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Abstract

Background: Technology use has become the most critical approach to maintaining social connectedness during the COVID-19
pandemic. Older adults (aged >65 years) are perceived asthe most physiologically susceptible population to developing COVID-19
and are at risk of secondary mental health challenges related to the social isolation that has been imposed by virus containment
strategies. To mitigate concerns regarding sampling bias, we analyzed a random sample of older adults to understand the uptake
and acceptance of technologies that support socialization during the pandemic.

Objective: Weaimed to conduct a popul ation-based assessment of the barriers and facilitators to engaging in the use of technology
for web-based socialization among older adults in the Canadian province of British Columbia during the COVID-19 pandemic.

Methods: We conducted a cross-sectional, popul ation-based, regionally representative survey by using the random-digit dialing
method to reach participants aged >65 years who live in British Columbia. Data were analyzed using SPSS (IBM Corporation),
and open-text responses were analyzed via thematic analysis.

Results. Respondents included 400 older adults aged an average of 72 years, and 63.7% (n=255) of respondents were female.
Most respondents (n=358, 89.5%) were aware of how to use technology to connect with others, and slightly more than half of
the respondents (n=224, 56%) reported that, since the beginning of the pandemic, they used technology differently to connect
with others during the pandemic. Additionally, 55.9% (n=223) of respondents reported that they adopted new technology since
the beginning of the pandemic. Older adults reported the following key barriersto using technology: (1) alack of access (including
finance-, knowledge-, and age-related issues); (2) alack of interest (including a preference for telephones and a general lack of
interest in computers); and (3) physical barriers (resultant of cognitive impairments, stroke, and arthritis). Older adults also
reported the following facilitators: (1) aknowledge of technol ogies (from self-teaching or external courses); (2) reliance on others
(family, friends, and genera internet searches); (3) technology accessibility (including appropriate environments, user-friendly
technology, and clear instructions); and (4) social motivation (everyone else is doing it).

Conclusions: Much data on older adults' use of technology are limited by sampling biases, but this study, which used arandom
sampling method, demonstrated that older adults used technology to mitigate socia isolation during the pandemic. Web-based
sociaization is the most promising method for mitigating potential mental health effects that are related to virus containment
strategies. Providing telephone training; creating task lists; and implementing the facilitators described by participants, such as
facilitated socialization activities, areimportant strategies for addressing barriers, and these strategies can be implemented during
and beyond the pandemic to bolster the mental health needs of older adults.
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Introduction

The potential impact of the global COVID-19 pandemic has
been thought to have devastating implications for older adults,
who have a high risk of developing COVID-19. Older adults
have been experiencing socia isolation as a result of physical
distancing, which may lead to long-term mental health problems
[1,2]. Early reports from China [3] have suggested that mental
health support should be integrated into pandemic planning.
However, nearly 1 year into the pandemic, such support has yet
to be realized. Early in the pandemic, global calls were issued
to address the risks of socia isolation for older adults, which
can be mitigated by using technologies that help reduce social
isolation in times of physical distancing and address vital
sociaization functions [4,5]. Rapid funding calls were issued
by health research agencies to determine how to best address
and support the mental health needs of older adults [6].

Many technologies are available for mitigating the mental health
consequences of socia disconnection that hasresulted from the
COVID-19 pandemic [5]. A growing number of older adults
have been adopting technology [7], and technology-facilitated
socia connection interventions have a strong evidence base for
improving the mental and physical health of older adults[8-12].
However, to date, much of this evidence has come from
self-selecting samples of older adults who are recruited via
convenience sampling and participant members of community
groups [13]. These groups may not provide accurate
cross-sectional data on older adults use and uptake of
technology at the population level. Thisis particularly true for
nonrandomized studies of technology and older adults. It is
likely that self-sel ecting parti ci pants disproportionately represent
people from higher socioeconomic strata and younger age
groups, those with higher educational levels and greater digital
literacy, and those who prefer in-person communication over
web-based platforms [14].

Inour previous study [O’ Connell ME, unpublished data, 2021],
which was related to the pandemic, we hypothesized that
pandemic-created conditions have resulted in technology

Textbox 1. Survey questions.

becoming essential tools for meeting the socialization needs of
older adults. We found that ol der adults value one-on-one remote
telephone mentoring and the use of structured task-lists for
guiding their engagement with web-based socialization
activities. However, to understand whether web-based
socialization is acceptable to a popul ation-based sample of older
adults, more research is needed.

The purpose of this study isto conduct a province-wide survey
in the Canadian province of British Columbiaand to understand
the barriers and facilitators to engaging in web-based
socialization activitiesamong older adults. Thiswill complement
our existing British Columbia—based study, which involves an
environmental scan of web-based socialization programs and
in-depth interviews with older adults who engage with and
disengage from web-based socialization activities during the
pandemic.

Methods

Recruitment

In January 2021, we conducted a population-based,
cross-sectional survey with adults aged >65 years. The survey
was conducted by the Canadian Hub for Applied and Social
Research (CHASR). We used arandom-digit dialing approach
to call landlines and mobile phones within the province of
British Columbia. Upon providing consent to participate,
individualswere asked to confirm that they were aged >65 years
and resided within the province before they proceeded to answer
the substantive and  sociodemographic  questions.
Sociodemographic questions involved the following topics:
gender, the highest level of education, and household income.
The survey questions were intended to obtain a snapshot of
technology use during the pandemic, which included aspects
such asany changesto technology use, barriersand facilitators,
and how technol ogy was used to mitigate social isolation during
the COVID-19 pandemic. The survey was piloted by CHASR
staff among arandom sample of five older adultsto ensure that
guestions were acceptable and understandable to participants.
The specific survey questions are shown in Textbox 1.

Was this new technology or had you used it before?
Areyou till using technology or did you stop?

What stops you from using technology to connect with others?

S L o

Are finances a barrier to your use of technology?

Are you aware of how you can use technology to connect with others?

Since the beginning of the pandemic, are you using technology differently to connect with others?

What would help or has helped you use technology to connect with others?

https://aging.jmir.org/2021/2/e28010
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Data Analysis

Data analyses were performed using SPSS, version 27.0 (IBM
Corporation). Descriptive statistics, including means and
frequencies, were used to describe the study sample.

Thematic Analysis

Of the 7 questions, 2 were used to obtain open-text data, and
we sought to thematically analyze these data to understand the
main barriers and facilitators to using technology. We used a
qualitative approach to open-text survey analysis, as per Braun
et al [15]. For both questions 5 and 6 (Textbox 1), three authors
(KH, LK, IR) conducted a thematic analysis. Responses were
read, reread, coded with a descriptive label, and organized into
broad themes. Themes and exemplar quotes were reviewed by
the team to ensure consensus on the content and nature of the
themes.

Results

Char acterization of the Sample

Participants were aged an average of 72.2 years (range 65-107
years, SD 7.38 years), and 63.7% (255/400) of the sample were
female. Themgjority of participants (264/400, 66%) completed
some level of postsecondary education; 21.5% (85/400) of
participants completed or took sometechnical or college courses,
28.8% (115/400) took some or completed university courses,
and 15.8% (63/400) completed postgraduate training (eg,
Master's, professional, or doctoral degree). The remaining
participants compl eted some (44/400, 11%) or al of high school
(91/400, 22.8%). Of the 248 participants who reported their
total household income from all sources, including pensions,
25 (10%) reported an income of less than Can $25,000/year
(US $19,858/year), 74 (29.8%) reported an income that ranged
from Can $25,000/year to Can $75,000/year (US $19,858/year
to US $59,574/year), and 55 (22.1%) reported an income of
over Can $75,000/year (US $39,574/year).

Using Technology to Connect With Others

The majority of respondents (358/400, 89.5%) stated that they
were aware of how to use technology to connect with others.
Since the beginning of the pandemic, slightly more than half of
the participants (224/400, 56%) reported that they used
technology differently to connect with others. Furthermore,
55.9% (223/400) of respondentsreported that they adopted new
technology since the beginning of the pandemic. Age was not
associated with using technology differently during the
pandemic (point-biserial correlation coefficient [r,,]=-0.09;
P=.089), but increasing age was associated with fewer people
reporting that they knew how to use technology to connect with
others (ry,=—0.21; P<.001). Compared to those with lower
education, participants with higher education were more avare
of how to usetechnology to engage with others (Spearman rank
correlation coefficient [rJ=—0.16; P=.002) and were morelikely
to report that the pandemic changed the way that they used
technology (rs=—0.17; P=.001).

https://aging.jmir.org/2021/2/e28010
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Barriersto Web-Based Socialization

In total, 91% (364/400) of participants reported that they
continued to use the technologies that they started using during
the pandemic. The remaining 9% (36/400) reported that they
stopped using technology. The reasons for stopping the use of
technology or not using technology varied. In total, 53
respondents stated that they did not use or stopped using
technology during the pandemic. The three main reasons for
not using technology included the following: (1) a lack of
interest; (2) alack of access; and (3) physical limitations. These
barriers are described below.

Participants’ lack of interest was reported to by aresult of their
disinterest in computersin general, preferencesfor and comfort
with the use of telephones, and feelings of simply being “too
old” One respondent’s lack of interest in computers was
described as follows:

| liketo do other things and I've never been that way
inclined. It came out when | was too old to be
bothered with it.

Another respondent said, “1’m old school and | don’'t need it.”
Others explained that when they retired, they did not want to
deal with computers anymore. For instance, one participant
stated:

Whenl retired, | said, “ | don't want to ook at another
one for years. | have other things to do”

Participants al so stated that their affinity for using the telephone
arose because telephones were their main means of connection.
One participant simply stated, “I would rather talk to people on
the phone.” Others described their desire to hear ahuman voice
and felt that this was impossible to achieve with other forms of
technology. A participant said:

| watch a lot of young people who do not socialize
the way | like to socializee | would rather
communicate with people over the phone over text
messages. | do not choose to do anything onling; |
am computer illiterate.

A fina quote from one woman indicated how persona
disinterest can drive one’s aversion to technology. She stated:

I do not like technology at all, and people should use
their minds and not technology. Old ladiesdo not like
it. | don't do gadgets.

A lack of accesstotechnology for socialization included barriers
such asfinancial costs, alack of trust, and alack of knowledge.
Several older adults stated that they simply “don’'t have a
computer” and that this prevented them from using computers
for sociaization. Others felt the costs of either technology or
the internet was “too expensive.” For example, one respondent
simply said their main barrier was “not having the internet
because it'stoo expensive; [I] can't afford it.” Others described
a lack of knowledge as an insurmountable challenge. For
instance, a respondent said, “I have no idea about anything.”
Another respondent expressed anewfound desireto learn about
using technology since the start of the pandemic but felt that
they did not have the skillsto do so. This respondent stated:
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| don't feel good at it and never had the need until
last year and | wish | had doneiit.

Several participants felt that although their lack of knowledge
was a problem, they would use technology if training was more
accessible. A respondent stated that they would use technology
“if there had been an affordable course for education.” They
went on to say:

| started using computers in 1969, but | didn't keep
up. If there was a course for other idiots like me, |
would be more aware. But | have looked, and it istoo
expensive to pay for a weekend course.

The final barrier was related to those who were physically
unable to use technology for web-based socialization, which
included five individuals. One of the physical challenges
described included eyesight (*1 have bad eyesight and it isworse
to see things; it is difficult”). Furthermore, two individuals
believed that their experiences of having astroke impacted their
ability to engage with technology. One stated:

| have had a stroke and only have my left hand with
which to type, so | haven't done any typing since that
stroke. It isintimidating.

Two respondents experienced cognitive challenges resulting
from a head injury, and one person reported “cognitive
impairment” as a primary barrier that impeded their use of
technology.

Facilitatorsto Web-Based Socialization

We also asked participants to describe what helped them or
would help them use technology for socialization during the
pandemic. In total, 91.5% (366/400) of respondents provided
at least 1 facilitator to technology use. The themesthat described
key facilitators were related to the following: (1) prior
knowledge of technology; (2) the act of asking othersfor help;
(3) technological accessibility; and (4) social motivation.

Respondents believed that prior knowledge of and familiarity
with technology was fundamental to their ability to use
technology to socially connect with others during the pandemic.
Many participants indicated that learning how to use specific
technologies helped them to stay connected with others during
the pandemic. One respondent stated:

| guess learning how to use it and people guiding us
along, do this do that here's how to mute, hints that
people have given through the months.

Many older adults had prior knowledge of technology use. One
respondent said:

| go to work and use a lot of technology in my work.

Other respondents obtained technology knowledge by seeking
answersand instructions from web-based platforms. One person
stated that they were familiar with technol ogy and adopted new
tools to connect with others since the pandemic began. This
person said:

I've been using the internet for years. Zoom was new
to me. My husband has used it before. It wasn't new,
but | hadn't used it personally. We use it nhow to
connect without any problems.

https://aging.jmir.org/2021/2/e28010
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Several participants also described how they used their limited
technology skillsto learn more by simply searching theinternet.
One participant said that they “just [found] information on the
internet on how to do it.”

Many older adults felt they were not capable of independently
using technology and heavily relied on access to help, which
typically came from family members or friends when the need
to use technology arose. A respondent said:

If | have a question, | can ask [my kids]. They're my
tech support.

Another respondent stated:

My son, who was a computer expert, helps me Skype
so | can see my friends in a different province.

Participants also depended on their friends—fellow older
adults—to adopt new technologies during the pandemic. One
participant said:

Afriend of mineintroduced meto using my iPad, and
if | have a problem, | phone her.

Participants emphasi zed the importance of having accessto the
support they needed to use technology, especially during a
pandemic, as technology was their only connection to people.
One participant stated:

When | have problems with my computer or iPad, my
son is the one who would come and troubleshoot it
for me. Email has helped me and Zoomaswell. | am
retired, so | just email or telephone them to have a
one-on-one conversation. | find it really important
right now to have a one on one in this time of virus
with our technology, such as phone or email.

Several older adults also indicated that they put little time and
effort into maintaining or using technology and preferred having
someone facilitate their technology experiences. For instance,
a participant stated:

When | do go online with Zoom, | rest in the comfort
of somebody else facilitating it.

Older adults perceptions of the accessibility and
user-friendliness of technological devices, services, and
platforms considerably determined their willingness to use
technology to socialy connect with others. Older adults
repeatedly voiced a desire for clearer instructions (than those
that are typically available) on how to use technologies and
technology applications. They also described the need for or
use of supportive technology services that facilitate their
technology use. One respondent stated:

I'm not very comfortable using Zoom. It is difficult to
connect. | can use other things, but experiences with
Zoom or group meetings is very confusing and has
been cutting out. it could be clearer and easier to
connect. | amolder but not isolated from tech.

Access to up-to-date technologies and devices, such as
smartphones, and the availability of reliableinternet connectivity
were additional facilitators of older adults engagement with
technology. One participant said:
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WEll, more education on different modern stuff.
Things like newer cellphone, cameras, and etc. We
don’'t uselatest technol ogy. When you | ook at my date
of birth, you'll seethat I’'m no youngster.

Several respondents believed that their use of technology was
enabled or obstructed by their environment as a result of both
social and materia factors. Older adults who lived in rural or
isolated communities experienced heightened barriers to
technology use. Additionally, older adults who remained in the
workforce reported a heightened use of and increased accessto
technology for work-related activities. A respondent stated that
amain facilitator was “the fact that | am still working.”

Older adultsalso believed that their engagement with technology
for connecting with others was largely driven by socia
motivation. A participant stated:

| amdoing it too because everyoneis doing it: social
interest.

This motivation has arisen not only dueto adesire to maintain
socia connections that were established prior to the pandemic,
but also due to socia pressures to use technology, as older
adults' friends, family members, and wider social circles and
communities have increasingly used web-based platforms as a
result of pandemic-related restrictions. One participant described
thissocial pressure and itsrelated implicationsfor learning how
to use technology for web-based socialization. This participant
stated that “this technology was used by my peersand | had to
learnit.”

Discussion

Principal Results

The 400 older adults we surveyed were aware of how to use
technology to connect with others and reported that, since the
beginning of the pandemic, they used technology differently to
connect with others during the pandemic. More than half of the
respondents (223/400, 55.9%) reported that they adopted new
technology since the beginning of the pandemic. Nevertheless,
older adults reported several key barriers to using technol ogy,
such asalack of access, alack of interest, and physical barriers.
However, participants described morefacilitators than barriers.
Such facilitators included personal knowledge, support from
family and friends, and the social pressures imposed by the
pandemic. These findings are promising as we enter the second
year of the pandemic. Although there have been optimistic plans
for vaccinating the majority of Canadians within the year, itis
unclear whether such plans will be realized. A clearer
understanding of the use of web-based socialization technology
among older adults will provide important opportunities for
identifying future interventions and support services during and
beyond the pandemic.

Limitations

The sample in this cross-sectional study was predominantly
female and more well educated than the general population.
Therefore, our sample may not be representative of the general
population. Furthermore, in an effort to keep the survey brief
(asit was conducted viatelephone), we only included aminimal
number of demographic-related questions. In ongoing research,
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we intend to closely examine the individual situations of older
adultsin greater depth. Although we used a random sampling
approach and were ableto gather the perspectives of individuals
who did and did not use technology (which isachallengeinthe
majority of technology-related research), our results are
influenced by an element of response bias. We were unable to
report a true response rate due to the limits of random-digit
dialing, as the overall number of refusals could not be tracked
with certainty. For example, it was unclear whether phone
hang-ups were actualy from households with eligible
participants (adults aged >65 years).

Comparison With Prior Work

Theimplications of social isolation and the reduced number of
socia networks were well documented prior to the pandemic
[16]. However, our findings show that many older adults are
doing their best to obtain family and community support to
access technologies and demonstrating many strengths during
the pandemic. These findings are in line with prior qualitative
work by the first author, wherein older adult cancer survivors
described their previous life and illness experiences of coping
with the pandemic [17,18]. Drawing further information from
older adults' interests, motivations, and willingness with regard
to their engagement with technol ogy has promising implications
for mitigating the devastating effects of the isolation that has
been imposed by the pandemic.

In prior and ongoing work that was conducted during the
pandemic, we studied the landscape of web-based socialization
and the potential of remote technology training and mental
health support. This survey study mirrors our prior study of a
small sample of older adults, in which structured task listswere
seen as integral in supporting older adults' use of technology
to meet their web-based sociaization needs [O’' Connell ME,
unpublished data, 2021]. Furthermore, our population-based
survey study demonstrated that clear instructions for using
technologies, such as Zoom, for socialization purposes are
needed for older adults to feel confident in their use of such
technology. Our findings also support the potential of partnering
with community groupsthat provide technol ogical support (eg,
task lists) and implementing remote training for using
technology to encourage technology use among older adults.

In this study, the fact that several respondents did not feel
confident in their technology use is an important implication.
A lack of exposure to technology (ie, the digital divide) can
result in additional psychological barriersto technology use (ie,
the double digital divide). For example, participants from rural
areas are unlikely to have accessto the physical infrastructures
that are needed for facilitating exposures to technology. This
adds a psychological, technology adoption—related barrier to
the existing technology adoption barriers that are described in
therural technology acceptance model [19]. The psychological
barriersto technology adoption include those that were revealed
in our study, such as the low perceived ease of use of new
technologies, which was noted in the technology accessibility
theme. A more fundamentally important psychologica barrier
to technology adoption may be the perception that technology
is not going to be useful [19]. Data from O’ Connell et al [19]
areinlinewith those of other studies; the COVID-19 pandemic
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has changed how older adults perceive technology’s useful ness.
They now seetechnology use asamethod for maintaining social
and community ties while complying with physical distancing
measures and have therefore increased their adoption of
technology. In a previous study, we described how remote
training and support can help facilitate technology adoption,
which would help people maintain social and community
connections during the pandemic [O’ Connell ME, unpublished
data, 2021]. We a so reported how the process of the pandemic’'s
impact on older adults' perceptions of technology is described
in the COVID-19-technology acceptance model [O’ Connell
ME, unpublished data, 2021].

In terms of addressing the challenges of the digital divide,
incorporating the perspectives of older adults is an integral
aspect of the increased use and uptake of digital technologies
[20]. The first step in achieving positive, technology-driven
outcomes in mental health (and other fields) is the articulation
of barriers and facilitators. By conducting studies that examine
older adults' perspectives via exploratory qualitative analyses,
wewere ableto better understand older adults’ perceived needs,
challenges, and benefitsin the context of evolving technol ogies.
The cocreation of technologies with older adults has been
suggested as an effective means of increasing technology
engagement among older adults with mental health conditions
[21].

We found that older adults’ engagement with technology may
be impeded or facilitated by arange of factors, and thisfinding
isinlinewith those of related, prepandemic research. Our results
were similar to the findings of previous studies that examined
older adults' views on using technology to maintain social
connectedness before the pandemic. Széman [22] has noted that
older adults prefer to use simple software and websites. This
implies that the difficulty and complexity of new technologies
have always prevented older adults from using such technology
to connect with others. On the other hand, our findingsindicate
that older adults can learn how to effectively use technologies
to build or maintain social connections, especially when they
experience the social pressureto do so [23]. Prior research has
found that feelings of fear and resentment toward using
technology can be overcome by training and increasing the
frequency of use, as people gain confidence asthey continue to
use technological devices and navigate through websites and
social media platforms [24].
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Conclusions

Older adults are facing an unprecedented challenge during the
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facilitators of accessing technology that supports socialization
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findings regarding these barriers and the mounting evidence in
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Abstract

Background: Astheglobal population ages, thereisincreased interest in devel oping strategies to promote health and well-being
in later life, thus enabling continued productivity, social engagement, and independence. As older adults use technologies with
greater frequency, proficiency, and confidence, health information technologies (HITs) now hold considerable potential as a
meansto enable broader accessto toolsand servicesfor the purposes of screening, treatment, monitoring, and ongoing maintenance
of health for this group. The InnoWell Platform is a digital tool co-designed with lived experience to facilitate better outcomes
by enabling access to a comprehensive multidimensiona assessment, the results of which are provided in real time to enable
consumersto make informed decisions about clinical and nonclinical care optionsindependently or in collaboration with ahealth
professional.

Objective: Thisstudy aims to evaluate the usability and acceptability of a prototype of the InnoWell Platform, co-designed and
configured with and for older adults, using self-report surveys.

Methods: Participants were adults 50 years and older who were invited to engage with the InnoWell Platform naturalistically
(ie, at their own discretion) for a period of 90 days. In addition, they completed short web-based surveys at baseline regarding
their background, health, and mental well-being. After 90 days, participants were asked to complete the System Usability Scale
to evaluate the usability and acceptability of the prototyped InnoWell Platform, with the aim of informing the iterative redesign
and development of this digital tool before implementation within a health service setting.

Results: A tota of 19 participants consented to participate in the study; however, only the data from the 16 participants (mean
age 62.8 years, SD 7.5; range 50-72) who completed at least part of the survey at 90 dayswereincluded in the analyses. Participants
generaly reported low levels of psychological distress and good mental well-being. In relation to the InnoWell Platform, the
usability scoreswere suboptimal. Although the InnoWell Platform was noted to be easy to use, participants had difficulty identifying
the relevance of the tool for their personal circumstances. Ease of use, the comprehensive nature of the assessment tools, and the
ability to track progress over time were favored features of the InnowWell Platform, whereas the need for greater personalization
and improved mobile functionality were cited as areas for improvement.

Conclusions. HITssuch asthe InnoWell Platform have tremendous potential to improve accessto cost-effective and low-intensity
interventions at scale to improve and maintain mental health and well-being in later life. However, to promote adoption of and
continued engagement with such tools, it is essentia that these HITs are personalized and relevant for older adult end users,
accounting for differences in background, clinical profiles, and levels of need.

(IMIR Aging 2021;4(2):€25928) doi:10.2196/25928
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older adults; mental health; technology; community-based participatory research; stakeholder participation; smartphone; mobile
phone
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Introduction

Capitalizing on Technology to Support Health and
Well-being

As the global population rapidly ages, there has been an
increased focus on the devel opment of strategiesto support and
maintain health and well-being in later life. As described in
detail in our previous work [1], the international literature
indicatesthat approximately two-thirds of adults aged =65 years
report internet use [2,3], and these older adults also represent
the fastest growing group of internet users [4]. Globally,
government initiatives have been launched to improvethe digital
literacy and web-based safety of older adults[5,6]. Thus, using
health information technologies (HITS) for mental health
screening, intervention delivery, and routine outcome monitoring
will beincreasingly practical options for older adults.

