devices on some types
of smartphones, posing challenges for large-scale studies.

(IMIR Aging 2021;4(4):€15220) doi:10.2196/15220
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Introduction

Background

With an aging population, thereisan increase in the prevalence
of chronic conditions, functional limitations, and disability [1].
Although much of the age-related decline in health and
functioning can be mitigated through healthy lifestyles[2], the
prevalence of unhealthy lifestyle habits remains high globally
as well as across the EU member countries. For example,
one-third of Czech adults fall short of physical activity (PA)
public health recommendations, with individuals aged 40-64
and >65 years being 1.7 and 4 times more likely to have low
levels of PA compared with young adults, respectively [3].
Sedentary behavior isalso prevalent among Czech adults[4,5],
and nearly one-quarter of the Czech population reported
experiencing sleep problems[6], suggesting an urgent need for
developing effective behavioral interventions to improve the
quality of life of Czech older adults.

Traditional intervention (face-to-face) approaches have been
successful in promoting healthy behaviors (such as PA or sleep)
[7,8] but require substantial resources and have limited public
health impact. Advancesin digital technology have opened up
opportunities for delivering behavioral interventions in a way
that is scalable and with potentialy greater reach [9]. For
example, thereis evidence that mobiletechnol ogies, along with
wearable devices, can be effectiveinincreasing PA and reducing
sedentary behavior in both healthy and clinical populations of
adults[10-12]. At the same time, dynamic rea -time ecological
ambulatory methodol ogies (DREAM) [13] have been advocated
for usein surveying behavioral risk factors, psychological states,
social context, and various physiological parameters. In
combination with digital technology platforms (eg, smartphones
or tablets). These methods can & so be used for the delivery of
ecological momentary interventions delivered just in time and
in people’s natural environments[14,15]. For these methods to
be successfully used among older adults, it is critical to first
obtain preliminary data on the feasibility of using
technology-based methods (such as DREAM).

The evidence of implementing such approaches however comes
mainly from the so-called frontrunner countries with a high
level and fast rate of digital transformation [16]. Studies from
countrieswith relatively low technological penetration (internet
and mobile) are rare. Among such countries is the Czech
Republic, where the digital gap between younger and older
populations grows wider with age [17]. In particular, the
penetration of mobile technology remains very low. Only 13%
of Czech adults aged between 55 and 74 years report accessing
the internet via a mobile phone in national data estimates
(compared with arate of 87% in those aged 18-24 years). The
rate of use of mobile internet in the 55-74 years age group is
also significantly lower than that in comparable countries such
as Slovakia, Poland, and Hungary, where it ranges from 19%
to 25% [18].

To date, only a few studies have focused on the feasibility of
technology-based ecological momentary assessment (EMA)
specifically in older adult populations, and the majority arealso
from the American context where the penetration of mobile
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technology is high. Ramsey et a [19] focused specifically on
American older adultswith cognitive and emotional difficulties
and reported total EMA response rates of 46% and 48% for the
two 10-day collection periods, respectively, with 70% of
participants completing at least 30% of the surveys. Thereasons
for nonadherence ranged from being busy during the alarm, not
hearing the alarm, to technical difficultieswith the questionnaire
or the phone. The authors further pointed out that supervised
practice with the smartphone as well as more rapid technical
assistance appeared to improve adherence rates. Thisrather low
compliance stands in sharp contrast to the compliance rates
reported by Fritz et a [20], who focused on community-dwelling
older African Americans. The participants completed
smartphone questionnaires (and provided saliva samples) 4
times per day for 7 consecutive days, with compliance for the
individual variables ranging from 92% to 98%. The high
compliance rates may be partially owing to the involvement of
older adultsin pilot-testing of the EMA interface and including
a thorough, 4-step training protocol. Very high compliance
(average adherence per person 86.4%) was also noted in astudy
of American older adultswith HIV [21], which used aweek-long
EMA protocol with 5 prompts per day. Surprisingly, no
participants reported difficulties in navigating the smartphone,
but 40% reported that the research smartphone interfered with
their activities dlightly. Nonetheless, a recent study of EMA
assessment of PA in American older adults found no evidence
of interference with ongoing PA when answering EMA prompts
6 times per day across a 10-day study, with 92% of prompts
being completed [22]. In that study, the older adult participants
were also compliant with wearing of the ActivePAL activity
monitor, with 73% of participants never removing the monitor.
The study offered a prorated incentive of up to US $80 (for
more than 80% EMA prompts answered).

A recent study by Liu and Lou [23] evaluated an EMA protocol
to collect biopsychosocial datafrom community-dwelling older
adultsin China, acountry with lower rates of mobile technology
adoption than the United States. The study lasted one week, and
participants completed six assessments per day, consisting of
a short survey and a 30-secondHong smartphone-based
electrocardiogram recording. Thetotal responserate was 91.5%,
and younger women (50-59 years) showed the highest
compliance (93.3%). The high level of compliance could be
partially explained by the fact that while participants received
random promptsduring the 6 timeintervals, they could complete
the assessment at any time during these two-hour windows,
even before receiving the prompt, as well as by the monetary
incentive rewarded upon study completion (approximately US
$60). Participantsreported little difficulty with the EMA system
and app but perceived carrying the research smartphone as
inconvenient and the EMA prompts as interfering with their
daily activities.

Importantly, all the mentioned EMA feasibility studies used
research smartphones and did not make use of participant-owned
devices. Although this strategy is useful in low-income
populations or popul ations where smartphone ownership islow,
it increases the financial burden for the researcher and might
aso pose issues for participants who are completely
inexperienced with such technology. In addition, as noted by
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some older adults in previous studies, carrying an extra device
(or two in the case of a connected sensory input device) may
be perceived as inconvenient, especially when monitoring for
longer periods (weeks or months). It could also be argued that
the relatively high adherence rates reported in previous studies
with older adults (with over 90% of studiesreporting compliance
rates above 80%) [24] may partly reflect the reality of carrying
a research-only device that is novel or new and requires
dedicated attention throughout the study. L ower adherencerates
may be expected when data are collected through
participant-owned smartphones due to the use of the device
habitually and for multiple purposes. Nonetheless, such an
approach may lead to more ecologically valid estimates of the
EMA compliance rates. Together with data from culturally
diverse samples (such as from countries with lower or slower
rates of adoption of mobiletechnologies), thiswould help build
more robust evidence of feasibility and more nuanced data on
compliance and would generally help expand our knowledge
of the dynamic processes (psychological and social) underlying
health behaviors and technology use.

Therefore, we were interested in evaluating the feasibility of
real-time behavior monitoring using participant-owned devices
in a population with relatively low rates of smartphone
penetration. In addition, as most previous feasibility studies
involved relatively short study protocols (6-10 days), we were
interested in evaluating the feasibility of repeated EMA data
collection. This approach, sometimes referred to as the
measurement burst design [25], is suitablefor usein prospective
longitudinal or intervention studies, where it is of interest to
assess long-term trends along with short-term variability or
effects of treatment on variability in outcomes of interest (such
aswas the case in the study by Ramsey et al [19]).

Objective

This study aims to evaluate an EMA protocol administered
repeatedly (in three separate bursts) through participant-owned
smartphones and a connected Fitbit monitor to (1) evaluate the
feasibility of prospective behavioral monitoring and (2) assess
compliance rates and participant experience with intensive
psychosocial datacollection using acustom-made mobile survey
app in adults aged 50 years and ol der.

Methods

Research Design

Our 12-week observational study used amixed methodsdesign,
with longitudinal data collection via smartphones and fitness
trackers to obtain three 8-day measurement bursts of data
Parti cipants al so compl eted web-based questionnaires (pre- and
poststudy surveys) and participated in the focus groups. The
participants received a prorated incentive of 600 CZK (US
$27.41) for the study completion. All participants provided
written informed consent before the study, and all study
procedureswere approved by the Ethics Committee of Masaryk
University.

Participants and Study Procedures

Participants (N=30; mean age 61.2 years, SD 6.8 years, range
50-74 years; 16/30, 53% male; 7/30, 23% retired) were recruited
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from the community (mainly the city of Brno and surrounding
areas) through advertisements disseminated in both paper
(leaflets) and electronic form (web-based posts on the study
website, Facebook, or email advertisements), among
organizations serving older adults (eg, libraries, senior clubs,
and universities of third age) and subsequently through a
chain-referral method. The recruited participants were
representatives of 3 of the 13 regions in the Czech Republic
(Southern Moravia—Brno, Northern Moravia—Ostrava, Opava,
Bruntal, and Central Bohemia—Prague). They also represent 3
of the most populous regions (and the 3 largest cities in the
Czech Republic—Prague, Brno, and Ostrava). The inclusion
criteriawere (1) age =50 years, (2) ownership of a smartphone
with an Android operating system (version 5.0 and higher), (3)
ability to connect to the internet (via Wi-Fi or adataplan), and
(4) capahility of normal PA (ie, having no contraindications to
PA diagnosed by a medical doctor).

The participants provided informed consent and completed a
web-based baseline questionnaire. Subsequently, they were
invited to a personal orientation meeting where the study
procedures were explained. At this meeting, participants
received a Fitbit Charge 2 monitor, and the Fitbit app along
with a survey app developed for the study were installed on
their smartphones. The participantsreceived instructions on the
use of the monitor and the survey app. Owing to time and
schedule constraints, some participants were unable to attend
in-person group instruction sessions. Therefore, some
participants were instructed in person individualy at their time
and place of preference (n=10), and sometook care of the setup
themselves based on email instructions and an instructional
video provided by the researchers (n=5). At the end of the study,
3 focus groups took place, with a total of 15 participants (ie,
15/30, 50% of the sample).

M easures

Feasibility and Study Experience

We assessed feasibility (ie, the practicality and ease of
implementation of the study methodology) with a number of
indicators across key aspects of the study.

Completion of Questionnaires

Two web-based questionnaires were administered as part of
this study. The baseline web-based questionnaire (presurvey)
collected basic demographic information (age, gender,
education, and retirement/occupation) along with self-reported
data on health status and medication use. Participants also
completed a set of self-reported health behaviors and
psychological measures[26-30]. Asameasure of mobile health
(mHealth) use, participants completed questions about the use
of different information communication technology devices,
including smartphones (frequency of use and duration). As a
measure of smartphone literacy, we asked participants to rate
their smartphone skills using a scale developed for the study.
The 22-item scale assessed smartphone literacy across 3 areas
(technical skills, communication, and security) using a 5-point
Likert-type response scale and reflected digital literacy items
from other existing toolg/studies [31-39]. The interna
consistency of the scale was good (Cronbach a=.938). The
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postsurvey contained a 10-item System Usability Scale [40]
with instructions to rate the overall user experience with the
smartphone, Fitbit, and survey mobile app. As additional
measures of feasibility, we also included concrete questions on
the perceived ease or difficulty of the smartphone/Fitbit/app
setup, use, and comprehension of the study instructions. Also
included was the same set of self-reported health behavior and
psychological measures [26-30] as in the presurvey.

Focus Groups

We organized 2 focus groups with 15 participants each. Each
focus group consisted of two 45-minute sections separated by
a15-minute snack break. Thetopics discussed werethree aress.
experience in the study, perceptions of future use of Fithit
devices, and the potential of Fitbit and similar devices in
providing care (asked only in one of the 2 focus groups where
participants were all caregivers). The focus group protocol is
included in the Multimedia Appendix 1.

Compliance
We assessed compliance in two key aspects of the study.

TheEMA

The EMA protocol was designed to provide snapshots of
short-term variability in physical inactivity, sleep, selected
psychologica indicators, and context. The protocol included
three 8-day bursts with 3 pseudorandom surveys, each sent
during one of 3 preset time windows (8:00 AM-11:59 AM,
12:00 PM-3:59 PM, 4:00 PM-7:59 PM) and spaced aminimum
of 90 minutes apart. Participants also completed an end-of-day
report before bedtime (available from 8:00 PM-11:59 PM). In
addition, participants were instructed to complete a brief report
about any bouts (at least 10 minutes) of planned PA at moderate
intensity or higher after each PA episode. Thiswas done either
through a self-initiated survey or as part of a contextual survey
prompted by the server, when incoming Fitbit dataindicated a
bout of sustained PA lasting at least 10 minutes (with £2-minute
tolerance and threshold for activity set at >100 steps per minute).
The custom-made EMA app also operated in an offline mode
and sent anotification to signal an EMA prompt/questionnaire.
Participants had 45 minutes to complete the questionnaire and
were notified about an unfinished questionnaire every 5 minutes
during this period with an option to snooze the questionnaire
for 20 minutes. After 45 minutes from the initial signal, the
guestionnaire became inaccessible and was sent to the server
(if connected to the internet or later when the connection was
established) as it is, even if incomplete. The EMA protocol is
described in the supplementary files.

The Fitbit Assessment

Participants wore the Fitbit Charge 2 monitors. Fitbit datawere
regularly (every 5 minutes) downloaded by a custom-made
system from the Fitbit cloud and stored on a secure server where
the data from psychosocial daily and momentary surveys were
also stored for future analyses. All data gathered in this secure
database allowed researchers to view, process, and evaluate the
data throughout the study and were available on a web server
for researcher access. The server aso has an application
programming protocol that enables access to data from other
systems and scripts. Data retrieved from the Fitbit cloud
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included sleep parameters, heart rate (beats per minute), step
count, and active minute data.

Data Analysis

Descriptive statistics were computed using the statistical
software IBM SPSS version 25 to describe the participants and
compliance rates with the study protocol. Gender differences
were analyzed using independent-sample t tests. Changes in
self-reported behaviors and psychological outcomes from
baseline to 12 weeks in the web-based pre- and postsurveys
were assessed using a paired samplet test. Repeated measures
analysis of variance was used to test the differencein PA inand
out of assessment bursts. Qualitative datafrom the focus groups
weretranscribed verbatim and analyzed using thematic analysis
[41].

Results

Sample Characteristics

The samplewas balanced by gender (16/30, 53% male vs 14/30,
47% female), and the average agewas 61.2 (SD 6.8) years. The
majority of the samplewas still actively working (22/30, 73%),
and a slight majority had college education (56.7%), which is
higher than the population average of 24% [42] and expected
given that smartphone ownership increases with education level
[43]. The participants used smartphones on average for about
3 years and rated their smartphone skills fairly highly (an
average of 96 points on a 110-point scale). Most participants
stated that they regularly accessed the internet on their
smartphone (26/30, 87%) using a combination of Wi-Fi and a
data plan (22/30, 73%). The reported use of health or
fitness-related mobile apps before the study was relatively low,
with 43% (13/30) of participants stating they never use them,
10% (3/30) stating they use them once per week or once per
month, and 37% (11/30) stating they use them daily. The
descriptive characteristics of the participants are presented in
Multimedia Appendix 2, Table S1.

Feasibility and Experience With the Study

All participants completed the pre- and poststudy surveys.
Consistent with the observational nature of the study, therewere
no changes in self-reported parameters assessed in the
web-based pre- and postsurveys, although 87% of participants
stated that they were paying attention to the steps walked
throughout the study.

The overall rating of using the mobile app and Fitbit was above
average (74.5 out of 100 on the System Usability Scale) in the
poststudy web-based survey. The majority reported that Fitbit
(27/30, 90%) and the app (25/30, 83%) were easy to use and
rated their experience positively (25/30, 83%). The participants
indicated that the survey length and frequency were acceptable,
and two-thirds stated that they could envision continuing data
collection beyond the 12-week study (Multimedia Appendix 2,
Table S2).

Intermsof participant experience with the study protocol, focus
groups reveadled that some surveys were missed owing to
notifications not being noticed or that participants would need
alonger timewindow for survey completion. Some participants

JMIR Aging 2021 | vol. 4 | iss. 4 |€15220 | p.22
(page number not for citation purposes)


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

JMIR AGING

mentioned that they would prefer receiving confirmation of
receipt of the completed surveys and perceived that contextual
PA questionnaires were not triggered as they should be (ie, the
survey did not always come automatically after an episode of
what participants perceived as moderate PA). In terms of the
Fitbit monitor, participants expressed an interest in knowing
how the monitor works/measures activity. Some found wearing
the monitor in hot weather or at night uncomfortable, noting
technical issues such as the display not being visible in direct
sunlight or display disturbing sleep during the night by lighting.
Some participants voiced concerns over theimprecision of sleep
measurement and wished the Fitbit app (which they were not
required to use during the study) were available in the Czech
Republic. One of the 3 participants who experienced
synchronization issues between their smartphone and the Fitbit
monitor noted thisissuein the focus group. Overall, participants
were, however, highly motivated to complete the surveys and
to be compliant with the study procedures.

Regarding the potential of similar mobiletechnologiesand their
future use, the focus group participants placed high value on
being able to self-monitor their behavior (especially steps and
deep) and receive personalized feedback. They expressed
interest in motivational components being incorporated and
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using these tools as part of personalized interventions. Some
mentioned the desireto sharetheir datawith their physician and
obtain additional insightsinto their health and habits, although
anumber of challenges with regard to this were noted, ranging
from perceived lack of time on the side of physicians, lack of
motivation on both the patient and physician side, or technical
issues involved in setting up such a monitoring system.

Compliance

Compliance With Long-term Monitoring Via EMA

All 30 participants completed the study. Acrossthe three 8-day
bursts, the participants completed 1568 out of 1906 (82.3%
compliance rate) surveys administered 3 times per day at a
pseudorandom schedule, 481 out of 613 end-of-day surveys
(78.5% compliance rate), and 736 episodes of self-reported
planned PA (with 29/736, 3.9% of the reports being initiated
but returned without data). The survey completion rates for the
three bursts are presented in Multimedia Appendix 2, Table S3.

The average duration of completion for each type of survey is
presented in Multimedia Appendix 2, Table S3, along with the
total responsetimesfor each type of survey and acrossthethree
bursts of intensive monitoring (Figures 1 and 2).
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Figure 1. Completion rates (%, top row) and survey response times (minutes, bottom two rows) by survey and burst.
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Figure 2. Overall survey response times by survey.
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Compliance With Long-term Monitoring Via Fitbit

In terms of Fitbit compliance, upon enrollment, 3 participants
had problemswith syncing their phones with the Fitbit devices
(primarily the lite version of HUAWEI smartphones) and had
to use a backup device (computer or tablet) for syncing. On
average, participants wore the Fitbit for 20.58 (SD 3.93) hours
per day, with 20 participants having no missing days. A total
of 3 participants had =30 days of Fithit data missing across the

12 weeks, and this was due to synchronization problems that
were not resolved in time and led to loss of data (Multimedia
Appendix 2, Table $4).

Analysisof Fitbit dataindicated no differencesin measured PA
between bursts or periods outside of measurement bursts
(F413,=0.624; P=.65; Figure 3), but there was substantial
within-person variability in PA across the 12-week monitoring
period (Figures 3 and 4).

Figure 3. Average moderate intensity physical activity (in minutes) across bursts.
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Figure 4. Continuous moderate intensity physical activity (in minutes) across the study. The blue line represents the sample average across the study.

The black lines represent person-level variability in physical activity.

400-
300-
) \ ' l
2 200 \ | ‘ . \
<C
‘I ﬂ | i ) ' ‘ ‘ l’ / ! J l
" ’ ll’l‘\ I 'MI N ‘ |\'\ "w “. '
‘ \ I ,“ ‘ ' I
1ad \‘f v’p\\‘h ’fl } "m l'lh | f}
LA ‘ “.IH I\ " l ,|‘|'n',, ) , \
h J}I ’ul‘l L\\\ ..‘. ?lft' /-‘ll:: . 1“" ” ‘ | ‘)l'ﬂ“l'“"“'*'f"t\\’h / |'|”'“Ir hlf
i.”\ ﬂ,‘u',‘,u/* (h ) ,e‘ ‘,,1\ ’Jf!' ¥ "‘ "‘""'\"p " 'l'{:ﬁ ’, """',"1-5“;‘“.'/’,'3. \l&\}',.‘"f,'.',fti"::"i uwl
B e A W .fiy’*a";“-“m‘i« ’f’hl
0 20 5 40 60
ays
Discussion represents a population that currently trails behind in their use

Principal Findings

This study demonstrated the feasibility of intensive behavior
monitoring via mobile technology in adults aged =50 years, in
a research design where (unlike in previous studies [22,23])
participants own smartphones were used. The participants
found the system of using a Bluetooth-connected fitness bracel et
along with daily surveys presented through an app on their own
persona smartphone as easy to use and were not overly bothered
by the frequency and length of the surveys. Thisisencouraging,
as it suggests the potential for reducing both financial burden
on the side of the researchers as well as participant burden in
carrying more than one device. Participants were compliant
(79%-82%) with the study protocol across the 12-week study
duration with acceptable survey completion ratesacrossall three
8-day measurement bursts. Preliminary analysis of Fitbit data
did not suggest meaningful reactivity effectsto the monitoring,
as overal PA levels appeared stable between burst and
out-of-burst periods (Figure 4). These findings demonstrate the
feasibility of using similar protocols in the context of
longitudinal or intervention studies targeting older adults, even
in cultural contextswhere overall rates of smartphone ownership
and experience with mHealth tools are low.

Comparison With Prior Work

Reviews of previous research with older adults [10-12]
demonstrate that the majority of existing studies included
participant samples from mostly frontrunner countriesin terms
of digital technology adoption, whereas the Czech Republic
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of mobile technologies to support healthy lifestyles compared
with their European counterparts [18,44]. Previous feasibility
studiesin older adult populations also incorporated short EMA
protocols (lasting 6-10 days). One study that collected EMA
datain morethan one burst (two 10-day periods before and after
an intervention for individuals with cognitive and emotional
difficulties) showed rapidly lower compliance rates (46%-48%
adherencefor all surveys) [20] than studieswith only oneEMA
collection period only (86.4%-98%) [20,22,23]. Thisstudy used
a measurement burst design with three 8-day bursts of EMA
data collection, with two-third of the participants indicating
they would be willing to continue with the study protocol
beyond the 12-week study duration. This may be partly owing
to the fact that this study used the participants own
smartphones. Previous studies have shown that a significant
number of participants perceived carrying aresearch smartphone
asinconvenient and interfering with their daily activities[23,45].
Theresults of this study show that this might be less of the case
when relying on participants own smartphones. Although an
EMA protocol with multiple random prompts during the day
might still require participants to pay closer attention to their
smartphones than they would on aregular day.

Although compliance was satisfactory overal, in this study,
women had dlightly higher response rates to the timed daily
surveys compared with males (data not shown). The differences
did not reach statistical significance but may reflect acommonly
reported gender response bias that is reflective of a number of
factors, including differences in motivation [46], rather than a
survey mode of delivery (ie, smartphone).
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Implications

Overdll, we conclude that it is feasible to incorporate repeated
EMA assessments in larger prospective studies or as a method
for evaluating the impact of interventions. Indeed, it was
encouraging that many participants expressed an interest in
receiving prompts and intervention features as part of the
monitoring, boding well for the implementation of just-in-time
PA interventions in this age group [14,25]. The successful
implementation of mobile technologies in lifestyle promotion
is critical to increasing the reach and public health impact of
behavior modification and health promotion programs. Mobile
technologies along with wearable devices have been found to
be effective in increasing PA and reducing sedentary behavior,
although larger studies with more rigorous methodologies are
urgently needed [10-12].

The custom server in our study was built with the capability of
accessing data from other systems and scripts via application
programming protocol, which opens opportunities for
monitoring other behaviors or bodily functions via technology
and using these data to develop effective lifestyle or disease
management interventions. Such efforts are also under way in
the Czech Republic, where the first Czech National eHealth
Center was established in 2012 with a focus on telemedicine.
Nonetheless, this standsin stark contrast to the rather lukewarm
attitude toward embracing such technol ogies among health care
providers in the Czech Republic who remain reluctant to use
mHealth technol ogies with ol der adults[47]. Participantsin our
focus groups expressed similar sentiments when discussing the
potential of behavior monitoring as part of preventive health
care. Clearly, more work is needed to develop sustainable
protocols and systems for incorporating mHealth tools within
existing health care infrastructures.

From a research standpoint, there are several lessons to be
imparted from this study in terms of practical suggestions and
the study design. First, researchers must all ocate sufficient time
to set up the devices and explain the study protocal. In this
study, participants were capable of setting up the devices and
apps on their own when they were unable to attend the group
training sessions. Nonethel ess, we recommend that any training
session be followed by practice days to ensure sufficient
familiarization with mobile apps, devices, and EMA prompts.
When using a commercial device such as a fitness bracelet,
researchers should be prepared to confront synchronization
issues and have appropriate backup plans. In
non—English-speaking countries, an additional challenge is
presented when used apps are not in the native language of the
participants, which is particularly relevant for older adult
participants. In this study, we did not require any interaction
with the Fitbit app; in fact, participants were asked not to use
it. However, many wereinterested and explored the features on
their own and expressed regret that the app was not trandated
to Czech (the Czech version became available only after this
study). Finaly, the participants in our study were eager to
receive feedback at the end of the study. We provided detailed
personalized feedback at the end of the study and informed the
participants that they would receive it. However, many were
pleasantly surprised at the level of detail and insights available
and mentioned that they would have been more compliant and
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attentive to the data collection if they knew what type of
feedback was possible. Researchers may want to provide
examples of feedback reports at the beginning of the study as
away to increase motivation to comply with the study protocol.

Limitations and Future Research

This was the first study using intensive behavior monitoring
and survey data collection via mobile technology with Czech
older adults and the first study to report the feasibility of relying
on participants own smartphones when delivering an EMA
study protocol. Although this may currently exclude some older
adults who do not own a smartphone, this may be less of an
issue in the future, given the rapidly rising numbers of
smartphone users and older adults quickly catching up [43].
The sample was small, but there was variability across age,
education, weight, and PA status (approximately half of the
sample comprised physically active individuals). However, the
study’s inclusion criteria (smartphone with Android, capable
of normal PA) and recruitment strategy may have promoted the
participation of younger individualswho are more likely to use
technology.

We used an affordable, commercially available fitness tracker
that measures PA with acceptable accuracy [48], but the same
device was found to be less accurate in the staging of sleep
compared with a medical device [49]. Future studies should
carefully weigh the advantages and disadvantages of using
research grade as opposed to commercial devices, with
implications for measurement precision as well as participant
interest and burden. Participants in our study enjoyed the
feedback provided by the bracelet on its display, but this type
of feedback may be undesirable in clinical or randomized
controlled trials targeting PA. Using a combination of a
research-grade device (for dependent outcome assessment) and
acommercia device (asaninterventiontool) has been suggested
as apossible solution [50].

The system as a whole was rated well by the participants;
however, technical difficultieswere noted throughout the study.
On the side of the participants, there were issues with the
compatibility of some of their smartphones with the Fithit
device, resulting in 3 participants having to synchronize their
Fitbit through athird device (eg, alaptop). Participants missed
some surveys due to notifications not being noticed, further
highlighting the need to conduct comprehensive pilot-testing
and to develop effective training protocols before embarking
on afull-scale study. The data provided by this study also served
to fine-tune the data collection protocol and improve the
robustness of the server/system solution for data integration.
Future research and development are also focused on the
creation of automatic reports from the server for researchersto
obtain information about the current status of al participants
(daily, weekly, and monthly) and the status of the ongoing data
collection (eg, synchronization status of devices, battery levels,
and questionnaire completion rate). Future development will
also involve the integration of various streams of data and
enhancement of dynamic features, including machinelearning,
to detect the most appropriate/opportunetimesto generate EMA
prompts and dynamically select the most appropriate items for
prompted surveys.
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Conclusions offer a practical solution for both behavior monitoring and
interventions in both small- and large-scale studies. The
implementation of intensive measurement protocols, such asin
this study, offers unique opportunities for insight into behavior
dynamics (both short and long term).

The use of awearable device coupled with amobile survey app
is feasible for use with older adults, who also indicate a high
level of interest in motivational prompting and intervention
components. Commercially availabletools such asFitbit devices
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Abstract

Background: Tele-exercise has emerged as a means for older adults to participate in group exercise during the COVID-19
pandemic. However, little is known about the technology support needs of older adults for accessing tele-exercise.

Objective: Thisstudy aimsto examine the needs of older adultsfor transition to tele-exercise, identify barriersto and facilitators
of tele-exercise uptake and continued participation, and describe technology support challenges and successes encountered by
older adults starting tele-exercise.

Methods: We used an exploratory, sequential mixed methods study design. Participants were older adults with symptomatic
knee osteoarthritis (N=44) who started participating in aremotely delivered program called Enhance Fitness. Before the start of
the classes, a subsample of the participants (n=10) completed semistructured phone interviews about their technology support
needs and the barriers to and facilitators for technology adoption. All of the participants completed the surveys including the
Senior Technology Acceptance Model scale and atechnology needs assessment. The study team recorded the technol ogy challenges
encountered and the attendance rates for 48 sessions delivered over 16 weeks.

Results: Four themesemerged from theinterviews: participants desire featuresin atel e-exercise program that foster accountability,
direct accessto helpful people who can troubleshoot and provide guidance with technology isimportant, opportunitiesto participate
in high-value activities motivate willingness to persevere through the technology concerns, and belief in the ability to learn new
things supersedes technol ogy-related frustration. Among the participantsin the tel e-exercise classes (mean age 74, SD 6.3 years;
38/44, 86% female; mean 2.5, SD 0.9 chronic conditions), 71% (31/44) had a computer with a webcam, but 41% (18/44) had
little or no experience with videoconferencing. The initial technology orientation sessions lasted on average 19.3 (SD 10.3)
minutes, and 24% (11/44) required a follow-up assistance call. During the first 2 weeks of tele-exercise, 47% of participants
(21/44) required technical assistance, which decreased to 12% (5/44) during weeks 3 to 16. The median attendance was 100%
for thefirst 6 sessions and 93% for the subsequent 42 sessions.

Conclusions:  With appropriate support, older adults can successfully participate in tele-exercise. Recommendations include
individualized technology orientation sessions, experiential learning, and availability of standby technical assistance, particularly
during the first 2 weeks of classes. Continued development of best practices in this area may alow previously hard-to-reach
populations of older adults to participate in health-enhancing, evidence-based exercise programs.

(JMIR Aging 2021;4(4):€27645) doi:10.2196/27645
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Introduction

Background

Most older adults in the United States live with a chronic
disease, such as knee osteoarthritis, with an estimated 62% to
67% reporting multiple chronic conditions [1,2]. Exercise
reduces the risk of at least 25 chronic diseases by 20% to 30%
and isassociated with improved quality of lifeand physical and
cognitive function in older adults [3-5]. Despite the benefits of
exercise, participation islow among older adults, with relatively
few older adults with chronic conditions meeting the
recommendations for exercise [6-8].

Multiple community-based exercise programs, including
Enhance Fitness, Fit & Strong!, Active Living Everyday, and
Geri-Fit, have been devel oped to address the strength, balance,
and physical fitness of older adults [9]. Benefits from
participation in these programs include improvements in
physical performance, aerobic endurance, self-efficacy for
exercise, self-rated heath, and decreased pain [10-12].
Community-based classes have also demonstrated reduced
loneliness and social isolation among older adults [13]. To
promote participation among older adults, free access to
community-based exerciseis offered as a benefit through some
Medicare Advantage Plans, such as Silver Sneakers and
Silver& Fit, and health maintenance organizations, including
Kaiser Permanente. However, in March 2020, most
community-based programs serving older adults ceased or
reduced their capacity, to comply with physical distancing
mandates to prevent the spread of COVID-19.

Tele-exercise, including remote delivery of exercise classes
through videoconferencing technology, has emerged asameans
for community-based programs to resume guided exercise
sessions while complying with the physica distancing
restrictions during the COVID-19 pandemic [14]. The
Gerofit-to-Home program has demonstrated preliminary
evidence that older veterans who transition from facility-based
to remotely delivered programs retain their physical function
[15]. Previous studies have also shown the feasibility and
acceptability of videoconference-delivered tai chi and yoga
classes for older adults [16-18]. However, al 3 studies used
proprietary technology that required specialized equipment
installation at the participants homes. In addition, the
technology did not allow the participants to see or interact with
other participantsin the exercise sessions, thereby reducing the
social support asset of group exercise. With increasing
ownership of deviceswith audiovisual capability, such aslaptop
computers, tablets, and smartphones [19], many older adults
have access to videoconferencing technology without the need
for proprietary equipment. However, little is known about the
technology support needs of older adults to facilitate
participation in tele-exercise classes.

Objectives

The adaptation to remote delivery of exercise classes through
videoconferencing (referred to as tele-exercise) is needed to
meet the needs of older adults abiding by the physical distancing

recommendations. In addition, expanding tel e-exercise options
increases the potential to include older adults who previously
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had limited access to community-based programs due to rural
residence, caregiving responsibilities, transportation, and other
challenges[20-22]. Understanding the technol ogy support needs
of older adultsiscritical to foster the success with tele-exercise
participation. Therefore, we aim to (1) examine the needs of
older adults previously enrolled in community-based exercise
for transition to tele-exercise, (2) identify barriers to and
facilitators of tel e-exercise uptake and continued participation,
and (3) describe technology support challenges and successes
encountered by older adults starting tele-exercise.

Methods

M ethodological Approach and Study Design

We used an exploratory, sequential mixed-methods design in
which qualitative data were initially collected and analyzed.
This approach allowed for input from older adult participants
that was then used to inform the delivery of remote Enhance
Fitness and the preparation for technical support before and
during the remote classes. The rationale for using a
mixed-methods approach was to devel op amore comprehensive
understanding of the technology needs and barriers related to
remote exercise participation among older adults [23]. The
qualitative data examined the older adults' perspectives on
technology adoption and needsin transitioning from in-person
to tele-exercise. The findings then informed the collection of
quantitative data that were used to enumerate the technical
support needs and determine the extent to which these needs
were addressed in the tele-exercise program. Subseguently, the
qualitative and quantitative findings were integrated for
interpretation [24], wherein we considered the quantitative
resultsin the context of the qualitative findings. The Standards
for Reporting Qualitative Research were used to guide the
reporting of the study results and methods [25]. All the
procedures were approved by the University of Washington
Institutional Review Board, and informed consent was obtained
from al the participants.

Participants and Recruitment

Participants were recruited from communities in and around
Seattle, Washington, using a multimodal approach, including
mailing letters and brochures to the UW Medicine patients and
posting on social media. Between October 2019 and September
2020, participants were enrolled in a randomized controlled
trial (NCT04099394) comparing the combination of group
exercise with either a group-based cognitive behavioral skills
training program or a group-based health education program.
The exercise program, Enhance Fitness, is an evidence-based
and nationally disseminated program that involvesinstructor-led
strength, endurance, and balance training for 1 hour, 3 days a
week [26,27]. The Centers for Disease Control and Prevention
recommend Enhance Fitness for arthritis management and the
National Council on Aging recommendsit for falls prevention
[28,29]. All the participants were English-speaking,
community-dwelling older adults (age =65 years) with
symptomatic knee osteoarthritis and without cognitive
impairment. Two-thirds of the participants (n=29) were enrolled
inthetrial beforethe COVID-19 pandemic halted all in-person
Enhance Fitness exercise classes in Seattle, King County,

JMIR Aging 2021 | vol. 4 | iss. 4 [e27645 | p.33
(page number not for citation purposes)


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

JMIR AGING

Washington [30]. The participant flow diagram is shown in
Figure 1. The participants were invited to participate in phone
interviews about their technology support needsto transition to
tele-Enhance Fitness classes. We used purposeful sampling to
ensure interviews were conducted with the participants with a
range of technology and computing experience, based on a
guestionnaire assessing technology ownership and history of
technology use. Theinterviewswere conducted until saturation
was achieved, that is, until little to no additional information
was emerging from conducting additional interviews. After the
virtualy delivered protocol of tele-Enhance Fitness was
developed by the study team (KP and EH in consultation with

Figure 1. Participant flow diagram. EF: Enhance Fitness.

Cohort 1 Enrolled
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NG and Ms Paige Denison, Enhance Fitness National Program
Director), guided by the input gathered from the participant
interviews and approved by the University of Washington
Ingtitutional Review Board, the trial’s Data Safety Monitoring
Board, and the National Institute on Aging of the National
Ingtitutes of Health, the tele-Enhance Fitness classes began in
July 2020. An additional 15 participants who did not have prior
experience with in-person Enhance Fitness began the
tele-Enhance Fitness classes in September 2020. The data
reported in this study were coll ected between October 2019 and
January 2021.
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Tele-EF: 16 wks

Measures

Qualitative

The participants were interviewed through phone by 1 research
team member (interviewer EH) who had prior training and
experience in conducting interviews. The interviewer used a
semistructured guide with open-ended questions and follow-up
probes as needed (refer to Multimedia Appendix 1 for the
interview guide). The interviews lasted an average of 27 (SD
9) minutes and included questions on (1) concerns about
transitioning from in-person to remote exercise classes, (2) past
experience with technology adoption, and (3) barriers to and
facilitators of new technology adoption. All theinterviewswere
audio-recorded and transcribed verbatim.

Quantitative

As part of the tria’s baseline assessment, the participants
completed a series of questionnaires on demographic and health
characteristics shown in Table 1. These data were collected
through in-person interviewsfor cohorts 1 and 2, whereas cohort
3 completed the questionnaires on the web using REDCap
(Research Electronic Data Capture; Vanderbilt University)
electronic capture tools [31]. Physical activity was measured
using a thigh-worn activPAL3 microaccelerometer (PAL
Technologies) device that assessed the steps per day, averaged
over the course of aweek before the study interventions began.
In addition, before beginning the tele-Enhance Fitness classes,
all the participants completed a technology needs assessment
and a survey questionnaire on technology use and acceptance.
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The technology use assessment adapted questions from the
National Health and Aging Trends Study [32] and the Pew
Research Center [33]. The 14-item short version of the Senior
Technology Acceptance Model (STAM) was aso collected,
which has demonstrated reliability and validity for measuring
(1) attitudinal beliefs, related to positive or negative feelings
toward using technology; (2) control beliefs, a reflection of
self-efficacy, facilitating conditions, and ease of use; and (3)
anxiety in older adults, defined as apprehension about using
technology [34]. Finaly, as part of the trial protocol, the study
team conducted one-on-one technology orientation meetings
through Zoom (Zoom Video Communications) with the
participantsto orient them to the tele-Enhance Fitness program,
including guided instruction on videoconferencing. When
necessary, the study team provided instructions on accessing
and using Zoom, through telephone before the orientation call.
The study team systematically recorded the duration of thevideo
call and all the challengesthat the participantsfaced while using
technology. Similarly, the study team also recorded the
technology challenges encountered when the participants
engaged in tele-Enhance Fitness classes and if telephonic
assistance was necessary, the length of the call was recorded.
Attendance rateswere documented for al the classes. The study
team members who conducted the orientation meetings and
assisted the participants with technology challenges during the
tele—Enhance Fitness classeswere recent public health graduates
from the University of Washington (including EH). Theseteam
members were trained in communicating effectively with older
adults and were aware of the findings from the qualitative
interviews.
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Table 1. Participant characteristics.
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Characteristic Total sample (N=44) Subsample with qualitative interviews (n=10)
Age (years), mean (SD) 74 (6.3) 76.5(8.1)
Sex, n (%)

Wormen 38 (86) 9(90)
Race and ethnicity, n (%)

White 38 (86) 9(90)

Black 3(7) 1(10)

Hispanic 12 0(9

Other 2(5) 0(0)
Education, n (%)

High school graduate 1(2 0(0)

Some college or vocational 7 (16) 2 (20)

College graduate 18 (41) 5 (50)

Masters or higher degree 18 (41) 3(30)
Smoking history, n (%)

Never smoked 25 (57) 6 (60)

Former smoker 19 (43) 4 (40)

Current smoker 0(0) 0(0)
Total number of medical conditions, mean (SD) 25(0.9) 26 (1.0
Steps per day, mean (SD) 4516 (1437) 4201 (1315)
Lives alone, n (%) 24 (55) 6 (60)

Tele-Enhance Fitness Delivery

After the individual technology orientation sessions were
completed, the tele-Enhance Fitness classes were delivered 3
days per week for 1 hour over Zoom. The participants were
provided with alink to the tele—-Enhance Fitness classes through
email. The Zoom session opened 5 minutes before the start of
theclassto alow socialization and opportunitiesto ask questions
to the instructor. The Enhance Fitness-certified instructor led
the exercise classes in accordance with the Enhance Fitness
guidelines, including instructions for modifications to increase
or decrease the level of difficulty. Each 1-hour—ong
tele-Enhance Fitness class included approximately 5 minutes
of warm-up exercise, 20 minutes of aerobic exercise, 20 minutes
of strength training, and 10-15 minutes of balance and stretching
exercise. A research assistant attended al| the web-based classes
to provide technical support and monitor the safety and level
of effort by the participants.

Data Analysis

Qualitative

Theinterviews were independently coded by 2 members of the
research team (NG and EH). The primary coder (EH) was the
sameindividual who conducted theinterviews. She hastraining
in public health and received additional training and supervision
frominvestigators with experiencein using qualitative methods.
The second coder (NG) has experience in the public health,
including training and experiencein using qualitative methods.

https://aging.jmir.org/2021/4/e27645

Thematic analysis followed the guidelines described by Braun
and Clark [35] to identify the themes related to older adults
perspectives on technology needs for transitioning to
tele-exercise. Both the coders independently read al the
transcripts multiple times to identify the codes. Then, they
discussed the inconsistencies in the coding until an agreement
wasreached. After the discussion, the codeswere classified into
4 main themes. While reviewing the themes, the research team
discussed the meaning behind the themesin relation to the study.
The coding and analyseswere conducted using Microsoft Word
and Microsoft Excel.

Quantitative

Descriptive statistics were computed for al variables. We used
the Kruskal-Wallis equality-of-populations rank test (ie, a
nonparametric one-way analysis of variance) to determine
whether the distribution of STAM subscales varied according
to self-rated confidence to go on the web (Table 2). This test
was used because the responses to the STAM were skewed. In
Table 3, we compute the prevalence and incidence rates of the
technol ogy challenges encountered during theinitial orientation
cal and the subsequent tele-Enhance Fitness classes,
respectively. Prevalence rate was the number of participants
who experienced a given technological challenge during the
orientation call divided by the total number of participants
(N=44). In contrast, the incidence rate for a specific challenge
was calculated by dividing the number of times the challenge
occurred by the total number of tele-Enhance Fitness classes
attended by the participants. To facilitate interpretation, this

JMIR Aging 2021 | vol. 4 | iss. 4 [€27645 | p.35
(page number not for citation purposes)


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

JMIR AGING

guantity was then multiplied by 100 to reflect the number of
times a challenge was encountered for every 100 people who
attended atele-Enhance Fitness class. Incidence rates are useful
to report because they capture not only the single occurrence
of a challenge experienced by a participant but also the

Gell et d

recurrence of a challenge experienced by a participant (eg,

forgetting to join with Zoom audio on atablet) and account for

different rates of tele-Enhance Fitness class attendance across

the participants. All the statistical analyses were conducted
using Stata SE 15.

Table 2. Senior Technology Acceptance Model (STAM) subscal e scores according to self-rated confidence to go on the web.

Total sample (N=44),

Not at al or only alittleconfi- Somewhat confident

Very confident (n=21),

STAM subscales median (IQR) dent (n=6), median (IQR) (n=17), median (IQR) median (IQR) P value
Attitudinal beliefs 8.7 (3) 5.0(2.3) 8.3(17) 10 (1.3) <.001
Control beliefs 8.9(2.5) 6.9 (2.3) 8.8(1.8) 10(2) <.001
Gerontechnology anxiety 35(4) 3.8(25) 55(3) 2(4) .046
Health 84(1.6) 8.2(1.2) 8.4(1.6) 8(1.6) .85

Table 3. Challenges encountered implementing tele-Enhance Fitness at different phases of the program.

Challenges encountered

Initial orientation call

First 2 weeks of tele-Enhance Fitness

Subsequent 2-month period of

(n=42), (setup phase) classes tele—Enhance Fitness classes
Prevalence Rate per 100 persons (En- Rate per 100 persons (En-
vaue, n (%) Valug,n hance Fitnesssessions®)  Value, n  hance Fitness sessions?)
Hardware or internet setup issues
No device camera 1 2 0 0 0 0.0
No device microphone 1 2 0 0 0 0.0
Screen too small 0 0 2 0.9 0 0.0
Internet connectivity issues 0 0 3 14 5 0.9
Unableto log into email 2 5 0 0 0 0.0
Allowing Zoom camera access 1 2 0 0 0 0.0
Turning on computer sound 1 2 0 0 0 0.0
Physical setup
Assembling wide-frame lens 9 21 0 0 0 0
Positioning lens on camera 13 31 1 0.5 0 0
Locating the front cameraon device 5 12 0 0 0 0
Tablet or computer camera view 13 31 1 0.5 3 0.5
Room space 7 17 2 0.9 0 0
Backlit image 1 2 1 0.5 0 0
Zoom controls
Trouble downloading Zoom 2 5 0 0 0 0
Joining or staying on Zoom meeting 0 0 22 10 15 2.6
Joining with Zoom audio 4 10 9 51 11 19
Using Zoom control buttons (ie, mute) 5 12 3 14 3 0.5
Switching to speaker or gallery view 9 21 0 0 1 0.2
Video turned off 0 0 2 0.9 0 0
Technology communication
Lack of computer or tablet knowledge 2 5 2 0.9 0 0
Lack of understanding of technology 5 12 2 0.9 0 0

terms

8This incidence rate reflects the number of times a challenge is encountered for every 100 people who take a tele-Enhance Fitness class.
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Results

Study Sample

The participants’ characteristics are shown in Table 1. The age
distribution ranged from 66-92 (mean age 74, SD 6.3) years
and 41% (18/44) of participantswere aged =75 years. The study
sample primarily comprised White women. Most participants
had a college or graduate degree and approximately half of them
(24/44, 55%) lived alone. Consistent with the epidemiology of
the target population, the mean number of medical conditions
was 2.5 (SD 0.9) with 67% (29/44) of participants having =3
conditions (Table 1). Finaly, the participants walked an average
of 4516 (SD 1437) steps per day, with 21% (9/44) walking
<3000 steps per day. In general, the subsample of participants
who were selected for the qualitative interviews had
characteristics similar to those of the total study sample (Table
1).

Interview Themes

Overview

We identified 4 themes related to the technology experience
and needs for participation in tele-exercise: (1) participants
desire features in a tele-exercise program that foster
accountability, (2) importance of direct accessto helpful people
who can troubleshoot and provide guidance with technology,
(3) opportunitiesto participate in high-value activities motivate
willingness to persevere through the technology concerns, and
(4) belief in the ability to learn new things supersedes
technology-related frustration.

Theme 1. Participants Desire Featuresin a Tele-Exercise
Program That Foster Accountability

Participants noted that a key value of community-based
(in-person) classes was the accountability inherent in having a
scheduled class with the same group of people each week:

| think one of thereasons| did well or that | managed
withthe exerciseis| felt obliged to because everybody
was doing it.

Having something that is scheduled, do it now three
days a week, is going to get me to do it more...I'm
probably more likely to do it. Well, actually it's the
same as going to the exercise classes at the senior
center.

The opportunity to socialize and check-in with other participants
enhanced their desire to attend the exercise classes, which they
believed should be duplicated with aremotely delivered class:

I"'massuming that doing thiselectronically or however

it's going to be done, that there would be a chance to

say, “ Wait a minute, am | doing thisright?” ...So that

kind of interaction. And ensurethe joking and joshing

with the other participants, just being friendly and

interacting with them.
In addition, the accountability of a scheduled, live-streamed
class versus on-demand videos was considered an asset by the
participants. Adequate screen size was also noted as important
for accountability to enable participantsto see othersin the class
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while a so being seen by theinstructor. Overall, the participants
valued the accountability aspect inherent in the group classes
and therefore recommended retai ning the accountability features
in the tele-exercise classes.

Theme 2: Direct Access to Helpful People Who Can
Troubleshoot and Provide Guidance With Technology
I's I mportant

The participants identified attributes of technical assistance
critical to the successful transition to web-based exercise classes.
One-on-one or small group instruction for the initial setup of
technology was identified as key to a successful start. Some
peoplewanted latitude to conduct the technical setup themselves,
with guidance, rather than someone else doing it for them.
Similarly, there waslittle consensus on the mode of instructions
(ie, printed vs web-based video) with more importance placed
on access to a person able to answer questions as they arise
during the initial setup:

To be accessible without going through a hundred
people to get to you to find out what it is| need help
with. Your accessibility would be the most important
thing to me.

The temperament of the person providing assistance was also
noted as essential, as the participants clearly expressed the
importance of avoiding frustration from the person providing
technical assistance. Participants also stated a desire for
affirmation that their technical challenges were not unique and
that they, like other peoplein asimilar situation, were capable
of overcoming the challenge:

Let me know that I'm not the only one they're

happening to. And let me know that I'm not going to

lose the marvelous experience because of this

problem...I mean, if someone was impatient with me

or if something were verbalized like, “ You'rethe only

one that has these horrible problems;” that would be

very discouraging.
The participants recognized the risk of personal frustration with
using technology to access the exercise classes and felt that the
attitude and patience of the person providing technical support
would help to mitigate their frustration.

Theme 3: Opportunitiesto Participatein High-Value
Activities Motivate Willingness to Persevere Through
Technology Concerns

The participants acknowledged concerns about learning and
using technology to access exercise classes. Reasonsfor concern
ranged from previous challenges with adopting new technology
to the perception that they might take action that resulted in
irrevocable loss of software or files on the device. However,
the participants stated that the access to guided exercise was
sufficiently important to work through the technology-related
challenges that arise while joining tele-exercise classes. They
noted that the benefit they experienced with the in-person
exercise classes motivated them to overcome the technology
challengesto participate in the exercise classes again, although
remotely:

JMIR Aging 2021 | vol. 4 | iss. 4 |€27645 | p.37
(page number not for citation purposes)


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

JMIR AGING

In other words, | am not adept at computer issues. |
think that because | really want to do this...I believe
that being able to do this stuff again is going to be so
great that I'll be able to get enough help and
guidance. So it won't be as tough as | anticipate it
might be, but there are things to overcome and there
arethingsto learn and so on.

I'm not eager to, but | will if that's what we need to
do...

Overall, the participants were realistic about the likely barriers
to initiating a new activity dependent on learning and using
technology. Given their past experience with the group exercise
classes, they prioritized the benefits of resuming exercise over
the barriers of accessing it through technology.

Theme 4. Belief in the Ability to Learn New Things
Supersedes Technology-Related Frustration

Some participants reported previous positive experiences with
using technology for communication and videoconference
activities, particularly since the start of the COVID-19
pandemic. However, overall, the partici pants acknowledged the
likelihood of experiencing frustration in accessing remote
exercise classes. Notably, the participants also believed in their
ability to learn new technology and overcome challenges:

Learning beforehand instead of learning as we go. |
think that would be very helpful. | ama good learner.
| still have good intelligence and good ability to pay
attention, and so | have good learning skills. That's
a very good thing that's still with me.

So since I've been retired, I've tried to figure out
things on my own and I'm making some progress on
some things, but | tend to have sort of a short, short
temper on it. It'slike, | can't believe this. Who needs
it anyway? And then after a few days, | think well |
need to stay up with the modern age. Surely | could
dothis.
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It was important to the participants that they be perceived as
capable of adapting to the circumstances, to mirror their own
beliefs in their abilities to work with technology. Although
technology-related frustration was acknowledged, it was not
considered an insurmountable impediment because of their
belief in their own abilities and the perceived importance of
participating in exercise.

Technology Use and Acceptance

Most participants in the tele-Enhance Fitness classes (40/44,
91%) owned a smartphone and had broadband at home, but
approximately one-third did not own atablet and one-third did
not own acomputer with awebcam (Table 4). Notably, of those
who did not own a computer with a webcam, 69% (31/44)
owned a tablet that they could use for tele-exercise
(cross-tabulation not shownin Table 4). In addition, 80% (35/44)
reported using an app in thelast month and 84% (37/44) reported
emailing and texting on most daysin the last month. In contrast,
only 9% (4/44) used avideoconferencing platform on most days
in the last month and 41% (18/44) reported either no or rare
videoconferencing. Approximately half of the participants
(21/44, 48%) werevery confident in their ability to useadevice
to go on the web (Table 4), but 14% (6/44) reported being not
at al or only alittle confident to go on the web.

Table 2 presentsthe STAM subscale results for the total sample
and is stratified by self-rated confidence to go on the web.
Attitudinal and control beliefs were generally high in the total
sample, indicating high levels of perceived usefulness of
technology in daily life (attitudinal beliefs) and confidence in
using technology (control beliefs). In addition, anxiety about
using technology (gerontechnol ogy anxiety) was generally mild
in the overall population; however, there was substantial
variation in anxiety scores as the SD was large. In fact,
attitudinal and control beliefs and anxiety varied significantly
according to self-rated confidence to go on the web (Table 2);
the participants with less confidence had lower attitudinal and
control belief scores. Notably, the participants who were
somewhat confident in their ability to go on the web had the
highest levels of anxiety about using technology.
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Table 4. Technology ownership and use survey (N=44).
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Characteristic

Value, n (%)

Owns a mobile phone
No
Yes, acellphone
Yes, a smartphone
Uses home broadband
Owns a computer
No
Yes, but does not use it
Yes, but it does not have a webcam
Yes, and it has a webcam
Owns a tablet
No
Yes
Yes, but does not know how to use it
Used an app on cellphone or tablet in thelast month
No
Yes
Not sure
M essaged someone in the last month
Yes, emailed and texted
Yes, emailed but did not text
Yes, texted but did not email
Freguency of messaging in thelast month
Rarely
Somedays
Most days
Used a videoconference platform in the last month
No
Yes, but rarely
Yes, on somedays
Yes, on most days
Overall confidence using digital or electronic devicesto go on the web
Not at all confident
Only alittle confident
Somewhat confident

Very confident

3(7)
1(2)

40 (91)
42 (93)

4(9
3(7)

6 (14)
31(71)

13 (30)
30 (69)
12

6 (14)
35 (80)
3(7)

40 (91)
3(7)
12

12
6 (14)
37 (84)

10 (23)
8(18)
22 (50)
4(9

1(2)
5 (11)

17 (39)
21 (48)

Technology Support Callsfor Tele-Enhance Fitness

Nine participants attended a phone call (mean time of 14
minutes, SD 7 minutes) for guidance on accessing and opening
Zoom for the orientation meeting. Subsequently, 42 participants
completed theinitial technology orientation by videoconference
through Zoom. The orientation included an overview of the
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RenderX

tele-Enhance Fitness program, orientation to the
videoconference platform, and a safety check to confirm the
availability of astable chair of standard height and a clear 5x5
foot spaceto exercisein. The duration of the orientation ranged
from5t045 (mean 19.3, SD 10.3) minutes. A second follow-up
Zoom meeting was compl eted with 2 participants who needed
additional training support. These second callslasted for 10-20
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(mean 15, SD 7.1) minutes. Two participants declined the
orientation meeting, citing familiarity with using Zoom from
previous experience.

During the first 2 weeks of tele-Enhance Fitness classes,
approximately half (21/44, 48%) of the participants required a
single telephone call to address the technology challenges
encountered while engaging in tele-Enhance Fitness classes.
The duration of these support calls ranged from 2 to 15 (mean
6, SD 3.3) minutes. Of the 21 participants who required
additional support, only 2 (10%) required a second call during
the initial 2-week period. Subsequently, after participating in
tele-Enhance Fitness for 2 weeks, 11% (5/44) of participants
needed a support cal once and 5% (2/44) of participants
required assistance 2 or more times. In contrast to the first 2
weeks of classes when there were 24 calls (mean duration 6.5,
SD 3.6 minutes), there were 11 calls (mean duration 5.6, SD
3.0 minutes) in the subsequent 2-month period of tele-Enhance
Fitness classes. Thus, the need for technology support for older
adults participating in tele-Enhance Fitness decreased
substantially after the first 2 weeks of classes.

Technology Challenges Encountered

Three participants who did not have sufficient broadband access
at homewere given cellular-enabl ed tabl ets that were sponsored
by the study. Table 3 presents the rates of the challenges
encountered during the different stages of implementing
tele-Enhance Fitness. A common challengefor participantswas
assembling and placing a clip-on magnifying lens over the
webcam, which enabled the exercise instructor to observe the
participant’s full body when exercising at a safe distance from
the device. Other common challenges addressed during the
initial technology orientation were navigating the camera'sview
and learning how to use Zoom functions, including switching
from speaker to galery view. Cluttered room space was
addressed by 17% (7/42) of the participants. Finaly, limited
knowledge of common technology useterms (eg, scroll up/down
and swipe) hampered communication in 12% (5/42) of
participants during the initial orientation. Once tele-Enhance
Fitness classes began, difficulty in joining the Zoom meeting
and not joining with Zoom audio were common in the first 2
weeks, but the incidence of these challenges decreased by 75%
and 59%, respectively, over the subsequent 2-month period.

Attendance

During thefirst 2 weeks of tele-Enhance Fitness (ie, 6 classes),
the median attendance was 100% with an | QR of 83% to 100%.
The median attendance for classes during weeks 3 to 16 was
93% (IQR 88%-98%). Interestingly, the overall attendance to
tele-Enhance Fitness was better among the participants who
did not have prior experience with in-person Enhance Fitness
(cohort 3: median 96%, QR 91%-98%) than among those who
did (cohorts 1 and 2: median 92%, | QR 83%-96%).

Discussion

Principal Findings
This study providesinsightsinto the technology support needs

of older adults starting with tele-exercise classes. Key findings
related to participants' technical support needs, which were
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identified during the interviews, were incorporated into the
technical orientation sessions. Overall, theinterviewsidentified
strong interest in technology use, motivated by the opportunity
to participate in group exercise and targeted recommendations
for a successful transition to tele-Enhance Fitness from the
perspective of older adults. The high attendance rates throughout
the 16-week tele-Enhance Fitness program, the experience of
successfully addressing all technical challenges as they
presented, and the diminishing technical challenges after 2
weeks of classesindicate successful transition to tele-Enhance
Fitnessfor older adults.

Previous studies have found rel atively positive attitudes among
older adults toward technology when it supports desired
activities and contains useful features [36,37]. We obtained a
similar finding as evidenced by the theme of willingness to
persevere through the technology challenges to participate in
high-value activities such as exercise. With physical distancing
preventing the participation in community-based (in-person)
classes, the need to learn videoconference technology is
currently relevant for attending livestream exercise classes. This
theme also aligns with a key principle of motivational models
in adult learning theory, which posits that learning is motivated
by the relevance and impact to the learner [38,39]. To date, few
studies have considered remote exercise optionsfor ol der adults,
perhaps due to the lower rates of technology usein older adults
than in other generations [40]. However, in light of the findings
of this study, the perceived challenges of technology adoption
should be considered in relation to the value of the end purpose
(eg, opportunities to participate in health-enhancing activities)
in older adults.

Recommendationsfor adult education, based on social theories
within adult learning theory [41,42], include creating an
environment of cooperation and working collaboratively, which
aligns with our themes of accountability and desire for direct
access to helpful people. The participants articulated that a
cooperative environment characterized by minimizing judgment
or criticismiscritical. Thisthemeisalso supported by previous
research conducted in rural older adults, where motivation and
interest to use technology was dependent on sufficient support
and infrastructure [43]. A study of teaching methods for
incorporation of technology in daily life for older adults noted
the need to account for the learning processes of older adults,
including flexible instructors who are able to respond to the
unique learning situations and needs of older adults[44]. These
findings suggest the need to consider how technical support is
designed and delivered in transitioning to remotely delivered
exercise classes, including communication skillsfor technology
support providers and awareness of how their responses will
impact the older adults they are teaching.

We did not find a consensus on how to provide the initial
technology instructions (eg, step-by-step guidance as video
instructions or written instructions). Prior work has demonstrated
that the preferences for learning vary, depending on previous
experience and knowledge, but also for training on specific
tasks versus general tasks [45]. As noted in a study examining
the approaches to training older adults to use technology,
training should include acombination of proceduresthat include
step-by-step guidance, with latitude for attention training,
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wherein participants decide on the steps but are given assistance
as needed, dependent on individual factors[46]. Adult learning
theory posits 2 stipulations: first, that adult learners build on
the accumulation of life experienceto aid learning, and second,
instructions should account for variation in previous experience
[38]. Our findingsfit within the context of adult learning theory
inthat they highlight the need for tailored technology orientation
sessionsin launching remotely delivered exercise programsfor
older adults. In addition, theinterperson variability in technical
challenges during orientation and the first 2 weeks of classes
lends further evidence for an individualized approach to
technical support. This may pose a challenge for programs
regarding sufficient funding for ongoing tailored technical
support. Therefore, further research is needed to better quantify
thereturn on theinvestment for tail ored technol ogy orientations
in engaging and retaining older adults in remotely delivered
health promotion programs.

Most participantsin the study had accessto technology and the
internet. Although more than half of the participants (23/44,
52%) were a little or somewhat confident in their ability to go
on the web, the scores for anxiety related to using technology
wererelatively low. However, participants with low confidence
to go on the web had lower gerontechnology anxiety scores
than those who were somewhat confident going on the web.
This may be areflection of those with little confidence having
less experience with technology overall, including situations
that they could not manage or overcome. It isworth noting that
the STAM questionnaires assess technology acceptance in a
genera sense [34]. Participants in the study knew that they
would need to use technology for a specific purpose (ie,
accessing group exercise classes) and onethat clearly had value,
asindicated by the interviews. The knowledge that technology
use would be targeted and specific, rather than technology use
in general, may have impacted their acceptance scores on the
guestionnaire. The overall high scores for attitudina beliefs
align with the interview responses that technology would be
useful and effective to access the classes they regarded as
valuable. The high scoresfor control beliefs also align with the
participants’ responses in the interviews. The control belief
guestions measure confidence in being skillful at using
technology and using technology after being instructed on how
to do it. High scores on these questions correspond with the
interview themes that opportunities to participate in high-value
activities motivate willingness to persevere through the
technology concernsand belief in the ability to learn new things
supersedes technol ogy-rel ated frustration.

There were relatively few hardware or internet issues after the
classes began, in part, because the study staff conducted the
one-on-one technology needs assessment before the initial
orientation meeting. Orientation to the Zoom featureswas akey
part of the initial instruction, resulting in most participants not
requiring additional support thereafter. Overall, the rates of the
technical challenges were low at the onset of remote Enhance
Fitness classes and declined further after the first 2 weeks of
classes. The most common challenges addressed during the
orientation session were related to camera adjustmentsto allow
for full body view while exercising at a distance sufficient to
see and hear the instructor. During the first 2 weeks of classes,
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the most common problem, experienced at arate of 10%, was
joining or staying on the videoconference. By the third week
of classes, joining or staying on the videoconference remained
the most common challenge but decreased to arate of less than
3%. We attribute the rel atively low rates of technical challenges
to (1) asampleof relatively educated older adultsincluding few
with previous videoconference experience, (2) theindividualized
orientation session conducted before the start of classes with
the opportunity for individual follow-up orientation sessions as
needed, (3) relatively immediate implementation of
tele-Enhance Fitness classes after the technology orientation
combined with the class structure (ie, 3 days per week) for
frequent repetition of thetechnology procedures, and (4) standby
technical assistance before and during the tele-Enhance Fitness
classes. Consideration of these factors, which align with adult
learning theory principles, may be beneficial in a successful
launch of aremote exercise program.

Owing to the limited research to date on adapting an
evidence-based exercise program for internet-based delivery to
older adults, the mixed-method approach provides advantages
at the current stage. Although previous studies have examined
technology adoption in older adults and learning strategies for
teaching older adults on technology use [44,45], few studies
have focused on strategies for supporting older adults to
participate in tele-exercise programs. Using the exploratory
sequential mixed-method design allowed participant preferences
to beincorporated into the technology orientation sessions and
then quantified the challenges encountered with and attendance
to the exercise classes, an indicator of the success of technology
adoption. With the goal of expanding access to tele-exercise
classes, an imperative next step is to replicate the study in a
larger and more diverse population of older adults, especially
regarding technology experience and gerontechnology anxiety.
An iterative process will help to refine the best practices in
supporting older adults in tel e-exercise participation.

Limitations

We acknowledge the limitations of this study. Computer systems
and software require frequent updates and occasionally undergo
format changes. In this study, we did not examine how these
updates or format changes impact perceptions of tele-exercise
or the challenges encountered in managing software updates or
new technology additions. The study sample consisted
predominantly of White, college-educated women with relatively
low gerontechnology anxiety and a history of technology use.
Therefore, the findings cannot be generalized to al older adults.
This study does not allow usto predict how technology barriers
will be perceived in more diverse populations. For example,
the findings related to the theme of belief in the ability to learn
new things may be more relevant to our homogeneous sample
of more educated White women and cannot be generalized to
all older adults. The current population wasoriginally recruited
from community-based senior centers and for the interview
sample, had previously participated in the in-person Enhance
Fitness classes. Purposeful sampling of Enhance Fitness
participants allowed us to capture arange of perspectives from
people with varying levels of comfort in using technology to
access group exercise classes. We intentionally interviewed
ol der adultswho had experience with in-person exercise classes
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to understand their needs in transitioning to remote classes. We
acknowledgethat their perceptions of the benefits of the classes
may have enhanced their desire to learn and use technology.
However, the high attendanceratesin the full sample, including
those with and without prior experience with in-person Enhance
Fitness, provides some evidence that people without prior
in-person Enhance Fitness exercise experience can overcome
technology barriers to engage in remote exercise classes, if
provided with sufficient support.

Implications and Conclusions

The COVID-19 pandemic has resulted in extreme measures to
reduce the spread of the virus, including the cessation of
community-based programs for older adults in senior centers
and fitness facilities. The loss of access to these programs
impacts social opportunities, management of chronic conditions,
and fall risk in older adults nationwide. With the availability of
vaccines, there is an expectation of returning to community
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programs in the near future. However, it istoo early to predict
how long the physical distancing measures will need to be
followed, and therefore how long until older adults can safely
resume participating in community-based exercise programs.
Until that time, remotely delivered programs remain a viable
option and, for some, a preferred mode of delivery because of
its convenience. On the basis of our findings, with appropriate
support and attention, older adults are able to participate in
remote exercise using technology. Importantly, these findings
are also relevant to the millions of older adultswho do not have
access to in-person community programs, such as those who
are homebound or living in rural areas. With sufficient tailoring
of technology and support to meet the needs of diverse
populations, continued development of best practices in this
area has the potentia to alow previously hard-to-reach
populations of older adults to participate in health-enhancing,
evidence-based exercise programs.
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Abstract

Background: Advances in mobile technology and public needs have resulted in the emergence of mobile health (mHealth)
services. Despite the potentia benefits of mHealth apps, older adults face challenges and barriers in adopting them.

Objective: The aims of this study are to understand older adults perception of mHealth services and to discover the barriers
that older adults face in theinitial adoption of mHealth apps.

Methods: This paper systematically analyzed main determinants related to mHealth services and investigated them through
guestionnaires, interviews, and aworkshop. Two studieswere carried out in London. In study 1, the questionnaireswith follow-up
interviews were conducted based on the literature review to uncover older adults' perception (including perceived usefulness,
perceived ease of use, and perceived behavioral control) of mHealth services. Study 2 was a workshop helping older adults to
trial selected mHealth apps. The workshop was conducted by the first author (JP) with assistance from 5 research students. The
barriers that older adults faced in the initial adoption period were observed. The interviews and workshop were audiotaped and
transcribed. Descriptive statistics and the thematic analysis technique were used for data analysis.

Results: Intotal, 30 older adultsin London completed the questionnaires and interviews in study 1. The results of study 1 show
that the lack of obvious advantage, low reliability, scary information, and the risk of privacy |eakage would decrease older adults
perceived usefulness of mHealth services; the design of app interface would directly affect the perceived ease of use; and aging
factors, especially the generation gap, would create barriers for older users. In total, 12 participants took part in the workshop of
study 2, including 8 who took part in study 1. The results of study 2 identified that access to technology, the way of interaction,
the risk of money loss, heavy workload of using an mHealth app, and different lifestyle are influential factors to older adults
adoption of mHealth services.