The Usability and Acceptability of HITs

Although there are more than 400,000 health care apps available
on the market, app use data indicate that most health-related
apps have fewer than 10,000 downloads [7]. Recognizing that
HITs, such as apps, have enormous potential for empowering
self-management [8], the health, medical, and research sectors
internationally are prioritizing strategiesto enhance community
and consumer acceptability, usability, and engagement with
such digital tools. Participatory design methodol ogiesfacilitate
the active participation of key stakeholders in the design of
HITs, with the aim of ensuring that the end product meets the
needs of the end user, improves usability, and increases
engagement of all individuals [9-11]. Despite this evidence,
with the exception of a diet diary app for older adults with
macular degeneration, few HITs have been designed specifically
for older adults.

Importantly, as reported by LaMonica et a [12], the majority
of a sample of older adults (198/209, 95%) presenting to a
specialized memory clinic reported that they were interested in
aweb-based tool designed to support healthy aging, including
physical health and cognition, self-management of existing
conditions, and routine tracking of changes in health outcomes
over time. Similarly, most respondents (172/206, 82%) also
reported interest in a tool to assess and track mood-related
concerns and changes [12]. Given older adults’ interest in and
motivation to use HITs to improve health and well-being
[12,13], it is critical that HITs are tailored to the older adult
community, taking into consideration their unique needs as
users.

ThelnnoWell Platform

In 2017, the Australian Government Department of Health and
InnowWell Pty Ltd (a joint venture between the University of
Sydney and PwC [Australia]) entered into a 3-year funding
agreement to deliver Project Synergy (2017-2020). The objective
of Project Synergy is to conduct a series of collaborative
research trials with the specific purpose of co-designing and
implementing innovative HITS, including the Innowell Platform,
to enable improved mental health service delivery in Australia,
facilitating better outcomes for people with lived experience
and their supportive others as well as health professionals and

https://aging.jmir.org/2021/2/e25928
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service providers [14]. As detailed in papers by Davenport et
al [15] and lorfino et al [16], the InnoWell Platform comprises
a multidimensional assessment targeting a range of
biopsychosocia domains to capture a holistic view of the
consumer. These data can be complemented by objective
behavioral datacollected viathird-party integrations (eg, Fitbit)
and informant-based information, including information
provided by supportive others and health professionals. The
assessment results are delivered in real time to the consumer at
which point they can choose from a range of nonclinical care
options (eg, apps and e-tools) that they can engage with
immediately. If the consumer is engaged in care through a
mental health service, the results are designed to be reviewed
collaboratively with a health professional to promote shared
decision making in relation to both clinical and nonclinical care
options, accounting for consumer preferences. Additional
information about the functionality and objectives of the
InnoWell Platform is available on the InnoWell website [17].

Through participatory design, we configured a prototype of the
InnoWell Platform specifically for older adults, including
modification of health domains, informational material, and
care options, to ensure relevance and appropriateness for this
end user group [1]. This study, a supplement to the original
co-design research, aims to evaluate the usability and
acceptability of the prototyped older adult configuration of the
InnoWell Platform. It is important to note that the InnowWell
Patform isindicated for the support of assessment, monitoring,
and management of menta ill health and maintenance of
well-being; however, as the digital tool is still being validated
through a clinical trial [15], recommendations regarding
adherence or frequency of use have not been defined [18].
Rather, consumers are freeto engage with the Innowell Platform
asit suitstheir needs.

Methods

Participants

Participants were required to be aged =50 years, be proficient
in English, and compl ete the required informed consent process.
Asthe study design was naturalistic, there was no predetermined
sample size in relation to the number of participants who were
able to engage with the prototype. To align with our previous
work, we defined older adults as aged =50 years[1,12], asage
50 yearsrelatesto the onset of disordersin later life[19] aswell
as the identified age range during which it is recommended to
addressrisk factors (ie, cardiovascular disease, obesity, diabetes,
etc) known to interfere with healthy aging [20].

This study was advertised through the University of Sydney’s
Brain and Mind Centre (BMC) research clinics and private
organizations (ie, InnoWell) associated with the BMC. Interested
participants were directed to a study-specific webpage on
REDCap (Research Electronic Data Capture), a research data
collection tool, where they were able to read detailed
information about the study before providing consent
electronically. Recruitment ran for 5 months (May to September
2020).
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90-Day Naturalistic Engagement With the Innowell
Platform

Participants were invited to engage with the Innowell Platform
naturalistically (ie, in amanner of their choice) for a period of
90 days, there were no specifications set in terms of frequency
or patterns of use. On providing informed consent to participate
in the study, the participants received an email invitation to the
InnoWell Platform. They were then required to create an
account, at which point they were asked to set up their profile
by answering a series of demographic questions (ie, year of
birth, level of education, and gender at birth). Having established
a profile in the InnowWell Platform, participants were asked to
complete a comprehensive multidimensional assessment
comprising self-report questionnaires assessing a range of
biopsychosocia domains specifically tailored to the older adult
community (ie, cognition, sleep, and instrumental activities of
daily living). The assessment results are then available in real
time. In addition, participants were able to access
psychoeducational material about all biopsychosocial domains,
including clinical care options should that be warranted. In
addition, a range of nonclinical care options are available to
facilitate the self-management of mental health and well-being.
The assessment tools embedded within the InnoWell Platform
enable participants to reassess themselves across any or all of
the biopsychosocia domains, thus alowing them to track
progress over time. Importantly, all steps outlined earlier are
voluntary, enabling the participant to discontinue at any time,
with the option to return to the InnowWell Platform should they
choose to do so. As the InnoWell Platform is designed to be
intuitive, enabling independent use by consumers, this approach
was believed to best mirror real-world engagement with the
digital tool, thus facilitating evaluation of the acceptability and
usability in this context.

In conjunction with their engagement with the InnowWell
Platform, participants were asked to complete short web-based
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surveysvia REDCap at baseline regarding their demographics,
health, and well-being, including the Kessler Psychological
Distress Scale, an internationally recognized, 10-item scale[21],
and the World Health Organization-5 (WHO-5) Well-Being
Index, awell-validated, 5-item measure of well-being in older
adults [22]. On day 90, participants completed web-based
guestionnaires about their use of and feedback on the InnoWell
Patform aswell asthe System Usability Scale [23], a 10-item,
5-point Likert-scale evaluating the usability and acceptability
of the digital tool. Importantly, no data were collected directly
using the Innowell Platform.

Data Analysis

Descriptive statistics were used to analyze all aspects of the
assessment data. Given that the overall sample size was small
(N=16), response options were collapsed for some analyses,
combining strongly agree and agree aswell as strongly disagree
and disagree. The Statistical Software Package for Social
Sciences version 25 (IBM Corp) was used for al analyses.

Ethics

Theresearch study was approved by the Human Research Ethics
Committee of the University of Sydney (project 2019/172).

Results

Demographics

A total of 19 participants consented to participate in the study;
however, only the data from the 16 participants (mean age 62.8
years, SD 7.5; range 50-72) who completed at least part of the
survey at 90 days were included in the analyses. The
demographic information is presented in Table 1. Overall,
participants had a minimum of 12 years of education, were
married or living with a partner, and were functioning
independently without the need for care or support services.
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Table 1. Participant demographic information.
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Demographic and response

Participant, n (%)

Language

English 16 (100)

Other 0(0)
Aboriginal or Torres Strait Islander

No 16 (100)

Yes 0(0)
Gender at birth

Female 9 (56)

Male 7 (44)
Gender identification

Female 9 (56)

Male 7 (44)
Sexual orientation

Bisexual 1(6)

Gay or leshian 0(0)

Prefer not to answer 1(6)

Straight 14 (88)
Highest level of education

Postgraduate diploma, masters, or PhD 6 (37)

Undergraduate degree 5(31)

Certificate or diploma (includes TAFE? and trade qualification) 3(19)

Year 12 or equivalent 2(13)
Relationship status

Divorced 4(25)

Married or living with partner 10 (63)

Separated (but still legally married) 1(6)

Single (and have never been married) 1(6)
Living circumstances®

Living with family (including partners and dependents), friends, or flat mates 12 (75)

Living on my own 3(19)

Living in aretirement village or self-care unit 1(6)
Do you have children?

Yes 12 (75)

No 4(25)
Do you have a disability?

Yes 1(6)

No 15 (94)
Do you receive a government-based benefit?

Yes 6 (38)

Age pension 3(49)
Carer dlowance 1(17)
https://aging.jmir.org/2021/2/e25928 JMIR Aging 2021 | vol. 4 |iss. 2 [e25928 | p.14
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Demographic and response

Participant, n (%)

Financial assistance for carers (eg, care payment, carer allowance, and carer supplement)

Other
No

1(17)
1(17)
10 (62)

3TAFE: Technical and Further Education.
bAll participants lived independently.

Self-Reported Mental Health and Well-being

In relation to menta health and well-being, participants
generaly reported low levels of psychological distress (median
16.2, range 10-32 with ascore of 50 representing the most severe
level of psychological distress), although 2 participantsindicated
high (26) or very high (32) distress levels. Similarly, most
participants endorsed good mental well-being (median 64.0,
range 12.0-96.0 out of a possible 100 points); however, one
participant had a percentage score of 12 on the WHO-5,

https://aging.jmir.org/2021/2/e25928

reflecting the worst possible well-being according to established
scoring procedures [24].

Use of the InnoWell Platform

Table 2 reflects the frequency and regularity with which
participants engaged with the InnoWell Platform, with most
participants having used the digital tool only once, at the point
of the initia invitation. Participants were unsure (indicating
maybe) if the InnoWell Platform would be useful for individuals
with mental health concerns, and, as shown in Figure 1, they
gaveit an average rating of 3 stars.
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Question

Participant, n (%)

When did you first use the Innowell Platform?
Today
Less than aweek ago
L ess than a month ago
More than a month ago
Approximately 2 months ago
Approximately 3 months ago
How often did you use the Innowell Platform?
Every day or almost every day
Once or twice aweek
Once or twice amonth
Less than once amonth
How many times (in total) have you logged into the InnoWell Platform?
1time
2-5times
6-10 times
11-20 times
>20 times
When using the InnoWell Platform how long did you normally stay logged on?
1-5min
6-10 min
11-20 min
21-30 min
When would you most commonly use the InnowWell Platform?
Early morning (5 AM to 9 AM)
Midmorning (9 AM to noon)
Early afternoon (noon to 3 PM)
Midafternoon (3 PM to 6 PM)
Evening (6 PM to 11 PM)
Night time (11 PM to 5 AM)
What device did you most commonly use to accessthe lnnoWell Platform?
Personal laptop
Smartphone
Tablet
Personal desktop computer
Shared desktop computer

Do you think the InnoWell Platform isuseful or helpful for people with mental health concerns?

No
Maybe
Yes
Do you like the InnoWell Platform?
No

2(12)
0(9
0(9)
4 (25)
2(12)
8 (50)

0(0)
0(0)
3(19)
13 (81)

8(53)
6 (40)
1(7)
0(0)
0(0)

7(47)
5(33)
3(20)
0(0)

2 (14)
3(21)
0(9
5 (36)
4 (29)
0(0)

6(38)
4 (25)
3(19)
2(12)
1(6)

0(9)
11 (69)

5(31)

1(6)
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Question Participant, n (%)
Maybe 9 (56)
Yes 6(38)
If it was still available, how many times do you think you might use the InnoWell Platform in the next 12 months?
None 4(25)
1-2 times 3(19)
3-10times 8 (50)
10-50 times 1(6)
>50 times 0(0)

8 n some instances, percentages do not sum to 100 due to rounding errors.

Figure 1. Participant star ratings of the Innowell Platform (N=16).
n (%)
0 (0%)
1 (6%)
g (50%)
6 (38%)

1 (6%)

Usability and Acceptability of the InnowWell Platform

The usability ratings of the InnoWell Platform are summarized
in Table 3. Overall, participants reported a suboptimal user
experience (median 65, range 45-100 out of a possible 100
points). Although they did not indicate that the InnoWell
Platform was difficult to use or overly complex, most
respondents noted that they were unsure if they would use the
digital tool.

As shown in Textbox 1, participants qualitative feedback on
their initial impressions of the InnoWell Platform also varied,

https://aging.jmir.org/2021/2/e25928

RenderX
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with one participant describing it as “impressive’, whereas
another stated, “1 wasn’t sure how to useit.”

Textbox 2 highlights the participants' favorite features of the
InnowWell Platform, including ease of use, the comprehensive
nature of the multidimensional assessment, and the ability to
track health status over time, al of which are core elements of
its conceptualization and design [7,8].

Importantly, participants also provided valuable suggestions as
to how best to improve the InnoWell Platform to enhance the
user experience and promote engagement, including the need
for greater personalization as well as improved technical
functionality to enable use on different devices (Figure 2).
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Table 3. System Usabhility Scale ratings of the Innowell Platform (n=15).

Statement Participant, n (%)

“Strongly disagree” or “disagree”  “Neutral” “Strongly agree” or “agree’
| think that | would like to use this system frequently. 4(27) 8(53) 3(20)
| found the system unnecessarily complex. 11(73) 4(27) 0(0)
| thought the system was easy to use. 0(0) 5(33) 10 (67)
| think that | would need the support of atechnical personto 8 (53) 7(47) 0(0)
be able to use this system.
| found the various functionsin thissystem werewell integrated. 0 (0) 10 (67) 5(33)
| thought there was too much inconsistency in this system. 10 (67) 5(33) 0(0)
| would imaginethat most peoplewould learn to use thissystem 0 (0) 5(33) 10 (66)
very quickly.
| found the system very cumbersome to use. 11(73) 4(27) 0(0)
| felt very confident using the system. 0(0) 7 (47) 8(53)
| needed to learn alot of things before | could get going with 8 (53) 6 (40) 1(7)
this system.

Textbox 1. Initial impressions of the Innowell Platform.

What wereyour first impressions of the Innowell Platform?

Positive

Neutral

Negative

“Impressive and if used with your GP (general practitioner) & Psychologist it offers amuch better set of tools for managing depression and
anxiety than doing the simple DAS (Depression, Anxiety, Stress) scales”

“Easy to use, relevant, accessible. Favourable impression overall”
“Quite good”
“The ease of use, it was simple and easy to navigate on a mobile phone.”

“1 thought it was very useful in directing your attention to those aspects of your lifestyle which were likely to affect physical and mental
health outcomes’

“Clean, easy to use interface”

“InnoWell is a program for assessing the mental health of members of the community”
“Given that | don’t appear to have any real issuesit is hard to comment on the need for reassurance or help”
“Program might be of use’

“1 have to admit | only used it once and now | cannot find it. Maybe | don’t need it right now...”

“Never even looked at it, until you asked meto evaluate it...”
“I wasn't sure how to use it”
“The system assumes user curiosity about negative aspects. Not enough reward built in. Not sure what it was or what value it would be”

“It could be that the number of times| felt certain ways could be inaccurate. Also it relies on the honesty of the participant.”
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What do you like best about the InnoWell Platform?

. “Theability to chart states of health/well-being over period of time.”
o “Sef help resources’

o “That it aerted the user to health considerations.”

e “Quick & easy”

o “It providesaquick assessment of my mental state”

o “lt focuses the mind about mental health”

.  “Comprehensive range of health areas covered; Opportunity to question/challenge oneself about issues, health in general”

« “It covers acomprehensive range of scalesthat are integrated and presented simply through the dashboard which can flag issues to discuss with

mental health support”
« ‘“Easytouse”
e “It seeksto help and direct if required”
o “I found it beneficial to check in regularly on my mental health”

Figure 2. Suggested improvements to the InnoWell Platform.

“Maybe including an option for email
alerts to be sent to participants to
remind them to use Innowell and

update it.”

Suggested
improvements:

“The answer options don't present

well on iPhone, the words are
truncated due to column width

limitations. Also the sense of the
question does not match answer

“l found that the questions | have been
asked over the three months don't really
relate to my situation. At no point was |
asked about my living situation. | found
the questions to be geared towards
mental health issues with no option to
note what could be you're particular
issue. As a full time carer for a relative
with cognitive impairment | felt that what
| needed to say or add to the conversation
was unable to be included.”

“A prompt to use it would have been good
for me! Insufficient return on
‘investment.”

options and needs to be interpreted
which could lead to inconsistency of
input. Eg, the how often due you feel
questions should have never, hardly
ever, sometimes type of responses.”

Discussion

Principal Findings

Although older adults are interested in and willing to engage
with HITs to support health and well-being [1,12], because of
age-related changesin cognition, vision, hearing, and perception
aswell as health-related needs and risk factors, it iscritical that
HITs aretailored to the older adult community, accounting for
their unique requirements as users. Having engaged with the
prototype of the InnoWell Platform for older adults, participants
did not report difficulty in using the digital tool, with several

https://aging.jmir.org/2021/2/e25928

describing it as easy to use; however, overall usability scores
were subpar, potentially because of alack of relevance to the
individuals' current circumstances and health-related needs (or
lack thereof in the case of this generally healthy sample). In
other words, a clear purpose for using the InnowWell Platform
may have been needed to promote engagement (eg, “Not sure
what it was or what value it would be”), a finding that aligns
with apreviousreview of factorsthat impact acceptanceof HITs
by older adults[25]. Asthe participants generally characterized
themselves as healthy and independent, experiencing low levels
of psychological distress and good mental well-being, they may
not have been intrinsically motivated to engage with the
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InnoWell Platform at this time. It is also plausible that older
adults were satisfied with the outcomes of their initial
self-assessment and, therefore, did not have a reason to engage
further with the InnoWell Platform. The authors of a recent
systematic review of HITs for the promotion of well-being of
older adults came to asimilar conclusion on the limited effects
of digital interventions on the mental well-being of older
individualswithout notable health or social support requirements
[26].

Older adults may also be lessinclined to use HITsin isolation
but rather have afirm desirefor such toolsto beintegrated with
standard care practices to enable the therapeutic relationship
with health professionals [1]. This may be a particularly
important consideration for this consumer group, as they tend
to experience greater degrees of social isolation and loneliness
[27]. Therefore, the likelihood of adoption of HITS, such asthe
InnoWell Platform, may beimproved if they are recommended
by ahealth professional, afinding that is supported by previous
research [28,29]. In light of these results, we aim to develop
functionality to better personalize the InnoWell Platform at the
individua level to enhancethe user experience and to implement
and rigoroudly evaluate the impact of the enhanced digital tool
when embedded within health services providing care to older
adults asameansto improve outcomes, thusfilling an identified
gap in the literature [26].

Whether used independently or as part of standard care, HITs
are becoming increasingly sophisticated to support healthy aging
and prevent disease and disability, thus enabling independent
living. Although our participants did not experience difficulty
using the InnowWell Platform, a lack of familiarity with or
confidence in using technologies has been identified in other
studies as a potential barrier to uptake and adoption by older
adults[30-32], specifically in relation to web-based health care
information seeking [33]. As such, it is important to consider
demonstrations and training opportunities for older adults who
might otherwise not have the opportunity to learn to use
available technologies [34]. This might include videos and
instruction guides embedded within the digital tool itself or
access to a digital navigator through a clinical service for
assi stance with technology set up and troubleshooting as needed
[35].
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Limitations

This study has some limitations that are important to note. The
small sample size may limit the applicability and generalizability
of the findings to the general population. In addition, it will be
important to further test the perceived usability and acceptability
of the digital tool with help-seeking older adults, for whom
content and functionality may be more relevant. This study
would also have been enhanced by tracking patterns of use and
the application of system analyticsto better understand how the
older adults had engaged with the InnoWell Platform. The use
of embedded analytics tools such as Google Analytics should
be considered for future evaluation studies to investigate the
relationship between participant characteristics and use data.
Finally, we did not include a measure of digital literacy, which
may have impacted the participants’ feedback on the usability
and acceptability of the Innowell Platform, although little
difficulty in using the digital tool was reported by participants.

Conclusions

It has been demonstrated that older adults will only adopt new
technologies when their apparent usefulness and usability
outweigh concerns related to technological complexity and
decreased social connections[36]. However, reflecting the need
to embrace technology as aresult of COVID-19 restrictions, a
recent survey by the Global Centre for Modern Ageing
highlighted that 23% of Australians aged =60 years used
technology that was previously unfamiliar to them (eg, tablets,
apps, and videoconferencing), with 56% of that group indicating
that they felt confident in using this new technology [37]. These
findings highlight the tremendous opportunity to engage older
adults with HITsto support their mental health and well-being,
either through direct-to-consumer approaches or as part of
standard care. However, thisstudy helpsto establish and confirm
that it is critical that the design and purpose of any HITs are
relevant, appropriate, and personalized for older adult end users,
accounting for differing demographic factors, interests, clinical
profiles, and levels of need. As demonstrated in this study, the
evaluation of HITs helps capture practical feedback on the
design of HITs, allowing for iterative refinement before broader
implementation, thus facilitating engagement and adoption.
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Abstract

Background: Due to a growing shortage in residential care, people with dementia will increasingly be encouraged to live at
home for longer. Although people with dementia prefer extended independent living, this also puts more pressure on both their
informal and formal care networks. To support (in)formal caregivers of people with dementia, there is growing interest in
unobtrusive contactless in-home monitoring technologies that allow caregivers to remotely monitor the lifestyle, health, and
safety of their care recipients. Despite their potential, these solutions will only be viable if they meet the expectations and needs
of formal and informal caregivers of people with dementia.

Objective: The objective of this study wasto explore the expected benefits, barriers, needs, and requirementstoward unobtrusive
in-home monitoring from the perspective of formal and informal caregivers of community-dwelling people with dementia.

Methods: A combination of semistructured interviews and focus groups was used to collect data among informal (n=19) and
formal (n=16) caregiversof peoplewith dementia. Both sets of participants were presented with examples of unobtrusivein-home
monitoring followed by questions addressing expected benefits, barriers, and needs. Relevant in-home monitoring goals were
identified using a previously developed topic list. Interviews and focus groups were transcribed and inductively analyzed.
Requirements for unobtrusive in-home monitoring were elicited based on the procedure of van Velsen and Bergvall-Kareborn.

Results: Formal and informal caregivers saw unobtrusive in-home monitoring as a support tool that should particularly be used
to monitor (the risk of) falls, day and night rhythm, personal hygiene, nocturnal restlessness, and eating and drinking behavior.
Generally, (in)forma caregivers reported cross-checking self-care information, extended independent living, objective
communication, prevention and proactive measures, emotional reassurance, and personalized and optimized care as the key
benefits of unaobtrusive in-home monitoring. Main concerns centered around privacy, information overload, and ethical concerns
related to dehumanizing care. Furthermore, 16 requirements for unobtrusive in-home monitoring were generated that specified
desired functions, how the technology should communicate with the user, which services surrounding the technology were seen
as needed, and how the technology should be integrated into the existing work context.

Conclusions: Despite the presence of barriers, formal and informal caregivers of people with dementia generally saw valuein
unobtrusive in-home monitoring, and felt that these systems could contribute to a shift from reactive to more proactive and less
obtrusive care. However, thefull potential of unobtrusivein-home monitoring can only unfold if relevant concerns are considered.
Our requirements can inform the development of more acceptable and goal -directed in-home monitoring technol ogies to support
home-based dementia care.

(JMIR Aging 2021;4(2):€26875) doi:10.2196/26875
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Introduction

Background

Dementia is recognized as a major globa health challenge,
creating an immense rise in demand for care [1]. In 2019, the
number of people with dementia worldwide was estimated at
50 million, afigure set to increase to 152 million by 2050 [2].
However, the quantity of available professiona caregivers is
not expected to increase along with the growing demand from
an aging society [3]. Consequently, people with dementia will
increasingly be encouraged, when possible, to live at home for
longer [1]. Although extended independent living is preferred
by people with dementia[4], this places more pressure on their
informal and formal support network [5]. Most care for people
with dementiais provided by unpaid informal caregivers such
as spouses or relatives [6] who can feel heavily burdened by
their care responsibilities, often resulting in stress-related
illnesses [5,7], putting them at risk of becoming the so-called
“invisible second patient.” On the other side, formal caregivers
involved in the home care of people with dementia often face
an increased workload dueto arising shortage of staff [8,9] and
the growing complexity of care[10], which require them to use
their resources more effectively [11].

To support caregivers of people with dementiain home-based
settings, there has been growing interest in assistive technologies
for in-home monitoring. These surveillance systems provide
24/7 information about the daily functioning, lifestyle, and
safety of people with dementia, possibly leading to a greater
sense of control, which could help to delay the
ingtitutionalization of this population [10,12,13]. The
development of in-home monitoring systemsis progressing and
is increasingly driven by the am to minimize their
obtrusiveness; that is, to reduce *’characteristics or effects
associated with the technol ogy that are perceived asundesirable
and physicaly and/or psychologicaly prominent” [14]. In
practice, this is visible by moving away from in-home
monitoring systems based on cameras, which pose major
challenges concerning privacy [15,16]. Although more recent
systems based on wearable sensors are less obtrusive when it
comes to privacy, they are often more obtrusive in terms of the
inconvenience associated with having to wear the system on
the body [15,16]. To overcomethese barriers, more unobtrusive,
contactless in-home monitoring systems have been developed.
These range from event-based, mostly motion-activated, sensors
distributed in the home [10,17,18] to the most novel form of
unobtrusive in-home monitoring systems based on analyzing
the human body’ sreflection of radio waves using deep-learning
algorithms and artificial intelligence (Al) [15,16,19,20]. The
continuous monitoring of in-home activity through these
Al-driven systems could help caregivers to detect small but
meaningful changes over time, monitor disease progression
[21], and not only detect but aso predict and subsequently
prevent falls[22].

Despite the promise of the possibilities of unobtrusivein-home
monitoring, the added value and downside for informal and
formal caregiversof peoplewith dementiaarestill insufficiently
mapped out. Research on unobtrusive monitoring systems that

https://aging.jmir.org/2021/2/e26875
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could be applied to support home-based dementia care has
largely focused on itstechnical possibilities [21-24] instead of
investigating what is needed from the technology to support
caregivers of people with dementia in an unobtrusive and
goal-directed manner. A recent review by Vermeer et al [13]
highlights the importance of reporting concrete requirements
for monitoring systems in dementia care so that they can be
used by technology devel opers and based on the perspective of
those who might use them. However, previous research on
unobtrusive in-home monitoring involving (potential) end users
[25-28] often failed to take these aspects into account, and
mainly included the views of healthy older adults and their
family members, with less attention devoted to the perspective
of formal and informal caregivers of people with dementiawho
can be considered important target users. Furthermore, as
unobtrusive in-home monitoring systems develop rapidly,
previous studies involving end users are likely to become
quickly out of date [13]. Advances in affective computing and
Al arelikely to add new possihilities such as monitoring emotion
[29] or vital signs[30] remotely. At the same time, the shift to
unobtrusive remote monitoring, which continuously creates and
automatically model sin-home data about people with dementia,
might al so present anew extent of threats related to privacy and
ethics[18,31].

When devel oping meaningful, novel, and unobtrusive in-home
monitoring technol ogy with the goal of supporting home-based
dementia care, an adequate comprehension of users needs is
essential to reach afit among technology, context, and the user
[32]. Unobtrusive in-home monitoring of peoplewith dementia
should not be developed simply because it can be, but with its
possible benefits and barriers in mind as well as with
consideration of the relevant needs and requirementsto increase
future acceptance.

Aim of the Study

Based on this background, the aim of this study was to
comprehensively explore the views of forma and informal
caregivers of community-dwelling people with dementiatoward
unobtrusive in-home monitoring. In particular, the study aims
were to identify (1) relevant and nonrelevant monitoring goals
of unobtrusive in-home monitoring, (2) expected benefits and
barrierstoward unobtrusive in-home monitoring, and (3) specific
requirements for unobtrusive in-home monitoring technology
that can serve as guidelines for devel opers.

Methods

Study Design

A qualitative research design was applied, including
semistructured interviews and focus groups. Moreover, atopic
list task was part of theinterview and focus group sessions. The
Ethics Committee of the University of Twente (Behavioral,
Management, and Social Sciences) provided ethical approval
for this study according to European regulations (request number
18939).
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Participants and Sampling Procedure

Informal Caregivers

Inclusion criteriafor participation of informal caregivers were
asfollows: (1) providing unpaid care to acommunity-dwelling
person diagnosed with dementia or mild cognitive impairment
(MCI) at thetime of datacollection, and (2) providing carefrom
adistance or living together with the care recipient. Recruitment
took place during public information meetings at Alzheimer
and informal care cafes organized by different Dutch elderly
and informal care ingtitutions. Those who met the inclusion
criteria and were interested in participating were asked to
provide their contact details and were given a detailed
information leaflet introducing the study. After 3 days,
participants were called and if they still wished to participate,
an appointment for ahomevisit was made. Intotal, 19 informal
caregivers were interviewed.

Formal Caregivers

Inclusion criteriafor participation of formal caregiversrequired
participants to be home care professionals that, at the time of
data collection, provided and/or managed the care for
community-dwelling people diagnosed with dementiaor MCI.
Recruitment took place from a variety of Dutch home care
institutions and public Alzheimer cafeswhereformal caregivers
were informed about the purpose and procedure of the study.
In total, 16 formal caregivers from 7 different home care
institutions agreed to participate and were included in the study.
Five caregiverswereinterviewed individually, followed by two
focus groups (n=6 and n=>5, respectively), which were held at
two different local elderly care institutions.

Topic List Task

During the interviews and focus groups, al participants
performed atopic list task to identify relevant and nonrelevant
monitoring goals for unobtrusive in-home monitoring. Each
participant received 16 topics representing different possible
goals of monitoring, covering key aspects of daily functioning,
safety, degeneration, and well-being of people with dementia.
These topics were previously developed in cocreation with our
expert panel consisting of experienced geriatricians and
gerontologists, and based on commonly used scales to assess
activities of daily living [33,34] and stages of dementia [35],
as well as research into (the course of) behavioral and
psychological symptoms of dementia [36,37]. We aso
considered the type of input unobtrusive in-home sensorswould
require. The final list of goals was clustered into four broad
areas of attention commonly used by formal caregivers across
the continuum of care for individuals [38]. Participants were
asked to rate each goal with either a plus sign (+), indicating
that thiswould be a relevant monitoring goal, aminussign (-),
indicating a nonrelevant monitoring goal, or a question mark
(?) indicating uncertainty about the usefulness of a monitoring
goal. We instructed participantsto envisage that all goals could
technically be monitored to any useful level of precision. During
the task, participants were encouraged to support their choices
and add goals when possible.
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Interview and Focus Group Guide

We developed an interview and focus group guide containing
open-ended questions based on our research questions, previous
researchinthefield by Wild et a [25], and the value proposition
design proposed by Osterwalder et al [39]. For both groups of
participants, questions and procedureswere essentially identical,
except that the questions were adapted to fit the different roles
and care duties of the groups. At the beginning of each interview
and focus group, participants viewed two slides demonstrating
the general concept and idea of unaobtrusivein-home monitoring
and examplestoillustrate possible forms of outgoing monitoring
information. All dideswere explained in astandardized manner
(see Multimedia Appendix 1) and clarification was given when
needed. Subsequently, participants were asked about their
perceived expected benefits of unobtrusivein-home monitoring.
Questions targeting benefits mainly centered around why, if at
all, participants would be willing to use such a system for their
care recipient(s); how, if at al, it would influence the care and
quality of care; and why or why not it would be able to support
extended independent living of people with dementia.

Thereafter, participants performed the topic list task, followed
by the last section that focused on concerns. Questions about
concerns mainly centered around reasons not to use unobtrusive
in-home monitoring, when such a system would become
undesirable, and concerns related to their own and their care
recipients’ privacy and data sharing. The interviews were
performed by a trained interviewer (CW), and focus groups
wereled by amoderator (CW) and comoderator (AB). After 24
interviews and 2 focus groups, saturation was reached. All
sessions were audio-recorded, with prior permission of
participants (see Multimedia Appendix 2 for the full interview
and focus group guide). Interviewslasted about 1 hour and focus
groups lasted about 1.5 hours each.

Data Analysis

The audiotapes of the interviews and focus groups were
transcribed verbatim and content analysis was performed using
the software package Atlas.ti 8 separately for each participant
group. First, relevant fragments were selected and categorized
into one of two main areas: (1) expected benefits and (2)
expected barriers toward unobtrusive in-home monitoring.
Subsequently, selected fragments were further categorized
inductively into overarching themes and subthemes. To
minimize single-researcher bias, a second analyst (AB)
independently coded 10% of the data and verified whether the
codes described were proper interpretations of the data. The
final coding scheme was defined on the basis of consensus
between the two analysts (CW and AB).

Data from the topic list of monitoring goals were used to
generate frequency distributions across all response categories
(relevant, nonrelevant, or questionable monitoring goals) per
participant group.

As a last step, requirements toward unobtrusive in-home
monitoring were created based on the procedures of van Velsen
et al [40] and Bergvall-Kareborn and Stahlbrost [41].

First, user expressions that captured aspects the system should
fulfill were identified and clustered into overarching attributes
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(ie, needs that aim to guide the development). These were
checked for distinctiveness by the second analyst (AB) and
adjusted if needed.

Second, the attributes were translated into one or more
requirements and categorized into four different domains: (1)
functional requirements specifying desired technical features
of the technology, (2) user experience requirements specifying
how the technol ogy should interact/communicate with the user,
(3) servicerequirements specifying desired services surrounding
the technology, and (4) work context requirements specifying
how the technology should be integrated into the existing work
context and routines. All requirements were checked by the
second analyst (AB) and adjustments were made accordingly.

Lastly, al reguirements were sorted by the corresponding
overarching theme.

Table 1. Characteristics of informal caregivers (N=19).

Wrede et al

Results

Participant Characteristics

The characteristics of study participants are listed in Tables 1
and 2. Informal caregivers were children, partners, sisters- or
brothers-in-law, or neighborswho provided care, from adistance
or not, to acommunity-dwelling person with dementiaor MCI.
Most informal caregivers were daughters and sons providing
care from a distance to their parent with Alzheimer disease.
Notably, most informal caregivers reported being active as a
caregiver for the patient several years before an official
diagnosiswas made. Formal caregiverswere experienced home
care professionas, including district nurses, case managers,
care assistants, and occupational therapists providing on average
of 20.3 hours (SD 6.3) of care per week to community-dwelling
clients with dementia.

Characteristic Value
Age of caregiver (years), mean (SD) 60.5(13.1)
Age of carerecipient (years), mean (SD) 82.6 (5.5)
Active as caregiver (years), mean (SD) 10.5(10.1)
Time since diagnosis® (years), mean (SD) 46(3.5)
Gender, n (%)

Female 16 (84)

Male 3(16)
Carehoursper week, n (%)b

<8 6(32)

8-24 7(37)

24-40 6(32)
Relation with carerecipient, n (%)

Daughter/son 11 (58)

Spouse/partner 5(26)

Sister-/brother-in-law 2(11)

Neighbor 1(5)
Living situation, n (%)

Living together with care recipient 7(37)

Living elsewhere 12 (63)
Type of cognitive impairment of carerecipient, n (%)

Alzheimer disease 14 (74)

Lewy body dementia 1(5)

Vascular dementia 1(5)

Mild cognitive impairment 3(16)

#Time since diagnosis was self-reported by the informal caregiver.
bPercentag;]as may not total 100 due to rounding.
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Table 2. Characteristics of formal caregivers (N=16).

Wrede et al

Characteristic Value
Age (years), mean (SD) 39.3(11.3)
Care contact hours per week provided to community-dwelling peoplewith  20.3 (6.3)
dementia, mean (SD)
Work experience in current home care profession (years), mean (SD) 15.4(9.1)
Gender, n (%)
Female 15 (94)
Male 1(6)
Function? n (%)°
District nurse 8 (50)
Case manager for dementia 4(25)
Personal care assistant 2(13)
Occupational therapist 2(13)

8Secondary vocational education (European Qualifications Framework [EQF] level 1-4): personal care assistant, district nurse; higher professional
education (bachel or/associate degree; EQF level 5/6): district nurse, case manager for dementia, occupational therapist.

bPercentages may not total 100 due to rounding.

Goalsof Unobtrusiveln-HomeM onitoring According
to (In)formal Caregivers

Table 3 summarizes the responses from formal and informal
caregivers toward possible monitoring goals of unobtrusive
in-home monitoring systems that were defined during the topic
list task. Thetop 5 monitoring goals seen asmost useful by both
groups included fall detection and prevention, and monitoring
day and night rhythm, personal hygiene (eg, dressing, grooming,

https://aging.jmir.org/2021/2/e26875

bathing, and toileting), nocturnal restlessness, and eating and
drinking behavior. Monitoring goals rated as nonrelevant by
both formal and informal caregiversincluded leaving the house
(the action of doing so0), socid interaction (indoors), and
telephone use (frequency of use). In general, both groups showed
comparable results, although informal caregivers appeared to
be less interested in monitoring eating and drinking behavior,
nocturnal restlessness, and walking distance/speed compared
with formal caregivers.
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Table3. Judgments of informal and formal caregivers of community-dwelling peoplewith dementiafor specific unobtrusive in-home monitoring goals.

Monitoring goals Informal caregivers (N=19), n Formal caregivers (N=16), n
42 _b * + - ?
Environmental (safety): fall detection and prevention 19 0 0 16 0 0
Health-related
Day and night rhythm/sleeping pattern 18 1 0 15 1 0
Nocturnal restlessness 12 5 2 16 0 0
Personal hygiene (dressing, grooming, bathing, toileting) 15 2 2 15 1 0
Eating/drinking and cooking activity 12 7 0 16 0 0
Physiological
Cognitive deterioration 13 5 1 15 1 0
Physical deterioration 10 7 2 12 2 2
Walking distance/speed (indoors) 10 6 3 14 1 1
Radius of movement (indoors) 14 5 0 8 4 4
Psychosocial
Agitation (agitated behavior) 13 4 1 12 4 0
Apathy (lethargy/loss of motivation and interest) 12 5 2 9 4 3
Negative emotional state (eg, anxiety, irritability, depression) 12 6 1 11 4 1
Positive emotional state (eg, joy, pleasure, relaxation) 10 7 2 9 5 2
Leaving the house (the action of leaving) 5 7 7 6 6 4
Telephone use (frequency of use) 4 5 10 5 7 4
Social interaction (indoors) 4 11 4 7 6 3
Total 183 83 37 186 46 24

8personally relevant.
BN ot relevant.
®Questions the usefulness.

caregiver groups. The themes of both groups were generally in

Expected Benefits and Barriers Toward Unobtrusive line with each other, with variations within these themes

In-Home Monitoring reflecting the different roles and care responsibilities of the
Expected Benefits groups.
Overview

Textbox 1 showsthe recurrent themes on benefits of unobtrusive
in-home monitoring that emerged for the informal and formal
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Textbox 1. Expected benefits toward unobtrusive in-home monitoring stated by informal and formal caregivers of people with dementia.

Themes brought forward by both informal and formal caregivers
Cross-checking self-care information
o  Better self-care surveillance

« In-person control visits

Extended independent living

.  Safety at home

«  Detecting and removing factors that hinder independence
«  Helpful for initiating extra care needed

o Decision support for transition to residential care

Objective communication and substantiation
«  Supporting objective communication around patient’s situation

«  Substantiating diagnostics and indications

Prevention and proactive measures

«  Responding more quickly to care needs to prevent health risks

«  Improved insight into inhibiting and activating factors of patient’s behavior/ mood

Theme brought forward by only informal caregivers
Emotional reassurance
«  Reassurance about safety of patient

« Regain of freedom and mobility for informal caregiver

Theme brought forward by only formal caregivers
Personalized and optimized care
«  Providing care at theright times

«  Time gain through remote surveillance of self-care behaviors

Cross-Checking Sdlf-Care Information

Informal and formal caregivers reported facing difficulties in
obtaining completeinformation about the patient’sliving pattern
asthe patient might not always be ableto accurately self-report
on the past few days. Participantsindicated that, particularly in
the prediagnostic phase or in cases of little or no home care
provision, thereisalot of doubt about how adequately self-care
practices such as eating/drinking and persona hygiene are
performed. The monitoring system could then help in
cross-checking what the patient self-reports:

| would find it very helpful if you could find out if they
had eaten because they often told us they had when
they hadn't. [...] | saw with my parents that | didn’t
notice anything when | came by, and if we could have
followed this we could have intervened more quickly.
[caregiving daughter, age 56]
Therefore, according to participants, unobtrusive in-home
monitoring can be a substitute for constantly having to
(physically) check self-care behaviors. By eliminating
unnecessary control visits, such systems might reduce the burden
of care while supporting the patient’s physical privacy:

https://aging.jmir.org/2021/2/e26875

| think that you would haveto visit someoneless often,
weregularly visit peoplejust for controlling. [district
nurse]

Extended Independent Living

Informal and formal caregivers mainly expected more
reassurance and safety with the use of unobtrusive in-home
monitoring, which could indirectly contribute to patients being
able to live at home for longer. Both groups saw potential in
using such a system for detecting and removing factors or
negative stimuli in the environment causing a patient, for
example, to wander at night, which can ultimately hinder
independent living:

People with dementia often have misunderstood
behavior [...] Supposethereisa stimulusthat causes
someone to have nighttime unrest or to wander.
Normally, wandering is a criterion that prevents
someone from living at home. Suppose you can
remove this stimulus because you know where it
comes from, then you ensure that someone can stay
home longer. And in that sense, | think the systemis
an added value. [case manager]
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Furthermore, both groups expected an unobtrusive in-home
monitoring system to be helpful in initiating extra care, when
needed, to prevent the collapse of day structure and routines.
Moreover, participants noted that such a system could assist in
determining to what extent living at home would still be
reasonable:

I think it will help a lot to be able to say okay living

at homeisno longer responsible[...] When you have

data for it, you can also look at a situation objectively,

without adding emotion, because there are facts, and

that might make the decision later that it isno longer

possible at home easier. [caregiving daughter, age

42]
Some participants noted that patients sometimesreside at home
longer than is appropriate. Early detection of health risks by an
in-home monitoring system could then enable afaster indication
for admission to residential care. Formal caregivers emphasized
that such asystem could also bridge the time apatient is on the
waiting list for admission.

Objective Communication and Substantiation

Informal caregivers, in particular, expected unobtrusivein-home
monitoring to be helpful in providing others with an objective
insight into how their loved one functions. Such asystem might
help the caregivers to be taken seriously when making their
assessments, especially considering that people with dementia
can often present themselves well in the company of others or
during caretimes. Informal caregivers noted having difficulties
in objectively explaining the daily challenges at hometo others;
therefore, the outgoing monitoring information/graphs would
speak for themselves:

The caregiver is not believed [...] And if you then

have very good friendswho also say “ eI, everything

is not too bad, ook, he gives such good answers”

[...] Andthen | say “ Yes, but you have to experience

it oncefor 24 hours” Something likethis[the system]

would be fantastic, that you could show that.

[caregiving wife, age 72]
Formal caregivers mainly saw an added value in the objective,
continuous manner of measuring when using an unobtrusive
in-home monitoring system. Several formal caregiversreported
that during care moments they often see snapshots of socialy
desirable behavior and that information from informal caregivers
is not always reliable. Furthermore, they expressed that such a
system could be an aid to substantiate diagnostics and
indications:

Cognitive decline, well, that is super of courseif you

can monitor that instead of just taking the MMSE

[Mini Mental State Examination] . [district nurse]

Prevention and Proactive M easures

From the interviews and focus groups, it became clear that
informal and formal caregivers expected unobtrusive in-home
monitoring systems to enable them to respond more quickly
and accurately to care needs to prevent health risks such as
malnutrition, under/overstimulation, sleep problems, and
loneliness.
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I think such as system is a good plan. Before you
realize that something is wrong, you are 4 months
further. If you understand something like this with
Sensors, you can intervene much sooner. [caregiving
daughter, age 56]

Similarly, in response to the question “What are further
preventive measures that could be supported by the system?”,
district nurses and occupationa therapistsindicated “ stimulating
for instance eating and drinking,” “meaningful daytime
activities,” and “medication, and indeed, keeping people busy.”
Another added, “itisalso abit of well-being that you can nicely
link to this, care is very important but so is well-being, and
preventing loneliness.”

Both groups aso felt that an unobtrusive in-home monitoring
system would improve their ability to recognize influencing
factors on the patient’s behavior and mood, and enable
responding in a proactive manner. Generally, participants felt
that such asystem could help to monitor what relaxes or irritates
apatient to be able to proactively take action sooner, aswell as
to fall back on this knowledge at alater stage of dementia.

Well, you could measure, when the home care has
washed her, is she sad afterward? [...] And can you
do something with it? Yes, then you can start to
question: Is it because of the way it was done?
[caregiving brother-in-law, age 45]

Emotional Reassurance

Informal caregiversreported seeing added value in unobtrusive
in-home monitoring in terms of emotional support and
reassurance. In particular, wearable alarm systems have been
criticized for providing little reassurance because patients often
forget to wear them or because alarm buttons are not always
pressed when they should be. Furthermore, informal caregivers
highlighted that theinsight into daily activities obtained through
unobtrusive in-home monitoring can result in a sense of
involvement at a distance, which can enable them to regain
freedom and mobility to some degree:

[...] Soif the system can indicate like everything is
all right, and it is reliable, it also gives you a
reassuring feeling. Just as | knew my brother was a
caregiver a few years ago. Then | was reassured on
a distance, you can also compare it to that.
[caregiving daughter, age 50]

For informal caregivers, it would be a great relief
because they can leave for a while and the system
takesit over. [caregiving wife, age 72]

Per sonalized and Optimized Care

Formal caregivers expected that unobtrusivein-home monitoring
would help them to work in a more person-centered way by
tailoring care moments to the individual rhythm of the patient.
For example, if aclient gets out of bed at adeviating time, then
a care moment can be scheduled accordingly:

With something like this [the system], it would be
possible to provide care differently. If you see
someone sleeps longer you could consider putting on
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those compression stockings a little later than
originally planned. [district nurse]

Specifically, in the prediagnostic phase, there can be doubt
about self-care behaviors, causing forma caregivers to
sometimes lose a substantial amount of time to physicaly
control activities (eg, eating, drinking, and sleeping behaviors).
In some cases, formal caregiversarrive and find that the patient
is aready adeep. Formal caregivers generally agreed that an
unobtrusive in-home monitoring system that enables them to
better supervise these factors can save them time:

Wrede et al

[...] Sometimeswe come for a check-up moment and
then the client is asleep and at another moment he
might be out of bed, wandering around. So you could
take more targeted action instead of those check-ups,
and see if you can go there at that moment. [district
nurse]

Expected Barriers

Overview

Textbox 2 summarizes the themes and subthemes brought
forward on the expected barriers, which were consistent between
the informal and formal caregivers.

Textbox 2. Expected barriers toward unobtrusive in-home monitoring brought forward by informal and formal caregivers of people with dementia.

I nformation overload
«  Risk of feeling monopolized by the system
o (Un)certainty of whether to respond to monitoring information

«  Risk of disturbing daily work routines

Privacy concerns
e Risk for misuse of monitoring data
»  Risk of losing control about data sharing

«  Tradeoff privacy infringement versus extended independence

Ethical concerns. dehumanizing care
«  Risk of replacing human contact by technology

o Risk of undermining the formal caregiver’s professiona view

Information Overload

A topic of concern among informal and formal caregivers was
the danger of information overload and feeling monopolized
by an unobtrusive in-home monitoring system. Uncertainty
about whether to respond to information would cause stress
rather than reassurance. Both groups noted they do not feel the
need to continuously check for new information but instead
would like to be able to obtain a global picture of the patient’s
situation.