Conclusions: The perceptions of mHealth services of older adults were investigated; the barriers that older adults may facein
theinitial adoption stage wereidentified. On the basis of the synthesis of these results, design suggestions were proposed, including
technical improvement, freetrial, information clarification, and participatory design. They will help inform the design of mHealth
services to benefit older adults.

(JMIR Aging 2021;4(4):€30420) doi:10.2196/30420

KEYWORDS
older adults; mHealth; initial adoption; technology acceptance; design; mobile phone

https://aging.jmir.org/2021/4/e30420 JMIR Aging 2021 | vol. 4 | iss. 4 |e30420 | p.46
(page number not for citation purposes)


mailto:Hua.Dong@brunel.ac.uk
http://dx.doi.org/10.2196/30420
http://www.w3.org/Style/XSL
http://www.renderx.com/

JMIR AGING

Introduction

Background

Owing to the devel opment of information and communication
technology (ICT), health care service delivery nowadays goes
beyond traditional face-to-faceinteraction. ICT supports health
care with electronic communication and system networking
capabilities to provide, exchange, and facilitate exchange of
health-related information [1]. Mobile health (mHealth) emerged
in 2003; Robert Istepanian coined the term to describe the use
of emerging mobile communications and network technologies
for health care [2]. Compared with web-based health services
delivered from desktops and laptops, mHealth services have
the advantage of interacting with individuals with greater
frequency and flexibility, without being limited by time and
place [3]. Mobile technologies, especially smartphone-based
apps, can improve the efficiency of health care delivery,
ultimately make health care more effective [4-6] and help people
to better control their chronic conditions[7,8]. However, despite
the numerous benefits of mobile health (mHealth) apps,
relatively little is known about whether older adults perceive
that these apps confer such benefits. Their perspectives toward
the use of mobile apps for health-related purposes have not yet
been fully investigated [9].

“Living a healthier independent life” is vita for older adults
quality of life[10]. Given that the aging popul ation has become
a global issue, making mHealth services more acceptable by
older adultsis of paramount importance. For instance, the World
Health Organization has identified a good practice case study
in Singapore's Action Plan for Successful Aging, where a
mobile app, Healthy 365, was successfully used [11].

Prior Work

Although there has been a steady increase in the number of
studies exploring technology adoption or acceptance among
older adults, few have focused on mobile technologies, and
even fewer have explored the acceptability of maobiletechnology
use for health-related purposes [12]. Studies on mHealth
adoption among older people are far less than those on general
technology adoption among older people [13-15]. Because of
the importance of, and the increased interest in the field, a
scoping review protocol was proposed in 2020 to investigate
the willingness, perceived barriers, and motivators in adopting
mobile appsfor health-related interventions among ol der adults

[9].

Published studies on mHealth adoption [ 16-20] are mostly based
on the technology acceptance model (TAM) [21] and its
extended variations (ie, TAM2, TAM3, United Theory of
Acceptance and Usage of Technology [UTAUT], and
UTAUT?2). The Health Belief Model (HBM) and the Protection
Motivation Theory (PMT) also prove helpful in understanding
mHealth adoption. In research on health behavior, eHealth
literacy [22], self-efficacy [23], perceived vulnerability,
perceived severity, and health consciousness [24] are listed as
influential factors in people’s adoption of health information
technologies. Sun et a [25] integrated several models to find
that users intention to use mHealth services was determined

https://aging.jmir.org/2021/4/e30420
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by 5 key factors: performance expectancy, effort expectancy,
social influence, facilitating conditions, and threat appraisals.

Deng et a [18] extended the TAM with trust and perceived
risks in studying mHealth adoption in China. Alam et al [19]
extended UTAUT to include perceived reliability and price
value to investigate mHealth adoption in Bangladesh. These
studies used quantitative methods (eg, survey questionnaires)
and recruited patients from local hospitals. Cgjita et al [26]
investigated the intention to use mHealth in older adults with
heart failure, and associated facilitators and barriers[12], using
mixed-methods (ie, large survey + small-scale interview).
Minimal qualitative research was conducted with well-old users
[27] who are the largest potential beneficiaries of mHealth
services.

Previous research has mainly investigated how older adults use
technologies before the objectification phase and usability
problems after the conversion phase [28], and few have
investigated the initial adoption stage, that is, using only
elementary features and limited functions of maobile
technologies. Grindrod et a [29] evaluated user perceptions of
4 mobile medication management apps with older adults (those
aged =50 years) through usability testing and found that most
participantswere frustrated by their initial experienceswiththe

apps.n

This paper fills these gaps by exploring older adults’ initial
adoption of mHealth apps, using qualitative questionnaires
combined with interviews and user trial workshops to reveal
their perceptions and contextualized experiences. The insights
help generate design suggestions to make mHealth services
more acceptable to older adults.

Theoretical Framewor k

mHealth services use ICT. They are relevant to technology
adoption theories and can be traced back to the theory of
reasoned action (TRA) [30]. On the basis of the TRA, Davis et
a [31] developed the TAM in which they suggested that
perceived usefulness and perceived ease of use are the 2 most
important individual beliefsabout using information technol ogy.
Other researchers have extended the TAM and proposed the
TAM2 [21] and the TAM3 [32], decomposing perceived
usefulness and perceived ease of use. Ajzen [33] developed the
Theory of Planned Behavior (TPB) to extend the TRA and
added the new construct of perceived behavioral control.
Venkatesh et al proposed the UTAUT [34], combining 8 existing
theories, and the UTAUT2 [35] emphasized the consumer use
context.

Asakind of health behavior, mHealth adoption is also relevant
to theories of health behavior, such asthe HBM [36] and PMT
[37]. The HBM hypothesizes that health-related behavior
depends on the combination of perceived susceptibility,
perceived severity, perceived benefits, perceived barriers, cues
to action, and self-efficacy. The PMT stems from both threat
appraisal (perceived vulnerability and perceived severity) and
coping appraisal (response efficacy, self-efficacy, and response
cost) processes.

The theoretical framework of this study is based on the TRA,
TAM, TPB, UTAUT2, HBM, and PMT (column 2 in Table 1).
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Eight main constructs (column 1 in Table 1) were extracted by
grouping similar factors in these models. These constructs will

be further investigated through primary studiesin order to gain

Table 1. Eight main constructs extracted from existing models.

Pan et d

insights into older adults’ perceptions and the initial adoption
of mHealth services.

Construct Definition Origin from existing models
puU2 « Anindividua’s perception that using a particular system would enhance «  pereeived usefulnessin TAMP
his or her job performance [38]. *  Performance expectationin UTAUT2®
*  Perceived benefits in HBMY
*  Responseefficacy in PMT®
peouf e Anindividua’s perception that using a particular systemwould befree  «  Perceived ease of usein TAM
of effort [38]. «  Effort expectancy in UTAUT2
«  Perceived barriersin HBM
PeCY « Anindividua’s perception of how easy or difficult it will beto perform «  Perceived behavioral control in TAM
the target behavior [33]. « Facilitating conditionsin UTAUT2
«  Theperceptions of internal and external constraints on behavior anden- «  Perceived barriers and self-efficacy in HBM
compasses self-efficacy, resource facilitating conditions, and technology «  Self-efficacy and perceived cost in PMT
facilitating conditions [35].
g +  Anindividua’s perception of the degree to which most peoplewhoare  « g piective normin TRA!
important to him or her approve or disapprove of the target behavior [30]. Subjective normin PRI
«  Socid influencein UTAUT2
HMK « Anindividua’s perception of the fun or pleasure derived fromusinga  «  Hedonic motivation in UTAUT2
technology [35].
py! « Anindividua’s cognitive tradeoff between the perceived benefitsof the «  Pricevaluein UTAUT2
applications and the monetary cost for using them [39].
HB™ «  Theextenttowhichanindividual tendsto perform behaviorsautomatically «  Habit in UTAUT2
because of learning [40]. Habit is a perceptual construct that reflectsthe «  Experiencein UTAUT2
results of prior experiences [35].
PHC" « Anindividual’s perception of therisk of acquiring anillnessor disease .«  Perceived susceptibility and perceived severity

[37] and the seriousness of contracting an illness or disease [36]

in HBM
Perceived vulnerability and perceived severity
inPMT

3pU: perceived usefulness.

BTAM: technol ogy acceptance model.

CUTAUT2: United Theory of Acceptance and Usage of Technology.
9HBM: Health Belief Model.

®PMT: Protection Motivation Theory.

fPEOU: perceived ease of use.

9PBC: perceived behavioral control.

hSI: social influence.

TRA: theory of reasoned action.
ITPB: Theory of Planned Behavior.
KHM: hedonic motivation.

pv: price vaue.

"MHB: habit and experience.
"PHC: perceived health condition.

Methods

guestionnaires and interviews based on aliterature review. Study

Overview

2 observed how older adults initially use mHealth apps to

identify the barriers and experiences they have in mHealth

adoption.

An overview of this study is shown in Figure 1. Study 1
investigated older adults' perception of mHealth devicesthrough
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The research received ethical approval from the Queen Mary
University of London (QMERC2016/31). The insights from

Figure1l. Anoverview of thisresearch.
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these 2 studies help generate design suggestions to make
mHealth services more acceptable to older adults.

Initial
adoption

el
1\%\@

Design suggestions

Study 1: Investigation of Perceptions

Study 1 was conducted between January and February 2017 in
London. The study comprised a 15-minute questionnaire and a
follow-up interview (approximately 30-45 minutes). Conducting
face-to-face interviews following questionnaires can not only
help to obtain more detailed information from the participants
but also help rectify any misunderstanding of the answers. The
mHealth service discussed here mainly focused on health-related
services that can be accessed by smartphones and tablets, for
example, websites and mobile apps.

Existing studies have proved that age plays a moderating role
in mHealth adoption [41-43] and factors have different impacts
on mHealth adoption intention among different age groups[23].
In Britain, old age can be any age after 50 years and this
definition has been adopted in many human computer interaction
studies and initiatives such as age-friendly cities. In this study,

https://aging.jmir.org/2021/4/e30420

RenderX

we recruited well-old users [27] aged between 50 and 70 years
in East London. People with serious disease or impairmentsand
aged =70 years were excluded; this was to ensure independent
participation in the study (requiring traveling and basic
understanding of digital technology).

We targeted 30 samples, as suggested by Corder and Foreman
[44]. We included al 32 older adults who contacted us, but 2
of them failed to complete the whole process, so the valid
responses were 30. Convenience sampling was used; it is
cost-effective and has been widely accepted in information
system research [45]. Participants were recruited from the Age
UK, Hackney Mobile Centre, and the Queen Mary University
of London. The questionnaires and interviews were completed
in the classrooms of Age UK East London, Hackney Mobile
Centre, or the Senior Common Room of Queen Mary University
of London, depending on the time and venue availability. The
details of study 1 are shown in Table 2.

IMIR Aging 2021 | vol. 4 | iss. 4 [e30420 | p.49
(page number not for citation purposes)


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

JMIR AGING

Table 2. Details of study 1.
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Construct Content Research item
Demographic information «  Age, gender, living arrangement, education level, and employment status «  Questions 1-5
PHCA «  Perceived health condition +  Question 6
pPBCP «  Facilitating conditions (access to technology) e Questions 7-8
«  Age-related changesin using mobile technology «  Questions 12-17
HES « Using different devices for health purposes e Question 10
«  Using mobile devices for different purposes o Question11
pyd o  PU of web-based health information e Question 9 with interview
«  PU of mobile devices on health and well-being Question 18 with interview
«  PU of mobile health ‘
of mobrie apps e Quedtions19-31 withinterview
PEOUS «  Perceived ease of use « Interview

3PHC: perceived health condition.
bpBC: perceived behavioral control.
CHE: habits and experience.

dpu; perceived usefulness.

®PEOU: perceived ease of use.

To understand older adults' perceived usefulness of mHealth
apps, the participants were asked to rate the usefulness of
different features of mHealth apps and to give reasons for low
scores. An mHealth app typically offers more than one function;
in other words, an mHealth app has multiple features. To
understand main features offered by typical mHealth apps, the
authors (JP and HD) searched for the term health in both the
App Store (i0OS system) and Google Play Store (Android system)
in December 2016, downloaded the top 50 health-related apps
in each system, and analyzed the features of each app. For
example, Apple Hedlth has features for fitness and exercises
and for emergency (providing vital medical information of you
in an emergency). As aresult, 13 features were extracted from
the existing health-related apps, and they were evaluated by the
older adults participating in study 1.

To understand older adults' perceived behavioral control of
using mHealth services (eg, mobile apps), the participantswere
asked to rate how different age-related changes might stop them
from using an app, for example, visual impairment, hearing
loss, decline in memory, decline in the ability to understand
written and spoken languages, decline in the ability to focus
attention, and decline in movement control [46]. Generation

Table 3. Ten apps introduced in the workshop (in 5 pairs).

gap was also added, as we found from our previous pilot study
that older adults had difficulties in understanding new terms
generated by the younger generation. For example, they were
confused by the menu or navigation of a digital interface.

Study 2: Observation of Initial mHealth Adoption

This study took place as a workshop in March 2017 at the
Hackney Mobile Centre in East London, where a Wi-Fi
connection was available. mHealth apps were introduced to
older adults, and they were helped to start using these apps. At
the same time, how they initially used mHealth apps was
observed to identify the barriers and experiences that older
adults have in mHealth adoption. mHealth apps were selected
from the App Store and Google Play Store. After reviewing
over 100 mHealth apps, we identified 4 categories beneficial
to older adults health, namely web-based diagnosis, step
tracker, calories calculator or food diary, and health monitor.

As Google Fit (Android system only) and Apple Health (i0S
only) are embedded in most smartphones, they were aso
included in the trial. An additional 4 pairs of apps, free and
available in both Android and iOS systems, were chosen for
each category (Table 3).

Pair 1 Pair 2 Pair 3 Pair 4 Pair 5
Embedded health platforms Diagnosisontheweb  Step tracker Calories calculator and food diary ~ Health monitor
Google Fit Health Tap Movesum Lifesum iCare Health Monitor
(] (= (= (] (=
Apple Health Babylon Health Pacer Health My Fitness Pal mySugr Diabetes Diary

] E]

Il

] E]
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Pair 1: Embedded Health Platforms

Google Fit (Android system) and Apple Health (iOS system)
apps are often embedded in users' smartphones. They have the
basic function of step counting and integrating health
information from third-party health apps in the users’ phones
or wearable devicesto track fitness, nutrition, sleep, and weight.

Pair 2: Web-Based Diagnosis

The Health Tap and Babylon Health apps enable usersto have
online consultations with physicians and heath care
professionals via SM'S text messaging and video messaging.
They also help make appointments with general practitioners
(GPs) or pharmaciesin certain locations. Primary consultancy

is free, while more professional and responsive services incur
extra costs.

Pair 3: Step Tracker—Movesum and Pacer

The main function is to automatically record the user’s steps,
distance, active time, and calories burned all day. Movesum
motivates people to do exercise by showing what food they
have burned while Pacer allows people to join different online
groups based on common health goals and interests. Both apps
use smart notifications to help users reach their daily goals.

Pair 4. Calories Calculator and Food Diary

Unlike the step trackers, the Lifesum and My Fitness Pal apps
import activity information from other apps and focus more on
what people eat. Both provide barcode scanners for easy food
tracking, recording, and evaluating people’s diets. They also
give diet or exercise suggestions, but, to obtain personalized
suggestions, users need to upgrade to a premium version that
reguires extra payment.

Pair 5: Health Monitor

The iCare Health Monitor app measures blood pressure, heart
rate, vision, hearing, and SpO2breath rate without extradevices.
The mySugr Diabetes Diary app includes ablood sugar tracker,
carb logger, and a bolus calculator (Europe only). After users
put in their meal and medical information, together with activity
information from other apps, it will show the estimated glycated
hemoglobin level (an objective measure of glycemic control).
Users can export their daily, weekly, or monthly medical
analysis and report them with apaid version.

Theworkshop was conducted asan event at the Hackney Mobile
Centre. Participants were recruited through the Hackney Mobile
Centre's group email contact and poster advertisement. The
recruiting criteria were age between 50 and 70 years, using a
smartphone, and being interested in mHealth apps. In total, 21
older adults contacted usfor participation; however, considering
the size of the venue and the number of researchers, werecruited
only 57% (12/21). Older adults who took part in study 1 were
prioritized; 8 older adults from study 1 participated in the

https://aging.jmir.org/2021/4/e30420
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workshop, and 4 more participants were selected according to
the order in which they contacted us. All participants were asked
to bring their own smartphones. The workshop lasted 2 hours.
All the 10 free mHealth appswereintroduced to all participants.
They werethen invited to decide on which app to be downl oaded
to their own phones based on their interests.

The first author (JP) organized and conducted the workshop
with the assistance of 5 research students. Theresearch students
were recruited as volunteers through the university’s group
email contact with the following criteria: (1) have experience
in communicating with older adults, (2) native English speakers,
(3) interested in mHealth apps, and (4) have a smartphone that
can ingtall at least five of the selected apps. The research
students were asked to download and try each selected app the
day before theworkshop. They were trained by JP 1 hour before
the start of the workshop, and all followed the same procedure:
each was equipped with arecord sheet templateto tick the apps
tried and to record demographic information, negative and
positive perception, reasons for giving up, and willingness to
use the app in the next 3 months. Each of the research students
and JPtook care of 2 older participants, sitting in between them,
helping download apps, taking notes, and making audio
recordings. After the workshop, JP collected all the notes and
audio recordings and discussed with each research student about
their observation of the workshop. JP transcribed the notes
immediately after the workshop and checked the accuracy of
the notes with each research student through email
communication.

Descriptive statistics were used to summarize the participants
characteristics and outline the general situation of mHealth
adoption among older adults in London. Qualitative data from
interviews and workshops were analyzed using the thematic
analysis method. The 6-step thematic analysis approach by
Braun and Clarke [47] was adopted. A hybrid process of
inductive and deductive coding [48] was applied to continually
reflect on and refine the themes. Quotes from participants were
referenced to support the research statements.

Results

This section reports the outcomes from study 1 and study 2.

Outcomes of Study 1

The 30 participants completed both the questionnaire and the
follow-up interview. The sample characteristics of study 1 are
shown in Table 4. The participants were asked to rate their own
perceived health condition from 1 to 5 points (1 for poor and 5
for excellent). The average score of all the participants was 3.7
points (SD 1.15 points; minimum=1 point, maximum=5 points);
66% (20/30) of them had a positive perception (scores 4-5) of
their own health.
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Table 4. The sample characteristics of study 1.
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Characteristics

Values, n (%)

Age (years)
50-54
55-59
60-64
65-70

Gender
Male
Female

Living arrangement
Alone
With partner only
With child only
With partner and child
With other relative
Other

Education level
Postgraduate or higher degree
First Degree

HNDP, HNCS, or teaching

BTECY or college diploma

Associate level

Lower degree
Employment status

Retired

Employed part-time

Employed full-time

Unemployed

12 (40)
6 (20)
5(17)
7(23)

17 (57)
13 (43)

10 (33)
6 (20)
3(10)
7(23)
1(3)
3(10)

11(37)
4(13)
2(7)
7(23)
3(10)
3(10)

7(23)
5(17)
9 (30)
9(30)

#There were atotal of 30 valid samples.

bHND: Higher Nationa Diploma.

CHNC: Higher National Certificate.

dBTEC: Business and Technol ogy Education Council.

Access to Technology

Among all the participants, all (30/30, 100%) had accessto the
internet, 80% (24/30) had a PC, 47% (14/30) had a cell phone
(simple mobile phones), 80% (24/30) had a smartphone, 67%
(20/30) had a persona tablet, and 7% (2/30) had smart
wristbands. In total, 80% (24/30) of participants had a smart
mobile device capable of searching on the web and installing

apps.
Using Different Devices for Health Purposes

In total, 13% (4/30) of the participants used an app related to
health. The apps used were Fithit, GoogleFit, Runkeeper, and

https://aging.jmir.org/2021/4/e30420

Apple Health. Their adoption of mHealth apps was rather
passive, as they stated:

| useit becauseit[ig] just there, theinformation turns
out automatically, so | can seeit.

My daughter bought the wristband for me, so | wear
it. But rarely check the data on the phone.

We also investigated how frequently the participants used the
internet and different devices for health purposes. The results
are shown in Figure 2.
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Figure 2. Frequency of using the internet and different devices for health purposes by older adults.
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All participants had access to the internet, and 90% (27/30) of
them had experience in using the internet for health purposes.
Not many people use mHealth apps; smartphones seem to be
the first choice for older adults to obtain health information or
services on the web. In total, 76% (18/24) of the participants
had smartphones and accessed health information or services
by their smartphones.

Table 5. Frequency of using mobile devices for different purposes.?

Computer

Tablet Cell phone

Using Mobile Devices for Different Purposes

Mobile devices are required to adopt mHealth services.
Therefore, weinvestigated how ol der adults use mobile devices.
The results are summarized in Table 5 (excluding people who
only haveasimple cell phone astheir devices may have limited
their choices).

Purpose of use

Frequency of use?

Values, Minimum  Values, Maximum  Vaues, mean (SD)

Creation (eg, taking a photo, filming avideo, or editing afile)
Traffic and transportation (eg, Google Maps and Citymapper)
Socia engagement (eg, Facebook or Twitter)

Entertainment (eg, playing games, listening to music, and watching videos)
Health and fitness (eg, searching information, sport tracking, and health management)
Web-based transaction (eg, web-based shopping, banking, and paying bills)

5 35(0.9)
5 33(1.3)
5 2.8(16)
5 2.7 (15)
4 1.9 (1.1)
4 1.8(1.2)

[ S N N L

8Thevalid sample sizeis 24.

b1=never; 2=less than once amonth; 3=every month; 4=every week; 5=every day.

Perceived Usefulness of mHealth Services

As few participants had experience using mHealth apps or
wearable health devices, we asked how older adults perceived
the usefulness of mobile devicesfor their health and well-being.
The main health-related benefits are seeking information on
health issues (70%), making appointments, and maintaining
contact with physicians (67%). However, 75% (22/30) of the
participants did not think that mobile devices were beneficial
to their health or had doubts. As participants said:

| don’'t know who put the health information online,
maybe someone is just pretending to be a specialist.

Same symptoms on different people can beresult from
different reasons and same recipe may have different
effect on different people, even physicians cannot give
me suggestions before seeing me face to face.

https://aging.jmir.org/2021/4/e30420

If they had to search for health information on the web, most
of the older adults would choose the website of the National
Health Service, and some also said that they would search for
academic articles to obtain more reliable information.

To understand older adults’ perceived usefulness of mHealth
services, the participants were asked to evaluate 13 different
functions using ascalefrom 0to 4 (0 meansthisfunction is not
useful at all and 4 meansthisfunctionisvery useful). The most
highly valued function wasfor emergency (mean 2.83, SD 1.40)
followed by making an appointment with physicians or hospitals
or GPs (mean 2.79, SD 1.50) and knowledge about health and
health preservation (mean 2.54, SD 1.39). Some respondents
also mentioned that they would try to communicate with a
physician on the web only if they were unable to go outside.
Most of them thought that the mHealth service was not bad but
not essential. As one participant noted:
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It is a good service, but not necessary to me. I'm
satisfied with life without it.

Pan et d

1. No obvious advantage: compared with older adults' own
way of taking care of themselves, the mHealth service did

The main reasons for the lower scores (negative perceptions) , not seem to show sufficient advantages for them.

are summarized in Table 6.

Low reliability: the information or result provided by the
mHealth service did not have or show high reliability.

Four main factors that decrease the perceived usefulness of 3. Seary information: health information can be difficult to

mHealth services were identified:

Table 6. Negative perception of mobile health services.

understand or scary to know to some people.

4. Risk of privacy leakage: the concern about privacy has
hindered older adults from putting their personal
information on their mobile phones or on the internet.

Function Reasons for giving alow score

Knowledge about health and health preservation information

Self-assessment or self-diagnosis (eg, check health statueswith
apps or websites by yourself) .

Health measurement (eg, body temperature, blood pressure,
blood glucose, and heartbeat)

Access to health record or history .

Making an appointment with physicians or hospitalsor GPs®

Helping with healthy diet (eg, healthy recipes, caloriescalcula-

tor, or food diary) .
Information of medicine .
Fitness and exercises (step counter and exercise guide) .
Communicating with a physician on the web .

Communicating with people who have the same hedlthissue  «

Long-term situation management .

Reminder for taking medicine or meeting a physician .

For emergency (eg, calling for help automatically or providing -«
vital medical information of you in an emergency, such asaller-
giesand medical conditions)

“| don't trust it

“1’m not a health professional, | prefer to see aphysician.”

“Pharmacy isjust around the corner, why should | do it myself?’

“1 rarely do self-diagnose or assessment, thethinking if there's something wrong
with me will make peoplerealy sick.”

“I'mafraid that | can’t useitin aright way and that will make the measurement
not accurate.”
“1 don’t want to buy all the devices for measurement.”

“1 don't really understand all the terms, there’s no need for me to seeit.”
“Looking into the bad record makes me feel even worse.”

“Calling the GP is easy, using an app for it may make it more complicated.”

“It’s hard to calculate the calories or sugar in an accurate way.”
“1 don't think | can keep on with the diary.”
“1’m already eating in aquite healthy way.”

“| can check it on the package.”

“| don't need it
“1’m not an exercise person.”
“The number is not accurate.”

“1 like seeing people’s eyes.”

“1 feel more comfortable to talk with a physician face to face.”

“Physicians cannot see and feel how | am web-based.”

“Although you have communication with a physician web-based, he or she will
aways suggest you to come to the GP”

“You will still have to go to the GP or hospital for some tests.”

“1 don't want to talk about my disease with strangers.”

“Same symptoms on different people can be result from different reasons and
same prescription may have different effect on different people. They are not
specialist, there's no meaning to discuss with other patients.”

“1 don't have serious long-term situation.”

“My diabetesis under control and | don’t think | need an app to deal with it.”
“1 think going to seethe physiciansregularly isthe best way to control my long-
term situation.”

“| don't take medicine”
“My GP will send me a message to remind me of the appointment.”

“1 don't want my information to be seen by others, what if | lost my phone?’

8GP: general practitioner.
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Perceived Ease of Use of mHealth Apps

To understand what really affects older adults' perceived ease
of use of apps, the participants were asked the following
questions:

What is*“ ease of use” of an app to you?

Which of these two apps you use is “ easier to use”
and why?

Pan et d

The factors identified were clarity of the language, text size,
knowing where (which icon or button) to press, knowing what
the icon or button means, finding what | need easily, knowing
how to use without |earning, and having no problemto do what
| want.

Perceived Behavioral Control of Using a Mobile App

In the questionnaire, participants ranked how aging factors
might stop using an app. The higher the score, the greater the
influence. The results are presented in Table 7.

Table 7. How aging factors influence older adults’ adoption of mobile apps.2

Aging factors

Generation gap (having difficulty to understand the new terms generated by the younger generation) 0 4 1.7(1.3)

Visual impairment

Declinein memory

Declinein the ability to understand written and spoken languages
Declinein the ability to focus attention

Hearing loss

Decline in movement control (eg, typing or clicking)

Influence®

Values,  Values, Values,
Minimum Maximum  mean (SD)
0 4 15(1.4)

0 4 15(1.3)

0 4 1.2(L5)

0 4 1.1(13)

0 4 0.9 (1.0)

0 4 0.9 (1.1)

#The valid sample sizeis 30.

Po=no influence; 1=small influence; 2=some influence; 3=big influence; 4=great influence.

Generation gap hasthe most influence on older adults’ adoption

42% males and 7/12, 58% females), aged between 50 and 70

of mobile apps. Visual impairments have the second biggest years (minimum 52, maximum 66; mean 56.8, SD 4.5)

influence, followed by Decline in memory.

Outcomes of Study 2

Theworkshop (study 2) was conducted in March 2017, amonth
after the completion of study 1. In total, 12 participants (5/12,

https://aging.jmir.org/2021/4/e30420

participated in the workshop. Table 8 shows the sample

characteristics of study 2.
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Table 8. The sample characteristics of study 2.2

Pan et d

Characteristics

Values, n (%)

Age (years)
50-54
55-59
60-64
65-70

Gender
Male
Female

Living arrangement
Alone
With partner only
With child only
With partner and child
With other relative
Other

Education level
Postgraduate or higher degree
First degree

HNDP, HNCS, or teaching

BTECY or college diploma

A-level

Lower degree
Employment status

Retired

Employed part-time

Employed full-time

Unemployed

2(16)
5 (42)
4(33)
1(8)

5 (42)
7(58)

2(16)
6 (50)
3(25)
1(8)
0(0)
0(0)

0(0)
1(8)
2(16)
5(42)
4(33)
0(0)

7 (58)
3(25)
0(0)

2(16)

#Thevalid sample sizeis 12.

bHND: Higher Nationa Diploma.

CHNC: Higher National Certificate.

dBTEC: Business and Technol ogy Education Council.

Barriersto the I nitial Adoption of mHealth Apps

Embedded health platforms proved the easiest for participants
to try because of thelack of need for downloading; 1 participant
abandoned the tests when downloading a new app; there was
not enough storage space in her phone. She said:

It says there's not enough space. | have to delete old
appsto install new apps. But | amnot sureif | really
want this one [ the app introduced in the workshop]

In total, 2 participants withdrew from the tests during
installation. When the app asked for access to their location or
photos, they gave up, worrying about the security of their
personal data:

https://aging.jmir.org/2021/4/e30420

Why they want to access my camera? | don’t want to
share my location. It's unsafe. I'd rather not useit.

A total of 2 participants decided to quit the tests during the
registration process. Almost all health-related apps require
registration, which often requires personal information such as
age, gender, and weight. Participants felt that their privacy was
invaded, especially when they had no ideawhat these apps could
do for them. One participant complained:

It asked for too much. You need to be cautious when
putting personal information online. . .never know
who is on the other side of the app. Of course, if it
can really benefit my health, I'll take that. But for
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now, | just want to have a try, | don’'t know if it is installation. Second, the internet must be available (meaning

what | want.

that people are willing to pay for using mHealth apps and are

The physical barriers to mHealth adoption are illustrated in  comfortablewith connecting their devicesto theinternet). Third,
Figure 3 based on these observations. First, older adults must ~ Peoplewill choosean mHealth app to download and then install
have access to a mobile device with adequate space for app  the @pp. Registrations are often required after the installation

Figure 3. Barriersto adopting mobile health apps.

Feedback From I nitial Experience

of an mHealth app.

ACCESS toa derce

use

From the participants feedback, factorsinfluencing older adults
initial experience of using mHealth apps were identified as

In total, 58% (7/12) of participants installed one or more follows.
mHealth apps in the workshop. The feedback on their initial

experienceis summarized in Table 9.

Table 9. Participants’ feedback regarding their initial experience of mobile health apps.2

App categories Peoplewhotried, n (%) Feedback
Embedded hedlth plat- 9 (75) « “I’'mnotredly usingit, | just notice my steps when the notification from the app shows up.”
form

Diagnoseontheweb 4 (33)

Step tracker 3(25)

Caloriescalculator and 6 (50)
food diary

Health monitor 7 (58)

“It keeps asking me to put in personal information before | can find out if | really want this.”
“If I... will it cost my money?’

“It'suseless; it still asked me to see aphysician.”

“There's no response.”

“It requires very good internet connection”.

“I won't do aface chat without Wi-Fi.”

“It (Pacer) doesn’'t have much difference with Google fit”
“I’'m not eating junk food, showing me how much junk food | have burnt is useless”

“It keeps asking me to put in persona information before | can find out if | really want this.”
“1 don’t have patience to cal culate my calories every day.” “ Scanning bar codes for recording
caloriesiscool, but many self-made food still need to be calculated by myself.”

“If the calculation is not accurate, it isn’t helpful to me.”

“Theway to useit isamazing!”
“1 don’t want to buy any extradevice unlessit’s really accurate and not very expensive”

#Thevalid sample sizeis 12.
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Access to Technology

Access to technology can not only stop people from adopting
an mHealth app, but also affect their experiencein using it. For
example, when web-based consultancy was introduced, 1
participant mentioned the following:

| don’t have W-Fi connection at home, and | won't
do a face chat without Wi-Fi. Otherwise, I'll pay very
expensive Internet fees. So actually, this function is
not useful to me.

Some participants had an unnerving experience in the
self-diagnosis process. Long waiting for system responses often
frustrates people when the responses come slowly owing to the
unstable connection of the internet or low speed:

It doesn’t respond.
My phoneis stuck. What's wrong with it?
What should | do now?...Should | keep waiting?

The Way of I nteraction

A one-way interaction may fail to attract older adults’ attention
and thus has little impact on their health. This was observed
most obviously in the embedded health platform and Step
Tracker. Before this workshop, the participants who used the
platforms were unaware that they were using an mHealth app.
As one participant noted:

I’'mnot really using it. | just notice my stepswhen the
notification from the app shows up

Without connection with other health-related apps, the platforms
mostly work as a Step Tracker. People who tried this type of
app in the workshop did not show much enthusiasm. One
participant said:

| canfindthat | walk more or less stepsthan yesterday
by using thisapp. | seeit [the numbers], but | do care
about it.

iCare Health Monitor, an app used to measure blood pressure,
heart rate, vision, hearing, SpO2, and breathing rate was the
most wel comed app in the workshop; 7 (58%) participantstried
this app and were surprised to be able to measure their blood
pressure using a phone camera. Although they were told that
the measurements might not be very accurate, all of them
intended to use this app in the next 3 months.

Risk of Money Loss

The participants were not ready to pay for a mobile health
service that they did not understand. Many participants kept
asking questions such as:

Isit free?
If I...will it cost my money?

This was observed in web-based diagnosis apps. With these
apps, users can perform a self-diagnosi s step-by-step or consult
a physician or therapist and receive medical advice quickly;
33% (4/12) of participants tried an app in this category.
Although they had been told that Talking to a qualified physician
on demand via a video consultation or phone call will cost
money while Texting your medical questionsto a physician to
receive a quick, personal response is free, they were reluctant

https://aging.jmir.org/2021/4/e30420

Pan et d

to use this free function, worrying about wasting money by
misuse.

Heavy Workload

Excessive workload prevents older adults from using mHealth
services. Thiswasthe case for the calories calculator and food
diary. These apps require users to enter a large amount of
information every day to obtain accurate results. One participant
noted:

Thiswill work only if | put accurate datainto it. It's
difficult to count caloriesof what | eat. It'simpossible
for meto do that every meal.

Similar feelings were experienced when the participant tried
mySugr Diabetes Diary.

Different Lifestyle

Different lifestyles|ead to different needs. As many older adults
eat relatively healthy food, showing how much junk food have
been burnt (Movesum) was not appealing for them.

While online communities were becoming popular among older
adults, joining an online group (Pacer) was not very attractive
when they had no idea of using the same app. Few participants
checked this function.

The barcode scanner in the calories calculator and food diary
is designed to reduce the user's workload of inputting
information. However, it can only recognize information on
limited packages such as fast food. This design is not in
accordance with the lifestyles of older adults who often cook
by themselves. One participant said:

| seldom eat fast food. | always cook at home. To get
an accurate number of calories, | need to weigh how
much the raw material | used in the meal by myself.
The scanner won't help much.

Discussion

Principal Findings
This paper has uncovered older adults’ perceptions and initial

adoption of mHealth services using qudlitative data collected
from questionnaires, interviews, and workshopsin East London.

Study 1 found that thelack of obvious advantage, low reliability,
scary information, and risk of privacy leakage will decreasethe
perceived usefulness of mHealth services; the design of app
interface will directly affect the perceived ease of use; aging
factors, especialy the generation gap, will make mHealth
difficult for older adults to use.

Study 2 identified the barriersthat older adultsface during their
initial adoption of mHeath apps (Figure 3). Access to
technology, the way of interaction, therisk of money loss, heavy
workload to use an mHealth app, and the different lifestyles of
older adults have a great influence on older adults adoption of
mHealth services.

On the basis of the results of the 2 studies, the implications for
the design are summarized in Textbox 1. These suggestions can
help design practitioners develop more acceptable mHealth
services for awider population.
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Textbox 1. Implications for designing mobile health apps.

Pan et d

Technical improvement
« Reducing the size of the app
«  Improving data security

« Improving the accuracy of information

Freetrial

Infor mation clarification

o  Clarifying what is free and what is paid service

« Avoiding information that scares people

Participatory design

of technology [11,49]

«  Providing quick and easy ways of inputting data, especially when similar data are required frequently

« Providing afree and quick trial of the main serviceinstead of asking for personal information before people know the function of the app

«  Making security visible. For example, showing who have accessto the data, and explaining why the app needs accessto users’ photos or locations

«  Providing instruction of the next step, especially when processing takes long

« Involving older people in the design process when designing apps that are expected to be adopted by them. Treating them as active consumers

« Involving health care professionalsin the health information design. The information should be easy for older people to understand

Implications for Design

The implications fal into 4 categories, that is, technical
improvement, free trial, information clarification, and
participatory design. The specific suggestions are presented in
Textbox 1.

Taking traditional or other existing health care services into
consideration and offering (added) advantages.

Research Contributions

Compared with prior studies, the value of this study liesin its
3 contributions. As for theoretical contribution, this study
systematically analyzed several main determinants from
theoretical models, such as the theory of reasoned action,
technology acceptance model, Theory of Planned Behavior,
UTAUTZ2, Hedth Belief Model, and Protection Motivation
Theory, and investigates them through primary research. Some
factors were redefined or decomposed according to our results.

Perceived useful ness has been used to predict mHealth adoption
[16-18,20]. In this paper, perceived relative advantage is found
to be a better substitute for explaining older adults' initial
adoption of mHealth services. Thisisin line with the related
advantage in the diffusion of innovation theory [50]. mHealth
services should not only be good but also have more relative
advantage than traditional health care services. Older adults
perceived usefulness of mHealth services is associated with
lifestyle compatibility and information quality. An mHealth
serviceisperceived to be useful only whenitiscompatiblewith
the lifestyle of older adults. This is in accordance with the
compatibility factor in the diffusion of innovation theory, which
indicates how consistent the innovation is with the values,
experiences, and needs of potential adopters [50]. Information
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should not only be easy to understand but should also avoid
frightening older people.

Perceived behavioral control in this paper is investigated
through the accessto technology and age-rel ated ability decline.
Access to technology affects older adults' initial adoption of
mHealth apps. Many older adults do not often upgrade their
mobile devices or internet services, and their out-of-date
facilities constrain them from downloading new apps (Figure
3). Age-related ability declineinfluences ol der people'sadoption
of mobile apps. This is consistent with the findings from
previous studies[42,43]. Our study & so suggeststhat generation
gap creates understanding barriers (Table 8), which has not
been addressed by published studies.

Ease of use isthought to be perceived firstly from the interface
of an App, such asthetext and icons (study 1). However, heavy
workloads for registration and inputting information often put
older people off before they start (study 2).

Perceived reliability is positively correlated with the intention
to use mHealth services [19]. However, it seems that the
accuracy of the information is less important in the workshop
than what people said in the questionnaire and interview
sessions. A novel and easy interaction (eg, using aphone camera
to measure blood pressure) can motivate people to start.

mHealth apps generate new security and privacy concerns[51].
Evidence has shown that perceived risk, including performance
risk, legal concern, and privacy risk, may significantly decrease
older people’sintention to use mHealth apps [52]. In our study,
the risk of using mHealth apps perceived by the participants
was mostly due to privacy leakage (study 1) and unexpected
money loss (study 2).
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In the methodol ogical contribution, the hands-ontrial (study 2)
illustrates concerns and frustrations when older people bodily
experienced mHealth apps and provides deeper insights into
key issues of initia adoption. The entire study is digitized
(access to internet, smartphones, tablets, downloading apps,
and initial trial), and goes beyond common technology use
among older adultsin general.

In the practical contribution, we not only investigated
perceptions and barriers but al so proposed suggestionsto design
potential barriers. The design implications and specific
suggestions are based on the findings of our studies (shown in
Textbox 1) to support the better design of mHealth services.
Our suggestions share some commonality with [53] which
proposed to face cultural resistance and concerns, improve
engagement of users in design (see the participatory design
suggestion in Textbox 1), and build or increase users' trust (see
freetrial and information clarification in Textbox 1). Our more
detailed suggestions will help designers tackle these barriers
more effectively.

Limitations and Future Work

Thisstudy has several limitations. Thisresearch was conducted
in East London, and the sampling was not representative of the
United Kingdom older population or older adults in general.
Participants from different countries and regions could have
various perceptions and face different barriers to mHealth
services. Gender balance could also have an impact on the
results. We tried to balance the participants' gender, but in
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reality, study 1 had more male participants (17/30, 57%) and
study 2 had more female participants (7/12, 58%). Our
participants were relatively well educated, and around 60%
wereyounger well-old users (aged 50-60 years). Thisisbecause
of our recruitment methods and criteria. However, they may be
early adopters of mHealth servicesin thefuture. Theworkshop
participants had limited experience of using mHealth services,
which is common among older populations (and given the
sampling, the situation of a general older population may be
worse). We focused on the initial adoption of mHealth,
regardless of the users' prior experience. It isuseful to observe
5 users withdrawing from the trial because of the various
barriers encountered during the process. Seven userstill provide
good insights into major usability problems [54,55], and we
have been able to learn from both successful and failed
user-testing.

In our study, eHealth literacy, hedonic motivation, price value,
and socia influence have not been fully investigated. Future
research should address these issues in detail. For future work,
more participants with experience using mHealth apps will be
recruited to find the motivationsin addition to the barriers. Our
research was conducted before the COVID-19 pandemic, and
health service systems have been largely challenged by the
pandemic; significantly more people have experienced remote
or web-based health consultation since 2020, which might
motivate older adultsto accept mHealth if barriers are addressed
and trustworthinessis ensured.
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Abstract

Background: Patient engagement is critical for realizing the value of telehealth modalities such as the patient portal. Family
caregiver engagement may also be critical for facilitating the use of the patient portal among adult patients, including older adults.

Objective: This study aims to analyze the 2019 Health Information National Trends Survey to characterize family caregivers
use of their care recipient’s patient portal in terms of sociodemographic, health, and caregiving characteristics and caregivers
use of their own portal.

Methods: We conducted a secondary analysis of cross-sectional data from the National Cancer Ingtitute’'s Health Information
National Trends Survey 5 Cycle 3. This survey was administered to 5438 US adults between January and May 2019. We analyzed
data from 320 respondents who were identified as family caregivers. We created measures to reflect family caregivers' use of
their care recipient’s and their own portal, caregiver demographic and caregiving characteristics, and care recipient health
characteristics.

Results. Over half of the caregivers (179/320, 55.9%) reported using their own portal at least once, whereas only one-third
(105/320, 32.8%) reported using their care recipient’s record in the previous 12 months. Caregivers using their own portal were
significantly more likely to use their care recipient’s portal (odds ratio 11.18; P<.001).

Conclusions: Poalicies should enable patients to designate family caregivers who can access their patient portal. Providers could
screen caregivers for challenges in their caregiving responsibilities that may be addressed through the portal so they can better
support their adult relatives. Interventions to support family caregivers, especially older caregivers, in using their own portal may
facilitate their use of their care recipient’s portal.

(IMIR Aging 2021;4(4):629074) doi:10.2196/29074

KEYWORDS

informal caregivers; family caregivers; patient portal; electronic health record; telehealth; aging in place; web-based medical
record

: telecommunication) can fill gaps in health care delivery,
Introduction including increasing access to services, reducing patient and
Background family burdens (eg, transportation), and alleviating the impacts

of provider shortages [1]. Thisis particularly the case among
older adults who may experience greater barriers to access
because of transportation and mobility challenges, with

Telehealth (ie, synchronous or asynchronous distribution of
health services and information via electronic information or
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implications for continuity of care and ability to age in place
[2]. However, there is a need to build evidence of patient
engagement with telehealth modalities, such asthe patient portal,
to contribute to its value in care delivery for patients and their
family caregivers[1].

Family caregivers are increasingly involved in health care and
medical responsibilities, including communicating with
clinicians, supporting medical decision-making, and assisting
adult care recipientswith following clinician recommendations
[3,4]. Despite being responsible for communicating with their
carerecipient’shealth care providers, few family caregiversuse
their carerecipient’s patient portal [5]. Studiesreport that about
40% to 50% of patients use their patient portal [6,7] and that
only 25% to 35% of caregivers, including family members and
nonrelatives, use the portal for their caregiving responsibilities
[5,8]. Two of the major challenges caregivers report include
unmet information needs regarding their care recipient’s health
conditions and difficulties in communicating with their care
recipient’s provider; these challenges can have implicationsfor
caregiver distress and burden [9]. Providing caregivers with
access to their care recipient’s patient portal can support
caregiversin their responsibilities of communicating with their
carerecipient’s clinicians and retrieving important information
about their care recipient’s health care needs, with the potential
for enabling effective patient care[9,10]. In particular, for those
supporting adults, family caregivers inclusion in the patient
portal can support aging in place or their relative’'s ability to
live in their own home or community independently by
facilitating remote communication and ensuring provision of
clinical advice, medication refills, and viewing of laboratory
results and referrals without making the care recipient
susceptible to potential barriers such as transportation or
mobility [11,12].

Previous studies characterizing the use of the patient portal
suggest that low engagement with the patient portal for certain
populations, such as older adults, could be attributed to
technology barriers or to the possibility that family caregivers
areusing the patient portal on their behalf [6,7]. Although some
caregivers have formal proxy access to their care recipient’s
portal (with estimates at lessthan 5%), some literature suggests
that 25% to 50% of proxiesinformally usetheir carerecipient’s
portal [13-15]. By offering caregivers log-in credentials for
informal proxy access, patients may share more health
information than intended or desired [16]. Furthermore, only
two-thirds of surveyed American hospitals were found to
provide the option of granting proxy access, and the process of
doing so was often time consuming and challenging [17]. In
addition, proxy access tools may not provide patients with the
flexibility to choose which information should be shared with
caregivers [15,18]. In general, studies suggest low use of the
patient portal among family caregivers despite the potential
benefitsfor adult care recipients, including aging in place, early
detection of health needs, and continuity of care[2,5,16,19,20].
Prior work has demonstrated opportunities for patient portal
use to aid family caregivers, including formally designating
caregivers on patients’ medical records, supporting caregivers
in their caregiving roles via training and access to behavioral
health services, supporting caregiversin health care tasks, and
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expanding portal functionality to address caregivers unique
needs[21]. Further, little research has examined how caregivers
use of their own patient portal isrelated to their use of their care
recipient’s patient portal [22]. Family caregivers who use their
own patient portal may be more likely to use their care
recipient’s patient portal, whereas those who do not use their
own patient portal may have concerns about using the
technology or may have concerns about using their own patient
portal that translates to similar concerns about using their care
recipient’sportal . Caregivers might also be morelikely to access
their care recipient’s patient portal if they anticipate a specific
need, for instance, to obtain important laboratory test results or
communicate with a provider about an upcoming surgery [14].

Objectives

Unlessfamily caregiversare effectively integrated into telehealth
modalities such as the patient portal, there is potentia to
exacerbate disparities in access to telehealth and subsequent
impactson health, for example, among older adults, adultswith
limited computer or internet access, and racial and ethnic
minority adultswho may face sociocultural barriersto effective
care independently via telehealth [23]. Family caregivers may
be critical for ensuring effective and equitable health care
delivery viatelehealth modalities, including the patient portal.
The purpose of this study is to characterize family caregivers
use of their carerecipient’s patient portal in terms of caregivers
use of their own patient portal, to better inform the devel opment
of policies and design technologies that support family
caregivers in managing their own health and the health and
health care of their care recipient.

Methods

Data Source

We used data from the National Cancer Institute’s publicly
available Health Information National Trends Survey (HINTS).
The nationally representative survey routinely collects
information about the American public’s use of cancer-related
information and seeksto understand how adults aged >18 years
use different types of health communication to obtain health
information for themselves and for their relatives. We performed
a secondary analysis of data from the HINTS 5 Cycle 3,
administered to 5438 US adults between January and May 2019
[24].

Study Sample

We restricted our sample to respondents who were family
caregivers. First, we excluded observations (n=197) with missing
responses to the question: Are you currently caring for or
making health care decisions for someone with a medical,
behavioral, disability, or other condition? We excluded
noncaregivers (n=4413); respondents who provided professiona
support or had missing information about whether they provided
professional caregiving support (n=122); caregiversof multiple
adult care recipients and sandwich generation caregivers (ie,
supporting both a child or children and at least one adult care
recipient; n=10); and caregiversof friends or nonrelatives (n=18)
to focus on family members specifically. We aso excluded
caregivers of children (n=221) as the policy landscape for
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caregivers of children (often parents or guardians) is different
from the policies governing caregiver access to the medical
records of adult relatives. Finally, we excluded observations
with missing data in any of our measures of interest described
below (n=137), resulting in our final analytic sample of (N=320)
family caregivers.

M easures

Our outcome of interest was caregiver use of their care
recipient’s medical record, based on the question: How many
times did you access your care recipient’s web-based medical
record inthelast 12 months? Respondentsindicated the number
of timesthey accessed the record from options: none, 1-2 times,
3-5 times, 6-9 times, and 10 or more times. From this, we
created an indicator variable reflecting “No use (0)” or “Use

@~

We assessed caregiver use of their own patient portal based on
the question: How many times did you access your web-based
medical record in the last 12 months? Possible responses
included: 0, 1-2 times, 3-5 times, 6-9 times, and 10 or more
times. From this, we created an indicator variable reflecting
“Nouse(0)” or “Use(1),” which reflected using the portal more
than once. Other covariates included caregiver demographic
characteristics (ageinyears, self-reported sex [male or femalg],
race and ethnicity [White, non-Hispanic; Black, non-Hispanic;
Hispanic; and other, non-Hispanic], education [high school or
less, some college, and college graduate], and United States
Department of Agriculture metropolitan indicator [nonmetro
VS metra]), caregiver physical health conditions (diagnoses of
cancer, diabetes, heart condition, lung disease, or multiple
conditions), caregiver mental health condition (diagnosis of
depression), caregiving experiences (relationship to care
recipient [spouse or partner, adult child, and other relative]),
hours spent caregiving per week (lessthan 20 and 20 or more),
and care recipient’s health conditions (physical, cognitive, or
both).

To better understand the variation in caregivers use of their
own medical record, which may give usinsight into caregivers
familiarity with different uses of the portal and their subsequent
engagement with their care recipient’s portal, we evaluated
caregivers reported uses of their patient portals and reasonsfor
not using their records. Measures indicating reasons for using
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the record included medication refills, correcting inaccurate
information in the record, securely messaging health care
providersor staff, adding health information such as side effects
to share with provider, downloading health information to a
personal device such asaphone, and using information to make
adecision about treatment. Measuresindicating reasonsfor not
using the record included preference to speak with the provider
directly, not having away to accessthe website, concerns about
the privacy or security of the website, difficulties logging in,
discomfort or insufficient experience with computers, having
multiple portals, and not having aneed to use the patient portal.

Statistical Analysis

We summarized descriptive statistics to characterize the sample
and then conducted a multivariable logistic regression to
estimate the relationship between our outcome of interest
(caregiver use [any vs noneg] of the care recipient’s patient
portal) and covariates (caregiver use of own patient portal,
demographic, health, and caregiving characteristics). Finally,
we summarized the uses of the portal among caregivers who
reported accessing their portal and reasons for not using the
portal, among those who reported not accessing their patient
portal.

Results

Overview

The final sample included 320 family caregivers. The average
age of respondents was 57.8 years (SD 13.6), with nearly half
of the respondents aged >60 years (Table 1). Our sample was
predominantly female (190/320, 59.4%) and White,
non-Hispanic (206/320, 64.4%). Nearly haf of our sample
reported having high blood pressure or hypertension (142/320,
44.4%), and over one-quarter (83/320, 25.9%) reported having
depression. Over half of our sample (165/320, 51.6%) provided
care to a parent, and almost one-third (97/320, 30.3%) support
a spouse or partner. All respondents supported their care
recipient with a physical condition (eg, diabetes, cancer, and
aging-related conditions) and 57.5% (184/320) supported their
care recipient with a cognitive condition (eg, dementia) with
over one-third (112/320, 35%) of the respondents reporting
spending 20 or more hours per week toward caregiving.
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Table 1. Family caregiver demographic and health characteristics and caregiving experiences (N=320).
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Demographic characteristics Values
Age (years)
Value, mean (SD) 57.8 (13.6)

Agegroup, n (%)

18-59 164 (51.3)
=60 156 (48.8)
Sex, n (%)
Male 130 (40.6)
Female 190 (59.4)
Race and ethnicity, n (%)
White, not Hispanic 206 (64.4)
Black, not Hispanic 37 (11.6)
Hispanic 46 (14.4)
Other, not Hispanic 31(9.7)
Education, n (%)
High school or less 48 (15)
Some college 86 (26.9)
College graduate 186 (58.1)

USDA? rural-urban classification, n (%)

Nonmetro 29(9.1)
Metro 291 (90.9)
Income, n (%; US$)
Below 50,000 102 (31.9)
50,000-99,000 108 (33.8)
100,000 or higher 110 (34.4)
Health conditions, n (%)
Cancer diagnosis 50 (15.6)
Depression diagnosis 83(25.9)
Diabetes diagnosis 63 (19.7)
Heart condition diagnosis 27 (8.4)
High blood pressure or hypertension diagnosis 142 (44.4)
Lung disease diagnosis 39(12.2)

Caregiving experiences, n (%)
Relationship with the carerecipient

Spouse or partner 97 (30.3)

Adult child 165 (51.6)

Other relative 58 (18.1)
Hours per week spent caregiving

<20 hours 208 (65)

>20 hours 112 (35)

Carerecipient’s conditions

Physical b 320 (100)
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Demographic characteristics Values
Cognitive 184 (57.5)
Use of own patient portal, n (%) 179 (55.9)
Use of care recipient’s patient portal, n (%) 105 (32.8)

3USDA: United States Department of Agriculture.

bPhysical condition may include having any of the following conditions: cancer, orthopedic, musculoskeletal, another chronic condition (eg, diabetes),

an acute condition, aging, or other.

Over half of respondents (179/320, 55.9%) reported using their
own patient portal at least once, whereas 32.8% (105/320)
reported using their care recipient’s portal at least once. We
summarize respondents device ownership and engagement
with different health technologies in Multimedia Appendix 1.

Caregiver Use of Care Recipient’s Patient Portal

Family caregivers who use their own patient portal were
significantly morelikely to usetheir care recipient’s porta (odds
ratio [OR] 11.18, 95% CI 5.51-22.69; P<.001; Table 2). Being
female (OR 2.58, 95% CI 1.40-4.75; P=.002) was associated
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with a significantly higher likelihood of using their care
recipient’s portal, whereas older caregivers (aged =60 years)
were less likely to use their care recipient’s portal (OR 0.55,
95% Cl 0.30-1.00; P=.05) and not having a diagnosis of
depression (OR 2.24, 95% Cl 1.13-4.46; P=.02) was associated
with a significantly higher likelihood of using their care
recipient’s portal. In addition, caregivers supporting a parent
(OR0.31, 95% CI 0.15-0.64; P=.002) and caregivers supporting
another relative (OR 0.31, 95% CI 0.12-0.78; P=.01) were
significantly lesslikely to usetheir care recipient’s portal when
compared with caregivers supporting a spouse or partner.
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Table 2. Oddsratios for family caregivers' use of their care recipient’s patient porta in the last 12 months (N=320).

Ry & lott

Characteristics Odds ratio (SE; 95% Cl) P vaue
Caregiver use of own web-based medical record 11.18 (4.04; 5.51-22.69) <.001
Demogr aphic characteristics
Age (years)
18-59 Reference N/AZ
=60 0.55(0.17; 0.30-1.00) .05
Sex
Male Reference N/A
Female 2.58 (0.80; 1.40-4.75) .002
Race and ethnicity
White, not Hispanic Reference N/A
Black, not Hispanic 0.60 (0.28; 0.24-1.52) .28
Hispanic 0.86 (0.37; 0.37—1.99) 73
Other, not Hispanic 0.53(0.28; 0.19-1.47) 22
Education
High school or less Reference N/A
Some college 0.53 (0.27; 0.20-1.44) 21
College graduate 0.88 (0.40; 0.36-2.13) .78
USDAP rural-urban classification
Nonmetro Reference N/A
Metro 0.89 (0.50; 0.30-2.68) .83
Health conditions
Cancer diagnosis
Yes Reference N/A
No 1.13(0.46; 0.51-2.51) .76
Depression
Yes Reference N/A
No 2.24 (0.79; 1.13-4.46) .02
Diabetes
Yes Reference N/A
No 1.06 (0.39; 0.52-2.18) .87
Heart condition
Yes Reference N/A
No 0.86 (0.45; 0.31-2.42) 78
Lung disease
Yes Reference N/A
No 0.85 (0.36; 0.37-1.95) .70
High blood pressure
Yes Reference N/A
No 0.84 (0.26; 0.46-1.53) 57

Caregiving experiences

Relationship to carerecipient
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Characteristics Odds ratio (SE; 95% CI) P vaue
Spouse or partner Reference N/A
Adult child 0.31 (0.11; 0.15-0.64) .002
Other relative 0.31(0.15; 0.12-0.78) .01
Hours per week spent caregiving
<20 hours Reference N/A
=20 hours 0.97 (0.32; 0.51-1.86) .94
Carerecipient’s conditions
Cognitive 1.05 (0.32; 0.58-1.89) .88

8N/A: not applicable (for reference groups).
PUSDA: United States Department of Agriculture.

Caregivers Reported Reasonsfor Using or Not Using
the Patient Portal

Caregivers who reported using the portal (n=179) most
commonly reported using their own portal to look up test results
(148/179, 82.7%), securely message their health care provider
and staff (108/179, 60.3%), and request medication refills

(96/179, 53.6%; Table 3). Among those who reported never
using their own portal (n=141), the most common reasons
included preferring to speak directly with their provider (99/141,
70.2%), not having a need to use the portal (76/141, 53.9%),
not having a patient portal (38/141, 26.9%), and privacy and
security concerns (36/141, 25.5%; Table 3).

Table 3. Caregivers reported uses of their own patient portal (n=179) and reasons for not accessing their own patient portal (n=141)2,

Values, n (%)

Caregivers reported uses of their own patient portal (n=179)
Request correction of inaccurate information
Download health information to computer or device
Add health information to share with provider
Help make decisions about treatment
Request medication refill
Securely message health care provider and staff
Look up test results

13(7.3)
52 (29.1)
58 (32.4)
70 (39.1)
96 (53.6)
108 (60.3)
148 (82.7)

Caregivers reported reasonsfor not accessing their own web-based medical record (n=141)

Have multiple web-based medical records

Not comfortable or experienced with computers

Do not have away to access the website

Difficulties logging into website

Privacy and security concerns

Do not have a web-based medical record

Did not have aneed to use web-based medical record
Prefer to speak directly with provider

18 (12.8)
25(17.7)
27(19.2)
34 (24.1)
36 (25.5)
38(26.9)
76 (53.9)
99 (70.2)

8Parti cipants could indicate multiple reasons.

Discussion

Principal Findings

About one-third of the family caregiversin this study used their
carerecipient’s patient portal. Compared with family caregivers
who do not use their patient portal, those who do are
significantly more likely to use their care recipient’'s portal.
Consistent with previous findings, this study also suggests that
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family caregivers of aparent or another relative are significantly
less likely to use their care recipient’s portal compared with
caregivers of a spouse or partner [5,19]. Female caregivers are
morelikely to usetheir relative’s portal isless surprising, given
that females are more likely to be caregivers. However, future
research should study whether there are different uses of the
patient portal across gender identities and the impacts of those
uses on distress and ability to carry out caregiving
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responsibilities. However, older caregiversarelesslikely to use
their care recipient’s patient portal compared with caregivers
aged <60 years. Caregivers who access their portal reports
include looking up laboratory results and communicating with
their provider, whereas those who do not accessthe portal report
reasons such as concerns about their preference to speak directly
with their provider or not having a need to use the portal.

Comparison With Prior Work

Our study alignswith previous research, suggesting that family
caregivers may be using their care recipient’s patient portal on
behalf of or with their care recipient [6,7]. However, engaging
family caregiversin using their own portal may be critical for
increasing the likelihood that they will usetheir carerecipient’s
portal either with or on behalf of their care recipient. This may
be especially the case for older caregivers who may hesitate to
usetheir own portal and be morelikely to be aspouse or partner
of their care recipient. Higher caregiver intensity (in terms of
hours spent caregiving) is associated with a dlightly lower
likelihood of using their care recipient’s portal may be reflective
of the burden associated with caregiving and its impact on
caregivers timeavailableto engage with the patient portal [25].
However, engaging with the patient portal could also reduce
caregiver distress and burden, potentially alleviating challenges
with communication and unmet information needs. This may
be the case even among caregiverswho do not perceive the need
to use the portal. Achieving value in telehealth, particularly in
terms of patient engagement, may require attention to family
caregiver engagement [1,10].

Addressing family caregiver engagement with telehealth
modalities will require the development of formal and
standardized policies supporting family caregivers access to
their care recipient’s patient portal [26]. Policies need to be
devel oped to designate family caregiverswho can useapatient’s
medical record and determine the circumstances under which
they can useit [27]. Policies also need to specify when patients
should expresstheir preferencesfor family caregiver designation
(eg, upon enrollment with a physician) and how they can change
their preferences or customize the types of information that are
shown to family caregivers.

Asevidence supportstherole of family caregiversin promoting
positive patient health outcomes, policies can also incentivize
providers to support family caregivers in their heath care
responsibilitiesin variousways|[28,29]. For instance, this could
includetraining family caregivers on effective use of the patient
portal to facilitate timely communication with providers about
patient needs and concerns, refill medications, and fix
inaccuraciesin the record, among other possibilities. There may
be opportunities to develop shared portal platforms for family
caregivers and their care recipients, which could also offer
resources and support for family caregivers. For instance, a
shared portal could screen family caregivers for distress when
they access their care recipient’s portal. Policy makers and
payers must recognize family caregiversasintegral components
of value in telehealth. Subsequently, health care providers can
encourage patients and their caregivers (or caregivers during
their own health care visits) to use the patient portal as an

https://aging.jmir.org/2021/4/e29074

Ry & lott

approach to supporting caregivers so that they can better support
their care recipients.

Given that some of the most common reasons for family
caregivers not accessing their own patient portal included a
preference for speaking directly with their provider and not
having a patient portal or perceiving a need to use it, providers
should al so discussthe benefits and barriersto portal use among
patients who identify as family caregivers and demonstrate its
potential for web-based communication, which could be a
fruitful alternative to direct face-to-face or telephone-based
communication. These caregiversmay benefit from information
about the portal and its potential benefits for supporting them
in managing their own health conditions and the needs of their
relatives. More than one-fifth of caregivers reported that they
did not percelve aneed for the portal, highlighting the possibility
that these caregivers, as patients themsel ves, may not see value
in the patient portal or may not have health conditions that
require the use of the portal. However, given the considerable
research on caregiver distress associated with negative mental,
physical, and psychosocial health outcomes, it may be valuable
for providers to screen caregivers for distress or at least
encourage their use of their own patient portal to keep track of
their health and communi cate with their providers about health
concerns that may be related to caregiving responsibilities
[30,31]. Doing so would also require discussions about the
privacy and security of the portal, including potential uses of
health information. Future research should continue soliciting
insights from caregivers and patients about their concerns and
preferencesrelated to privacy and security of health information
on the patient portal. For example, caregivers may view
information that patients do not want them to know about;
discussionsinvolving clinicians, patients, and caregivers should
be comprehensive in identifying preferences related to the
amount and nature of information shared with caregivers and
the instances during which information can be observed by
caregivers.

Our finding that caregivers with depression were less likely to
usetheir carerecipient’s portal wasin contrast with other recent
research that finds the opposite relationship [32]. Although it
is possible that the use of the care recipient’s patient portal isa
way of gathering information if the depression is related to
caregiving or that using the portal actually facilitates social
engagement by enabling the caregiver to communicate with
information or with the health care system, it is also possible
that the use of a care recipient’s patient portal could actually
exacerbate depression or anxiety—an area requiring further
study.

Limitations

There are some limitations to our study. First, HINTS is a
cross-sectional survey that limits the determination of causality.
Second, our sample was limited to the representation of rural
respondents, which could bias our estimates of the relationship
between geographic residence and caregiver use of the care
recipient’s patient portal. This could be attributed to
complexitiesin accessing mailing addressesfor rural households
to disseminate the survey and requires further study, as rural
communities are particularly susceptibleto disparitiesin digital
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access and may face additional barriers to accessing their care  Conclusions
recipient’s patient portal [24]. Finally, the HINTS survey sample
waslimited, particularly in the representation of racial and ethnic
minority groups. Racial and ethnic minority family caregivers
may have different concerns about the patient portal or different
reasons for using it. For instance, research suggests that Black
and Hispanic caregivers, on average, spend more hours
caregiving and are more likely to co-reside with their care
recipient when compared with White, non-Hispanic caregivers
[33]. Asaresult, these caregivers may not perceive the need to
use their care recipient’s patient portal, may not have enough
time to use their own, or may have different concerns about
communicating via technology that need to be studied further.

Our analysis suggests that family caregivers who use their own
patient portalsare morelikely to usetheir care recipient’s patient
portal. This suggests, first, that family caregivers may use the
portal for older adults and other populations that have been
previously described as having lower engagement with their
patient portal. However, it also suggests that there isaneed for
policies and technology designs to facilitate family caregiver
use of their own patient portal and encourage their use of their
care recipient’s portal. Family caregivers engagement with
their care recipient’s portal could be critical to achieving value
from telehealth, supporting caregivers in their caregiving
responsibilities, and supporting effective patient care.

Acknowledgments

Theauthorswould like to thank the National Cancer | nstitute for making the Health Information National Trends Survey available
and accessible.

Authors Contributions

Study concept and design; data, analysis, and interpretation of data; and preparation of the manuscript were carried out by MR
and BI.

Conflicts of Interest

None declared.