For example, in response to the question “What would prevent
you from using such a system with your loved one?’, one
participant indicated:

If wewould go completely nuts. If we have thefeeling

that we always have to go there. Sometimesit is nice

that you don't know everything, too. We are not

always at home and when someone hasto get into the

car first... [caregiving daughter, age 58]
Formal caregiversgenerally found it less of a problem to obtain
more information than usual as they are experienced at setting
priorities when responding to care needs. Some formal
caregivers were rather concerned that receiving information
from an unobtrusive in-home monitoring system could add an
extraburden astheir work might become less plannabl e, thereby
disturbing work routines;
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It might even become a burden, unplannable care.
[district nurse]

Privacy Concerns

Both formal and informal caregivers saw misuse of monitoring
data as a risk for the patient, and pleaded for strict protection
mechanisms during collection, processing, and sharing of data.
Several formal caregivers considered the degree of privacy
invasion by an in-home monitoring system to be comparable
to the current professional electronic patient records, which
informal caregivers can aso read in rea time:

But what is the difference if you write in the report
“| see madam has been sad almost all morning” or
if you read in the [ monitoring] system“ Madam has
been sad all morning” ? [personal care assistant]

The extent to which privacy concerns about unobtrusivein-home
monitoring were perceived as a problem by caregivers was
dependent on what they expected to receive in return. Several
caregivers weighted their concerns against the benefit of
unobtrusive monitoring. In general, caregivers were willing to
accept some privacy violation of their loved one/client in
exchange for more safety and reassurance, independence, and
quality of life:

| think that when you can keep the quality of lifeat a
higher level by giving your privacy a little less
protection, quality of life comes first. [caregiving
brother-in-law, age 45]
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Both groups generally were less critical about being monitored
themselves as well during visits or care moments but would
like the option to turn off the system at any time. Most informal
caregivers were willing to share monitoring information to
update formal caregivers. In turn, the formal caregivers would
liketo shareinformation that isrel evant for the electronic patient
record within their team.

However, both groups saw arisk of losing control about data
sharing and highlighted the need to maintain maximum control
together with the patient as data owner:

I would liketo attach very specific conditionsto whom
you are sharing it with. [caregiving wife, age 75]

Ethical Concerns; Dehumanizing Care

Informal and formal caregivers expressed that an unobtrusive
in-home monitoring system should not be at the expense of
human contact. Both groups considered it a risk that such a
system might makeit easier to create distance from the patient.
A caregiving brother-in-law (age 45) commented:

It isbecause a home care organization can very easily
say “We are very busy, we see in the overview that
today everything is fine with Ms. X, so we will visit
her tomorrow and skip her today.” | also see a risk
factor because it might become easier to create
distance.

Although face-to-face contact was seen as important, severa
formal caregivers also noted that some patients prefer as few
home visits as possible. If these patients could be monitored
remotely in an unobtrusive way, it could prevent disturbance
and unrest:

https://aging.jmir.org/2021/2/e26875
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| sometimes have night shifts where | control if
someone lays in bed, but then you also disturb
someone because you enter their house and that gives
a certain unrest. [case manager dementia]

Formal caregivers, in particular, believed that unobtrusive
in-home monitoring should be an additional resource and not
a substitute for their professiona view. They saw arisk that
such Al-driven systems might undermine their professional
identity:

| think the monitoring should always provide support
and it shouldn’t be the main resource. It still has to
remain human work. [personal care assistant]

It [the system] should not replace the professional
view. It should be purely supportive and not
determining, [...] of course codetermining what you
do, but simply be used to improve care. [occupational
therapist]

Requirements Toward Unobtrusive In-Home
Monitoring

Overview

Table 4 presentsthe identified requirementsfor the devel opment
of unabtrusive in-home monitoring systemsthat aim to support
home-based dementia care. The requirements mainly center
around what is needed from in-home monitoring technology to
realize preventive and proactive measures, and to reduce
identified barriers. Separate full descriptions for each
requirement, including example quotes to illustrate the data
behind them, are provided in Multimedia Appendix 3.
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Table 4. Requirements toward unobtrusive in-home monitoring based on informal caregiver (IC) and formal caregiver (FC) statements.

Themes and attributes Requirement Requirement Indicated by IC  Indicated by FC
type?
Supporting prevention and proactive
measur es
Active support in daily living Functional Voice-based coaching function Yes Yes
Safety support Functional Autonomously detecting emergency situations  Yes Yes
and sending alarms
System as analysis tool Functional Recognizing patterns and deviations No Yes
Preventing information overload
Tailored information User experience Information choice option Yes Yes
Tailored information Work context Outgoing information tailored to professional  No Yes
care context
One system Work context Integration into existing electronic client No Yes
records
Creating overview of patient’ssituation User experience Information summaries at specific timeinter-  Yes No
vals
Reducing privacy concerns
Transparency/saf ety Functional Preventing unauthorized access Yes Yes
Minimized obtrusion User experience Unobtrusive design Yes Yes
Safe interconnected system Functional Secure data sharing with formal caregivers Yes No
Safe interconnected system Functional Secure data sharing among formal caregivers No Yes
Remain in control of data Functional Fine-grained data sharing options Yes No
Reducing ethical concer ns(dehumanizing
care)
Room for professional’s view Work context System must be supportive, not determining  No Yes
Awareness for individual context Functional Context-aware system Yes Yes
Support ethical use Service Preuse instruction for caregivers Yes Yes
Support ethical use Service Shared decision-making tools Yes Yes

%Classification based on van Velsen et a [40]. Functional: requirements specifying desired technical features of the technology; User experience:
requirements specifying how the technology should interact/communicate with the user; Service: requirements specifying desired services surrounding
the technology; Work context: requirements specifying how the technology should be integrated into the existing work context and routines (concerning

use within aformal care setting).

Functionality

Participants provided concrete examples of how unobtrusive
in-home monitoring should go beyond monitoring by providing
the patient with active support in daily living via a voice-based
interface. Such a coaching function could aid in tasks that
typically require learning and decision making. As described
by participants, assistance should focus on maintaining day
structure (eg, reminders about certain timesfor eating, sleeping,
or medication intake) or, based on the level of inactivity,
providing suggestions for exercising or taking awalk.

Furthermore, as formal caregivers are interested in deviations
over time, with aspecial interest in detecting periods deviating
from the expected disease progression, the system should enable
recognizing patterns and deviations, and provide the possibility
to analyze on a weekly or monthly basis, thereby functioning
as an analysistool.

https://aging.jmir.org/2021/2/e26875

Moreover, the system should be capable of autonomously
detecting emergency situations and sending alarms to the most
suitable caregiver(s) in charge, thereby resolving the problem
of current (mostly wearable) safety technology that the patient
might forget to wear or might be out of reach in emergency
situations. To prevent false alarms, the system should open a
communication channel to the patient first to check the need to
intervene. However, the system should generally be
context-aware instead of applying generic threshold values in
determining alarming deviations.

Furthermore, asindicated by participants, the system must offer
fine-grained data-sharing options for sharing care-relevant
information with formal caregivers, thereby requiring a secure
connection to existing electronic client records used in
professional home care. Provided that consent of the patient
and informal caregiver(s) is given, the system should offer
possibilities for data sharing among the professional care team
as well. Communication within such a system between home
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care professionals and therapists or the general practitioner is
seen as a desirable function to simplify multidisciplinary
collaboration, but requires interoperability.

Lastly, the system must prevent unauthorized access during
collection, storage, and sharing of data, thereby highlighting
the importance of carefully making choices such as local vs
cloud-based data processing.

User Experience

In line with participants’ answers, the system must provide
choice options for (types of) outgoing monitoring information
and its frequency of delivery to avoid information overload.
For nonacute aspects, the system should provide information
summaries created at specific timeintervals determined by the
caregiver (eg, once/twice per week, biweekly). Theinformation
needs to be summarized in a way that allows caregivers to
intuitively understand the situation and make judgments on how
to respond. In most cases, summarizing all information to be
ableto review the week is seen as sufficient, as creating asense
of overview iskey.

Furthermore, the level of unobtrusiveness of the system should
be maximized. Key attributes of unobtrusiveness as expressed
by participants include: (1) contactlessness, being passively
guarded by the system in a low-effort manner and without
having to wear devices or demanding active engagement; (2)
simplicity, making the system easy to use to minimize
dependence on help from others; (3) privacy-friendliness by
solely monitoring motion and sound; and (4) reduced visibility
through a pervasive design (built into the environment), thereby
minimizing the chance of stigmatization and feeling constantly
reminded of the system.

Services Surrounding the Technology

Participants’ statements clearly showed that certain knowledge
isrequired to prepare (in)formal caregiversfor using unobtrusive
in-home monitoring. We found that not only instructions on
technical aspects of use are needed but, above al, instructions
surrounding the ways of interacting with the patient while using
the system are necessary. This is due to the fact that such
systems were seen as likely to affect the caregiver-patient
relationship and the amount of human contact with the patient.
As indicated by the participants, one danger represents the
development of a confrontational attitude when addressing
monitoring information to the patient, which creates resistance.
Instead, arespectful attitude directed at stimulating the positive
ispreferred.

Furthermore, participants indicated that the system must be
introduced in a way that enables patients and (in)formal
caregiversto makeinformed decisions based on realistic benefits
and risks, thereby highlighting the need for shared
decision-making tools. To prevent undermining the patient’s
autonomy in case they can no longer expresstheir will reliably,
apatient declaration from the previous, competent period should
be used.

I ntegration to an Existing Work Context

Formal caregivers expressed that the system must be integrated
into existing electronic client records to avoid having to collect
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care-relevant  information from different information
sources/systems, which will require interoperability. Outgoing
monitoring information should be tailored to the professional
care context, which means that it is presented in a way that
matches the content structure of the existing client record (eg,
the client care plan and care goals). Mail notifications should
be sent in case new monitoring summaries have been added to
the client record.

Moreover, formal caregivers highlighted that to reach afit with
existing work routines and prevent undermining their
professional identity, an Al-driven system must be supportive
and not determining. It must therefore unlock the monitoring
data in a way that care professionals can draw adequate
conclusionsthemselves. The system can help to makethe picture
more complete; however, it must leave room for the care
professional’s interpretation, thereby functioning as an extra
aid to improve the professional view and quality of care.

Discussion

Principal Findings

The aim of this study was to explore the expected benefits,
barriers, and relevant monitoring goals toward unobtrusive
in-home monitoring from the viewpoint of formal and informal
caregivers of community-dwelling people with dementia.
Specific requirements that can guide the development of
unobtrusive in-home monitoring technology were extracted.
Extending previous work of others in the field that mainly
included the views of healthy older adults[25-28,42], our study
contributes to a better understanding of forma and informal
caregivers expectations referring to the newest generation of
Al-driven in-home monitoring systems, and what is needed
from such systems to support home-based dementiacare in an
unobtrusive way. In that regard, our study provides a response
to previous research that highlights the need for concrete
requirements of monitoring systems in home-based dementia
care[13], and arguesthat the purpose of such technol ogies needs
to beregularly reviewed to keep up with their rapid devel opment
and the changing needs of users [43].

In general, we found that both formal and informal caregivers
of people with dementia saw unobtrusive in-home monitoring
as a support tool that could contribute to a shift from reactive
to more preventive and proactive care. Both groups expected
such systemsto inform about, above al, (therisk of) falls, day
and night rhythm, personal hygiene, nocturnal restlessness, and
eating and drinking behavior, suggesting that these systems
could best be used for people with dementia at risk for
self-neglect. Although both groups showed comparable
monitoring preferences, informal caregivers appeared to beless
interested in monitoring esting and drinking behavior, nocturnal
restlessness, and walking distance/speed compared to formal
caregivers. These monitoring goals might have been lessrelevant
to informal caregivers living together with their care recipient
(36.8%), who might already have adequate supervision for these
daily activities. Our findings contribute practically to gaining
a better understanding of the information needs of (in)formal
caregivers of people with dementia toward Al-driven in-home
monitoring systems. However, in line with Elers et a [42], we
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generally recommend that people with dementia should always
bein control of what information is collected.

Our results revealed that formal and informal caregivers of
people with dementia generally expected cross-checking
self-care information, extended independent living, objective
communication, prevention and proactive measures, reassurance,
and personalized and optimized care as the key benefits of
unobtrusive in-home monitoring. At the same time, main
concerns centered around information overload, privacy, and
ethics.

With our focus on Al-driven in-home monitoring systems, our
findings update those of Zwierenberg et a [10], who studied
expectations of using rather simple monitoring systemstracking
the location and movement of people with dementia.
Interestingly, our study found that some benefits and barriers
were two-sided, meaning that in some situations abarrier could
even become a benefit and vice versa. This provided insight
into novel opportunities and challenges for unobtrusive
monitoring in home-based dementia carethat yield implications
for using such systemsin a more targeted manner.

In line with previous research [31,44-46], we found that both
formal and informal caregivers were concerned about
consequences related to replacing human contact by technology.
However, in contrast to earlier research [31,44-46], some of our
participants indicated that less face-to-face contact does not
always need to be a concern but might even become a benefit
in certain situations. We found that in-person visits are
frequently performed only as a means to control self-care
behaviors of people with dementia, such as eating, drinking,
and sleeping. At the same time, formal caregivers mentioned
patients that prefer as few home visits as possible to prevent
disturbance and unrest. Our findings show that using unobtrusive
in-home monitoring from a distance might help to replace
obtrusive and undesired control visits, thereby saving the
caregiver's time while supporting the patient’'s sense of
(physical) privacy. In that way, unobtrusive in-home monitoring
may contribute to the better utilization of resources in home
care, now and even more in the future.

Previous research among healthy older adultsand their informal
caregivers[25,47] showed that in-home monitoring systemsare
expected to enable extended independent living. This
expectation was not fully shared by al of our participants. It
became clear that formal and informal caregivers generally
expected unaobtrusive in-home monitoring to hel p prevent health
risks. However, whether this proactive care would lead to
extended independent living of people with dementia was not
always clear to our participants. Most (in)formal caregivers
expected the system to help delay institutionalization, whereas
others hoped it would help to more quickly recognize when
living at home would no longer be a reasonable option. The
development of unobtrusive in-home monitoring technologies
should therefore not be purely justified based on their potential
to prolong independent living but rather based on their potential
to deliver home-based care in a more beneficial way for both
the patient and caregiver.

Our findings showed that unobtrusive in-home monitoring is
not only seen asatechnical innovation but also asacare process
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innovation. The last two-sided theme that emerged centered
around personalized and optimized care. Formal caregivers
expected that unobtrusive in-home monitoring would help them
to work in a more person-centered way by tailoring care
moments to the individual rhythm of the patient. However, in
contrast to earlier research among formal caregivers of people
with dementia[10], some of our participants expressed atension
between the need to deliver just-in-time/spontaneous care
moments based on the monitoring dataand work becoming less
plannable as a consequence. Our findings indicate that the use
of unobtrusive in-home monitoring asks for a shift in the way
in which formal caregivers work from a structured to more
flexible practice. We recommend considering this as an essential
determinant when it comes to implementation.

In connection to the ongoing debate about privacy, our findings
showed that participants were concerned about informational
privacy (eg, misuse of monitoring data) and, to alesser extent,
physical privacy (eg, ‘' being monitored”’). However, the extent
to which these privacy concerns were perceived as problematic
by (in)formal caregivers depended on the degree of safety,
reassurance, and quality of life they expected to receive by the
system in return. This “trade-off” phenomenon has been
recognized in earlier research [10,25]. Although privacy
intrusionswere principally seen asjustifiable by our participants,
this does not resolve possible moral considerations involved in
the use of remote monitoring systemsfor people with dementia
[1Q]. For instance, future developers of Al-driven in-home
monitoring systems should address the need for fairness,
accountability, and transparency of algorithms [48].

The requirements identified in this study recommend severa
ways in which unabtrusive in-home monitoring of people with
dementia should be designed in terms of functionality, user
experience, accompanying services, and integration into the
existing work context to enhance future acceptability. Part of
our requirementsarein agreement with previousresearch related
to the broader category of technology to assist aging in place
[42], which highlighted the need for detection of deviations,
asking minimal action from the user, and secure information
storage and transfer. Furthermore, our study generated several
novel requirements that centered around proactive measures,
and ways to reduce barriers relating to information overload,
privacy, and ethics. In the following, we address three
requirements that should be given more attention.

First, our participants provided concrete examples of how
unobtrusive in-home monitoring technol ogy should be enriched
with functions providing patients with active support in daily
living and maintenance of day structure via a voice-based
interface. Participants spontaneously came up with these ideas,
which was unexpected in someways, astheinterview and focus
group guide did not address these topics. This highlights that
there is a true need for in-home monitoring technology to go
beyond safeguarding people with dementia, and further assist
in reaching personalized goals and executing tasks
independently.

Second, we found that to prevent undermining the formal
caregiver’'s professional identity, unobtrusive in-home
monitoring must be supportive and not determining. These
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technologies should therefore be carefully introduced and any
misconceptions relating to being controlled by the technology
should be corrected. Our formal caregivers expressed that the
system must unlock the monitoring data so that they can draw
adequate conclusions themselves. This raises questions about
an optimal ratio between human and algorithmic interpretation
of the data. Based on our results, we recommend more processed
and simplified datafor theinformal caregiver and less processed
datafor the formal caregiver.

Lastly, an important requirement for unobtrusive in-home
monitoring systems is the integration into existing electronic
client records to avoid formal caregivers having to collect
care-relevant information from different sources/systems.
Possibilities for secure data sharing between members of the
formal care team (eg, home care professionals, therapists,
general practitioners) were seen as a desirable function to
support integrated dementia care. Although integrated care can
improve the quality of care [49], it requires interoperable
information systems. This becomes even more true when care
providers from different agencies, informal caregivers, and
patients areinvolved. Interoperability issuesthereforefirst need
to be solved to enable the optimal integration of in-home
monitoring systems for people with dementia into the health
care system.

Strengths and Limitations

Through in-depth conversations with various types of informal
caregivers across a broad range of living situations and formal
caregivers from 7 different care institutions, we were able to
obtain rich information until the point of saturation was reached,
which can be considered a strength of our study. Previous
research noted that participants of pilot studies in particular
might be more likely to have a positive orientation toward the
technology, leading to bias [10,50]. Our study on expectations
and needs with nonusers of unobtrusive in-home monitoring
might have overcome this issue by increasing the chance of
including participants that might have felt too critical or
unmotivated to take part in a pilot study. In thisway, our study
might have been successful in including a broader range of
views. However, the fact that actual use was not studied comes
with adownside. Asindicated by previousresearch [28,51,52],
actual use of in-home monitoring may affect how users think
about these technologies and may cause the attitudes of users
to change, even after a short period of use. Most research on
expectations and needs toward passive remote monitoring of
peoplewith dementia, including our own work, has not yet been
tested against using these technologies in daily life. However,
we have tried to overcome possible difficulties to imagine the
technology in question by presenting participantswith examples
of unobtrusive in-home monitoring. These scenarios helped
them to conceptualize the idea while at the same time being
able to think beyond it.

Furthermore, our study only indirectly produced information
about the perspective of peoplewith dementiaviatheir informal
and formal caregivers, whereas it would have been preferable
toinclude peoplewith dementiamoredirectly. We did so during
the first interview but recognized that informal caregivers felt
inhibited to freely speak about their needs in the presence of
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the patient. Furthermore, we generaly am to involve
participants in a way that prevents participant burden and at a
point in technology development that suits best their capacity.
A recent review by Suijkerbuijk et al [53] on the development
of assistive technologies for people with dementia showed that
the more concrete the research materials are, the easier it
potentially becomesfor people with dementiato articul ate their
views. We therefore believe that collecting the views of people
with dementia on more tangible prototypes/concepts in
subsequent steps of development might be more adequate than
asking them to envision hypothetical scenarios.

Lastly, although the primary goa of this study was to gain
in-depth qualitative insights, questions remain as to whether
the identified benefits, barriers, monitoring goas, and
requirements can be generalized to alarger sample of caregivers
and other relevant stakeholders. Adding large-scal e quantitative
data using an integrated mixed methods approach could help
to answer this question.

Future Research

An essential component to developing acceptable in-home
monitoring technol ogies that support home-based dementiacare
will be to incorporate these regquirements into the design that
will provide the greatest benefit for users. We plan to share our
findings with involved participants to provide room for critical
feedback. In addition, future research among (in)formal
caregivers on actual use is needed to determine how their
expectations trandate into actual experiences evolving over
time and personal outcomes such asdelaying institutionalization
or reducing caregiver strain.

Although informal caregiversof peoplewith dementiaproviding
carefrom adistance are most likely to benefit from unobtrusive
in-home monitoring, this does not mean that caregivers living
with their loved one cannot also benefit from this technology.
Inclusion criteriafor our study were intentionally inclusive for
informal caregiversfrom different living situations. The benefit
of regaining mobility and freedom that emerged in our study
was mainly brought forward by informal caregivers who lived
with their care recipient, indicating that there might be more
possible differences in expectations related to the use of
unobtrusive in-home monitoring between informal caregivers.
Future research should investigate differences in needs for
different informal care scenarios to create more personalized
requirements for unobtrusive in-home monitoring.

Lastly, as grounded in our results, future research should
investigate ways to combine unobtrusive monitoring with ways
to support peoplewith dementiain daily living and maintaining
daily structure and health. Our participants provided the idea
of avoice-based interface that may give reminders on certain
times for eating, sleeping, or medication intake, or, based on
the level of inactivity, provides suggestions for taking a walk.
As commercialy available, low-cost voice interfaces such as
GoogleHome and Siri—all of which arealready integratedinto
the lives of many—rapidly improve the ability to understand,
and even anticipate, the needs of users, unobtrusive patient
assistance could become more effective [18].
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Conclusions

Unobtrusive monitoring technol ogiesthat aim to provide support
in home-based dementiacare are developing rapidly. Our results
showed that forma and informal caregivers of people with
dementia shared similar perspectives and needs. Both groups
generaly saw value in unobtrusive in-home monitoring, and
felt that these systems could contribute to a shift from reactive

Wrede et al

to more proactive and less obtrusive care. Various concerns
related to privacy, ethics, and information overload have to be
considered as they are likely to hinder acceptance. This study
also highlights the importance of developing and introducing
Al-driven monitoring systemsin away that prevents caregivers
from feeling undervalued. Our requirements can inform the
development of more acceptable and goal-directed in-home

monitoring technol ogiesto support home-based dementia care.
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Abstract

Background: Peoplewith Alzheimer disease and rel ated dementias often display disruptive behaviors (eg, aggression, wandering,
and restlessness), which increase family caregivers' burden of care. However, there are few tools currently available to help these
caregivers manage disruptive behaviors. Mobile apps could meet this need, but to date little is known about them.

Objective: The aims of our study were to identify existing mobile apps designed to support family caregivers of people with
Alzheimer disease and related dementias in managing disruptive behaviors; explore whether family caregivers view these mobile
apps as relevant to meeting their needs and as useful in managing disruptive behaviors; and document the types of mobile apps
that are of interest and appeal to most family caregivers (with regard to format, ergonomics, and clarity).

Methods: A review of mobile apps initially conducted in February 2018 was updated in March 2019 with 2 platforms (App
Store [Apple Inc.] and Google Play [Googl€]). The selected apps were first analyzed independently by 3 raters (2 studentsand 1
researcher) for each of the platforms. A focus group discussion was then held with 4 family caregiversto exploretheir perceptions
of the apps according to their needs and interests. The content of the discussion was analyzed.

Results: Initialy, 7 of 118 apps identified met the inclusion criteria. An eighth app, recommended by one of the knowledge
users, was added later. Four family caregivers (women aged between 58 and 78 years) participated in the discussion. Participants
expressed a preference for easy-to-understand appsthat provide concrete intervention strategies. They reported being most inclined
to use two apps, Dementia Advisor and DTA Behaviours.

Conclusions: Few mobile apps on the market meet the needs of family caregiversin terms of content and usability. Our results

could help to address this gap by identifying what family caregivers deem relevant in amobile app to help them manage disruptive
behaviors.
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Introduction

Background

Due to the aging population, an increased prevalence of
dementiais expected in many countries over the coming years
[1]. In Canada, it is estimated that dementia will affect around
674,000 people by 2031, which is almost twice as much as the
number in 2011 [2]. People with Alzheimer disease and related
dementias (ADRD) often display disruptive behaviors, such as
aggression (behavioral or verbal), wandering, and agitation
(excessive or inappropriate verbal or motor behaviors) [3,4].
About 50%-70% of the people with ADRD live at home and
requireincreasing care asthe disease progresses[5,6]. Managing
disruptive behaviors can thus present real challengesfor family
caregivers. Although taking care of people with ADRD may
often have a positive effect on caregivers (eg, sense of personal
accomplishment and growth) [7], they remain at greater risk of
suffering from negative psychological (eg, anxiety, depression),
emotional, and physical (eg, intense fatigue, other health
problems) consequences, as well as from financial issues and
job loss [8]. Informal caregiving represents up to almost half
of the care provided to people with dementia [9]; therefore,
helping family caregivers to lower the frequency of disruptive
behaviors, promoting their self-efficacy to manage these
behaviors, and minimizing their stress when they occur is
crucial.

Many technological tools are available to improve the quality
of life of people with ADRD and to reduce the mental and
emotional burden felt by family caregivers by helping them
with the care, treatment, and management of the disease [10].
For example, GPS technol ogies, including tracking devices (eg,
wandering path tracking and fall detection) [11] and intelligent
interface devices (eg, Stay in Touch) [12] can help to locate the
person with ADRD and to communicate with the family
caregiver in case of emergency. Additionaly, platformsoffering
informal support to family caregivers through sensors located
in the home that can monitor the behaviors of the person with
ADRD (eg, iCarer [13], passive remote patient monitoring [14],
QuietCare [15]) may represent possible solutions for family
caregivers to improve the care provided [13]. Finally, online
communities have been created for family caregivers, which
may reduceisolation [16] and support the sharing of experientia
knowledge and skills[16,17].

These technol ogies are often reported to be complicated to use
by caregiversor to requireintensive and sustained training [ 18];
nonetheless, the increasing use of smartphones has generated
considerable growth in the devel opment of mobile appsin the
health sector, including for people with ADRD. These apps
mainly aim at improving the cognitive functions of the person
with ADRD while maintaining social interactions [19]. Some
of these apps can help reduce the anxiety of family caregivers
by monitoring the person in and around the home in real time,
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estimating the probability of wandering using geolocation, as
well asfacilitating care management and services by health care
professionals[20]. Based on data collected by the mobile device,
some appsal so offer security options, such as calling emergency
services, guiding the person to a safe place (using Google
navigation) or informing family caregivers of the geographic
location of the person with ADRD.

Although several mobile apps have been designed for people
with ADRD, very few are specifically designed to be used by
their family caregivers[19] with these primarily being conceived
to monitor the location or activities of daily living [21] of the
person with ADRD. However, family caregivers have aso
expressed other important needs, namely the management of
their loved one’s mood and disruptive behaviors[22]. It would
thus be relevant to explore whether there are simple, credible,
and accessible mobile apps that meet these needs [23]. Mobile
apps have the potential to reach many family caregivers, asthe
majority use smartphones more than computers [23]. Being
easy and quick to update, they allow family caregiversto access
themost recent data[19]. M obile apps are reported to beamore
effective tool than conventional methods, such as classroom
training, to inform caregivers about ADRD [23]. They could
therefore be relevant and handy tools to promote learning and
knowledge among family caregivers of people with ADRD.
Supporting them in managing disruptive behaviorsis essential
if they areto increasetheir sense of competence or self-efficacy,
which may inturn reducetheir burden of careand improvetheir
psychological well-being.

Context of the Study and Objectives

Infall 2017, the researchers (VP and MDM) were approached
by a nonprofit organization (the Quebec chapter of the
international Planetree network) with expertiseinimplementing
best practices based on a person-centered approach. This
organi zation wanted to adapt a Dutch mobile app to the Quebec
context in order to reduce caregivers burden by helping them
manage disruptive behaviors of people with ADRD. However,
a review of similar available mobile apps was deemed to be
considered necessary prior to adapting the Dutch mobile app.
The aim of this study was to provide family caregivers with a
mobile app that could help them manage disruptive behaviors
and thus reduce their burden of care. The following specific
objectives were jointly defined by the local director of public
health (MG), the director general of the Quebec chapter of the
international Planetree network, and VP and MDM: identify
existing mobile apps designed to support family caregivers of
people with ADRD in managing disruptive behaviors; explore
thefamily caregivers' view of these mobile appsregarding their
relevance to meet their needs and their usefulness in managing
disruptive behaviors, and document the types (eg, format,
ergonomics, clarity) of mobile apps that are of interest and
appeal to the most family caregivers.
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Methods

Design

Anincreasing number of studies have been published in recent
years aimed at identifying and analyzing mobile apps available
on the market in various health disciplines [23-26]. To use a
structured and systematic framework consistent with our
objectives, a scoping review [27] was conducted. Although
scoping reviews traditionally involve research studies, the
method seemed appropriate for identifying apps available on
the market and for targeting those which may support family
caregivers of people with ADRD in managing disruptive
behaviors. Scoping reviews may indeed provide an overview
of the available documentation to examine the extent of the
current knowledge on a particular subject [27]. The selected
approach was based on the following 6 steps described by
Arksey and O'Malley [27] and revised by Levac et a [28]:
(1) formulation of research questions, (2) identification of
relevant sources, (3) selection of relevant mobile apps, (4) data
extraction and organization, (5) data analysis and results
synthesis, and (6) consultation.

Formulation of Research Questions

This scoping review aimed to answer the following research
guestions: (objective 1) What mobile apps are available to
support family caregivers of people with ADRD in managing
disruptive behaviors and what are their characteristics?
(objectives 2 and 3) Do these mobile apps meet the needs of
family caregivers (ie, perceived relevance and usefulness) and
arouse their interest in using them?

Identification of Relevant Sources

The search strategy was established by 5 occupational therapy
students (PG, DL, CMM, MPP, MR, and MV) and validated
by 2 researchers (VP and MDM). The search was conducted
from February 21 to February 28, 2018, on the most popular
commercia app stores, Google Play Canada (Google) and App
Store Canada (Apple Inc), using the following keywords:
“Démence,” “démence proche aidant,” and “Alzheimer proche
aidant” in French; and “Dementia” “dementia caregiver,”
“Alzheimer,” and “Alzheimer caregiver” in English. Two
models of smartphones were used, a Samsung Galaxy A5 and
an iPhone SE (Apple Inc), with Android (Google) and i0S
(Apple Inc) operating systems respectively.

Selection of Relevant M obile Apps

App inclusion criteriafor apps included the following: French
or English language; the targeting of disruptive behaviors
associated with ADRD; amain function of informing, educating,
or equipping family caregivers of people with ADRD; and free
use. Meanwhile, the exclusion criteriafor appswere those with
an exclusive focus on psychological support for family
caregivers or the screening for early signs and symptoms of
ADRD, and those that required payment.

Two occupational therapy students (DL and CMM) first
identified the mobile apps based on the titles. A minimum of
50 applications per store was first selected to ensure a good
diversity in the results. After reaching this threshold, searches
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were continued until 10 consecutive applications no longer met
the criteria (eg, memory game app for entertainment and not in
conjunction with some cognitive stimulation to prevent the onset
of ADRD) in order to ensure that as many relevant apps as
possible were identified. DL, CMM, VB and MDM then
screened the relevance of the first identified apps to determine
if they met al theinclusion criteriaand did not meet any of the
exclusion criteria based on their description. Apps common to
both stores were identified and counted only once. When the
search was updated (March 10-15, 2019), the appsthat no longer
satisfied the eligibility criteria were removed.

Data Extraction and Organization

The mobile apps selected in the previous step were then
downloaded and organized in a Microsoft Excel data chart
developed by the research team according to the following
information: app name and download size description of the
interface, internet connection required to access content (once
the app has been downloaded); and content of the app
(categories of information and how information is presented).
The data were organized following two parallel processes, one
for mobile appsidentified in Google Play (coordinated by DL)
and the other for App Store (coordinated by CMM). Apps that
no longer satisfied the inclusion criteriafollowing thisin-depth
analysiswereexcluded. In case of uncertainty, VP was consulted
to validate the decison. The suggested Dutch app
(Dementiegame) by Planetree network was subsequently
included in the process.

Data Analysisand Results Synthesis

Data analysis was based on a qualitative and iterative process.
Theinformation collected was extracted to a grid based on the
following predetermined themes: quality (credibility and
accuracy of the information), accessibility and
comprehensibility, and usability (speed and complexity). They
were inspired by the themes central to the concepts of
trandational validity, which includes both face validity and
content validity [29] and evolved throughout the process.

All the selected apps were analyzed independently by 3 raters
(2 students and aresearcher), for each of the app stores, Google
Pay (DL, MV, and MDM), and App Store (CMM, PG, and
MDM). The appswere assessed by each rater according to their
relevance, and disparities were resolved by consensus.

Consultation With Knowledge Users

A focus group meeting was conducted with family caregivers
of people with ADRD (knowledge users) to explore their
perceptions of the selected apps according to their needs and
interest in using them. This method is more suitable for
exploring the positive and negative componentsin usability and
usefulness of new technol ogy, crossing perspectives, and gaining
more detailed feedback (generated by sharing information
between the different participants) than are one-on-one single
interviews [30].

Recruitment and Selection of Participants

Participants were recruited using a purposive nonprobability
sampling technique (29). We presented the study (objectives
and main stages of achievement) to caregivers (N=30) who
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attended meetings held by 2 community support organizations.
A brief description of the study and the contact details of the
person to reach were given to family caregivers interested in
participating in the research project. To beincluded in the study,
participants had to be a family caregiver (eg, husband, wife,
daughter, son) of a person with disruptive behaviors associated
with ADRD, speak French and have a good understanding of
written French and English, and have concerns about disruptive
behaviors exhibited by afamily member with ADRD.

Data Collection (Focus Group)

Data were collected during aface-to-face focus group meeting
at the Research Center of Aging. The meeting began with a
presentation of the selected apps to the participants, who had
received them aweek prior to the focus group in order to allow
for some familiarization. This presentation was made by MPP
and PG to help caregivers understand the aim of the apps. The
focus group, led by a researcher trained in the qualitative
approach (MDM), allowed the participants to comment on the
perceived relevance of the apps content (useful information,
meets users' needs) and their interest in future use. Participants
were also encouraged to comment on issues or questions that
had not been addressed. Evidence from previous studies[31,32]
inspired the development of the focus group guide (Multimedia
Appendix 1). The meeting lasted 94 minutes. The discussion
wasdigitally audio-recorded and then fully transcribed by CMM
and MR. Participants were aso asked to complete a
sociodemographic questionnaire documenting their age and
gender, their relationship with and level of involvement in the
care of the person with ADRD, and the type of mobile phone
they used.

Data Analysis (Focus Group)

Transcription of the focus group meeting was content analyzed
[33]. MV, DL, and MDM manually and independently coded
the datausing agrid with the predetermined themes of relevance
to participants needs and perceived usefulness. Participants
comments were first associated with these themes and then
inductively subdivided into categories and subcategories asthe
analysisprogressed. The coding and categorization were carried
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out independently and then corroborated by al members; if a
discrepancy arose, theissue was discussed to reach a consensus.

Thelocal director of public health (MG) and the director general
of the Quebec chapter of the Planetree network were consulted
during the processto ensure the relevance of the results and the
selection of the most efficient knowledge transfer strategies.
Meetings with members of the research team were held on a
quarterly basis (2018) and then annually (2019, 2020).

Ethical Consider ations

The study was approved by the ethics committee of Centre
intégré universitaire de santé et de services sociaux del’ Estrie,
Centre Hospitalier Universitaire de Sherbrooke. Participants
completed a consent form before participating in the focus

group.

Results

Selection of the Relevant M obile Apps

Figure 1 shows the flowchart of the app selection process. The
searchesin Google Play and App Store identified 118 apps (22
available on both platforms, 50 available only in Google Play,
and 46 available only in App Store) based on title screening.
Their descriptions were then screened based on the inclusion
and exclusion criteria. Appswere mainly excluded due to their
aim not being in line with the research objectives, and several
involved only disease screening, games, therapy, or even
fundraising. Others were designed to help the person with
ADRD to function and were based on functionalities that were
not relevant to the present study (geolocation, management of
schedules, alarm, etc). Finally, several apps did not target
disruptive behaviorsor did not providetoolsto support the care
provided by family caregivers (detail ed descriptions of dementia
types, causes, and symptoms). The population targeted by the
apps was another reason for exclusion. An app could target
several populations. Ultimately, 18 of the initially identified
118 apps (15.3%) remained after applying the inclusion and
exclusion criteria
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Figure 1. Flowchart of the app selection process.
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Following the updatein March 2019, half of these 18 apps (n=9)
were excluded because they were no longer free or no longer
available. In addition, 1 app no longer targeted disruptive
behaviors, and another only referred users to a website. In the
end, 7 apps were eligible for the focus group. By adding the
app suggested by the director general of the Quebec chapter of
the Planetree network, 8 apps were ultimately included in the
analysis: 1 was only available on Google Play, 1 on App Store,
and 6 were available on both platforms.

Description of the Relevant M obile Apps

Of the 8 apps selected, 7 were in English, and only 2 of these,
Dementia Advisor (English and French) and Dementia Support
(English, German, Dutch, and Portuguese) were available in
more than one language. The Dutch app, Dementiegame, was
only available in Dutch and was the only app in the form of an
interactive game. Multimedia A ppendix 2 providesadescription
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RenderX

of the 8 appsthat were presented to the family caregiversduring
the focus group mesting.

Consultation With Knowledge Users: Description of
Participants

Four family caregivers of people with ADRD showed interest
in the study and took part in the focus group meeting. Table 1
presents the characteristics of the sample. Participants were all
French-speaking White women aged from 58 to 78 years. Two
daughters and two spouses acted as the main family caregivers
with an active and daily involvement with the person with
ADRD. Participants were at different levels of caregiving, with
relatives at the beginning, the middle, and the advanced stage
of the disease. Only 1 participant had a deceased relative;
however, she had an extensive caregiving experience with her
husband and remained activein her caregiver role by supporting
other loved ones. The participants were evenly distributed

JMIR Aging 2021 | vol. 4 | iss. 2 [e21808 | p.46
(page number not for citation purposes)


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

JMIR AGING

between the 2 types of devices (Android or Apple) and their

Table 1. Characteristics of focus group participants (n=4).

Désormeaux-Moreau et al

familiarity with the device was varied (quite to very familiar).

Participant Age Relationship withthe  Intensity/frequency of interactions ADRD stage Mobile device/familiarity with it
(years) personwith ADRD?  With the person with ADRD

1 58 Daughter Active, daily Advanced Android/familiar

2 67 Daughter Active, daily Deceased iPhone/very familiar

3 70 Spouse Active, daily Beginning Android/quite familiar

4 78 Spouse Active, daily Middle iPad/quite familiar

3ADRD: Alzheimer disease and related dementias.

Consultation With Knowledge Users. Relevance and
Per ceived Usefulness of the Mobile Apps

Participants were asked if the selected mobile apps met their
needs and aroused their interest. Their feedback was divided
into 2 themes: (1) relevance of the mobile apps and (2) perceived
usefulness of the mobile apps. A total of 13 categories and 13
subcategories were identified in relation to these 2 themes.
Multimedia Appendix 3 (relevance) and Multimedia A ppendix
4 (perceived usefulness) summarize the results.

Relevance of Mobile Apps

Participants spontaneously rated the relevance of the mobile
apps regarding the fit (or not) between content and perceived
needs. Participants identified 3 mobile apps (DTA Behaviours,
Dementia Advisor, and Dementia Emergency) that they thought
contained the information that family caregivers may need to
manage disruptive behaviors at a given point in the course of
the disease. Referring to the DTA Behaviours app, one
participant said, “Well, all the subjects that are named, | mean
inany case, | went through ALL of them with my mother, ALL
[...] at different stages’. Participants also noted that certain apps
(Dementia Games and Dementia Emergency) did not seem
relevant to supporting a caregiver in managing disruptive
behaviors, as their content was more about actual changes in
behaviors with ADRD than advice on how to deal with them.
They al so thought that some apps might be more helpful to other
family members less involved in care than the main caregiver;
for example, one participant said, “But on the other hand, the
last oneyou presented to us[Dementiegame], | see(it] [asbeing
for] children or brothers and sisters.” Indeed, these apps relate
more to the impact of the disease on daily living, aredlity that
other family membersarelessaware of as compared to the main
caregiver.

Perceived Usefulness of Maobile Apps

First, participants were asked about the likelihood of their using
the mobile app and about the context in which they might be
more likely to use them. Not surprisingly, compatibility of the
apps with their mobile device was the main factor influencing
use. Furthermore, participants expressed littleinterest in certain
apps (CaredDementia and Alzheimer’'s Daily Companion)
because they did not see any added value:

It's[...] likeabook. No need for a mobile application
[to present such content], it's like [...] | press here
and it brings me [to a text], and [if | press there, it

https://aging.jmir.org/2021/2/e21808

brings me back to another text]. Why not get a book
and leave it at that?

Participants recommended using certain apps (DTA Behaviours,
Dementia Support, and Dementia Advisor) before disruptive
behaviors occurred. One participant expressed this idea in
referenceto the Dementia Advisor app: “ Thefirst thing | would
doislook at all thedaily situations presented, with acool head.”
In addition, the apps may be used afterwards (for example,
Dementia Advisor and DTA Behaviours) to get feedback on
their interventions. As one participant said, “After the situation
gets better also, but here | would go to see what | did, what |
could have done better.” Other apps seemed interesting interms
of using them on the spot when needed: “If my mom has a
terrible attack, [I can open] my app [...], then I'll see what |
can do [...], ok well. [...] It's like here and now.” Also, not
surprisingly, participants said they were more attracted to
easier-to-understand apps, especially those available in their
mother tongue (ie, in French vs only in English). Family
caregiversreported being inclined to use mobile apps when the
information was clear, even if not in French (ie, DTA
Behaviours, Dementia Advisor, and Dementia Emergency). The
format of the mobile appsand, more precisely, theway in which
the information was presented and organized, also influenced
their opinion:

But [..] the first one | had earlier, on [Android,
Dementia Emergency], well 1 understood it very
quickly [...] | was not lost at all [because the
information is well organized and easy to find]

Conversely, participants were less likely to use mobile apps
that required more stepsto find needed information; for instance,
one participant did not like CaredDementia because there was
“too much research.”

Overall Rating

Participants concluded that the ideal mobile app would include
concrete intervention strategies to apply when disruptive
behaviors occur. In thisregard and based on the apps themselves
(regardless of the platform/mobile device), participants reported
that they could potentially use 2 of the apps, Dementia Advisor
and DTA Behaviours. Asone said, “ These aretoolsthat | need,
really concrete: there is a behavior [which arises and the
application tells you] and what you can do [to cope with it]”.
Figure 2 and Figure 3 show sample screenshots of Dementia
Advisor and DTA Behaviours, respectively.
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Figure 2. Screenshots from the Dementia Advisor app.
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Figure 3. Screenshots from the DTA Behaviours app.
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This study aimed to identify currently available mobile appsin
Canada developed to support family caregivers in managing
disruptive behaviors of people with ADRD, explore the
relevance and usefulness of these apps as perceived by
caregivers, and document the types of apps that appeal to the
most family caregivers. Of the 118 apps inventoried, 8 were
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selected to be reviewed by caregivers, and only 2 of these were
perceived as relevant and useful by caregivers.

Our review suggested that there are currently alimited number
of mobile apps on the market targeting family caregiversto help
them deal with disruptive behaviors of people with ADRD.
Because health apps only started expanding in 2013 [34],
customized apps to assist caregivers in dealing with disruptive
behaviors of people with ADRD are still scarce. Moreover, for
the apps reviewed, it was chalenging to determine if the
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information provided was evidence-based and to what extent it
met family caregivers needs.

According to our results, few mobile apps sufficiently met the
caregivers needs in managing disruptive behaviors. More
specifically, only Dementia Advisor and DTA Behaviors
appealed to most of the participants by offering concrete
strategies to manage disruptive behaviors of peoplewith ADRD.
Participants mentioned that these apps adso have a
well-organized designinterface, providing customized and clear
information for quick searches. As most users, including
caregivers, now use smartphones[34], it isimportant to prevent
apps from being difficult to use [35]. Past studies reported that
the small size of smartphone screens and textsin the apps were
common usability issues, especially for older caregivers[36,37].
Hence, app usability is akey factor that needs to be addressed
to improve caregivers experience [38]. Overall, our findings
are in line with previous results as they highlighted the
importance of adapting health apps to the needs of users,
including caregivers[34].

Regarding the Dementiegame app, most participants said that
it did not meet their current needs, due to difficulty navigating
through the app and accessing information. Our resultsunderline
the importance for future studies to involve family caregivers
in designing useful, relevant, and easy-to-use apps, especially
by providing concrete strategies to help them dea with
disruptive behaviors on adaily basis. In this regard, the ‘living
lab” approach might be adopted since it aims to develop
innovative, sustainable solutions to the growing challenge of
managing disruptive behaviors of people with ADRD [39].

Finally, our review of mobile apps was updated in May 2020,
using the same 2 platforms (App Store and Google Play). One
new relevant app called CogniCare was found. This app was
updated recently in April 2020. It provides a rich source of
useful tips and short videos to help family caregivers manage
disruptive behaviors of their loved ones with ADRD. As our
study and content analysis of the focus group discussion was
completed before we found this new app, our results only apply
to the apps previously reviewed in this paper.

Strengths and Limitations

This study has several strengths. First, for the scoping review,
wefollowed arigorous, reliable approach based on Levac [28].
Many scoping reviewsdo not include the last step (consultation),
but we performed it using a rigorous method to validate the
resultswith family caregivers. The diverse profiles of the family
caregivers who participated in the focus group discussion was
astrength of this study (children and spouses of various ages).
Second, the analysis of the selected mobile apps, exploration
of the app once downloaded, and data validation by 4 team
members (2 per type of mobile app store) contributed to the
study’s reliability and reduced subjectivity bias. Finally, the
study included only free apps. Although this decision may limit
the number of apps, this methodological choice was deemed
essential by thelocal director of public health to increase access
to the general public, especially to caregivers with financial
issues.

https://aging.jmir.org/2021/2/e21808
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The study also has somelimitations. First, as appswere searched
for onthe App Store Canadaand Google Play Canada databases,
the results only reflect the app market in this country. It was
also not possible to cover all existing apps. Thus, an arbitrary
limit was placed on our search. As a result, some apps could
have been omitted, even though the cutoff used suggests that
few relevant apps would have met the inclusion criteria. Third,
some apps used external websites. Asthe information provided
outside of the apps was not reviewed as thoroughly as was the
in-app content, we do not know the quality of the content
provided to family caregivers through these external links.
Further studies should ensure that the applications devel oped
to support caregivers of people with ADRD are based on
evidence-based data (eg, theories of managing behavioral
symptoms). Furthermore, the number of family caregiversin
our focus groups was small, and no male caregivers could
participate in the study within the timeframe of recruitment.
Degspite the group being all women, the 4 participants were
varied in terms of age (58 to 78 years), relationship with the
person with ADRD (2 spouses and 2 daughters), and literacy
level. It is not surprising to have recruited only women, as
around two-thirds of caregivers of people with dementia are
women [40]. Moreover, the majority of persons who attended
the meetings held by key community support organizations
(where we recruited) were women. It is also well known that
elderly women are morelikely to participate in research studies
than their male counterparts. Several studies carried out with
caregivers of patients with dementia have mainly women as
participants [41,42]. Although few in number, the participants
had different levels of familiarity with the technology (from
quite to very familiar) and had arich experience of caregiving.
Finally, the themes emerging during the focus group discussion
triggered an emotional reaction in some participants, who were
not comfortable discussing the app. Therefore, providing time
at the outset to address emotional issues might have allowed
participantsto vent their emotions and then focuson the study’s
objectives. Recruiting former caregivers may provide accessto
rich experience while reducing the likelihood of being
emotionally overloaded during the study.