Multimedia Appendix 1
Family caregivers' technology ownership and engagement (n=294).
[DOCX File, 28 KB - aging_v4i4e29074 appl.docx ]

References
1. Tuckson RV, Edmunds M, Hodgkins ML. Telehealth. N Engl JMed 2017 Oct 19;377(16):1585-1592. [doi:
10.1056/nefmsr1503323]

2. KimK, Gollamudi SS, Steinhubl S. Digital technology to enable aging in place. Exp Gerontol 2017 Feb;88:25-31. [doi:
10.1016/j.exger.2016.11.013] [Medline: 28025126

3. Caregiving in the United States 2020. AARP and National Alliance on Caregiving. 2020. URL: https.//www.aarp.org/
content/dam/aarp/ppi/2020/05/full-report-caregiving-in-the-united-states.doi.10.26419-2Fppi.00103.001. pdf [accessed
2021-03-23]

4.  Wolff JL, Spillman BC, Freedman VA, Kasper JD. A national profile of family and unpaid caregivers who assist older
adults with health care activities. JAMA Intern Med 2016 Mar 01;176(3):372-379 [FREE Full text] [doi:
10.1001/jamainternmed.2015.7664] [Medline: 26882031]

5. lott B, Rg M, Platt J, Anthony D. Family caregiver access of online medical records: findings from the health information
national trends survey. JGen Intern Med 2020 Dec 02:1-3 [FREE Full text] [doi: 10.1007/s11606-020-06350-8] [Medline:
33269423]

6. ChenJ, Maani P, Kullgren J. Patient portals: Improving the health of older adults by increasing use and access. Heal Aff
Blog 2018 2018:1-2. [doi: 10.1377/hblog 201808830.888175]

7.  Anthony DL, Campos-Castillo C, Lim PS. Who isn't using patient portals and why? Evidence and implications from a
national sample of US adults. Health Affairs 2018 Dec;37(12):1948-1954. [doi: 10.1377/hithaff.2018.05117]

8.  Turner K, Wei G, Otto AK, Reblin M. Caregivers Use of Patient Portals: Findings from a 2019 National Survey. JGen
Intern Med 2021 Jan 27:1-3. [doi: 10.1007/s11606-020-06466-x] [Medline: 33506404]

9.  Kaziunas E, Hanauer D, Ackerman M, Chai S. Identifying unmet informational needs in the inpatient setting to increase
patient and caregiver engagement in the context of pediatric hematopoietic stem cell transplantation. JAm Med Inform
Assoc 2016 Jan;23(1):94-104 [FREE Full text] [doi: 10.1093/jamia/ocv116] [Medline: 26510878]

10. Wolff JL, Darer JD, Larsen KL. Family caregivers and consumer health information technology. J Gen Intern Med 2016
Jan 27;31(1):117-121 [FREE Full text] [doi: 10.1007/s11606-015-3494-0] [Medline: 26311198]

11. WilesJL, Leilbing A, Guberman N, Reeve J, Allen RES. The Meaning of "Agingin Place" to Older People. The Gerontologist
2011 Oct 07;52(3):357-366. [doi: 10.1093/geront/gnr098]

https://aging.jmir.org/2021/4/e29074 JMIR Aging 2021 | vol. 4 | iss. 4 [€29074 | p.72
(page number not for citation purposes)

RenderX


https://jmir.org/api/download?alt_name=aging_v4i4e29074_app1.docx&filename=1b05be8e569184caf54650f06b2ca211.docx
https://jmir.org/api/download?alt_name=aging_v4i4e29074_app1.docx&filename=1b05be8e569184caf54650f06b2ca211.docx
http://dx.doi.org/10.1056/nejmsr1503323
http://dx.doi.org/10.1016/j.exger.2016.11.013
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=28025126&dopt=Abstract
https://www.aarp.org/content/dam/aarp/ppi/2020/05/full-report-caregiving-in-the-united-states.doi.10.26419-2Fppi.00103.001.pdf
https://www.aarp.org/content/dam/aarp/ppi/2020/05/full-report-caregiving-in-the-united-states.doi.10.26419-2Fppi.00103.001.pdf
http://europepmc.org/abstract/MED/26882031
http://dx.doi.org/10.1001/jamainternmed.2015.7664
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=26882031&dopt=Abstract
http://europepmc.org/abstract/MED/33269423
http://dx.doi.org/10.1007/s11606-020-06350-8
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=33269423&dopt=Abstract
http://dx.doi.org/10.1377/hblog 201808830.888175
http://dx.doi.org/10.1377/hlthaff.2018.05117
http://dx.doi.org/10.1007/s11606-020-06466-x
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=33506404&dopt=Abstract
http://europepmc.org/abstract/MED/26510878
http://dx.doi.org/10.1093/jamia/ocv116
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=26510878&dopt=Abstract
http://europepmc.org/abstract/MED/26311198
http://dx.doi.org/10.1007/s11606-015-3494-0
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=26311198&dopt=Abstract
http://dx.doi.org/10.1093/geront/gnr098
http://www.w3.org/Style/XSL
http://www.renderx.com/

JMIR AGING Raj & lott

12.

13.

14.

15.

16.

17.

18.

19.

20.

21.

22.

23.

24,
25.

26.

27.

28.

29.

30.

31.

32.

33.

Wang J. Mobile and connected health technologies for older adults aging in place. J Gerontol Nurs 2018 Jun 01;44(6):3-5.
[doi: 10.3928/00989134-20180509-01] [Medline: 29846735]

Semere W, Crossley S, Karter AJ, Lyles CR, Brown W, Reed M, et a. Secure messaging with physicians by proxies for
patients with diabetes: findings from the Eclippse study. J Gen Intern Med 2019 Nov 19;34(11):2490-2496 [FREE Full
text] [doi: 10.1007/s11606-019-05259-1] [Medline: 31428986]

Reed ME, Huang J, Brand R, Ballard D, Yamin C, Hsu J, et al. Communicating through a patient portal to engage family
care partners. JAMA Intern Med 2018 Jan 01;178(1):142-144 [FREE Full text] [doi: 10.1001/jamainternmed.2017.6325]
[Medline: 29159402]

Wolff J, Berger A, Clarke D, Green J, Stametz R, Yule C, et a. Patients, care partners, and shared access to the patient
portal: online practices at an integrated health system. J Am Med Inform Assoc 2016 Nov;23(6):1150-1158. [doi:
10.1093/jamia/ocw025] [Medline: 27026614]

Latulipe C, Quandt SA, Melius KA, Bertoni A, Miller DP, Smith D, et al. Insightsinto older adult patient concerns around
the caregiver proxy portal use: qualitative interview study. JMed Internet Res 2018 Nov 02;20(11):€10524 [FREE Full
text] [doi: 10.2196/10524] [Medline: 30389654]

Latulipe C, Mazumder SF, Wilson RK, Talton JW, Bertoni AG, Quandt SA, et al. Security and privacy risks associated
with adult patient portal accountsin US hospitals. JAMA Intern Med 2020 Jun 01;180(6):845-849 [FREE Full text] [doi:
10.1001/jamainternmed.2020.0515] [Medline: 32364562]

Sarkar U, Bates DW. Care partners and online patient portals. JAm Med Assoc 2014 Jan 22;311(4):357-358. [doi:
10.1001/jama.2013.285825] [Medline: 24394945]

lott B, Rgj M, Platt J, Anthony D. Family caregiver access of online medical records: findings from the health information
national trends survey. JGen Intern Med 2020 Dec 02:1-3 [EREE Full text] [doi: 10.1007/s11606-020-06350-8] [Medline:
33269423]

Lindeman D, Kim K, Gladstone C, Apesoa-Varano E. Technology and caregiving: emerging interventions and directions
for research. Gerontologist 2020 Feb 14;60(Suppl 1):41-49 [FREE Full text] [doi: 10.1093/geront/gnz178] [Medline:
32057082]

Casillas A, Cemballi AG, Abhat A, Lemberg M, Portz JD, Sadasivaiah S, et al. An untapped potential in primary care:
semi-structured interviews with clinicians on how patient portals will work for caregiversin the safety net. JMed Internet
Res 2020 Jul 20;22(7):€18466 [FREE Full text] [doi: 10.2196/18466] [Medline: 32706709]

Latulipe C, Gatto A, Nguyen H, Miller D, Quandt S, Bertoni A, et al. Design considerations for patient portal adoption by
low-income, older adults. In: Proceedings of the 33rd Annual ACM Conference on Human Factors in Computing Systems.
2015 Presented at: CHI '15: CHI Conference on Human Factorsin Computing Systems; April 18 - 23, 2015; Seoul Republic
of Korea p. 3859-3868. [doi: 10.1145/2702123.2702392]

Nouri S, Khoong E, Lyles C, Karliner L. Addressing equity in telemedicine for chronic disease management during the
Covid-19 pandemic. NEJM Catalyst 2020:1-3. [doi: 10.1056/CAT.20.0123]

Health Information National Trends Survey. National Cancer Institute. URL : https://hints.cancer.gov [accessed 2020-12-21]
Kim H, Chang M, Rose K, Kim S. Predictors of caregiver burden in caregivers of individuals with dementia. JAdv Nurs
2012 Apr;68(4):846-855. [doi: 10.1111/j.1365-2648.2011.05787.x] [Medline: 21793872]

Wolff J, KimV, Mintz S, Stametz R, Griffin J. An environmental scan of shared accessto patient portals. JAm Med Inform
Assoc 2018 Apr 01;25(4):408-412 [FREE Full text] [doi: 10.1093/jamia/ocx088] [Medline: 29025034]

Friedman E, Tong P. A framework for integrating family caregivers into the health care team. RAND Corporation. 2020.
URL: https://www.rand.org/pubs/research reports’RRA 105-1.html [accessed 2021-02-02]

Reinhard S, Given B, Petlick N, Bemis A. Supporting family caregiversin providing care. In: Hughes RG, editor. Patient
Safety and Quality: An Evidence-based Handbook for Nurses. Rockville, MD: Agency for Healthcare Research and Quality,
U.S. Dept. of Health and Human Services, 2008:1-37.

Fiest KM, McIntosh CJ, Demiantschuk D, Leigh JP, Stelfox HT. Translating evidence to patient care through caregivers:
asystematic review of caregiver-mediated interventions. BMC Med 2018 Jul 12;16(1):105-110 [FREE Full text] [doi:
10.1186/s12916-018-1097-4] [Medline: 29996850]

Garlo K, O'Leary JR, Van Ness PH, Fried T. Burden in caregivers of older adults with advanced illness. J Am Geriatr Soc
2010 Dec;58(12):2315-2322 [FREE Full text] [doi: 10.1111/j.1532-5415.2010.03177.x] [Medline: 21087225]

Adelman RD, TmanovalLL, Delgado D, Dion S, Lachs MS. Caregiver burden: aclinical review. JAm Med Assoc 2014
Mar 12;311(10):1052-1060. [doi: 10.1001/jama.2014.304] [Medline: 24618967]

GuptaV, Raj M, Hoodin F, Yahng L, Braun T, Choi SW. Electronic health record portal use by family caregivers of patients
undergoing hematopoietic cell transplantation: United States National Survey Study. IMIR Cancer 2021 Mar 09;7(1):€26509
[FREE Full text] [doi: 10.2196/26509] [Medline: 33687332]

Rote S, Angel J, Moon H, Markides K. Caregiving across diverse populations: new evidence from the national study of
caregiving and hispanic EPESE. Innov Aging 2019 May;3(2):igz033 [FREE Full text] [doi: 10.1093/geroni/igz033] [Medline:
31517066]

https://aging.jmir.org/2021/4/e29074 JMIR Aging 2021 | vol. 4 | iss. 4 [€29074 | p.73

(page number not for citation purposes)


http://dx.doi.org/10.3928/00989134-20180509-01
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=29846735&dopt=Abstract
http://europepmc.org/abstract/MED/31428986
http://europepmc.org/abstract/MED/31428986
http://dx.doi.org/10.1007/s11606-019-05259-1
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=31428986&dopt=Abstract
http://europepmc.org/abstract/MED/29159402
http://dx.doi.org/10.1001/jamainternmed.2017.6325
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=29159402&dopt=Abstract
http://dx.doi.org/10.1093/jamia/ocw025
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=27026614&dopt=Abstract
https://www.jmir.org/2018/11/e10524/
https://www.jmir.org/2018/11/e10524/
http://dx.doi.org/10.2196/10524
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=30389654&dopt=Abstract
http://europepmc.org/abstract/MED/32364562
http://dx.doi.org/10.1001/jamainternmed.2020.0515
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=32364562&dopt=Abstract
http://dx.doi.org/10.1001/jama.2013.285825
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=24394945&dopt=Abstract
http://europepmc.org/abstract/MED/33269423
http://dx.doi.org/10.1007/s11606-020-06350-8
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=33269423&dopt=Abstract
http://europepmc.org/abstract/MED/32057082
http://dx.doi.org/10.1093/geront/gnz178
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=32057082&dopt=Abstract
https://www.jmir.org/2020/7/e18466/
http://dx.doi.org/10.2196/18466
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=32706709&dopt=Abstract
http://dx.doi.org/10.1145/2702123.2702392
http://dx.doi.org/10.1056/CAT.20.0123
https://hints.cancer.gov
http://dx.doi.org/10.1111/j.1365-2648.2011.05787.x
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=21793872&dopt=Abstract
http://europepmc.org/abstract/MED/29025034
http://dx.doi.org/10.1093/jamia/ocx088
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=29025034&dopt=Abstract
https://www.rand.org/pubs/research_reports/RRA105-1.html
https://bmcmedicine.biomedcentral.com/articles/10.1186/s12916-018-1097-4
http://dx.doi.org/10.1186/s12916-018-1097-4
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=29996850&dopt=Abstract
http://europepmc.org/abstract/MED/21087225
http://dx.doi.org/10.1111/j.1532-5415.2010.03177.x
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=21087225&dopt=Abstract
http://dx.doi.org/10.1001/jama.2014.304
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=24618967&dopt=Abstract
https://cancer.jmir.org/2021/1/e26509/
http://dx.doi.org/10.2196/26509
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=33687332&dopt=Abstract
http://europepmc.org/abstract/MED/31517066
http://dx.doi.org/10.1093/geroni/igz033
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=31517066&dopt=Abstract
http://www.w3.org/Style/XSL
http://www.renderx.com/

JMIR AGING Raj & lott

Abbreviations

HINTS: Health Information National Trends Survey
OR: odds ratio

Edited by J Wang; submitted 24.03.21; peer-reviewed by J Pecina, KM Kuo; comments to author 01.06.21; revised version received
14.06.21; accepted 19.06.21; published 04.10.21.

Please cite as:

Raj M, lott B

Evaluation of Family Caregivers Use of Their Adult Care Recipient’s Patient Portal From the 2019 Health Information National
Trends Survey: Secondary Analysis

JMIR Aging 2021;4(4):e29074

URL: https://aging.jmir.org/2021/4/e29074

doi: 10.2196/29074

PMID: 34605766

©Minakshi Raj, Bradley lott. Originally published in IMIR Aging (https://aging.jmir.org), 04.10.2021. This is an open-access
article distributed under the terms of the Creative Commons Attribution License (https://creativecommons.org/licenses/by/4.0/),
which permits unrestricted use, distribution, and reproduction in any medium, provided the original work, first publishedin IMIR
Aging, is properly cited. The complete bibliographic information, alink to the original publication on https://aging.jmir.org, as
well as this copyright and license information must be included.

https://aging.jmir.org/2021/4/e29074 JMIR Aging 2021 | vol. 4 | iss. 4 [e29074 | p.74
(page number not for citation purposes)

RenderX


https://aging.jmir.org/2021/4/e29074
http://dx.doi.org/10.2196/29074
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=34605766&dopt=Abstract
http://www.w3.org/Style/XSL
http://www.renderx.com/

JMIR AGING Bastoni et al

Review

Factors Influencing Implementation of eHealth Technologies to
Support Informal Dementia Care: Umbrella Review

SofiaBastoni®’, MSc; Christian Wrede!, MSc; Marcia Cristinada Silval, MSc; Robbert Sanderman®?, PhD; Andrea
Gaggioli®**, PhD; Annemarie Braakman-Jansen®, PhD; Lisette van Gemert-Pijnen’, PhD

1Department of Psychology, Health & Technology, Centre for eHealth and Wellbeing Research, University of Twente, Enschede, Netherlands
2Department of Health Psychology, University Medical Center Groningen, Groningen, Netherlands

3Department of Psychology, Universita Cattolicadel Sacro Cuore, Milan, Italy

4Applied Technology for Neuro-Psychology Lab, Istituto Auxologico Italiano, Milan, Italy

"these authors contributed equally

Corresponding Author:

Sofia Bastoni, MSc

Department of Psychology, Health & Technology
Centre for eHealth and Wellbeing Research
University of Twente

Drienerlolaan 5

Enschede, 7522 NB

Netherlands

Phone: 31 534895284

Email: s.bastoni @utwente.nl

Abstract

Background: Theworldwideincreasein community-dwelling peoplewith dementiaunderscoresthe need for innovative eHealth
technologies that aim to provide support to both patients and their informal caregiversin the home setting. However, sustainable
implementation of eHealth technologies within this target group can be difficult.

Objective: The goal of this study was to gain a thorough understanding of why it is often difficult to implement eHealth
technologies in practice, even though numerous technologies are designed to support people with dementia and their informal
caregivers at home. In particular, our study aimed to (1) provide an overview of technologies that have been used and studied in
the context of informal dementia care and (2) explore factors influencing the implementation of these technologies.

Methods: Following an umbrellareview design, five different databases were searched (PubMed, PsycINFO, Medline, Scopus,
and Cochrane) for (systematic) reviews. Among 2205 reviews retrieved, 21 were included in our analysis based on our screening
and selection procedure. A combination of deductive and inductive thematic analyses was performed, using the Nonadoption,
Abandonment, Scale-Up, Spread, and Sustainability (NASSS) framework for organizing the findings.

Results. Weidentified technologies designed to be used “ by informal caregivers,” “by people with dementia,” and “with people
with dementia” Within those groups, most of the represented technologies included, respectively: (i) devices for in-home
monitoring of lifestyle, health, and safety; (ii) technologies for supporting memory, orientation, and day structure; and (iii)
technologiesto facilitate communi cation between theinformal caregiver and person with dementia. Most of theidentified factors
influencing implementation related to the condition of dementia, characteristics of the technology, expected/perceived value of
users, and characteristics of the informal caregiver. Considerably less information has been reported on factors related to the
implementing organization and technology supplier, wider institutional and sociocultural context of policy and regulations, and
continued adaptation of technology over time.

Conclusions: Our study offers acomprehensive overview of eHealth technologies in the context of informal dementia care and
contributes to gaining a better understanding of a broad range of factors influencing their implementation. Our results uncovered
a knowledge gap regarding success factors for implementation related to the organizational and broader context and continuous
adaptation over the long term. Although future research is needed, the current findings can help researchers and stakeholdersin
improving the development and implementation of eHealth technologies to support informal dementia care.

(JMIR Aging 2021;4(4):€30841) doi:10.2196/30841
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Introduction

Background

Dementia affects more than 50 million people worldwide [1]
and this number is expected to triple by 2050 [2]. To reduce the
tension between anincreasing demand for care and the growing
shortage in residential care capacity [3], many countries have
shifted their attention toward deinstitutionalization and to
support people with dementia to live at home for as long as
possible[4,5]. Although extended independent living is preferred
by most people with dementia[6], this also puts more pressure
on their informal caregivers [7] such as spouses, children, or
other relatives providing unpaid care at home. The volume of
informal care has already been relatively largein most European
countries, making up most of the care received by those aged
50 years or older [8,9]. Informal caregivers of people with
dementiacan feel heavily burdened by their careresponsibilities,
often resulting in stress-related symptoms such as anxiety [10],
mood, or sleep disorders[11]. Thestrain oninformal caregivers
and people with dementia has become even more present in
light of the COVID-19 pandemic as routine professional care
services were postponed or decreased [12], inevitably causing
agreater reliance on home care as one pillar of the health care
system [13].

The increasing need for support of both patients and their
informal caregivers in the home setting has led to innovative
solutions, including those from the field of eHealth technology
[14]. In the Netherlands, the Nationa Dementia Strategy
2021-2030[15] promotesthe utilization and further development
of eHealth technol ogiesto support both patients and caregivers.
The goals of these technologieswithin dementiacare are diverse.
A systematic review performed by lencaet a [16] distinguished
several purposes of (smart) technologies for dementia care,
including assistance for activities of daily living, cognitive and
emoational assistance, health and behaviora monitoring, fostering
socia interaction, and remote communication and emergency
systems. In this review, we consider eHealth as “the use of
technology to support health, well-being, and healthcare” [17].
Thisrather inclusive and broad definition coversall (intelligent)
assistive technologies and technology-based interventions that
can be used to support people with dementiaand their informal
caregivers in the home setting.

Despite their promising potential and position within recent
policy, the use of eHealth technologies in dementia care is
unfortunately still limited [18]. Low adoption rates may signal
problems during implementation. In fact, the sustainable
implementation of eHealth technologies aimed at providing
support in home-based settings is frequently unsuccessful in
daily practice [19,20], resulting in these technologies falling
into the “valley of death” [21] after the research projects have
ended. This raises a question about what exactly facilitates or
hinders the successful implementation of a broad range of
eHealth technologies in the informal dementia care context,
which so far has been given little attention in research [14].

https://aging.jmir.org/2021/4/e30841

A previous scoping review performed by Guisado-Fernandez
et al [22] investigated factorsinfluencing the adoption of “smart
health technologies’ [22] for people with dementia and their
informal caregivers. Their review identified attitudinal aspects,
ethical issues, design-related issues, and dementia-related
challenges as playing key roles. Another review by Christie et
al [14] focused on the implementation of digital interventions
for informal caregivers of people with dementia. Several
determinants were identified, including perceived data security,
psychological characteristics of caregivers, care policy, or
financial constraints. Both studiesillustrate simultaneoudly that
knowledge about factors influencing the implementation of
eHealth technologies in informal dementia care is currently
fragmented across different studies in the literature. Previous
reviews tended to either focus primarily on a specific part or
outcome of implementation (eg, adoption or acceptance) [22,23]
or zoomed in on a specific type of technology [14,24]. This
makes it difficult to obtain a complete overview of supportive
eHealth technologies in the context of informa dementia care
and what factors facilitate or impede their implementation.

To the best of our knowledge, no review yet existsthat aims to
summarize the influential factors across the whole spectrum of
implementation and related to a broad range of technologies
studied in the specific context of informal dementia care. For
such a review to deliver beneficial and complete results, we
consider the guidance of a holistic view on implementation as
essential. Numerousimplementation frameworks exist that view
implementation as a postdesign phase [25-27], although it is
currently recommended to target aspects of implementation at
an early stage of development [17]. By contrast, the
Nonadoption, Abandonment, Scale-Up, Spread, and
Sustainability (NASSS) framework [28] considers the
implementation process in a multilevel and comprehensive
fashion, which encompasses the influences on the adoption,
nonadoption, abandonment, spread, scale-up, and sustainability
of eHedth technologies. This evidence-based and
theory-informed framework includes both adoption and
acceptance from the viewpoint of the stakeholders but also
considers aspects of implementation that relate to the wider
context [28]. Because of its holistic view on implementation,
the NASSS framework was used asageneral guidein our study.

Aimsof the Study

The aim of this review was to gain a more complete
understanding of why it is often difficult to implement and
integrate eHealth technologies in everyday life despite the
numerous technologies that have been studied and designed to
support people with dementia and their informal caregivers at
home. In particular, the complementary study aimswereto (1)
provide an overview of the types of technol ogiesthat have been
used and studied in the context of informal dementia care and
(2) explore the factorsinfluencing the implementation of those
technologies.

The findings of this review are expected to be useful in
determining directions for future research, and to help
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researchers and stakeholdersin improving the development and
implementation of eHealth technologies to support informal
dementia care.

Methods

Approach

We used an umbrella review design to create an overview of
the state of the art of technology for supporting informal
dementia care and to identify determinants for its
implementation. The methodology of an umbrella review can
best be described as a systematic review of reviews, meaning
that reviews are used as the analytical unit of the umbrella
review [29]. Umbrellareviewsare particularly fitting in abroad
field of work and aim to provide a summary of the
highest-quality studies into the state of the art of a certain
domain. With this approach, gapsin theliterature are highlighted
and principa findings are presented in a tabular and concise
manner that can be used in practice [29].

Sear ch Strategy

A systematic literature search of five databases (PubMed,
PsycINFO, Medline, Scopus, and Cochrane) was performed in
June 2020. The aims of the search wereto identify reviews that
describe (i) technologiesthat arein use or have been studied to
support informal dementia care and (ii) information related to
the implementation of those technologies. The search string
included terms pertaining to four main categories of keywords:
(i) eHedlth, (ii) Implementation, (iii) Informal Care, and (iv)
Dementia. To build the search string, thesaurus and nonthesaurus
terms were used. The search string was then adapted to each
database and approved by alibrary consultant at the University
of Twente. In genera, the four categories were separated by
AND, and the single terms inside of each category were
separated by OR. The complete search string and database
adaptations can be found in Multimedia Appendix 1.

Inclusion and Exclusion Criteria

Included studies needed to be reviews containing information
related to theimplementation of eHealth technologiesfor people
with dementia and/or their informal caregivers. Studies in
English, German, Dutch, Italian, and Portuguese languages were
searched. Nonreview articles such as primary studies,
randomized controlled trials, books, dissertations, and grey
literature were excluded, asrecommended for umbrellareviews
[30]. Studies that also included non-eHealth interventions or
other types of diseases were excluded. Furthermore, studies
published before 2010 were excluded as it was believed that
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these would not add relevant information since those
technologies are likely to have become outdated.

Data Extraction

During title and abstract screening, each paper was
independently evaluated by at least two reviewers (SB, MS, or
CW) and conflictswere solved through discussion. For full-text
screening, the same procedure was followed, but consensuswas
reached through unanimity. Studiesthat fit al inclusion criteria
were examined using adata extraction form on Covidence. The
form was used to extract dataabout study details(eg, title, year,
author, type of review, number of included studies), information
about included technologies (eg, technology types, purposes,
and primary user groups), and any statements related to
implementation, including potential barriers and facilitators.
Each paper was randomly assigned to at least two of the three
reviewers (SB, CW, MS) who performed the data extraction
independently from each other. Subsequently, completed data
extraction formsfor each paper were reviewed and adapted until
consensus among all reviewers was reached.

Data Analysis

A qualitative thematic analysis was performed on the extracted
datausing Atlas.Ti9.

The NASSS framework was used to categorize the data. This
framework consists of seven domains and can be used to
evaluate the success of implementation of a health technology
retrospectively and prospectively. Relevant fragments were
selected and categorized into (1) one of the seven domains of
the NASSS framework or (2) classified as miscellaneous
information. Subsequently, selected fragments were further
categorized inductively into overarching themes. To minimize
single-researcher bias, the coded papers were checked
independently by a second researcher. Thefinal coding scheme
was devel oped and defined based on consensus among the three
researchers (SB, CW, MS).

Results

Characteristics of the Included Studies

Figure 1 illustrates the process of inclusion and exclusion of
papers. The search strategy (availablein Multimedia Appendix
1) produced 3109 results. After removing 904 duplicates and
2061 papers that were determined to be irrelevant according to
our inclusion and exclusion criteria during title and abstract
screening, 144 articles were considered for full-text screening.
Finaly, 21 papers were included for this review. Reasons for
exclusions are detailed in Figure 1.
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Figurel. PRISMA (Preferred Reporting Items for Systematic Reviews and Meta-analyses) flow diagram of the study selection process.

Table 1 summarizes details about the included studies such as
author, year, title, type of review, and number of studies
included per review. The studies were published between 2014
and 2020 and the majority were systematic reviews. The quality
of the included studies was evaluated according to the Critical
Appraisal Checklist for Systematic Reviews and Research
Syntheses checklist [30], which ranged from 55% to 100% (for
further details see Multimedia Appendix 2).
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The included studies varied in their usage of
implementation-related terminology and focus. For instance,
43% (9/21) of the included studies did explicitly use the term
“implementation” in the text. Those that did not often used
terminology related to certain subcomponents of implementation
such as adoption, effectiveness, acceptability, or acceptance
instead. Furthermore, although all studies contained information
related to implementation, only 5 out of 21 reviews exclusively
acknowledged implementation, or certain subcomponents of it,
as the main focus of the study.
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Reference

Year

Title

Type of review

Number of in-

Quality appraisal

cluded studies (%)

Armstrong and Alliance[31]

Brando et a [32]

Christie et al [14]

Guisado-Fernandez et a
[22]

Holthe et al [23]

Hopwaood et al [24]

Hung et al [33]

Klimovaet a [34]

McKechnie et a [35]

Novitzky et a [36]

Rathnayake et a [37]

Ruggiano et a [38]

Sanders and Scott [39]

Sriram et al [40]

Suijkerbuijk et a [18]

Thordardottir et al [41]

Tyack and Camic [42]

Van Boekel et a [43]

Vermeer et d [44]

2019

2017

2018

2019

2018

2018

2020

2019

2014

2015

2019

2018

2020

2019

2019

2019

2017

2019

2019

Virtual support groups for informal caregivers of
individuals with dementia: a scoping review

The application of technologiesin dementiadiagno-
sisand intervention: A literature review

A systematic review on the implementation of
eHealth interventions for informal caregivers of
people with dementia

Factors influencing the adoption of smart health
technologies for people with dementia and their
informal caregivers: scoping review and design
framework

Usability and acceptability of technology for com-
munity-dwelling older adults with mild cognitive
impairment and dementia: A systematic literature
review

Internet-based interventions aimed at supporting
family caregivers of peoplewith dementia: system-
atic review

Using touchscreen tabletsto support social connec-
tions and reduce responsive behaviors among peo-
plewith dementiain care settings: A scoping review

E-learning as valuabl e caregivers’ support for peo-
ple with dementia—A systematic review

Effectiveness of computer-mediated interventions
for informal carers of people with dementia—A
systematic review

A review of contemporary work on the ethics of
ambient assisted living technol ogies for peoplewith
dementia

mHeal th applications as an educational and support-
iveresourcefor family carersof peoplewith demen-
tiae Anintegrative review

Rura dementia caregivers and technology: what is
the evidence?

Literature review: Technological interventions and
their impact on quality of lifefor peopleliving with
dementia

Informal carers experience of assistive technology
usein dementia care at home: A systematic review

Active involvement of people with dementia: a
systematic review of studies devel oping supportive
technologies

Acceptance and use of innovative assistive technolo-
gies among people with cognitive impairment and
their caregivers: a systematic review

Touchscreen interventions and the well-being of
people with dementiaand caregivers: A systematic
review

Perspectives of stakeholders on technology usein
the care of community-living older adults with de-
mentia: a systematic literature review

What do we require from surveillance technology?
A review of the needs of people with dementiaand
informal caregivers

Scoping

Literature

Systematic

Scoping

Systematic

Systematic

Scoping

Systematic

Systematic

Literature

Integrative

Systematic

Literature

Systematic

Systematic

Systematic

Systematic

Systematic

Scoping

25

30

46

109

29

40

17

14

173

30

38

56

49

30

16

46

28

100

75

95

100

95

80

86

55

100

93

93

100

100

100

75

100

85

93

https://aging.jmir.org/2021/4/e30841

RenderX

JMIR Aging 2021 | vol. 4 | iss. 4 |€30841 | p.79
(page number not for citation purposes)


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

JMIR AGING

Bastoni €t d

Reference Year Title Type of review Number of in-  Quality appraisal
cluded studies (%)
Waller et al [45] 2017 Computer and telephone delivered interventionsto  Systematic 34 100
support caregivers of people with dementia: a sys-
tematic review of research output and quality
Yousaf et a [46] 2019 Mobile-health applicationsfor the efficient delivery  Literature 17 93

of healthcare facility to people with dementia
(people with dementia) and support to their carers:

asurvey

Characteristics of Technologiesto Support I nformal
Dementia Care

Overview

The following sections summarize the types of eHedth
technologiesthat aim to support informal dementia care (either
directly or indirectly) that have been studied in the included
literature. More specifically, we present an overview of primary
user groups and the purpose of identified technologies.

Primary User Groups of |dentified Technologies

Based on the included reviews, we identified supportive
technologies that aim to be used by different primary user
groups, characterized by different levels of involvement of
informal caregivers (from high to low). Based on Gibson et al
[47], we arranged the technologies into three overall groups.
Most of the identified technol ogies are designed to be used “ by
informal caregivers,” (mentioned in 17 out of 21 reviews), while
fewer are meant to be used “by people with dementia’
(mentioned in 9 out of 21 reviews) and “with people with
dementia’ (PwD and informal caregiversjointly; mentioned in
8 out of 21 reviews). Thisresult also highlightsthat most of the

https://aging.jmir.org/2021/4/e30841

technologies identified in this review entail high involvement
of the informal caregivers.

Purposes of Identified Technologies Per User Group

As shown in Figure 2, overarching purposes of supportive
technologies were identified within the different primary user
groups.

Technologies used by informal caregivers were typically those
operated without the active involvement of people with
dementia, which were primarily specifically designed to support
(in)formal caregivers. Within this user group, most of the
included technologies were used for the purpose of in-home
monitoring of lifestyle, health, and safety of people with
dementia using wearable and nonwearable sensors, and
internet-based  interventions  providing  professional
(psychological) support to caregivers (both represented within
38% of al reviews). The third largest type of technology,
represented within 33% of the reviews, was outdoor GPS
location identification to reduce risks by alerting caregivers.
Lastly, internet-based platforms for electronic learning and
information were identified in 24% of all reviews.
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Figure2. Purposes of technologiesidentified per primary user group. Percentages refer to the number of reviews mentioning a certain type and purpose
of technology. One single review could mention different types and purposes of technologies.
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Technologies used with people with dementia usually included
those that require active involvement of both people with
dementia and caregivers, and/or establish a communication
channel between people with dementia and their caregivers.
Within this user group, most of the included technologies
(represented within 19% of the reviews) were collaborative
devices designed to facilitate communication between people
with dementia and their informal caregivers or relevant others
(eg, video conferencing). Thistype of technology alsoincluded
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tools to enable simulated communication or the “simulated
presence” [33] of informa caregivers. Furthermore, we
identified technologies to prompt sociaization and
intergenerational interaction such as touchscreen tablets for
playing games or digital reminiscence applications in 19% of
the reviews. Lastly, in a minority of reviews (14%), we
identified technology for clinical testing.

Technologies that can be used independently by people with
dementia usually included supportive devices that make
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everyday living easier, thereby indirectly creating relief for
informal caregiversaswell. Most of the represented technologies
within the user group of people with dementia (highlighted in
33% of the reviews) included technology for supporting
memory, orientation, and day structure such asreminder systems
or smart medicine dispensers. Technologies supporting
meaningful activities and leisure such as reminiscence or
musical interventions were represented within 14% of the
reviews. Finaly, technology-mediated psychological
interventions and informational websites (represented within
10% of the reviews) and technology supporting self-care
behaviors such as feeding or washing were the least identified
among all reviews.

Factor s Influencing | mplementation

Overview

The following section presents identified factors (ie, potential
barriers and facilitators) influencing the implementation of
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technologies to support informal dementia care.
Implementation-related information collected acrossthereviews
was grouped within the seven domains of the NASSS
framework: condition, technology, value proposition, adopters,
organization, wider system, and embedding and adaptation over
time [28]. These domains refer respectively to the context of
the specific health condition in which the technology is applied,
characteristics of the technology, added value of the technology,
factors related to adopters, characteristics of the implementing
organization, and wider ingtitutional and sociocultural context
of policy and regulations. The last domain refersto therelation
between the first six domains and the adaptation over time of
the technology [28]. Textbox 1 presents an overview of
identified factorsinfluencing the implementation of technology
to support informal dementia care, sorted by the corresponding
NASSS framework domains and subdomains.
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Textbox 1. Factorsinfluencing implementation of technologiesto support informal dementiacare, structured according to the Nonadoption, Abandonment,
Scale-Up, Spread, and Sustainability (NASSS) framework domains and subdomains. Factors that fall beyond the subdomains within “Condition” of
the NASSS Framework are reported under “Miscellaneous”.

1. Condition

Nature of condition or illness

«  Deterioration of functional and cognitive resources [22]

« Increasing level of suspicion [22]

« Advantages and challenges of involving people with dementiain early-stage development [18,22,36,40,48]
«  Timing and pace of technology introduction [14,18,22,39,40,43,44]

«  Adaptation of technology along the disease progression [14,31,42,44]

Comorbidities, sociocultural influences

«  Technology vs condition denial [22]

Miscellaneous
«  Fear of breaking or losing the technology [43]

o Partnership between participant and researcher [18]

2. Technology

Material features

« Unobtrusive and familiar design (including physical appearance, simplicity, and usability) [22,23,36,39,42,44]
.  Stigmatizing design [23,36,43]

Knowledge needed to use
«  Technology literacy and access [14,22,24,31,36,41,44]

3. Value proposition

Demand-side value

o Perception of immediate advantage [41]

. Mismatch between expected and perceived benefits [22,41]

«  Different or competing values of informal caregivers and patients [43]

«  Lack of expected value through lack of personalization [36,40]

4. Adopters
Patients
«  Reported within the domain “Condition” above

Informal caregivers

o  Characteristics of informal caregiver that hinder or foster implementation (including motivation, digital literacy, training/education, attitude
toward technology, perceived competence, ethnicity/culture, caregiving workload) [14,22,23,39-41,45]

«  Expected or perceived technology burden (including privacy concerns, the fear of being replaced by machines, routine disturbance) [14,22,36,41]

5. Organization
Capacity to innovate
«  Capacity for long-term technical user support [14,22,43]

Readiness for this technology
«  Staff insecurity toward technology [14]

Nature of adoption/funding decision

«  Resourcesfor public relations [14]
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Extent of change needed to routines
. Staff availability, replacement, and training [14]

6. Wider system
Palitical, policy

o Local carepolicies[14]

Regulatory/lega
«  Privacy and ethical issues[14,36]
o Interoperability issues[36]

7. Embedding and adaptation over time

Organizational resilience

o  Preference of health insurance companies for more classically delivered solutions [14]

«  Monitoring intervention fidelity and active facilitation of the service uptake [14]

Challenges Related to the Condition

A high number of factors influencing the implementation of
technology to support informal dementia care were found to be
related to the condition of dementia. Among those factors, the
deterioration of functional and cognitive resources, associated
with progression of the disease, were reported to complicate
the process of acquiring the new knowledge needed to use new
technologies [22]. In addition, an increasing level of suspicion
toward new things, the general disapproval of supportive
technologies that remind patients of their own condition
(especially for thosein condition denial [22]), and the patients’
fear of breaking or losing expensive equipment [43] could act
asadditiona barriersto implementation, related to the condition
of dementia.

Furthermore, the advantages and challenges of involving people
with dementia in early-stage technology development and the
consequences for uptake were widely addressed in the reviews
[14,18,22,36,40]. In terms of advantages, involving and
codesigning with people with dementiapromotestherealization
that technologies are accessible and meaningful to them, and
helps to make their needs explicit to the eyes of the developers
[18], which in turn prevents technology abandonment and
rejection [36]. However, involving people with dementiain the
early stages of development when there is no concrete or
physical prototypeyet available creates challenges. For instance,
people with dementia might experience difficulties in
retrospection or anticipation of hypothetical/abstract scenarios
[18], which are skills that are especially required in predesign
phases. Using low-fi prototypes and | etting people with dementia
interact with them [18] could be one potential solution, although
it would still require a certain degree of hypothetical thinking
to imagine using thetechnology in everyday life situations[18].
Coherently, the reviews report that the extent of involvement
by peoplewith dementiain the devel opment phase was moderate
[18]: peoplewith dementiawere usually involved asinformants,
and most of the time during the postdesign evaluative stage
[18]. In other stages, different stakeholders such as informal
caregivers or experts were preferably involved [18].
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Additionally, the timing and pace of technology introduction
waswidely considered as crucial [14,18,22,39,40,43,44]. Even
though people with early-stage dementiahave fewer difficulties
in learning new things [18,39], they might not aways see a
benefit in using supportive technologiesif introduced too early,
as they often find themselves in denia about the severity of
their condition or their need for help [22]. By contrast, when
technologies are introduced at a later stage, it might be more
difficult for people with dementia to adapt to them [43]. The
pace of technology introductionis closely related to thefeeling
of familiarity with the device. A sudden introduction of
technology could lead to rejection, especialy in the case of
wearable devices, where people with dementia could remove
them if they seem unfamiliar, whereas caregivers often think
their loved ones are going to accept technologies easily [44]. A
more gradual introduction, making the technology almost
invisibleto the user [22], could potentialy facilitate the adoption
process and continuity of use.

Furthermore, certain technol ogies seem to be more suitable for
different stages of disease progression, and it isimportant that
they match theusers’ level of skills[42]. Disregarding the stage
of dementia has been reported asabarrier to uptake, even when
it comes to technologies such as virtual support groups for
caregivers [31]. Therefore, it might be particularly useful to
create supportive technologies that are able to adapt to the
disease progression [14,31,42,44]. In particular, the content of
interventions needs to be fitting and up to date [14].

Lastly, to maintain and improve the involvement of peoplewith
dementia and prevent early dropout, establishing a proper
partnership between the participants and researchers and
keeping participants thoroughly informed about the research
development are recommended [18].

Technology

Technol ogy-rel ated aspectsinfluencing uptake largely centered
around an unobtrusive and familiar design. In particular,
technologies designed to be used by people with dementia
should be intuitive and familiar and, if desired, mimic old
technologies that people with dementia might already be
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acquainted with, thus eliciting recognition rather than recall
[22]. They should have auniform and coherent design in terms
of fonts, colors, and the shape and size of buttons, and have a
nonthreatening look [22]. The type of technology and its
usability aso plays an important role in the
adoption/implementation process[23]. For instance, touchscreen
technologies seem to be well-tolerated and, if well-designed,
people with early-stage dementia require minimal training to
usethem [42]. Technologiesto be used by peoplewith dementia
need to be especially simplified in design and appearance; even
technologiesthat tell the time need to be as simple as possible,
according to Sanders and Scott [39].

Furthermore, a stigmatizing design should be prevented as it
often leads to rejection [36,43] by people with dementia and
their caregivers. Devices can be stigmatizing both in terms of
appearance, such as creating a“handicapped look,” and interms
of the signals they emit in public settings that might be
embarrassing [36]. Devices should therefore match the user’'s
identity to be adopted and not be perceived as stigmatizing [23].

In addition to having access to an internet connection [24],
technology literacy (ie, knowledge needed to use technology)
was recognized as a determinant for implementation
[14,22,24,31,36,41]. Hopwood et al [24] raised the matter of
the“digital divide,” referring to the gap between those who can
useinternet-based technol ogies and those who cannot. Although
younger caregivers may not have problems using digital
technology, caregivers of people with dementia such as partners
or spouses are more likely to be older themselves and might
experience moredifficulties[24]. Disregarding the digital divide
often startsin an early stage of development, as a certain level
of technology literacy is often an inclusion criterion to
participate in research studies [24]. Reducing the complexity
of digital technologies, supporting access with potential input
from health professionals, and helping to understand the
potential benefits that might come from using technology may
aid in bridging the divide [22,24,41].

Value Proposition

For successful implementation of technology in informal
dementia care, it must be clear for whom and how the
technology generates value. In the included studies, only
implementation-rel ated factorsrelated to the demand-side value
(ie, the value to the user) were considered, whereas factors
related to the supply-side value (eg, business cases and models,
chances of return on investment, potential risks for investors)
were largely underrepresented.

Thordardottir et al [41] highlighted the importance of how the
benefits of a technology are communicated to people with
dementia and their caregivers. The authors suggest that the
perception of an immediate advantage is a key element of
acceptance and value creation, which helps to prevent the
abandonment of technology after a short period of usage, even
when it comes to more obtrusive technologies.

Furthermore, the review of Guisado-Fernandez et al [22] found
that it was rather common for people with dementia and their
informal caregivers to have unrealistic expectations of what
supportive technologies might accomplish for them. Such a
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mismatch between expected and perceived benefits [41] can
hinder technology adoption. Thordardottir et a [41] underline
the importance of a correct matching between expectations of
peoplewith dementiaand their caregivers beforeimplementation
and the actual benefits of the technology following the initial
use. A mismatch in this regard can impede successful
implementation as consequence of the users' disappointment
[41].

Moreover, athough the expected or perceived benefits are
usualy in line with the original purpose of the technology,
informal caregivers and people with dementia often perceive
different features as valuable [43]. Insight into different or
competing values of informal caregivers and patients is
important to prevent contradictory perspectivesfrom becoming
abarrier to continue using a technology [43].

Lastly, as mentioned by Novitzky et a [36] and
Guisado-Fernandez et al [22], users often consider that acertain
technology is not meant for them. This issue can occur when
introducing  “off-the-shelf” technologies, which lack
personalization both toward people with dementia and their
caregivers[40]. AsSriram et al [40] describe, many technologies
needed to be customized to theindividual situationsof the carers
and people with dementia, and abandonment was frequent when
this was not the case.

Adopters

We found a broad range of factorsinfluencing implementation
relating to the adopters/primary users of technology to support
informal dementiacare. Factorsrelated to people with dementia
themselves and the context of their specific condition are
summarized in the subsection ‘' Challenges Related to the
Condition” above. We thus here report on identified factors
related to the informal caregiver.

The largest group of factors that facilitate or impede
implementation centered around personal characteristics of the
informal caregiver. Among these, their motivation, digital
literacy, and training and education were found to beimportant
factors [14,23,39-41]. Their attitude toward technology may
influence whether they begin to use technologies or
interventions, and their perceived competence influences
whether or not they continue to use the technology [22,45].
Relating to digital interventions, ethnicity and culture were
frequently mentioned as influencing factors, suggesting a
potential benefit to tail oring interventionsto specific minorities
before implementing them [14,40]. Furthermore, caregiving
workload has been identified as an important factor regarding
adherenceto digital technologies. the busier informal caregivers
were, the less usage took place [14].

Finally, factors related to expected or perceived technology
burden such as privacy concerns of informal caregivers about
using technology to document personal issues[14], the fear of
being replaced by machines[22,36,41], and routine disturbance
[22] have been reported to hinder implementation.

Organization

This section describesfactorsinfluencing implementation related
to the implementing organization, namely the technology
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provider. Although these were among the least addressed factors
within theincluded reviews, several factors could beidentified.

Primarily, when distributing new technologies, the
organization’s capacity for long-term technical user support
plays a key role for sustainable implementation. Providers
should have the capacity to deliver guidance to people with
dementia and their caregivers on how to use the technology,
allow sufficient timeto practice, and provide face-to-face home
assistance in case of technical glitches [22]. Software and
content should be updated regularly. Related to this, the
literature stresses the importance of sufficient staff availability,
replacement when staff leaves, and regular staff training [14].
Certain dstaff characteristics such as insecurity about
technological or ethical issues have a so been reported to impede
implementation [14]. Lastly, the lack of sufficient resources
for public relations, which is a situation that mostly impacts
smaller organizations, has been described as a barrier to
sustainable implementation [14].

Wider System

As described by the NASSS framework [28], the wider
institutional and sociocultural context is often key to explaining
an organization's fallure or success in moving from a
demonstration project to a fully spread and sustainable
technology. Based on the reviews, we identified a limited
number of factorsthat mainly relate to the context of policy and
(legal) regulations.

In particular, the effect of local care policies has been described
asanimportant factor [14]. In recent years, policy developments
haveincreasingly recognized the possible benefits of innovative
eHealth technol ogies. However, the constrained ability of health
insurance authoritiesto support innovation and their preference
for more classically delivered care have been identified as
significant barriers to implementation [14].

Furthermore, the literature discussed certain privacy and ethical
issuesthat can pose a barrier to implementation [14]. Novitzky
et a [36] reported that caregivers of people with dementia are
increasingly concerned about the ethical responsibility and legal
liahility for any possible misuse of atechnology that isusedin
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the home setting. For instance, Vermeer et al [44], who reviewed
the literature on surveillance technologies in home-based
dementiacare, posed the question of who isauthorized to know
the location of the person with dementia and when the use of
thesetypes of technologieswould or should resultin legal issues.

Lastly, it has been reported that sustainable implementation of
supportive technol ogies requires them to be devel oped in away
to ensure that they are interoperable with future systems [44].

Embedding and Adaptation Over Time

We found that aspects within this last domain were strongly
underrepresented, with only one review reporting on aspects
related to the continued evol ution and adaptation of technology
over time. In particular, the review of Christie et a [14]
mentions some of the suggested long-term implementation
strategies such as reconciling community and organizational
characteristics, streamlining processes for monitoring
intervention fidelity, and active facilitation of the service uptake
[14].

Identified Gaps

Table 2 presents an overview of the number of reviews
describing factors related to implementation of technology
supporting informal dementia care per the domains of the
NASSS framework. Most of the reviews described factors
relating to the technology and the condition of dementia,
followed by reviews describing factors related to adopters
(informal caregivers) and the technology value proposition.
Factors relating to the implementing organization, the wider
system, and embedding and adaptation of technology over time
were the least represented. In conclusion, the most identified
factors provide information about how the condition of
dementia, thetechnology itself, its expected and perceived value
(demand side), and the informal caregiver might influence
successful implementation, whereas considerably less has been
reported on factors relating to the implementing organization,
the wider institutional and sociocultural of context of policy
and regulations, and the continuing adaptation of technology
over time.

Table 2. Number of reviews identified per domain of the Nonadoption, Abandonment, Scale-Up, Spread, and Sustainability (NASSS) framework

(N=21)2

NASSS framework domain

Number of reviews

Condition (people with dementia)
Technology

Adopters

Value proposition

Organization

Wider system

Embedding and adaptation over time

11
11

P N W U1 ©

@Based on the information provided in a review, one single review could fall within multiple NASSS domains simultaneously. To prevent overlap
between categories, factors related to people with dementia and their specific condition have been grouped under “Condition”; factors related to the

informal caregiver are represented within the “Adopters’ domain.
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Discussion

Principal Results

Our study aimed at gaining a more complete understanding of
why it is often difficult to implement eHealth technol ogies that
have been specifically designed to support peoplewith dementia
and their informal caregivers in everyday life. According to
Bauer and colleagues [49], the main goals of implementation
science should be (1) identifying barriers and facilitators to the
uptake of innovationsand (2) devel oping and applying strategies
to promote the successful implementation of innovations. Our
umbrellareview integrates knowledge that has been fragmented
acrossdifferent reviews until now by (1) providing an overview
of the types of technologies that have been used and studied in
the context of informal dementia care, and (2) exploring the
factors influencing the implementation of those technologies.

Our review found that regardless of the difficulties that come
with implementing supportive technologies, a broad range of
existing or to-be-developed technologies are studied in the
context of informal dementiacare. Similar to Gibson et a [47],
we generally identified technologies that aim to be used by
different primary user groups, characterized by varying levels
of involvement of informal caregivers, ranging from
technologies used by informal caregivers to technologies used
between caregivers and people with dementia to technologies
used by people with dementia. It was possible to identify a
certain degree of overlap between the categorization by user
groupsthat emerged in our study and the structure of the NASSS
framework, specifically with respect to how certain determinants
of implementation refer to the patients (Condition and Adopters)
and others to the caregivers (Adopters). However, we find the
distinction between the domain of Condition and the subdomain
“Patients’ (embedded in the Adopter domain) to be less
practical.

One of the largest groups of technologies found in our review
were monitoring devices, including in-home monitoring of
health and safety, and outdoor location identification of people
with dementia, showing that this technology domain has
developed rapidly and is seen as promising. We found that
privacy and ethical issueswerefreguently mentioned asabarrier
in relation to this type of technology; however, ways to
overcome this barrier have mostly been unaddressed. In a
previous study among potential users, we found that artificial
intelligence—driven monitoring systems particularly require
introduction in a way that prevents caregivers from feeling
undervalued [50]. We have published a set of requirements that
can benefit the development and introduction of in-home
monitoring technologies aimed at supporting home-based
dementia care [50].

An important finding of our study was the uneven distribution
of references identified within the 7 domains of the NASSS
framework. Although most reviews contained information on
how the condition of dementia, the technology itself, its expected
and perceived value, and theinformal caregiver might influence
successful implementation, considerably less has been reported
on factors related to the implementing organization, wider
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institutional and sociocultural context, and continued adaptation
of technology over time.

Interestingly, two included reviews came to a similar
observation. Thereview from Christieet a [14], which focused
on digital interventionsfor caregivers of people with dementia,
found contextual factors related to implementing organizations
and the wider context to be underrepresented in the included
studies. Similarly, the implementation factors identified by
Thordardottir et al [41] often related to a “micro level” (the
individual user), whereas factors on the “meso level”
(organizational processes) and “macro level” (national policy
context) were less frequently found.

An additional blind spot that emerged from our study was the
lack of information on factors related to the supply-side value,
which was surprising as business modeling is crucial for the
success of an eHealth technology and can serve on a strategic
level to guide sustainable implementation [51].

Overall, there seems to be a mismatch between the focus of
research performed on supportive technologies for people with
dementia and their informal caregivers, and existing
implementation frameworks. In our view, this might indicate
(1) amisconception or partial mental model of implementation
within researchers in the context of informa dementia care or
(2) a lower interest in research about the wider contextual
factors. In fact, researchers probably prefer to focus more on
concrete, well-known, and measurable aspects of
implementation instead of focusing more on abstract concepts.
Nevertheless, these results could constitute a possible
explanation to implementation failures that are very diffusedin
this (and other) contexts [52].

The identified mismatch between theory and research practice
was also visible in the fact that most of the included reviews
did not generally identify the use of implementation frameworks
intheir included studies nor did they employ such aframework
to systematize the results. However, the latter could be explained
by the fact that many of the reviews did not focus on
implementation “as a whole” but rather focused on specific
subcomponents of implementation such as acceptance or
adoption. One review we included produced an ad hoc
framework to guide the design of “smart health technology”
[22]. Interestingly, this DemDesCon framework [22] also covers
considerations to be made at the user, social, and devel opment
levels.

Strengthsand Limitations

To the best of our knowledge, thisreview isthefirst of itskind
to explore factors influencing the implementation of eHealth
technologies to support informal dementia care at this level of
abstraction. By analyzing reviews (that included 840 studiesin
total) instead of primary studies, we were able to (indirectly)
include alarge knowledge base. According to the methodol ogy
employed, our results could lay the groundsto provide practical
insights for decision making in the context of implementation
of eHealth to support informal dementiacare[30]. An additional
strength of thisreview alsoliesin therigor of the data extraction
and analysis, with multiple researchersindependently screening
and analyzing the information.
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However, some limitations must be considered. First, our results
specifically refer to the context of informal dementia care and
therefore are not necessarily generalizable to other
implementation contexts. Second, due to the employed umbrella
review design, we had to rely on the way review authors have
summarized their findings. The level of detail provided within
theincluded reviews varied; not all reviews provided a detailed
description of the types and purposes of their included
technologies, with some only providing a shorter summary.
Lastly, although the authors kept closetrack of recent literature,
due to technical time for finalization and publication of the
manuscript, papers that would have otherwise been included
might have been overlooked.

Future Research

Our results suggest that more research is needed to understand
how implementing organizations, the wider institutional and
sociocultural context, and business modeling influence the
successful implementation of technologies to support people
with dementia and their caregivers, as many of the included
reviews failed to address these aspects. In addition, future
implementation research within thistarget group should increase
itsfocus on continued adaptati on and embedding of technology
over time. AseHealth technol ogiesto support informal dementia
care develop rapidly, it seems essential for implementers not to
fall behind the technological progress or eventual changes in
context and care standards.

Lastly, our review provides an overview of factors influencing
implementation, but it does not differentiate between different
types of technologies in this regard. Future research should
investigate what is needed for successful implementation of
specific kinds of technologies to support people with dementia
and their informal caregivers at home.

Practical Recommendations

To help future developers in creating and successfully
implementing meaningful technologies for both informal
caregivers and people with dementia, we generally recommend
use of the NASSS framework in combination with a holistic
and iterative development approach, which views
implementation not as a postdesign phase but rather intertwined
with development right from the start. In light of our results,
the CeHRes Roadmap [17,53]—a toolkit to guide holistic
eHealth development—seems especially suitable in several
ways. First, this roadmap pays special attention to the
characteristics of and interrelation between relevant
stakeholders, the (wider) context, and the technology. Second,
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it incorporates evidence-based methods from participatory
development and human-centered design. Third, it focuses on
cocreation of a business model even before a prototype of a
technology isbeing made. Inthisway, possibleimplementation
barriers such as those identified in our study can be addressed
and accounted for at an early stage of development.

In addition, we present asynthesis of our most important results
in the form of checklist (see Multimedia Appendix 3) aimed at
promoting reflections and providing insights for readers
interested in the field of technologies to support informal
dementiacare. The present checklist isintended for researchers,
policymakers, practitioners, experts, and any other stakehol der
interested in technologies for informal dementia care who want
to gain specific insights on the implementation process and
determinants. Specifically, readers are provided with (i) a
concise overview of relevant aspects and domains of
implementation identified in this review in light of the NASSS
framework and (ii) best practices and recommendations. The
first step to use this simple tool isto define the technology (or
type of technology) that needs to be implemented, and its
primary user group. Readers can make use of Figure 2 to
navigate the different options. By filtering the most and least
important domains, researchers can concentrate on the most
relevant aspects. Moreover, the reader can rate their relevance,
the extent to which they were addressed in design or
implementation, and make use of the practical insights that
directly derive from our review and CeHRes Roadmap [17,53].

Conclusions

The increasing number of community-dwelling people with
dementiaworl dwide underscoresthe need for innovative eHealth
solutions that can provide support to both patients and their
caregivers in the home setting. However, sustainable
implementation of supportive technologies within this target
group can be difficult. Our umbrella review has provided a
comprehensive overview of eHealth technol ogies studied inthe
context of informal dementia care and contributes to a better
understanding of a broad range of factors influencing their
implementation. These findings can help researchers and
stakehol ders improve the development and implementation of
eHealth technol ogies to support informal dementia care. More
research is needed to identify the specific factors determining
successful implementation related to the wider institutional and
sociocultural context, the implementing organization and
technology supplier, and continued adaptation and embedding
of technology over time.
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Abstract

Background: The number of persons with dementiais steadily growing, as is the number of individuals supporting persons
with dementia. Primary caregivers of persons with dementia are most often family members or spouses of the persons with
dementia, and they are more likely to experience increased stress and other negative effects than individual s who are not primary
caregivers. Although in-person support groups have been shown to hel p buffer the negative impacts of caregiving, some caregivers
live in isolated or rural communities and are unable to make the burdensome commitment of traveling to cities. Using an
interdisciplinary approach, we developed a mobile smartphone support app designed for primary caregivers of persons with
dementia, with the goal of reducing caregiver burden and easing stress. The app features a 12-week intervention, largely rooted
in mindful ness-based self-compassion (MBSC), because MBSC has been linked to minimizing stress, depression, and anxiety.

Objective: The primary objectives of our program are twofold: to explore the feasibility of a 12-week mobile support program
and to conduct an initial efficacy evaluation of changesin perceived caregiver burden, coping styles, and emotional well-being
of caregivers before and after the program.

Methods: Our feasibility study used a 2-phase participatory pretest and posttest design, focusing on acceptability, demand,
practicality, implementation, and efficacy. At phase I, we recruited 57 primary caregivers of persons with dementia (mean age
76.3, SD 12.9 years), comprising spouses (21/57, 37%), children (21/57, 37%), and friends or relatives (15/57, 26%) of persons
with dementia, of whom 29 (51%) completed all measures at both pre- and postprogram. The content of the program featured a
series of MBSC podcasts. Our primary outcome measure was caregiver burden, with secondary outcome measures including
coping styles and emotional well-being. Daily ecological momentary assessments enabled us to ask participants, “How are you
feeling today?’ Phase Il of our study involved semistructured follow-up interviews with most participants (n=21) who completed
phasel.
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Results: Our findings suggest that our app or program meets the feasibility criteria examined. Notably, participants generally
accepted the program and believed it could be a useful resource. Emotional well-being increased significantly (P=.04), and
emotion-based coping significantly decreased (P=.01). Participants generally considered the app or program to be a helpful
resource.

Conclusions: Although there were no significant changesin caregiver burden, we were encouraged by the increased emotional
well-being of our participants following the completion of our program. We al so conclude that our app or program demonstrated
feasibility (ie, acceptability, practicality, implementation, and efficacy) and can provide a much-needed resource for primary
caregivers of persons with dementia. In the subsequent version of the program, we will respond to participant feedback by

incorporating web-based weekly sessions and incorporating an outcome measure of self-compassion.

(IMIR Aging 2021;4(4):€28652) doi:10.2196/28652

KEYWORDS

virtual support programs; caregivers; dementia; mindfulness; self-compassion; mobile health; mobile applications; elderly; older

adults; usability; feasibility; smartphone app; mobile phone

Introduction

Background

Dementia is a growing health concern that currently affects
approximately 47 million peopleworldwide[1]. Morethan half
of persons with dementia live in their own homes, supported
primarily by family caregivers[2,3]. Family caregivers can face
considerable stress when caring for a person with dementia at
home [4,5], resulting in higher levels of depression and anxiety
[6,7], social isolation [8], lower levels of subjective well-being
[6-9] and worse physical outcomes for these individuals
compared with caregivers of people without dementia [6-10].
One meta-analysis demonstrated caregivers of persons with
dementiato be more stressed than nondementia caregivers and
to experience more serious depressive symptoms and physical
problems [6], whereas another found overall prevalence rates
for depression and anxiety among primary caregivers of persons
with dementia to be 34% and 44%, respectively, both figures
being considerably higher than nondementia caregivers[11].

Although stress can often be aleviated through conventional
education and counseling programs [12-14], participation in
face-to-face interventions is not aways feasible [15-17].
Caregiving responsibilities, the caregiver's own health issues,
the personal and economic burden of long travel distances to
programs, and inclement weather can all pose major obstacles
to program participation [16]. The COVID-19 pandemic has
heightened awareness of the need to support caregivers of
persons with dementia who were already at risk for social
isolation before widespread precautionary restrictions were
imposed [18].

To improve access to programs for caregivers who are not able
to attend in person, the delivery of psychoeducational support
programsthrough amobile app isapromising, scal able solution.
The ubiquitous nature of smartphones provides unprecedented
opportunities for both content delivery and data collection. A
systematic review [19] of mobile app-based health promotion
programs, such as diet, physical activity, and lifestyle support,
found better health outcomes for mobile app users compared
with nonusers.

Although extensive research has focused on developing
programs to alleviate burden in primary caregivers of persons

https://aging.jmir.org/2021/4/€28652

with dementia[20,21], accessto these programs remainslimited
and fragmented for many family caregivers[17-22]. Improving
caregiver access to interventions may be enhanced through the
judicious use of technology. A 2018 systematic review [15] of
8 randomized controlled trials of internet-based interventions
for primary caregivers of personswith dementia concluded that
the use of technology to teach people new coping skills to
moderate stress can improve mental health, although marked
methodological diversity prevented robust pooling of results.

For primary caregivers of persons with dementia,
mindfulness-based interventions [23-27] have been shown to
be more effective than traditional education and support.
Self-compassion, a specific form of mindfulness training [28],
isan approach to dealing with challenging or difficult situations
that foster emotionaly positive, understanding, and
nonjudgmental attitudes toward oneself [29,30]. A systematic
review [31] found that higher self-compassion in older adults
was associated with lower levels of depression and anxiety and
higher levels of well-being. Thefeasibility and effectiveness of
delivering self-compassion programs on the internet has been
demonstrated in several studies [32,33], but the proposed
investigation is one of the first that we have identified to
evaluate a mobile self-compassion program for primary
caregivers of personswith dementia.

Objectives

The overal objectives of this project are to: (1) explore the
feasibility of a 12-week mobile support program, and (2)
conduct an initial efficacy evaluation of changes in perceived
caregiver burden, coping styles, and emotiona well-being of
caregivers before and after the program.

Methods

Design and Rationale

This feasibility study used a 2-phase participatory pretest and
posttest design. Feasibility studies, which are considered
particularly relevant to real-world settings, help to determine
whether an intervention is appropriate for further testing and to
identify the modificationsin the research methods and protocols
required [34]. Areas of focusfor feasibility studies can include
acceptability, demand, practicality, implementation, and
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efficacy. Acceptability refers to the extent to which a program
is judged as suitable, satisfying, or attractive to participants,
whereas demand can be demonstrated by interest or likelihood
of use. Implementation is defined as the extent to which a new
program can be successfully delivered to the intended audience
[34]. Practicality refers to factors such as efficiency, speed, or
quality of implementation and the ability of participants to
undertake intervention activities [34]. A focus on limited
efficacy involves the evaluation of whether the program shows
promise of being successful, as examined by measuring the
intended effects of the program on key intermediate variables
[34].

Ethics approval for this study was obtained from the University
of Saskatchewan (Behavioral Ethics Research Board #1014).
Phase 1 involved the co-design of a mindfulness-based
self-compassion (MBSC) intervention developed specifically
for primary caregivers of persons with dementia. Our
interdisciplinary team comprised researchersfrom the disciplines
of nursing, nutrition, and computer science, as well as
community representatives. Community advisorsincluded one
staff member from the Alzheimer Society of Saskatchewan
(ASOS) and 2 patient family advisors (TH and BW). The
advisory members helped to ensure all facets of the project

Table 1. Co-designed app content.

Goodridge et d

reflected the values and interests of primary caregivers of
personswith dementiaand contributed to the ecological validity
of the project [35]. Two certified MBSC consultants (JS and
CG) with extensive experience working with primary caregivers
of persons with dementia in the community participated in all
team meetings, so that the MBSC content devel oped addressed
the stated needs and preferences of the advisory members. This
interdisciplinary approach drew upon complementary expertise
and multiple perspectives to create an ecologically relevant
program.

On the basis of caregivers' lived experiences and preferences,
the expertise of our self-compassion consultants and our review
of the literature, the content for a 12-week MBSC and support
program was co-designed within a 6-month time frame,
incorporating existing web-based caregiver support resources
developed by the ASOS or other reputable advocacy agencies
(eg, Alzheimer's Association), as appropriate. MBSC
consultants devel oped the original material for this programin
the form of 14 podcasts, 12 meditations, and 4 body-based
practices. Table 1 describes the co-designed content categories
and provides examples of the activities associated with each
session.

Topics Links to existing resources

Content example

Communication and dealing with difficult

emotions wandering, paranoia)

Difficult situations (eg, repetition and memory loss;

Podcast “Who should Practice Mindful-
ness and Self-Compassion?’

« Difficult emotions (eg, guilt, anger, frustration)

Coping with stress, anxiety, and depres-
sion; Change and transition Coping

Overwhelm
Rumination
Emotional regulation

YouTube video clip

Relationships, intimacy, and sexuality .

Reducing caregiver stress

Role changes, support, rel ationship dynamics, protection,

Cogpnitive behavioral practice “ Thought
stopping”

Meditation “Opening the Heart Space”

loss, dealing with limited supports, boundaries

Grief and loss
Anticipatory grief

Caregiver fatigue and stress Fatigue and exhaustion
Stress

Depletion

Caregiver burden

Respite

Positive ways to cope with caregiver fa-  «
tigue and burn-out .
o Nutrition and activity

Safety

More positivewaysto copewith caregiver «  Developing resilience
fatigue and burn-out o  Grétitude
o Sdf-care

Ambiguous loss and grief

Meditations “ Three Minute Breathing
Space”

Loss of roles, relationships, independence, and history
Changesin identity and personality

Podcast “ Introduction to Loving Kindness
Practice”

Time for self-care and guilt

Body scan practice

Insomnia and interrupted sleep

Podcast “ The Power of Gratitude”
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The program was delivered using the Ethica platform
co-designed and codeveloped by the coauthor NO and Ethica
Data Services. The Ethica platform is designed to aid in the
creation, delivery, and data collection of smartphone-based apps
[36,37]. A computer science student (JN) customized
functionalities on the Ethica system to reflect the co-designed
program.

Daily ecologica momentary assessments (EMAS) sampled
participants’ responses to the question “How are you feeling
today?’ The program offered arange of MBSC tools (including
bespoke audio and video recordings and links to external
resources such asrelevant YouTube videos) with varying lengths
between 1 and 20 minutesthat caregivers could incorporateinto
their livesin waysthat worked best for them [38]. Coping cards
(eg, Talk to yourself like you would to someone you love) were
developed to alow participants to access positive messages
about coping and center them in a mindful and
self-compassi onate mindset.

Phase 2 consisted of a pre- and posttest design using validated
instruments delivered through the app and qualitative datafrom
postprogram individual interviews. The target sample size was
40 individuals. Information on demographic characteristicsand
current participation in support groups was collected after
informed consent was obtained at enrollment. The Ethica app
was installed on participants’ smartphones, and they received
proper instruction on the use and privacy guarantees of the
technol ogy, including how to temporarily pause data collection.
The duration of use data was gathered through the Ethica app
use functionality. At the conclusion of 12 weeks or at
termination of the program, participants were offered the
opportunity to participate in individua telephone or Zoom
interviews focusing on the experience of using the app.

Participants

Caregiverswererecruited by the ASOS using direct contact and
social media, by linking the research team with ASOS caregiver
programs in the province, and through media coverage and
broadcast interviews. The dligibility criteria for this study
included self-identification as a primary caregiver of a
community-dwelling family member who has memory loss
consistent with dementia, aged =18 years, ableto read and speak
English, and access to a smartphone. Participants received a
CAD $100 (US$80.4) gift card to agrocery store of their choice
to offset the data plan costs associated with using their personal
devices during this study.