Recommendations and Future Directions

The focus group discussion helped to identify what family
caregivers find relevant and useful in a mobile app, even if
future studies should involve more participants. Inclusion of
concrete intervention strategies appears to be an important
feature. These findings may guide the development of future
apps for these caregivers. In addition, using mobile appsis an
effective way to improve knowledge because they are ready at
hand and can be consulted quickly. Apps arethereforelikely to
reduce difficulties, such as being afraid of leaving the family
member alone at home, encountered by many current training
courses. On the other hand, technological difficultiescanimpede
their use, which underlines the importance of involving family
caregivers with different degrees of digital literacy when
designing apps [43]. In addition, as the medical terminology
used in apps should be easy for target usersto understand [44],
future studies should determine to what extent the apps are
comprehensible to caregivers with differing degrees of health
literacy, afactor which was not fully examined in our study.
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One important public health priority is to promote access to
knowledge tools for every individual, especialy the most
vulnerable. In this regard, some of the apps reviewed require
an internet connection, which may reduce caregivers accessto
them, as not everyone can afford internet services. Moreover,
most of the apps reviewed did not have password protection or
require login. One common concern of mobile health apps is
privacy, as users often enter their loved ones’ health information
[45,46]. Future attention should be paid to waysto protect users
private information, without this being a barrier to using the

app.

Finaly, with the constantly evolving market, a certain
“volatility” of the available apps has been noted. In fact, some
of the appsidentified might have been discontinued, while new
ones may have appeared. There are al so variations between the
2 stores regarding available apps. It is therefore suggested that
an app search be carefully planned to ensure exhaustivity and
reproducibility with respect to the review of the apps. Indeed,

Désormeaux-Moreau et al

2 people may not find the same list of appsin Google Play due
to the algorithms used to partially personalize the results [47].
In addition, we must remain critical about the list generated, as
sponsored apps top the list despite not necessarily being the
most relevant.

Conclusions

Considering the proliferation of mobile appsand their increased
use by family caregivers, available mobile apps designed to
help manage disruptive behaviors should meet their needs in
terms of both content and usability. However, when this study
was conducted, few apps met these criteria. Therefore, this study
aims to reduce this deficiency by highlighting what caregivers
consider relevant and useful in existing mobile apps, while
identifying those tailored to family caregivers' needs. These
findings may help caregivers to manage disruptive behaviors
more effectively and satisfactorily, reduce their burden of care
and, ultimately, delay the institutionalization of people with
ADRD.
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Abstract

Background: Many informal caregivers of older adults have limited time because of the number of responsibilities that their
caregiving role entails. This population often experiences high levels of burden due to the stressful nature of their work and are
vulnerable to developing negative psychological health outcomes. Easily accessible and flexible knowledge interventions are
needed to alleviate the burden and stress experienced by this group.

Objective: This study aims to evaluate the acceptability of the web-based delivery of the Caregiving Essentials course for
informal caregivers of older adults. Both the strengths and limitations of using aweb-based platform to provide information and
resources were explored to see whether the method of delivery enhanced or hindered the overall course experiencefor participants.

Methods: A mixed methodology of web-based pre- (n=111) and postcourse surveys (n=39) and telephone interviews (n=26)
was used to collect both qualitative and quantitative data from participants. Individual interviews were also conducted with key
stakeholders (n=6), and a focus group was conducted with nursing students (n=5) who were involved in the project.

Results. The web-based delivery of the course provided participants with greater accessibility to the course because it allowed
them to work independently through the modules at their own pace wherever and whenever. The discussion boards were also
identified asamajor strength because of the opportunity for social interaction and the sense of community that many felt through
sharing their experiences. Some barriersto participation included age-related factors, issueswith navigating aspects of the course,
and concerns about privacy and anonymity. Some key suggestionsincluded more engaging methods of web-based communication
and the reorganization of the module content to reduce the amount of text and streamline information.

Conclusions: The web-based delivery of Caregiving Essentials appeared to enhance the overall course experience by increasing
accessibility and allowing participantsto interact with the learning materials and other caregivers. Thefindingsfrom thisevaluation
can be used to create and improve the web-based delivery of both the current and emerging interventions for caregivers.

(IMIR Aging 2021;4(2):625671) doi:10.2196/25671

KEYWORDS

informal caregivers, family caregivers; older adults; elder care; web-based intervention; onlineintervention; online course; health
education; eHealth; evaluation
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Introduction

Background

Informal caregivers are those who provide unpaid care to
someone with at least 1 short- or long-term health condition or
disability [1]. Family members often take on these roles and act
as the primary support systems, especialy when the care
recipientisan older adult [2]. Caregiving responsibilitiesinvolve
identifying and addressing needs through direct care provision,
care management, or a combination of both [3]. Traditionally,
thiswork was done by spouses, daughters, or daughters-in-law,
given the gendered nature of caregiving work [3]. As of 2012,
most informal caregivers in Canada were women (53%) [4],
and in 2018, most (61%) were aged between 45 years and 64
years, and almost haf (47%) were the adult children or
children-in-law of their care recipients[5].

There is a growing number of Canadians engaging in unpaid,
informal carework [6]. Thisislargely caused by Canada'saging
population, which isan increasing demographic trend. Another
contributing factor isthe shift in the responsibility of care from
institutions to communities and families. In 2018, 7.8 million
Canadians reported having provided care to a family member
or friend with along-term health condition, disability, or aging
need [5]. The number of Canadians who will need to be cared
for is expected to double over the next 30 years[7]. Caregivers
identified age-related needs asthe single most common problem
for which they required help [6]. Therefore, the percentage of
the population engaging in informal care work is likely to
continue to grow in the coming years.

Theinformal caregiving of an older adult is often overwhelming
and stressful because of the diversity of responsibilities and the
unpredictable nature of the work. It usually calls for a mixture
of emotional, physical, psychological, social, and financial
support from the caregiver on a regular basis [8]. In addition,
therolerequires aknowledge base and skill set that many family
members and friends are unequipped with at the onset of their
caregiving journey [3,9]. Inmany cases, family caregivers must
learn information and seek out resources along the way, which
further adds to the burden they experience. Sometimes, people
may be unexpectedly thrown into the role of caregiving when
health complications arise suddenly in a friend or family
member. In some cases, informal caregivers assume the role
because it is seen as a family obligation [10]. Consequently, it
is crucia that caregivers have access to proper support and
resources to help alleviate stress and potential negative health
outcomes.

However, the availability and accessibility of formal care
services are not equally distributed across space [1]. Rural and
remote locations have little to no services to support a family
member providing carefor an older adult. Even for theresources
that do exist in rura areas, limitations such as distance and
money may prevent caregivers from accessing them. When
informal caregiversareisolated from the health care system and
trained professionals, they experience more unmet tangible
needs and, thus, more burden. This accessibility gap between
urban and rural caregiverscanresultin differential health status
among the care recipients [11]. Consequently, there is a
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significant need for more easily accessible information to be
available for informal caregivers of older adults, irrespective
of where they live.

Previous Work

Many interventions have been implemented over the years to
meet the needs of informal caregivers of older adults. The
literature shows that interventionsthat are individually tailored
and have multiple components are the most effective types for
this population [12,13]. Research hasindicated that interventions
with multiple components have led to stronger physical and
mental health benefits for participants when compared with
single-component  programs  [10].  Psychoeducational
interventionsthat can be personalized allow for more significant
effects because of targeted intervention delivery [14].

Although traditional face-to-face interventions are more
common, eHealth interventions are growing in popularity. The
number of peopl e seeking web-based support isincreasing [15],
as is the number of internet users who are older adults [16].
Therefore, web-based interventions fit with the contemporary
behavior of many informal caregivers today. In addition, they
allow for both individualization and the use of multiple
components. The 4 major components of internet-based
interventions are (1) content, (2) multimedia, (3) interactive
web-based activities, and (4) guidance and supportive feedback
[17].

Several web-based interventions have been conducted for
different types of informa caregivers, demonstrating the
feasibility of using thismode of delivery. In asystematic review,
the results indicated that internet interventions can improve
various aspects of caregiver well-being [16]. Similarly, in
another systematic review, the impact of web-based
interventions for caregivers was deemed to be clearly positive,
with improvements in self-efficacy, anxiety, and depression
observed [18]. Other promising web-based intervention
outcomes have been seen, such as a reduction in caregiver
burden [19], an increase in socia support and role avareness
[20], and a greater intention to access help from others[12].

In terms of the acceptability of web-based delivery, caregivers
responded positively to initiatives involving web-based
education and internet support groups [21]. For example, in a
pilot study on a videoconferencing intervention, 95% of the
family caregiver participants reported that using computers for
group meetings was either very positive or moderately positive
[22]. Moreover, it has been shown that internet-based
interventions for informal caregivers are acceptable and just as
effective as the conventional face-to-face interventions [18].

Due to service access limitations, informal caregivers may not
want or be ableto useformal care services and other resources.
Therefore, internet interventions can provide education and
support to informal caregiversfacing participation barriers[22].
Furthermore, as web-based interventions are generally more
cost-effective and accessible to informa caregivers than
in-person interventions, they present promising opportunities
for scalability [23].

Accessibility and asynchronism, which is the lack of
simultaneous occurrence, were the 2 advantages identified by
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participants regarding the web-based modality of a training
program [14]. Participantsin that intervention also emphasized
the importance of interacting with other caregivers because it
reduced social isolation [14]. In another study on internet-based
support, the findings revealed that anonymity, asynchronism,
and connectivity were the man advantages of
computer-mediated communication [15]. In terms of connecting
with other caregivers, participants were more engaged and
experienced more benefits when the intervention type was more
interactive [10]. One systematic review observed that interactive
web-based activities paired with the provision of human support
were helpful in enhancing the psychological well-being of
caregivers[17].

Despite the many positive outcomes of internet-based
interventions and the several strengths of web-based delivery,
there is a lack of randomized controlled trials [23]. The
heterogeneity in intervention design, methodol ogies, outcomes,
and participant characteristics, among others, makes cross
comparison unattainable. More rigorous study designs and
stronger methods would allow for more robust conclusions on
the efficacy of such interventions for informal caregivers of
older adults [21]. Further research should be conducted to
determine which types of web-based interventions work best
for which types of caregivers[24].

Context and Goal of the Study

The Caregiving Essentials course [25] is a no-cost knowledge
intervention hosted on Desire2Learn. The self-paced 8-week
coursewas created by team membersfrom the McMaster Centre
for Continuing Education, the McMaster Institute for Research
on Aging, and the Thrive Group to meet the needs of informal
caregiversfor practical, accessible, and timely information [26].
The web-based course was launched with 2 pilot offerings, one
in the fall of 2018 and the other in the winter of 2019. The
course aimed to enhance caregivers knowledge and confidence
regarding health care issues pertaining to older adults, improve
caregivers understanding and access to health and community
care systems, and increase caregivers persona health and
well-being.

Carggiving Essentials includes 4 stand-alone modules, each
with a specific focus, and a resources module that features
carefully selected materials. The module titles are as follows:
(1) You and the Caregiver Role; (2) Your Caregiver Toolbox:
Health and Medical Fundamentals; (3) Navigating Complex
Systems and Getting the Support You Need; (4) The Importance
of Looking After You; and (5) Resources. The curriculum offers

Table 1. Caregiver participants’ engagement numbers.

Rottenberg & Williams

usersreliable, relevant, and up-to-date information on key topics
related to the caregiving journey. Content was gathered from
credible sources, such as the McMaster Optimal Aging Portal
[27], and was reviewed by subject matter experts. Following
each module, participants can assess their level of knowledge
and understanding by completing self-check quizzes. The
Caregiver Action Plan, a digital guide created to supplement
the course, is linked to certain exercises woven across the
modules. It provides participants with an individualized and
practical resource at the end of the course. There are aso
prompts within each module that are connected to discussion
board threads, where participants can engage with each other
on the web.

The aim of this study is to evaluate the acceptability of the
web-based delivery of the Caregiving Essentials course for
informal caregivers of older adults. To determine whether the
web-based delivery was well received and its impact on the
usability of the course overall, those involved in the project
were asked to provide feedback after course completion.
Strengths, limitations, and areas of improvement related to the
web-based functionality were identified by participants to
determine whether the method of delivery enhanced or hindered
different aspects of the user experience.

Methods

Recruitment

The inclusion criteria for the Caregiving Essentials course
specified that participants must be the primary caregiver to an
older adult (65 years or older) who is till living at home.
Recruitment strategies targeted people residing in Hamilton,
Sudbury, or Timmins for the fall course offering, and then
efforts were expanded to anywhere in Ontario for the winter
course offering. Participants were recruited using various
community partner networks, such as long-term care homes,
respite relief services, senior community centers, and academic
institutions. The participants involved in the course evaluation
were informal caregivers of older adults who had finished the
majority of the module material by the official course end date.
Participation in the eval uation was not acompul sory component
of the course; therefore, data were only collected from those
who were willing to offer their feedback (Table 1). The course
users who completed all elements of the evaluation (pre- and
postcourse surveys and a telephone interview) received a Can
$20.00 (US $16.58) Tim Hortons gift card as a token of
appreciation.

Pilot course offering  Recruitment inquiries  Course registrants Precourse surveyscom-  Postcourse surveys Telephone interviews
pleted completed conducted

Total, n 315 140 111 39 26

Fall 2018, n (%) 150 (47.6) 70 (50) 52 (46.8) 20 (51.3) 14 (53.8)

Winter 2019, n (%) 165 (52.4) 70 (50) 59 (53.2) 19 (48.7) 12 (46.2)

Recruitment for the project was done viaemail communication,
and both electronic and verbal consent were obtained. A total
of 14 participants from the fall course offering and 12
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participants from the winter course offering agreed to an
interview. In addition, 6 key project stakeholderswere recruited
to participate in the evaluation. This subsample comprised 1
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project leader, 1 project coordinator, 1 subject matter expert, 1
instructional designer, and 2 project advisory committee
members. In addition, 5 nursing students who moderated the
course discussion boards and offered support to participants
through email were invited to provide qualitative feedback on
web-based delivery via a focus group. Thus, the total sample
size for the qualitative data was 37.

Data Collection

A mixed methodol ogy was used to eval uate web-based delivery
of the course. Participants were asked to complete aweb-based
precourse survey that contained close-ended questions about
their experience as a caregiver, their access to and use of
technology, and demographic information for both themselves
and their care recipient. Partici pants were then asked to complete
a postcourse survey that contained the same questions as the
precourse survey, with an extra section about their experience
taking the course. Both quantitative surveys were administered
anonymously on the web through LimeSurvey. Thus,
participants’ confidentiality was maintained, as the answers
could not be linked to individual participants.

Caregivers who finished most of the module content were
invited to participate in one-on-one telephone interviews to
provide more in-depth feedback. A semistructured interview
guide with open-ended questions was used to ask participants
about usability, accessihility, level of interaction, strengths,
weaknesses, and areas of improvement regarding the Caregiving
Essentials course. A total of 26 participant interviews were
conducted. Qualitative feedback was also collected viatel ephone
interviewswith 6 key project stakeholders. Thisinterview guide
focused on the strengths, weaknesses, areas of improvement,
and scalability of the course. In addition, a web-based focus
group was conducted with 5 nursing students who played an
active role in the course. Similarly, they were asked a
combination of questions from both the participant and
stakeholder interview guides.

Data Analysis

The survey data collected from participants before and after the
course could not be compared because there was a significant
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Rottenberg & Williams

difference between the number of people who completed the
precourse survey and those who completed the postcourse
survey (Table 1). However, the postcourse survey responses
were compared with the qualitative interview feedback and
supported the major findings in terms of overlapping identified
themes. Therefore, methodol ogical triangulation was conducted
by cross analyzing the 3 different forms of data collection. The
survey data, interview data, and focus group data helped to
ensure the validity of the key findings. The audio-recorded
interviews and focus group were transcribed and analyzed using
thematic coding in NVivo 12 Pro (QSR International). An
inductive approach was used to identify 35 unique nodes and
subfolders, which eventually led to the formation of overarching
themes related to the main objective. These themes include
accessibility to and within the course, level of interaction
between peers and with the content, comfortability with and
barriers to using technology, and scalability of the project.

Respondents were categorized based on their participant group
(caregiver, stakeholder, or nursing student). If the participant
was a caregiver, they were further categorized based on which
course offering they took (Fall 2018 or Winter 2019). Therefore,
the identifier F11 refersto a caregiver participant from the fall
course offering, the identifier W2 refers to a caregiver
participant from the winter course offering, S2 refers to a
stakeholder participant, and NS5 refers to a nursing student
participant.

Results

Participants

As noted in Table 2, dlightly more than half (21/39, 54%) of
those who participated in the postcourse survey (n=39) were
aged between 45 years and 64 years, most self-identified as
female (28/39, 72%), many (17/39, 44%) were providing care
to a parent, about half (21/39, 53%) had been a caregiver for 1
to 3 years, dmost half (19/39, 49%) were either employed
part-time or full-time when they completed the survey, and
one-third (13/39, 33%) reported providing informal care for
more than 15 hours per week.
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Table 2. Participant information from the postcourse survey (n=39).2

Rottenberg & Williams

Postcourse survey questions and options

Participant, n (%)

What isyour age? (years)

18-24
25-34
35-44
45-54
55-64
65-74
275

What isyour sex?

What isyour relationship with this person? Your carerecipient is...

Approximately how many hours per week do you provide care to this person?

Male
Female

Other

Your parent

Your spouse

A family member
A friend

Other

14
5-9
10-14

Areyou currently employed?

How long have you been a caregiver ? (years)

What isyour estimated annual household income before taxes? (Can $[US $])

Yes: full-time

Yes: part-time

No

Other, please specify

<1
1-3
4-6
>7

<15,000 (12,433.33)

15,000-29,000 (12,433.33-24,037.76)
30,000-49,999 (24,866.65-41,443.59)
50,000-69,999 (41,444.42-58,021.36)
70,000-99,999 (58,022.19-82,888.01)
>100,000 (82,888.84)

Prefer not to answer

3(8)
1(3)
1(3)
7(18)
14(36)
3(8)
4(10)

5(13)
28(72)
0(0)

17 (44)
7(18)
4(10)
0(0)
5(13)

6 (15)
8(21)
5(13)
2(5)
11 (28)

15(38)
4(10)
10 (26)
4(10)

3(8
21 (54)
5(13)
0(0)

0(0)
2(5)
9(23)
2(5)
5(13)
6 (15)
9(23)
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3Response rate was not 100% for each question.

Strengths of Web-Based Délivery

Most of the caregivers who participated in the evaluation
component of the project stated that they preferred it over an
in-person intervention. One participant said:

If | had to show up at a place, | probably would not
have participated as much as being able to do it
online. [W2]

Similarly, another interviewee said:

The reason why | enrolled in this online course is
because I'm extremely busy and | couldn’t always
make it in person. [W8]

Table 3. Caregiver participant postcourse survey results (n=35).2

Rottenberg & Williams

One project stakeholder expressed their understanding of the
importance of web-based delivery for the course:

People don’t want to come out or maybe they can’t

get out because of that person that they have at home

and it’snot easy to find somerélief ... The online was

just vital. [S2]
These positive interview comments correlate with the high
number of caregiver respondents who agreed (30/35, 86%) or
somewhat agreed (4/35, 11%) to survey statement number 6
(“In the future, | would be willing to take an online course
again.”), asshownin Table 3.

Itemnumber  Survey statement

Agree,n(%) Somewhat agree, n (%) Disagree, n (%)

1 | would recommend this course to afriend. 34 (97) 1(3) 0(0)

2 | am comfortable sharing my ideas in written format online. 14 (40) 15 (43) 4(11)

3 | am confident using and contributing to an online discussion group when 15 (43) 12 (34) 5(14)
| need help or information.

4 | feel comfortable ng theinformation | discover onlinefor theirin- 17 (49) 15 (43) 0(0)
tegrity and truthfulness.

5 | am satisfied with the level of interaction in this course. 26 (74) 6 (17) 2 (6)

6 In the future, | would be willing to take an online course again. 30 (86) 4(11) 1(3)

@Response rate was not 100% for all questions.

More specifically, several participants praised the flexibility of
the course and their ability to participate wherever and
whenever. One respondent noted:

The material ... lent itself well to doing things
independent and online—which iswhat | was|ooking
for. [F11]

Quite a few caregivers spoke to the self-paced nature of the
course, mentioning how the ability to“[do] it on my time” (W9)
and “hop online anytime that works’ (W4) was extremely
valuable to them. One participant described how the flexibility
of the course benefitted their level of access:

| could participate in the course at home, when I'm
at school; it didn't prevent getting access to the
informationinany way ... doing it online wasthe best
option. [F3]
Although some liked the fact that “[i]t’s in the comfort of your
own house” (W?7), others enjoyed the ability to log into the
course from work “on and off throughout the day, and during
my lunch breaks’ (W3).

As one respondent put it:

It was a good way because ... for all the caregivers,
we all have different times of when we're available.
[W10]

This strength was realized and echoed by one stakeholder as
well:

https://aging.jmir.org/2021/2/€25671

It was presented in a manner that would be palatable
to older adults who are quite busy. [S5]

Similarly, one member of the focus group of nursing students
also agreed:
Having it on their own terms ... knowing they have it
right intheir own home, was valuable to them. [NS5]
The flexibility of module information intake was highlighted
as another important feature:
I liked how you could stop and play at your own pace.
(W8]
Another caregiver stated:
It was a good thing because you could go back if you
forgot anything. [W12]
Other participants talked about repetition in viewing module
content:
I’ ve gone through it a couple of times. [F5]

| could go back and look at some of the modules |
had already finished, just to kind of review. [W5]

Others choseto only read through the information that was most
relevant to them:
| kind of just scanned over ... really focused on the
things that | needed. [F8]

The control over choosing how much timeto invest in the course
and in each section of the modules seemed beneficial:
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You can spend as much time or aslittle time on those
modules as you like. [W2]

An additional element of accessibility was the free course
registration. A number of caregivers expressed appreciation for
the affordability of the course in their interviews (F3, F8, W3,
and W11). Accessibility was considered throughout the whole
design process, as stated by one project stakeholder:

Adistinct strength wasthat thiswasa“ no cost,” open
opportunity for caregivers. Weworked hard to ensure
there would be as few hurdles to access as many
online materials as possible. [$4]

Besides reducing financial barriers, the web-based aspect of
Caregiving Essentials also helped to tackle geographical
limitations:

Technology ... can facilitate crossing a barrier,
including the barrier of geography ... Again, it ties
into access. [$4]

As one stakehol der stated:

It'san online course and we very specifically reached

out to people who were living in Northern Ontario.

[Se]
One interviewee spoke about the lack of accessibility of care
resources in the North from personal experience:

...because of my northern roots and because I'm
working up in education in the north, | knew that
there’'s a tremendous need for this kind of education.
[$4]
Web-based delivery ensured that even informal caregivers in
remote regions of the province had equal access to the course.
One participant specifically praised the project leadership for
targeting recruitment efforts to Northern communities in
Ontario:

| thought that was excellent because you're reaching

the people that are—there’s a whole bunch of need

obvioudly ... They'rereally isolated it feels. [F10]
Another strength identified under accessibility was the
user-friendliness of the course. One participant commented:

| was very impressed about how the course was set
up, how easy it was to access, and how easy it was to
maneuver through all the areas. [W1]

Another remarked:
The navigation through the learning or training was

straight forward, well labeled, the links all worked,
everything was functional and very easy to use. [W12]

The feedback from the nursing students involved in the course
reflected participants comments:

The course is very easy to navigate ... it was really

well organized. [NS4]
One caregiver who initially experienced difficulties explained
that the navigation became easier over time:

It took me a bit the first module to find out how to get
to the next, but once | did that, it was okay. [W5]

https://aging.jmir.org/2021/2/€25671
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Therefore, it seems that both access to the web-based course
itself aswell as ease of accessing information within the course
were 2 highlights of the user experience.

The discussion boards were another well-accepted element of
web-based delivery, asreported by numerous participants. Many
believed that the opportunity to connect with other participants
was an important part of the course:

Therewas a common camaraderie. [t wasnice... that
you do have that option to connect. [W4]

One caregiver described discussing shared experiencesas” redly
comforting in alot of ways’ (F12).