Instruments

Caregiver burden, the primary outcome, was measured using
the Burden Scalefor Family Caregiving (BSFC) [39] at baseline
and 1 week after the conclusion of the program through the
Ethica app. The BSFC is awidely used 28-item questionnaire
developed to identify individual caregiver service needs, predict
caregiver health in research studies, and evaluate the
effectiveness of programs [40,41]. The degree of subjective
burden was expressed as the level of disagreement with the
statements. Furthermore, 12 of the 28 items were inversely
presented to minimize the potential for response bias. The
completion of the BSFC takes approximately 5-10 minutes. The
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possible scores ranged from O to 84. The BSFC cumulative
score is assigned to three level s of subjective burden categories
specific to caregivers of persons with dementia: none to mild
(0-35), moderate (36-45), and severe (46-84) [42].
Standardization with 1911 subjects established the average
BSFC score for caregivers of persons with dementia as 41.9
(SD 14.8); Cronbach a was .92, and test-retest reliability was
0.94[39].

The secondary outcomes included changesin coping style and
emotional well-being. Short questionnaireswere delivered daily
via the app to the participants on a rotating basis. One 2-item
scale from the Brief-COPE instrument [43,44] was delivered
every day. The Brief-COPE is avalidated, 28-item measure of
different coping styles comprising 14 2-item scales [43,44].
Coping stylesrefer to an individual’ s responseto apsychol ogical
stressor, which is often related to a negative event [43]. These
styles include self-distraction, active coping, denial, substance
use, use of emotional support, use of instrumental support,
behaviora disengagement, venting, positive reframing, planning,
humor, acceptance, religion, and self-blame. Total scores were
calculated for each scale, allowing usto detect whether changes
in coping style occurred over the duration of the program [44].
These scales can be grouped into emotion-focused,
problem-focused, and dysfunctiona coping styles.
Emotion-focused coping styles aim to reduce, alleviate, and/or
minimize the unpleasant feelings associated with the stressor
and are especially valuable in situations in which the person
has little control [44], as can often occur in caring for a person
with dementia.

In addition to the Brief-COPE, the World Health Organization
(WHO)-5 Well-Being Scal e was compl eted weekly. The WHO-5
isashort, commonly used, psychometrically sound measure of
positive emotional well-being with a single cumulative score,
where 100 represents the best possible quality of life [45].

Qualitative Data

This paper summarizes data from field notes kept by research
assistants during enrollment and program delivery, as well as
interview data related specifically to the technical aspects of
the app in terms of acceptability, practicality, and
implementation for the 72% (21/29) of participantsincluded in
the quantitative analyses who also completed the fina
interviews.

Data Analysis

Pearson correlations were used to assess the relationships
between raw scores on the BFSC and personal characteristics
(continuous variables), WHO-5 scores, and the three
Brief-COPE  (emotion-focused, problem-focused, and
dysfunctional coping styles) summary scores. Descriptive
analyses were performed to detect differences in scores at
baseline and at the end of the program on the key variables of
interest (ie, burden, coping styles, and well-being). Wilcoxon
signed-rank testswere used to compare baseline and final scores
on the BSFC, the WHO-5, and the three (ie, emotion-focused,
problem-focused, and dysfunctional coping styles) summary
scores on the Brief-COPE. A P value of <.05 was considered
asdtatistically significant. All statistical analyseswere conducted
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using the SPSS version 27 (IBM Inc). Content analysis [46]
using a deductive approach allowed for the targeted analysis of
qualitative data related to acceptability, practicality, and
implementation.

Results

Participants

A total of 77 participants were enrolled in the study, although
16 did not open the app. One of these individuals indicated:
“1"m past tired now without reading stuff first to download [the
app]...even smpleinstructionsaretoo much.” Three participants
withdrew after several weeks because of busy personal schedules
or other priorities and another was found not to own a
smartphone.

A total of 53 participants (48/53, 91% female) with amean age
of 58.0 (SD 13.6) years were recruited into the study between
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September 2019 and March 2020. The persons with dementia
for whom participants were caring included spouses (19/53,
36%), parents (17/53, 32%), and other friends or relatives
(217/53, 32%) with amean age of 77.6 (SD 12.0) years. Complete
baseline and final data sets (BFSC, WHO-5, and Brief-COPE)
were available for 51% (29/57) of participants who completed
all questionnaires at both baseline and the end of the program
and were included in the data analysis below. Demographic
characteristics of excluded participants were compared using
2-tailed t tests (age) and chi-square analyses (participant sex,
carerecipient sex, and age), and no significant differenceswere
detected.

Table 2 displays the demographic and personal characteristics
of the participants. The participants were mostly female (26/29,
90%), with excellent or very good health (18/29, 62%) with a
mean age of 59.6 (SD 11.3; range 28-79) years. Most
participants cared for aspouse or parent (22/29, 76%). The mean
age of carerecipientswas 78.9 (SD 10.1) years.
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Table 2. Demographic and personal characteristics (N=29).
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Characteristics

Value, n (%)

Gender
Female
Male
Relation to personswith dementia
Spouse
Child
Other relative
Friend
Currently work for pay
Yes
No
Have one or more family membersavailable for support
Yes
No
Duration of caregiving for personswith dementia
2 yearsor less
3-6 years
7 years or more
Participant self-rated health
Excellent
Very good
Good
Fair
Poor
Rating of personswith dementia health
Excellent
Very good
Good
Fair
Poor
Per sonswith dementia behaviorsreported
Memory loss
Refusing help
Repetitive behaviors
Sleep disturbances
Paranoia
Hoarding
Aggression
Wandering
Other
Total number of behaviorsreported
1-3

26 (90)
3(10)

11 (38)
11 (39)
6(21)
1(3)

11 (38)
18 (62)

24 (83)
5 (17)

13 (45)
7 (24)
9(31)

4 (14)
14 (48)
9(31)
2(17)
0(0)

0(0)

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

28 (97)
16 (55)
15 (52)
13 (45)
10 (34)
8(28)
6(21)
6(21)
10 (34)

13 (45)
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Characteristics

Value, n (%)

4 or more

16 (55)

Acceptability, Practicality, and | mplementation of the
App

Understanding the  acceptability, practicality, and
implementation of using an app to deliver a psychoeducational
program targeted at caregivers of persons with dementia was
central to this study, especially because of the wide variation
in possible caregiver ages and comfort with technology.
Participants generally found the app easy to use and
user-friendly, although several required additional assistance
from the research assi stant to address navigation problems early
in the program. One participant noted:

I’m not a very techy person, so | was really nervous
about it at first...But anyway, once | got that it was
fine.

Many participants noted the convenience of having the content
available on their phones:

| liked that it was on my phone. | liked that | could
access it at my convenience. And | do use my phone
pretty much like my right hand all the time.

Theavailability of multipletypes of content was very appealing
to many participants:

It's got a variety of different things in one place. |
like that. It's like a one stop shop.

The incorporation of EMAS has received numerous favorable
comments:

The most useful part wasthe, “ How are you feeling,”
survey, every day. It made me sit down and think
about the last few hours, and was how stressed |
really was, or maybe | wasn't as stressed as| thought
| was. And I've come to look forward to that, so |
actually have a minute to sit down and say, “ Well
how was just the last bit?” | found that really, really
helpful.
Incorporation of appropriate YouTube videos was appreciated
by most participants, but several participants did not like the
automatic redirection to alternate videos that were not part of
the program. Severa commented that they wished that the
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program could also be available on their computers to improve
readability.

Over the 12 weeks of the program, participants’ mean hours of
app use were 15.60 (SD 28.83) hours with a median time of
5.31 hours (IQR 3.0-11.1).

Outcome M easures

As there was minimal variability in the BFSC, WHO-5, and
Brief-COPE subscale scores obtained midprogram and at the
end of the program, this study compared only baseline and the
final scores obtained on these instruments.

At baseline, the median BFSC scorewas 45 (1QR 35.5-50; range
31-61). Most participants were categorized as having either no
to mild burden (12/29, 41%) or moderate burden (16/29, 55%),
with 3% (1/29) reporting severe burden. Table 2 displays the
demographic characteristics of the participants according to
burden categories. BFSC scoreswere negatively correlated with
emotiona well-being (r=—0.40; P=.03) and positively correlated
with the use of avoidance-based coping (r=0.57; P=.001) and
the number of behaviors exhibited by the personswith dementia
(r=0.42; P=.02). There were no correlations between BFSC
scoresand caregiver age (r=—0.17; P=.39), duration of providing
care (r=0.30; P=.11); age of persons with dementia (r=0.10;
P=.60), emotion-focused coping (r=0.08; P=.70), and
problem-focused coping (r=0.07; P=.73).

Table 3 displaysthe frequencies of the coping strategiesreported
by the participants at baseline. Emotion-focused coping
strategies, particularly acceptance, were most frequently used
by participants at baseline. The two acceptance items, “I've
been accepting the reality of the fact that it has happened” and
“I’ve been learning to live with it,” were used by 52% (15/29)
and 45% (13/29), respectively. Almost half (14/29, 48%) also
reported frequent use of the problem-focused coping strategy,
“I've been thinking hard about what steps to take” Two
avoidance and dysfunctional coping strategies were reported
by about one-third of participants: “1’ve been blaming myself
for things that happened” (11/29, 38%) and “I’'ve been turning
to work or other activities to take my mind off things’ (9/29,
31%). There was minimal endorsement of other avoidance and
dysfunctional coping strategies.
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Table 3. Freguencies of reported baseline coping strategies (N=29).
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Coping strategy

Frequency of use, n (%)
Notatall A littlebit Mediumamount A lot

Emotion-based coping strategies

| have been trying to seeit in adifferent light, to make it seem more positive. 2(7) 11 (38) 11 (38) 5(17)

| have been getting comfort and understanding from someone. 3(10) 10(34) 5(17) 11(38)

| have been looking for something good in what is happening. 7(24) 8(28) 9 (31 5(17)

| have been making jokes about it. 16 (55) 7 (24) 3(10) 3(10)

| have been accepting the readlity of the fact that it has happened. 4(14) 2(7) 9 (31 15 (52)

| have been trying to find comfort in my religion or spiritua beliefs. 11(38) 4(14) 3(10) 11(38)

| have been learning to live with it. 0(0) 3(10) 13 (45) 13 (45)

| have been praying or meditating. 9(3Y 4(14) 5(17) 11 (38)

| have been making fun of the situation. 21 (72) 7(24) 0(0) 1(3)
Problem-based coping strategies

| have been concentrating my efforts on doing something about the situation | amiin. 2(7) 9 (31 9 (31 9 (3

| have been getting emotional support from others. 5(17) 13 (45) 8(28) 3(10)

| have been taking action to try to make the situation better. 0(0) 10 (34) 11 (38) 8(28)

| have been getting help and advice from other people. 3(10) 15 (52) 10 (34) 1(3)

| have been trying to come up with a strategy about what to do. 3(10) 10 (34) 5(17) 11(38)

| have been trying to get advice or help from other people about what to do. 3(10) 18 (62) 6(21) 2(7)

| have been thinking hard about what steps to take. 1(3) 6(21) 8(28) 14 (48)
Avoidance and dysfunctional coping strategies

| have been turning to work or other activities to take my mind off things. 6 (21) 7(24) 7(24) 9 (3

| have been saying to myself “thisisn’t rea” 17 (59) 8(28) 2(7) 2(7)

| have been using acohol or other drugs to make myself feel better. 21 (72) 3(10) 4(14) 1(3)

| have been giving up trying to deal with it. 16 (55) 8(28) 2(7) 3(10)

| have been refusing to believe that it has happened. 21 (72) 4(14) 4(14) 0(0)

| have been saying things to let my unpleasant feelings escape. 9(31) 11(38) 6(21) 3(10)

| have been using acohol or other drugs to help me get through it. 22 (76) 5(17) 2(7) 0(0)

| have been criticizing myself. 2(7) 11 (38) 10 (34) 6 (21)

| have been giving up the attempt to cope. 17 (59) 11 (38) 0(0) 1(3)

| have been doing something to think about it less, such as going to movies, watching 2 (7) 11 (38) 11 (38) 5(17)

television, reading, daydreaming, sleeping, or shopping.

| have been expressing my negative feelings. 3(10) 15 (52) 9(31 2(7)

| have been blaming myself for things that happened. 9 (31 4(14) 5(17) 11(38)

Table 4 displays the demographic characteristics of the
participants according to burden categories. BFSC scores were
negatively correlated with emotional well-being (r=-0.40;
P=.03) and positively correlated with the use of avoidance-based
coping (r=0.57; P=.001) and the number of behaviorsexhibited
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by the persons with dementia (r=0.42; P=.02). There were no
correlations between BFSC scores and caregiver age (r=—0.17;
P=.39), duration of providing care (r=0.30; P=.11); age of
personswith dementia (r=0.10; P=.60), emotion-focused coping
(r=0.08; P=.70), and problem-focused coping (r=0.07; P=.73).
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Table 4. Burden ratings and participant and care recipient characteristics (N=29).

Characteristics

None to mild burden (0-41; n=12), n (%)

Moderate to severe burden (242; n=17), n (%)

Relationship to persons with dementia

Spouse 7 (64)

Parent 2(18)

Other 3(43)
Currently work for pay

Yes 3(27)

No 9 (50)
Caregiver self-rated health

Excellent or very good 9 (50)

Good, fair, or poor 3(27)
Persons with dementia health

Excellent, very good, or good 6 (67)

Fair or poor 6 (30)

4 (36)
9(82)
4 (57)

8(73)
9 (50)

9 (50)
8(73)

3(33)
14 (70)

Table 5 compares the baseline and end-of-program scores for
the outcome measures. No significant change was detectablein
the moderate level of caregiver burden reported by the
participantsfollowing thisintervention. A statistically significant
(P=.04) increase in emotional well-being as measured by the

Table 5. Comparison of baseline and end-of-program scores.

WHO-5 was noted. No differences were evident in the
Brief-COPE scores for problem-based or avoidance and
dysfunctional coping, but the decrease in emotion-focused
coping was statistically significant (P=.01).

Qutcome Baseline median (IQR) End median (IQR) WSR3 (Z score) P value
Burden scale 45 (35.5-50) 42 (35-48) -0.56 57
WHO-5P 52 (28-72) 52 (32-80) -2.09 o
Brief-COPE emotion-based coping 18 (15-22) 15 (13-18.5) -2.49 01°
Brief-COPE problem-based coping 18 (15-22) 18 (15-21.5) -0.45 .66
Brief-COPE avoidance and dysfunctional coping 21 (18-15.5) 21 (17.5-26.5) -0.55 .59

Ailcoxon signed rank.
BWHO-5: World Health Organization-5.
Difference statistically significant at P<.05.

Discussion

Principal Findings

This study examined 4 aspects of feasibility (acceptability,
practicality, implementation, and efficacy) in relation to a
co-designed web-based support program for primary caregivers
of personswith dementiadelivered viaan app on asmartphone.
Our deployment results revealed that participants valued the
one-stop shop approach of having a range of MBSC practices
(acceptability) available on their personal smartphones
(precticality) that could be used to support them in their
caregiving challenges. A few technical problems were
experienced, and the app was considered easy to use
(implementation). This is especially important in studies such
as this, where participants are anticipated to lack the high
comfort and smartphone skills (ie, digital literacy) of
digital-native generations [47].

https://aging.jmir.org/2021/4/€28652

The interdisciplinary collaboration between health care
researchers and computer scientists afforded a unique
opportunity to capitalize on the expertise of multipledisciplines
and to deploy aprogram in areasonably short window. Although
each discipline has its own unique body of knowledge and
jargon, ongoing discussions between team members allowed
all the voices to be heard in a respectful manner, to achieve
consensus on key aspects of the project, and to undertake astudy
that no one team member could have achieved without such a
collaboration.

The participatory, co-design approach to this project ensured
that the perspectives of key stakeholders such as primary
caregivers of personswith dementiaand the Alzheimer’s Society
wereincorporated into content and program devel opment, which
we consider astrength of our project. The value of co-designed
programs has been amply demonstrated in the literature, notably
inthefield of technological support for chronic diseases and/or
ailments, given the purposes of our research [48,49]. Despite
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some challenges that can stem from co-designed programs (eg,
time issues can interfere with afully democratic process [49]),
they remain the gold standard for program development in the
field of integrated care [50]. The advantages of co-designed
support apps such as ours include knowledge cocreation across
technical solutions, lived experience, and medical expertise[48]
and the reduction of social health inequalities [50]. For
caregivers of functionally dependent adults like many of the
primary caregivers of persons with dementia in our research,
co-designed support apps have shown value by enabling
caregivers to identify their needs and tailoring the support
program accordingly [49]. Moreover, inclusivity and feasibility
are enhanced through co-designed programs because users
and/or stakeholders can provide insight into important
considerations, including appropriate digital literacy levelsand
respect for the help-seeking process of users[50].

By incorporating perspectives of primary caregivers of persons
with dementia and members of the Alzheimer’s Society in the
development process of our support program, we adhered to
the guiding principle of integrated care [50]. In addition, by
collecting feedback from the primary caregivers of personswith
dementiain theform of semistructured interviews post program
completion, the co-design approach will be built into future
iterations of the program or app design. Overall, participants
and invested stakeholders (eg, members of the Alzheimer’'s
Society) shaped this version of our program and offered
suggestions to improve it moving forward. It is our view that
committing to a user-centered support program promotes
optimization of the final product, at least in part, through the
enhanced acceptance, usability, and feasibility of its users.

The content and data collection instruments were successfully
delivered viathe smartphone as planned, but only 51% (29/57)
of participants completed al questionnaires. Although data
collection using smartphones offersthe advantages of ecological
validity and real-time data, missing datain these types of studies
is a well-recognized problem [47]. The participant burden of
completing the data collection protocol,, which involved multiple
administrations of 3 questionnaires throughout the 12-week
program, likely contributed to missing data in this sample of
caregivers and was noted by some of the participants. Future
studies with primary caregivers of persons with dementia
delivering programs via smartphones should consider whether
interviewer-administered data collection can be integrated into
studies.

Evaluation of the short-term efficacy of this intervention to
support primary caregivers of persons with dementia yielded
mixed results. During this feasibility study, participants chose
their own level of engagement with the content of the program,
and the hours spent on the content varied widely, as did the
content that was accessed by participants. Asthis study sought
to establish the feasibility of delivering this program via
smartphones, the duration of the program and foll ow-up period
were relatively constrained.

No change in caregiver burden scores was detectable
immediately following the program, which may be attributable
to several factors. As caregiver burden isinfluenced by diverse
factors [51], including the cognitive function of persons with
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dementia, hours spent caregiving, the caregiver'slevel of social
support, and previous caregiver experience, any positive impact
of beginning to incorporate an MBSC approach may have been
overshadowed by these other factors. We encourage future
researchersto examine whether some of these exogenousfactors
may impede the efficacy of MBSC programming. In addition,
the relatively short duration of the program may have
contributed to the lack of change in burden.

As there was no significant reduction in caregiver burden, our
primary outcome measure, from baseline to post intervention
(P=.57), we conducted apost hoc reliable changeindex analysis
in an effort to detect individual changes. The results of the
reliable change index showed that 7 participants had a
statistically significant reduced burden, whereas 1 participant
had a significantly increased burden from baseline to post
intervention.

No differences were detected in problem-based or
avoidance-dysfunctional coping styles, but there was an
unexpected decrease in emotion-based coping. We suspect that
avariety of factors contributed to this decreasein emotion-based
coping following our intervention. For instance, diminished
health of persons whom our participants were caring for might
have made it more difficult for caregivers to engage in
emotion-focused coping behaviors that make light of the
situation, like “1’ve been making jokes about it.” Some of our
participants noted in the follow-up interviews that the health of
their loved ones deteriorated significantly over the course of
the 8-week program, which could have been partly responsible
for the unexpected decrease in emotion-based coping
approaches. Theintroduction to MBSC approachesin this study
could potentially strengthen cognitive restructuring asacoping
strategy but has not been identified as affecting the degree to
which people use problem solving or avoidance and
dysfunctional coping [52].

Emotional well-being of participants showed a small, but
statistically significant improvement, although this failed to
meet the 10% change in scores recommended to signify a
clinically significant difference. Around 48.3% (14/29) of
participants scored lower than 50 on the WHO-5 and met the
criteriafor screening for depression, highlighting that caregivers
are at risk for adverse emotional sequelae.

Strengthsand Limitations

Our study enabled primary caregivers of personswith dementia
to access resources from the convenience of their smartphones
that they may not otherwise have been able to use, especialy
considering that some of the content was devel oped specifically
for this project (eg, MBSC podcasts). Although it is possible
that some of the primary caregivers of persons with dementia
could attend in-person support groups where similar content
could be available, others cited their geographic isolation in
remote communities or rural settings as a barrier to doing so,
and that having the material so readily available to them was
particularly helpful, as was the user-friendly nature of our app
and content. In addition, with current COVID-19 restrictions,
in-person support group meetings may be less prevalent in
various locations.
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One potentia shortcoming of our research isrooted in the nature
of feasibility studies, as not al possible outcomes can be
measured. To reduce the burden on respondents, we did not
measure changesin MBSC, which havetypically been evaluated
using the Self-Compassion Scale (SCS) [53]. However, given
that there might be a connection between MBSC and reduced
caregiver burden, we recommend future programs including
the SCS or perhaps its short-form.

Because of missing data, only half of the questionnaires could
be included in the final analyses, although we found no
differences in the demographic characteristics of those who
completed all questionnaires and those who did not.

The experimental nature of our study ensured that we assessed
measures pre- and postintervention. However, a control group
was not included in our study, which can be considered a
limitation. The rationale behind our decision to not include a
control group wasto ensure that participantswere not deceived,
particularly given their vulnerable status as primary caregivers
of personswith dementia, and also to better assessthe feasibility
of our program by enrolling all participants in it. Ultimately,
we wanted to know if the core elements of our program were
well received by participants, although we acknowledge that it
might be advisable for future iterations to include a control
group. In addition, a 1-month postintervention follow-up
assessment is recommended to researchers to examine whether
intervention effects can withstand the test of time. In this study,
we interviewed participants approximately 1 month after they
completed the program to collect their thoughts on its
acceptability, implementation, and feasibility, although
guantitatively assessing primary outcome measures would be
advantageous.

An additional limitation isthat the vast majority of participants
were female (26/29, 90%), meaning that although the program
was received favorably overall, its generalizability is somewhat
unknown. For instance, the male primary caregiver of persons
with dementia might reject our program initially or they might
not find it effective. However, there was male representation
among our patient family advisors (ie, TH), though perhaps
future iterations of the program should be informed by a more
equal representation of males and females across varying age
groups.

Future Directions

Our program as currently structured has value and utility for
primary caregivers of persons with dementia, as evidenced by
our results and in postintervention interviews with our
participants. However, we acknowledge ways that our program
could be improved in future iterations, starting with usability.
Specifically, some participants expressed that they felt burdened
by certain inclusions (eg, daily EMAS), whereas others valued
these inclusions. Accordingly, we recommend that future
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versions have optional EMAS, for example, where participants
can choose the number of daily EMAS (eg, maximum of 2/day,
minimum of 2/week, for instance). We also encourage
researchersto use aversion of our program to include ameasure
of MBSC—specifically, the SCS—at each time point, as away
to determine whether mindful self-compassion levels increase
following the MBSC intervention.

Other considerationsfor futureiterations of our programinclude
weekly web-based meetings among small groups of participants
via breakout rooms, to enhance a sense of community and/or
support that was lacking in the current version. These breakout
rooms could be moderated by an expert in the field from the
research team to ensure that participants questions were
addressed or answered. In addition, a postintervention focus
group wrap up session could be delivered virtually, where the
primary caregiversof personswith dementiacould connect with
the experts and one another. Finally, as communicated by
participants, more coping cards and a clearer layout of each
week’s content should be introduced.

As noted in a thematic literature analysis by Rampioni et a
[54], collaboration between researchers, technology devel opers,
patients, and caregivers remains a significant challenge in
developing technol ogies appropriate to support dementia. Our
future directions include sustaining the interdisciplinary,
community-involved team we have developed and potentially
expanding the team to include additional disciplines such as
psychiatry and social work.

Conclusions

Our study is one of thefirst to co-design and deliver an MBSC
program for caregivers of persons with dementia using a
smartphone. We believe that the findings of this study have
demonstrated the feasibility and demand for this type of
web-based program and identified the key challenges to be
addressed in future studies. Specifically, it is our view that an
MBSC program for primary caregivers of persons with
dementia, like the one presented in this study, can be particularly
helpful for individuals in rural or isolated communities, with
limited access to support groups. In addition, this feasibility
study has helped identify key outcome variables that were |eft
out of this version (eg, self-compassion), while also enabling
usto addressintervention elementsthat can be altered (eg, daily
EMAS) or incorporated in the next installment of our
intervention (eg, web-based breakout groups to develop both a
sense of community among primary caregivers of personswith
dementia lacking in the current iteration and to enable
participants to ask questions as they progress through the
intervention). Our findings will inform the development of
future iterations of the MBSC program and will contribute to
the evidence on strategiesto better support caregivers of persons
with dementia.
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Abstract

Background: Caregiver burden associated with dementia-related agitation is one of the most common reasons for a
community-dwelling person living with dementiato transition to a care facility. The Behavioral and Environmental Sensing and
Intervention (BESI) for the Dementia Caregiver Empowerment system uses sensing technology, smartwatches, tablets, and data
analyticsto detect and predict agitation in personsliving with dementiaand to provide just-in-time notifications and dyad-specific
i ntervention recommendationsto caregivers. The BESI system has shown that thereisavalid relationship between dementia-rel ated
agitation and environmental factors and that caregivers prefer a home-based monitoring system.

Objective: Theam of this study is to obtain input from caregivers of persons living with dementia on the value, usahility, and
acceptability of the BESI system in the home setting and obtain their insights and recommendations for the next stage of system
development.

Methods: A descriptive qualitative design with thematic analysis was used to analyze 10 semistructured interviews with
caregivers. The interviews comprised 16 questions, with an 80% (128/160) response rate.

Results: Postdeployment caregiver feedback about the BESI system and the overall experience were generally positive. Caregivers
acknowledged the acceptability of the system by noting the ease of use and saw the system as afit for them. Functionality issues
such as timeliness in agitation notification and simplicity in the selection of agitation descriptors on the tablet interface were
identified, and caregivers indicated a desire for more word options to describe agitation behaviors. Agitation intervention
suggestions were well received by the caregivers, and the resulting decrease in the number and severity of agitation events helped
confirm that the BESI system has good value and acceptability. Thematic analysis suggested several subjective experiences and
yielded the themes of usefulness and hel pfulness.

Conclusions: This study determined preferences for assessing caregiver strain and burden, explored caregiver acceptance of
the technology system (in-home sensors, actigraph or smart watch technology, and tablet devices), discerned caregiver insights
on the burden and stress of caring for persons living with dementia experiencing agitation in dementia, and solicited caregiver
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input and recommendationsfor system changes. Thethemes of usefulness and hel pfulness support the use of caregiver knowledge

and experience to inform further devel opment of the technology.

(JMIR Aging 2021;4(4):€30353) doi:10.2196/30353

KEYWORDS

dementia; agitation; sensors; smart health; wearable technology; just-in-time notifications; caregiver; dyad; home-based; qualitative

Introduction

Background

Caregiver burden associated with dementia-related agitation is
one of the most common reasons for a community-dwelling
person living with dementia to transition to a care facility.
Agitation isa highly prevalent behavior and is one of the most
persistent neuropsychiatric symptoms associated with dementia
[1,2]. Severd studies have examined the use of technology for
the detection and prediction of agitation in dementia [3]. A
review of smart health technologies for persons living with
dementia and their caregivers found that most technologies
address activities of daily living but not behavioral changesand
fail to involve the end user’s experience in the development of
products [3]. A review of home-based monitoring systems for
early agitation detection that promotes the use of behavioral
interventions callsto attention the fact that research must involve
caregivers and persons living with dementia and be flexible
enough to meet the need for individualization of the systems
[4]. Management of disruptive behaviors for caregivers of
persons living with dementiawas identified in 8 of 118 mobile
apps. In a discussion with 4 caregivers, only 2 apps were
preferred as helpful, specific intervention strategies [5].

A design framework to guide smart heath technology
development in caregivers of personsliving with dementiawas
based on a review of factors influencing the adoption of
technology, including ethical issues, and identified challenges
for both cognitive and physical decline[3]. Challengesof mobile
app usersin protecting privacy wereidentified within thetheme
of helplessness rel ated to the overwhel ming nature of the digital
world [6]. In-home monitoring of personsliving with dementia
was studied for unobtrusive preferences in both formal and
informal caregivers. Both felt potential benefits in more
proactive responsesto the needs of personsliving with dementia
[7]. The COVID-19 pandemic brought increased urgency inthe
development of remote monitoring systems, which are
applicable to our focus on agitation with dementia.

https://aging.jmir.org/2021/4/e30353

The Behavioral and Environmental Sensing and
Intervention System

The Behavioral and Environmental Sensing and Intervention
(BESI) for Dementia Caregiver Empowerment system (Figure
1) for persons living with dementia and caregivers living
together (dyads) at home uses sensing technol ogy, smartwatches,
tablets, and data analytics to detect and predict agitation in
persons living with dementia [8]. The BESI project was a
3-phase study completed over 6 years with the goal of
understanding the environmental and interpersonal factors that
influence persons living with dementia agitation, caregiver
stress, and the impact of agitation on the caregiver. The unit of
study in the BESI project was the dyad. The BESI system was
deployed in the dyads homes for 30- or 60-day trias. The
60-day trials included just-in-time notifications and
dyad-specific intervention recommendations to caregivers that
were based on the clinical assessment completed at intake,
interviews with the dyad, and demographic information. This
innovative system was designed to provide caregivers with a
potential early warning for episodes of agitation and provided
an opportunity for caregiver awareness and intervention before
behavioral distress occurred, thus reducing caregiver burden
and improving quality of life.

We conducted predeployment interviews with each dyad to
assessthe history of agitation, other neuropsychiatric symptoms,
cognition, seep, burden, salf-efficacy, quality of life, depression,
dementia staging, and functional assessment using standardized
assessment tools. Postdeployment interviews were conducted
on system value, usability, and acceptability. The BESI system
showed that there is a vaid relationship between
dementia-related agitation and environmental factors and that
caregivers prefer a home-based monitoring system [9].

I'n our follow-up study, implementing a Caregiver-Personalized
Automated Non-Pharmacological Intervention System (CANIS)
for dementia-associated agitation, we sought additional input
from caregiversfor anarrative of their experiences months after
the completion of the BESI study. The interviews included
open-ended response questions at the end of each category. The
primary aim was to use information from caregiver interviews
to inform technological preferences and assess insights and
impact on caregiver mood and burden.
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Figure 1. The Behavioral and Environmental Sensing and Intervention (BESI) system. The components of the system are (a) BESI environmental
sensing nodes deployed in houses with people living with dementia, (b) a wearable sensor used to monitor behaviors of people living with dementia,
and (c) tablet and wearable applications for caregiver interfacing, such as delivering agitation intervention suggestions.

(b)

Context and Objectives of the Study

Following the completion of the BESI study, we embarked on
the CANIS study to help further the process of automating the
personalized interventions developed with BESI. As part of
BESI, phase 3, we evaluated severa dementia-related
interventions and suggestions and categorized them as
intellectual stimulation or interpersonal communication. The
intervention categories were accompanied by appropriate
suggestions for interventions. For example, dementia-related
suggestionsin theinterpersonal communi cations category could
beask yesor no questionsif possible or offer distracting activity
during personal hygiene care, for example, hand them a
washcloth to clean their face. Our team linked the intervention
categoriesto theindividual responses of the clinical assessment
toolsin CANISto createinterventions and suggestionsfor each
dyad that were customized to their needs.

The aim of this study isto determine preferences for assessing
caregiver strain and burden, explore caregiver acceptance of
the technology system (in-home sensors, actigraph or smart
watch technology, and tablet devices), discern caregiver insights
on the burden and stress of caring for persons living with
dementiaexperiencing agitation in dementia, and study caregiver
input and recommendations for system changes.

Methods

Recruitment

The study was conducted in southeastern United States. We
mailed |etters to caregivers who participated in BES| phases 2
and 3to determinetheir interest in participating in CANIS. Only
4 responded to the letter, with 2 declining to participate and 2
who became our first interviewees. Our institutional review
board subsequently granted permission to contact previous
caregiversin their preferred method of communication (letters,
phone calls, SMS text messages, or emails), as established in
the BESI study. We obtained 10 agreementsfor interviewswith

https://aging.jmir.org/2021/4/e30353

RenderX

Possible
Agitation

these previous participants in the BESI study. Of these 10, 4 of
the responding dyads had participated in phase 2 only, 4 in
phase 3 only, and 2 dyads had participated in both the phases.
Thus, 6 of the 10 original dyads from phase 2 and all 6 dyads
from phase 3 participated in CANIS.

Procedure

Written informed consent was obtained from all the participants.
All 10 semistructured interviews, which were recorded, were
conducted by 1 researcher (MSA). The research coordinator
transcribed all 10 interviews. Of the 10 dyad participants,
interviews for 7 were completed in person and for 3 were
conducted over the phone. Theinterviews|asted approximately
75-100 minutes. These CANIS participants were invited to
receive feedback from the initial BESI phase 2 caregivers, and
9 of the 10 caregivers agreed to this. The caregiver who declined
chose to participate in the other semistructured interview
questions that asked for thoughts and feelings in interactions
with the BESI system. Participants were offered an honorarium
of US $50. The study was approved by the health system’s
Ingtitutional Review Board (CANIS:; IRB-19-517#).

Data Analysis

Analysis began with the first author (MSA) reading and
reviewing personal interview notes and transcriptions, repeating
the review of each interview multiple times to determine the
general nature of the material. Next, words and phrases related
to similar ideas or constructs were identified. These findings
were then coded, grouped into categories, and related to the
group of interviews. Feedback topics were categorized, and the
second author (AB) reviewed the material with back-and-forth
discussions of categories and codes leading to condensation,
subcategories, and subthemes. This process continued until the
2 authors agreed upon the findings [10-12] and determined the
themes.

The Progressively Lowered Stress Threshold model [13,14]
was applied conceptually to understand the impact of agitation
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indementia. The Progressively L owered Stress Threshold model

demonstrates that increasing stress over time leads to outbursts
and that changing the environment can help reduce stress and
behavioral outbursts. Thus, recommendations for dementia
agitation interventions need to be individualized to the dyad to
be the most effective [13-15]. Gaining information about BES

system usability was essential in order to offer individualized
recommendations.

Efforts to engage caregivers in the development of the system
were made throughout the BESI study. One of theinitial steps
in the BES| study was to engage with caregivers in defining
descriptive words for agitation and involved research team
members attending multiple Alzheimer association support
group meetings [15]. An original list of agitation descriptors
from the Cohen-Mansfield Agitation Index [16,17] was shown
to support group membersin eliciting other word suggestions.
The goa was to allow each dyad to capture its own unique
descriptors of its experiences of agitation. In the early phases
1 and 2 of BESI, participant-oriented design decisionsincluded
the preferred method of communicating (email, SMS text
message, or phone), more concise assessments of both members
of the dyad, and determining of the layout of the home before
the placement of sensors [8]. This study focused on caregiver
input months after the initial participation. Although persons
living with dementia were not interviewed here, they were
involved throughout intake, assessment, and postdeployment
inthe BES| study. Most caregivers chose not to have the persons
living with dementia present during theinterviews. Theresearch
team has worked together for over 6 years and has consistently
involved end users in devel oping and responding to changesin
the technology. The importance of these follow-up interviews
for thematic analysis is essential for guiding further
understanding.

Assessment Scales

An extended battery of standardized assessment scales was
administered during the first home visit in the BESI study [8].
Geriatric clinicians, both ageriatric psychiatrist and 2 advanced
practice nurses, administered all the tests. Assessments were
selected for both the caregivers and the persons living with
dementia. The goa of reducing burden or depression
accompanied the technology goal of identifying early agitation
to reduce problematic behavior escalation. In Multimedia
Appendix 1, the assessment scalesare listed by those measuring
caregiver status and those measuring the status of the person
living with dementia. Depression, sleep, confidence in
caregiving, burden and strain, and caregiver distress were
assessed as being related to caregivers[18-20,22,23]. Cognition
and functiona levels, neuropsychiatric symptomatology,
agitation, depression, quality of life, and sleep quality were
specific to persons living with dementia[17,21,23-29].

Automated intervention suggestions were piloted in the last 5
dyads in phase 3. The clinical team identified unique
intervention recommendations based on the completed
assessment scales and intake interviews. The suggested
interventions were sent in response to system detection of an
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agitation event, even if the caregiver did not confirm the
agitation. Notifications were sent to the caregivers on their
smartwatchesin all phase 3 deployments during the second 30
days. For deployment 1, the notification text asked, “Is this
agitation,” and the caregiver’'s response was “yes’ or “no.” In
the remaining deployments (ie, 2-6), the notification merely
stated Upcoming Agitation.

Qualitative Analysis

I nterview transcriptions and personal interview noteswereread
and reviewed multiple times to determine the general nature
and themes of the responses. Meaning units from prior BESI
caregiver interviews guided the process. Meaning units were
defined as categories of subjective opinions about participating
in the research and asked for agreement or disagreement with
those opinions. We then asked the participants for additional
thoughts, allowing open-ended responses. Words and phrases
were classified based on their relationships with similar ideas.
Inductive analysis[10] led to the condensation of the transcripts
into positive or negative responses. These findings were grouped
into categories and related back to caregiver interviews.
Researchers used an inductive approach in these interviews to
seek insight and reflection on the initial themes. As the data
were analyzed, themes consistent with caregivers subjective
experiences were clarified. The authors reviewed the material
and discussed the findings until they were in agreement. The
interviews in this study sought reflections on the cascade of
responses regarding caregivers' subjective experiences, which
are categorized in Textbox 1.

Positive and negative responses were reviewed to interpret the
data. Whether the response was positive or negative, discussions
between the first 2 authors determined whether the agreement
was related to the interview question. Quotations from
participants were studied and discussed back and forth to
determine their thematic relevance.

Exampl e quotes and meaning units of the subjective experiences
of BESI phase 2 caregiverswere shown to the phase 3 caregiver
group. They werethen asked, “ Do you agree with thisfinding?’
(with yesindicating a positive response) and “ Do you have any
additional thoughts on this?’

Understanding how caregivers felt about participating in the
research was important in evaluating their acceptance of the
technology and its presence in their homes. First, caregivers
were asked to think back to their time of participation and recall
whether they had negative or positive experiences. In total, 9
caregiversresponded with positive comments, such as, “it made
me stop and think; | try to view each day as a learning
opportunity” and “anything that keeps everything quiet, calm
or happy.”

Of these, 3 other positive responses mentioned the support of
the team, and 2 addressed the future—someone will benefit.
The 1 negative comment noted, “It was complicated to keep up
withitall.” A range of experiencesfrom no difficulty to no help
was reported.
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Textbox 1. Categorization of the caregivers' subjective experiences.

Categorization of the caregivers' subjective experiences
1

No difficulty: coversavariety of brief responses regarding the use of Behavioral and Environmental Sensing and Intervention (BESI) technology
or their impact on the behavior of personsliving with dementia. Thisincludes using thetablet, BESI application, in-home sensors, and smartwatches.

Functionality: describes the targeted actions required to record datain the BESI application or smartwatches; ease of use.

Recommendations: specific information about how the BESI system as a whole could be improved to make caregiving tasks easier or better
customized to their needs.

Future capability: includes input on ways to maximize the usefulness of the BESI technology as a future product for caregivers of personsliving
with dementia.

Esthetics: most often, referencesto having in-home sensors mounted on their walls, including having sensorsfalling from walls and even damaging

paint and wall paper.

6. Intrusiveness: describes unusual behaviorsin personsliving with dementia related to having sensorsin their homes.

7. No help: describes caregiver feelings about the BESI system being of no use in reducing the intensity or improving the challenging nature of

caregiving.

In this study, we shared qualitative quotesfrom our earlier work  open-ended questions to gain additional thoughts and insights.
[31], seeking input and asking caregivers if they agreed or
disagreed with the statements. Interviewers then offered of caregiver responses to the subjective experience.

Table 1 presents an example of coding in the thematic analysis

Table 1. Caregiver-Personalized Automated Non-Pharmacological Intervention System (CANIS) example of coding in the thematic analysis of caregiver
responses to the subjective experience.

Feedback topic Phase 2 BESI2qualitative Meaning units Caregiver follow-  Condensation Subtheme Theme
quotes upinterviews: “Do
you agreewiththis
statement?’
Yes No
Incorporationandimpact “They were not abother  No difficulty 8 1 Positive; because of ~ Agreeability; Useful-
of al theaspectsof the  to use” functionality ease of use ness
BESI technology on the
behavior of persons liv-
ing with dementia
Caregiver perceptionsof  “If wewereout, | some-  Functionality 7 2 Negative; because of  Burden; frustra-  Useful-
actions necessary to times did not remember difficulty withfunc-  tion; and nega-  ness
record data with the BE-  exact time of agitation tionality and burden-  tive ease of use
S| technology occurrence...At times| some
would forget to make
a(n) entry upon return.”
Customization of the “Not much, maybeto be Recommendations 8 2 Positive; because of ~ Personadlization; Helpful-
BESI system to better able to add to the choice functionality, ease of ~ future potential ness
serve caregiver needs on the Daily report use, recommenda-
page.” tions, and give “own
thoughts’
Waystomaximizeuseful-  “Ability to measure over  Future capability 9 0 Positive; because of ~ Personalization; Helpful-
ness of the BESI technol- time their attitude and recommendationson  future potential  ness

ogy as afuture product
for caregivers of persons
living with dementia

activities that set off the
agitation.”

functionality

8BESI: Behavioral and Environmental Sensing and Intervention.

Results

Demogr aphics

Descriptive statistics and demographic information for the 10
unique caregiversinterviewed and information about the person
living with dementia in each dyad are presented in Table 2.
Caregivers were mostly female (n=8) and were well-educated,
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6 had bachelor's degrees, and the other 4 had high school
diplomas. The mean agewas 65.80 years (SD 15.1 years; R=45).
All caregivers were White despite efforts to recruit a diverse
population. Days between deployment and the time of the
CANISinterview indicate the most recent data collection in an
earlier phase of the BESI study and ranged from 253 to 1076

days.
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Table 2. Demographics and description of Caregiver-Personalized Automated Non-Pharmacological Intervention System (CANIS) dyads.

Caregiver characteristic Deployment phase and dyad ID

Phase 2 (P2) Phase 3 predeployment (P3 pre)
D1® D3? D4 D6 D9 D10 D1? D2 D3 D4 D5 D6

Age (years) 73 78 82 56 70 43 79 77 74 60 80 37
Sex Made Femde Femade Femae Female Femade Femade Mae Male Femade Female Femae
Education level BSP BS BS BS BS HS® BS HS BS BS HS HS
Daysbetween deployment __d — 1029 1036 806 780 1076 456 1164 356 253 313
and interview
Assessments

NPI-Q® Symptom 10 18 9 3 20 18 23 13 10 23 10 26

Severity

NPI-Q Caregiver Dis- 11 27 14 3 24 24 31 11 15 23 48 37

tress

cMAI-Cf frequency 35 69 45 60 92 69 119 54 465 86 50 100

CMAI-C behaviors 2 10 8 13 18 15 13 1 6 16 7 17

Cornell Scalefor De- 5 15 6 4 15 21 23 20.5 7 12 11 15

pression in Dementia

Center for Epidemio- 4 26 13 19 33 10 18 4 6 14 13 40

logic Studies Depres-

sion Scale

Quality of Life- 37 26 27 36 33 25 27 30 39 29 28 18

Alzheimer Disease

Pittsburg Sleep Quai- 2 3 4 6 8 7 13 1 7 4 5 16.5

ty Index

RSSEY-respite 54 50 66 98 24 30 20 56 83 100 40 0

RSSE-behavior 100 50 52.5 60 82 90 63 84 100 50 70 68

RSSE-thoughts 90 92 725 95 28 81.6 91 76 93 875 55 56.3

Zarit 21 18 20 16 35 14 13 9 23 15 24 34

Barthel 85 95 75 85 90 60 75 75 75 40 70 75

Caregiver StrainIn-  — — 5 6 9 10 7 8 8 12 8 12

dex-CANIS only

4 dentical dyads.
bBS: bachelor’s degree.
®HS: high school.

dDyad participated in both phase 2 and phase 3, thus more recent measures were used.

ENPI-Q: Neuropsychiatric Inventory Questionnaire.
fCMAI-C: Cohen Mansfield Agitation Inventory-Community form.
9RSSE: Revised Scale for Caregiving Self-Efficacy.

InsightsInto Caregivers per Assessment Scales

Caregiver assessments by the clinical team offered other insights
into the aspects of the dyad. Caregiver burden and strain caused
by agitation in the person living with dementia significantly
contributed to transitionsto carefacilities. In the CANIS study,
2 persons living with dementia had moved to assisted living
facilities since their participation in the BES| study. Both
caregiversremained activein visiting and supporting the person
living with dementia. In total, 1 person living with dementia
died. The extended time from the BESI study to follow-up

https://aging.jmir.org/2021/4/e30353

interviews in the CANIS study may have contributed to the
evolution of placement or decline.

Caregiversreported agitation in the person living with dementia
as a criterion for study participation and also mentioned it in
the measures of the Cohen-Mansfield Agitation Inventory [23]
and Neuropsychiatric Index [19]. All persons living with
dementia scored positive for dementia with the Modified Mini
Mental State Examination measure of cognitive function (mean
48.9, SD 28.42; R=83.00), where ascore <79 indicates cognitive
impairment. Functional Assessment Staging isanother measure
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of cognition with scores ranging from normal to Alzheimer
disease; all persons living with dementia scored =>4, indicating
mild dementia, (mean 6.7, SD 2.98; R=8.00).

Caregiver scoreson the Zarit Burden Scale[20] showed amean
of 19.43 (SD 8.05; R=26; maximum score=48), with higher
scores indicating greater burden. Of them, 1 caregiver rated
burden asrare, 2 rated it as moderate, and 9 rated it as mild to
moderate. None of the participants rated the burden as severe.
Burden was not excessive in these caregivers.

The Caregiver Strain Index (CSl) [21] has recently been used
in research on older adults. This scale was introduced in the
CANIS study. We asked caregivers for their preference or if
they found one more helpful or appropriate, asburden and strain
are often major concernsin caregiving. In alarge national study
of older adults in caregiving roles [31], caregivers of persons
living with dementia in the last 12 months of life had double
the amount of strain, as measured by 2 national surveys. There
was no clear preference for assessment in these caregivers, as
the Burden (Zarit) scale was preferred by 5 caregivers and the
CSl scale was preferred by 4 caregivers. For the CSl, a score
of 7 or higher indicates a high level of caregiver strain (mean
8.5, SD 4.95; R=7). Caregivers rated a score of >7 7 times,
indicating a greater burden than was measured with the Zarit
scale, despite no clear stated preference between the scales. The
CSl asksfor responses as yes (score=2), sometimes (score=1),
or no (score=0) and is summed. The Zarit is aso summed but
offers more choices as to whether burden occurs never
(score=0), rarely (score=1), sometimes (score=2), quite
frequently (score=3), or nearly always (score=4). A caregiver
explained that there was no preference stating the following:

Thefirst one (CS) had questionsthat made me reflect
that | am perhaps guilty about the issue. Although |
can still answer it.

Others preferred the Zarit because it offered more flexibility
with the larger range of responses or because it was deeper and
morerelevant. It isessential that burden and strain are addressed
in dementia caregivers, whichever valid tool is selected.

Depression in caregivers was assessed using the Center for
Epidemiological Studies Depression Scale [24]. Higher scores
indicate more symptoms. The maximum level of depressive
symptomsis60. The mean depression scorewas 14.1 (SD 9.85;
R=36); only 3 scored >25 to 40. The caregiversdid not indicate
that they were significantly depressed.

The Cornell Depression Scale [25] rates depression in persons
living with dementia by caregiver observation of severity;
ratings are unable to evaluate, absent (score=0), mild to
intermittent (score=1), and severe (score=2). Scores>12 indicate
probable depression in the person living with dementia. In total,
7 personsliving with dementiascored >12. These personsliving
with dementia severity scored X=13.93, SD 6.28, and R=19.
Caregivers perceived the person living with dementia to be
depressed.

The presence of aburden and even mild depression in caregivers
could impact their responses. Overall, the assessment scores
did not reveal excess burden or depression in caregivers, even
though they felt differently about the persons living with
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dementia. We assessed the quality of life of the persons living
with dementia using the Quality of Life-Alzheimer Disease
scale[26]. Thisinstrument isbased on caregiver input (X=29.10,
SD 5.21; R=21). The scoresindicate good ratingsfor the group.

Caregiver measures for confidence in 3 aspects of caregiving
were measured using the Revised Scale for Caregiving
Self-Efficacy [19]. Higher scores indicate greater confidence.
The mean for the Revised Scale for Caregiving Self-Efficacy
for obtaining respite was 51.70 (SD 34.53; R=100), for
responding to disruptive behaviors was 71.95 (SD 16.54;
R=50.00), and for controlling upsetting thoughts about
caregiving was 73.59 (SD 21.42; R=67.00). Caregivers
demonstrated high confidence, especially in the latter 2
categories. Obtaining respite was a midpoint mean and was
supported by 8 caregivers spending up to 24 hours/day with the
person living with dementiaand the remaining 2 spending more
than 12 hourgday. The opportunity to obtain respite is
challenging in these time commitments of caregiving. Sleep,
as measured by the Pittsburg Sleep Quality Index [21], was
X=7.15, SD 4.55, and R=15.50, where scores >5 indicate poor
deep quality. Half of the caregivers rated the sleep quality of
the person living with dementia as >5. Sleep difficulties and
decreased confidence in abtaining respite may demonstrate the
burden of caregiving. Impaired sleep quality is a known cause
of additional stress for caregivers of persons living with
dementia[2].

Caregivers expressed strain and burden, saying, “It's just like
nothing helps’ and expounding on the particular difficulty with
agitation and participating in the study, “That's part of the
burden. You have a to deal with the agitation, then recording
it Itisdifficult to see changesin persons being cared for while
losing social connections and privacy and often experiencing
financial and physical changes [20,21], especially with
functional changes in persons living with dementia at the end
of life[22] or with disease progression.

Agitation in the person living with dementia, as measured by
caregivers with the Cohen-Mansfield Agitation Inventory for
frequency (X=72.15, SD 25.67; R=74.00; maximum 203) and
behavior occurrence (X=12.40, SD 4.27; R=12.00; maximum
29), wasinlower quantities. Neuropsychiatric symptom severity
(X=15.64, SD 7.56; R=23.00; maximum 36) was mild to
moderate, and distress experienced by the caregiver because of
the symptoms (X=23.00, SD 13.23; R=45.00; maximum 60)
was mild. Agitation can create a burden even if symptoms are
not severe or very frequent [1], and it is one of the most
significant symptoms of dementialeading to institutionalization

[1].
Themes

Analysisof caregiver interviewsin the CANIS study regarding
participation in research with the BESI system reveal ed themes
of usefulness and helpfulness with subthemes of agreeability
and ease of use. Thetheme of usefulnesswas derived from both
positive feelings about the ease of use of the BESI system,
including receiving automated intervention suggestions and
negative feelings about the difficulties with functionality of the
developing system, as indicated by burden and frustration.
Caregiving burden and stress were demonstrated in caregivers
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giving lengthy feedback, deemed helpful by researchers, in the
potential for the system but feeling that their input was negative.

Theinterviews comprised 16 questions. With the 10 caregivers,
out of apossible 160 responses, there were 128 (80%) responses,
which were transcribed. Overall, participating for 30-60 days
in the BESI study was perceived positively. Caregivers
expressed the desire to “give more information” and were
future-oriented; “ People are getting an idea of what | am going
through.” Positively coded feedback supported the subthemes
of agreeability and ease of use with caregivers sense of
commitment to the technol ogy.

The theme of helpfulness related to feedback on the potential
of the system and was demonstrated by commitment to
completing the surveys and allowing multiple interviews many
months after the initial intake visit. Numerous detailed future
recommendations from caregivers revealed their helpfulnessin
participating in the next phase of the system’s devel opment and
in their belief that the system would be beneficial. The future
potential to detect agitation and give aheads up beforeit became
a behavior difficulty spoke of the helpfulness that caregivers
ascribed to the system.

Agreeability with receiving agitation notifications on the
smartwatch and with consistent support for the research team
was demonstrated. Future potential of the developing system
was emphasized, and it supports users acceptance of the
technology. Ease of use in the overall acceptability of and
confidence in handling the technology was evident:

They [ sensors] were not a bother to me.
| was actually called to fix things myself.

The themes of usefulness and helpfulness were supported by
caregiver feedback, participation, and future recommendations.

Caregiver Acceptance of the BESI Technology System

Caregiver responses to previous caregiver quotes were largely
positive. Positive responses applied to sensors “not being a
bother” in the home, recommendations of being able to make
changes such as “to put my own thoughts in,” and to future
capability, with al caregivers agreeing that the system would
be of benefit. Ease of use was evident both in the negative—" It
was a huisance to run over to the table...every time | thought
something was worthy”"—and the positive—"it was
good’—feedback regarding receiving notifications on the
smartwatch about possible agitation.

Agreeability was evident with responders demonstrating
acceptance of receiving the notifications indicating possible
agitation. When asked, “When we sent natifications on your
smartwatch asking about agitation, how did it affect
you?'—70% (7/10) of the respondents replied that it was “no
problem” or “it didn’t” In contrast, 1 response was
negative—" after awhile, it wasirritating sinceit wastoo late”
Asto whether it increased their awareness of the situation, “yes’
and “no” were answered equally, with 1 caregiver adding that
it confirmed the agitation. Later in the study, automated
suggestions or possible interventions were delivered at the end
of each week. Moreover, 4 phase 2 participants did not receive
any natifications, and thus did not respond to this question.
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Another 2 caregivers from phase 3 said they “hardly
remembered them.” In total, 3 caregivers felt they were “no
help” and only 1 found them helpful . Thisfirst attempt to deliver
individualized interventions did not have a significant impact
and was not useful or helpful at the time. Later, in these
interviews, 70% (7/10) of respondentsindicated positivefeelings
about the automated intervention suggestions with comments
including:

It just made me more aware of what was going on
and made me think: Do | need to do anything?

It was good,...would be helpful.

Something that could say “ heads up, do something”
would be nice.

The usefulness and helpfulness of the technology were also
affirmed in interviews with 90% (9/10) of the caregivers
agreeing on the future capability of the BESI system. Most
caregivers did not notice a change in agitation frequency over
the course of deployment. Moreover, 1 caregiver offered
additional thoughts about the unique characteristics of agitation
in a person living with dementia:

| always had problems with word agitation. | used
that word, but (the person living with dementia) was
not overly demonstrative. After living with __ for 50
years, | knew something was going on. There would
belittletellsthat _ was upset about something, there
were never any bouts of throwing, screaming, or
stamping feet. It was all very low-key and difficult to
say if there was something going on here. A bad
situation would look like absolute refusal to do
anything, just a total shutdown.

Caregiver opinions on the use of the BESI tablet app were
mostly positive about the process of individualizing the word
lists on the tablet for agitation descriptorsin the personsliving
with dementia. The pilot implementation of sending suggestions
or recommendations near a possible agitation event was also
generally received positively with feedback indicating feelings
of usefulnessfor the future for these suggestions and satisfaction
with the technology indications. Although interventions were
not deemed timely enough to prevent agitation during the study,
lower numbers of agitation events suggests that the heads up
on the wrist device may have aerted the caregivers before
behaviors were evident [8].

Caregiver Insightson theBurden and Stressof Caring
for Persons Living With Dementia and Agitation

In total, 2 caregivers indicated difficulty with the technology,
noting it was burdensome to “remember exact time of the
agitation” if they had been out. However, the functionality of
the system did not require them to document any agitation if
they were out of the home. This may speak of their commitment
to their efforts and the project. Multiple recommendations to
improve the system included agreement with the
recommendations—"to be ableto add to the choice on the Daily
report page’—by 70% (7/10) of caregivers. Additional
comments by 4 caregivers included “maybe better words...to
describe what [the person living with dementia] did,” referring
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to the words describing agitation available for quick selection
on the tablet.

Caregiverswereinvolved in the devel opment of the technology
throughout; however, limited recall in the CANIS interviews
may indicate the stress and burden of the caregiving process
despite feeling supported by the research team. Few mobile
apps are available to support caregivers of persons living with
dementia with behavioral difficulties [5]. Developing
technologies must be adapted to the needs of caregivers.

Burden was also expressed in dealing with the system with
physical manifestations of the stress of caregiving and in the
acceptance that the disease is progressive, “That’s part of the
burden. You have to deal with the agitation, then recording it.”
No help in the cascade of caregiver feelings was described with
the example of a caregiver saying, “I don't know anything to
help caregiving tasks.” The open-ended responsesto the no help
example were supported with statements such as:

It'sjust like nothing helps. You are just in it with the

two of you and you need to deter mine your own ways

of dealing with things.
The burden of caregiving was especially evidentin 3 caregivers
who agreed that caregiving wastoo difficult for them toimagine
anything being of help. Moreover, 6 caregivers disagreed with
the no help comment, stating that they felt more positive and
useful even with physical manifestations, whilein the caregiver
role:

The stress level [ of caregiving] was such that atopic
dermatitis kicked in, | think it is difficult to express
thereis not hope.

You come to assist, but nothing will fix it.

In seeking additional understanding of the home situation, we
asked if anything happened to them during the study. We
received only 2 responses, and both addressed physical stressors
and family stress. Further inquiry into their situations revealed
that many had taken actions, including 2 caregivers choosing
placement (although one found it more stressful because of
making daily visits), 2 adding servicesin the home, 3improving
their social involvement, and 3 changing their environment—2
within the home setting and 1 relocated, leaving the caregiver
role to another family member. These significant changes
indicate proactive decisions and changes within the dyads.

Seeking information about caregiving since they completed the
study, we asked, “What intervention and prevention strategies
have you found most helpful in recent caregiving?’ In response,
60% (6/10) of the caregivers gave strategies including:

Telling people to walk away and pick your battles

| tried to identify a trigger like nothing being in the
house to eat

Finally, we were interested in whether any complementary or
alternative therapies had been tried for either the caregiver or
the person living with dementia. In total, 3 had done so. Massage
therapy for the person living with dementia was mentioned
twice. Aromatherapy, meditation, and light therapy were
administered. These caregivers continued to try new techniques
to help improve their caregiving situation. Proactive caregivers
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demonstrated the ability to take action to improve their situation.
Quality of life assessments support the positive behaviors
demonstrated by caregivers.

Caregiver Recommendationsfor System Changes

Theinterviews addressed system usability. Ease of use applied
to multiple facets of the technology system:

Overall acceptability was demonstrated in confidence in
handling the technol ogy—" They were not abother to me. | was
actually called to fix things myself.” Acceptability was shown
in using the system as a tablet, rather than having “the app on
the phone...would not make it easier while out.” In total, 70%
(7/10) of the caregiversfound it was not intrusive. They had no
problemswith notifications on the smartwatch or with receiving
the automated intervention suggestions. The esthetics of the
sensors on the walls in the home were not a problem for most
but caregivers noted:

It needs to be considered better...knocking them off
the wall due to being curious of what they are or
malfunctioning of equipment such as* hiswatch kept
messing up.”’
Functionality issuesincreased burden at times. Difficulty using
the system yielded concerns with functionality:

It was a nuisance to run over to the tablet and be
putting in information every time | thought something
was worthy.

Functionality was also identified with caregivers as an area to
focus on:

Maybe better words would be good to describe what
he did, since | do not think a lot of them fit him.

Difficulties with the devel oping technology have caused some
frustration. Wall sensors were an esthetic problem for 60%
(6/10) of the caregivers, with 1 caregiver noting “...units need
to be smaller, less intrusive...” Frustration at the rudimentary
look of the mounted sensors and the method of attaching it was
reported. For example, 1 caregiver noted “times when the
sensorsdid not work” and 2 caregivers found the equipment to
be intrusive. Our engineer support team and nurse coordinator
were available to address these issues and were received very
positively in all surveys. However, frustration persisted in the
current situation. Caregivers provided good suggestionsfor the
next steps, even with these frustrations indicating negative ease
of use:

Weraninto one of the sensorsand it fell off, but when
we set it back up we did not know if it was still
working. There should be some sort of indicator that
saysif it isworking.

Future Recommendations

The caregivers offered recommendations during theinterviews.
In total, 70% (7/10) of the caregivers agreed that they would
like to add to the choices on the daily report completed on the
tablet, and 1 wanted to be able to give their own insights:

A placeto put an explanation of what we thought was
causing the agitation.
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Practical feedback included [making sensors] less
intrusive and industrial looking

Innovative recommendations pointed to the user insights and
lessons learned and their feelings of usefulnessin assisting in
the development of the technology system. All caregivers who
provided future recommendations (n=9) agreed that the ability
to measurewhat set off the agitation would be hel pful. Asnoted
in the cascade of subjective thoughts (phase 2 in the BES
study), when asked about the future ability to measure over time
attitude and activities that set off the agitation of the person
living with dementia, all 10 caregivers agreed, noting:

Yes, that would be good (with caregivers
recommending) on a scale like day 1 to 30 to track
progress, or a way to see the trend of behavior over
time, and finally, a trendline that says this behavior
is becoming more prevalent. Something that would
givemea heads up...like something’s devel oping here,
you need to be watching for it.

Other insights for future devel opment included:

Not just this specific thing is happening, and you need
to do something about it. But we see something
coming over the horizon, tell me about that, and |
know the equipment only worked in the home, but
maybe a way to gauge external stressors when we
are out. We noticed when she watched the news at
night that would stress her out. Maybe a reporting
mechanism that says what happened.

Discussion

Principal Findings

This study evaluated the participation in devel oping technol ogy
that addresses issues important to caregivers of persons living
with dementia. We sought caregiver experiences based on mood,
burden, personal reflections, and recommendations. Caregiver
feedback highlighted the themes of usefulness and hel pfulness,
supported by the subthemes of agreeability and ease of use.
The CANIS study helped to further our understanding of the
BESI system. We elicited new information from caregivers,
including the potential burden with participation, and obtained
feedback about the technology.

New efforts to offer technology focusing on caregivers and
older adults find that with in-home monitoring [29] or with
older adults aged =55 years, searching for mental health
resources for others [32], there is frustration or difficulty with
the resources available [24]. However, they respond positively
to the potential of technology to offer proactive approaches
[22]. Even younger adults are frustrated with technical glitches
and difficulty navigating an app for mental health support [33].

Most caregivers felt that the technology components were not
a bother, addressing the ease of use of the BESI system. Ease
of use proffers that there is functionality in using the BESI
system for the early detection of dementia-related agitation.
Ease of useiskey to new technology, hel ping with uptake. Thus,
if a technology is helpful but not easy to use, there is more
resistance or alack of acceptance. In this study, the importance
of the clarity of words used in describing agitation was
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identified, with caregivers seeking simpler words and more
choices. Usefulness was evident in their acceptability and
agreeability and confidence in dealing with new technol ogy.

The functionality of the system reflects that the BESI system
can detect agitation events and that it is accurate at detecting
early agitation [8]. Functionality also addressed caregiver
feelings responsible for entering information in the tablet app
even if they were away from the home, especially as this was
not a requirement of the study. Caregivers saw the potential in
the technology and offered recommendations to improve
functionality and ease of use. Timeliness, as an element of
functionality, isof utmost importancein the delivery of agitation
notices in time to intervene. Notifications occurring in the
middle of an agitation episode were not useful. Simplicity in
using the system is also important, and issues noted include
sensors falling off walls, button presses, or having to scroll for
the page needed on the app.

In addition, 30% (3/10) of the caregiverswanted to record more
of their impressions—"| thought a place to put an explanation
of what we thought was causing the agitation.” Thishighlighted
the theme of helpfulness and could be an added component in
future development of the BESI system. Some studies involve
caregiver journals and diaries [34,35] for caregivers to record
their thoughts. Web-based caregiver forums are beneficial to
caregivers[36]. Our focus was on the technol ogy, the acceptance
of the technology by the caregiver and person living with
dementia, and the potential help it will provide with further
development by providing journaling capabilities or other
formats of web-based caregiver support within the BESI tablet

app.

Future expansion of the process of automating personalized
interventions developed with BESI is also needed. Caregivers
agreed that the ability to measure what set off the agitation
would be hel pful. Most caregiversindicated potential, indicating
that a proactive mindset would be helpful. Recent work with
formal and informal caregivers in the use of unobtrusive
monitoring in the home brought forth themes of prevention and
proactive measures as helpful [7]. Future potential of the
technology could include addressing stress, strain, and the
burden of caregiving. Even with the increasing number of
technologies available for use for older adults [2], behavioral
disturbances or agitation are rarely addressed specifically, but
the need for this is supported by this study. Helplessness was
identified in astudy of mHealth appsrelated to the vast amount
of digitally available information [5]. Strategies were used to
choose simplicity of look and ease of use over the level of
information available on the apps [5]. The importance of user
involvement in the devel opment of technologiesis essential in
providing appropriate systemsthat empower usersin negotiation
of information for health care challengesfor themsel ves or those
for whom they care.

The well-received intervention suggestions and decreased
number of agitations confirmed that BES| has good value and
acceptability. The system’s future capability was supported by
noting the potential usefulness of a system in offering timely
notifications of an impending agitation episode. Theimportance
of assisting family caregivers with nonpharmacological support
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for managing behavioral symptoms in dementia has been
prioritized for future research [37]. Personsliving with dementia
in different disease stages with agitation behaviors responded
differently to the proposed intervention. Theinterventionswith
positive ratings varied between dyads, highlighting the need for
personalized dementia-related interventionsin CANIS.

The caregiverswere able to be present amost all thetime. They
demonstrated personal investment in the care that the person
living with dementia received. Their willingness to participate
in, work with researchers, and use technology 24 hours a day
for 30-60 days was a significant commitment. Many were not
necessarily technologically proficient caregivers, but they
wanted to be useful. None of the caregivers implied that the
research should not continue to be refined.

Caregiver feedback postdeployment about the BESI system and
their overall experience was generally positive, indicating
caregiver acceptance of thetechnology system (in-home sensors,
actigraphy or smart watch technology, and tabl et app). Caregiver
acceptance of developing technology was consistently
demonstrated by tolerance, commitment, and their efforts to
offer recommendationsrelated to ease of use, functionality, and
future capability. Many offered specific suggestions and
recommendations, including interest in ajournaling format that
could inform the next phase of BESI system devel opment.

Finally, assessment of caregiver depression, burden, and
caregiver insights into depression and quality of life for the
person living with dementia supports the need for caregiver
help and support when handling dementia-rel ated agitation. The
abovementioned themes support the positive process of
involving caregiver knowledge and experienceto inform further
development of a potentially helpful technology. Using the
Progressively Lowered Stress Threshold model as aframework
provides a tool to help caregivers better understand agitation
triggers and their effects on personsliving with dementiaasthe
disease progresses. With more disease burden, smaller triggers
will be moreimportant to identify, thus helping to reduce stress
in the environment and prevent serious agitation.

Limitations

Although this study provides several valuable insights, several
limitations must also be noted. First, although it was positive
to have half of the previous dyads participate in this extended
study, the sample size is smal and offers limited
generalizability. Because interviews occurred along time after
the start of phases 2 and 3 participation (mean 506.47 days, SD
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424.52; R=49), some noted that they forgot information or were
unable to recall details. It may be that opinions and reactions
would have been different if all caregivers were interviewed
sooner after their deployment experience.

The agitation detection system used to notify caregiversisbased
on monitoring the behaviors of the person living with dementia
using wearable and environmental sensors. Thus, the agitation
detection system may miss subtle agitated behaviors, such as
when the person living with dementia stays still and refuses
care. The detection system also learns the agitated behaviors of
persons living with dementia based on the caregivers
observations and reports. A late report of agitation by the
caregiver, which can be caused by the need for immediate
attention and intervention required to stop agitation from
escalating, may cause delayed detection and notification of the
reported agitation. The system can betuned to notify caregivers
of agitation earlier, but this may cause more false alarms.

Finally, although the purpose of delivering interventionsin this
pilot study was received positively, the process needs refinement
and enhanced timeliness. For example, the system only provides
an agitation intervention suggestion list to caregiversviaatablet
device. Some caregivers may find the checking-on-tablet
inconvenient and may prefer that the intervention list be sent
to their mobile phoneif they have the habit of carrying the phone
with them.

Conclusions

Dementia caregivers dealing with agitation demonstrated
acceptance of this developing technology by their initial
participation in 30- and 60-day or 60-day deployments and
allowing follow-up interviews months afterward. The caregivers
consistently demonstrated tolerance, commitment to using the
technology, and offered extensive feedback on waysto improve
the system. The themes of usefulness and helpfulness were
discerned and support the use of caregiver knowledge and
experience to inform further development of the technology.
Ease of use and acceptability were the subthemes revealed in
the analysis. The importance of caregiver involvement in the
development and implementation of new systems is essential
to provide useful and acceptable technologies. Future
development of technologies such as this is especially needed
to support caregivers in dealing with behavioral disturbances
caused by dementia. These developments could help to reduce
the significant stress and burden that caregivers of personsliving
with dementia live with.
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Abstract

Background: Depression is common among homebound older adults. Internet-based cognitive behaviora therapy (iCBT) isa
promising but understudied approach for treating depression among older adults with disabilities.

Objective: Thisstudy aims to understand the experiences of homebound older adults who participated in a pilot feasibility trial
of aniCBT for depression.

Methods: The participants included 21 homebound older adults who participated in a generic iCBT program that was not
specifically designed for older adults and 8 home care workers who assisted in the iCBT program. Informants completed
semistructured individual interviews, which weretranscribed verbatim and analyzed using methodsinformed by grounded theory.
A hierarchical code structure of themes and subthemes was developed after an iterative process of constant comparisons and
guestionings of theinitial codes. The data analysis was conducted by using dedoose, a web app for mixed methods research.

Results: Three themes and various subthemes emerged related to participants experience of the iCBT intervention, as follows:
intervention impact, which involved subthemes related to participants perceived impact of the intervention; challenges and
difficulties, which involved subthemes on the challenges and difficulties that participants experienced in the intervention; and
facilitators, which involved subthemes on the factors that facilitated intervention use and engagement.

Conclusions: iCBT is a promising intervention for homebound older adults experiencing depression. Home care workers
reported improved relationships with their clients and that the program did not add a burden to their duties. Future programs
should involve accessible technical features and age-adapted content to improve user experience, uptake, and adherence.

Trial Registration: Clinical Trials.gov NCT04267289; https://clinicaltrials.gov/ct2/show/NCT04267289

(IMIR Aging 2021;4(4):€27630) doi:10.2196/27630

KEYWORDS

internet-based cognitive behavioral therapy; homebound older adults; home care; direct care workers; depression; qualitative
study

: significant depressive symptoms, and 14% of them meet the
Introduction diagnostic criteria for current major depression [2]. Untreated
Background and undertreated depression, even when the symptoms are mild,

can lead to various adverse health events and decrease life
expectancy [3,4]. Psychotherapy interventions based on the
principles of cognitive behavioral therapy (CBT) are an
evidence-based approach for treating depression in older adults

Homebound older adults receive services and support from
home care workers (HCWSs) to help them maintain community
living [1]. Up to half of these older adults experience clinically

https://aging.jmir.org/2021/4/€27630 JMIR Aging 2021 | val. 4 | iss. 4 |e27630 | p.121
(page number not for citation purposes)


mailto:xiangxi@umich.edu
http://dx.doi.org/10.2196/27630
http://www.w3.org/Style/XSL
http://www.renderx.com/

JMIR AGING

[5]. The side effects of antidepressants, compounded by
comorbid conditions and potentia interactions with other
medications, make psychotherapy a safe aternative [6].
However, office-based psychotherapy treatment is often out of
reach for homebound older adults owing to accessbarriers, such
as stigma, provider shortage, cost, and transportation [7].

In recent years, internet-based psychotherapy has received
increased attention as a promising aternative to face-to-face
treatment. Internet-based CBT (iCBT) delivers prerecorded
CBT lessons via dedicated websites or apps. It allows patients
to engagein therapy on demand and provides anonstigmatizing
and accessible treatment option. A recent systematic review
suggested that iCBT is as effective as face-to-face CBT for
depression in mixed-age samples [8]. An emerging body of
research also suggests that iCBT is acceptable and potentially
effective in reducing depressive symptoms in later life [9]. In
addition, a recent randomized controlled trial reported no
significant age-related differencesin iCBT effectiveness [10].

MostiCBT programsare self-directed, with or without therapist
support. When available, therapist support istypically no more
than 10 minutes per week per patient [11]. With proper clinical
supervision, alayperson or peer can also facilitate iCBT uptake
in place of atrained therapist [12]. Guided iCBT, whether by
a therapist or by a layperson, may be more efficacious than
self-guided iCBT because it provides more opportunities for
addressing technological challengesand personalized feedback
[13].

However, older adults, especially those with chronic conditions
or disabilities, are often excluded from iCBT trials [14]. The
few studies that have included them fregquently required
participantsto have computer literacy and accessto theinternet
or a computer [9]. As aresult, it is unclear whether previous
findings can be extended to homebound ol der adults who tend
to be older, more cognitively and physically impaired, and less
familiar with technology [15].

To address this knowledge gap, we conducted an open trial that
explored the acceptability and preliminary effects of an existing
iCBT program in a sample of homebound older adults, with
optional support from their regular HCWs[16]. Our quantitative
evaluation found that iCBT was acceptable and associated with
a significant reduction in depressive symptoms in the study
sample, who were overwhelmingly low income and had low
computer literacy. Despite these encouraging findings, the
overall completion rate was 23%, which ismuch lower than the
55%-97% rates reported in previous iCBT trials with older
adults [9]. Adherence and symptom improvement have a
dose-response relationship [17]. The low completion rate is a
cause for concern and warrants further investigation.

Objective

In this study, we focused on qualitative data from interviewsto
understand participants experiences with iCBT. Qualitative
research can provide valuable insights into treatment
mechani sms, strengths, and weaknesses, enhance understanding
of how interventions are delivered, and guide future treatment
innovation [18]. Qualitative analysis is particularly needed on
this subject, given the minimal research involving homebound
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older adults in technology-based psychotherapy. We aso
analyzed interviews with HCWs to understand their roles in
iCBT uptake. We discussed the themes that emerged from the
qualitative analysis and recommendations for designing
internet-based psychotherapy for depression in homebound
older adults.

Methods

Participants and Procedures

The trial methodology and procedures have been described
previously [16]. The study was registered at Clinical Trials.gov
as NCT04267289. All participants provided written informed
consent. Briefly, 26 homebound older adults, recruited from
community advertisements and referral's, agreed to participate
in the study and started the treatment program. To qualify for
the study, older adults needed to be =60 years, to be ableto read
and speak English, to have elevated depressive symptoms at
screening (=5 on the Patient Health Questionnaire-9), and to
have received home care (ie, paid help from an HCW) for more
than 1 month at screening and expect continued carefor at least
3 months. The exclusion criteriaincluded current engagement
in psychotherapy, current suicidal ideation, a diagnosis of
psychotic disorder, cognitive impairment [19], or a terminal
illness diagnosis.

Participants had 3 monthsto useacommercially availableiCBT
program called Beating the Blues (BTB). We used an
American-specific version of BTB, aniCBT program that was
developed in the United Kingdom. Randomized controlled trials
of BTB support its clinical effectivenessin treating both major
and minor depression in both younger and ol der adults[20-22].
BTB included didactic content (in the form of lessons),
in-session practices, and homework assignments designed to
impart cognitive (eg, guided discovery, thought records) and
behavioral (eg, activity scheduling, problem-solving) skills.
The program has 8 sessions, each consisting of 3-5 modules.
The program recommends that users complete amodulein one
sitting position. Most of the modulestook study team members,
who were able-bodied and computer literate, about 15-20
minutes to complete, although several more extended modules
took about 30 minutes.

Users engage in BTB via a secure and dedicated website
compatiblewith different devices (eg, laptop computers, tablets,
and mobile phones). Each user’s progressis saved immediately
on the server, allowing them to pick up wherethey left off from
either the same or adifferent device. Device ownership was not
a requirement for participation. For participants without a
reliable device (19/26, 73%), we provided each with a Samsung
tablet (Galaxy Tab A 10.1 with 4G Long-Term Evolution) and
free internet access for the program’s duration. We used
ManageEngine's mobile device management software to
uniformly configure and manage al the study team’s tablets.
Tablet configurations allowed access to only the BTB website.
Most drop-down menu options on the home screen were disabled
to prevent accidental contact. We also provided a stylus pen to
each participant when the touchscreen failed to respond to finger

tapping.
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The BTB lessons and materials were entirely web-based. We
designed a client workbook and printed it out for each
participant. Theworkbook contained general information about
the study, unique user credentialsfor the BTB website, the study
team’s contact information, technology troubleshooting
frequently asked questions, alist of all BTB moduleswith extra
space for taking notes, and homework printouts.

When possible, older adult participants were paired with one
of their current HCWsto assist with the BTB (13/26, 50%). All
HCWs completed amandatory 2-hour, asynchronous, web-based
training course that consisted of an introduction to the study,
the role of HCWs in the study, light CBT training,
psychoeducation, and safety planning around suicidal ideation.
Each HCW received acertificate of completion. In caseswhere
consistent assistance from the same HCW was not feasible
(13/26, 50%), participants chose to either work on the iCBT
program on their own (7/13, 54%) or receive assistance from a
research assistant (RA; 6/13, 46%). RAswere studentsworking
on their master’s degrees of social work. They did not receive
specialized CBT training and weretold to limit their assistance
to program navigation and technology troubleshooting.

In addition, all the participants received a short tutorial on using
the program. For participants using their own devices, we hel ped
them create a bookmark and shortcut to the BTB website. We
also set all browser settings to remember user credentials, yet
another strategy to reduce user frustration related to technol ogy.
Furthermore, we conducted brief check-in cals to each
participant approximately once aweek, each lasting 2-5 minutes,
to monitor symptoms and identify issues requiring immediate
intervention. Finally, the participantsweretold to call the study
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team for technological issues requiring immediate assistance
from the study team.

Data

All participants, including older adults (n=26) and HCWs
(n=13), completed a baseline assessment. We conducted a
posttest and semistructured qualitative interview with 21 older
adults and 8 HCWs. About half of the older adult participants
belonged to the HCW-guided group (n=11), and the rest were
split between the RA-guided (n=5) and the self-guided (n=5)
groups. Table 1 presents the demographic characteristics of the
participants. Further details of the original study sample are
available elsawhere [16].

Interviewswith older adults were conducted at their homesand
recorded using adigital voice recorder. Older adults responded
to questions that asked about their program experiences,
including probing questions regarding their likes, dislikes,
difficulties, perceived impact, and HCW involvement, if
applicable. HCWs separately participated in interviews over
the phone through BlueJeans, a video conferencing software.
HCWs shared their program experiences, perceived impact on
client-worker relationships and workload, and web-based
training experiences. All interview recordings were transcribed
verbatim using athird-party transcription service. The duration
of the interviews was 25 minutes. These interviews were the
primary data sources for this study. Several members of the
study team had close interactions with the participants through
home visits and check-in cals. These encounters and
observations provided rich contextual data, which were not
systematically analyzed, but considered in the coding and
interpretation of the interview data.
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Table 1. Demographics of study participants, including homebound older adults and home care workers (N=29).

Sociodemographic characteristics

Older adults (n=21) Home care workers (n=8)

Age (years), mean (SD) 76 (9.1) 48 (10.4)
Sex, n (%)
Female 17(81) 7(87)
Male 4(19) 1(13)
Race and ethnicity, n (%)
White, non-Hispanic 16 (76) 4 (50)
Black or African American, non-Hispanic 4(19) 2(25)
Hispanic or Latinx 1(5) 1(13)
Asian or Pacific Islander, non-Hispanic 0(0) 1(13)
Education, n (%)
High school or less 4(19) 2(25)
Some college 8(38) 2(25)
AA%or BAP 4(19) 4 (50)
Graduate degree 5(24) 0(0)
Household income (US $), n (%)
0-20,000 14 (67) 3(39)
20,001-50,000 6 (29) 3(39)
>50,000 1(5) 2(25)
Marital status, n (%)
Married 1(5 5 (63)
Widowed 6 (29) 0(0)
Divorced or separated 11 (52) 2(25)
Never married 3(14) 1(13)
Lived alone 18 (86) 1(13)
Technology use and competency, n (%)
Ever used a computer 12 (57) _c
Ever used atablet 6 (29) —
Yearsworked in home care, mean (SD) N/A 12.7(7.7)
8AA: Associate of Arts.
BBA: Bachelor of Arts.
®Not available (ie, not assessed).
dN/A: not applicable.
Data Analysis Results
The qualitative datawere analyzed using grounded theory [23]. Overview

Our analytic process involved line-by-line open coding and
refinement through an iterative process of constant comparisons
and questionings. The codes were examined within the same
participant and across different participantsto ensure consistency
and reduce redundancy. XX performed open coding and worked
with YS. to refine and merge codes and create a hierarchical
code structure of themes and subthemes. We conducted data
analysis using dedoose, aweb app for mixed methods research.
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During theiterative coding process, we found that older adults
narratives were congruent with those from HCWs. Therefore,
we combined their experiences and reported them on the same
thematic map (Figure 1). Themes related to participants
experience fell under the following three categories. (1)
intervention impact, which involved subthemes related to
participants' perceived impact of the intervention, and these
subthemes shed light on the intervention mechanisms; (2)
challenges and difficulties, which involved subthemes on the
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challenges and difficulties experienced by participants in the
intervention, and these challengeswerethelikely culprit of low
program adherence and completion, and (3) facilitators, which

Figure 1. Thematic map depicting themes and subthemes.
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I ntervention Impact

I mproved Knowledge and Skills

Participants, including older adults and HCWSs, reported
improved awareness and knowledge of depression. Several older
adults shared that they did not know that they were depressed
but after the program they were able to identify their symptoms
as typical signs of depression. Participants also reported that
they learned skillsrelated to goal setting, problem-solving, and
sleep management. HCWs also reported that they applied the
skills learned through the program to their own lives and with
other clients:

| have got depression. | didn't even know it was

depression, like staying in my room and not going

out, or | wasinvited over for dinner and not going. |

would give excuses....It helped me to identify what it

is. [71-year-old adult, HCW-guided, completed 5

sessions]
Increased activity engagement and social interactions. Another
impact of intervention was related to behaviora activation.
Older adults reported that they were more active or more
motivated to engage in various activities, such as personal care,
social events, community activities, and volunteering. They
also reported initiating or engaging in more social interactions,
which helped to improve their mood:

Most of the time, I'm always up in my room. | don’t
really go downstairs. It made me get out to learn how
to mingle more with people, and then | found out |
kind of like doing that. And then they started a little
class, | actually started participating in the Bible

https://aging.jmir.org/2021/4/e27630

Good client-worker
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The program as a
routine part of care

study class, and | met more people, more friends. So
that, to me, was a big help right there. [71-year-old
adult, HCW-guided, completed 8 sessions]

Decreased Negative Thoughts

Participants reported less negative thinking and more positive
thinking. Although some reported having a more positive
outlook in general without elaboration, some discussed the
process of challenging thoughtsin detail. For example:

Helped me to understand...this situation wasn't my
personal failing. Because I’ ve heard that throughout
my life. It's still difficult to say, but I’'m born out of
wedlock...I think | was always, and my mother too,
was like, we brought shame to our family....And so,
my mother had a nickname for me, which in Spanish
it's like an ugly, old hag, ever since | was a
child...you're programmed to think everything is your
fault whenitisn’t. So...I would think, “ This happened
because I'm an ugly, old hag, and I’m corrupt, and
I’'m contaminated in some way.’ But you have to
challengethat...I think the program reminded methat
this wasn't my fault.... [60-year-old adult,
HCW-guided, completed 8 sessions]

Enhanced client-worker relationship. A prominent themeinthe
narratives of participants involved in the HCW-guided group
was the closer relationship between the older adult and the
HCW. HCWsreported bonded or grew closer with their clients,
which made it easier to understand their needs and to care for
them. Older adults' reports echo those from HCWs:
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I think it sort of helped the relationship become more
of a friendship becausein the course of doing all these
exercises, he would tell me about his personal life,
so | got to know him better...I think we had a better
working relationship. It enhanced histrust in me, and
we probably developed a greater respect for each
other as people. [HCW]

Nuanced changes in worker duties. Most HCWs reported little
change in their overall workload and did not perceive the
program as an extra burden. For some HCW-client pairs, doing
the program gave them activities to do together:

Before the program, we [sometimes] watched
TV....This gave us something to do together. [HCW]

Challenges and Difficulties

Overview

Poor usability of program. The most robust theme related to
challenges and difficultiesinvolved program usability, including
web interface and program content. M ost participants, including
the HCWSs, reported experiencing many glitches such as being
stuck on a page, receiving error messages, and trouble playing
video content at times. Trouble entering text as required was
the most frequently reported difficulty. Participants pointed out
afew accessibility issues, including small font, low volume of
some video content, and small navigation buttons. In addition
to the website's poor usability, many participants also reported
some of the lessons that were confusing, repetitive, and
challenging to understand. They also overwhelmingly reported
that the modules were too long, and they were often unable to
finish amodule in one sitting:

WEll, | got frustrated with it quite a bit. There were
several things that | found frustrating. One of them
was when you' re supposed to fill out something, and
it saysto enter intheline, and thelineislike, so small
that you can hardly seeit. And thenit’ salways giving
me this message, “ Oops, you forgot something” And
it does that over and over and over....It gets stuck.
And you have to go back and start over. It's a buggy
program. [80-year-old adult, self-guided, completed
7 sessions)

Low Computer Literacy

Another salient challengewasagenerally low level of computer
literacy among homebound older adults, including those who
owned a computer. One participant said, “I’'m just computer
illiterate, mostly” (72-year-old adult, HCW-guided, completed
1 session).

Nonengaging and I rrelevant Program Content

The study participants perceived some aspects of the program
as irrelevant to older adults. The case stories in BTB did not
depict the common problems and challenges faced by older
adults, such as physical and cognitive decline, loneliness and
isolation, and loss of independence. As a result, several older
adults reported that they could not relate to the characters or
had trouble applying the lessonsto their life situations. Several
participants also thought that the program was not very
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interesting, which dampened their motivation to continue with
the program:

It wasn't about older people. WElI, they might consider
themselves older, but some of them were still working. They'd
lost a husband or wife, or something....There just weren't a
whole of a lot of things that pertained to people who were very
old. [94-year-old adult, RA-guided, completed 5 sessions]

W, it just didn’'t create any intense curiosity or,
“Where's this going? How is it going to help?” It
was just kind of [laughter] pedestrian or boring.
[79-year-old adult, HCW-guided, completed 3
sessiong]
Poor physical heath and function. Participants experienced
adverse health events, such as a visit to the emergency room
and an overnight hospital stay. Some reported fatigue and
malaise, which made it difficult for them to participate in the
program:

I'm exhausted. | have difficulty trying to prepare
myself for the next day, the next week. [88-year-old
adult, HCW-guided, completed 1 session]

Limited Knowledge of Depression

The final subtheme of challenges is limited knowledge of
depression among participants, particularly among those who
dropped out within 4 sessions. A few participants identified
feelings of anger and shared a lack of motivation, but did not
identify them as depression symptoms. Depression denial was
common in the baseline clinical interviews. There was also a
sentiment that they were too old to change. In 1 case, this
sentiment made it difficult for the participant to set up agoal,
and she dropped out of the program after the first session:

The project itself isan antithesis for me because | can
feel anger. | can fed regret. | can feel all kinds of
things, but | cannot define depression as a thing.
Sometimes, | can feel remorsefor something, or | can
feel sorry for myself, but | don’t think | do that much.
[83-year-old adult, self-guided, completed 4 sessiong]

Facilitators

External Assistance

The most salient subtheme of facilitatorswas externa assistance,
including HCW assistance and support from the research team,
such as workbook printouts, stylus pens, and especially help
with technology:

Then I'd call [RA]. And then she would fix it;
sometimes, she even had to come. But sometimes, she
could do it from afar, which | thought was great.
[74-year-old adult, HCW-guided, completed 8
sessions]

Prior Experience with Depression and Treatment

Most participantswho completed 7 or 8 sessions spontaneously
reported experience with depression and some familiarity with
psychotherapy treatments, which helped them better relate to
and complete the iCBT lessons:
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| mean, I'mfamiliar with goal setting, I’ ve done that
before, and how you break down the things into
individual chores and all that. [80-year-old adult,
self-guided, completed 7 sessiong|

Real People Stories

Many participants liked the characters in the program that told
real-life stories. Unknown to the participants, the characters
were actors. Nevertheless, it appears that using real-life
exampl es made the program morerel atable and engaging. Most
participants identified with a character named Rosa, an older
woman grieving over losing her husband:

| enjoyed the six or seven people that you tracked
through the different modules...| liked listening to
what the folks had to say about how they started and
the progress through the whole program, and then
identify how they were able to use the specific part
of the program. | liked it a lot. [74-year-old adult,
HCW-guided, completed 8 sessions]

Good Client-Worker Relationship

Participants in the HCW-assisted group tended to have a better
relationship with their HCWs before the study, which improved
their experiences with the iCBT program:

Me and my client have actually known each other for
a long time already. | already knew a lot about her
asit was. So, thiswas everything that she wastelling
in the program, | already knew..and about her
depression and everything. [HCW]
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This program is a routine part of care. HCWs who assisted
clients with a high adherence to BTB commonly reported
making the program a routine part of care. They intentionally
adjusted their routine to alocate time for completing the
program and integrated homework assignments into the shared
activities they did with the clients:

One of the exercises of that week would be exercise
whilewewere out shopping. So, wejust incorporated
it into our time. [HCW]

We were able to set everything around the time that
| was schedul ed to be with her, and we made that part
[the iCBT program] a part of our care. [HCW]

In addition to the 3 main themes, we analyzed theroles of HCWs
separately and explored why HCW involvement was undesirable
for some older adults. We organized the subthemes related to
HCW roles based on the efficiency model of support, a model
for understanding the provision of human support in the context
of behavioral intervention technologies [24]. The premise of
this model is that human support increases the adherence and
effectiveness of technol ogy-based psychotherapy. The provision
of human support should consider failure points and reasons
why people might fail to benefit from technology-based
psychotherapy. These failure points include usability (ease of
use), engagement (motivation), fit (meeting user’'s needs),
knowledge (how to use a tool within intervention), and
implementation (how to apply tools learned into users’ lives).
We used the failure point classification to organize the
subthemes associated with HCW roles (Table 2).
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Table 2. Home care worker (HCW) assistance subthemes and representative quotes.
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Subthemes Description Representative quotes
Usability and fit Help clients with technology, including the tablet and the program  “| sat through her segment with her...moving the program
web interface. Specific activitieswereturning thetablet onand  aong....Actualy, | kind of somewhat helped her with the
off, logging on, navigating the program (eg, going backward/for-  whole program because she needed help to do it. She
ward), entering text, reading out loud to clientswith visionimpair- couldn’t do it by herself.” [HCW]
ment, solving tech related problems (eg, frozen screen)
Engagement Help with engagement through encouraging conservations, nudge “She would double-check to make sure that | was doing
and reminders, and hold clients accountable it....She also encouraged me to do the modules [laugh-
ter]....” [74-year-old adult, HCW-guided, completed 8
sessions]
Knowledge Help clients better understand the lessons, explain and clarify the “If | didn’t quite understand something, he would explain

Implementation

Personal autonomy
and privacy

Competency

content, discuss and review lessons, and help them complete the
in-session exercises

Help clients apply the lessons by assisting them complete the
homework assignments and continue to practice the skills and
techniquesduring their interactions, even after program completion

Older adultsin the self-guided and research assi stant—guided group
shared reasonsfor not wanting to involvetheir HCW in theinternet-
based cognitive behavioral therapy program. The strongest theme
was the concept of personal autonomy and privacy—the desire to
keep somethings private and maintain independence as much as
possible

Another common reason for not wanting to involve HCWsis
concern over HCWSs' competency. There was some concern among
several older adultsthat their HCWsdid not possess the profession-
a knowledge to make a difference in their experience

it more fully....A lot of times, | wouldn’t remember, but he
could always refer to things.” [72-year-old adult, HCW-
guided, completed 8 sessions]

“I helped her with her goals of the week. | know some of
the goals that she has that were maybe going out into the
community or maybe she wanted to get up and do acertain
exercise or she wanted to do certain things.” [HCW]

“I don’t want anybody helping me. | am too independent
[laughter]”. [80-year-old adult, self-guided, completed 7
sessions]

“It's not like she’sreally aprofessional like you are. But
she had some rudimentary exposure with this program, and
she knew how and what to help me with. She was a help
but till didn’t make the program any more meaningful to

meor helpful.” [79-year-old adult, HCW-guided, completed
3 sessiong]

Discussion

Principal Findings

This study analyzed data from individual interviews with
homebound older adults and HCWswho participated in a pilot
feasibility trial of iCBT with optional support from lay workers.
In our study, homebound older adults tended to be older, more
functionally impaired, more socioeconomically disadvantaged,
and less tech-savvy than older adultsfrom previousiCBT trias
[12]. This study complemented a previous quantitative
evaluation of theiCBT program [16] by providing insightsinto
intervention mechanisms, barriers, and facilitators of iCBT
uptake in this high-need and hard-to-reach population. Taken
together, the qualitative and quantitative findings suggest that
iCBT, even a program initially designed for those who are
able-bodied and computer literate, is acceptable and can benefit
older adults with diverse socioeconomic backgrounds and
abilities. Study participants reported that the program improved
their knowledge and skills, increased engagement in social
activities and interactions, and decreased negative thinking
patterns. These changes closely align with the CBT theory and
the mechanisms of changein CBT treatment [25]. In addition,
participants in the HCW-guided iCBT group, including older
adultsand HCWs, reported enhanced client-worker rel ationships
with more closeness, trust, and respect. The enhanced
relationship made it easier for workers to understand clients
needs and care for them. Wefound aconsensusfrom the HCWs
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that assisting clients with iCBT did not change their workload
or work nature. Thesefindings suggest that adding HCW support
to iCBT is feasible and can bring benefits beyond symptom
reduction.

However, participants experience was also marked with
difficulties using the program because the interface was not
optimized for older adultswith diverse abilities and agenerally
low level of computer literacy among the study population.
While learning a new technology can empower and increase a
sense of self-efficacy for some older adults [26], technological
challenges may causefeelings of disempowerment, aggravating
symptoms of stressand anxiety for others[27]. These challenges
are common when interacting with a multicomponent complex
interface, such as an iCBT program, even among those with
moderate to high computer literacy [28].

Overdll, the challenges and difficulties experienced by our
participants are consistent with those reported by older adults
who used MoodTech, an iCBT program with a peer support
component specifically designed for older adultswith symptoms
of depression [28]. Textual datafrom apilot trial of MoodTech
showed that older adult participants, all of whom were
college-educated and owned a computer, reported various
difficulties in working with the program interface, particularly
those associated with entering and saving text entry. Similarly,
text entry was the most frequently reported difficulty and a
significant source of frustration with iCBT among homebound
older adultsin our study, who were less educated and computer
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savvy than MoodTech users. These difficultiesled to confusion,
frustration, and self-doubt and fueled the participants
insecurities in life [28]. Another shared challenge among our
study participants and MoodTech usersinvolved the length and
pace of iCBT. In both studies, participants reported being
overwhelmed by the amount of work involved. The convergence
in findings across different iCBT programs (one tailored for
older adults and the other being nonage specific) and study
populations (one involving college-educated and computer
literate older adults and the other involving frail homebound
older adults with limited computer literacy) suggests that
technological challengesand perceived user burden are common,
and that existing iCBT programs need to be further optimized
to improve user experience.

A unique barrier to iCBT engagement in our study was the
perceived lack of relevance in program content, which
contributed to low adherence and engagement. MoodTech was
developed explicitly for older adults aged 65 years or above,
whereas BTB was not designed for a specific age group.
Although general iCBT programs can help treat depression
among older adults [29], our qualitative analysis suggests that
age adaptations can improve user experience and lead to better
adherence, engagement, and clinical effectiveness.

Whether from an HCW or from a member of the study team,
receiving external assistance was crucia for a positive user
experience and treatment adherence in our study population.
External assistance improved the fit between the demands of
the program and the capabilities of users. HCWs also frequently
provided reminders, encouragement, clarifications, and
assistance with homework assignments and skills application.
These findings echo those of a qualitative study of patients
experienceof aniCBT program with aface-to-face component,
which suggested that in-person meetings compensated for the
insufficient tailoring of iCBT to the user’s needs and provided
opportunities for individualized discussions about feelings,
lessons, and challenges [30].

Implicationsfor iCBT Design

This study provides severa takeaways for designing
internet-based psychotherapy programs for older adults with
diverse physical, cognitive, and technological abilities. Our
findings align with those of other studies that emphasize the
importance of auser-friendly program interface [28]. Theinitial
impression of computer interfaces, which is dependent on how
easy it isfor usersto achieve simple tasks, strongly influences
users’ attitudestoward their intentionsto use atechnology [31].
Future interface design must involve careful consideration of
accessibility features, including but not limited to button size
and spacing, font size, color contrast, and voice-over narration
and its volume, and use plain language accessible to those with
low health literacy. Moreover, features requiring user input,
such as text entry, should be tested with potential end-usersto
improve usability. Particular attention should be given to text
entry, a feature that commonly causes problems for users.
Potential remedies include making text entry options and
including alternative ways of soliciting user input, such asasking
them to write down their responses in a paper workbook
accompanying the web-based program. Using voice input and
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handwriting input features on digital devicesisanother potential
remedy. For example, we showed participants how to enter text
using voice typing and handwriting on the tablets. Several
participants opted to use voice input, and some went to
handwriting. Those who could use either voice or handwriting
input commented on how useful it was to bypass finger typing.

One of the most important implications for the future design of
iCBT for older adults involves age-appropriate case stories.
Although programswithout age-appropriate stories can improve
depressive symptoms in older adults, age-appropriate case
stories may be more effective at engaging users and imparting
skills, and as a result, augment treatment effectiveness. Using
age-appropriate case stories may be particularly important for
individuals with mild cognitive impairment and impaired
cognitive flexibility. Examples of age-appropriate case stories,
based on participants’ input, include (1) challenges of adaptation
to late-onset disahilities, (2) significant life eventsand transitions
(eg, widowhood and change in living arrangements); (3)
loneliness and social isolation; (4) family relations (eg,
caregiving, multigenerational households, family conflict, and
estranged children); (5) financial constraints and housing
stability; and (6) early lifetrauma (eg, childhood sexual abuse).
The case-story design should also consider the tremendous
diversity of older adults. Old age spans several decades and
includes peoplefrom several generations. Including storiesthat
reflect this diversity can make the program more relatable and
appealing to people from different birth cohorts.

In addition, given that limited knowledge on geriatric depression
among older adults is common and can prevent them from
engaging in treatment, strong psychoeducation is an essential
component in iCBT to educate older adults on depression and
address agism and mental illness stigma. When designing
psychoeducation, age-related differences in the experience of
depressive symptoms should be considered. Older adults are
less likely to endorse affective symptoms and identify more
strongly with cognitive, somatic, and behavioral symptoms[32].
Those who identify more strongly with nonaffective symptoms
also find it more difficult to accept that they may have
depression, and as aresult, may be less motivated to engage in
iCBT. For example, a few participants in our study endorsed
anger and irritability but failed to realize that these could be
symptoms of depression; none of these participants completed
more than 3 sessions. Psychoeducation for older adults,
therefore, should educate them about the nonaffective symptoms
of depression and commonly held misconceptions.

In terms of program content, excessive repetition may cause
confusion, rather than clarification. One way to determine
whether repetition might be excessive is to test the program
with a few potential end-users with varying cognitive ability
levels. Relatedly, shorter individual modules spanning several
months may reduce user fatigue and improve adherence.

Beyond program design, external assistance may be required
for older adults with moderate to severeimpairmentsin vision,
hearing, cognition, and manual dexterity and is desirable for
those with limited computer literacy. Our findings suggest that
having laypersons as external support is feasible and may
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improve user experience by resolving technological challenges
and clarifying program content.

Limitations

This study was limited to a small sample size for each of the 3
treatment subgroups, making it more difficult to compare
participants’ experiences across subgroups. Moreover, older
adult interviewees were primarily female, non-Hispanic White
people, and nonmarried individuals. Older men, ethnic
minorities, particularly Hispanics and Asians, and married
individuals were underrepresented. In addition, our findings
were based primarily on individua interviews with study
participants. Other data sources, such astext entry, notesin the
client workbook, and in vivo observations, were unavailable,
but could have provided additional insights to inform future
interventions.

Conclusions

iCBT is a promising intervention approach for reducing the
burden of depression among homebound older adults.
Participants reported decreased negative thoughts and improved
knowledge and skills, consistent with the goals of the program.
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Abstract

Background: Therapid diffusion of theinternet has decreased consumer reliance on health care providersfor health information
and facilitated the patients’ ability to be an agent in control of their own health. However, empirical evidenceislimited regarding
the effects of health-related internet use among older adults, which is complicated by the proliferation of online health and medical
sources of questionable scientific accuracy.

Objective: We explore the effects of health-related internet use, education, and eHealth literacy on medical encounters and
patient-reported outcomes. Patient-reported outcomes are categorized into two dimensions: (1) self-reported health problem and
(2) affective distress (feeling worried and anxious) due to information obtained. We were particularly interested in whether
education and eHealth literacy moderate the association between perceived strain in medical encounters and patient-reported
outcomes.

Methods: Our study sample consisted of online panel members who have used the internet as aresource for health information,
randomly drawn from one of the largest probability-based online research panels. This paper specifically reports results obtained
from older panel members (age=60 years: n=194). First, we examined descriptive statistics and bivariate associations (Pearson
correlations and independent samplest tests). We used hierarchical ordinary least squares regression analyses by running separate
regressions for each patient-reported outcome. In model 1, we entered the main effects. In model 2, technology and medical
encounter variables wereincluded. Model 3 added the statistical interaction terms.

Results. Age (B=—17; P=.02), gender (B=—22; P=.01), and medical satisfaction (f=—28; P=.01) were significant predictors
of self-reported health problems. Affective distress was positively predicted by gender (B=.13; P=.05) and satisfaction with
medical encounters (=.34; P<.001) but negatively predicted by education (=—.18; P=.03) and eHealth literacy (p=—32; P=.01).
The association between experiencing ahealth problem in relation to health-rel ated internet use and perception of strained medical
encounterswas greater among respondents with lower levels of education (B=—55; P=.04). Therewas al so asignificant interaction
between education and eHealth literacy in predicting the level of affective distress (B=—60; P=.05), which indicated that higher
levels of education predicted lower averages of feeling anxiety and worry despite lower eHealth literacy. Older women reported
higher averages of affective distress (3=.13; P=.05), while older men reported higher averages of experiencing a self-reported
health problem (B=—22; P=.01).

Conclusions: This study provides evidence for the effect of health-related internet use on patient-reported outcomes with
implications for medical encounters. The results could be used to guide educational and eHealth literacy interventions for older
individuals.

(JMIR Aging 2021;4(4):e16006) doi:10.2196/16006
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Introduction

Internet in the Health Care L andscape

Rapid diffusion of information and communi cation technol ogies
along with the self-care/self-help movement has increased the
use of the internet for health information while decreasing
consumer reliance on health care providers. Health professionals
increasingly interact with health care consumers who want to
relinquish their dependent role [1]. Most individuals consult
the internet to find information for at least one health topic
before visiting their health care provider, making it one of the
most common online activities [2-6]. Historically, health care
providers used to be the information source for their patients,
which ensured patient acceptance of the health care provider's
informational authority and their compliance with the treatment
plan decided for them. The internet has transformed the
landscape of health communication and information. Asthe use
of the internet as a source of information has substantially
increased, a more participatory model of care hasincreasingly
become prominentin US medical care, which hasled to changes
in the structure of the traditional paternalistic health care
paradigm [6,7]. In the age of expanding digital information
technologies, the internet, as an important source of health
information, hastransformed the waysthat consumersuse health
information, interact with their physicians, and receive health
care services|[8].

Health-Related Internet Use and Older Adults

Health care providers increasingly interact with older adults
who gather health information from theinternet. Although older
adults are more likely to prefer health care providers as their
trusted source of health information, the internet presents
convenient options to obtain health and medical information,
making it one of the major reasons for internet use [9-14]. In
fact, aging adults in the United States represent the fastest
growing group of internet users who view online information
asaresourceto support their health and well-being [9-11,15,16].
The Pew Research Center reports that almost 70% of
computer-connected seniors use the internet [17]. The societal
focus on successful aging strategies and increased quality of
lifeinlater life has provided an impetusto empower ol der adults
as health care consumers. Health information gathering isamong
the major motivations for using the internet among aging baby
boomers who have more experience with information and
communication technologies compared to previous cohorts of
older adults [3,9,11,18]. Technology acts as a buffer against
health challenges in later life by increasing access to
informational resourcesthat allows older adultsto be proactive
in shaping their health outcomes [9-14,17,19]. With these
developments, more research attention isfocusing on how digital
health information influences doctor-patient interactions and
health outcomes among older internet users [6,8,9,20-23].

https://aging.jmir.org/2021/4/e16006

Concernsfor Information Quality and M edical
Encounters

The internet presents new multiple options for older adults to
gather information to support their heath care [10,24,25].
eHealth technologies associated with health management,
promotion, and disease prevention continue to grow with new
smartphone and i Pad apps, mobile health tools, and social media.
Although there is a generally favorable perspective toward use
of the internet to acquire health information [21], the ease of
access to inaccurate information on the web or the
misinterpretation of the information poses potential risks to
health and well-being. Despite the fact that aging baby boomers
are better educated and more technology savvy than previous
cohorts, inaccurate information on the internet represents a
major challenge to an informed use of information technology
among older adults [9,11,13,26-31]. Older adults are of
particular concern as they are likely to have lower eHealth
literacy than younger adults despite their increased needs for
health information [26]. Research reports that just over 10% of
US adults have adequate eHealth literacy [16]. This percentage
isonly about 3% among older adults [32-40]. The presence of
guestionabl e information sources on the internet, which ranges
from personal blogs to non—peer-reviewed medical advice and
commercial websites, hinders the proactive and informed use
of the internet for health information [41]. Despite these
challenges, older adults' use of the internet for health purposes
and their ability to evaluate online information and,
consequently, possible negative health outcomes remain an
understudied area of research that is further complicated by the
rapid proliferation of web sources of questionable scientific
accuracy and trustworthiness [9,11,13,23-28,30,31].

Prior research has shown that individuals with higher levels of
education and eHealth literacy levels are better able to engage
in an assessment of information quality and to deploy the
information appropriate in the management of their health
[3,6,20,22,25,28,33,34,42-45]. Even though the internet can be
an efficient tool to inform oneself, users' limited skillsto make
quality and credibility assessments of online health information
limits health care providers’ endorsement of the internet as a
beneficial informational resource for their patients [46,47].
Although concerns about most patients’ inability to appraise
online health information and access inaccurate information
duetotheir limited eHealth literacy have been noted, researchers
have mostly focused on positive effects of internet use on the
relationship between patients and their physicians [41].

Internet use for health-related information is also associated
with challengesin the doctor-patient rel ationship, when ahealth
consumer believes that online information is as good as
information provided by their provider [43,48-50]. Researchers
found that trust in information sources affect patients’ attitudes
and behaviors, and their satisfaction with interactional and
communicational aspectsof theclinical encounters[51]. Medical
directives may come from providers, but heath consumers
choices are influenced by a wide range of alternative sources
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of information on the internet [24,48,52,53]. Information
retrieval from noncredible internet sources may particularly
hinder a patients' ability to form effective collaboration with
their health care provider [11,16,21,54-56], which increasesthe
importance of eHealth literacy skills. Insufficient eHealth
literacy particularly presents chalenges for older health
consumers in an increasingly digitized society that places
primary responsibility on individuals for their hedth care, a
phenomenon to which some scholars have referred to as a
“perfect storm” [57].

Distrust in the doctor’s opinion, diagnosis, or treatment and
subsequently nonadherence with the treatment plan may occur
when patients find information that is not aligned with the
doctor’s approach [6,32,49,50,57-59]. Furthermore, a health
care provider may also feel that the patient does not trust their
knowledge and expertise or may feel that the internet
information is being used to test the health care provider's
knowledge [1,6,23,35,36,57]. Chung [7] found that patients
who experienced poor health perceived health providers
reactionsto their use of onlineinformation to be negative. About
40% of physiciansthink that internet use may harm the quality
of the physician-patient relationship, given the vast amount and
varying quality of information [49].

Health-related internet use might also be a source of frustration
as “online information can add a new interpretive role to
physicians responsibilitiesduring consultations’ [6], increasing
the amount of time and labor with misinformed patients,
particularly if they have more questions or request additional
treatmentsor medications[1,6,7,23,32,47,49,60,61]. If ahealth
care provider dismissesinformation, apatient may feel frustrated
and concerned that their use of the internet poses a barrier to
achieving satisfactory doctor-patient interactions
[7,24,36,49,59]. Consequently, internet use for health
information may have an effect on medical encounters that is
not always for the better [1,6,23,32,36,49,54,56,62,63]. Thus,
there has been growing recognition that eHealth literacy should
be taken into account to achieve an effective doctor-patient
communication and health care partnership [11].

Theoretical Approaches

The Transaction Moddl of eHealth Literacy (TMeHL) informs
the theoretical approach of our paper [27]. The transactional
aspects of eHedlth literacy refers to the communicative skills
of an online information user in exchanging information with
medical professionals [27]. TMeHL posits that interpersonal
dynamics in social contexts drive the transactional process of
communication [3]. People who possess eHedlth literacy are
likely to develop competences and skills, which improve their
ability to communicate with their physicians, such asthe ability
to ask informed questions and better understand new
information, which in turn are likely to result in more
satisfaction in patient interactions with physicians [3,30,41].
Therefore, effective health information exchange is dependent
on theinterpersonal dynamics between the patient and provider.
Individualswith higher eHealth literacy are better able to make
appropriate assessments of information quality and credibility,
and to depl oy thisinformation as aresource in the management
of their health [27,28]. Accordingly, this perspective considers
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education and eHealth literacy to be essential intrapersonal
resources to engage with online health information effectively
that would contribute to the quality of health care interactions.

A related theoretical framework of the paper isthe Transactional
Model of Communication (TMC). The TMC posits that the
interactions among communi cators may include varying levels
of noise that can interfere with the process of communication
[27]. Importantly, noise may hinder a patient’s ability to
appropriately consume and apply eHealth information or
participate in successful exchanges of information with health
providers particularly for those who have low levels of eHealth
literacy [27]. The factors that induce noise within the context
of medical encounters can include use of various questionable
sources of information on the internet, ranging from personal
blogs to non—peer-reviewed medical advice on commercial
websites.

Theoretical underpinnings of the TMeHL and TMC suggest
that eHealth literacy promotes a positive eHealth experience
when interacting with medical professionals. eHealth literacy
assists internet users to sort through online health-related
information that may result in improved interactionswith health
careprofessionals[27,30]. eHealth literacy may also negatethe
detrimental effects produced from noise in eHealth contextual
factors (eg, health and medical information of questionable
accuracy on the internet) [27]. Segkin et al [30] also identified
communication with health providers as a core component of
eHealth literacy, a dimension they refer to as interactional
literacy. A consumer of online health information resources
must possess an eHealth literacy skill set to support positive
eHealth experiences and patient-provider interactions while
reducing noise that may impact the transaction [27]. Paige et a
[27] also pointed to aneed for research to explore how eHealth
literacy may serve as amoderator to buffer the negative effects
of personal or relationa impediments or barriers in medical
encountersthat limit the effective use of information technology
inthe management of patient health. Thus, research increasingly
pointsto the need to examine the moderating role of the eHealth
literacy on patient-physician dynamics, including interpersonal
tensions and strain that might stem from consuming either too
much or irrelevant information or locating erroneousinformation
from noncredible websites [3,27,41]. Although research over
the last decade has examined technol ogical or personal barriers
that impact eHealth literacy, this research has delivered limited
understanding of the communicationa and transactional
processes, which are highly salient to a positive patient
experience during medical encounters[27]. Research on eHealth
literacy is infrequently framed in a way that demonstrates its
transactional nature, which continues to limit our full
comprehension of eHealth literacy in the digital age [27].
Moreover, in contrast to the rapidly growing literature focused
on positive aspects of using online health information, little
research has examined adverse outcomes of heath-related
internet use [21,61,63].

Resear ch Goals and Objectives

The previously discussed issues led us to examine the effects
of education and eHealth literacy separately as independent
predictors and as joint moderatorsin our paper, which captures
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the transactional nature of eHealth literacy within the context
of medical encounters for older individuals subjectively
reported health-related outcomes. This paper seeks to connect
eHealth literacy with interactional dynamics of medical
encounters that affects patients experience of medical
encounters and subjective health outcomes.

eHealth literacy encompasses both patient information appraisal
behavior (behavioral eHealth literacy) and communicational
skills used by the patient when interacting with their health care
providers (interactional eHealth literacy), which supports a
successful acquisition of health information and meaningful
patient-physician interactions[27,30]. Prior research showsthat
internet users with less education tend to have lower scoreson
health literacy measures, a trend that adversely affects
satisfaction with doctor-patient interactions [64]. Seckin et al
[30] also reported significant differences in eHealth literacy
among internet users based on their educational attainment.
Building on previous research, we suggest that education and
eHealth literacy are intrapersona resources that facilitate the
exchange of information between self-informed patients and
health care professionals [27]. One of the contributions of this
paper to the literature lies in its ability to capture the
transactional importance of eHealth literacy, which isimportant
for fostering collaboration between a health care provider and
patient-consumer.

We specifically examined whether eHealth literacy predicts
patient-reported negative outcomes, whether education
moderates the association between eHealth literacy and negative
outcomes, and whether both eHealth literacy and education
moderate the associ ation between the perception of straininthe
health care provider-patient relationship and negative
patient-reported outcomes. It is important to understand these
relationships because the consequences for using low-quality,
misleading, or falseinformation could endanger health[19]. To
our knowledge, no prior research has examined whether
education and eHealth literacy moderate the effect of perceived
strain in medical encounters on patient-reported outcomes
among older internet users [58].

Methods

Sample

Respondents were randomly sampled from the online
probability-based research panel developed by Knowledge
Networks (KN). KN used an address-based sampling frame
derived from the US Postal Service Delivery Sequence File,
which covers 97% of US households, thereby maximizing
sample representativeness. Analyses are representative of the
larger US population because all KN panel households were
selected randomly with a known probability of selection, and
our study respondents were further randomly selected from the
larger panel. KN sent a recruitment email invitation to 1315
randomly selected panel memberswho were asked whether they
sought health-related information on the internet. We obtained
a 66% (n=870) response rate Of those who responded to the
recruitment email, 710 cases qualified for the study by
confirming their use of the internet to the screening question
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and completed the online survey. This paper specifically focuses
on the internet users who were 60 years or older (n=194).

M easures

Patient-reported outcomes included the extent to which study
participants have ever experienced a hedth problem
(self-reported health problem) as a result of using the internet
information and felt worried or anxious (affective distress)
because of gathering health or medical information from the
internet. Responses ranged from 1 (strongly disagree) to 5
(strongly agree). We examined these patient-reported outcomes
individually by performing item-based analyses.

Health-related internet use was measured with eight items
(Multimedia Appendix 1) such as whether respondents “seek
information on the internet to self-diagnose” and whether they
“useinformation from theinternet to make trestment decisions.”
Response optionsranged from 1 (never) to 5 (always). Anindex
score was created by computing the average score of the eight
items (full sample: mean 1.86, SD 0.63; older adult subsample:
mean 1.79, SD 0.65). The Cronbach alphareliability coefficient
for the composite scale is .83 in the full sample and .90 in the
older adults subsample.

Patient nonadherence was measured by whether respondents
“doubt diagnosis or treatment of a health care provider if it
conflicts with information on the internet,” “change their
willingness to accept a health care provider’'s treatment after
reading information on the internet,” and “ change a health care
provider's treatment after reading information on the internet.”
Response optionsranged from 1 (never) to 5 (always). Anindex
score was created by computing the average score of the three
items (full sample: mean 4.67, SD 1.72; older adult subsample:
mean 1.71, SD 0.63). The Cronbach alphareliability coefficient
for the composite scaleis .71 in the full sample and .73 in the
older adults subsample.

Satisfaction with health care provider-patient relationship
(referred to as medical satisfaction in tables) was assessed by
asking respondents to indicate the extent of their agreement
with statements such as “information on the internet helps me
to communicate more effectively with health providers during
appointments” and “I receive more information from health
providersasaresult of gathering information from theinternet.”
Responses ranged from 1 (strongly disagree) to 5 (strongly
agree). An index score was created by computing the average
score of the six items (full sample: mean 3.16, SD 0.61; older
adult subsample: mean 3.17, SD 0.57). The Cronbach alpha
reliability coefficient for the composite scale is .86 in the full
sample and .91 in the older adults subsample. A complete list
of itemsis provided in Multimedia Appendix 1.

Respondents were also asked a single item about perceived
strain in health care provider and patient relationship with the
statement “interactions with health providers have become
strained as aresult of bringing in health or medical information
from the internet to my appointments” (1, strongly disagree, to
5, strongly agree). ltem-based analyses examined whether
differential patterns of associationswere obtained for perceived
strain on thisitem instead of reverse coding it and including in
the composite scale for medical satisfaction, which ensured
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detailed results were obtained for dissatisfaction with medical
encounters.

eHedlth literacy was measured with the 19-item eHesdlth Literacy
Scale (e-HLYS) instrument [30], asthisinstrument reflects skills
associated with evaluating, communicating, and using
information to make informed decisionswhen it comesto health
care such as whether respondents check for credentials and
institutional affiliations of those who provide information on
websites (Multimedia Appendix 1). Responses ranged from 1
(never) to 5 (always). Anindex scorewas created by computing
the average score of the 19 items (full sample: mean 2.51, SD
0.77; older adult subsample: mean 2.53, SD 0.81). The Cronbach
alphareliability coefficient for the composite scaleis .93 in the
full sample and the older adults subsample. The responses to
the e-HL Sitemswere recoded into two groups for independent
samples t test analyses to represent low health literacy and
average to high health literacy. Respondents who indicated 1
(never) and 2 (rarely) on afive-point Likert scale for each item
onthee-HL Sinstrument were coded asthelow eHealth literacy
group using SPSS (IBM Corp) procedures for recoding data.
Respondentswho indicated sometimesto always (3=sometimes,
4=often, and 5=aways) on e-HLS items were coded as the
average to high eHealth literacy group.

Sociodemographic covariates included the following: age was
measured as a continuous variable; sex was coded as male (0)
and female (1); race/ethnicity was coded as Caucasian (0) and
minority (1); education was coded as high school or less (1),
some college or associate degree (2), college degree (3), and
postgraduate degree (4); income was collapsed into four groups:
US $29,999 or less (1); US $30,000-$59,999 (2); US
$60,000-$99,999 (3); and US $100,000 and above (4); marital
status was coded as married (0) and unmarried (1).

Statistical Analysis

First, descriptive and bivariate analyses (correlational analyses
and t tests) were performed. Regression diagnostics were
conducted on the residuals to make sure the underlying
assumptions of multiple regression anaysis  (ie,
homoscedasticity) were met. Hierarchical ordinary least squares
regression models examined the associations among variables
and their relative predictive strengths. Model 1 in each table
representsthe main effectsfor sociodemographic characteristics.
Model 2 was adjusted for technology and medical encounter
variables. The interaction terms (eHealth literacy x strain,

Table 1. Descriptive statistics (N=194).

Seckin & Hughes

eHealth literacy x education, and education x strain) were
entered in the final step (model 3). This analytical approach
allowed examination of the changesin the relative effect of each
covariate on the outcome variables. Parallel regression models
for each patient-reported outcome were performed.

Results

The complete study sample included respondents aged 18-93
years (mean 48.8, SD 16.4). Respondents 60 years and older
(the focus of this paper) represented about 27% (194/710) of
the total sample (mean 68.7, SD 7.4). About 40% (73/194,
37.6%) of the older respondents had a college degree or higher,
and just over half of the respondents (99/194, 51.1%) reported
an incomelevel of US $60,000 or more. Women accounted for
more than half of the sample (107/194, 55.2%). About 60%
were married (121/194, 62.4%), and just over 80% (160/194,
82.5%) were Caucasian. Descriptive statistics of the study
variables in the older sample of health-related internet usersis
provided in Table 1.

As shown in Table 2, we also examined independent samples
t teststo investigate the effect of eHealth literacy levelson study
covariates. Older adults with higher levels of eHealth literacy
reported lower averages for perceived strain in medical
encounters (tg4=2.92; P=.01). They aso reported |ower averages
for affective distress (t;g,=2.11; P=.04) and more satisfaction
with medical encounters (t;9,=4.70; P<.001). There are also
significant differences in the averages for nonadherence
(t194=5.06; P<.001) and self-reported health problemsin relation

to internet use (t,9,=1.93; P=.05).

Correlational analyses indicated that education is positively
associated with eHealth literacy (r=0.27; P<.001) but negatively
associated with strain in medical encounters (r=0.16; P=.03).
eHealth literacy has a positive associ ation with satisfaction with
medical encounters (r=0.40; P<.001) but a negative association
with perceived strain (r=—0.18; P=.01). We aso found that
affective distress is negatively related to education (r=—0.21;
P=.01) and eHedlth literacy (r=—0.16; P=.03) but positively
related to health-related internet use (r=0.17; P=.02) and strained
medical encounters (r=0.17; P=.01). Experiencing a
self-reported health problem is positively associated with
health-related internet use (r=0.16; P=.02) and nonadherence
(r=0.17; P=.04).

Research variables

Participants, mean (SD)

Health-related internet use (range 1-5)
eHealth literacy (range 1-5)

Medical satisfaction (range 1-5)
Perceived strain (range 1-5)
Nonadherence (range 1-5)

Self-reported health problem (range 1-5)
Affective distress (range 1-5)

1.79 (0.65)
2.53(0.81)
3.17 (0.57)
2.40 (0.77)
1.71(0.63)
1.04 (0.26)
2.34(0.80)
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Table 2. Covariates stratified by eHealth literacy level (N=194).
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Covariates Low eHealth literacy, mean (SD) Averageto high eHedlthliteracy, mean (SD) T test (df) P value
Medical satisfaction 3.09 (0.58) 3.51 (0.66) 470(194)  .001
Perceived strain 1.56 (0.50) 1.36 (0.48) 292(194) .01
Nonadherence 1.50 (0.52) 1.90 (0.64) 5.06(194)  .001
Self-reported health problem 1.30(0.46) 1.75 (0.50) 1.93 (194) .05
Affective distress 2.45 (0.72) 2.22(0.85) 211(194) .04

Next, we present regresson models for patient-reported
outcomes in Tables 3 and 4. We provide both standardized (3)
and unstandardized regression coefficients (b). As Table 3
shows, affective distress was positively predicted by gender
(B=.13; P=.05) and satisfaction with medical encounters (3=.34;
P<.001). Perception of strain in medical encounters was
positively associated with affective distress (f=.20; P=.01) in
model 2, which became nonsignificant in model 3, probably
because its main effect was partially out when the interaction
terms were included. Similarly, education and eHealth literacy
were negative predictors of affective distressin model 2 before
including the interaction terms (=—18, P=.03 and [3=—32,
P=.01, respectively). There was also a significant interaction
between education and eHealth literacy in predicting affective
distress (f=—60; P=.05), which indicated that higher levels of
education predicted | ower averages of feeling anxiety and worry

Table 3. Regression analyses predicting affective distress (N=194).

despite lower levels of eHealth literacy among older internet
users.

As shown in Table 4, age (B=—17; P=.02), gender (=—22;
P=.01), health-related internet use (3=.29; P=.03), and medical
satisfaction (=—28; P=.01) were significant predictors of
experiencing a health problem associated with the use of
information found on the internet. There was also a significant
interaction between education and perception of strain in
medical encountersin predicting self-reported health problems.
The association was greater among respondents with lower
levels of education (=—55; P=.04), which indicated that the
association between experiencing a health problem in relation
to health-related internet use and perception of strained medical
encounters was greater among respondents with lower levels
of education. The regression models explained 23% of the
variance in affective distress and 18% of the variance for
self-reported health problems.

Covariates Affective distress

Model 12 Model 2° Model 3°

b B Pvaue b B Pvaue b B P value
Age -0.01 -0.07 41 -0.01 -.07 .36 -0.01 -0.08 .23
Sex 0.13 0.08 24 0.20 A2 .08 021 0.13 .05
Race -0.01 -0.00 91 0.03 .01 .92 0.05 0.02 .81
Education -0.20 -0.29 <.001 -0.12 -18 .03 0.40 0.59 10
Income 0.16 0.21 .02 0.14 19 .03 0.12 0.16 .08
Marital status -0.12 -0.07 .62 -0.19 -11 .26 -0.19 -0.11 .29
Health-related internet use 0.02 .02 .89 0.03 0.02 .88
eHealth literacy -0.31 -32 .01 -0.25 -0.26 42
Medical satisfaction 0.40 .33 .001 0.41 0.34 .001
Perceived strain 0.20 .20 .01 011 011 40
Nonadherence 0.04 .02 77 0.03 0.02 74
Education x strain -0.09 -0.34 15
eHealth literacy x strain 0.08 0.27 43
eHealth literacy x education -0.12 —-0.60 .05

3R for model 1 was 0.09 (adjusted RP=0.06).
bR for model 2 was 0.22 (adjusted R?=0.16).
°R? for model 3 was 0.23 (adjusted RP=0.17).
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Table 4. Regression analyses predicting self-reported health problems (N=194).

Covariates Self-reported health problem

Model 1# Model 2° Model 3°

b B Pvaue b B Pvaue b B P value
Age -0.01 -0.17 .02 -0.01 -16 .02 -0.01 -17 .02
Sex -0.10 -0.20 .01 -0.12 -22 .01 -0.11 -22 .01
Race -0.06 0.19 A7 -0.08 =11 .10 -0.07 -10 A2
Education -0.02 -0.10 22 -0.03 -14 A1 0.10 48 21
Income -0.00 -0.01 .89 0.01 .02 74 -0.00 -.02 .89
Marital status -0.04 —0.06 13 -0.02 -.03 .25 -0.01 -01 .34
Headlth-related internet use 0.13 .30 .03 0.12 .29 .03
eHedlth literacy 0.02 .05 .62 0.02 .02 .95
Medical satisfaction -0.11 -27 .01 -0.11 -.28 .01
Perceived strain 0.04 A2 .34 0.10 31 .32
Nonadherence 0.01 .02 .70 0.01 .03 .68
Education x strain -0.05 -55 .04
eHealth literacy x strain 0.01 14 .68
eHealth literacy x education -0.01 -15 .67

3R for model 1 was 0.08 (adjusted RP=0.05).
bR? for model 2 was 0.16 (adjusted R?=0.11).
R? for model 3 was 0.18 (adjusted R°=0.11).

Discussion

Principal Findings

In this study, we provide the empirical evidence of the
importance of education and eHealth literacy and their
implications for health-related outcomes within the context of
transactional importance of medical encounters in older
demographics. Our findings highlight the role of education as
a significant moderator of the effects of inadequate eHealth
literacy and strained medical encounters on patient-reported
outcomes. Specifically, older internet users with lower levels
of eHedlth literacy but higher educational levelsreported feeling
less worried and anxious because of what they read on the
internet. For example, the significant interaction between
educational level and perceived strain in medical encounters
suggested that the effect of lower education on likelihood of
experiencing a health problem, associated with information use
obtained from theinternet, is greater under conditions of greater
strain in medical encounters.

Gender isasignificant predictor of patient-reported outcomes.
Older women reported lower averages on experiencing ahealth
problem but higher averages on affective distress because of
using the information obtained from online sources. These
associations could be attributed to their gender-associated
caretaker rolesand responsibilitiesthat encourage womento be
more discerning health information consumerswhileincreasing
their exposure to potentialy inaccurate information that may
increase their distresslevel aswomen tend to be more frequent
users of the internet for health-related information [16,65-68].
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In contrast, older men reported higher averages on experiencing
a health problem as consequence of using the internet
information but less affective distress. These different
gender-based outcomes need further exploration to have amore
comprehensive grasp of the nature of the effect of health
information—related use of the internet on subjective health
outcomes.

Nonadherence with medical professionalswas not asignificant
predictor of patient-reported outcomes. As Seckin et a [51]
noted, prior to the 1980s, the passive patient was expected to
accede to their physician’s authority by conforming to their
physician’s stipulated treatment and advice. Socialization of
older cohortsinto medical paternalism, which promoted adoctor
knows best approach for health care increased the tendency of
older adults to show compliance with medical professional
authority, which offers a potential explanation for this specific
nonsignificant association in the older sample [1,26].

Satisfaction with medical encountersis a negative predictor of
likelihood of experiencing a health problem associated with
internet information. Respondents who were more satisfied with
their patient-physician relationship may feel less need to consult
online sources of information, which may or may not be
credible, thereby lowering their riskswith incorrect information
or misinterpretation of correct information. Alternatively, even
if they consult the internet for supplementary information, they
might be less likely to implement the information or follow the
advice found online because of their trust in their health care
provider's approach to their care provision. Interestingly,
satisfaction with medical encounters is positively associated
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with affective distress, which might reflect increased information
or attention received from health care providers when a patient
feels distressed because of the content of the information they
came across on the internet. It is aso important to note that
perception of strain in doctor-patient relationships was a
significant predictor of affective distress. Perception of strain
in medical interactions, as discussed earlier in the paper, may
discourage people from discussing online information with their
health care providers, which in turn may increase their distress
level, particularly when a patient does not possess adequate
health literacy skills to evaluate the information [32].

Limitations

This paper captures limited dimensions of patient-reported
outcomes. Individuals with chronic health issues or serious
diseases may use the internet in more targeted ways than those
who browse the internet for general health purposes, which in
turn may result in differential health outcomes and perceptions
of how medical encounters are affected by use of the internet
sources. Future eval uations of health-related internet use should
focus on older adults with specific chronic conditions to
elucidate its role in health management. Furthermore, the
analyses relied on self-reports and reflected on the
cross-sectional nature of these associations. A longitudinal
design to elucidate the pathways through which health-related
internet use influences health outcomes will provide more
detailed information [21,69,70]. Thus, future work should
consider the specific mechanisms such as behavioral pathways
(eg, specific self-care behavior) that potentially link eHealth
information consumerism to health outcomes. Using a
mixed-methods approach will also help to unpack health
providersand consumers perspectives. Inclusion of unaccounted
variables, such as trust in health care providers or trust in the
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Abstract

Background: Many people are motivated to self-track their health and optimize their well-being through mobile health apps
and wearable devices. The diversity and complexity of these systems have evolved over time, resulting in alarge amount of data
referred to as patient-generated health data (PGHD), which has recently emerged as a useful set of data elements in health care
systems around the world. Despite the increased interest in PGHD, clinicians and older adults' perceptions of PGHD are poorly
understood. In particular, although some clinician barriers to using PGHD have been identified, such as concerns about data
quality, ease of use, reliahility, privacy, and regulatory issues, little is known from the perspectives of older adults.

Objective: This study aims to explore the similarities and differences in the perceptions of older adults and clinicians with
regard to how various types of PGHD can be used to care for older adults.

Methods: A mixed methods study was conducted to explore clinicians and older adults' perceptions of PGHD. Focus groups
were conducted with older adults and health care providers from the Greater Toronto area and the Kitchener-Waterloo region.
The participants were asked to discuss their perceptions of PGHD, including facilitators and barriers. A questionnaire aimed at
exploring the perceived usefulness of arange of different PGHD was al so embedded in the study design. Focus group interviews
were transcribed for thematic analysis, whereas the questionnaire results were analyzed using descriptive statistics.

Results: Of the 9 participants, 4 (44%) were clinicians (average age 38.3 years, SD 7 years), and 5 (56%) were older adults
(average age 81.0 years, SD 9.1 years). Four main themes were identified from the focus group interviews:. influence of PGHD
on patient-provider trust, reliability of PGHD, meaningful use of PGHD and PGHD-based decision support systems, and perceived
clinical benefits and intrusiveness of PGHD. The questionnaire results were significantly correlated with the frequency of PGHD
mentioned in the focus group interviews (r=0.42; P=.03) and demonstrated that older adults and clinicians perceived blood
glucose, step count, physical activity, sleep, blood pressure, and stress level as the most useful data for managing health and
delivering high-quality care.

Conclusions: This embedded mixed methods study generated several important findings about older adults and clinicians
perceptions and perceived usefulness of a range of PGHD. Owing to the exploratory nature of this study, further research is
needed to understand the concerns about data privacy, potential negative impact on the trust between older adults and clinicians,
data quality and quantity, and usability of PGHD-related technologies for older adults.

(IMIR Aging 2021;4(4):29788) doi:10.2196/29788
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Introduction

Background

A recent national survey reported that Canadians aged =55 years
have the highest rate of self-tracking of health data at 62.9%,
whereas 38.73% track the data digitally using mobile health
(mHealth) apps, consumer wearable devices, and smart medical
devices[1]. Many individualsare motivated to track their health
data, including physical activity and sleep quality, and optimize
their well-being [2]. The diversity and complexity of the
collected data has evolved over time with the advancement of
sensors. Self-tracking of health data began with a collection of
simple measurements such as weight, step counts, hours slept,
and exerciselogs, and has now demonstrated successful tracking
of qualitative and subjective assessments such as mood and
emotion [2]. The added complexity of self-tracked health data
demonstrates the level of motivation and interest of the general
population and the desire to improve one's hedth and
well-being.

Self-tracking of health data results in a large amount of data,
often referred to as patient-generated health data (PGHD).
PGHD isdefined as* data created, recorded, gathered, or inferred
by or from patients or their designees to help address a health
concern” [3]. The key characteristic of PGHD is that its
management and sharing are directed by patients. Similar
concepts about collecting data from patientsin natural settings
exist, such as patient-reported outcome measures (PROMs) and
ecological momentary assessment (EMA). PROMs are
standardized data collection methodsthat areinitiated by health
care providers with the aim of evaluating the effectiveness of
care [4]. PGHD differs from PROMs in its use of consumer
technologies and in that the collection and sharing are
patient-directed. EMA is a research-driven data collection
method that allows participants to report occurrences of
phenomena of research interest, such as symptoms, behaviors,
or cognitive processes [5]. As with PROMs, EMAS are not
patient-driven, and their purposeisto provide datafor research.

Patients, health care providers, researchers, private industry,
and governments share a similar vision of future health care
where PGHD plays an important and significant role [6-10]. In
the United Kingdom, PGHD is envisioned as one of the
foundations for improving the quality of care and decreasing
health care costs under the Personalised Health and Care 2020
policy [9]. Theplan tointegrate PGHD into health care practice
has also been shared by the US government, where PGHD will
provide a holistic and longitudinal view of the patient’s health
[11]. Although PGHD and related health monitoring systems
can help older adults age in place, the way such technologies
are used for geriatric care can decrease their effectiveness and
even cause confusion or intimidation for older adults [12-14].
Although the increased interest in using PGHD is evident from
astrong commitment by governments, successful adoption and

https://aging.jmir.org/2021/4/e29788

implementation of required health information systems hinge
on buy-in from care providers and users.