For the less experienced caregivers who did not contribute to
the discussion boards, some still found the posts to be “kind of
refreshing to get the perspective that there's lots of people out
there dealing with this” (F11).

Newer caregiverswere ableto read posts from more experienced
caregivers and consequently felt more prepared:

It's more hearing what other people have to say and
seeing what | have to look forward to ... or not look
forward to. [W5]

The benefits of the discussion boards were also realized by
stakeholders and nursing students:

The idea that people could talk to each other, get to
know each other, share stories with each other. [S6]

Another interviewee made the following observation about the
discussion board activity:

People were using it to either commiserate or to
justify some of the decisions they are making as
caregivers themselves. [S3]

Likewise, they were described as “[r]eally important for the
caregivers to feel that they were supported in their role, and
kind of feeling that they weren't alone” (NS3). Another focus
group member said they were “essential to the course in order
to relate with other caregivers’ (NS2).

Aligning with the caregivers feedback, one nursing student
described the sharing of experiences as creating “a sense of
camaraderie” (N$4), whereas another referred to it as a
“community with peer support” (NS5).

In addition, one student noted:

The discussion board gets interaction going ...
different caregivers answer back ... help each other
out. [NS1]

Even among the caregivers who did not use the discussion
boards, some still saw value in incorporating social interaction
for others:

| never get involved with that kind of thing, but | think
that's great ... You don’t want to fed like, “ Am| the
only one going through this?” [W7]
As mentioned in some of the caregiver interviews, part of the
reason for lower participation in the discussion boards was
simply personal preference or prioritizing learning from the
modules over making new connections with others.
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In terms of web-based delivery aspects that participants liked
and would keep the same, 8 participants mentioned the
postmodul e quizzes, and 8 partici pants mentioned the web-based
support relating to course information, information technology
troubleshooting, and general questions. Regarding the self-check
quizzes after each module, one nursing student expressed:

| really liked that it tested your knowledge. [NS2]
Another student commented:

| think that the modules are already quite interactive
when testing your knowledge. [NS4]

During the focus group, the nursing students also described the
value in caregivers having the option to reach out to them for
help with the course:

I know the email was good too. They could directly
contact us if they were having issues with IT, or if
they had ... more sensitive issues that they wanted to
discuss. [NS2]

Thus, the more interactive elements of the course seemed to
enhance the participants’ overall experience. This qualitative
feedback corresponds with the postcourse survey results, as
shown in Table 3. Most respondents agreed (26/35, 74%) or
somewhat agreed (6/35, 17%) to survey statement number 5 (“|
am satisfied with the level of interaction in this course.”).

Furthermore, the variety of resources used to deliver information
was also identified as a positive factor:

| hadn’t encountered such a comprehensive collection
of resources. Also, in terms of types of resources—so
videos, documents, templates. [F12]

Likewise, someone else highlighted this as a strength:

| liked the fact that there was a variety of different
ways to get the information. You had the odd case
study, you had a link to another website, ...
downloadable files. [W12]

One stakeholder also referenced this strong point:
The other thing that | think was really good about
thisproject wasthat it brought a wholelot of different
resources together in one place. [S6]

Barriersto Web-Based Delivery

Although many participantsfrom all 3 groups cited accessibility
asamajor strength of web-based delivery, there were somewho
identified limitations with the navigation:

When | was going into a video or something, it would
go into the video and then it was hard for me to go
back. [W10]

A different participant described a similar situation:
Certain linkstake you to other placesand navigating

to get back to the original place ... was a little bit
challenging. [W4]

Another caregiver also shared about some trouble with
web-based functionality:

https://aging.jmir.org/2021/2/€25671
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I had difficulty navigating out of the discussion board
... | would always end back at the home screen and
then have to go back into the module. [F2]

Someone else mentioned:

I’ m pretty savvy with computers so it wasn't so much
that | didn’'t know how to access it. | just found it a
little bit clumsy with the windows and having to scroll
down. [F4]

One of the older caregiver participants remarked:

| didn’t try because | couldn’t figure out how to make
it work. [F5]

Older participants and/or those living in Northern areas face
their own barriers to accessibility, as noted by one participant:

It's unfortunate being online, there’'s so many people
in the community who don’t have internet or don't
have accessto internet ... in Northern Ontario. [F13]

One interviewee commented:

| have a computer, [but] alot of people do not in my
age bracket. [F4]

Even when participants had access to a computer and the
internet, alack of comfort with using technol ogy and web-based
platforms proved to be ancther barrier to participation:

I am 75 ... Not everybody this age is limited in their
computer experience, but unfortunately, | am one of
themthat is. [F5]

Comparably, another person declared:

I’'m 70, so I'm not as computer literate ... so things
are a little more difficult for me. [W5]

This limitation was also highlighted by one of the nursing
students in the focus group:

Depending on how old the caregiver is, they may not
be “ technology acceptable;” or ablein a way. [NS5]

One of the students even said that they found that “the siteisn’t
themost intuitive” (N4), which could make accessibility more
of achallenge for certain participants, especially older ones.

Another barrier to participation in the web-based course was
thelack of peer engagement experienced by some users. Certain
individuals felt the discussion boards were lacking interaction
between caregivers:

Thereweren’t many people at all engaged in sharing
information, which is a shame because | think we're
all on the same journey. [W9]

Someone €l se expressed the desire for lengthier conversations:

I would've liked to see a back and forth more with
what people were saying ... | would've liked to have
had more discussion on what other peopl€e’sopinions
were. [W10]

A caregiver described how a sense of community was not there
for them:

One of thereasons |’ d join the course wasto perhaps
be part of the community, be part of thetribe, dealing
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with the same issues. | just didn’t find that. People
that perhaps did log in weren’t consistent in logging
in. Or people that had very similar issues to what |
was going through, | couldn’t find them again on
various chat boards. [W11]

Another caregiver cited the self-paced nature of the course as
being problematic in thisway as well:

| went through it faster than what was recommended
... S0 because of that, there was nothing in the online
chat because other people hadn't gotten there yet.
[W5]
One reason for the lack of discussion board participation was
the concerns with sharing private information on the web:

| wasn't ready to share on the internet. [F5]
Another respondent reiterated this worry:

| wasn't comfortable using my personal experience
in an online public discussion. [W8]

These comments were also reflected in the postcourse survey
results, as shown in Table 3. Statement number 2 (“1 am
comfortable sharing my ideas in written format online”) and
number 3 (*1 am confident using and contributing to an online
discussion group when | need help or information.”) had the
lowest participant agreement levels (14/35, 40% and 15/35,
43%, respectively).

Suggestionsto Improve Web-Based Delivery

Recommendations for improving engagement between
participants included adding a discussion thread where
caregivers could share resources (F3), creating small
participation groups based on geographic location (W12), and
using atelecommunication for live discussions (F3, F4, F7, F11,
W3, and W9). Some people specifically referred to integrating
videoconferencing and emphasized the significance of
face-to-face interactions. However, as some participants had
expressed security concerns, one caregiver’'sideacould be used
as apotential solution:

My name was on the post. Is there a way to make it
anonymous or change your identity when
commenting? My concern was anonymity for myself
and for my family members. [W11]

Not using full names or even using pseudonyms or usernames
could also be applied to avideo call feature asaway to maintain
some aspect of privacy.

Some improvements for the discussion boards, as suggested by
the project stakeholders, were using caregivers as moderators
to offer more of a“ peer-to-peer experience” (S1) and creating
smaller discussion groups to “connect [those] who were living
in the same areas’ (S6).

Other ideas to enhance participant interaction were using
additional communication methods, such as a web conference
(S2) or audio-video chats ($4). One interviewee remarked that
when “you can see someone’s face, and who they are, it makes
abig difference” (S2).

https://aging.jmir.org/2021/2/€25671
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Another recommended upgrade for web-based delivery was to
organize the content so that more information is presented
broadly via modules and so that each module contains more
specific information through a series of different subsections
(F1, F14, and W11). This structure would streamline content
better and make it easier for caregivers to find what they are
looking for. Some participants said that there wastoo much text
to read (F3, F5, W4, and W10), and it was suggested to either
add afeaturethat readsthe text or include more video clipsinto
the modules (F3). Other proposed enhancements were to offer
adownload option for the material (W11) and to include short
testimonies from informal caregivers and/or older adults (W6).

Thelast themethat arose was the opportunity for future growth.
A couple of caregiver participants recommended that the course
should be opened to abroader and larger audience, such as other
types of caregivers, caregivers living in other provinces, and
other careworkers (F10, W1, and W4). Theweb-based delivery
of Caregiving Essentials would certainly enable scalability to
the national level because geographical barriers are reduced.
Course expansion was also brought up in several stakeholder
interviews:

In terms of how the course is actually designed, it
certainly could handle a larger audience. [S6]

A total of 2 factors that would need to be addressed while
scaling up the course would be ensuring that the information
and resourcesin the modules are kept updated (S3 and S6) and
remain region-specific (S2 and S6).

Discussion

Principal Findings

Many of the strengths and areas of improvement identified by
the caregiver participants aligned with the feedback from the
project stakeholders and nursing students. The web-based
delivery of the Caregiving Essentials course enabled course
accessihility for most of theinformal caregiverswho participated
in the study. Stakeholders were aware of informal caregivers
busy and often unpredictable schedules, so the course was
designed to be flexible, which participants valued a great deal.
The self-paced, independent nature of the course was made
possible by web-based, stand-alone modules. Participantsliked
the fact that they could access the course from home, work, or
school whenever they had free time. Some also found it helpful
that they could pick and choose which information they wanted
to focus on and could even go back to the review material if
needed. This flexibility was highlighted as a benefit by the
stakehol ders and nursing students.

The reported strengths from the project evaluation align with
thefindingsfrom the existing literature. In the evaluation of the
Connect, Assess, Respond, Evaluate, and Share (CARES)
Dementia Basics Program for caregivers by Pleasant et al [13],
convenience, portability, and customizable learning speed are
cited as advantages of web-based learning programs. Moreover,
accessibility was identified as one of the main benefits of the
web-based modality for an individual psychoeducational stress
management training program offered on the web to family
caregivers [14]. In addition, the convenience and suitability of
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asynchrony and the ability to personalize use were noted as
favorable features of internet-based social support networks by
caregivers of older adults[15].

Only 1 participant thought that the web-based delivery
specifically hindered their course experience, which was due
to their lack of experience with computers and technology.
Others also shared some experiences of having difficulty
navigating through certain areas of the course. Although several
participants described the course as easily accessible,
user-friendly, and straightforward, afew referred to sections of
the course as being clumsy or sporadic. This variation in
feedback may be caused by individual factors, such as
familiarity with web-based courses or generational differences
in the use of technology. The disparity in positive and negative
responses can also be due to areas of the course that need to be
improved to better suit the diverse needs of various users.

The discussion boards were another major strength identified
by the stakeholders, nursing students, and participants, as they
made the course more engaging. The course designers created
discussion board topics that coincided with the module topics
to encourage participant activity. The main goal of web-based
communication was to increase interaction among users and to
combat social isolation. Many participants reported a sense of
community and camaraderie. The nursing students who
moderated the discussion boards confirmed the positive
connection that was building when they spoke about participants
sharing stories and giving each other advice.

Connecting with other caregivers was also a strength observed
in other studies. In a systematic review of web-based
interventions for caregivers by Parra-Vidales et a [18], they
found that allowing participants to have a direct web-based
contact with other caregivers contributed to the effectiveness
of the interventions. In the study by Barbabella et al [20] on a
web-based psychosocial intervention for family caregivers of
older people, findings revealed positive effects on social
inclusion and support from the interactive servicesthat enabled
communication among participants. In the study by Godwin et
al [21], all studies involving technology-driven interventions
for caregivers that were reviewed had some positive findings,
and each had an information and social support component.

Not all participantsfound the discussion boardsto be beneficial.
The postcourse survey results provided in Table 3 show that
around half of the respondents were not confident in sharing
their ideas in awritten format on the web. This correlated with
the participants who had privacy concerns and did not wish to
share personal information on the web. Some participantsfound
the discussion boards to be challenging to navigate, others
prioritized exploring the module content, and a few accessed
the discussion boards when there was little interaction. These
experiences have been found elsewhere among caregivers of
older adults. In the study by Colvin et a [15] on exploring
computer-mediated communication, the complaints that arose
included concerns around anonymity, a lack of adequate
response, and alack of privacy or confidentiality.

Other interactive features, such as the postmodule quizzes, the
downloadable Caregiver Action Plan, and email support, were
also said to enhance the overall experience of taking Caregiving
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Essentials. The positive feedback for these course components
corresponds with the elementsidentified among other web-based
interventions that have been shown to be effective in previous
work. Boots et a [16] found that multicomponent internet
interventions that combined tailored information with
interactions among caregivers were the most promising for
improvements. Similarly, in the systematic review of
internet-based interventions for caregivers of older adults by
Guay et a [17], a combination of interactive web-based
activitiesand the provision of human support are 2 components
that have been shown to contribute to intervention efficacy.

A couple of participants mentioned that they liked the various
ways in which information was presented, although numerous
people suggested that even more multimedia types should be
added to the modules to help reduce the amount of onscreen
text. Increasing the level of engagement was another
recommendation made by the stakeholders, nursing students,
and participants. Specific improvements that were suggested
included adding web conference presentations, smaller group
chats, and live video calling. Telecommunication applications
such as Google Hangout and Skype were brought up, as many
people emphasized the importance of face-to-face connections.
This is consistent with the findings from the literature. In a
qualitative study by Ploeg [28] on aweb-based transition toolkit,
My Tools 4 Care, participants suggested that adding a feature
to enable caregivers to connect with one another (in real time
or asynchronously) to share information, experiences, and
caregiving strategies would be helpful. Furthermore, in
comparing 2 internet-based intervention programs, Marziali
and Garcia[10] found that the videoconferencing intervention
program was deemed more useful in improving caregivers
mental health status than the chat-based intervention. This is
useful considering that the discussion boards within Caregiver
Essentials were intended to reduce social isolation.

Another important theme was geography and theroleit played
throughout the project from the recruitment process to the data
collection stage. Some of the participants were specifically
recruited from Sudbury and Timminsin Northern Ontario, where
thereisalack of resources and accessibility barriersfor the ones
that do exist. Therefore, the participants ability to access the
course and their insights from the interviews about web-based
delivery were especially appreciated because they represent an
underserved subgroup among informal caregivers. Stakeholders
belonging to the project leadership team were knowledgeable
about service access limitationsin Northern Ontario. Therefore,
the web-based delivery of the course reduced spatial barriers
and allowed for equal participation from caregivers, regardless
of wherethey werelocated. The accessibility of theintervention
to remote regionswas a so emphasized by Marziali and Donahue
[22] in the pilot feasibility study on Caring for Others, an
internet group intervention for family caregivers of older adults.

Thisis akey factor to recognize, especidly if the project were
to expand to other geographic areas. Using some of the domains
of the nonadoption, abandonment, scale-up, spread, and
sustainability framework, there are some characteristics of
Caregiving Essentials that show promising results in terms of
evaluating the potential for future effectiveness and success
[29]. For the technology domain, the intervention lies
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somewhere between the simple and complicated categorization
because some participants did not need a set of instructions to
access and navigate the course, whereas others did make use of
the detailed instruction and helpdesk support. For the value
proposition domain, the technology isdesirablefor itsintended
users, safe, and cost-effective; therefore, it would lean more
toward being labeled a simple innovation. For the last domain
of the framework, there is a strong scope for adapting and
embedding the technology as local need or context changes.

Limitations

A limitation of the evaluation was the recruitment strategies
used to recruit participants. Only caregivers who had finished
most of the module content were contacted for an interview.
Therefore, if participants stopped partway through, they were
never given the opportunity to provide in-depth feedback
pertaining to the web-based delivery of the course. The topic
of evaluation is one in which participants would likely still be
able to provide feedback on if they had completed at least one
module and had explored other features of the course. Thus, it
is possible that participants who qualified to be involved in the
evaluation (ie, finishing most of the module content) were more
likely to offer certain types of responses. This means that the
participant interview data may not accurately represent the
perspectives of everyone who took the course.

Furthermore, the voluntary aspect of the project’'sevaluationis
another potential factor that may reduce the generalizability of
the participant interview findings. Again, individualswho agreed
to provide feedback may be more likely to hold extreme
opinions, whether positive or negative. Moreover, as the
evaluation was not mandatory, the number of participants who
completed each step decreased throughout the duration of the
project. If participation in the Caregiving Essentials course was
tied to participants’ commitment to provide eval uative feedback,

Rottenberg & Williams

then there may not have been such aloss in numbers between
the pre- and postcourse surveys.

Conclusions

In conclusion, this evaluation of web-based delivery of the
Carggiving Essential course demonstrated acceptability and
usability for many of the participants. A diverse range of
accessibility topics and the ways in which they enabled
participation in the course were discussed in the stakeholder
and participant interviews and the student focus group.
Suggestions to further devel op the existing interactive features
of the intervention were made, as well as recommendations to
incorporate additional methods of engagement viatechnol ogical
opportunitieswere provided. Although there were some barriers
to participation due to web-based delivery, most respondents
were able to overcome them and still benefit from the course.
Web-based delivery of the knowledge intervention had many
advantages and positively impacted informal caregivers
experiences in taking the course. The proposed areas of
improvement offered feasible changes, and several changes
were implemented for future course offerings following the
eva uation.

Further use or investigation is warranted to evaluate the
effectiveness of web-based delivery for this course and other
existing and emerging web-based interventions for informal
caregivers of older adults. This population experiences a great
need for credible, relevant, and up-to-date information and
resources. It is key that the web-based modalities of
interventions for caregivers enhance accessibility and enable
meaningful human interactions. The findings from this
evaluation can support the creation and improvement of the
current and new interventions. It can aso be applied to
innovations related to other populations that provide care to
older adults.
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Abstract

Background: Fallsin older people commonly occur at home. Home assessment and modification (HAM) interventions can be
effective in reducing falls; however, there are some concerns over the validity of evaluation findings. Routinely collected data
could improve the quality of HAM evaluations and strengthen their evidence base.

Objective: The aim of this study isto conduct a systematic review of the evidence of the use of routinely collected datain the
evauations of HAM interventions.

Methods: We searched the following databases from inception until January 31, 2020: PubMed, Ovid, CINAHL, OpenGrey,
CENTRAL, LILACS, and Web of Knowledge. Eligible studies were those evaluating HAMs designed to reduce falls involving
participants aged 60 years or more. We included study protocols and full reports. Bias was assessed using the Risk Of Bias In
Non-Randomized Studies of Interventions (ROBINS-1) tool.

Results. A total of 7 eligible studies were identified in 8 papers. Government organizations provided the majority of data across
studies, with health care providers and third-sector organizations also providing data. Studies used arange of demographic, clinical
and health, and administrative data. The purpose of using routinely collected data spanned recruiting and creating a sample,
stratification, generating independent variables or covariates, and measuring key study-related outcomes. Nonhome-based
modification interventions (eg, in nursing homes) using routinely collected data were not included in this study. We included two
protocols, which meant that the results of those studies were not available. MeSH headings were excluded from the PubMed
search because of a reduction in specificity. This means that some studies that met the inclusion criteria may not have been
identified.

Conclusions: Routine data can be used successfully in many aspects of HAM evaluations and can reduce biases and improve
other important design considerations. However, the use of these data in these studies is currently not widespread. There are a
number of governance barriers to be overcome to allow these types of linkage and to ensure that the use of routinely collected
datain evaluations of HAM interventionsis exploited to its full potential.

(JMIR Aging 2021;4(2):€24728) doi:10.2196/24728
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Introduction

Background

Fallsin older people are a major public health concern. In the
United Kingdom, approximately 1 in 3 adults aged 65 years or
more experience at least one fall a year, which can lead to
serious injury, even death. Falls are the most common cause of
deathin thisage group [1]. This situation is similar worldwide,
where around 28%-35% of people in this age group fall every
year; thisincreases to 32%-42% in those aged 70 years or more
[2]. The effects of falls on aperson can be devastating, not only
physically but can result in afear of faling in the future and a
loss of confidence and independence and can have asignificant
impact on family, friends, and caregivers[3,4]. Annual National
Health Service (NHS) expenditure oninjuriousfallsisin excess
of UK £2 billion (US$2.5 hillion) [5]; in the United States, this
figureamounted to US $50 billion in 2015 [6]. Health care costs
per fal for older peoplein Finland and Australiaare US $3611
and US $1049, respectively [2]. Furthermore, the costs of
hospital, community, and social care continue to significantly
accrue 12 months after afall [1]. One of the main risk factors
for falsisincreasing age; the incidence of falls beginsto rise
beyond the age of 65 years[7]. Given that there is an additional
8.2 million people aged 65 years and more projected for the
United Kingdom in 2050 [ 8], preventative measuresfor fallsin
this age group will be key to reducing costs [5].

International evidence suggests that falls in older people
commonly occur at home (around 35% of people more than 65
years of age) [2,7,8], and these are associated with higher
morbidity, earlier mortality, and health inequalities [5-9].
Hazards in the home are associated with injury, and by using
risk assessments, home assessment and modification (HAM)
interventions identify potential environmental hazards present
in the home [10]. Measures are then agreed to reduce these,
such as the removal of bath mats or inclusion of handrails on
stairs[4]. A Cochrane review by Gillespie et al [11] found that
HAM interventions were effective in reducing both the rate of
fals and the risk of faling in older people. After gathering
evidence on effectiveness, the Nationa Institute for Health and
Care Excellence [5] have recommended that all older people
living in the community at an increased risk of falls should be
considered for these interventions.

Issues surrounding the evaluation of these HAM interventions
could call into question the validity of their findings. Past
criticism of these trials has been over a lack of an adequate
control group and rigorous design, that they are underpowered,
and that follow-up times have been found to belacking [12,13].
Most HAM trialsincluded in the review by Gillespie et al [11]
had follow-up times of 1 year or less; therefore, it is unclear
whether the effects of these interventions could be sustained
beyond this [11-13]. Trials often exclude participants with
comorbid conditions, particularly cognitiveimpairment [14,15];
however, cognitive impairment isarisk factor for fallsin older
people [16]. This can threaten the generalizability of atrial’s
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findings. The research burden of extensive study assessments
isaparticular concern for this participant group and can cause
study attrition [17]. Conversely, minimizing the amount of data
collection to reduce this burden could limit the usefulness of a
trial. Furthermore, different variables are needed to stratify
participant groups and to control for confounders (eg, past falls,
polypharmacy, and socioeconomic status) to determine for
whom the intervention works best and why [18,19]. Finally,
recall bias could cause errors in self-report data and skew
evaluation results [20].

It has been suggested that the use of routinely collected datain
aging-related research has the potential to improve research
quality and efficiency. These large-scale data sources allow for
larger sample sizesand, therefore, the possibility for stratifying
the sample with respect to key covariates and allow for longer
follow-up times and reduced study attrition, especially given
the age profile of the target population. In addition, these data
help build an understanding of fal patterns and of individual
treatment pathways [21]. Data collected routinely from health
and social care interactions are increasingly being used in
research; electronic health records (EHRs) are aprime example
of this. Such data can be highly useful in health research; its
nonuse may even cause harm [22]. The use of routine datain
HAM intervention eval uations may be particularly useful, asit
could help address the many challenges identified above
regarding participant characteristics and trial conduct. To date,
we conducted a systematic review to investigate the use of
routinely collected datain HAM intervention evaluations.