Despite the increased interest in PGHD, little is known about
the opinions of clinicians and patients on PGHD. Common
barriersto the use of PGHD by clinicians include unfamiliarity
with the data, insufficient expertisein interpreting the data, and
concerns about data completeness, reliability, and relevance
[15]. Furthermore, the lack of time for any task outside of
routine clinical practice, technica challenges including
incompatibility between PGHD and electronic medical record
systems, and uncertainty around privacy regulations hamper
clinicians' willingnessto adopt PGHD [16-18]. Although these
factorshinder cliniciansfrom using PGHD, littleisknown about
the opinions of older patients and the common barriers to
adopting PGHD. Understanding the factors associated with the
use of PGHD by older adults can inform policy makers, health
care providers, software developers, and other stakeholders
about PGHD and provide useful guidance.

Resear ch Objective

This study aims to explore the similarities and differences in
the perceptions of older adults and clinicians' with regard to
how varioustypes of PGHD can be used to carefor older adults.
We compared their attitudes toward different types of PGHD.
This study extends the current literature by investigating the
opinions of older adults and health care providers on the key
factors that facilitate or hinder the use of PGHD.

Methods

Study Design

An embedded mixed methods design was used with the
one-phase QUAN (qual) approach to explorethe study objective.
To introduce the topic of PGHD to the participants and set the
scope of the focus group, we presented a case study that
described an older patient being asked to collect PGHD to
manage multiple chronic conditions[19]. The quantitative data
collection was nested within the overall research design and
performed after reviewing the case study through aquestionnaire
that was developed specifically for this study. Focus group
interviews were conducted immediately following the
completion of the questionnaire to probe the perceived barriers
and key factorsin using PGHD.

Research ethics approval for this study was received from the
University of Waterloo Office of Research Ethics (ORE
#40803). All participants provided written informed consent.

Procedures

The Data Rating Questionnaire (Multimedia Appendix 1) was
administered to measure participants perceived usefulness of
PGHD. Demographic information and information regarding
previous experience with mHedth apps and wearable
technologies that generate PGHD were also collected. Two
semistructured focus group interviews were conducted at the
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University of Waterloo and at the conference room of a health
care organization. A set of questionswas prepared and used by
the interviewer as a guide to probe the participants’ perceived
factorsthat facilitate and hinder the use of PGHD (Multimedia
Appendix 2). The discussionswere audio-recorded for analysis.

Recruitment

Convenience sampling and snowball recruitment strategy were
used to recruit 5 older adults and 4 clinicians. They were
recruited from the Greater Toronto Area and the
Waterloo-Wellington region in Ontario, Canada. An invitation
email was sent to local clinicians and aresearch support group
comprising over 60 older adults. Recruitment started in October
2019, and focus group interviews were conducted in December
2019.

Data Collection and Analysis

Case Study

The case study described a 77-year-old man newly diagnosed
with congestive heart failure with pre-existing type 2 diabetes,
hypertension, and hyperlipidemia (Multimedia Appendix 3).
The case study highlights the new responsibility given to the
patient to collect and monitor a plethora of PGHD, including
weight, blood pressure, blood glucose level, dietary intake, and
medication log, using avariety of digital tools and atraditional
paper journal. Participants reviewed the case study and were
encouraged to ask questions about the types of PGHD presented
and the role of information technology in collecting PGHD.
The case study was used as an anchor for the focus group as
some participants were unfamiliar with the topic.

Data Rating Questionnaire

A 26-item, 5-point Likert scale questionnaire (Multimedia
Appendix 1) was devel oped based on the outlined definition of
PGHD from the office of the nationa coordinator for health
information technology of the US government [20] and from
literature review [21]. The questionnaire categorized PGHD
types based on the mode of data collection as either passively
collected or actively collected. Passively collected data were
generated without user input and included step count, sleep
quality, and location information. Actively collected data were
manually captured by patients on demand. Participants were
asked to rate the perceived usefulness of each PGHD type based
on the case study.
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Focus Group I nterviews

Two 30-minute focus group interviews were conducted and
audio-recorded. Weinterviewed 6 and 3 participantsin thefirst
and second sessions, respectively. The first group comprised 5
older adults and 1 physiotherapist, whereas the second group
comprised 2 nurses and 1 family physician. The composition
of each session was based on geographic and logistical
convenience, and the division between clinicians and older
adults was unintentional.

Analysis

Descriptive statistics were performed to analyze demographic
information and previous experience with mHealth apps,
wearable devices, collecting PGHD, and Data Rating
Questionnaire results. There were some missing data as some
participants did not provide answers, and they were excluded
from al quantitative analyses.

Focus group interviews were transcribed and read in their
entirety. A constant comparative analysis strategy was used to
code and categorize them into themes [22]. This inductive
approach involved aniterative cycle of comparing the datawith
existing codes and themes, providing the researchers with a
sense of frequency of the theme. This approach allowed
researchersto investigate other aspects of the themes, including
their extensiveness, intendity, internal consistency, and perceived
importance [22]. The number of times each PGHD concept was
mentioned was tallied regardless of who mentioned them (eg,
if one participant mentioned a particular concept three times, it
was counted as 3). All quantitative analyses were performed
using R Studio, and qualitative analyses were performed using
NVivo 12 (QSR International).

Results

Participant Characteristics

Of the 9 participants, 4 (44%) identified themselvesasclinicians,
including 1 primary care physician, 2 registered nurses, and 1
registered physiotherapist. The mean age of the clinicians was
38.3 (SD 7) years, and 3 of them were women. The remaining
56% (5/9) of the participants identified themselves as health
careusers. The mean age of thisgroup was81.0 (SD 9.1) years,
and 4 of the 5 older adults were women (Table 1).
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Table 1. Participant characteristics (N=9).
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Participants Age (years) Sex
Older adults
Participant 1 82 Female
Participant 2 78 Female
Participant 3 94 Mae
Participant 4 78 Female
Participant 5 69 Female
Clinicians
C1-physiotherapist 47 Female
C2-primary care physician 39 Female
C3-registered nurse 30 Mae
C4-registered nurse or educator 37 Female

Participant Exposureto PGHD

Of the 4 clinicians asked about their previous use of mHealth
apps, 3 (75%) reported having used them to track dietary intake
and calories, to monitor weight changes, and to improve exercise
and training. These 3 clinicians also used a wearable device.
Wearable devices were used to monitor step counts, physical
activity levels, exercise intensity, sleep quality, and heart rate.
Of the 5 older adults, 3 (60%) used either an mHealth app or a
wearable device to monitor step counts only despite
understanding that their wearable device offered monitoring of
other PGHD.

Thematic Analysis

Theme 1: I nfluence of PGHD on Patient-Provider Trust

Older adults and clinicians had conflicting views on the impact
of PGHD on patient compliance. Older adults felt that
monitoring PGHD increased the transparency of their (lack of)
engagement in healthy behaviors. Older adults understood that
increased transparency encouraged and motivated compliance,
although this was not explicitly stated.

Participants stated:

...he just sitsin that chair and watching TV and he
cansay “Oh | walk” but you didn’t. from here to the
washroom to the kitchen; that's not enough.
[Participant #1]

...[clinicians will] see whether they have done this.
And that goes for the exercise programs too and not
just say it but follow through. [Participant #3]

I think the device would hel p the clinician know when
somebody is sneaking a candy bar or somebody says
that they go for a walk everyday, but they really only
go twice a week. [Clinician #1]

Clinicians expressed concerns about theincreased transparency
viaPGHD and how it could lead to noncompliance with the use
of the system and selective disclosure of PGHD by patients.
Clinicians also perceived that older adults were afraid of the
negative impact noncompliance would have on the
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patient-provider relationship and, in turn, on the quality of care
they received from their providers:

The biggest one | have seen as a doctor is the fact
that you've not been following your diet or your
exercise plan so I’'m not going to show you because
now you know. [Clinician #2]

So, [ patients] arelike, okay I'mnot going to, I’ mjust

going to skip it this day, because having no data is

better than showing that | wasn't following directions

or doing it properly. [Clinician #3]

...the perception of, you know, how much they want

to help me, because of things like, you know, well |

can only help if you help yourself and then the

perception of, well you don’t want to help yourself,

so how could that impact that relationship with the

provider. [Clinician #3]
Not all older adults agreed with the suspected tendency toward
selective disclosure of PGHD. Two older adults expressed that
they were less likely to share PGHD when they were
noncompliant and inclined to share only compliant information.
However, one participant was comfortabl e sharing their PGHD
regardless of compliance:

...if you'reunderperforming, you' realittlemorelikely
not to want to tell everything that you do [Participant
#2]

But if | walk every day in the good weather—not this
weather— want himto know about it and | wouldn’t
tell him 1 did if | didn’t do it. [Participant #3]

| would tell him. If I walk only 5000 or 6000 | will
tell himtoo. [Participant #1]

Older adults and clinicians generally agreed on the benefit that
increased transparency arising from PGHD sharing has on the
care they provide or receive. Ultimately, clinicians viewed
noncompliance with PGHD collection as an issue they could
help prevent by gaining buy-in from patients. Patients al so raised
the need for additional education, which might improve the
understanding of the need for PGHD.
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Theme 2: Reliability of PGHD

The clinicians recognized the issue of accuracy of PGHD from
mHealth apps and wearable devices and understood that they
might not be perfect. Despite the inaccuracies, the perceived
clinical value outweighed the alternative of having no data.
However, theclinicians' concerns about thereliability of PGHD
stemmed from the perceived lack of trust in the patients’ ability
to capture or share the datareliably:

You have to assume that the patient is wearing it for

the majority of the time. [Clinician #1]

Not remembering to do it...I wastold | was supposed

to track this and I’ve forgotten so many times.

[Clinician #3]
Older adults and clinicians perceived that the lack of clinical
knowledge by patientsleadsto a collection of irrelevant PGHD
and decreases the usefulness of the information. In contrast,
older adults viewed education on self-management as a key
component in understanding the importance of PGHD:

| guessit depends on who is looking at the data and
if the person entering it can also appreciate or have
someclinical background, because then they can say,
okay I'll use it and I'll enter it, because it has
usefulness for my clinical provider. [Clinician #3]

...they really there to teach him, make sure that he
understands what—he needs to understand that he
needsto take his blood pressure medi cation everyday
and they need to monitor that and see whether it's
working. [Participant #4]
Gaming mHealth apps and wearable devices used by patients
to collect favorable datawere viewed as athreat to thereliability
of PGHD. Clinicians acknowledged that this issue was not
unique to PGHD and that it could happen to any self-reported
information:

And how accurate is the data when it comes, so like
if you learn to game the system, you can choose to,
you know...in the case of like blood sugars, you know,
take it later on, so that way it looks like it's a better
reading than it actually is. [Clinician #3]

Shake your hand asthough you' rewalking. [Clinician
#2]

They could be lying about writing down their values,
right, or they could be lying about the weight that
they measure at their home scale or whatever, right.
[Clinician #4]
Clinicians emphasized the threat to the reliability of PGHD
through the manipulation of mHealth and wearable systems.
This was because clinicians were aware of the advancement in
sensor technology that enabled some previously actively
collected PGHD to be passively collected, such asblood glucose
levels. Passive data collection increased the trust clinicians put
in the quality of the data as it prevented data manipulation by
patients:

Like blood glucoseright now, likeright now it’sunder
actively sensed data...because | guessyou would have
to do like a finger prick and then we do reading and
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then enter itin, but now thereistechnology that exists
where you, you know, you attach, and all you have
to dois put the device. [Clinician #3]

| mean after having worked with patients and now
having parents that are dealing with chronic
conditionsthemselves, | really hopethat at some point
alot of that data collection is passive. [Clinician #2]

Overdl, the reliability and accuracy of PGHD were
disproportionately perceived as an issue by clinicians compared
with older adults. Clinicians also alluded to old age as a potential
challenge asthe older generation is not as fluent with mHealth,
wearabl e technology, and other devices that collect PGHD.

Theme 3: Meaningful Use of PGHD and Decision
Support Systems

The uncertainty around the meaningful use of PGHD was
expressed by both older adults and clinicians. Older adultswere
reluctant to sharetheir PGHD with their clinicians asthey were
uncertain of the use of PGHD by their clinicians and the skill
levels of their clinicians to use them:

That’sthe thing; check up are they really doing this?

[Participant #4]

...heisnot going to absorb it any more than we would.

[Participant #3]
A large amount of datawas viewed as amajor hindrance to the
use of PGHD by both older adults and clinicians. Older adults
felt overwhelmed when trying to review and understand the
data. Older adultsfelt discouraged from sharing the data asthey
perceived that reviewing PGHD was a time-consuming task
and felt that clinicians would not have enough time:

And you want to know what'’s important for you and
| think people can do these things but you have to do
itinlittle stepstoo. Thisiskind of overwhelming, the
whole thing. [Participant #2]

...the doctor is just simply too busy, he'll never ook
at all thisinformation that we're talking about here.
He won’t have the time. [Participant #4]

However, clinicians did not express lack of skills as a barrier
to PGHD use. Instead, clinicians reiterated the issue of the
volume of PGHD and acknowledged the lack of timeto review
and discuss PGHD before or during consultations:

...as a provider, like | wouldn't want to be the one
going through like excel sheets of data. [Clinician #2]

IfI"'mlooking at all of the data that’s available across
like 20 different measures, how long do | have for a
consult even, or how long do | have allocated for a
meeting for this patient. [Clinician #3]
Despite the issues of information overload and lack of time,
clinicians saw clinical value in collecting more PGHD.
Clinicians envisioned that PGHD could provide additional
information when investigating the effectiveness of treatments,
such as newly prescribed medications or behavioral changes:

| would say if it wasn't a technological or afinancial
cost constraint to have, at |east the passive data stuff
all included and made available to the clinician,
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because then you can correlate things like, all right
well...you know, they had a blood pressure issue,
right. What were they doing at the time, what was
your physical activity at the time or did they get a
good night's sleep before, you may not see that
directly, but having that data wouldn’t hurt. [Clinician
#3]

...from a clinician perspective, but when you asked
about the clinician versus patients, | thinkit'd be nice
to have all this data. [Clinician #2]

Clinicians had an extensive view on decision support systems
as an essential part of operationalizing PGHD in the clinical
context. A decision support system was perceived asatool that
could highlight the most relevant information and reduce the
time taken to interpret the data. It was also viewed as an early
warning system for patients with deteriorating health:

From the provider perspective, how is the data
presented to me, is it a whole set of charts and
numbers | have to go find and find trends? Or isit,
isthere a dashboard that comes up that easily [find]
trends for you, because then | can look at it, I'm
going, oh okay, | see a positive trend, here’s what |
can, it'sactionable like you said, | can do something
withit and provide guidance. If it'sjust a whole bunch
numbers and | have to see well how close is it and
how much time will that take, then | may be less, |
may be more hesitant to ask for this data or use this
data. [Clinician #3]

...with maybe mental health issues or support issues,
like depression, with their consent | think that would
begreat...if suddenly their social media usage or their
call, texting has dropped then, you know, it should
set off an alarm. [Clinician #2]

Older adults perceived PGHD to be difficult to use asthe volume
of datawould betoo large, and it would be time-consuming to
gain an understanding of their health and the effectiveness of
care. Clinicians expressed the significance of adecision support
system to act on the PGHD.

Theme 4: Perceived Clinical Benefitsand | ntrusiveness
of PGHD

The monitoring aspect of PGHD disturbed the older adults to
varying degrees. One older participant repeatedly expressed
emotionally charged negativity toward PGHD collection and
sharing of the data with clinicians. This was further perceived
as a threat to autonomy. Clinicians acknowledged the tension
between the clinical benefits and the intrusiveness of PGHD
systems and felt that clinicians were accountable for gaining
buy-in from patients:
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It just seems to me very intrusive. Every little thing,
every little step you take and so on...you get to a point
where* | don't want so much of youin my life” | like
the act that my doctor doesn’t overdo it. You thought
about not wearing it and then you don’t get all the
information. [Participant #2]

And | guess I'm afraid I’'m going to be told “ You

shouldn’t be doing this, you shouldn’t be doing this,

you shouldn’t bedoing that” That’shard to livewith.

[Participant #2]

...gaining that buy-in and helping people understand

that this data is going to help themin the long run.

[Clinician #2]
Clinicians d so had heightened sensitivity to PGHD which might
intrude patient privacy. One clinician perceived the monitoring
of social media use for tracking mental heath and GPS
information for Alzheimer and dementia patientsto beintrusive.
The internal conflict between the clinical benefits and
intrusiveness of PGHD was evident for one clinician:

Social media uses and communication felt a little
intrusive...Yeah, the social media and the
communication, | can see how that’suseful. [Clinician
#2]

When asked about the current regulations for patient privacy
and confidentiality, cliniciansviewed them asanecessary barrier
and even as a facilitator for integrating PGHD into existing
health information systems safely and securely:

...talking now between patient and provider, like that
definitely needs to be given the most security that we
can...so if you want to take information from a
wearable deviceand throw it to an EMR or a hospital
system, there’ s sometimes a l ot of challengesin being
able to do that. [Clinician #2]

the privacy laws are necessary...| would say it's a,
it's definitely a barrier what between like healthcare
provider sharing, So yeah, it is a, it's a necessary
barrier - [Clinician #3]

Per ceived Usefulness of PGHD

When the frequency of the different types of PGHD mentioned
in the focus groups was examined, it was noted that clinicians
engaged in more diverse types of PGHD more frequently than
older adults. Table 2 summarizes the PGHD asked in the Data
Rating Questionnaire and the frequency of mention. Blood
glucose level, step count, physical activity, sleep, and blood
pressure were most frequently discussed.
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Table 2. Freguency of patient-generated health data (PGHD) mentioned in focus group interviews.

PGHD Freguency (how often was a concept mentioned?)
Clinicians (n=45), n (%) Older adults (n=24), n (%) Total (n-69), n (%)

Blood glucose 6 (13) 3(13) 9(13)
Step count 37 4(17) 7 (10)
Physical activity 5(11) 2(8) 7(10)
Sleep 3(7) 4(17) 7 (10)
Blood pressure 2(4) 4(17) 6(9)
Gait 4(9) _a 4(6)
Heart rate 2(4 2(8) 4 (6)
Communication activity 3(7) — 39
Social mediause 3(7) — 34
Stress level — 3(13) 39
Dietary intake 2(4 1(4) 34
Body temperature 24 — 2(3)
Body weight 1(2) 1(4) 2(3)
GPS 1(2) — 1(1)
Air quality 1(2 — 1(1)
Ambient light 1(2) — 1(1)
Air pressure 1(2 — 1(1)
Body fat percentage 1(2) — 1(1
Mood — 1(4) 1(1)
Typing pattern 1(2 — 1(1)
Wound pictures 1(2 — 1(1)
Sedentariness — — —
EDAP — - -
PEF® - - -
Inhaler use — — —

@\ ot mentioned.

PEDA: electrodermal activity.
°PEF: pesk expiratory flow.

Stress level as PGHD was discussed only by older adults, and
it was portrayed as having significant importance for overall
well-being. Older adults aso made a distinction between acute
and chronic stresses:

If you have high stress and you have, what we would
call a bad day, that affects your whole being, your
whole body, and your mind more. [Participant #3]

Wk get to this stage and many people have lost their
spouse and it seems to take a really long—well, it
never goes away. But to deal with stress is a high
component. [Participant #2]

The Data Rating Questionnaire results showed that, on average,
participants rated the usefulness of PGHD at 3.35, which is
between moderately useful and very useful. The five most
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frequently mentioned types of PGHD (blood glucose, step count,
physical activity, leep, and blood pressure) had ahigher average
score of 3.83. The questionnaire results were significantly
correlated with the frequency of PGHD mentioned in the focus
group interviews (r=0.42; P=.03). Table 3 presents the average
ratings of all PGHD for older adults and clinicians. Figure 1
shows the overall distribution of ratings for each PGHD type.

Clinicianstended to rate PGHD higher than older adults (mean
3.55 vs 3.18). The actively collected PGHD was rated
significantly higher than the passively collected PGHD (mean
3.80 vs 3.05). Clinicians perceived passively collected PGHD
as more trustworthy, as it prevented data manipulation by
patients. However, the clinician ratings for actively and
passively collected PGHD were similar.
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Table 3. Average rating of patient-generated health data (PGHD) by older adults and cliniciansa.
PGHD Rating (1=not at all useful and 5=extremely useful), mean (SD)

Older adults Clinicians Both older adults and clinicians

Passively collected PGHD

Step count 2.8(1.10) 4(1.41) 3.33(1.32)
Gait 2.75(0.96) 3.25 (1.50) 3.00 (1.20)
Physical activity 3.8(0.45) 4.5 (1.00) 4.11(0.78)
Sleep 29(1.34) 3.38(1.70) 4.44 (1.43)
Heart rate 4(0.70) 5 (0.00) 3.63(0.73)
Sedentariness 3.75(1.26) 35(1.29) 3.56 (1.19)
Body temperature 3.2(1.64) 4(1.15) 4.00 (1.42)
EDAP 3.6 (1.52) 45 (0.58) 3.11(1.22)
GPS 2.8 (1.64) 35(1.29) 2.67 (1.45)
Air quality 2.8 (1.64) 2.5(1.91) 2.56 (1.66)
Ambient light 2.8(1.79) 2.25(1.89) 1.75 (1.74)
Air pressure 2(1.41) 1.5 (0.58) 2.38 (1.66)
Communication activity 2.25 (1.50) 2.5(1.73) 1.71 (1.51)
Social media use 1.67 (1.15) 1.75 (0.50) 2.38(0.76)
Typing pattern 1.75 (0.96) 3(1.83) 3.11(1.51)
Actively collected PGHD
Body weight 4.2 (0.45) 4.75 (0.50) 4.44 (0.53)
Body fat percentage 4.2 (0.45) 4.5 (1.00) 4.33 (0.72)
Blood glucose 4.4(0.55) 5 (0.00) 4.67 (0.50)
Blood pressure 4.2 (0.45) 4.75 (0.50) 4.44 (0.53)
PEEC 3.75(0.50) 35(1.73) 3.63(1.19)
Inhaler use 3.2(1.30) 1.75 (1.50) 2.56 (1.51)
Wound pictures 2.25 (1.50) 2(0.82) 2.13(1.13)
Eccd 4(1.00) 5 (0.00) 4.44 (0.88)
Mood 2.4 (1.14) 3.75 (0.50) 3.00 (1.12)
Dietary intake 4(0.71) 4.75 (0.50) 4.33(0.71)

@0l der adults: mean 3.18 (SD 0.82); clinicians: mean 3.56 (SD 1.12); both: mean 3.35 (SD 0.90).
PEDA: electrodermal activity.

°PEF: pesk expiratory flow.

deca: electrocardiogram.
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Figure 1. Bar graph showing the distribution of the Data Rating Questionnaire answers. ECG: electrocardiogram; EDA: electrodermal activity; PEF:

peak expiratory flow; PGHD: patient-generated health data.

Blood pressure - | N
Blood glucose - |
Body weight - | N
Dietary infake- O I—
Body fat %- T I———
epA- N
Heart rate - T I——
ECG- B ]
Physical activity level- O II—
per- N . |
seep-  [HNNENGNGNGGN [ | category
o crs- I [ | M s Bveme) e
T I 5 veryuserun
o Body temperature- | NEGRGEEEGG | * Modsrately usstu
Sedentariness- [ NG | B o signy user
mood- N I M - notatanusetu
inhaleruse- [N I
Gaitinfo- [ N NEEEE I
Step count- | N EEEEEEEE . |
Ambient ight- | N EREEEE |
Airquality- [ G |
Typing pattern- [ AR |
Communication activity- [ I N GEGG——— |
wound pictures- | N GGG |
Airpressure- | NN
Social media usage- | N
0 25 50 75 100
Percentage

Discussion

Principal Findings

This study aimed to explore the perceptions of older adultsand
clinicians regarding PGHD and its perceived usefulness. The
embedded mixed methods design allowed us to investigate the
viewpoints of participants qualitatively and added specificity
by quantitatively measuring the perceived useful ness of different
types of PGHD. This approach augmented the findings from
the focus group interviews with quantitative results by
examining an additional aspect of PGHD while testing for the
convergence of results from the two data sources.

Overall, we identified four major themes that older adults and
clinicians perceived asinfluencing the use and sharing of PGHD.
Parti cipants perceived the objective nature of PGHD asasserting
transparency in the patient-provider relationship. From the
clinicians' experience, patientstended to react negatively to the
added transparency by stopping the collection of PGHD,
selectively disclosing favorable data, and gaming the system.
Thisview wasreiterated by the patients. In general, people seek
positive social interactions, and the patient-provider relationship
is not an exception [23]. Patients display a natural tendency to
pleasethedoctor, and the ol der adults expressed fear and anxiety
about the capacity of PGHD to highlight noncompliance with
the care plan. As aresult, it was perceived to have a negative
impact on the patient-provider relationship. This finding
expanded arecent interview study that called for the exploration
of the unintended consequences of PGHD, which might include
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a fedling of failure or inadequacy on the part of hedlth care
consumers [24]. However, our findings directly contradicted
those of previous studies [25]. Previously, PGHD was mainly
viewed as a facilitator to enhance the patient-provider
relationship with evidence for engaging patients in their care
and increasing timely communication [26]. The difference in
findings may be because the previous study focused on the
effectiveness of PGHD from the perspective of system
implementation and evaluation with limited insight into patient
perception. In addition, our study sample showed contradicting
views on their comfort level about disclosing noncompliant
PGHD. Thisindicatesthe need for careful consideration of user
preferencesfor datasharing and the need for flexibility in system
design.

The accuracy, reliability, and validity of mHealth and wearable
device-based PGHD have been previously identified as a
common barrier for clinical use [15]. Our analyses identified
poor reliability of dataasabarrier, but theroot cause for concern
was the perceived lack of patient self-efficacy to carry out
PGHD collection rather than the technical inaccuracies of the
tools. Clinicians a so voiced concerns about the perceived lack
of understanding of the clinical relevance of PGHD collected
by patients. Inadequate confidence in mHealth and wearable
systems was identified where clinicians expressed the issue of
inaccurate self-reported data. Thistheme highlighted the overall
need for training and uncertainty about who is accountable for
training the users. The need for patient training on collecting
and recording PGHD has been arecurring themein theliterature
[25]. Proper education may alleviate this issue, but the
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responsibility for educating patients is unclear when PGHD
tracking is patient-initiated rather than clinician-initiated.
Transferring the responsibility of educating patients about the
proper use of PGHD systems to clinicians may not be an
efficient use of resources as the lack of expertisein PGHD isa
commonly reported barrier for clinicians [15]. This highlights
the need for technical support for patients from health care
organizations and recommends a higher standard for
user-friendly interfaces for older adults.

Both clinicians and older adults discussed the uncertainty about
the efficient ways of interpreting PGHD. Older adults had
concerns about how the data are used by clinicians to benefit
the care they receive. Clinicians voiced their lack of expertise
in managing PGHD to extract relevant information. This was
perceived as the main barrier for realizing the added clinical
value of PGHD. As a result, a decision support system was
viewed as an essential component of PGHD systems. Thisisin
line with the recommendation that prioritizes adecision support
system that can readily summarize PGHD and present the most
relevant information as a key to integrating PGHD into
electronic health records (EHRS) [27]. The need for adecision
support system also extendsto the patients’ use of PGHD. This
can help them extract the most relevant and helpful information
easily. However, only ahandful of mHealth and wearable device
systems have integrated decision support that can guide users
to effectively turn information into meaningful actions[26,28].
Future studies should investigate the types of decision support
that can be effectively delivered viamHealth.

Protecting patient privacy and confidentiality goes beyond
complying with the minimum requirements imposed by
regulations. Some older adults perceived the monitoring of
PGHD asintrusive and perceived it asathreat to their autonomy.
A similar sentiment was shared by clinicians, and sensitivity
was particularly displayed toward GPS information,
communication tracking, and social media use. Although
concerned about its intrusiveness, clinicians saw the clinical
benefits and the role of privacy regulations in enabling the
collection of suchinformation safely and securely. Furthermore,
clinicians perceived that privacy regulations could facilitate the
safe and secure integration of PGHD into health information
systems. This view of the clinicians contradicts findings from
the literature, indicating that many stakeholders view privacy
concerns as a hindrance to the successful use of PGHD in
clinical settings [15,16,25]. For example, patients were often
unsure of privacy and confidentiality standards and regulations
[25]. PGHD was sometimes shared with clinicians in
noncompliant ways, further hindering itsuse by clinicians[16].
Privacy regulations are localized, and each jurisdiction faces
unique challenges. Knowledge and expertisein health care exist
for the integration of EHR systems, and parallels can be drawn
with the integration of PGHD into EHR. Future studies should
investigate possible solutions.

Older adults and clinicians tended to discuss the familiar types
of PGHD, which were rated higher and as being more useful
than other unfamiliar types of PGHD. The diversity of the
PGHD discussed differed significantly. Clinicians ventured
more frequently into discussions of PGHD typesthat were new
to them than older adults and explored how they might add
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clinical value. Thisresult was different from that of a previous
study that tracked a range of PGHD collected by health care
consumers and providers [24]. They found that health care
consumerstracked alarger number of PGHD, and that clinicians
focused on PGHD-related to their clinical specialty. The authors
of this study did not share detailed information on the health
care consumers, but we suspect that the difference may be due
to differencesin the study population. Thiswasindicated when
the most commonly tracked PGHD were wellness-focused, such
asdietary intake, physical activity, and heart rate, whereas more
clinical PGHD, such as blood pressure and blood glucose, were
less frequently mentioned.

Clinicians carried out more extensive and detailed discussions
on the clinical use of a range of PGHD than older adults. A
significantly higher average PGHD rating by clinicians supports
this finding. Clinicians indicated enhanced trustworthiness of
passively collected data over actively collected data, as passive
collection prevents patients from incorrect reporting. However,
passively collected data were not rated as more useful by
clinicians. This may be because the most highly rated PGHD,
including blood glucose, blood pressure, body weight, and
dietary intake, were actively collected. This represents a
mismatch between state-of-the-art mHealth technol ogy and the
needs of patients and clinicians. Our participants explicitly
mentioned that further advancement of sensor technology should
lead to the expansion of passively collected data such as blood
pressure and blood test results. This finding provides evidence
for medical technology developers regarding clinicians' data
needs.

Limitations

This study had several limitations. The small number of
participants in the focus group interviews limited the concepts
from reaching saturation. This limitation was partly alleviated
as more than 80% of al themes are usually discovered within
two to three focus group sessions [29], and partly through the
collection of quantitative datato augment the qualitative results.
Only young clinicians were interested in participating in the
study. Owing to this convenience sampling, the absence of older
cliniciansis alimitation of this study. The composition of the
focus group sessions, comprising older adults and clinicians,
was uneven. This may have influenced the dynamics of the
discussionsto be narrower in scope, as one group of participants
may have not been able to express their opinions freely. Even
within each group, participants were likely to simply confirm
other participants’ opinions (ie, confirmation bias). Theanalyses
of the study results were conducted by asingle reviewer, which
may have introduced bias and personal views in the coding
process and theme synthesis. Our older adult participants were
members of aresearch support group, and asaresult, there may
have been a representative bias. Limited information about the
topic was provided before the focus group, and some participants
were unfamiliar with the topic of PGHD. Although the lack of
understanding of PGHD may have limited the breadth and depth
of discussion, this was done intentionally to capture the true
perceptions of older adults and clinicians. Finally, the Data
Rating Questionnaire was not piloted before the study.
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Conclusions

This embedded mixed methods study generated severa
important findings about older adult and clinician perceptions
and perceived usefulness of arange of PGHD. The increasing
popularity and adoption of consumer wearable devices and
mHealth apps, especially among older adults, will continue to
lead to an increasing demand for better integration of PGHD
into health care systems. The volume and complexity of PGHD
will aso continue to increase with the advancement of sensor
technol ogies, and the borderline between consumer and medical
devices has dready started to blur. PGHD presents new
opportunitiesto improvethe care clinicians provide and increase

Kimet al

the efficiency of the health care system. Such momentous
opportunities have been recognized by governments around the
world, and foundational work has begun in many countries.
Nevertheless, there is a need for more evidence to identify
obstacles for health care users, providers, organizations, and
decision makers. Greater insight into these barriers can inform
users, providers, developers, and other stakeholders of the
prioritiesfor the effective integration of PGHD into health care.
In particular, concerns about data privacy, potential negative
impact on the trust between older adults and clinicians, data
quality and quantity, and usahility of PGHD-related technol ogies
will need to be investigated and addressed further.
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Abstract

Background: Promoting the health and well-being of couples where one partner has dementia is an overlooked area of care
practice. Most postdiagnostic services currently lack acoupl e-centered approach and have alimited focus on the coupl e rel ationship.
To help address this situation, we developed a tablet-based self-management guide (DemPower) focused on helping couples
enhance their well-being and relationship quality.

Objective:  The aim of this study is to investigate the feasibility and acceptability of the DemPower app.

Methods: A nonrandomized feasibility design was used to eval uate the DemPower intervention over 3 months among couples
where a partner had adiagnosis of dementia. The study recruited 25 couples in the United Kingdom and 19 couplesin Sweden.
Outcome measures were obtained at baseline and postintervention. The study process and interventions were evaluated at various
stages.

Results: The study was completed by 48% (21/44) of coupleswhere one partner had dementia, of whom 86% (18/21) of couples
accessed all parts of the DemPower app. Each couple spent an average of 8 hours (SD 3.35 hours) using the app during the study
period. Intotal, 90% (19/21) of couples reported that all sections of DemPower were useful in addressing various aspects of daily
life and helped to focus on how they interacted in their relationship. Of the 4 core subjects on which the DemPower app was
structured, home and neighborhood received the highest number of visits. Couples used activity sections more often than the core
subject pages. The perception of DemPower’s utility varied with each coupl €' slived experience of dementia, geographic location,
relationship dynamics, and opportunitiesfor social interaction. A 5.2-point increase in the dementiaquality of life scorefor people
with dementia and a marginal increase in the Mutuality scale (+1.23 points) for caregiver spouses were found. Design and
navigational challenges were reported in the DemPower app.

Conclusions: The findings suggest that the DemPower app is a useful resource for couples where one partner has dementiaand
that the implementation of the app requires the support of memory clinics to reach couples at early diagnosis.

Trial Registration: ISRCTN Registry ISRCTN10122979; http://www.isrctn.com/I| SRCTN10122979
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Introduction

Background

The progressive nature of dementia, with its symptoms of
cognitive decline, poses challenges to relationships. Couples
where one partner has dementia adapt to the transition from an
interdependent relationship toward a relationship of
caregiver-carereceiver roles[1-4]. Thistransition can negatively
affect a couple’s relationship, where the couple relationship is
secondary to the care relationship. When the sense of
couplehood is reduced, the risks of cognitive and functional
decline increase [5] alongside the psychosocial dissatisfaction
of both partners [6] and the need for special accommodations
[7,8]. Extensive research has shown that the sense of couplehood
isacrucia factor for well-being in everyday life among couples
where one partner is diagnosed with dementia and for the
prevention of negative consequences [9-11]. However, thereis
currently a gap in knowledge about how to support couples
relationships and everyday livesin their own homes.

eHealth and Self-management in Dementia

Interventions in dementia are often problem-based and target
cognitive function, strain, and burden [1,2,12,13], and there is
limited evidence of resource-oriented approaches.
Self-management is a common feature in the treatment of
chronic conditions. An increasing number of self-management
eHealth services that consist of websites, applications, and
monitoring are availablefor chronic conditions such as diabetes,
chronic obstructive pulmonary disease, and heart failure [14].
There are also asmall number of eHealth resourcesfor informal
caregivers of people with dementia[15]. The generic approach
to self-management is often based on people's perceived
problems of a condition and deals with the management of
symptoms|[16]. Thisdiffersfrom the self-management approach
that can be applied to dementia, where the focusis on managing
challenges in everyday life from the perspective of quality of
life, the abilities of people with dementia, and couples where
one partner has dementia, and not solely on the condition and
symptoms [17,18]. Bearing in mind this gap in positive,
resource-oriented interventions for people with dementia and
their partners, a couple self-management guide in the form of
an app named DemPower was developed. The development of
the guide was underpinned by salutogenic, resource-oriented,
and strength-based approaches. The theoretical underpinning
is discussed in detail in the protocol and DemPower
development studies[17,19].

Thisstudy titled Living Life and Doing Things Together—work
program 6 is part of the 5-year Economic Social Research
Council and the National Institute for Health Research
Neighborhoods and Dementia study (2014-2019) [20]. The
study was funded in the United Kingdom under action point 12
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of the first Prime Minister’s Challenge on Dementia [21] and
was based in Manchester (United Kingdom) and Sweden.

A user-centered participatory design [22,23] guided the
development of the DemPower app in the following 3 phases.
Phase 1 involved a comprehensive literature review of
couplehood and well-being in dementia, which informed a draft
framework of themes identified as potential targets for the
self-management guide [1,2]. Phase 2 explored the draft
framework with 5 couples in Sweden, where a partner had a
diagnosis of dementia. In this phase, the predetermined themes
were presented to the couples to confirm or reject their
relevance. Phase 3 authenticated the findings within expert
groups of people with dementia and caregivers in Sweden and
the United Kingdom. This phase enabled testing the empirical
validity of the themes as sensitizing concepts, the transferability
of findings to a UK context, and conversion into an app (for
more information on the development phase, refer to the studies
by Bielsten et a [17] and Lasrado et a [19]).

Aims and Objectives

Theoveral aim of thisstudy isto investigate the feasibility and
acceptability of the DemPower app among couples living
together at home, where one partner had dementia. The key
objectives are to (1) evaluate the usability and acceptability of
DemPower, (2) determine recruitment and completion rates,
and (3) assess the suitability of the outcome measures for
calculating the sample size of afull randomized controlled trial
(RCT).

Methods

The DemPower App

The DemPower app is a self-management resource guide
intended for coupleswhere one partner has adementiadiagnosis,
and they live together at home. The app is structured around 4
themes with corresponding sections and suggestions for
activities under each section (Table 1). The contents are
storyboarded and converted into animated videos and films of
couples who share their approaches to everyday life and
situations. The home page of the app lists the core themes,
navigational buttons are available at the bottom of the screen,
and ahelp menuisavailable at the top of each screen throughout
the app. Screenshots are shown in Figure 1. DemPower is a
multimedia app with text, audio, and video sources. The app
design focuses on making the interface simple and easy to
access. User-centered and participatory approaches [24,25]
informed the overall app design and concept.

The DemPower app focuses on enhancing coupl e rel ationships
and managing everyday life. The couple participants were
encouraged to complete al 4 themes or those parts they found
relevant to their situation. The app guides the participants
through introductory animated videosthat describe the contents
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of each section, followed by videos of couples sharing their
experiences. The aim of these videos was to provide
participating couples with opportunitiesfor reflection and active
participation in the process by engaging in suggested activities.
It takes between 10 minutes and 20 minutes to complete a
section depending on the nature of the activities (Table 1). The
app was installed on Samsung tablets, which were given to
participating couples and which they could retain on completion
of the study. The coupleswere encouraged to completeall parts
of the app within the 3-month intervention period.

Table 1. DemPower content.

Lasrado et d

Participants were encouraged to contact the researchers (RL,
TB, and RD) if they needed support and when they had
completed all or the chosen sections under each theme. The
researchers (RL, TB, and RD) were tasked with contacting
participants every month by phone or email to ensure continued
participation and to follow up on their progress. We aso
encouraged participants to make appointments if additional
training or home visits were needed to address any challenges.

Themes Activities
1. Home and neighborhood
1.1. The meaning of home Take pictures

1.2. Inside
1.3. Outside
1.4. Couplehood
2. Meaningful activities and relationships
2.1. Physical exercise
2.2. Doing things together at home and outside
2.3. Individual activities
2.4. Adapting activity to capability
2.5. Mental exercise Games
3. Meeting, sharing, and caring in your neighborhood
3.1. Socializing with friends and family

Use checklist to identify required changes or use SCIE app
Walk together, take pictures, and discuss

Describe positive relationship experiences, listen to music, and express emotions

Watch video, exercise, and keep alog

List tasks to do together, choose one and engage
List individual activities and schedule time
Revisit the task list and discuss how to adapt

Schedule meeting appointments, keep visitor log, and share communication sheet with

family and friends

3.2. Mesting others who live with dementia
3.3. Informing each other and others

4. Managing communication and emotions
4.1. Being acomfort and afriend
4.2. Living as usua and keeping the routine
4.3. Stress
4.4. Conflicts
4.5. Future and planning

4.6 Communication

Visit social groups or dementia cafés

Share your experience with neighbors and discuss your experience

Discuss your approaches to comforting each other

Plan aroutine and display the routine

Listen to stress management audio and follow instructions
List strategies helpful for conflict management

Use the future planning checklist

Examine the listed strategies and add to it
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Figure 1. DemPower screenshots.
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The Study Design

A prospective, nonrandomized feasibility design was used to
facilitate the assessment of study processes and to explore the
usability and acceptability of the DemPower intervention. The
study was approved by the National Health Service Research
Ethics Committee (17/NW/0431) in the United Kingdom and
the Regional Ethical Review Board in Sweden (Dnr: 2017
2017/281-31). The study was registered under the | nternational
Standard ~ Randomized  Controlled  Trid registry
(ISRCTN10122979).

Setting and Participants

This was a multisite study based in North West England, the
United Kingdom, and Linkdping and Norrképing in Sweden.
The participants in the United Kingdom were recruited via the
Join Dementia Research (JDR) network at dementia cafés and
through advertisements over a period of 12 months. The staff
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at these organizations disseminated the study information and
obtained the initial expressions of interest. A researcher (RL)
presented the study to groups at dementia cafés, and potential
participants who learned about the study through posters
contacted the researcher (RL) directly. In Sweden, memory
clinics were the primary source of recruitment, and nurses
approached potential participants at clinic appointments over a
period of 12 months. A researcher (TB) then followed up with
the potential participants over a further 6-month period, and
recruitment in Sweden took 18 months. The researchersfollowed
the process consent procedure [26] in both countries and
obtained informed consent.

The detailed inclusion and exclusion criteriafor recruitment are
listed in Textbox 1 [19]. The participant characteristics were
not limited to types of dementia, comorbidities, sexual
orientation, age, profession, or social, cultural, or religious
beliefs.
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Textbox 1. Inclusion and exclusion criteria.
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Inclusion criteria

«  Couplesinwhich apartner or spouse has adiagnosis of dementiain the early to moderate stages. The stage will be identified either by aclinica

team during referral or through self-report .

«  Thecoupleslive together in their own homes (not residential care).

«  Both partners understand and speak English (in the United Kingdom) or Swedish (in Sweden) .

«  Couples havelived in along-term relationship for 2 or more years.

Exclusion criteria

«  Couplesinwhich one or both partners are blind and might find it difficult to interact with DemPower.

« Any partner who has become completely immobile or bedbound and may not be able to engage with suggested activities .

«  Both partners have adiagnosis of dementia.

«  Both partnersin a couple in which one or both lack capacity or may have fluctuating capacity.

Primary Outcome M easures

The primary outcome measure was intended to evaluate the
usability and acceptability of DemPower and assess recruitment
capability, sample size, and completion rates to determine
whether afully integrated clinical and economic RCT could be
conducted.

DemPower Feasibility

The acceptability and suitability of DemPower was explored
during the study and at the end of the study using a set of
guestionnaires adapted from Bowen et a [27], Craig et a [28],
and Judge et a [29]. The System Usability Scale questionnaire
on a 5-point Likert scale [30] was used to obtain participants
perceptions of usefulness. Usage datawere gathered from tablets
at the end of the study. The app recorded a screen identifier
(Multimedia Appendix 1) and timestamp every time the user
moved to a new screen. Other measures can be deduced from
the raw data.

Recruitment Capability

This study was informed by the recommendation of Aron et a
[31] for assessing critical parameters such as recruitment and
retention rate. Researchers (RL, TB, and RD) maintained a
detailed record of thetotal number of target popul ation accessed,
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recruited, and retained. Additional notes were maintained on
the role of local organizations and colleagues, the time taken
for recruitment, the number of contacts, visits, the challenges
encountered, reasons for withdrawal from the study, and factors
that influenced recruitment and study completion rates.

Secondary Outcome M easures

We aimed to explore the acceptability and relevance of the
secondary outcome measures used in the study to inform the
selection of outcome measures in a full RCT to assess the
effectiveness of the intervention. The outcomes of quality of
life, self-efficacy, interconnectedness, and mutuality were
measured using validated toolsfor both partnersat baselineand
postintervention. All outcome measures used in this study are
listedin Table 2[19]. Thetoolsranged from 1 to 15 items, with
3- to 5-point Likert scales and response options. Participants
who chose to engage with only parts of the app completed
posti ntervention outcome measures and end-of-study evaluation
at a point when they felt they had finished the app. Where
support was required, researchers (RL, TB, and RD) explained
the questions and filled in the forms if participants were
struggling to write or mark their responses using a pen and
paper. Participants also commented on the ease of use of these
tools.
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Table 2. Outcome measures.
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Outcomes

Tools

Description

Answered by

Quiality of life

Caregiver-related quality
of life

Self-efficacy

Interconnectedness

Mutuality

Health and social care
service use

Health status

Quality of life

Quality of lifein
Alzheimer’s disease [32]

Carer Quality of life [33]

General self-efficacy scale
[34]

The Inclusion of Other in
Self Scale[31]

Mutuality Scale[35]

Service use questionnaire

5-level EuroQoL -5 dimen-
sion version [36]

Dementiaquality of life[37]

13-item tool

Addresses mood, cognitive and functional ability, activities
of daily life, and quality of relationships with family and

friends

A 4-point Likert scale ranging from “poor” (1p?) to “excel-
lent” (4p) with a maximum score of 52

A 7-item tool

Addresses 5 negative and 2 positive dimensions of providing

informal care

A 3-point Likert scalefrom “alot” (Op) to “no” (2p) for the
negative dimensions and reversed scale for positive dimen-
sions. The higher the score, the better the care situation.

A 10-item tool

Assesses coping skills and adaptation to situations

Has a 4-choice response ranging from “not at al true” (1p)
to “exactly true” (4p); Scores are summarized to atotal
score, and a higher score indicates a higher sense of self-

efficacy.

A single item pictorial measure of closeness
Assesses people’s sense of being interconnected to each

other

A 15-item Mutuality Scale

Includes 4 dimensions—love and affection, shared values,
reciprocity, and shared pleasurable activities
Rated on a4-point Likert scale between 0 “not at all” to 4

“agreat deal”

The service use questionnaire was adapted from current
service use questionnaires held by the investigators. It isto
be refined after consultation with the study service user

group.

Covers key health and socia care services
Assesses the range of services used and the frequency of

use

The measure is to be administered by the researcher at
baseline and at the end of follow-up assessments.

Has a 5-dimensional structure (mobility, self-care, usual
activities, pain or discomfort, and anxiety or depression)
Each dimension has 5 levels: no problems, slight problems,
moderate problems, severe problems, and extreme problems
Allows estimation of quality-adjusted life years

A condition-specific measure of health-related quality of
life for people with dementia

A 28-item tool

Can be completed with the person with dementiaor amain

caregiver

The measures cover 5 domains: daily activities and looking
after yourself, health and well-being, cognitive functioning,
social relationships, and self-concept

Preference weights are available to allow estimation of

quality-adjusted life years

Both spouses or partners
individually

Partner or spouse caregiv-
er

Both spouses or partners
individually

Both spouses or partners
individually

Both spouses or partners

individually

Both spouses or partners
individually

Both spouses or partners

individually

Partner or spouse with
dementia

83coring instructions for QOL-AD: points are assigned to each item as follows—poor=1, fair=2, good=3, excellent=4. Thetotal scoreis the sum of all

13 items.
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Process Evaluation

The process eval uation was informed by the Medical Research
Council’s guidance on complex interventions[28] and questions
specific to thefeasibility designs discussed by Bowen et al [27]
and Orsmond and Cohn [38]. The relevance and significance
of the DemPower intervention, its contents, design, and user
interface were explored by the participants during the course
of the study and at the end of the study using a questionnaire,
usage data, and issue logs. This questionnaire included both
close-ended and open-ended questions (refer to the protocol
study by Lasrado et al [19] for the questionnaire) and was
administered via an interview at home visits. The assessment
of study procedures, recruitment and resource capability, and
therelevance and feasibility of outcome measureswere explored
through a detailed analysis of researchers’ field notes and the
end-of-study evaluation questionnaire presented to the
participants.

Data Management and Analysis

Datawere analyzed using Stata software (version 14; StataCorp),
and descriptive statistics were reported, such as measures of
central tendency (mean and median) and spread (SD, IQR, and
range). Responses to open-ended questions were processed
using NVivo (version 11; QSR International) and analyzed
thematically using the deductive approach. The outcome data
were analyzed to determine whether there was sufficient change
and variation in the measures, and these were checked for floor
and celling effects. Recruitment and attrition rateswere analyzed
to assess the recruitment capability.

Results

Recruitment and Participant Characteristics

A total of 44 couples (United Kingdom, n=25; Sweden, n=19)
were recruited at both sites between October 2017 and
November 2018. The overall study completion rate was 48%
(95% CI 33%-63%; United Kingdom: 9/25, 36%; Sweden:
12/19, 63%). Figure 2 outlines participant flow through the
various stages of the study.

Inthe United Kingdom, 43.5% (81/186) of peoplewith dementia
and their caregiver spouses met the eligibility criteriaand were

https://aging.jmir.org/2021/4/e16824
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identified viaJDR, dementia cafés, and advertisements. A total
of 50 (25 couples) participants consented to participate,
representing aconsent rate of 27% (95% Cl 21%-34%). A total
of 5 coupleswithdrew consent before the intervention, 6 during
the study, and an additional 2 at follow-up. The recorded reasons
for attrition were bereavement, declining mental capacity, both
partners had dementia, challenging use of technology, lack of
motivation, and ill health. In Sweden (Linképing and
Norrkdping), memory clinic nurses identified potential
participants, and 44 met the eligibility criteriaand 38 consented
to participate. Thetotal number of people screened for the study
by the memory clinic nursesis unknown, as many nurses were
involved, and records were not maintained. A total of 12 couples
completed theintervention and the end of the study assessments.
The reasons for attrition were disinterest among people with
dementia, being unwell, and coming to terms with a recent
diagnosis and one of the caregiver spouses wished to withdraw
after they had viewed parts of the videosthat discussed advanced
stages of dementia, which they found distressing.

The demographic datafrom both sites reveal ed that 68% (13/19)
of the participants with dementiain Sweden were over 71 years
of agein comparison with 52% (13/25) in the United Kingdom.
Swedish couples were potentially in arelationship for alonger
duration than couples in the United Kingdom. A greater
proportion of the participants from Sweden had a graduate
education. The difference in education indicates potential
socioeconomic differences in both countries. The gender
differences in the study among people with dementia and
caregiver spouses were more equal in the United Kingdom. In
Sweden, 68% (13/19) of participants with dementia were men.
It isalso interesting to note that 36% (9/25) of participantswith
dementia in the United Kingdom had a mixed diagnosis, and
another 36% (9/25) had Alzheimer disease. In Sweden, no
participants had a mixed diagnosis; most (11/19, 58%) had
Alzheimer disease and a more recent diagnosis (14/19, 74%;
<2 years of diagnosis). In Sweden, people with more subtle or
complex symptoms are referred to memory clinics and more
likely to receive follow-up care, as primary care is limited in
resources and competences [39]. Detailed demographics for
both sites are presented in Table 3.
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Figure 2. CONSORT (Consolidated Standards of Reporting Trials) flow diagram of participants. The number of people screened in Sweden was
unavailable because of alack of data from memory clinics. CS: caregiver spouse; JDR: Join Dementia Research; PwD: person living with dementia;
UK: United Kingdom.
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Table 3. Demographic characteristics of participants enrolled in the study?®
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Characteristics

Persons with dementia, n (%)

Spouses (caregivers), n (%)

United Kingdom (n=24)  Sweden (n=19) United Kingdom (n=24)  Sweden (n=19)
Age (years)
51-60 3(13) 1(5) 2(8) 1(5)
61-70 8(33) 5(26) 11 (46) 7(37)
71-80 11 (46) 7(37) 10 (42) 10 (53)
81-90 2(8) 6(32) 1(4) 1(5)
Gender
Male 13 (54) 13 (68) 11 (46) 6(32)
Female 11 (46) 6(32) 13 (54) 13 (68)
Education
Secondary 12 (50) 3(16) 10 (42) 3(16)
Advanced or upper secondary 4(17) 4(21) 3(13) 5 (26)
Graduate 6 (25) 10 (53) 9(39) 9 (47)
Postgraduate 2(8) 2(11) 2(8) 2(11)
Employment status
Employed 4(17) 0(0) 8(33) 3(16)
Retired 20 (83) 19 (100) 16 (67) 16 (84)
Length of relationship (years)
11-20 1(4) 1(5) 1(4) 1(6)
21-30 5(21) 1(5) 5(21) 0(0)
31-40 4(17) 5(26) 4(17) 5(28)
41-50 11 (46) 5(26) 11 (46) 5(28)
51-60 3(13) 6(32) 3(13) 6 (33)
61-70 0(0) 1(5) 0(0) 1(6)
Type of diagnosis
Alzheimer disease 9(38) 11 (58) N/ADP N/A
Frontal temporal 0(0) 1(5) N/A N/A
Lewy body 0(0) 2(11) N/A N/A
Mild cognitive impairment 2(8) 0(0) N/A N/A
Parkinson disease 0(0) 1(5) N/A N/A
Vascular 3(13) 0(0) N/A N/A
Mixed 9(38) 0(0) N/A N/A
Unspecified 1(4) 4(21) N/A N/A
Yearssince diagnosis
<1 2(8) 8(42) N/A N/A
1-2 4(17) 6(32) N/A N/A
2-3 7(29) 4(21) N/A N/A
35 10 (42) 1(5) N/A N/A
>5 1(4) 0(0) N/A N/A

3/ari able-specific column percentages do not always sum to 100 because of rounding. One UK couple did not provide demographic information. One

Swedish caregiver did not provide information on relationship length.

BNI/A: not applicable.
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DemPower Usability

Of the 21 couples who completed the study, only 86% (18/21)
had accessed al sections of DemPower, and the average usage
per couple was 8 hours (SD 3.35 hours) during the 3-month
study period. Of the 4 themes, home and neighborhood averaged
250 visits; activities and relationships averaged 174 visits;
meeting, sharing, and caring averaged 160 visits; and
communication and emations averaged 122 visits. The sections
on home and neighborhood were in the first part of the app,
which might explain the greater number of visits (Multimedia
Appendix 2). However, the participant feedback detailed bel ow
highlights the role of this section in facilitating discussion and
strategies for everyday life and associated challenges. Over the
course of the study, participants visited suggested activity pages
more frequently (mean 95) than the core content pages that had
section-specific introductory videos (mean 71) or videos of
couples (mean 69), for example, couplestaking pictures, doing
physical exercise, talking to each other, walking, and listening
to music, and there was a home adaptation checklist.

DemPower Acceptability

The theme-specific and end-of-study evaluation revealed that
90% (19/21) of couples acknowledged that all sections of
DemPower were useful in addressing various aspects of daily
life (Multimedia Appendix 3; for the evaluation questionnaire,
see the protocol paper [19]). However, 24% (Sweden: 4/12,
33%; Manchester: 1/9, 11%) stated that the sections on mental
activity (3/21, 14%), physical activity (2/21, 10%), managing
stress (2/21, 10%), adapting activity (2/21, 10%), and meeting
others with dementia (2/21, 10%) were less useful. As reasons
for this, 2 couples gave their involvement in activities and their
own exercise regime, and others said that they had their own
strategies for addressing stress and that the suggested activities
were |ess suitable.

A detailed analysis of couples perspectives on the meaning
and usefulness of various parts of the DemPower app revealed
that most couplesfound the sections on the home useful (13/21,
62% stated a great deal; 7/21, 33% stated somewhat). These
sections helped them explore what home means to them, the
need for adaptation, and how to adapt their home to meet
changing needs. Parts of DemPower hel ped most couplesfocus
on what they could do rather than what they could not do (18/21,
86%) and to recognize the importance of continued living as
usual (20/20, 100%; a Swedish couple did not answer questions
on themes 2, 3, and 4), and the app helped couples focus on
how they interacted in their relationship and become more aware
of the way they addressed everyday tasks (19/21, 90%):

It has made me think more about why we are doing
things and making changes. It is food for thought.
[MC16]

More than half (11/20, 55%) of the couples indicated that
DemPower helped them to recognize the need to maintain a
socia life, and 85% (17/20) of couples reported feeling
encouraged and happy about meeting people. However, 60%
(Sweden: 9/11, 82%; United Kingdom: 3/9, 33%) felt that
sharing their experiences of dementiawas hurtful and considered
the activity burdensome rather than helpful. Recognizing the
importance of aplanned routine (20/20, 100%) and instructions
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for managing everyday communication (18/19, 95%) werefound
to be useful by most couples. A number of participantsfelt that
the app helped somewhat and a great deal to address conflict
situations (17/20, 85%), to practice relaxation (18/20, 90%),
and to think about financial and legal (15/20, 75%) and care
needs (17/20, 85%).

Intotal, 19% (4/21) of couplesfound information about support
devices (locators, 1D phone, and sensor lights) and contacts to
discuss support needsirrelevant. All 4 couples were within 2-3
years of their diagnosis. In addition, 32% (6/19) of couples
indicated that the information on counseling services was not
very helpful asthey lacked clarity on referral pathways.

Reminiscing about memorable moments (21/21, 100%),
listening to music (19/21, 90%), and meeting people with
dementia (15/17, 88%) rated high as suggested activities. These
werefollowed by taking photos (18/21, 86%), physical exercise
(15/19, 79%), and communication strategies (18/19, 95%). A
few couples (4/19, 21%) said that the suggested exercises did
not provide optionsto match different strength levels, and some
felt encouraged to take further stepsto maintain physical fitness.
Activities that encouraged couples to plan for the future were
rated as somewhat useful, indicating that the couples preferred
to focus on the present:

Exercisestoo simple, would be good to get to choose
some harder ones. [SC13]

Bought a gym-card. [SC20]

A total of 33% (7/21) of couplesin the United Kingdom who
rated the app positively also said that the app would be more
relevant to people with limited knowledge and access to
resources, those who are isolated and do not attend support or
socia groups, and thosewho are at theinitial stages of diagnosis.
Some (United Kingdom, n=3; Sweden, n=1) couplesintheearly
stages of dementia found the content relevant to advanced
dementia somewhat distressing and said that the app seemed
more relevant for people at later stages of dementia. Those at
amore progressive stage said that it was challenging for people
with dementiato feel encouraged and focused (United Kingdom,
n=2; Sweden, n=1), and they would have made better use of
the app if they had received it earlier. A total of 2 people with
dementia (United Kingdom, n=1; Sweden, n=1) and acaregiver
spouse (United Kingdom, n=1) who expressed feelings of
distress were offered support, and the distress protocol was
followed. The development of the protocol was informed by
current research and best practice evidence [40].

Design and User Interface

Most participants at both sites said that the layout and overall
design were simple, easy to use, visual, and helpful and had
comprehensive information. A total of 8 (42%) participants
found that using the same couplesto narrate the story in various
parts of the app helped them follow the storyline and coping
methods. Some participants found having the same structurein
all the sections of DemPower useful and liked theidea of being
able to use it as and when they wished. A total of 13 couples
(62%; United Kingdom, n=8; Sweden, n=5) used the help
manual (paper and video) from time to time to guide them
through the app:
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Since using the app, we have done things that we
wouldn’t have done before. [MC15 and MC16, eg,
exercises, music, and word-search game]

Some of the limitations raised by the participants included
navigation concerns, confusion around indexing, lack of colors,
and pointers to indicate where they were in their last session.
Caregiver spouses often reported taking a leading role in
initiating app usage and navigation, whereas partners with
dementia used the activity sections more and at times returned
towatching videos. A person with dementiafrom Sweden, who
withdrew from the study because of the spouse caregiver'slack
of interest, used the app in a group session at aday care center

Table4. Utility scale.

Lasrado et d

with the help of a facilitator. This highlights the joint
commitment and interest required from both partnersto achieve
rel ationship-focused outcomes.

The utility scale data (Table 4) revealed that couples in the
United Kingdom liked to use the app more frequently than their
Swedish counterparts. However, Swedish couples found the
app easier to use and were more confident when using it.
Participantsin Sweden contacted the researcher more frequently
via SM S text messages, phone, and emails than participantsin
the United Kingdom. This could potentially influence the
usability of apps. There were mixed responses to how quickly
participants could learn to use the app at both sites.

Characteristics Sweden (13 couples)

Codesland2 Code3(neutral),n Codes4and5

United Kingdom (9 couples)
Codesland2 Code3(neutral),n Codes4and5

(disagree), n (agree), n (disagree), n (agree), n
Like to use system frequently 3 7 3 2 3 4
System unnecessarily complex 10 2 1 4 3 2
System easy to use 0 2 11 2 3 4
Technical support required 8 3 2 6 1 1
WEell integrated system functions 2 4 7 1 3 4
Inconsistency in the system 10 2 1 4 1 1
Quickly learn to use the system 1 7 5 3 1 4
Very cumbersome system 12 1 0 6 0 1
Confident using the system 0 3 10 3 1 4
Needed to learn alot before use 11 2 0 6 1 1
Outcome M easures to focus on their relationship and the practicalities of everyday

A total of 43 couples completed baseline measures, and 21
completed most follow-up measures (19 carers completed the
Alzheimer’s disease quality of life[ADQoL] measure). Mean,
SD, and mean change scores between baseline and follow-up
arereported in Tables 5 and 6.

A 5.2-point increase, on average, was observed in the dementia
quality of life (DEM QoL ; measurement of health-related quality
of life for people with dementia) score for participants with
dementia, indicating a clinically significant change [41],
particularly in the domains of social relationships and emotional
well-being. There was a small increase, on average, in the
Mutuality scale (+1.23 points) for caregiver spouses but no
changein any of the other outcome measures. A comparison of
these results with eval uation data suggests that DemPower had
apositive effect on the couple relationship in terms of how they
felt, expressed themselves, listened to others’ experiences, and
used some of the suggested strategies. During the evaluation,
participants said that it was helpful to have the flexibility to
choose sectionsrelevant to their situation and that using the app
while on vacation or when having a dull moment was helpful

https://aging.jmir.org/2021/4/e16824

life.

The degree of change (ie, the mean relative to the SD/range)
on the” ADQoL scale was equivalent to that on the DEM QoL
scale. Otherwise, the degree of change is much smaller.
Although the domains explored in ADQoL and DEMQoL are
similar, DEMQoL considers more detailed items under the
rubrics emotional well-being and social relationships. Some
of the individual, postintervention differences in the secondary
outcome measures for people with dementia were large; for
example, a 23-point decrease on the Mutuality scale or a
37-point increase on the DEMQoL. Such differences are not
the norm but, in asample of this size, can unduly influence the
mean. There was some evidence of aceiling effect in response
to the inclusion of other in the sdlf (10S) scale. This was
unsurprising given the narrow range and sensitivity of its
measures. There was weaker evidence of a ceiling effect on the
Mutuality scale. There wasweak evidence of ceiling effectsfor
caregiver spouses on self-efficacy, 10S, and ADQoL scales.
Some couples felt that the mutuality questionnaire was too
personal, and afew othersfound the |OS and sel f-efficacy scales
difficult to understand.
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Table 5. Outcome measures of people with dementia.

Lasrado et d

Outcome measures Baseline (n=43) Baseline (who also completed  Follow-up (n=21) Change (follow-up-
follow-up; n=21) baseline; n=21)

Mutuality score

Values, mean (SD) 48.31(10.83) 50.57 (9.63) 49.81 (10.27) -0.76 (6.71)

Values, median (IQR) 51.0 (43.9t0 57.0) 54 (44 to 58) 53 (4510 58) 0(-3to 1)

Values, range 3to60 26 to 60 26 to 60 -23t0 15
Self-efficacy

Values, mean (SD) 28.48 (6.41) 30.04 (6.75) 30.89 (5.90) 0.85 (3.25)

Values, median (IQR) 30(25t032) 30.0 (27.8t0 34.0) 31(29to0 34) 1(-1to3)

Values, range 11to 40 14to0 40 15t0 40 -48t07
Inclusion of other in the self

Values, mean (SD) 5.79 (1.61) 6.43 (0.93) 6.19 (1.21) -0.24 (1.00)

Values, median (IQR) 6(5t07) 7(6t07) 7(5t07) 0(0to0)

Values, range 1to7 4t07 3to7 -2tol
Alzheimer disease quality of life

Values, mean (SD) 36.92 (7.16) 38.19 (7.38) 40.33 (6.16) 2.14 (4.87)

Values, median (IQR) 37.0(32.0t041.2) 38 (33t043) 42 (37to 44) 2(-1tob)

Values, range 18t0 50 25t050 28to50 -8to12
Dementia quality of life

Values, mean (SD) 85.46 (15.98) 88.67 (16.84) 93.86 (11.09) 5.19 (11.77)

Values, median (IQR) 88 (7310 98) 93 (79to 103) 97.0 (85.0t0 99.1) 2(-2to11)

Values, range 4510 112 4810 112 73t0 112 -12to 37
Carer quality of life N/AZ N/A N/A N/A

3N/A: not applicable.
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Table 6. Outcome measures of caregiver spouse.
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Outcome measures Baseline (n=43) Baseline (who also completed  Follow-up (n=21) Change (follow-up-
follow-up; n=21) baseline; n=20)
Mutuality score
Values, mean (SD) 4161 (11.13) 42.42 (11.13) 43.66 (12.16) 1.23(4.38)
Values, median (IQR) 44 (3510 48) 44 (37 to 48) 46 (41t0 53) 1(-1to4)
Values, range 16 to 59 19to 59 18t0 59 -10to9
Self-efficacy
Values, mean (SD) 31.95 (3.75) 33.10 (3.94) 33.10 (3.13) 0.00 (3.02)
Values, median (IQR) 32 (2910 35) 33(30t0 36) 33(31to 35) -1(-1to1)
Values, range 26to 40 27t040 28to0 39 -5t08
Inclusion of other in the self
Values, mean (SD) 5.53 (1.59) 5.81(1.33) 5.86 (1.11) 0.05 (0.59)
Values, median (IQR) 6(5t07) 6(5t07) 6(5t07) 0(0to0)
Values, range 1to7 2to7 3to7 -1to1l
Alzheimer disease quality of life
Values, mean (SD) 40.40 (5.12) 4158 (4.63) 41.63 (5.85) 0.05 (3.81)
Values, median (IQR) 41 (3810 44) 41 (39 to 46) 42 (36 to 46) -1(-2t02)
Values, range 27t049 34t049 30to51 -7t08
Dementia quality of life N/A2 N/A N/A N/A
Carer quality of life
Values, mean (SD) 7.60 (3.31) 7.48 (3.92) 7.52 (3.46) 0.05 (1.72)
Values, median (IQR) 7 (510 10) 6 (5to 11) 7 (5t0 11) 0(-1t02)
Values, range 1to14 1to14 3t013 -4t03

3N/A: not applicable.

Most people with dementia and caregiver spouses were able to
complete the outcome questionnaires without much assi stance.
Some couplessaid that it was easier to respond to “yes’ or “no”
type questions rather than having to rate on a specific scale,
whereas some couples experienced difficulty ininterpreting the
|0S and found the Mutuality scale too personal. A few people
with dementia and caregiver spouses had difficulty completing
the self-efficacy questionnaire, and the researcher had to explain
the questions. The spousal caregivers said that the carer quality
of life questionnaire items were irrelevant, as most people with
dementiawere able to execute daily tasks independently.

Discussion

Principal Findings

The feasibility and acceptability of the DemPower app was
explored at various stages of the study by investigating
participants’ opinions of the content, design, and delivery. The
DemPower app isaself-management guide intended to support
both persons with dementiaand their partnersin their effortsto
enhance well-being and relationship quality. The results show
that the topic areas addressed in the app were meaningful and
relevant to everyday life situations, although their utility varied
with couples’ tragjectory through dementia and their general
well-being. Evidence confirms that recognizing a person with

https://aging.jmir.org/2021/4/e16824

dementia and the family caregiver's position in their aging
trgjectory is essential in understanding how people make use
of the support and perceiveits effectiveness [42-44]. The videos
of couples sharing their experiences and the active promptsin
DemPower were reported to have encouraged couplesto reflect
on their own approaches to everyday activities, discuss their
relationship, recognize both positive and challenging aspects
of their life together in the context of dementia, and share
experienceswith each other. DemPower further challenged their
own perceptions of dementia and their everyday choices. This
might indicate the change observed in the DEM QoL scoresfor
people with dementiaand the marginal increasein the Mutuality
scale for spouse caregivers. These results revea that the
self-management approach, concepts, videos, and suggested
strategiesfor couples asadyad are promising. Thisis consistent
with the findings of arecent systematic review that found that
a caregiver's emotional withdrawa can negatively affect the
behavior of a person with dementia [45], which reaffirms our
approach of actively involving both partnersin couple-focused
self-management.

Usability and Acceptability of DemPower

Examining the cultural adaptability of DemPower in both
countries revealed that relationship dynamics, perception and
acceptance of the condition, varied opportunities for social
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interaction, and geographic location informed the couples
usage. For example, couplesin the United Kingdom had better
access to dementia cafés and activity-based groups such as
reading, walking, choir, and art groups. Although not all couples
welcomed the idea of attending groups, those who responded
to the suggested activity said that their misconceptions were
challenged and that they enjoyed the group, made friends, and
continued attending the group activities. Couples had limited
opportunities for socializing in groups in Sweden, and more so
inrural locationsin that country. Most Swedish couples moved
between their summer and winter homes, which means that
activities changed according to their location. However, the
couples said that the videos on DemPower helped them learn
about other couples’ experiences, mutual interactions, and to
feel that they were not aone in the way they experienced the
situation. Most couples said that they would consider using
DemPower in the future.

The use of technology and availability of DemPower on a
handheld device provided coupleswith easy accessto resources
and suggestions that were relevant to everyday life situations,
regardless of their location. All couplesin both countries said
that they were comfortable using a tablet device; however,
navigational challenges in the DemPower app and lack of
motivation in a few people with dementia have been reported.
Both partners engaged actively inindividual and couple-focused
activities and watched videos, regardless of design-related
challenges. Increasing evidence suggests that technol ogy-based
interventions in dementia that encourage active involvement
contribute to better quality of life and quality of relationships
[46,47]. The parts of the app that discussed advanced dementia
were reported as distressing for some couples, and these parts
were likely to discourage these couples from using the app.
However, some studies have emphasized the need to address
thefutureto create a sense of normalcy and deal with fears[48].
Other research into sensitive topic areas has highlighted
participant distress; however, no research has discussed any
long-term impact or continued distress caused by research
participation [49]. The core contents of DemPower were
carefully considered, informed by current evidence, and in
consultation with people with dementia and their partners
[17,50]. However, the presentation and design of DemPower
needed further consideration to facilitate participant
preparedness and to allow participantsto select topicsthat were
relevant to the participants' stage of dementia and at the time
of their choosing.

Recruitment and Completion Rates

The study obtained tremendous support in the recruitment of
participants from organizations in both the United Kingdom
and Sweden. The JDR network in the United Kingdom screened
most of the potential participants there, but this organization
wasindependent of theclinical careteam. The Swedish memory
clinic nurses approached potential participantsduring their clinic
appointments. It is likely that the signposting of study by the
care team might have influenced the recruitment and retention
ratesin Sweden and introduced selection biasto acertain extent.
For example, the memory clinics in Sweden usually follow up
with persons with dementia with more complex symptoms up
to 6 months after diagnosis. The differences in the type of
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dementia, age, education, gender, and the length of time since
the diagnosis in this study highlight the need to carefully
consider these variables in the design of afuture trial.

Planned strategies that address any unforeseen delays in
intervention delivery, being mindful of motivational issuesin
both partners, promoting interest in the use of technology, and
maintaining continuity in researcher-participant contact are
some of the recommendations for a future trial. To detect a
4-point change in the DEM QoL , assuming an SD of 15 points,
acorrelation of 0.6 between baseline and follow-up scores, and
an 80% retention rate at follow-up, 354 couples would need to
be randomized for adefinitive RCT to achieve 80% power (480
couples for 90% power) [41]. Memory clinics in Sweden and
dementiaadvisersin primary care and third-sector organizations
inthe United Kingdom are most likely to be the point of delivery
in the future.

Suitability of the Outcome M easures

Outcome measures, such as quality of life, self-efficacy, and
relationship-focused tools, could be considered to evaluate the
changes and the impact the app has on the everyday lives of
couples. It isimportant for these outcome measures to reflect
what is important to people living with dementia [44] and
consider the core outcome set for eval uating community-based
interventionsfor people with dementia[51]. In view of the study
results, measures of social well-being, relationship quality,
positivefedings, and strength-based perspectives need particular
focus in the future. The wider literature acknowledges the
relevance of these domains and their potential to capture the
experiences of people with dementia and family caregivers
[51,52]. The measures also need to be mindful of the intrusive
nature of the questions, especially those that assessrel ationship
quality and emotional well-being, to determine whether
self-administration or the interview method isideal. Although
the study found that it wasfeasibleto useinterviewing strategies
to obtain responses to open-ended questions in the evaluation
and administering outcome measures, the method limited the
exploration of new themes arising from the responses. Hence,
the use of both a questionnaire and in-depth interviewsto assess
outcomes and perform evaluations at various stages of the study
isimportant for future consideration.

Conclusions

The findings suggest that the DemPower app is a meaningful
resource for addressing various aspects of daily life and
interactions in couple relationships where one partner has
dementia. However, whether DemPower is more relevant for
peoplewith arecent diagnosis of dementianeedsto be explored.
The design and organization of app contents must be revised
before further implementation and testing of the app. A larger
sample size, longer follow-up periods, and various control
groups (including couple groupsrather than individual couples)
need to be considered to test the effectiveness of the app.
Important outcomes for the couplesin this study wereto be able
to continue as usual, focus on strengths, on social well-being,
and mutual relationship quality. These factors need to be
considered when identifying relevant outcome measures for
futuretrials.
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Abstract

Background: Mobile health (mHealth) apps using novel visua mapping assistive technology can allow users to develop
personalized maps that aid people living with cognitive impairment in the recall of steps needed to independently complete
activities of daily living (ADLSs), such as bathing, toileting, and dressing.

Objective: Thisstudy aimsto determinethefeasibility and preliminary impact of an mHealth assi stive technology app providing
guidance to aid individuals living with cognitive impairment in the recall of steps to independently complete ADLSs.

Methods: A total of 14 Veterans (mean age 65 SD 9.5 years; 14/14, 100% male; 10/14, 71.4% Black) and 8 non-Veterans (mean
age 78, SD 10.3 years; 5/8, 62.5% male; 8/8, 100% Black) were recruited and enrolled from the Department of Veterans Affairs
(VA) and non-VA cognitive care clinics. A visual mapping software program, MapHabit, was used to generate a series of
personalized visual map templates focused on ADLs created within the MapHabit app. The visual maps were accessed through
a tablet device. A 19-item exit questionnaire was administered to the participants to assess perceived improvement in their
functional ability after using the MapHabit system for 3 months.

Results: A total of 13 (93%) VA clinic participants and 8 (100%) non-VA clinic participants completed the 3-month study.
Baseline cognitive testing indicated impaired to significantly impaired cognitive function. After 3 months of using the MapHabit
system, VA clinic participants reported perceived improvement in social engagement (P=.01) and performance of ADLs (P=.05)
compared to the baseline, whereas non-VA clinic participants reported improvementsin the performance of ADLs (P=.02), mood
(P=.04), social engagement (P=.02), and memory (P=.02). All study participants reported they would recommend the MapHabit
system to a colleague, and 85% (11/14) of VA and 100% (8/8) of non-VA clinic participants reported awillingness to participate
in afuture study.

Conclusions: Older VA and non-VA clinic participants with cognitive impairment were willing to use an mHealth app to assist
with the completion of ADLs, and they reported positive preliminary effects. A larger study is warranted to assess the efficacy
in the setting of arandomized controlled trial.

(IMIR Aging 2021;4(4):e28165) doi:10.2196/28165
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Introduction

More than 16 million family members provide unpaid care to
aperson with Alzheimer disease or other dementias[1]. A recent
report estimated that 18.6 billion hours of unpaid care are
provided annually, totaling to a value of US $244 hillion [1].
In the future, an increase for in-home or institutional care and
unpaid assistance by family and friends will be needed as the
numbers of those with Alzheimer disease and other forms of
cognitive impairment continue to grow. Maintenance of
functional ability has been linked to improved quality of life
among persons with dementia, and strategies that promote
functional ability and independence are of high priority in
dementia care research [2,3].

Two recent developments have converged in an attempt to
effectively address this challenge. First, developments in the
field of assistive technology, including the use of smart devices
(eg, tablets, phones, and wearables) have provided ways to
enhance the ability of caregivers—both family and
professional—to assist individual s with dementia and memory
impairment to successfully perform activities of daily living
(ADLSs), such asbathing, toileting, and dressing [4]. Importantly,
there is cumulating evidence that technology adoption isbeing
progressively embraced both among dementia care recipients
and their caregivers, findings that bode well for the potential
effectiveness of assistivetechnology interventions[5-7]. Second,
developmentsin thefield of neuroscience have shown that there
are at least two systems important for memory: the declarative
memory system, which isimportant for conscious recollection
of factsand eventsin our lives, and a more recently recognized
procedural, or habit system, that can underlie the development
and maintenance of nonconscious habits, motor skills, and other
forms of nonconscious procedural learning, often called implicit
memory [8]. The present report takes advantage of these two
developments in assistive technology and habit memory
development and explores the possibility of their use in
enhancing the quality of lifeand functional ability of individuals
living with dementia.

MapHabit is a novel mobile health (mHealth) assistive
technology app that allows users and/or caregivers to develop
personalized maps that aid people living with cognitive
impairment in the recall of steps needed to complete the
above-described ADLs[4,9]. With repeated use of these maps,
people with impaired memory can devel op ahabit of consulting
their visual mapsroutinely and independently of their caregivers.

https://aging.jmir.org/2021/4/e28165

In this paper, we describe the results from feasibility studies
conducted in two clinical samplesto determine whether people
with cognitive impairment were willing to use the MapHabit
system and whether there is evidence of potential benefit to
inform alarger, more definitive study.

Methods

Study Setting and Ethical Approval

Participants for the feasibility study were recruited from two
outpatient clinical programs: a Department of Veterans Affairs
(VA) clinic and a non-VA academic health system clinic,
focused on serving the needs of older adults with cognitive
impairment. The protocol for each clinical cohort was approved
by the Emory University Institutional Review Board, and all
participants provided written informed consent. The protocols
differed primarily based upon the requirement to recruit a care
recipient—caregiver dyad in the non-VA clinic population. This
provided the opportunity to assess the impact of assistive
technology on two separate groups with similar levels of
impairment belonging to two different US health systems. Data
were analyzed separately for each cohort in order to comply
with datainformation security protocols established by the VA.
Here, we present data based on the outcomes assessed among
participants living with cognitive impairment in each study
group.

Intervention

A visual mapping software program was used to generate a
seriesof visual map templates created by an assistive technology
company, MapHabit, Inc. Participants accessed the software
and visual maps through a mobile tablet device. Visual maps
consisted of pictures and keywords in a step-by-step sequence
to guide and assist participants with memory impairment in
organizing and successfully accomplishing ADLs [4].
Participants were encouraged to self-select visual maps based
on personal preferences and needs, and they could add images
from their own environment to personalize the selected
templates. Snapshots of the MapHabit system are presented in
Figure 1. Visual maps involving ADL performance were
commonly selected, with those pertaining to medication,
bathing, and dressing being the most popular. After a staff
member conducted initial training and devel opment of selected
ADL maps, participants were given an iPad to access and use
the MapHabit system.
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Figure 1. Screenshots of the MapHabit system app on mobile and tablet devices.
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Demographic characteristics included age, sex, self-reported
race and ethnicity, and the presence of a caregiver. Basgline
cognition was assessed using the Repeatable Battery for the
Assessment of Neuropsychological Status (RBANS), a brief,
individually administered test measuring attention, language,
visuospatial or constructional abilities, and immediate and
delayed memory. The RBANS consists of 12 subtests, which
yield 5 index scores of the measures described above, and a
total scale score[10]. A 19-item overall exit questionnaire was
administered to assess whether any change (positive or negative)
occurred asaresult of using the MapHabit system for 3 months.
The questionnaire is provided in Multimedia Appendix 1.
Questions were grouped to assess the various domains of ADL
independence (questions #2, #3, #4, and #5 in the exit
guestionnaire), mood (questions #1, #7, #8, #9, #10, and #11),
social engagement (questions #6, #13, #16, and #17), quality
of life (questions #14 and #15), and self-reported memory
impairment (question #12). The remaining questions of the
measurement tool assessed the participants’ overall satisfaction
with the MapHabit system. The questionnaire was administered
orally to the participants, using a Likert scale with a self-rating
format (5=much better, 4=better, 3=not much change, 2=worse,
or 1=much worse). A 2-item yes/no questionnaire assessed
participants’ overall user experience with the system.

Statistical Analysis

Baseline characteristicsfor each clinical sample were analyzed
using descriptive statistics. Exit interview responses were
compared using the Wilcoxon signed rank test to assess any

https://aging.jmir.org/2021/4/e28165
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differencesfrom an expected result of “not much change” —that
is, a score of 3 on the Likert scale for the exit questionnaire.
Analyses were conducted using the RStudio statistical package
(version 1.1.463).

Results

In al, 14 VA clinic (mean age 65 SD 9.5 years; 14/14, 100%
male; 10/14, 71% Black) and 8 non-VA clinic (mean age 78,
SD 10.3 years; 5/8, 62.5% male; 8/8, 100% Black) participants
were enrolled in the study (Table 1). Following the 3-month
intervention, 13 of the 14 (93%) VA clinic participants and all
8 (100%) non-VA clinic participants completed the study.
Baseline cognition measured by the RBANS indicated impaired
to significantly impaired cognitive function, on average, across
al 5 indices of neuropsychological function [6]. Immediate
memory scores indicated impaired ability to remember
information immediately after it was presented. Visuospatial
or construction scores indicated impaired ability to perceive
spatial relations and to construct a spatially accurate copy of a
drawing. Language scores indicated impaired ability to respond
verbally to either naming or retrieving learned material.
Attention scores indicated impaired capacity to remember and
manipulate both visually and orally presented information in
short-term memory. Delayed memory scoresindicated impaired
anterograde memory. Total scale scores were calculated by
summing the abovementioned 5 index scores.

After 3 months of using the MapHabit system, analysis of the
overall exit questionnaire responses showed that both VA and
non-VA clinic participants reported perceived improvement in
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social engagement (P=.01 and P=.02, respectively) and
performance of ADLs (P=.05 and P=.02, respectively) compared
to the baseline (Figure 2). Non-VA clinic participants also
reported perceived improvement in mood (P=.04) and memory
(P=.02; Figure 2). There was no significant perceived change
in quality of life for either group (P=.09). Many participants

Kelleher et &

reported using a particular map daily, such as to guide
teeth-brushing, toileting, or showering. All VA and non-VA
clinic participants reported they would recommend the
MapHahit system to a colleague, and 85% (11/14) of VA and
100% (8/8) non-VA clinic participants reported a willingness
to participate in afuture study.

Table 1. Baseline characteristics of the Veterans Affairs (VA) and non-VA clinic participants.

Characteristic VA cognitive clinic Non-VA cognitive clinic
(n=14) (n=8)
Age (years), mean (SD) 65 (9.5) 78 (10.3)
Gender, n (%)
Female 0(0) 3(37.5)
Male 14 (100) 5 (62.5)
Race, n (%)
White 4(28.6) 0(0)
Black or African American 10(71.4) 8 (100)
Other 0(0) 0(0)
Areyou of Hispanic or Latino origin, n (%)
Yes 1(7.1) 0(0)
No 13(92.9) 8 (100)
Marital status, n (%)
Single 3(21.4) 0(0.0)
Married 9 (64.4) 5 (62.5)
Divorced 1(7.1) 0(0)
Widowed 0(0) 3(37.5
Unknown 1(7.1) 0(0)
Baseline RBANS?, mean (SD)
Immediate memory score 70.50 (18.7) 56.75 (20.6)
Visuospatial score 67.36 (10.6) 70.12 (19.4)
L anguage score 85.57 (14.2) 71.00 (21.9)
Attention score 74.64 (11.9) 69.62 (10.3)
Delayed memory score 62.00 (18.6) 52.12 (20.4)
Total scale score 63.07 (13.3) 58.00 (15.6)

3RBANS: Repeatable Battery for the Assessment of Neuropsychological Status.
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Figure 2. Exit interview responses from study participants 3 months after using personalized visual maps. Non-VA: non-Veterans Affairs clinic

participants; VA: Veterans Affairs clinic participants.
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Principal Findings

The findings from the present studies indicate that the use of
visual mapping, specifically the MapHabit system asan assistive
technology, isfeasiblefor individual s with memory impairment.
Participants reported a positive experience in using the
MapHabit system as an assi stive technol ogy, adding they would
recommend it, and they woul d agai n engage with the MapHabit
system if the opportunity arose in the future. Furthermore, our
study findings suggest that use of the MapHabit system for 3
months may result in perceived improvement in social
engagement and performance of ADLs.

Although it has been previously speculated that the use of
technology is not widely accepted by older adults, the present
results suggest otherwise. Similarly, a study investigating the
feasibility of personalized technology use in individuals with
mild cognitive impairment found that technology adoption was
excellent among both care recipients and their caregivers [5].
Both the present MapHabit system and technology used in the
previous study in a senior living community population [5] are
personalized, which may suggest that personalization, wherein
users are engaged in the selection of activities, serves as a
facilitator in technol ogy use among diverse populations of older
adults.

Regarding the potential benefit of technology to users
independence, a recent systematic review of the literature
assessing assistive technology use among older adults found
that both users and caregivers reported these technologies
assisted caregivers by reducing the time, level of assistance,
and energy expended on caregiving, aswell asanxiety and fear,
task difficulty, and safety risk. Previous research has suggested
that these improvements were associated with increased
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assistancewith ADLs[11]. Inour studies, both VA and non-VA
clinic participants reported perceived improvement in
performance of ADLSs, echoing the finding that the use of
assistive technologies may decrease caregiver burden by
promoting increased independencein ADLSs by the user.

Limitations

These studies are not without limitations. Asfeasibility studies,
they were not designed to determine efficacy or definitive
evaluation across all outcomes of interest. The outcomes were
self-reported; however, patient-reported outcomes are likely the
most relevant for determining theinitial feasibility of an assistive
technology in this population. Although these were not
long-term studies, assistive technology appearsto be afeasible
delivery method for visual maps, and participants were willing
to usethetechnology for at least 3 months. A larger, randomized
controlled trial evaluating the visual MapHabit system in
individuals living with memory impairment is warranted with
alonger follow-up, to determine sustainability.

Conclusions

Novel findings from this study suggest that the assistive
technology MapHabit system is afeasible delivery method for
personalized visual maps that can aid people living with
cognitive impairment in the recall of steps needed to complete
ADLSs with greater independence. Strong endorsement from
two diverse clinical samples of older adults with cognitive
impairment (eg, Black vs White, VA vs non-VA, and male vs
female) suggestsapotential broad appeal of personalized visual
mapping as an assi stive technol ogy. Based on research priorities
aimed at new strategies to promote ADL independence in
individuals with cognitive impairment, the next step entails a
definitive study to assess efficacy of personalized visual
mapping.
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Abstract

Background: Duringthe COVID-19 pandemic, the depression level among US adults has significantly increased. Age disparity
in depression during the pandemic has been reported in recent studies. Delay or avoidance of medical careisone of the collateral
damages associated with the COVID-19 pandemic, and it can lead to increased morbidity and mortality.

Objective: This study aimed to assess the prevalence of depression and delayed care among US middle-aged adults and older
adults during the pandemic, as well as investigate the association of delayed care with depression among those 2 age groups.

Methods: This cross-sectional study used data from the 2020 Health and Retirement Study (HRS) COVID-19 Project (Early,
Version 1.0). Univariate analyses, bivariate analyses, and binary logistic regression were applied. US adults older than 46 years
were included. Depression was measured by the Composite International Diagnostic Interview-Short Form (CIDI-SF). Delayed
care was measured by the following 4 items: delayed surgery, delayed seeing a doctor, delayed dental care, and other delayed
care.

Results: A total of 3246 participants were identified. More than half of the participants were older than 65 years (n=1890,
58.2%), and 274 (8.8%) participants had depression during the pandemic. Delayed dental care was positively associated with
depression among both middle-aged adults (OR 2.05, 95% CI 1.04-4.03; P=.04) and older adults (OR 3.08, 95% CI 1.07-8.87;
P=.04). Delayed surgery was positively associated with depression among older adults (OR 3.69, 95% CI 1.06-12.90; P=.04).
Self-reported pain was positively related to depression among both age groups. Middle-aged adultswho reported higher education
levels (some college or above) or worse self-reported health had a higher likelihood of having depression. While perceived more
loneliness was positively associated with depression among older adults, financial difficulty was positively associated with
depression among middle-aged adults.

Conclusions: This study found that depression was prevalent among middle-aged and older adults during the pandemic. The
study highlighted the collateral damage of the COVID-19 pandemic by identifying the association of delayed surgery and dental
care with depression during the pandemic. Although surgery and dental care cannot be delivered by telehealth, telehealth services
can still be provided to address patients' concerns on delayed surgery and dental care. M oreover, theimplementation of telemental
health servicesis needed to address mental health symptoms among US middle-aged and ol der adults during the pandemic. Future
research that uses more comprehensive measurementsfor delayed care is needed to decipher the path through which delayed care
is associated with depression.

(IMIR Aging 2021;4(4):€29953) doi:10.2196/29953
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depression; COVID-19; delayed care; middle-aged adults; older adults
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Introduction

COVID-19 Outbreak

Sincefirst recognized in December 2019, COVID-19 has posed
significant challenges for public health, research, and medical
communities [1,2]. On March 11, 2020, the World Health
Organization announced that COVID-19 can be characterized
as a pandemic [3]. During the pandemic, most states in the
United States have taken nonpharmaceutical pandemic control
measures, including imposing mandatory stay-at-home orders,
closing or limiting capacity at nonessential businesses,
restaurants, and bars; closing schoals; limiting large gatherings,
requiring quarantines; and requiring masks[4,5].

Depression During the Pandemic

Comparing national representative data collected before and
during the pandemic, prior studies have demonstrated that the
depressionlevel among US adults significantly increased during
the pandemic [6,7]. Daly et a used Patient Health
Questionnaire-2 (PHQ-2) and found that the rate of US adults
with depression was 5.7% higher during the pandemic compared
totheratein 2017-2018 [6]. Ettman et al applied Patient Health
Questionnaire-9 (PHQ-9) and reported that the prevalence of
depressive symptomsamong US adultswas 3-fold higher during
the pandemic compared to before the pandemic [7]. Even
without the comparison, recent studies used different depression
measurements and reported high levels of depression among
US adults during the pandemic [8-11]. Theworsened depression
level among US adults might be related to the
nonpharmaceutical measures taken to control the pandemic.
Those measures had significant social and economic
consequencesthat might in return harm health [4]. For example,
school closure caused disrupted educational development, social
distancing caused lack of accessto social support systems, and
business closure caused unemployment [4]. In fact, job
insecurity, unemployment, loneliness, and social support were
cited as factors associated with depression among US adults
during the pandemic [7,8,12-14].

Age Disparity in Depression

Age disparity in depression during the pandemic was reported
in recent studies [15-18]. While older age is associated with a
higher risk of COVID-19 infection and worse outcomes[19,20],
younger age is a risk factor for a higher level of depression
during the pandemic [15-18]. Previous studies found that
loneliness, COVID-19-specific worries, job insecurity,
resilience, and social support were significantly related to
depression levels among young US adults aged 18 to 35 years
during the pandemic [8,12,13]. Studies examining the factors
associated with depression among middle-aged and ol der adults
during the pandemic were not found. However, previous studies
indicated that while depression in middle-aged adults might be
related to lifecycle gains and losses, marriage, employment,
and economic well-being [21], depression in older adults is
often linked to coexisting medical conditions or cognitive
impairment [22].
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Delayed Care and Depression During the Pandemic

Delay or avoidance of medical care is one of the collateral
damages caused by the COVID-19 pandemic, and it can lead
to increased morbidity and mortality [23,24]. A nationwide
survey conducted among US adults from June 24 to 30, 2020,
indicated that approximately 40.9% of US adults reported
avoidance of medical care during the pandemic because of
COVID-19 concerns [25]. A recent study found a significant
associ ation between depression and delayed medical careamong
US adults amidst the pandemic [26]. Delayed medical carealso
might lead to untreated or undertreated pain [27,28] that was
found to be associated with significantly higher depression
levels compared to the time when pain was treated [29].

Aim

While depression and its associated factors among young adults
during the pandemic have been well studied [8,12,13], studies
focusing on the prevalence of depression and its linked factors
among middle-aged and older adults during the pandemic are
scarce. Moreover, as a population that is more likely to have
medical conditions [30], older adults were disproportionally
impacted by delayed care during the pandemic because their
existing medical conditions might have been untreated or
undertreated [27,28]. Because depression in older adultsis often
related to their coexisting medical conditions or cognitive
impairment [22], the pandemic might pose a threat to older
adults mental health status through increased delayed care.
Previous studies have not investigated the association of delayed
care with depression among US middle-aged and older adults
during the pandemic. Using national representative survey data,
this study aimed to (1) assess the prevalence of depression and
delayed care among US middle-aged adults (46-64 years old)
and older adults (=65 years old) during the COVID-19 pandemic
and (2) investigate the association of delayed care with
depression among these 2 age groups during the pandemic. In
line with the Medicare-eligible age for older adults, 65 years
was used as a cutoff to differentiate older adults from
middle-aged adults [31].

Methods

Data Description

This study used the 2020 Health and Retirement Study (HRS)
COVID-19 Project (Early, Version 1.0) data that are part of the
HRS, which is sponsored by the National Institute on Aging
(grant number NIA UOLAG009740) and is conducted by the
University of Michigan [32]. TheHRSisanational longitudinal
study collecting data on economy, health, marital status, and
family status, aswell as support systemsamong older Americans
[32]. The HRS sampled at the household level and built the
sample over time[33]. Sincethefirst wave of the HRSin 1992,
anew cohort of individuals aged 51 to 56 years has been added
every 6 years (eg, in 1998, 2004, 2010, and 2016) [34]. If the
person meeting the age eligibility was coupled, their spouse or
partner was aso included in the sample [33]. The COVID-19
sample was randomly selected from households who were
originally assigned to enhanced face-to faceinterviewing (EFTF)
and then split into the following 2 random samples: EFTF1 and
EFTF2. The sample included US adults who were older than
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55yearsby 2020 (community dwelling and noninstitutionalized)
and their spouse or partner [35]. Telephone interviews were
conducted to collect the data due to social contact restriction
during the pandemic [32]. The data collection started on June
11, 2020, for EFTF1 and on September 24, 2020, for EFTF2.
The current data were originaly released in November 2020
and updated in February 2021 [32]. While data collection for
both samplesis still under way, the current data include 3266
respondents from the EFTEL sample, with a response rate of
62% [32]. The HRS data set was approved for use without
seeking institutional review board approval by the first author’s
institution.

Approaches

Dependent Variable

The outcome variable was depression, and it was measured by
Composite International Diagnostic Interview-Short Form
(CIDI-SF) [36,37]. In CIDI-SF, participantswere asked 2 series
of stem questions, with one containing questions about having
2 weeks of dysphoria (series A) and the other containing
guestions about having 2 weeks of anhedonia (series B) as
follows: (A1) During the last 12 months, was there ever atime
when you felt sad, blue, or depressed for 2 weeks or morein a
row? (A2) Thinking of the 2-week period during the last 12
monthswhen thesefeglingswereworst, did thefeelings of being
sad, blue, or depressed usualy last all day long, most of the
day, about half theday, or lessthan half the day? (A3) Thinking
of the 2-week period during the last 12 months when you felt
sad, blue, or depressed, did you feel thisway every day, almost
every day, or less often than that? (B1) During the last 12
months, was there ever a time lasting 2 weeks or more when
you lost interest in most things like hobbies, work, or activities
that usualy give you pleasure? (B2) Thinking of the 2-week
period during the last 12 months when you had the most
completelossof interestinthings, did theloss of interest usually
last al day long, most of the day, about half the day, or less
than half the day? (B3) Thinking of the 2-week period during
the last 12 months when you lost interest in most things, did
you feel thisway every day, amost every day, or less often than
that?

Participants are considered to meet the diagnostic requirement
for major depression (MD) if they report 2 weeks of the
aforementioned symptoms in ether series (A or B) lasting at
least most of theday and at |east almost every day. In this study,
291 participants were identified as meeting the requirement.

Seven additional questions (yes or no) on symptoms are asked
to participants who meet the diagnostic requirements asfollows:
losing interest, feeling tired, change in weight, trouble with
sleep, trouble concentrating, feeling down, and thoughts about
death (0=no, 1=yes). In this study, an MD score was obtained
by summing up the above 7 items (range 0-7). Participants who
reported three or more symptoms (MD score =3) are classified
as MD probable cases. The final outcome variable “probable
MD” was generated by integrating the 2 series of stem questions
and 7 additional symptom questions, where “no” represented
that participants did not have probable MD (not meeting the
diagnostic stem requirement or having an MD score <3) and
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“yes’ represented that participants had probable MD. Depression
was analyzed as a binary variable (0=no, 1=yes).

I ndependent Variables

Four types of delayed care were independent variables.
Participantswere asked “ Since March 2020, wasthere any time
when you needed medical or dental care, but delayed getting
it, or did not getit at all?" For participantswho reported delayed
care, another question was asked about thetype of carethat was
delayed, including surgery, seeing the doctor, filling a
prescription, and dental care. Combining both questions, 4
dummy variables were generated for delayed surgery, delayed
seeing a doctor, delayed dental care, and delayed other care
(0=no, 1=yes). Participants who reported delayed care were
also asked the reasons for not getting care (could not afford it;
could not get an appointment; the clinic/hospital/doctor’s office
cancelled, closed, or suggested rescheduling; decided it could
wait; was afraid to go; and other reasons).

Covariates

Demogr aphic Char acteristics

Demographic characteristics were included and analyzed as
binary variables as follows: gender (O=male, 1=female),
education (0O=high school graduate or below, 1=some college
or above), race (0=White/Caucasian, 1=Black/African American,
2=other), and ethnicity (0O=non-Hispanic, 1=Hispanic).

Health Status

Self-reported health status, physical chronic conditions,
self-reported pain, and pain medication use were included.
Self-reported health status was measured with a 5-point scale
in the survey (1=poor, 2=fair, 3=good, 4=very good, and
5=excellent) and was analyzed as a continuous variable. For
physical chronic conditions, participants were asked whether a
doctor had ever told them that they have the following medical
conditions: high blood pressure or hypertension, diabetes or
high blood sugar, cancer or amalignant tumor (excluding minor
skin cancer), chronic lung disease, heart problems (ie, heart
attack, coronary heart disease, angina, or congestive heart
failure), stroke, arthritis or rheumatism, and high blood
cholesterol levels. Participants responded yes or no to each
condition (0=no, 1=yes). Thefinal variablefor physical chronic
conditionswas obtained by adding up responsesfor 8 conditions,
and it wasanalyzed asacontinuous variable. Self-reported pain
was analyzed as a continuous variable that ranged from 0 to 3
(O=not troubled by pain at al, 1=mild pain, 2=moderate pain,
3=severepain). Self-reported health status (range 1-5), physical
chronic condition (range 0-8), and self-reported pain (range 0-3)
were analyzed as continuous variables. Regarding pain
medication use, participants who responded that they had taken
over-the-counter pain medications or opioids (Vicodin,
oxycodone [OxyContin], codeine, and morphine) for the
treatment of pain were considered as using pain medications.
Pain medication use was analyzed as a binary variable (0=no,
1=yes).

Pandemic Stressors

Pandemic stressors included perceived less often in-person
contact, perceived more loneliness, having anyone known die
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from COVID-19, financial difficulty, and COVID concern, as
these stressors have been reported in recent studies as factors
associated with depression during the pandemic[7,10,13,14,38].
Perceived less often in-person contact and perceived more
loneliness were analyzed as binary variables (0=no, 1=yes).
Participants were asked “Has anyone you know died from
COVID-197" (0=no, 1=yes). To measure financial difficulty,
participantswere asked “ How difficult isit for (you/your family)
to meet monthly payments on (your/your family’s) bills?’ with
5-point responses (1=not difficult at all, 5=completely difficult).
For COVID-19 concern, participants were asked “Overall, on
ascale from 1 to 10, where 1 is the least concerned and 10 is
the most concerned, how concerned are you about the
coronavirus pandemic?’ Financia difficulty (range 1-5) and
COVID-19 concern (range 1-10) were analyzed as continuous
variables.

Statistical Analysis

Univariate analyses were conducted to describe demographic
characteristics, health status, pandemic stressors, and delayed
care, as well as depression among participants. Bivariate
analyses were used to examine the age difference for all
variables between middle-aged adults (46-64 years old) and
older adults (=65 years old), and the unadjusted relationship
between depression and all variables. Lastly, binary logistic
regression was applied to examine the factors associated with
depression, and especialy investigate the association of delayed
care with depression. All statistical analyses were conducted
using Stata/SE 15.1 (StataCorp).

Results

Description of Demographic Characteristics, Health
Status, Pandemic Stressor s, and Delayed Care

Accordingto Table 1, slightly morethan half of the participants
were older than 65 years (n=1890, 58.2%), were female
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(n=1137, 56.8%), had an education level of some college or
above (n=1134, 56.6%), and were White (n=1146, 57.5%).
Moreover, 26.1% (n=520) of participants were African
American. The majority of participants were non-Hispanic
(n=1583, 79.2%). In terms of the health status, participants
reported a moderate health status (mean 3.08, range 1-5). The
average number of physical chronic conditions among
participants was more than two (mean 2.42, range 0-8).
Participantsreported alow level of pain (mean 0.78, range 0-3),
and 68.6% (n=2214) of participants reported using
over-the-counter medication or opioidsfor pain relief. Regarding
pandemic stressors, 26.1% (n=542) of participants reported that
they felt lonelier during the pandemic. Moreover, 38.9% (n=813)
of participants perceived that they had less often in-person
contact with others outside of the household during the
pandemic, and 19.8% (n=641) of participants had someonethey
knew die from COVID-19. Participants reported alow level of
financial difficulty (mean 1.76, range 1-5) and a high level of
COVID concern (mean 7.78, range 1-10). Only few participants
(n=135, 4.2%) had experienced delayed surgery since March
2020. Furthermore, 17.4% (n=560) of participants experienced
delay seeing a doctor, and 21.8% (n=704) of participants
experienced delayed dental care. Only 6.8% (n=220) of
participants experienced delayed other care besides surgery,
seeing adoctor, and dental care. Table 1 showsthat middle-aged
and older adults had significant differences in gender (P=.02),
race (P=.002), physica chronic conditions (P<.001),
self-reported pain (P=.049), pain medication use (P=.043),
having anyone they know die from COVID (P<.001), financial
difficulty (P<.001), COVID concern (P=.02), and delayed care
(surgery, P=.02; seeing a doctor, P<.001; dental care, P<.001,
and other care, P<.001).
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Table 1. Demographic characteristics, health status, pandemic stressors, and delayed care by age.
Characteristic All Age 30-64 years Age =65 years P value®
(N=32467) (171356,41.8%)  (n=1890, 58.2%)
Demographics
Gender, n (%) .02
Male 866 (43.2) 540 (41.3) 326 (46.9)
Female 1137 (56.8) 768 (58.7) 369 (53.1)
Education, n (%) .96
High school graduate or below 869 (43.4) 568 (43.4) 301 (43.3)
Some college or above 1134 (56.6) 740 (56.6) 394 (56.7)
Race, n (%) .002
White/Caucasian 1146 (57.5) 719 (55.3) 427 (61.8)
Black/African American 520(26.1) 344 (26.4) 176 (25.5)
Other 326 (16.4)  238(18.3) 88 (12.7)
Ethnicity, n (%) .84
Non-Hispanic 1583 (79.2) 1036 (79.3) 547 (78.9)
Hispanic 416 (20.8) 270 (20.7) 146 (21.1)
Health status
Self-reported health status (range 1-5), mean (SD) 3.08(1.01) 3.09(1.04) 3.08 (1.01) .64
Physical chronic conditions (range 0-8), mean (SD) 242 (1.53) 1.95(1.46) 2.75 (1.49) <.001
Self-reported pain (range 0-3), mean (SD) 0.78(1.03) 0.82(1.06) 0.75 (1.01) .049
Pain medication use, n (%) .043
No 1014 (31.4) 398(29.3) 616 (32.8)
Yes 2214 (68.6) 953 (70.7) 1261 (67.2)
Pandemic stressors
Perceived moreloneliness, n (%) .80
No 1537 (73.9) 558 (73.6) 979 (74.1)
Yes 542 (26.1) 200 (26.4) 342 (25.9)
Perceived less in-per son contact, n (%) 91
No 1276 (61.1) 463 (60.9) 813 (61.2)
Yes 813(38.9)  297(39.1) 516 (38.8)
Anyonethey know died from COVID, n (%) <.001
No 2593 (80.2) 1022 (75.5) 1571 (83.5)
Yes 641(19.8)  331(24.5) 310(16.5)
Financial difficulty (range 1-5), mean (SD) 1.76 (0.94) 1.98(1.01) 1.63(0.87) <.001
COVID concern (range 1-10), mean (SD) 7.78(2.66)  7.65(2.71) 7.87 (2.62) .02
Delayed care
Delayed surgery, n (%) .02
No 3001(95.8) 1281 (94.8) 1810 (96.5)
Yes 135 (4.2) 70 (5.2) 65 (3.5)
Delayed seeing a doctor, n (%) <.001
No 2665 (82.6) 1053 (77.9) 1612 (86.1)
Yes 560 (17.4) 299 (22.1) 261 (13.9)
Delayed dental care, n (%) <.001
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Characteristic All Age 30-64 years Age =65 years P value®
(N=32467) (171356,41.8%)  (n=1890, 58.2%)
No 2526 (78.2) 999 (73.8) 1527 (81.4)
Yes 704 (21.8)  354(26.2) 350 (18.6)
Delayed other care, n (%) <.001
No 3009 (93.2) 1236 (91.3) 1773 (94.6)
Yes 220 (6.8) 118 (8.7) 102 (5.4)

#The total sample size of the study may not be the same as the total sample size of the survey due to missing values.
Bywe performed the t test for continuous variables and the )(2 test for categorical variables.

Reasonsfor Delayed Care

As shown in Table 2, the clinic/hospital/doctor’'s office
cancelled, closed, or suggested rescheduling was the most
common reason for delayed care (n=423, 43.8%). Moreover,
around 10% of participants del ayed care because they could not
afford it (n=92, 9.5%), could not get an appointment (n=97,
10.0%), or were afraid to go (n=88, 9.1%). Slightly more than
13% of participants reported that they decided to wait (n=133,

Table 2. Reasons for delayed care.

13.8%), and the same percentage of participants delayed care
for other reasons (n=133, 13.8%). The 2 age groups showed a
significant difference in the reasons for delayed care (P=.002).
More middle-aged adultsreported that they delayed care because
they could not afford it or they were afraid to go, while more
older  adults reported  reasons, including  the
clinic/hospital/doctor’s office cancelled, closed, or suggested
rescheduling, could not get an appointment, decided to wait, or
other reasons.

Characteristic All (N=968%), n (%) Age30-64years,n  Agex65yearsn  Pvaue
(%) (%)

Could not afford it 92 (9.5) 62 (12.8) 30(6.2) .002
Could not get an appointment 97 (10.0) 57 (11.8) 40 (8.3) .002
The clinic/hospital/doctor’s office cancelled, closed, or suggested 423 (43.8) 200 (41.3) 223 (46.7) .002
rescheduling

Decided it could wait 133 (13.8) 62 (12.8) 71(14.7) .002
Afraidto go 88(9.1) 45 (9.3) 43(8.9) .002
Other reasons 133 (13.8) 58 (12.0) 75 (15.6) .002

#The total sample size of the study may not be the same as the total sample size of the survey due to missing values.

Depression Among USMiddle-Aged and Older Adults
During the Pandemic

As shown in Figure 1, for the first series of CIDI-SF stem
questions (seriesA), 510 participants reported that they felt sad,
blue, or depressed for 2 weeks or more in arow during the last
12 months. Of those participants, 254 reported that when these
feelings were the worst, the feelings lasted for most of the day
or al day long. Of the 254 participants, 217 reported that they
had the feelings every day or almost every day. Among the 217
participants, 207 reported scores higher than 3 onthe 7 symptom
guestions. For the second series of CIDI-SF stem questions
(series B), 273 participants reported that they lost interest in
most things like hobbies, work, or activities that usually give
them pleasure for 2 weeks or more in arow during the last 12
months. Of those participants, 117 reported that when they
completely lost interest in most things, the feelings lasted for
most of the day or all day long. Of the 117 participants, 74
reported that they had the feelings every day or aimost every
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day. Among the 74 participants, 67 reported scores higher than
3 onthe 7 symptom questions. Totally, 274 (8.8%) participants
were identified as having MD. Table 3 shows that participants
with MD and participants without MD had significant
differences in age (P<.001), gender (P<.001), self-reported
health status (P<.001), physical chronic conditions (P<.001),
self-reported pain (P<.001), pain medication use (P<.001),
perceived |essin-person contact with others (P=.001), financial
difficulty (P<.001), COVID concern (P=.009), and delayed care
(surgery, P<.001; seeing adoctor, P<.001; dental care, P<.001,
and other care, P<.001). The unadjusted bivariate analysis
indicated that participants with depression tended to be
middle-aged and female, had worse self-reported health status,
had more physical chronic conditions, perceived more
loneliness, perceived less in-person contact with others, had
financial difficulty, had a higher COVID concern score, had
delayed care (surgery, seeing a doctor, dental care, and other
care), and reported worse pain and pain medication use.
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Figure 1. Depression anong US middle-aged and older adults during the pandemic: Composite I nternational Diagnostic I nterview-Short Form (CIDI-SF).

Participants were asked 2 series of stem questions with
one containing questions about having 2 weeks of
dysphoria ( series A) and the other containing questions
about having 2 weeks of anhedonia (series B)
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Table 3. Demographic characteristics, health status, pandemic stressors, and delayed care by depression.

Characteristics All (N=3246?) Participants without  Participants with P value?
major depression major depression
(n=2840, 91.2%) (n=274, 8.8%)

Demographics
Age, n (%) <.001
30-64 years 1356 (41.8) 1179 (41.5) 151 (55.1)
265 years 1890 (58.2) 1661 (58.5) 123 (44.9)
Gender, n (%) <.001
Mae 866 (43.2) 774 (43.9) 62 (31.0)
Female 1137 (56.8) 990 (56.1) 138 (69.0)
Education, n (%) 97
High school graduate or below 869 (43.4) 759 (43.0) 88 (44.0)
Some college or above 1134 (56.6) 1005 (57.0) 112 (56.0)
Race, n (%) .98
White/Caucasian 1146 (57.5) 1011 (57.6) 114 (57.3)
Black/African American 520 (26.1) 456 (26.0) 53 (26.6)
Other 326 (16.4) 287 (16.4) 32(16.1)
Ethnicity, n (%) .38
Non-Hispanic 1583 (79.2) 1386 (78.7) 162 (81.4)
Hispanic 416 (20.8) 375(21.3) 37(18.6)
Health status
Self-reported health status (range 1-5), mean (SD) 3.08 (1.01) 3.17 (1.98) 2.48 (1.05) <.001
Physical chronic conditions (range 0-8), mean (SD) 242 (1.53) 2.35(1.50) 3.04 (1.64) <.001
Self-reported pain (range 0-3), mean (SD) 0.78 (1.03) 0.70 (0.98) 1.49 (1.18) <.001
Pain medication use, n (%) <.001
No 1014 (31.4) 913 (32.3) 57 (20.9)
Yes 2214 (68.6) 1913 (67.7) 216 (79.1)
Pandemic stressors
Perceived more loneliness, n (%) <.001
No 1537 (73.9) 1424 (75.5) 79 (52.7)
Yes 542 (26.1) 462 (24.5) 71(47.3)
Perceived less in-per son contact, n (%) .001
No 1276 (61.1) 1173 (61.8) 72 (48.3)
Yes 813 (38.9) 724.(38.2) 77 (51.7)
Anyonethey know died from COVID, n (%) .85
No 2503 (80.2) 2262 (80.0) 217 (79.5)
Yes 641 (19.8) 567 (20.0) 56 (20.5)
Financial difficulty (range 1-5), mean (SD) 1.76 (0.93) 1.72 (0.90) 2.21(1.21) <.001
COVID concern (range 1-10), mean (SD) 7.86 (2.59) 7.82(2.59) 8.25 (2.50) .009
Delayed care
Delayed surgery, n (%) <.001
No 3001 (95.8) 2723 (96.4) 241 (89.3)
Yes 135 (4.2) 103 (3.6) 29 (10.7)
Delayed seeing a doctor, n (%) <.001
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Characteristics All (N=3246%) Participants without  Participants with P value®
major depression major depression
(n=2840,91.2%)  (n=274, 8.8%)
No 2665 (82.6) 2369 (83.9) 174 (64.2)
Yes 560 (17.4) 455 (16.1) 97 (35.8)
Delayed dental care, n (%) <.001
No 2526 (78.2) 2233 (79.0) 172 (63.5)
Yes 704 (21.8) 5095 (21.0) 99 (36.5)
Delayed other care, n (%) <.001
No 3009 (93.2) 2657 (94.0) 223 (82.3)
Yes 220 (6.8) 170 (6.0) 48(17.7)

#The total sample size of the study may not be the same as the total sample size of the survey due to missing values.
bwe performed the t test for continuous variables and the )(2 test for categorical variables.

Factor s Associated With Depression Among
Middle-Aged and Older Adults

Table 4 showsthat after controlling demographics, health status,
and pandemic stressors, delayed dental care was positively
associated with depression among both middle-aged adults
(odds ratio [OR] 2.05, 95% CI 1.04-4.03; P=.04) and older
adults (OR 3.08, 95% CI 1.07-8.87; P=.04). Theresultsindicated
that participants who reported delayed dental care had a higher
log OR of having depression compared to those who did not.
Moreover, delayed surgery was positively associated with
depression among older adults (OR 3.69, 95% CI 1.06-12.90;
P=.04).
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Other factors associated with depression are also reported in
Table 4. Self-reported pain was positively related to depression
among both middle-aged adults (OR 1.74, 95% CI 1.28-2.37;
P<.001) and older adults (OR 1.98, 95% CI 1.22-3.21; P=.005).
Middle-aged adults who reported higher education level s (some
collegeor above) (OR 2.98, 95% CI 1.06-4.11; P=.03) or worse
self-reported health (OR 0.68, 95% Cl 0.47-0.98; P=.04) had a
higher likelihood of having depression. While perceived more
loneliness was positively associated with depression among
older adults (OR 3.58, 95% Cl 1.24-10.29; P=.02), financial
difficulty was positively associated with depression among
middle-aged adults (OR 1.78, 95% CI 1.33-2.37; P<.001).
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Table 4. Binary logistic regression for the association of delayed care with depression on controlling covariates between the age groups.

Characteristic Depression
Age 46-64 years® Age =65 years”
OR (95% Cl) P value OR (95% Cl) P value
Demographics
Gender: female (reference: male) 1.43 (0.74-2.76) .28 2.27 (0.87-5.93) .10
Education: some college or above (reference: high school 2.98 (1.06-4.11) .03 0.69 (0.28-1.71) 42
graduate or below)
Race: Black/African American (reference: White/Caucasian)  1.02 (0.48-2.19) .96 0.81 (0.25-2.57) 72
Race: other (reference: White/Caucasian) 1.20 (0.48-3.01) .69 0.86 (0.15-5.05) .87
Ethnicity: Hispanic (reference: non-Hispanic) 0.73(0.30-1.78) 49 0.92 (0.24-3.58) .90
Health status
Self-reported health status 0.68 (0.47-0.98) .04 0.82 (0.49-1.40) 47
Physical chronic condition 1.10(0.88-1.37) .40 0.89 (0.64-1.23) 49
Self-reported pain 1.74 (1.28-2.37) <.001 1.98 (1.22-3.21) .005
Pain medication use: yes (reference: no) 1.34 (0.54-3.33) .53 0.41 (0.16-1.06) .07
Pandemic stressors
Perceived more loneliness: yes (reference: no) 1.00 (0.48-2.10) .99 3.58 (1.24-10.29) .02
Perceived |ess in-person contact: yes (reference: no) 1.15 (0.55-2.37) 71 1.20 (0.39-3.67) 75
Anyone they know died from COVID: yes (reference: no) 0.55 (0.24-1.25) .16 1.13(0.40-3.19) .82
Financial difficulty 1.78 (1.33-2.37) <.001 0.92 (0.64-1.41) .70
COVID concern 0.94 (0.84-1.06) 31 0.97 (0.80-1.18) a7
Delayed care
Delayed surgery: yes (reference: no) 0.40 (0.12-1.31) 13 3.69 (1.06-12.90) .04
Delayed seeing a doctor: yes (reference: no) 1.24 (0.60-2.57) .57 1.78 (0.62-5.09) 29
Delayed dental care: yes (reference: no) 2.05 (1.04-4.03) .04 3.08 (1.07-8.87) .04
Delayed other care: yes (reference: no) 2.02 (0.88-4.64) .10 0.38 (0.07-2.12) 27

&The number of observations was 697, log likelihood was —158.90, LR chi-square (19) was 95.88 (P<.001), and pseudo R-square was 0.2318.
B The number of observations was 437, log likelihood was —89.89, LR chi-square (19) was 44.01 (P<.001), and pseudo R-square was 0.1966.

Discussion

Principal Resultsand Comparison to Prior Work

This study used national representative survey data from the
HRS and aimed to (1) assess the prevalence of depression and
delayed care among US middle-aged and older adults during
the COVID-19 pandemic and (2) examine factors associated
with depression among those 2 age groups during the pandemic,
and particularly investigate the association of delayed carewith
depression. This study is the first to examine and compare the
association of delayed care with depression among middle-aged
and older adults in the United States during the COVID-19
pandemic.

Depression and Delayed Care

For the first aim, this study found that 274 (8.7%) participants
reported symptoms for depression. Using different measures
for depression, previous studies have reported high depression
levelsamong US adults during the pandemic [8-11]. Two studies
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compared 2 nationally representative surveys of US adults, and
both concluded that depression levels measured by the PHQ
(PHQ-2 or PHQ-9) were higher during the pandemic than in
2017-2018 [6,7].

This study also found that about 17% of participants delayed
seeing adoctor and about 20% of participants had delayed dental
care, while few participants had delayed surgery and other
medical care. Although statistics of delayed care among the
same sample before the pandemic are not available, a recent
study reported that emergency department visits significantly
declined after the declaration of the COVID-19 national
emergency [24]. A web-based survey in June 2020 reported that
40.9% of US adults delayed medical care since the pandemic,
with 12% delaying emergency care and 31.5% delaying routine
care [25]. The most common reason for delayed care in this
study was that the clinic/hospital/doctor’s office cancelled,
closed, or suggested rescheduling. A previous study also
suggested that the increased delayed care might be associated
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with the social distancing policy or participants’ concerns about
COVID-19 [23].

Association of Delayed Care With Depression

With regard to the second aim, delayed dental care was
positively associated with depression in both middle-aged and
older adults. This relationship was not documented in previous
studies. Considering the positive rel ationship between untreated
or undertreated pain and depression, delayed dental care might
be linked to depression through pain caused by dental issues.
A previous study also reported that dental pain was positively
associated with depression [39]. Another study also suggested
that having an oral health condition was positively linked to
depression among adults [40]. Moreover, delayed surgery was
positively related to depression among older adults but not
middle-aged adults. Only asingle previous study examined the
association between delayed care and depression during the
pandemic [26]. Recent studies indicated that untreated or
undertreated pain from delayed medical care might be prevalent
during the pandemic [27,28]. Meanwhile, a previous study
reported that patients experienced higher levels of depression
during a 3-month wait time for pain treatment than when their
pain wastreated [29]. Given the strong link between depression
and pain, Kaiser pointed out that delayed surgery that would
reduce pain and suffering during the pandemic might make
patients conditions worse and increase depression [41].
Compared to middle-aged adults, older adults reported more
chronic physical conditions, which might explain the higher
demand on surgery among older adults and the insignificant
relationship between delayed surgery and depression among
middle-aged adults.

Other Factors Associated With Depression

This study also found that self-reported pain was positively
linked to depression among both age groups. The positive
relationship between pain and depression was also frequently
reported in previousliterature [42-45]. Patients with pain might
experience undertreatment of pain or untreated pain during the
pandemic [27,28], which was found to be associated with
significantly higher depression levels compared to when the
pain wastreated [29]. In addition, education, self-reported health
status, and financia difficulty were significantly associated with
depression only among middle-aged adults, while perceived
more loneliness was significantly related to depression only
among older adults. Middle-aged adultswith higher educational
levels (some college or above) were more likely to have
depression in this study, which is not consistent with previous
studiesthat reported a negative rel ationship between educational
levelsand depression [46,47]. Thisinconsistent finding implies
that middle-aged adultswith higher education might beimpacted
by the pandemic disproportionally, though the path is not known
yet. Middle-aged adults reporting worse health were morelikely
to have depression, which is consistent with previous studies
[48-50]. Moreover, middle-aged adults with higher levels of
financia difficulty had a higher risk of depression, whichisin
line with previous studies that were conducted among general
US adultsduring the pandemic [9,51,52]. While younger adults
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or middle-aged adults might lose their jobs during the pandemic
and face financia difficulty because of unemployment, older
adults aged 65 years or over are less likely to be in the labor
force and therefore less likely to beimpacted financially by the
pandemic [53]. The study also found that older adults who
perceived moreloneliness during the pandemic were more likely
to get depressed. Thisis consistent with previous studies, which
indicated that perceived loneliness was positively associated
with depression among older adults during the pandemic
[54-56]. Although such arelationship was also documented by
studies conducted among general adults[57] and younger adults
aged 22 to 29 years [58], this study did not find a significant
relationship between perceived more loneliness and depression
among middle-aged adults.

Limitations

There were several limitations in this study. First, the
cross-sectional design of this study was not able to examinethe
causal effect of delayed care on depression during the pandemic.
Second, delayed care was simply measured by 4 yes-or-no
guestions, and the details of delayed care, such as the urgency
of the care needed and how long the care was delayed, were not
known. More comprehensive measurements for delayed care
are needed in afuture study to examine the path through which
delayed care is associated with depression. Third, the data
collection for this study happened during fall and summer 2020,
while the peak of COVID cases/deaths occurred during winter
2020-2021 (November 2020 to January 2021) [59]. Therefore,
the delayed care during the pandemic might have been
underestimated.

Implicationsfor Practice and Research

While previous studies focused on examining depression among
younger adults or general adults during the pandemic
[7,9-14,38,52], this study found that depression was also
prevalent among middle-aged and older adults during the
pandemic. Delayed surgery was positively associated with
depression among older adults, and delayed dental care was
significantly associated with depression among both
middle-aged and older adults. Despite the limitations, this study
has several implications for future practice and research. First,
literature regarding the association of delayed care with
depression during the pandemic is limited, and future research
that uses more comprehensive measurements for delayed care
is needed to decode the path through which delayed care is
associated with depression. Second, this study highlighted the
collateral damage of the COVID-19 pandemic by identifying
the association of delayed surgery and dental care with
depression during the pandemic, which provides evidence for
the assessment of theindirect effect of the COVID-19 pandemic
on non-COVID—related health [23]. Third, although surgery
and dental care cannot be delivered by telehealth, telehealth
services can till be provided to address patients' concerns on
delayed surgery and dental care. Moreover, theimplementation
of telemental health servicesis needed to address mental health
symptoms among US middle-aged and older adults during the
pandemic [26].
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Abstract

Background: The continuous growth of the older adult population will have implications for the organization of health and
social care. Potentially, in-home monitoring unobtrusive sensing systems (USSs) can be used to support formal or informal
caregivers of older adults, as they can monitor deviant physical and physiological behavior changes. Most existing USSs are not
specific to older adult care. Hence, to facilitate the implementation of existing USSs in older adult care, it isimportant to know
which USSs would be more suitable for older adults.

Objective: This scoping review aims to examine the literature to identify current USSs for monitoring human activities and
behaviors and assess their implementation readiness for older adult care.

Methods: We conducted a structured search in the Scopus, Web of Science, and ACM Digital Library databases. Predefined
inclusion criteriaincluded studies on unobtrusive sensor-based technology; experimental in nature; aimed at monitoring human
social, emotional, physical, and physiological behavior; having the potentia to be scalable in in-home care; and having at |east
5 adults as participants. Using these criteria, we screened studies by title, abstract, and full text. A deductive thematic analysis
based on the Proctor implementation framework a ong with an additional outcome of external validity was applied to theincluded
studies to identify the factors contributing to successful implementation. Finally, the identified factors were used to report the
implementation readiness of the included studies for older adult care.

Results: Inthisreview, 52 studies were included. Deductive analysis using the implementation framework by Proctor resulted
in six factorsthat can contribute to the successful implementation of USSsin older adult care: study settings, age of participants,
activities monitored, sensor setup, sensing technology used, and usefulness of USSs. These factors were associated with the
implementation outcomes as follows: study settings and age of participants contributed to external validity, sensor setup contributed
to acceptability, usefulness of USSs contributed to adoption, activities monitored contributed to appropriateness, and sensing
technology used contributed to implementation cost. Furthermore, the implementation assessment of the included 52 studies
showed that none of the studies addressed all the identified factors. This assessment was useful in highlighting studies that have
addressed multiple factors; thus, these studies represent a step ahead in the implementation process.

Conclusions: Thisreview isthefirst to scope state-of-the-art USSs suitable for older adult care. Although the included 52 USS
studiesfulfilled the basic criteriato be suitable for older adult care, systems|leveraging radio frequency technology in ano-contact
sensor setup for monitoring life risk or health wellness activities are more suitable for older adult care. Finaly, this review has
extended the discussion about unobtrusiveness as a property of systems that cannot be measured in binary because it varies
greatly with user perception and context.

(JMIR Aging 2021;4(4):e27862) doi:10.2196/27862
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Introduction

Background

The older adult population has been increasing at an alarming
rate over the past few years. According to the United Nations
World Population Prospect Report, the population of people
aged =65 years will approximately double, rising from 9% in
2019 to 16% in 2050. Consequently, by 2050, 1 in 4 persons
will be aged =65 years in Europe and Northern America [1].
This anticipated growth of the older adult population will have
adirect impact on the economy, employment, social care, and
health care servicesworldwide[2,3]. With increasing age, older
adults become more prone to fatal diseases, mandating
continuous care by formal (trained professionals) or informal
(family, friends, and relatives) caregivers. Most older adults
prefer to stay in their own homes, which increases the burden
on informal caregivers [4]. Owing to this, detrimental effects
on the physical, emotional, and socia well-being of caregivers
have been observed [5,6]. Thus, to provide continuous care
without burdening informal caregiversand adhering to the needs
of older adults, intelligent in-home monitoring technological
solutions are proposed and demanded [7-9].

Many in-home monitoring technological solutions that can
recognize various physical and physiological human activities
have been designed and evaluated. The most common human
activity recognition (HAR) solutions include (1) wearable
sensing systems (eg, smartwatches, smart clothing, and mobile
phones), (2) vision-based systems (eg, surveillance camerasand
Kinect), and (3) radio frequency (RF)—-based sensing systems
(eg, Wi-Fi, radar, and wireless sensors embedded in daily-use
objects). The aforementioned solutions have the potential to
assist caregivers, but most of them are not favorable for older
adult care. Wearable sensing systems have acceptability issues
because wearing monitoring devicesall thetimeleadsto feelings
of stigmatization in older adults [10]. Wearables also have
feasibility issues when used by older adults with cognitive
impairments as they might forget to wear them [11].
Vision-based systems require users to be in their line of sight
(LOS) and are consequently proneto privacy and ethical issues
[12]. RF-based systems overcome the disadvantages of
wearables and vision-based systems [13]. Potentialy, RF
systems could be considered more privacy aware than
vision-based systems, astheraw dataare not easily interpretable
by humans and require complex data processing. Most
importantly, they are unobtrusive, such that the user does not
have to wear the device (device-free sensing) for continuous
monitoring and can operate in anon-LOS (NLOS) region, thus
making them more suitable for older adult care [4].

With the advancement in technology, the meaning of
unobtrusive has evolved. Initially, wearables were labeled
unobtrusive as they are noninvasive to the human body [14].
Currently, the possibility of using sensing systems far away
from the human body (device free) for HAR is being explored
and such systems are now referred to as unobtrusive systems

https://aging.jmir.org/2021/4/e27862

[15]. This shift in the interpretation of unobtrusive as per
convenience is because of the lack of a consensus definition or
framework for unobtrusiveness. To eliminate the existing biases
regarding the meaning of unobtrusive, the dictionary meaning
was used in this paper. According to the dictionary, unobtrusive
means “not noticeable or seeming to fit in well with the things
around or something that does not draw attention” [16,17].
Evolving from this meaning, a sensor-based technology that
does not draw the user’s attention or demand their direct
involvement, while blending well with the surroundings, can
be termed as an unobtrusive sensing technology (UST). The
systems that leverage such technologies were considered as
unobtrusive sensing systems (USSs) and included in this study.
For example, in astudy by Adib et a [15], radio wave sensors
were used as a UST to determine the physiological activities
(heart rate [HR] and breathing rate [BR]) of healthy human
subjects. Similarly, Wi-Fi channel state information used to
detect physical activitiessuch aswalking, sitting on achair, and
faling can be considered as UST [18]. In line with the
aforementioned definition and the conceptual framework for
obtrusiveness by Hensel et a [19], wearables, smartphones,
camera-based systems, and any systems that require direct
human contact are categorized as obtrusive sensing systems. It
should be noted that unobtrusiveness does not account for the
privacy and sustainability aspects (specifically for this study).

In the past few years, the focus of sensing research has shifted
toward unobtrusive sensing specifically to support older adults,
patients, and disabled persons. As a result, intelligent
state-of-the-art USSs are being developed with the aim of
supporting independent living by leveraging different USTs
(RF identification, infrared [IR], and channel stateinformation)
for HAR and health monitoring. The European technology
readinesslevel (TRL) scale can be used to measure the maturity
and hence implementation possibilities of state-of-the-art USTs
[20]. A few of the available USTsweretrand ated to commercial
products, such as AbiSensor [21] (TRL 7/9), or some are in
real-life demonstration phases, such as the Gator Tech smart
house, MavHome prototype, etc (TRL 5/7) [22,23], and can
thus be seen as an initiative to use USSs in older adult care.
Finally, most of the advanced technologies are till in the
exploratory and validation phases. For example, radar-based
systems were developed for monitoring activities of daily life
and vital signs but tested in controlled laboratory settings with
young adults (TRL 2/4) [15,24-29]. The available state-of -the-art
UST research or prototype (TRL 2/4) can aso be used to support
older adult care, given their effective implementation process.
In this regard, this study aims to bring forward exploratory
technologies and systems in TRL 2/4, as they are not widely
adopted by current health care organizations or older adult
homes despite their possible benefits.

Ideally, a successful implementation process incorporates the
user’s needs and perspectives (accounts for acceptability) [30],
evaluates the technical maturity of systems (accounts for
reliability) [31], and undertakes challenges faced by prospective
industries or organizations (accounts for feasibility) [32,33].
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Thus, with the development of UST, parallel research on its
effective implementation is required [34]. To facilitate the
implementation process in health care, frameworks such as
NASSS (nonadoption, abandonment, scale-up, spread,
sustainability) are popular and effective [35]. It can be used to
preassess the technology for implementation after its
development. However, to make the development
implementation aware, the psychometric and pragmatic
implementation constructs or outcomes that serve as
preconditions for achieving intended results or changes should
be considered from the development phase itself [36]. For this,
basic frameworks such as the one by Proctor et a [37] can be
used. This framework uses eight distinct implementation
outcomes—acceptability, adoption, appropriateness, feasibility,
fidelity, implementation Ccost, penetration, and
sustai nability—encompassing the implementation process,
success, and outcomes; hence, it could be used to make
early-stage technologies, such as UST, implementation aware.

Objectives

Along with the development of new technologies, existing
state-of -the-art technologies could be made implementable to
facilitate and accel erate the process of using USSsin older adult
care. To achieve this, a consolidated overview of existing
research on USSs followed by an evaluation of their
implementation readinessisrequired. Therefore, first, this study
aims to identify existing research or validation phase studies
using USSs and their underlying technologies for monitoring
physical, physiological, and emotional behavior changes or
activities of human adults that are suitable for older adult care
through a scoping review. Second, the study aims to evaluate
them for implementation readiness using the framework by
Proctor et a [37] for facilitating and accelerating their use in
older adult care. In addition to the framework by Proctor et al
[37], exernal validity was added as a relevant outcome,
considering the novelty and technical nature of USSs[38].

Table 1. Keywords for the search string.

Sharmaet al

Methods

Overview

Asthe technology is developing rapidly, atime-bound scoping
review was conducted [39]. Thereview followed the five stages
of themethodol ogical framework for scoping reviewsby Arksey
and O'Malley [40]. These stages were (1) identifying the
research question (Introduction section); (2) identifying relevant
studies (Identifying Relevant Sudies section); (3) selection of
relevant studies (Selection of Relevant Sudies section); (4)
charting the data obtained from selected literature (Data
Extraction section); and (5) collating, summarizing, and
reporting the results (Results section). Two researchers were
involved in the review process. The primary researcher (NS)
wasresponsiblefor title, abstract, and full-text screening of the
identified literature, followed by data extraction and manuscript
writing. To ensure the quality of the review, the second reviewer
(JKB) carried out 25% of full-text screening, followed by
writing and evaluating parts of the Results sections.

Identifying Relevant Studies

Thisreview required technical literature with its application in
social science. Therefore, three electronically available
databases, Scopus, Web of Science, and ACM Digital Library,
including papersfrom both engineering and social sciencefields,
were explored. A search string for identifying existing USSs
was formed. The search string was finalized after discussion
with an information specialist from the Faculty of Behavioral,
Management, and Social Sciences at the University of Twente.
The search string was divided into five sets: type of system,
type of technology, type of user, type of behavior or activity,
and type of observation. The keywords used are presented in
Table 1.

Sets of keywords Search words

Type of systems
Type of technology Sensing technol ogy
Type of users

Type of activity or behavior

Type of observation

Unobtrusive, Nonintrusive, Non-wearable, Contactless, Wireless

Human adults (this by default includes older adults)
Social, Emotional, Physical, Physiological

Recognition, Detection, Monitoring, Tracking

We found a total of 3157 research articles by using a search
string composed of these keywords (Scopus: 1171; Web of
Science: 1524; and ACM Digital Library: 462). The search
strings are provided in Multimedia Appendix 1. The search
included the title, keywords, and abstracts from January 2011
to March 2020 (last decade). The time span was limited, aswe
aimed to identify state-of-the-art USTs (time-bound scoping
review). No other search limitations were imposed.

https://aging.jmir.org/2021/4/e27862

Selection of Relevant Studies

Thetitle, abstract, and full-text screening was conducted using
the web-based software platform Covidence [41]. To
systematically report the process of identified articles, the
PRISMA (Preferred Reporting Items for Systematic Reviews
and Meta-Analysis) guidelines extension for scoping reviews
were used [42]. For the title, abstract, and full-text screening,
the inclusion and exclusion criteria were defined considering
the use of USSs in older adult care. Textbox 1 details the
inclusion and exclusion criteria
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Textbox 1. Inclusion and exclusion criteria.

Inclusion criteria

«  Sensor-based technology but unobtrusive in nature

«  Experimenta studies demonstrating practical application of technology (including laboratory or field testing)

«  Studies with the aim of monitoring, detecting, recognizing, or tracking human social, emotional, physical, and physiological behavior
«  Studiesthat can be applied in in-home care or showing or possible applications in health care (such as monitoring vital signs)

«  Studies with human adults as participants (=18 years)

Exclusion criteria
«  Wearables, smart phone-based systems, and camera-based systems (labeled as Obtrusive systemsin Figure 1)
«  Review papers and qualitative studies (Iabeled as qualitative studiesin Figure 1)

«  Studies suggesting only algorithmic, hardware improvements and papers with different aims then desired (Iabeled as Different Context in Figure
1

«  Sensor-based technology that are used in awide range of domains such as environment monitoring, driver behavior monitoring, etc (labeled as
Different Context in Figure 1)

«  Studieson infants and animals (Iabeled as Wrong target group in Figure 1)

based) systems and 95 studies had different contexts than the
aim of this review. For full-text screening of 182 studies, two
additional inclusion and exclusion criteria were added by
discussing with all the authors. These criteria aimed to filter

First, from 3157 papers, 382 duplicate papers were removed,
and the remaining 2775 unique papers were used for title
screening. Using the aforementioned inclusion and exclusion
criteriain title screening, 2263 studies were excluded, and 512

studies were selected for the abstract screening step where
another 330 articles were excluded, resulting in 182 studiesfor
full-text screening. Among the excluded 330 studies, most
studies (n=203) used obtrusive sensing (mobile based or vision

Textbox 2. Additional inclusion and exclusion criteria.

studies with inadequate evidence for upscaling them in older
adult care. The additional inclusion and exclusion criteria are
detailed in Textbox 2.

Inclusion criteria

proposed system should be more than 80%.
o Number of participants should be grester or at least equal to 5 (N=5).

Exclusion criteria

«  The performance of a system should be scalable and competent with state-of-the-art systems, that is, the accuracy or equivalent measure of the

«  Papershaving low performance (or accuracies or other equivalent measure; labeled as Unscalable in Figure 1).

o Papersthat have tested the systems with less than 5 participants (labeled as N<5 in Figure 1).

Finally, out of 182 research articles, 52 articles were found
relevant and were added in this scoping review upon agreement
between reviewers NS (reviewed all 182 studiesindependently)
and JKB (reviewed 46 studies independently). Studies with
discrepancies were discussed until a consensus was reached.
Interreviewer reliability was calculated using the Cohen k
coefficient. The Cohen k for 25% of full-text articleswas 0.81,
which indicates almost perfect agreement between reviewers

https://aging.jmir.org/2021/4/e27862

[43]. Among the excluded 130 studies, most werein the category
of obtrusive systemsfollowed by different contexts (both labeled
as Othersin Figure 1), participantslessthan five, and unscal able
systems. Figure 1 (PRISMA flow diagram) illustrates the
step-by-step flow of information through different phases of
study selection. All of the aforementioned steps were
continuously discussed and reported by the primary researcher
with the research committee.
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Figurel. PRISMA (Preferred Reporting Items for Systematic Reviews and Meta-Analysis) flow diagram.

Data Extraction

Descriptive analysis was used to chart the key information of
the 52 USS studies, including general study description
elements: study aim, study design, study settings, participant
information, and the main results. In addition to general study
description elements, technological description elements,
including activity or behaviors monitored, sensor used, and data
analysis methods, were also added. The obtained information
ispresented in Multimedia Appendix 2 [11,15,18,24-29,44-86].

The implementation outcomes defined in the framework by
Proctor et al [37] were used to evaluate the implementation
readiness of 52 identified USSsfor older adult care (RQ2). The
eight conceptually distinct implementation
outcomes—acceptability, adoption, appropriateness, feasibility,
fidelity, implementation cost, penetration or coverage, and
sustainability—are hel pful in understanding and conceptualizing

https://aging.jmir.org/2021/4/e27862
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theimplementation process, success, and outcome. Considering
that USSs are still in the developing stage, implementation
outcomes that belong to early- to midstage implementation
(acceptability, adoption, appropriateness, and implementation
cost) were used [37]. Furthermore, an additional outcome,
external validity, which can contribute to the early
implementation stage was added [38]. These outcomes were
translated according to the older adult care context (Textbox
3). Next, a deductive thematic analysis [87] based on the
trandation of theframework by Proctor et al [37] was performed
on the 52 studies to identify factors (or themes) that can
contribute to the successful implementation of USSs.
Furthermore, textual analysis was performed within the
identified themes to identify the subthemes. These key factors
are elaborated as key themesin the Results section. Finally, the
included studies were assessed on the basis of identified factors
for implementation readiness. The Atlas.ti software (8.4.5) was
used for deductive and textual analyses[88].
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Textbox 3. Implementation outcomes and their translation for older adult care.

External validity

[90].

Acceptability

Adoption

Appropriateness

activities relevant to older adult care are more appropriate [9].

Implementation cost

. Maeaning: it is the extent to which the results of a study can be generalized to and across other situations, people, stimuli, and times [38,89].

« Trandation: for older adult care, a study should provide valid results in older adult homes and with older adults. Therefore, studies that were
performed in appropriate settings (real-life settings) and with the intended age group of participants (older adults) have checked external validity

«  Meaning: the perception among stakeholders that an intervention is agreeable or fit with user’s expectations [37,91].

. Trangdation: for older adult care, the acceptance of any new technology is related to ease with which it can be integrated in their lifestyle, hence
they require systems which provide them freedom without continuously bothering them [14,90]. Therefore, sensors which provide user freedom
to roam around without wearing it or staying in the line of sight might have more chances of acceptance by older adults.

. Meaning: theintention, initial decision, or action to try to use a new intervention [37,91].

«  Trandlation: the process of adoption begins with the intention of research. In this review, more than 50% of included studies discussed the
advantages of their USS for older adult care. Thisindicates the intention or possibility to use their intervention for older adult care.

- Maeaning: the perceived fit or relevance of the intervention in a particular setting or for a particular target audience or problem [37,91].

« Trandation: in older adult care, activities monitored are of interest and value from the perspective of stakeholders such as formal or informal
caregivers, older adults, and involved organizations (such as older adult homes and participating companies). Therefore, studies that monitor

« Meaning: it encapsulates cost of intervention, implementation strategy, and the location of service delivery [37,91].

«  Trangdlation: the cost of implementation involves the cost of systems, efforts, and time required to install the systems. Thus, to implement USSs
in older adult care, studies using technologies that require minimum cost for deployment, maintenance can be considered [4].

Results

Overview

An overview of the included 52 studies is provided in
Multimedia Appendix 2. From this, it can be observed that most
of theresearch in thefield of USSswas conducted in the last 5
years (44/52, 85% of studies were from 2015 to 2019).
Moreover, the geographical locations of these existing research
studies show that most of the studies were conducted in Asia
(20 studies), followed by North America (19 studies), Europe
(12 studies), and Australia (1 study).

From deductive thematic analysis based on implementation
outcomes by Proctor et al [37], 6 key factorsthat can contribute
to successful implementation were identified: sensor setup,
study settings, age of participants, type of activities monitored,
sensing technol ogy used, and usefulness of unobtrusive systems.
Theimplementation outcomes were associated with these factors
as follows: study settings and age of participants contribute to
external validity, sensor setup contributes to acceptability,

https://aging.jmir.org/2021/4/e27862

usefulness of USSs contributesto adoption, activities monitored
contribute to appropriateness, and sensing technology used
contributes to implementation cost. The detailed explanation
of factors, the associated implementation outcome, and the
corresponding subthemes identified by textual analysis is
elaborated in the Key themes. Factors contributing to
implementation section. Finally, the results of the assessment
of the identified studies for implementation readiness are
presented.

Key Themes: FactorsContributing to Implementation
Theme 1: Sensor Setup

Overview

The sensor setup can bereferred to as an arrangement of sensors
in the user’s surroundings. The studies included in this review
were unobtrusive in nature. Within unobtrusive sensing, two
broad patternsin the sensor setup wereidentified: (1) no-contact
sensor setup and (2) indirect contact sensor setup.Table 2 lists
theidentified studiesinto these categories.
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Sensor setup: arrangement of sensors or sensing units

Included studies

No-contact sensor setup

One or a couple of sensors or sensing units placed at a reasonable distance from the [15,18,24-26,28,29,44,45,53,60,68,72,77,78,80,82]

user (~3-9 m) and operatesin NLOS? scenarios

One or a couple of sensors or sensing units placed close to the user (approximately

0.5-3 m) and evaluated in only LOS? or close proximity scenarios

Sensors or sensing units placed in surroundings objects such as on doors, fridge,

walls, among others

Indirect contact sensor setup

One or a couple of sensors or sensing units embedded in daily-use objects such as

[11,27,50-52,56-59,62,64,65,69,71,75,76,79,81,83,85,86]

[46,48,55]

[47,49,54,61,63,66,67,70,73,74,84]

mattress, chair, floor tiles, among others. Require user to bein indirect contact with

respective objects

3NLOS: nonine of sight.
bLOS: line of sight.

No-Contact Sensor Setup

It can be seen as a single sensing unit consisting of either a
single sensor or an assembly of heterogeneous sensors capable
of gathering a subject’s intended activity data from a distance.
Within the no-contact sensing system, three patterns based on
the number of sensors and the distance of operation were
observed:

1. Sensor setups with only one or a couple of sensors or
sensing units placed at a distance between 3 and 9 m and
can operatein NLOS: systemsthat have thistype of sensor
setup are potentialy unobtrusive because of their larger
coverage and easy deployment as the device is compact in
nature. Such systems can be placed in the corner of ahouse
or room (almost unnoticeable), and desirable results can
gtill be obtained. For example, the FMCW (frequency
modulated continuous wave) radar was used to track an
individual’s walking gestures beyond the wall or at
approximately 9 m [44]. Among the 52 included studies,
17 wereidentified in this category.

2. Sensor setups with only one or a couple of sensors or
sensing units but tested for smaller distances 0.5-3 m in
LOS or close proximity: this category includes studies that
were tested at a limited distance with the possibility of
scaling up by evaluating them at larger distances. For
example, acontactless sleep-sensing system was devel oped
to continuously track sleep quality using commercial
off-the-shelf radar modules [69]. The system was placed
at a distance of 0.5 m from the user in the experiments.
More experiments at larger distances or modifications in
this system can be carried out to upscal e the system. A total
of 21 such studies were found.

3. Sensor setup with a number of sensors or sensing units
mounted on surrounding objects at multiple locations and
works only when the user is in LOS: this type of sensor
setup enables close and accurate monitoring of individuals
when in the LOS of the sensors. Higher accuracy makes
these systems more reliable, but unobtrusiveness is
compromised as they have to be mounted on multiple
locations in close proximity to the user. They might face

https://aging.jmir.org/2021/4/e27862

implementation challenges as they require planning
according to the house structure or permanent and
prominent changes to the environment. For example, a
sensing environment was created by placing 15 different
sensors across the house of an older adult. These sensors
were placed on different day-to-day appliances, such as
pressure sensors on doors and motion sensorson walls[46].
Most such studies include wearables as a part of systems
and were omitted from the review. Only three studieswere
included in this category.

Indirect Contact Sensor Setup

In these types of setups, a couple of sensorsor sensing unitsare
embedded inside the furniture or any other daily-use object.
They require indirect contact (users to use them) to obtain the
intended activity data. For example, a smart mattressin a study
[67] with sensors was devel oped to measure the BR and HR of
the person sleeping on it. The sensors were placed inside to
make the system more esthetic and user friendly. Such asystem
can have disadvantages when daily cleaning is required, such
as in older adult care homes [50]. They are also unobtrusive,
but the degree of unobtrusiveness varies with user needs and
context. In this review, 11 such studies were identified.

Sensor Setup Contributesto Implementation Outcome
Acceptability

Acceptability of technology in case of older adult care is
understood as the ease with which technology can be used or
integrated in the day-to-day lives of older adults [4,92].
Therefore, systemsthat allow device-free monitoring might be
more acceptable for older adult care as they can be integrated
in their lives without disturbing them. Within device-free
sensing, no-contact and indirect contact sensor setup were found
(Table 2). Both can be acceptable, depending on the needs of
older adults, use cases, among others. For example, when an
older adult is sitting and watching television, a cushion that can
record vital signs can be helpful; however, when they are
walking, the cushion will not be helpful. In this case, asensing
system that has a no-contact sensor setup is more feasible.
Within this aso, it is desirable to be able to monitor at the
maximum possible distances, so that only a few sensor units
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are sufficient for a house. Many of the included studies have
tested up to the range of approximately 9 m, such asin the study
by Hsu et al [53], where thewalking of older adultsis monitored
to reflect various health issues or injuries. This study, along
with external validity, conducted an acceptability study with
the same participants, which showed a high rate of acceptance.
Thisindicatesthat sensing systemswith no-contact sensor setup
tested in the range of approximately 3-9 and NLOS scenarios
might be more acceptable for older adult care. However, no
study other than the one by Hsu et al [53] reported conduction
of acceptability testing.

Table 3. Study settings.

Sharmaet al

Theme 2: Study Settings

Overview

The study settings encompass the type of environment used for
conducting the experiments. Usually, sensor-based studies are
conducted in empty rooms or |aboratory setups (to observe the
basic behavior of the sensors), rooms with some furniture (to
validate the sensor in comparatively realistic situations), and in
actual or smulated home settings (to evaluate the sensor in
real-life situations). As per the observed pattern in the included
studies, studies are categorized as (1) laboratory setting with
basic furniture (including office environments and corridors)
and (2) real-life setting (including simulation home, actual
homes or apartments, and hospitals). In Table 3, studies are
arranged on the basis of these two categories.

Study settings Included studies

Laboratory setting
Real-life settings

No information given [54,56,63,66,67,70,73,83,84]

[15,24-29,44,45,50,51,58,61,62,64,65,71,74-79,82,85,86]
[11,18,25,46-49,52,53,55,57,59,60,68,69,72,80,81]

Laboratory Settings

For HAR, it is common to test the proposed systems or
technology in a controlled environment before moving toward
more realistic scenarios. These controlled environments are
called laboratory settings. In this study, researchers tested the
system with a specific experimental paradigm in a less
complicated environment using healthy human participants.
From such experiments, basi c observations about the system or
probability of using technology in HAR can be drawn, but it
does not make the system compatible for implementation in
real-life scenarios. For example, a high accuracy of vital signs
was achieved when monitored in a controlled environment (ie,
participants sitting silently very closeto the devicein an empty
room), but as soon as the settings were changed (ie, basic
furniture was introduced or distance or angle between device
and participant is changed), the accuracies were negatively
affected [80]. It has been observed that 50% (26/52 studies) of
the studies included in this review used laboratory settings to
evaluate their systems.

Real-life Settings

This represents the settings that are the actual use casesfor the
system. Specifically, in the case of device-free sensing because
of the multipath propagation (the propagation of radio signals
by using more than one or direct LOS path), testing in more

realistic scenarios is required. Most of these systems are
dependent on machine learning algorithms for data analysis,

Table 4. Age group of the participants.

which requires a large quantity and variety of data to produce
accurateresults. Thus, testing the systemswith more participants
and in different settings increase the robustness and reliability
of the system. For example, participants’ houses were used to
test the radar system for monitoring sleep [52,59,69]. Using
real-life settings for the evaluation of systems brings them a
step closer to theimplementation process. Here, 17 such studies
were found.

Furthermore, it was observed that most studies that have used
an indirect contact sensor setup have not provided information
on study settings. This is because they require the user to use
them to monitor them and are less, or not at al, affected by
surroundings, unlike radio signals (device-free sensing). Of the
52 studies, 9 did not provide information on the study settings.

Theme 3: Age of Participants

Overview

This review includes USSs that were tested with adults (age:
18 yearsor older), including both early adults (18 years<age<55
years) and older adults (age>55 years). Among 52 studies, 2
tested older adults, 8 tested both older adults and young adults,
and 21 tested their systems with early adult populations. The
remaining 21 studies did not provide any information on the
age of participants except mentioning that experiments were
done with adults. Table 4 categorizes the studies based on the
age groups of the participants.

Age group of the participants (years) Included studies

>55 [46,50]

18-55 [15,25-29,45,52,54,57,58,63,65-67,73,75,77,79,84,86]
18-55 and >55 [44,47,53,59,72,76,78,85]

Adults >18 (exact information on age is missing)

[11,18,24,48,49,51,55,56,60-62,64,68-71,74,80-83]

https://aging.jmir.org/2021/4/e27862
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Study Settingsand Age of Participants Together Contribute
to Implementation Outcome External Validity

External validity is a step ahead of validity in a laboratory
setting. Specific to older adult care, the technology or system
needs to be validated in older adult homes with older adults.
Therefore, studies that have tested their systems with older
adults and older adult homes can be assessed as studies with
external validity.

Table 5. Activities monitored.

Sharmaet al

Theme 4: Activities Monitored

Overview

As per the included studies, two major types of activities or
behaviors were measured, detected, monitored, or recognized
using USSs. (1) physiological states (or activities) and (2)
physical activities. Only a few studies have extended work in
monitoring behaviors from activities, for example, measuring
sleep quality using HR and BR. Table 5 liststhe studiesin these
two categories.

Type of activities

Included studies

Physiological activities
Physical activities

[27,29,45,47,51,54,61,67,70,76,81,84]
[11,15,18,24,26,28,44,48,49,53,55-57,62,64,66,68,74,75,77-79,82,86]

Both physiological and physical activities [25]

Behavior from physiological activities [60,65,80,85]

Behavior from physical activities [46,50,52,58,59,63,71,72,83]
Behavior from both [69,73]

Physiological Statesor Activities

Within the HAR, vital signs are the most researched
physiological states. By daily monitoring of vital signs, chronic
illnesses (cardiovascular and respiratory disorders) can be
diagnosed early [93]. This isimportant from the viewpoint of
older adult care. Various diseases occur with age, and if they
are diagnosed early, prevention can be taken on time, hence
improving the quality of life of older adults. By using the USS,
HR and BR were monitored. In addition, BCG signalsand blood
pressure were also monitored [84]. In this review, 12 studies
wereidentified that monitored only physiological states, whereas
some studies monitored behaviors from physiological states,
such as vital signs to monitor cognitive load, emotional state,
and sleeping behavior [60,65,80,85]. Interestingly, it can be
observed that most systems used for monitoring physiological
states were of an indirect contact sensing setup. Thisisbecause
physiological activities such as HR and BR are movementsin
the range of millimeters, which is difficult to capture with
wireless signals. In this review, seven studies also monitored
HR and BR using a no-contact sensing setup.

Physical Activities

Physical activities are defined as bodily movements produced
by skeletal muscles that result in energy expenditure, for
example, activities of daily living (ADL; eg, walking, sitting,
and eating) [92]. Similar to physiological activities, a decline
in physical activity also indicates cognitive impairments and
other disorders. Using USSs to monitor ADLS, various
emergency situations, such as falls, can be easily tracked.
Among the 52 included studies, 24 recognized or monitored
physical activities, whereas nine used physical activity to
monitor behaviors such as sleep, water drinking, seizure, and
cognitive impairment.

https://aging.jmir.org/2021/4/e27862

Combination of Physical and Physiological Activities

By monitoring both these activities, more crucial and accurate
behaviors can be predicted. For example, in sleep scenarios,
measuring vital signs and tracking the body posture can result
in amore accurate diagnosis of sleep disorders. In this review,
one study explored monitoring both activities[25], whereastwo
studies simultaneously monitored vital signs and body
movements to estimate sleep quality (behavior) [69,73].

ActivitiesMonitoring Contributesto | mplementation
Outcome Appropriateness

Inthisreview, theincluded studies monitored diverse behaviors
or activities. For older adult care, it is important to monitor
activitiesthat arerelevant to various stakehol ders. For example,
a system that can unobtrusively detect what a person is typing
on akeyboard isof no usefor older adult care, whereas systems
that can unobtrusively monitor fals, persona hygiene, and deep
patterns are more useful for older adult care [9].

Theme 5: Sensing Technology Used

Overview

The sensing technology used in USSs can consist of different
types of heterogeneous sensors. Thetype of sensing technology
used determines the different sensor setups. Usuadly, for a
no-contact sensor setup, electromagnetic or acoustic spectra
are commonly used because they require a medium in which
the impact of the event can be propagated. For the indirect
contact sensing setup, various physical sensors (eg, biomedical,
physical, and optical) that can transfer or translate the impact
of activity can be used. Table 6 describesthe sensing technology
used in the included 52 studies.
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Table 6. Sensing technology used.
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Sensing technology used Included studies
Electromagnetic spectrum
Passive infrared [46,64,83]

Radio frequency

Radar
p2P?
Acoustic spectrum [76]
Other technologies
Biomedical sensors [63,73]
Force sensors [49,54,61,72]
Thermal sensors [50,72]
Optical sensors [47,67,70,84]
Capacitive sensors [56,74]
Electrostatic sensors [66]

[15,24-29,44,45,52,53,55,65,69,75,81,85]
[11,18,51,57-60,62,68,71,77-80,82,86]

8P2P: point-to-point.

Electromagnetic Spectrum

This technology consists of sensors that can monitor the
environment and participants from a distance. Most of these
systems are based on the electromagnetic spectrum (especially
IR and radio waves). They can befurther classified into IR- and
RF-based technol ogy:

- IR technology: it is used for short-ranged solutions (0.5-3
m) as aradar or a point-to-point (P2P) solution. Passive IR
sensorsare mostly used for HAR [46,64,83]. These sensors
measure the IR light radiated by the objects. In thisreview,
three studies that used passive IR were found.

«  RFtechnology: thistechnology enableslong-range solutions
(3-9 m) and provides a higher resolution for more precise
detection of small-scale human activities. This is because
morefine-grained information can be collected with higher
frequencies. Within RF technology, radar and P2P systems
are often used. A radar system consists of one transmitter
and at least one receiver at approximately the samelocation,
making the system centralized. Often, the transmitter
transmitsasignal (an impulse or modulated wave), and the
receiver collects different reflections of thissignal. Among
52 studies, 17 such studies were found
[15,18,24-29,44,45,52,53,65,69,75,81,85]. Alternatively,
a P2P system can be used where the transmitters and
receivers are separated in space, and thus decentralized.
This review recognizes 16 studies that used P2P systems
[11,18,51,57-60,62,68,71,77-80,86]. Radar-based solutions
are often based on the L OS between the radar and the event
or activity, whereas P2P systems are often based on the
multipath propagation of a signal and are hence affected
by the environment. The advantage of using a P2P system
is that it can be used in NLOS environments (such as
through-the-wall or behind-obstacle situations), whereas
radar-based systems are often bound to direct LOS.
However, radar-based systems often require less space (as
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they arelocated in asinglelocation) and can function more
easily at higher frequencies (such as mmWave), resulting
in a higher resolution for HAR. Another important aspect
of RF technology isthe difference between higher and lower
frequencies, which are frequencies in the range of RF
identification and Wi-Fi (around 2.4-5 GHz), and mmWave
(over 20 GHz). Here, it can be seen that for vital sign
monitoring (often while sleeping or sitting still), it ismore
common to use higher frequencies [27,29,80], as they are
more suitable for distinguishing fine-grained movements
such as heartbeats. For larger activities (such as ADLS), it
ismore common to use lower frequencies[57] because they
are more robust (can travel further) and less susceptible to
noise. However, it is important to note that these are not
mutually exclusive: lower frequencies (around 5-7 GHz)
can still be used to monitor vital signs [26,45,60], whereas
higher frequencies may still be used for general HAR or
ADL.

Acoustic Spectrum

Acoustic waves are another way to enable truly contactless
sensing. Differentiation can be made between audible acoustic
waves (sound), ultrasound, and infrasound. Ultrasound is often
used for distance estimation (radar-based methods). A study
[76] used off-the-shelf audio speakers capable of generating up
to 23 kHz (giving a limited range [18-23 kHz] to sweep over
before it becomes audible to humans or requires more expensive
and specialized equipment) for respiratory rate monitoring [76].
Conversely, audible sound can be captured by regular
microphones, which can consist of environmental sounds
(footsteps or door slamming) or vocal parameters (eg, pitch or
volume). Once the actual voice is used (words and sentences),
it becomes more privacy intrusive; therefore, such studieswere
omitted from this review.
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Other Technologies

In this review, various studies have used different types of
physical sensors such asbiomedical, physical, thermal, optical,
capacitive, and electrostatic sensorsfor HAR. Although physical
sensors require contact with the subject for sensing the activities,
they were made unobtrusive in the included studies by placing
onto or embedding them into the infrastructure and/or objects
in the environment.

« Forcesensorsrequire aphysical forceto register theimpact
on the environment (eg, vibrations for an accelerometer,
applying pressure to a pressure plate, and introducing
mechanical or physical stress to the stress sensor). These
sensors are often placed in the environment to make them
unobtrusive. Examples include pressure plates under the
floor [49], geophones [54], or accelerometers on doors or
windows to detect open and close events.

« Biomedica sensors require contact with the user, as they
measure biological and/or chemical processesinthe human
body (eg, electrocardiogram and ballistocardiograph [84]).
Contact is often achieved by including them in objects that
participants hold close to themselves, for example, ablanket
[73], pillow, or mattress [63].

« Therma sensors change their resistance with changes in
temperature, and thus can be used to monitor temperature
or temperature changes. These are usually combined in
heterogeneous sensor boxes [72]. In addition, the radiated
temperature can be sensed by creating athermophilic sensor,
which measures the temperature difference between two
points[50].

« Optical sensors work with visible light or UV emissions
(luminescence sensors). Aninteresting application of optical
sensorsisin fiber-optic sensors. Light refracts and reflects
differently based on the properties of the fiber (bending,
temperature, and acceleration) and can therefore be used
in many settings. In this review, a study [67] used a
fiber-optic sensor under a mattress to measure human vital
signs, whereas another study [70] used one in a headrest.

«  Capacitive sensors measure changesin capacitance through
capacitive coupling. Inthisreview, one study [ 74] used this
method by applying an electrode to the floor (transmitter)
and ceiling (receiver) to measure human height. In addition,
electrostatic fields exist between differently charged objects
or when an object is charged differently with respect to its
environment. This is often the case with the human body,
as friction between the body and clothing causes the body
to become electrically charged. One study [56] used an
electrode on a tripod to measure the effect of capacitive
coupling. Another study [66] used a piezoel ectric polymer
known to emit electric fields when stress is applied. This
polymer was applied to the floor and used to detect different
floor-impact activities (such as walking with one or more
people).

Sensing Technology Used Contributesto I mplementation
Outcome I mplementation Cost

Implementation cost is one of the key factors affecting the
implementation process. It involvesthe cost of systems, efforts,
and timerequired to install the systems[38]. Thus, toimplement
USSsin older adult care, studies using technologiesthat require
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minimum costs for devel opment, deployment, and maintenance
can be considered [14,94]. Technologies based on the
electromagnetic spectrum require more extensive research for
development, resulting in a higher cost for research and
development compared with physical sensors (eg, force,
biomedical, and thermal sensors). These sensorsare morewidely
available and rangein price but are often cheaper than RF-based
technologies. However, these sensors are often limited in range
and require multiple sensors to register events throughout a
whole house setup (eg, sensors on doors or walls [46,72] or
modified beds or blankets for all older adults in a care home
[61,73]), and some sensors also require permanent and/or
prominent structural changes to the environment (eg,
implementing smart tiles [66] or adding sensors to the ceiling
[46,74]), which adds additional costs to the actual
implementation compared with RF-based technologies, which
are often isolated boxes that offer a larger (whole house)
coverage with a minimum amount of sensors [68]. For
wide-scale adoption in older adult care, it is recommended to
look for a solution by weighing the costs of development and
deployment.

Theme 6: Usefulness of Unobtrusive Systemsin Older
Adult Care

Overview

The usefulness of unobtrusive sensing for HAR was obtained
from the textual analysis of the included studies, especially in
the context of older adult care. Out of 52 studies, 28 indicated
or discussed the possible use or requirement of such a system
in older adult care. These studies enlisted the various advantages
of USSs for the older adults and their caregivers. From the
perspective of the older adults, the included studies highlight
that USSs are comfortable [18], do not require technical
competency [25], are privacy aware, requireless (to no) attention
and compliance [72,75], are affordable [50], and can operatein
NLOS situations [66,68]. From the perspective of caregivers,
USSs are ubiquitous in nature [57], enable continuous
monitoring [46], are easy to integrate [50], are prone to noisy
environments [48], provide security [18], and are safe to use
with older adults [47]. These systems are more reliable and
promising for older adults affected with medical conditions
such as cognitive impairment (dementia) because physicians
have to rely on the caregiver’'s narratives for diagnosing such
conditions. For example, a study [46] aimed to detect mild
cognitive impairment through an unobtrusive sensing approach
to avoid delay in recognition of cognitiveimpairments, asit can
result in severe and/or permanent damage. Similarly, another
study [71] demonstrated seizure detection viawireless sensing
to ensure timely intervention by caregivers to reduce the risk
of injury.

In addition to these extraordinary situations, USSs are also
advantageous in monitoring a wide range of general physical
activities and physiological behaviors to facilitate older adult
care. For example, emotion detection by methods such as
FMCW radar, as demonstrated by Zhao et a [85], can help in
identifying early symptomsof anxiety or depression. Accidental
fals are considered as the leading cause of death in the older
adult population. They not only cause physical injury but also
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affect physiological health. Owing to the fear of falling, most
older adults limit their daily life activities, thereby impacting
their quality of life. Studies[74,75] have used various USSs to
ensure security by providing immediate assistance. Similarly,
sleep monitoring studies [11,50,53,59,60,69,84] intended to
measure the quality of sleep to promote good health by
predicting sleep disorders and chronic heart diseases.

Usefulness of Unobtrusive Systemsin Older Adult Care
Contributesto Implementation Outcome Adoption

Adoption is intention, initial decision, or action to try a new
technology. For older adult care, it can be seen astheintention
of studies to use their systems in older adult care. Only a few
of the included studies were specifically developed for older
adult care. Other than these, most studies showed the intention
or discussed the possible advantage of using their system for
older adult care. Thus, such studies have more chances of
adoption for upscaling in older adult care.

Sharmaet al

Implementation Readiness of | dentified USS Studies
for Older Adult Care

Thesix identified factors (or themes) corresponding to the early-
to midstage implementation outcomes of the framework by
Proctor et al [37] were used to evaluate the implementation
readiness of USSs for older adult care. They were associated
with the aforementioned factors as follows: study settings and
age of participants contribute to external validity, sensor setup
contributes to acceptability, usefulness of USSs contributes to
adoption, activities monitored contribute to appropriateness,
and sensing technology used contributesto implementation cost
(Table 7). On the basis of this association, the implementation
readiness of the included 52 studies was checked. Among the
52 studies, studies fulfilling the associated factors were
presented in the column studies fulfilling associated factors of
Table 7. These studies can be seen as more
implementation-ready than others.

Table 7. Implementation readiness of unobtrusive sensing system studies for older adult care.

Implementation out-

comes tion outcomes

Identified factors and themes contributing to implementa-  Studies fulfilling associated factors or themes

External validity .

Study settings: studies tested in real-life settings .

[46,47,53,59,72]

Acceptability .

Adoption .

Appropriateness .

Implementation cost  «

(preferably older adult homes or at least in smulated
homes)

Ageof participant: studies performed with older adults
(Age group: 55 years or older)

Sensor setup: studies with no-contact sensing setups
(sensorsplaced at areasonable distance, approximate-
ly 3-9 m from the user)

Usefulness of USSs* studies that showed the possible
use of their system for older adult care

Activities monitored: studies monitoring activities
relevant to older adult care such asliferisk activities
(fall) and health wellness activities (sleep)

Sensing technology used: studiesthat require minimal
permanent or prominent structural changes to the en-
vironment, are easy to adapt, and offer large coverage

[15,18,24-26,28,29,44,45,53,60,68,72,77,78,80,82]

[11,15,25-29,45,46,49,50,52,53,59,60,63,64,66-68,70,72-78]

Fall: [11,18,25,26,44,49,57,64,66,75,77,78]
Sleep: [46,50,52,59-61,63,69,73,80,81,83]

[18,26,44,50,57,58,60,68,77,80,82]

8USS: unobtrusive sensing system.

It can be observed that none of the studies have considered al
the factors contributing to successful implementation for usein
older adult care. Although all the included studies have the
potential to be used in older adult care, currently only a few
studies areimplementation-ready (considering sometrade-offs),
and most of them require improvements and tailoring to older
adult care scenarios. Out of 52 studies, only five studies
[46,47,53,59,72] checked external validity of their systemsin
real-life settings with older adults, 17 studies
[15,18,24-26,28,29,44,45,53,60,68,72,77,78,80,82] used a
no-contact sensor setup that can be suitable for monitoring ol der
adults without restricting their freedom, 28 studies
[11,15,25-29,45,46,49,50,52,53,59,60,63,64,66-68,70,72-78]
acknowledged possible use of their system for older adult care,
24  studies (monitoring falls [11,18,25,26,44,49,57,
64,66,75,77,78] and sleep [46,50,52,59-61,63,69,73,80,81,83])
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monitored activities or behavior relevant to older adult care,
and 11 studies [18,26,44,50,57,58,60,68,77,80,82] used
technology that requires minimal structural changesor areless
expensive while implementing. As all the included studies are
unobtrusive and have good accuracy, they can still beimproved
on the some or the other aforementioned factors for better
implementation results. The study by Adib et al [44] can be
considered as acceptabl e, appropriate, and implementation cost
friendly, but it is not externally validated and was not designed
considering older adult care. Similarly, for other studies, some
weigh high on one outcome and less on another. Although all
the identified factors are important, a trade-off depending on
the use case can be made. In addition, note that for each
implementation outcome, there can be more factors that can
contributetoit. However, in this study, one factor was associated
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for each implementation outcome, which became obviousduring
deductive analysis.

Discussion

Principal Findings

This scoping review first identified 52 state-of-the-art USSs
that have the potential to be used in older adult care. The
deductive thematic analysis of these 52 studies hel ped to identify
the six key factors: usefulness of USSs, types of activities
monitored by USSs, type of sensing technology used to monitor
activities, sensor setup used for implementing the technology,
settingsin which studieswere tested, and the age of participants
in the study. These factors in association with implementation
outcomes defined by Proctor et a [37] were used to evaluate
the included studies for implementation readiness. The results
of this evaluation reflect that most of the included studies are
at the lower end of the TRL (2/3), with only a few studies
demonstrating a sufficient level of implementation readiness,
thus demanding technical and behavioral research in both the
pre— and post—technology implementation stages.

Furthermore, this review largely depends on the interpretation
of the word unobtrusiveness, which is regarded as the property
of sensing systems determined by the degree of attention
required by the user. As per the conceptua framework
developed by Hensel et a [19], the degree of attention or
noticeability is categorized in eight broad dimensionswhich on
adherence might lead to the desired Unobtrusive sensing system:
physical, usability, privacy, functional, human interaction,
self-concept, routine, and sustainability dimension [19].
Therefore, in this Discussion section, we aim to extend the
discussion on the implications of the identified key factorsin
implementation readiness and unobtrusiveness by taking
inspiration from the framework by Hensel et al [19].

Sensor Setup

The sensor setup contributes to the acceptability outcome such
that no-contact (NLOS) sensor setup working in the range of
approximately 3-9 m or an indirect contact sensor setup can
have more chances of acceptance. This is in line with the
physical dimension of the conceptual framework by Hensel et
al [19], which a so advocates that a system is unobtrusive when
it can be physically integrated into the user’s surroundings
without clashing with their esthetic sensibilities. Although the
degree of physical dimension may vary or atrade-off with other
dimensions can be noticed, it can be accommodated by
accounting user needs. For example, DeepBreath is a
radar-based device for monitoring the BR by placing it near the
participant’sbed intheir house[81]. A similar BR devicecalled
VitalMon uses geophone sensors embedded inside the mattress
[54]. Here, VitalMon is comparatively more esthetic (satisfies
the physical dimension), whereas DeepBreath can work even
if the user isout of the bed (satisfying the functional dimension).
Similarly, for fall detection, many systems were designed and
developed: SenseFall [65] used multiple sensors assembled in
abox mounted on the ceiling to identify fallsfrom other ADLSs,
WiVit [57] used Wi-Fi channel state information to monitor
ADLSs (including fal), and another system by Minvielle et a
[66] embedded sensorsin the floor. From the perspective of the
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physical dimension, the systems by Minvielle et al [66] and
SenseFall are more esthetic as users cannot see anything,
whereas Wi Vit uses at least one transmitter and receiver placed
in the surroundings, requiring less structural modifications in
the house.

Study Settings and Age of Participants

For successful implementation of USSsin older adult care, the
external validity of the system must be evaluated in red life or
intended deployment settings with the intended age group of
users. In this case, USSs should be tested preferably in the
homes of older adultswho usually liveindependently (or alone)
and arevulnerable or arein the need of formal or informal care.
By doing so, the functiona dimension of the conceptual
framework, which accounts for reliability and effectiveness,
can also be satisfied. Inthisreview, only afew studies extended
the study setting from a laboratory to an in-home field study
setting with seniors. For example, one study [61], monitored
BR in adults (<55 years) while they were sleeping. Upon
checking the external validity of this system, it can be used for
monitoring BR in older adults, as changes in BR can indicate
various serious medical conditions. Although the focus of this
review islimited to supporting the independent living of older
adults, in real-life scenarios, various possibilities such asvisits
by caregivers and relatives can be anticipated. For such
scenarios, one study [81] proposed an identity-matching module
that used independent component analysis to identify the
breathing of multiple persons, one study [58] considered
leveraging the concept of Fresnel zonesto determinetheimpact
of multiple people in the surroundings, one study [54] used the
Degenerate Unmixing Estimation Technique blind source
algorithm to separate the heartbeat signals of multiple
participants, and one study [52] demonstrated an RF-based leep
sensor to accurately monitor the dleep patterns of multiple users
by combining location tracking with temporal analysis of
breathing signals. Similarly, advanced dataanalysis can be used
to separate signals from multiple persons present in the house
for RF-based monitoring or no-contact sensor setup. Conversely,
while using an indirect contact sensor setup, the sensing units
can be embedded inside the bel ongings of the target user.

Activities M onitored

A major step in developing technology for older adult care is
to select theright or desired behavior or activity for monitoring.
The system will be more acceptableif it measuresthe behaviors
that are in line with the needs of stakeholders and are part of
the daily routine of the older adults. From the results of a
qualitative study among formal or informal caregiversof persons
with dementia, it can be concluded that sensing technology
should be used to monitor the risk of falls, personal hygiene,
nocturnal restlessness, and eating and drinking patterns[9]. In
accordance with the routine dimension of the conceptual
framework, if the system is unabtrusive, it will not impact the
daily routine while using such monitoring devices. Among the
52 studies, 23 (44%) focused on monitoring fall and sleep
behaviors, whereas others monitored activities that can later be
tailored to the older adult use case. For example, in one study
[15], a human body part tracking or identification system was
developed using Wi-Fi. This system can be tailored as an
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information provider to informal caregivers to count visitors.
Similarly, other included USS studies can also contribute to
older adult care after context or requirement assessment.

Sensing Technology Used

Thereview reportsthe use of varioustechnologiesby leveraging
a no-contact sensor setup to make the system unobtrusive.
Among all the studies, RF-based technologies (P2P and radar)
were used prominently, with more than 50% (31/52) of the
studies being in that category. Within RF-based solutions, the
split isquite even between radar-based and P2P-based solutions.
However, other unobtrusive technol ogies can al so be considered,
which require no immediate or purposeful interaction from the
participant. These sensors often need to be attached to the
environment itself, such as sensor boxes[72] or smart tiles[25],
or in very close proximity to the user (as an object), such as
mattresses [67] and sheets [73]. Although these technologies
appear promising, their development and deployment costs
largely affect their implementation. Considering the conceptual
framework, the sustainability dimension (affordability) and
privacy dimension should be considered to make the technology
unobtrusive[19]. In addition, it can be observed that researchers
have succeeded in wide-range and high-resolution monitoring
of human activities, enabling recognition of very small human
gestures, such as tapping and picking [80], and
micromovements, such as chest displacement to monitor vital
signs. From the perspective of older adult care, a wide-range
(or ubiquitous) and high-resolution monitoring solution can
help in predicting subtle behavioral changes such as agitated
behavior shown by persons with dementia without troubling
them.

Usefulness of USSs

To adopt any new technology or system, it isimportant to show
its perceived usefulness for the relevant users. Some studies
included in thisreview stated that their technol ogy was designed
for older adult care and thus also explained its usefulness for
the same, for example, one study [46] (aimed to detect seizures),
explained the adverse effect of delay in seizure detection.
However, most of the included studies were on TRL 2/3 with
the goal of evaluating the experimental proof of concept
(explored the validity and reliability of the sensing technology
in a controlled laboratory setting); hence, usefulness was not
studied as a research goal. By discussing the possible use of
their systems in older adult care, the intention, consideration,
and initiation of the use of USSsin older adult care was shown.
However, this limited knowledge of these systems has also
impacted the evaluation of the effectiveness of these USSsin
measuring health outcomes.

Limitations

The review aims to enhance the implementation of the USS,
specifically in older adult care. Therefore, this review has a
limited scope, focusing on emerging unobtrusive technol ogies
for older adult care from January 2011 to March 2020.
Furthermore, asthereis no clear consensus on the definition of
unobtrusiveness, a dictionary meaning in combination with
availableliterature was used to derive the definition of USSand
UST. This variation in the understanding of unobtrusiveness
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might impact the number of identified records. The process of
including studieswas performed by 2 researchers (NS and JKB),
but analysis of key themes obtained from the final included
studies through deductive analysis was performed by 1
researcher (NS) only, which might introduce bias and impact
the results and hence conclusion. However, theidentified themes
and their association with implementation outcomes were
thoroughly discussed with other authors. Finally, although no
search limitation for the type of language was used, only studies
writtenin English were considered for final inclusion. Therefore,
there is a possibility that some relevant work that was not in
English is missing from the review.

Challenges

During the review process, a number of challenges concerning
implementation were encountered: (1) more than half of the
included studies were not primarily designed or tested in older
adult care scenarios and are early-stage experiments in
laboratory settings; (2) none of the studies, except one [53],
included acceptability studies along with experimental studies,
and therefore, no clear picture on what users think about the
systems or acceptability can be drawn; (3) the studies that
targeted their systems for older adult care also require more
careful consideration of factors such as testing them in older
adult homes, using sensor setup that is more acceptable for older
adults, or including acceptability studies; (4) for older adult
care, cost is the main factor, but none of the studies provided
much information on the cost associated with the system or
while deploying it; and (5) the extracted geographical
information indicates that most of these studies took place in
nations where the required infrastructure for normalizing the
use of advanced technology (such as availability of device or
technology, etc) is possible. This imposes an additional
challenge to normalize the use of USSs in nations where such
infrastructure is not common or less idea about their cultura
acceptability can be drawn.

Other than these, challenges concerning technology have also
been identified. It is worth highlighting the major challenges
that RF solutions can encounter in the future. One of these
challengesis RF pollution: as more technologies move toward
RF sensing, the amount of interference on the frequency bands
increases. Two prominent bands (the 2.4 and 5 GHz) are already
filled with household appliances, such as laptops and
smartphones. Common ways to deal with this are multiple
receiversto increase coverage or apply modulation to different
transmitters and receiversto differentiate. In addition, although
it is likely that RF-based sensing is a more privacy-aware
solution than video-based solutions, there is an additional risk
for privacy, whichisthe ability of RF to penetrate through walls.
Although this can be used as an advantage, it also increasesthe
privacy risk for others (eg, neighbors or guests), leading to
ethical challenges. Although it is assumed that the system will
be devel oped to promote independent living of older adults (ie,
they will be staying alone mostly), there is a chance that there
might be some visits from their caregivers or relatives. In
addition, it is possible that RF-based systems can penetrate
neighboring walls and collect data outside the household.
However, these concerns can be rectified by using additional
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data-transferring security measures and adapting the transmitting
power.

In addition, other ethical challenges involve the storage and
access of collected data. Data can be stored locally for analysis
through artificial intelligence algorithms (eg, neural networks),
and only in emergency situations (eg, the patient falls or is
feeling very unwell), a flag can be sent to the (informal)
caregivers. This would be more challenging for (real-time)
distant monitoring, as the actual (aggregated) data would need
to be submitted. However, technologies exist that could make
this as safe as possible, but there is an ongoing ethical concern
about whom the data belong to.

Future Research and Recommendations

The review shows that diverse unobtrusive technologies were
explored for HAR, but most of them are still in the early stages
of development, making it difficult to report implementation
readiness for older adult care. Therefore, it is strongly
recommended that future HAR studies intending to implement
technology in older adult care should consider including
implementation constructs as given by Proctor et a [37], or
frameworks such as those by Greenhalgh et al [95] in advance
for successful implementation. These frameworks can guide
researchers in prioritizing factors (most of them identified in
thisreview) crucial for older adult care or specific scenarios.

Challenges arise when exploring how to provide effective, safe,
and meaningful personalized care while using technology.
Therefore, a halistic approach must be applied that focuses on
the fit between users, context, and technology. As such, it is
relevant to start with user requirements, explore and identify
how older adults want to live, what social and technical skills
they need to be engaged in society, and use supporting
technology, which then leads to the identification of values
stakeholders want to achieve with products and services.
Therefore, we recommend applying a holistic participatory
devel opment approach that combines val ue-based user-centered
design, business modeling, and persuasive and positive
technology. This roadmap has been applied in dementia care to
develop and evauate sensor technology and social support
[96-98].

Along with using aholistic participatory development approach
while developing technologies for older adult care, it is
recommended to eval uate the technol ogy or system in terms of
development and implementation costs. Importantly, the
developed system should be checked for external validity in
older adult homes. Furthermore, RF-based solutionsfit well for
ol der adult care because of high resolution in HAR monitoring
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and the ease of deployment. Thus, in the future, more such
solutions can be developed and implemented specifically for
older adult care. In addition, experimental studies should
consider adding acceptability studies as part of the research
project. In thisway, more meaningful insights on the perceived
usefulness of the technology can be obtained from users (and
perhaps other stakeholders). This resultsin a better adaptation
to the proposed technologies. These identified factors provide
the basic steps for initializing implementation from the
development phase. Finally, as discussed, the importance of
unobtrusivenessin eHealth, morework in defining or developing
frameworks for unobtrusiveness, is desired in the future.

Conclusions

Thisreview isthefirst to explore state-of-the-art USSs suitable
for older adult care. This has opened the possihilities of using
existing USSsin older adult care. It showsthe promising future
of using RF-based technology as the USSs for HAR and its
feasibility for older adult care. The assessment of identified
USSs on implementation readinessisnot only reflected in where
improvements are required but can also be seen as guidelines
for the future development of technologies.

The review a so reports the points enhancing the possibility of
implementation: (1) 52 unobtrusive systems that do not require
direct contact with users were identified; (2) atrend in using
USSs (specifically RF technol ogy and radar-based systems) for
HAR was observed, as 85% (44/52) of studies were conducted
in the last 5 years; (3) among the included studies, 24 studies
monitored activitiesor behaviorsthat are desired for older adult
care; and (4) as for most of the studies, the primary focus was
not older adult care, but they concluded or introduced how their
systems can contribute to this sector. Overal, the findings of
this review are intended to boost the use of USSs to provide
better and on-time care to older adults and support caregivers.

All the studies included in the review are unobtrusive, but the
definition of unobtrusiveness differs. some systems are very
unobtrusivein physical appearance, but lessunobtrusivein their
implementation. The primary observation can be summed up
as follows. Unobtrusiveness or obtrusiveness is not binary; a
system can have varied degrees of unobtrusiveness depending
on user perspective and context. Moreover, unobtrusive is not
a quantifiable variable, but rather a qualifiable one, thus
requiring a uniform and appropriate framework or instrument
for informed assessment. Hence, for better understanding and
fair comparisons of unobtrusiveness, a valid and reliable
instrument that can be tailored to context and user attitude is
required.
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Abstract

There is an exponential increase in the range of digital products and devices promoting aging in place, in particular, devices
aiming at preventing or detecting falls. However, their deployment is still limited and only few studies have been carried out in
population-based settings owing to the technological challenges that remain to be overcome and the barriers that are specific to
the users themselves, such as the generational digital divide and acceptability factors specific to the older adult population. To
date, scarce studies consider these factors. To capitalize technological progress, the future step should be to better consider these
factors and to deploy, in a broader and more ecologica way, these technologies designed for older adults receiving home care to

assess their effectivenessin red life.
(JMIR Aging 2021;4(4):€29744) doi:10.2196/29744
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The Era of Fall Detection and Prevention
Devices for Older Adults Living at Home

These recent years have witnessed a considerable evolution of
new technologies such as wearable sensors and connected
applications aimed at promoting home life for older adults by
providing them support in their daily activities. A frequent
purpose of these technologies is the detection of falls, as falls
areone of the main causes of institutionalization and functional
decline[1,2]. Indeed, it has been shown that fallswithout severe
injury multiply the risk of institutionalization by 3 while falls
with severe injury multiply thisrisk by 10 [3]. Different types
of sensors and systems for the prevention and detection of falls
are currently being developed. This progress has been made
possible by the development of remote data collection

https://aging.jmir.org/2021/4/e29744

techniques with wireless communication technologies such as
Bluetooth or Zigbee and the integration of these sensors in
different contexts in research and at home, as they are smaller,
less expensive, and thus more accessible to users [4].

Indeed, many wearable sensors in the Internet of Things
paradigm have been developed with the aim of preventing and
detecting falls at home [5-7]. These technologies are mostly
based on monitoring and alarm systems, which are used to
prevent, detect, and alert caregivers in case of fal [7]. Some
provide reactive assistance to the person when a fall occurs,
limiting the complications when the older adult islying on the
floor for along time because he/sheis unable to get up without
help. Thisistypically the case of devices designed to activate
an alarm when a fall occurs [8]. Other technologies such as
exergames, Wi Fit, or the Kinect devices[9,10] act proactively
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by proposing preventive actions for older adults, such as home
exercise programs of muscular strength and balance training.
According to several studies, such home-based exercise
programs could significantly reduce the risk of falls [11,12].
As a consequence, these technologies could reduce the costs
and consequences of falls and increase user acceptance by
providing regular information and notifications on the evolution
of the user’s performance and health status, thereby encouraging
older adultsto use them [7].

Most tools aimed at preventing or detecting falls are based on
monitoring of an individual’s motor activity by using one or
several sensors[13-15]. Sensors play an essentia role as they
are the basic elements of data acquisition systems. These
electronic devices make it possible to transform the nature of
an observed physical valueinto an exploitabledigital one. There
is a huge variety of sensors: those allowing the collection of
data on the physiological state of a person (eg, temperature,
heart and respiratory rate, blood pressure, electrocardiogram,
glycemia), those allowing the measurement of movements (eg,
accelerometers, gyroscopes, magnetometers), or those detecting
the geolocation of the person (eg, globa positioning system).
There are a so ambient measurement sensors (audio and video)
providing information on the environment in which the
individual is. For fall detection specifically, the most frequently
used measures are accel eration, angular velocity, and magnetic
fields to identify body movements[13].

There are 2 types of sensors that allow the detection and
prevention of falls: wearable and nonwearable ones. Wearable
systems require placing sensors on the person; it may beawatch,
a pendant, or a wearable camera usually attached to clothes or
around thewrist [16,17]. Nonwearabl e systemsinvol ve sensors
positioned in the person’s usual environment and use a variety
of measurements such as pressure sensors [18] and ambient
sensors, including visual (fixed cameras, Kinect sensors) [19]
and acoustic (microphones) [20,21] sensors. Even though they
may be perceived as more constraining for the user, wearable
sensors are more effective than nonwearable ones in detecting
falls because of the following reasons: first, because they can
detect changesin acceleration, planes of motion, or impact with
high accuracy [22]; and second, because they are not limited to
aspecific monitoring areain theindividual’s environment [23].
To date, the most technologically and ergonomic advanced
technologies are those combining several types of sensors. The
data collected are multimodal (physiological, actimetric,
mechanical) and thus allow more thorough analysis for both
prevention and detection of falls[9,10,23-32].

Different types of connections are possible, such as wearable
sensors connected to an app viaasmartphone. The* SmartStep”
system, for instance, uses sensors integrated into the shoe sole,
which record the users motion. “SmartStep” is a connected
electronic device, which includes a 3D accelerometer, a 3D
gyroscope, pressure sensors, and Bluetooth connectivity. The
system is wirelessly connected to an Android phone app,
allowing both recording and visualization of data. This device
has shown excellent accuracy in recognizing several daily living
actions such as walking and running and has shown higher
efficiency than wrist-worn devices [24,25]. Similarly, a fall
detector wornin awaist belt, based on an Attitude and Heading
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Reference system and a barometric sensor, has been devel oped.
This system has shown maximum sensitivity (100%) for fall
detection in several studies [23,27]. Another fall detection
system has been devel oped in an indoor environment, consisting
of abelt with an accel erometer connected to adata concentrator
with a wireless connection based on the Ensemble-Random
Forest machine learning algorithm. This device has shown a
rate of success of more than 94% for accuracy, sensitivity, and
specificity in the detection of 3 types of falls (forward,
backward, and sideways fall) and several actions of daily life
such aswalking, climbing stairs, and sitting [29]. In thisline of
devices integrating data from different sensors worn directly
on the individual, the Bio Immersive Risk Detection System is
currently being developed. It isaparticularly innovative system
as, in addition to the ambient, physiological, and motor sensors,
the system includes a wearable camera with real-time transfer
via an Android app and automatic analysis of the images to
detect severa risk situations, including falls and the risk of
falling [30,31].

Other detection systems combine both wearable and
nonwearable sensors based on the Internet of Things. For
instance, thereisasmart and connected home health monitoring
system [26] comprising several sensors placed on household
objects and sensors worn directly on the individual (belt, key
ring, or pendant) with an alarm button, an interface, and software
for data collection. Sensors can be attached to strategic
household objects to provide information on the user’s activity
or health status, for example, the pillbox (indicating
adequate/inadequate medication intake) and the refrigerator
door (indicating food consumption). The sensor worn by the
user isused to record different movements such aswalking and,
especially, falling. The data processing isbased on deep learning
methods and hidden Markov models. The alarm button can be
activated at any time by the user to alert an emergency response
team. Finally, the physiological data from the different sensors
are gathered on the same software platform. This system showed
99% sensitivity and 98% specificity for fall detection. Another
study reported a prototype monitoring system for fall detection
called “Tagcare’ based on Doppler frequency recorded from a
sensor worn on the person and sensors placed in the
environment. The “Tagcare” system has shown high accuracy
(98%) in detecting sudden movements and falls[32].

Regarding devices specificaly designed for fall prevention,
most are based on ambient and contextual sensors, connected
to the Internet of Things, and rely on the analysis of the user’s
gait and balance measures collected through different tests and
physical exercises[9,10]. In apilot study, Williams et al (2010)
proposed agame console (Wii) consisting of abalancetray (like
a bathroom weight scale) in which pressure sensors are
integrated to monitor changes in the person’s balance, weight,
and gravity while performing a recreationa activity [10].
Another study reports a Kinect device, allowing the detection
of the posture of a person with a combined system comprising
acolor camera coupled with aninfrared emitter and its detector
[28]. Although still in progress, this type of device highlights
the relevance of using gait and specifically, cadence variability,
whilewalking as predictors of fallsand functional decline[28].
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Asmay beseen, alarge variety of technological solutionsaiming
at supporting older adults home life is now available and the
recent results regarding fall prevention are particularly
promising. Nevertheless, important challenges and barriers to
awider adoption of these devicesremain [5].

Technological Challenges

Fallsrefer to “the act of falling to the ground independently of
one'swill. It is associated with sensory, neuromuscular, and/or
osteoarticular deficiencies’ [33]. Although fallsin older adults
are widely studied in the scientific literature, from a technical
point of view, the act of falling iscomplex to analyze and model
[34]. There are 3 types of falls: the * soft” fall, when the person
holds on to a piece of furniture; the*heavy” fall, corresponding
to arapid loss of verticality associated with an impact; and the
“syncopal” fall, when the person dipsafter |osing consciousness.
In addition, a distinction should be made between an effective
accidental fall situation and a risk of fall. The accidental fall
situation has been widely studied and its occurrence can be
determined with an accuracy of 200 to 600 ms before the onset
of the fall whereas the risk of falling depends on
individual-specific data (physiological or environmental) and
reguires more sophisticated analyses.

An additional difficulty in the study of fallsis that occurrence
depends on the clinical context. Although falls are far less
frequent in healthy individual sthan in apopulation of frail older
adultswith pathological conditions, it is more difficult to detect
fallsin these populations. Indeed, a study from the Cambridge
City over-75s Cohort on 110 older participants (over 90 years
of age) considered at risk of falls equipped with an emergency
call system has shown that 80% of them forgot to press the
alarm button after afall [35]. Therefore, with aging, monitoring
technology solutions based on a “passive” interaction, that is,
which do not require any intervention of the user, are more
adapted for fallsand risk of falls detection [6].

The detection systems approach has some limitations. Since
fals generally follow a specific pattern (prefal, fal, and
postfall) and are characterized by significant variations in
movement, most approaches consider this sequence by using
temporal models and by calculating the person’s movement.
Many detection systems have been based on a thresholding
technique, which uses a fixed threshold to detect movement
variations (viawearable sensors) to distinguish fallsfrom nonfall
situations [13,22]. One of the limitations of this method is that
afixed threshold value cannot be representative of the different
types of falls. Moreover, in most cases, the threshold is
determined by the lowest peaks of simulated falls assessed in
healthy individuals. Thus, the thresholding is quite empirical,
generating numerous false positives, particularly in ecological
contexts. A solution has been to turn to machine learning
methods applied to measurements collected from various sensors
(motion and ambient) and thus using multisensor and
multimodal fusions. Using data from multiple sources ensures
greater device reliability, increased robustness toward
environmental interference, and improved measurement
accuracy.
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In addition to the difficulties inherent to fall analysis, other
difficulties are related to the sensors and the Internet of Things.
The first concerns the extraction of high quality and reliable
data depending on both the sensors used and their sensitivities.
For example, a nonoptimal placement of the sensors on the
individual or on a household object would directly ater the
quality of the recording or lead to errors during the reception
of the signal. Connected objects are al so subject to artifactsand
may be interfered by the individual’s movements when they
are worn on the body [36]. The second challenge concerns the
collection and processing of remote data. Indeed, quality internet
bandwidth cannot be ensured continuously, and the greater or
lesser speed of datatransmission can lead to misinterpretations
and data loss [5]. Therefore, it is necessary to use backup
systems and more reliable networks such as Sgfox to retrieve
data stored in a device (eg, a smartphone) and transfer it to
another device [37]. However, some information can be
transmitted because there are specific conditions of security and
protection of personal data. Connected devices are also limited
by storage capacities and battery issues of the objects used
[38,39]. Further, most technologies aiming at promoting home
support are based on artificial intelligence techniques such as
deep learning to proactively detect events. Deep machine
learning requires a very big data volume to ensure model
accuracy. Collecting such an amount of data requires a lot of
time and is very costly. Finally, another potential limitation is
that the data extracted from the sensors cannot be directly used
by the older adult, afamily caregiver, or by the clinician. Indeed,
in most cases, artificial intelligence requires considerable
analysis, that is, akind of “preprocessing” so that the raw data
collected by the sensors (which are data sources that did not
exist before) can be transformed into meaningful, reliable, and
exploitable information for the users [5]. Taken together, these
limitations explain the scarce deployment of such devices in
the general population or in clinical routine. Advancesin digital
science progressively allow finding alternatives or solutions
addressing each of the technical issues previously mentioned
[5]. Yet, if such technical improvements are undeniably
necessary, they may not be sufficient. Moreresearchinthefield
of new technologies should be dedicated to social and human
factors since real needs, representations, and knowledge and
skills of the older adult population actually play acritical role
in the effective use of the device.

Barriers to Adopting New Technologies
Among Older Adults: Between the Digital
Divide and Levers of Acceptability

Despite technological advances, there are many barriers that
make connected objects poorly operational for the majority of
the older adult population. One of these obstacles is related to
theintergenerational digital divide, which refersto aninequality
in the use of and access to technology between generations,
highlighting the exclusion of certain people or socia groups
because of their physical, social, psychological, or economic
characteristics, which make them unable to access the digital
world and the resourcesthat it makes available [40]. In France,
1 out of 2 people older than 75 years does not have an internet
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connection at home compared to only 2% of the population in
the 15-29 years age group [41]. This technological divide
between the different generations may increase in the next
decades owing to the exponential advance of adigitally oriented
world and the nonmeeting of real needs, skills, and attitudes of
older userswith the opportunities provided by the current digital
offer. This situation generates often stereotyped conceptions of
agismintermsof interfaces, contents, and functionalities, often
proving unsuitable to cover the heterogeneity of the needs and
capacities of older people [42].

Another potential barrier isthe socia stigma generated by the
exponential offer of innovative technologies (eg, home
automation,  fall  detectors, robotics) called as
“gerontechnologies’ [43]. Paradoxically, the use of these new
technologiesto help older adults stay at home can be perceived
by the general popul ation asanew form of dependency. Indeed,
in our modern societies, old age is often associated with
dependence and illness. These age-related stereotypes are
manifestations of “agism” with negative consequences on the
mental and physical health of older adults, and asaconsequence,
on their access to new technologies. Biased and often
stereotypical viewsof aging lead designersto produce solutions,
which are not very accessible or inclusive for older users and
contribute to the perception of older people asincompetent and
unable to understand and use new technologies [44]. For
example, a shared belief among the general population is that
older people are not physically capable of using new
technologies. However, the problem is mainly due to size (eg,
small text fonts, buttons), contrast, brightness and other physical
features. This problem can be solved by designing specific user
interfacesfor older people. Indeed, various age-rel ated physical
or sensory limitations can be counteracted with asuitable design
and an optimal combination of hardware and support. Another
belief isthat older peoplelack the basic knowledge required for
using new technologies. Indeed, the specific language used to
describe computer objects and functions (eg, file, browser, link,
desktop, download, scrollbar, cursor) isvery unfamiliar to older
adults. Once again, this problem could be solved by using easy
and adapted language to facilitate the understanding of how the
device works and how to useit [45]. Several qualitative studies
using focus group methodology reveal that older adults have
limited knowledge of technologies, which could be offered to
them, and experience a negative stigma toward them by the
simple fact that they use technological toolsin their daily lives
[42,46,47]. Thus, the use of technologies for home life may
contribute to creating a new stereotype in the older adults who
become “technologically assisted persons,” who use assistive
technologies, nourishing the stigma of aging and dependence
[48,49]. Inturn, thisvision can cause older adultsto reject new
technologies and thus accentuate the digital divide already
prevalent in our societies [40].

Regarding “human factors’ more specifically, a systematic
review conducted by Hawley-Hague et al [7] reports specific
intrinsic and extrinsic acceptability factors for the adoption of
fall prevention and detection systems. Thefirst intrinsic factor
concerns privacy, more particularly for the systems involving
automatic activation of video after a fall. To ensure the
acceptability of such technologies using video recording, one
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solution isto use image blurring, especially in the most private
areas of the home such asthe bedroom or the bathroom [50,51].
Another question is whether it is appropriate to ask the older
adults to set the thresholds for the activation of the video
monitoring system or to turn off the video recording in the case
of false alarms. At least, it should be clearly specified to the
older adults what situations are likely to activate the video
recording [50,52,53]. Autonomy and feeling of control may
aso be determining factors in the use of fall-specific
technologies. To acertain extent, these technol ogies allow users
with theloss of autonomy recovering afeeling of independence
for some actions (eg, using stairs, mopping the floor in slippery
areas), which are considered to be risky with advancing age and
thus, regaining confidence in their functional abilities while
being secured by the connected system [52,54,55]. The third
factor is the perceived need by the user himself/herself for fall
prevention and detection systems. This factor is influenced by
the older person’'s self-perceived physical, cognitive, and
emotional condition, and self-esteem [48,50,51,53,54,56,57].
Faced with asociety increasingly turned toward the use of new
technologies, some older adults feel excluded. They fear being
“overtaken,” being “out of the game” or “unable” of
appropriating and using new technology. Thisfeeling may lead
older adultsto devel op “technophobia,” which isan exacerbated
fear of using technology and a concern about its effects on
society [58,59]. In this respect, the image of one's own aging
will be an essential issue [48]. Aging persons with a positive
view of themselves will be more enthusiastic about using new
technol ogy because they will perceive an opportunity to develop
new skills and new experiencesin their life. On the contrary, a
person who has a negative image of his/her age will tend to feel
“incapable” of acquiring the skillsto use new technologies and
will be reluctant to use it, even if their use is simplified. The
life trajectory of the individual can aso be afactor influencing
the use of technologies and the level of anxiety associated with
their use [35,48,58]. This factor refers to the experience the
person has developed throughout his/her life, both personally
and professionally, which will contribute to the representations
of his/her own general skillsacquiredinthisfield. For example,
a person who has used in higher former occupation tools
considered as “technical” may feel more armed to apprehend
new technologies and may see an opportunity to capitalize
his/her previous experience. This experiential factor can be
favorable or unfavorable to the discovery and use of connected
devices. Other factors such as anticipation of difficulties in
one's home life, the physical environment, and the type of
technology may play a role in the perceived need and
requirements of the technology [56]. Finally, it isimportant to
highlight the older adults entourage, which is often
intergenerational and often playstherole of amediator between
the technol ogy and the older adult. In some cases, the entourage
not only facilitates but al so encourages, val orizes, gives meaning
to the use of new technology, and provides a form of positive
“social pressure” whereas in some families where digital
devicesareless present and enhanced, the entourage may rather
be an impeding factor [56].

Among the extrinsic factors, usability, feedback, and cost are
the most important to consider in the use of fall-specific
technologies [7]. Usability and usage factors refer to the
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individual’s perception of the object utility. This principle
applies at any age of life when it isaquestion of appropriating
anew tool of any kind [60]. The notion of utility is generally
linked to a value judgment since there is no “universal” or
“intrinsic” utility to an object. Similarly, the appreciation of the
usefulness (or uselessness) of the object taps into individual
representations, which depend on the relationship that the person
has with his/her physical and social environment [61]. In the
older adult population, the notion of usefulness can be linked
to aspecific need, for example, fighting against social isolation
[62], but it isalso often associated with the notion of immediacy.
Indeed, the utility representation of an object depends on its
capacity to address a gspecific and immediate need.
Unfortunately, to date, very few studies consider the usefulness
of technologies appreciated from the point of view of the user,
in particular, when it comes to older adult users [63]. Once the
tool is acquired, abandonment and poor adherence remain one
of the major pitfalls [64,65]. Motivational and commitment
factors depend on the ease of use of the technology, which
underlines the importance of giving feedback to the user
[5,61,65-67]. If the object is perceived as useful and easy to
use, the person will be motivated to repeat the experience. An
experience of “success’ will enhancethe person’simage aswell
as the acquired skills [66]. The connected object will not be
perceived as a simple data collection system but rather as a
motivational and self-engagement system [5]. Lastly, from the
perspective of the older adult user, cost is an important
consideration. Therefore, to guarantee a wide and egalitarian
application for thewhole older adult population, cost issuesare
very important to consider, as there is an increasing
impoverishment in adults aged 65 years and older [51].

Conclusion

This opinion paper allows drawing perspectives regarding the
use of new technologiesfor the prevention and detection of falls
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