Objectives

Our objective is to conduct a systematic review to identify
research studies using routinely collected administrative and
EHR data to evaluate HAM interventions whose primary
purpose is to reduce fals in older people. Given the
aforementioned problems with prospectively collected data,
namely, (1) lack of adequate control group, (2) short follow-up
times, (3) lack of diversity in participants leading to a lack of
generalizability of results, (4) research burden on participants
because of extensive data collection, (5) study attrition
(especially because of point 4), (6) lack of rich data (especially
at baseline that would allow stratification of participant groups),
and (7) recall bias, our rationale for undertaking this study was
to understand the extent of routine data use in this field as an
aternative. We aim to summarize the types of routinely
collected data and their sources and to identify the questions
that these data can answer. We also investigated the different
methods and approaches of using these data. Finally, we sought
to highlight the benefits and limitations of using these data,
compared with other data types, in the evaluation of HAM
interventions.
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Methods

Search Strategy

Review methods followed the University of York Centre for
Reviews and Dissemination [23] guidance, and reporting
followedthe PRISMA (Preferred Reporting Itemsfor Systematic
Reviews and Meta-analyses) [24] guidelines where relevant
(PRISMA checklist, Multimedia Appendix 1 [24]. To identify
relevant studies, we searched the following databases from

Figure 1. Search strategy for PubMed.
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inception until January 31, 2020: PubMed, Ovid, CINAHL,
OpenGrey, CENTRAL, LILACS, and Web of Knowledge. We
used the keywords devel oped for a previous study designed to
capture al types of routine data [25] and keywordsto represent
falls, older people, and the home. Figure 1 shows the search
strategy used for PubMed, which was adapted for use with each
database. Limits were abstract only. In addition, we searched
thereference lists of potentially relevant papers and systematic
reviews.

1. “Administration record*” OR Anonymised OR Anonymized OR Anonymization OR Anonymisation OR “Big data” OR
“Clinical data” OR “Clinical record*” OR “Data linkage” OR “Data mining” OR “Data science” OR “E-health” OR EHR
OR “Electronic data” OR “Health record” OR Encrypt* OR Informatics OR “Linked data” OR “Publically available”
OR “Publicly available” OR “Routine data” OR “Routinely collected” OR “Safe haven” OR “Medical record*” OR
“Prison record*” OR “Housing record*” OR “Education record*” OR “Patient record*” OR Register* OR Registries

OR Insurance)

2. (Fall OR Falls OR Falling OR Faller OR Fallers OR Slip OR Trip)

3. “Age 60+ OR “Aged 60+” OR “Ageing population” OR Elderly OR Elders OR Frail OR Frailty OR Geriatric* OR
Gerontolog* OR “Old adult*” OR “Older adult*” OR “Old individual*” OR “Older individual*” OR “Old person” OR
“Older person” OR “Old people” OR “Older people” OR Pensioner OR Retire OR Retired OR “Senior adult*” OR
“Senior individual*” OR “Senior people” OR “Senior person” OR Seniors)

4. 4. {Home OR House OR Housing)
5. #1AND #2 and #3 and #4

Inclusion and Exclusion Criteria

We included primary research reporting HAM intervention
evaluations that used routinely collected data, defined as data
collected as a matter of course and not specifically for research
[26]. We defined HAM as an assessment by a professional to
identify environmental hazards and their removal or reduction
by modifications to the home. The aim of these interventions
must have been to reduce falls among older people living at
home in the community. Studies including participants aged
less than 60 years were excluded to ensure that these
interventionswere specifically targeted to the older population.
Any control group was €eligible because the effects of the
intervention were not reviewed here. Potentially eligible studies
included clinical effectiveness, cost-effectiveness, or process
evaluations and could be of any study design. We included
original research and study protocols (if adescription of thefull
study was not yet published) from peer-reviewed journals,
conference proceedings, clinical guidelines, and policy
documents. Papers not written in the English language were
included if an English translation of the abstract was available.

Screening and Data Extraction

One reviewer screened the titles and abstracts of the papers
identified by the search using the aforementioned criteria
Full-text papers were retrieved if deemed potentially eligible
and assessed by two independent reviewers. A third reviewer
was able to resolve any disagreements. We used a piloted and
standardized data extraction form and contacted the study
authors for additional information where needed.

Risk of Bias

We assessed the risk of hias using the Risk Of Bias In
Non-Randomized Studies of Interventions (ROBINS-I) tool
[27]. The Cochrane Methods Bias Group [ 28] recommendsthis
tool for use in systematic reviews that include nonrandomized
controlled studies, and this tool allowed us to assess bias
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consistently across al our included studies, regardless of their
study design. The tool covers seven domains that correspond
totherisk of biasthat can arisefrom different aspects of astudy.
For each domain, there are anumber of questionsto answer that
will indicate whether this risk is low, moderate, serious, or
critical or that there is not enough information to make a
judgment. From these, following thetool’s guidance, an overall
judgment about the risk of bias can then be reached. We
identified studies' main sources of biasin these domains, while
focusing on the number or rate of falls as the main outcome of
interest. We also looked for any other potential sources of bias
or study design issues, paying particular attention to biasarising
from the types of data used.

Data Synthesis and Organization

Given the heterogeneity between studies interventions,
participants, and other factors, a meta-analysis was not
appropriate. Instead, we summarized thefindings using narrative
synthesis organized into 3 broad areas:

1. Thesource of routine data, aligned with the 3 main sources
of routinely collected data used in health research (health
care providers, government agencies, and nongovernmental
and third-sector organizations)

2. The type of routine data, including demographic data
relating to the characteristics of a person and where they
live, clinical and hedth data generated by a clinical
encounter or relating to a person’s health or health care,
and administrative data gathered during the running of
organizations (eg, registering people, for record-keeping,
or when delivering a service)

3. The purpose of routine data, with 4 main categories:
recruitment of participants and creation of study sample;
stratification of the sample, atechnique used to ensure that
there is equal representation of a particular characteristic
(eg, sex) or to enable subgroup analyses; generation of
predictor variables and other covariates to measure effect
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on evaluation outcomes, and generation of outcome
measures used to evaluate the effectiveness of the HAM
interventions [29].

Results

Overview

After removing duplicates, we identified 867 papers in
total—866 abstracts using el ectronic databases and 1 additional

Danielset d

paper from the reference lists of theincluded studies. A total of
128 papers were identified as potentially eligible, and full-text
paperswereretrieved. Eight papersreporting 7 different studies
met the inclusion criteria and were included in this study. All
the studies were written in English. Two were protocol papers
[18,30], and the remainder were reports of evaluations. Figure
2 summarizes the flow of studiesin aPRISMA diagram [31].

Figure2. PRISMA (Preferred Reporting Items for Systematic Reviews and Meta-analyses) flow diagram.
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Multimedia Appendix 2[14,18,30,32-36] summarizesthe details
of the studies included in this review. Each of these studies
evaluated HAM interventions, either for effectiveness or for
cost-effectiveness, and consisted of home assessment by an
occupational therapist or other trained personnel in addition to
the removal or adaption of potential hazards. Of the 7 papers,
5 used randomized controlled trial designs, whereasthe studies
by Hollinghurst et a [18], de Almeida Méello et a [32], and
Maggi et a [33] used alongitudinal quasi-experimental design.
The research was located in the following countries: Australia
[14,34], Belgium [32,33], the United Kingdom [18]), New
Zealand [35,36], and the United States [30].

Sour ces of Routine Data

The sources of routine data across al studies are summarized
in Multimedia Appendix 2 For data sources hosting multiple
databases, this table notes the original sources of each of these
databases.

https://aging.jmir.org/2021/2/e24728
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Health Care Providers

Two studiesin this study used data from health care providers:
in New Zealand—the University of Auckland optometry clinic,
a private ophthalmology practice, and Dunedin and Auckland
hospital [35], and in Austraia—the Roya Prince Alfred
Teaching and Research Hospital, Sydney [34]. The use of these
datawas approved by the Otago and Auckland ethics committees
[35] and the Ethics Review Committee of the Central Sydney
AreaHealth Service [34,37].

Government Agencies

Pegaet al [36] used routine data obtained from the New Zealand
Government’s Integrated Data Infrastructure (IDI) database
[38]. This is a large database containing data on people and
households in New Zealand, including data on education,
income, benefits, migration, justice, and health. Many data sets
within the IDI can be electronically linked using identifiable
data—first and last name, date of birth, age, sex, and country
of birth, which are then removed or encrypted before their use

IMIR Aging 2021 | vol. 4 | iss. 2 [€24728 | p.71
(page number not for citation purposes)


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

JMIR AGING

in research. The IDI follows strict governance procedures to
ensure privacy and confidentially, including the use of avirtual
platform to provide researchers accessto data. Before accessing
data, researchers must undertake atwo-stage application process
that costs US $500 plus tax (there is no charge for government
organizations) [36,38].

The study reported by Maggi et al [33] and de Almeida Mello
et al [32] sourced their routinely collected datafrom the Belgian
Government’s InterMutualist Agency (IMA). Thisorganization
collects data on patients from Belgium's 7 mutualities (health
insurance associations) and prepares them for analysis [39].
Health insuranceismandatory in Belgium; therefore, it includes
dataon all legal residents (11 million citizens) [40]. The three
main IMA databases include a population database of
sociodemographic data, ahealth care database about health care
utilization and cost data of ambulatory and hospital care, and a
pharmaceutical database of medication prescription and cost
data. These can be linked using multiple encrypted social
security numbers [40]. Research use of person-level,
pseudonomized health datarequires an internal application and
approval by the Information Security Committee and the
supervision of a doctor, and access is provided via a virtual
environment. This comes at aflat rate of €4660 or more if an
analyst or medical expert is needed [39].

Day et a [14] used two official sources of data collected by the
Australian Government. The electoral roll is managed by the
Australian Electoral Commission [41] and under the
Commonwealth Electoral Act 1918, which can be provided to
approved medical researchers. The Australian Bureau of
Statistics [42], a governmental organization that provides
microdatato researchers and academics, curates the Australian
national census and health survey. Recently, this organization
has established Datal_ab, which isaweb environment that gives
userstheir own virtual workspace to access data where outputs
can be vetted for disclosure risk. Accessis given to accredited
researchers only (the application process is outlined in detail
[43]).

The St. LouisAreaAgency on Aging (SLAAA) isagovernment
organization that provides services and support for older people,
including the HAM interventions evaluated by the Stark et al
[30] study included in this paper [44]. The SLAAA collects
data via the Nationa Aging Program Information System
database on the general health, nutritional, financial, functional,
and environmental status of older adults in the area, and Stark
et al [30] used these data as part of their study.

Nongovernmental or Third-Sector Organizations

Hollinghurst et a [18] used routinely collected data from the
Secure Anonymized Information Linkage (SAIL) Databank
[45]. SAIL is a data safe haven that houses many deidentified
data sources predominantly about the Welsh population,
including data from the NHS and the Welsh Government. Data
sources in SAIL can be linked using twice-encrypted
Anonymous Linking Fields based on a person’s NHS number
or Residential Anonymous Linking Field for aplace of residence
derived from Unique Property Reference Numbers [46,47].
Technical and procedural controls such as an externd
Information Governance Review Panel (IGRP) and scrutiny of
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resultsby a SAIL DataGuardian mitigate therisk of disclosure.
There is no charge for the data, except for support and
infrastructure costs, such as data preparation and the use of
computing [45,48]. Hollinghurst et al [18] accessed each of
their data sources via the SAIL Databank.

Careand Repair Cymru [49] isaregistered charity in the United
Kingdom that provides HAM interventions to older people.
They supplied Hollinghurst et a [18] study with datafrom their
national registry, outlining information on their interventions
and clients. Campbell et a [35] used data from the charity
register of the Royal New Zealand Foundation for the Blind—a
register of people who are living with vision loss in New
Zesland.

Types of Routine Data

Demographic Data

The most commonly used demographic data used by studies
were age, date of birth, sex, and address or area of residence.
Examples of the latter are lower layer super output areas
(LSOAS), used in the study by Hollinghurst et al [18], which
are small geographical areas consisting of 1000 to 1500 people
in the United Kingdom. These data formed part of the Welsh
Demographic Service Data Set, an NHS data source available
in SAIL Databank [45] that gives the demographic
characteristics of people registered with General Practitioner
practicesin Wales [18,50].

In addition to the main demographic data given earlier, Pega et
al [36] obtained information on participants ethnicity and
residential statusfrom a database held by the New Zealand IDI
database—the 2013 New Zealand Census of Population and
Dwellings[38]. From the Australian national census and health
survey, Day et a [14] extracted dataon marital status, ethnicity,
and type of residence (eg, own home or residential care). De
AlmeidaMello et al [32] and Maggi et al [33] used dataon their
participants’ financial situation and their cohabitants from the
IMA's database on reimbursed health care in Belgium.

Clinical and Health Data

Hollinghurst et al [18] used primary care data on patients
symptoms, signs, diseases, disabilities, and abnormal laboratory
values from the Welsh Longitudinal Genera Practice data in
the SAIL Databank [45]. Most of these variables werein Read
codeformat (Read version 2)—standardized clinical codesused
by heath professionals in the NHS to record patient data
electronically [51]. Maggi et a [33] and de Almeida Mello et
al [32] used primary care data from the Belgian IMA [39]
database on medication use and information on the presence of
a caregiver and the level of nursing care received by their
participants.

Pegaet a [36] accessed two other New Zealand | DI data sources
to retrieve secondary care datafrom hospital events: the Ministry
of Health's New Zealand Health Tracker [52], which links data
from primary and secondary care pertaining to publicly funded
health events, and the Accident Compensation Corporation
claims register, which contains information on all people to
whom they have provided compensation for anonfault accident.
These data included the date of hospital admission, discharge,
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and type of admission, as indicated by the International
Classification of Disease, version 10 (ICD-10) coding. ICD-10
isaninternational classification system for diseases, causes of
injury, signs and symptoms, and social circumstances [53].
Campbell et a [35], Hollinghurst et a [18], and Salkeld et al
[34] used similar data. ICD-10 codes were also used by studies
to ascertain the cause of aparticipant’s death (if relevant) along
with the date the death occurred; these datawere extracted from
the Belgian IMA database (de Almeida Mello et al [32] and
Maggi et a [33]), and from the Welsh Annual District Death
Extract, a government-curated register of al deaths relating to
residents of Wales[18,53].

Administrative Data

Day et al [14] used self-report administrative dataregarding the
health status of the Australian population and their consumption
of antidepressant and hypnotic medication collected as part of
the Australian census and health survey. Fromthe US St. Louis
Area Agency on Aging NAPIS database, Stark et al [30] used
self-report data about participants' previous fals and fear of
faling. This government organization keeps a record of this
information to help tailor their services to older people [44].
From data generated as part of their service provision in Wales,
Care and Repair Cymru provided Hollinghurst et a [18] with
information on HAM intervention types (eg, advice visit and
stair rail) and their installation date.

Salkeld et a [34] included costs of hospital eventsintheir study,
recorded using Australian diagnosisrelated groups. This
Australian classification system is related to the number and
types of patients treated in a hospital. Currently known as
Australian refined diagnosis-related groups, each group has a
cost attached and is used for hospital economic analyses [54].
Health Resource Group codes are the UK equivalent of these
and were used by Hollinghurst et al [18] from a secondary care
data set called the Patient Episode Database for Wales. Maggi
et al [33] and de Almeida Mello et a [32] also used resource
utilization costs from the Belgian IMA database [39].

Every 4 to 5 years, the Welsh Government [55] calculates the
Welsh Index of Multiple Deprivation from routine data,
including income, employment, health, and education. Welsh
Index of Multiple Deprivation ranks small areas in Wales
(LSOAS) according to their level of deprivation (1-1909).
Hollinghurst et al [18] used deprivation quintiles, which
allocated deprivation rankings to each LSOA ranging from
quintile 1 to quintile 5, where quintile 1 indicates the areas of
highest deprivation. The Care Inspectorate Wales Care Home
registry provided the addresses of all care settingsin Waleswho
provide care servicesto the public [56]. Both these data sources
were accessed via the SAIL Databank but are also publicly
available online.

Purpose of Routine Data

Recruitment of Participantsor Creation of Study Sample

All but one of the studies included in this review used routine
datato create study samples. Instead, Salkeld et a [34] recruited
participants who were attending outpatient clinics and day
centers for older people or were inpatients at a hospital.
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Demographic and clinical information in routinely collected
data allowed researchers to target their recruitment drive at
participants according to their inclusion and exclusion criteria.
Day et a [14] sent |etters and made phone callsto 11,120 people
aged over 70 yearsregistered on the Australian electoral roll to
recruit individual s who owned their own homes. Subsequently,
researchersin this study used the Australian census and health
survey to compare how their sample differed from the general
population in terms of age, ethnicity, marital status, and health
status[14]. Stark et al [30] formed their sampleusing SLAAA’s
NAPIS database to identify individuals at high risk of falling
(aged more than 65 years and having afall in the preceding 12
months or worried about falling). Campbell et al [35] used data
from the Royal New Zealand Foundation of the Blind register
and clinic and hospital recordsto identify participants aged over
75 yearswith poor vision and living in the community. Eligible
participants were then invited to participate. In the study
reported by de Almeida Mello et al [32] and Maggi et a [33],
the Belgian National Institute for Health and Disability
Insurance that provided HAM interventions in the real world,
gave records of those who had received HAM interventions so
that researchers could recruit to their study.

Three of the studies reviewed created electronic cohorts from
routine data. As these were formed from anonymized data
sources, it was not necessary to seek participants consent to
participate. Pegaet al [36] used census datato identify the study
population of people more than 65 years of ageliving in private
accommodation. Hollinghurst et al [18] used data from their
intervention provider, Care and Repair Cymru, to define a
deidentified, electronic cohort of people living in Wales aged
60 years or more who received an intervention between 2009
and 2017. They also created acomparator group of peoplewith
similar demographic characteristicsfrom the Welsh Longitudinal
General Practice datawho had not received an intervention from
Care and Repair. Dates of death from the Annual District Death
Extract from the Office of National Statistics [56] mortality
datawere used to censor participantswho died during the course
of the study. Maggi et a [33] and de AlmeidaMéello et al [32]
also created an electronic cohort, thistime for their comparator
group only, from the Belgian IMA database. Using variables
in the National Health Insurance data held in this database,
researchers ensured that their intervention and comparator
groupswere matched in terms of age, risk of ingtitutionalization,
and health care utilization.

Stratification of the Sample

Pegaet al [36] used census datato stratify their sample into 20
discrete cohorts by sex, age (65-69, 70-74, 75-79, 80-84, and
85 yearsor more), ethnicity (Indigenous New Zealanders. Maori
and non-Maori), and whether participants were at high or low
risk. The latter was determined according to the occurrence of
any injurious falls in the previous five years identified using
CD10. Maggi et al [33] deAlmeidaMello et al [32] used routine
data from the Belgian IMA [39] database to stratify their
comparator group according to aparticipant’s health impairment
(mild or moderate to severe). This variable was derived from
information on age, the cost of nursing, physiotherapy, and
speech therapy at home, type of nursing care, and use of drugs
for dementia.
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Hollinghurst et a [18] stratified their sample according to
participants’ electronic Frailty Index (eFl) score. Thisindex is
used to predict outcomes including mortality, unplanned
hospitalization, and nursing home admission and was cal cul ated
from 36 health deficit variablesroutinely collected and recorded
in the Wales Longitudinal General Practice data set [57,58].
Depending on their eFl score, participants were categorized as
either fit, mildly frail, moderately frail, or severely frail.

Generation of Predictor Variables or Covariates

Through electronic linkage between data sources within the
SAIL Databank [45], Hollinghurst et a [18] assigned a
deprivation index to the LSOA of participants' residences to
explore whether deprivation levels, together with age and sex,
modify the effectiveness of HAM interventions. Pega et al [36]
used census data to create a variable indicating the proportion
of people moving house at or after 65 years of age to estimate
transitions into and out of modified and unmodified
accommodation and to calculate the probability of participants
moving into residential care.

Generation of Outcome Measures

To investigate whether their HAM intervention was
cost-effective, Pega et a [36] compared the cost of
hospitalization and the cost of attending a nonhospital health
care setting after afall between groups. Asasecondary outcome
measure, this study cal culated the probability of hospitalization
after a fall. To assess the cost-effectiveness of their HAM
intervention, Salkeld et a [34] calculated the cost of
participants’ hospital utilization from the number of bed days
and associated Australian diagnosis-related groups for each
stay. Missing codes wereimputed using the daily cost averaged
acrossall codes. Campbell et al [35] measured the effectiveness
of their HAM intervention according to the incidence of falls
occurring postintervention using self-report calendars. Any falls
reported as needing medical attention were confirmed using
routine clinical datafrom hospitalsand general practice records.

Maggi et a [33] and de Almeida Mello et a [32] linked their
study participantsindividually to the IMA (2020) database, and
this provided the main outcomes for their study; permanent
institutionalization is defined as 90+ days at a nursing home or
death. Individual-to-household data linkage allowed
Hollinghurst et al [18] to measure intervention effectiveness
from the number of hospital admissions for falls at home
(identified with an 1ICD10 code) and the length of stay derived
from admission and discharge dates. This study also measured
the time it took for an individual to move to a care home after
afall using an anonymized list of care home addresses (from
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the Care Inspectorate Wal es registry) to address changesin the
Welsh Demographic Service data.

Risk of Bias Findings

Table 1 shows the decisions regarding the risk of biasin each
domain of the ROBINS-I tool and the decision made regarding
the risk of bias in each study overall. After assessing the risk
of bias, we judged that the studies included in this study were
at anoverall risk of low [14-36] to moderate bias[18,30,32,33].
The differences in bias were mainly because of design—all
studieswith overall low bias were randomized controlled trials
(RCTs). The studies by Hollinghurst et a [18], de Almeida
Mello et al [32], and Maggi et al [33] were longitudinal studies
and, as such, were unableto reduce biasesin theway that RCTs
are inherently designed to do. Hollinghurst et al [18] did not
adjust for previous fals, which is a predictor of subsequent
falls; therefore, it was deemed at a serious risk of bias for
confounding. The study by Stark et a [30] wasaprotocol only;
therefore, there was not enough information available to
determine whether this RCT was an overall low risk of bias.

It is worth mentioning that in the context of this study, using
routinely collected data to measure outcomes can reduce the
likelihood of biasin thisdomain. Blinding of participantsisnot
possiblein HAM evaluations; studiesrelying on self-report data
to measure the number of falls are therefore subject to at least
moderate bias (also known asresponse bias[29,30,32-34]. Both
Hollinghurst et a [18] and Campbell et a [35] retrieved the
number of fallsfrom EHRs and were thus judged to be at alow
risk of bias. Pega et a [36] also used routinely collected data
to measure outcomes (New Zealand Tracker and Accident
Compensation Corporation claims register). However, these
two sources of datawere not individual ly linked, and duplicated
counts of falls may have occurred in some cases. This study
was deemed to have a moderate risk of bias.

Recall bias occurs when participants misremember previous
events or experiences and can lead to inaccuracies in the
information recorded in studies [59]. As mentioned earlier,
several studies used self-report data to account for previous
fals, an important confounding factor, and inaccurate recall
could result in an imbalance between groups, particularly in
nonrandomized studies. For the studies that collected
information on previousfalls, only Pegaet a [36] used routinely
collected datato identify participantswho had previously fallen,
thusavoiding recall biasin thisinstance. Self-reported outcomes
are particularly subject to this type of bias, where preexisting
beliefs and memory can affect recall and sway study resultsin
either direction [59]. In this study, four studies measured falls
using self-report data and were, therefore, at risk of recall bias.
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Table 1. Results of risk of bias assessment using the Risk Of Bias In Non-Randomized Studies of Interventions tool.

Reference Domain Overall risk
Confounding Selection Classification Deviationbias Missingdata Outcome Selectivere-
bias bias bias porting
Campbell eta Low Low Low Moderate Low Moderate Low Low
[35]
Day et a [14] Low Low Low Moderate Low Moderate Low Low
de Almeida Moderate Low Low Low Moderate Moderate Moderate Moderate
Mello et al [32]
and Maggi et al
[33]
Hollinghurst et Serious Low Low Moderate Low Low Noinforma-  Moderate
a [18] tion
Pegaeta [36] Low Low Noinformation  Low Low Moderate Moderate Low
Sakeld et a Low Low Low Low Low Moderate Low Low
[34]
Stark et a [30] Low Low Low Noinforma  Noinforma  Moderate Noinforma-  Moderate
tion tion tion
Sampling bias, also known as volunteer bias, occurs when : :
P Discussion

participants consist of individuals who have volunteered to
participate in a study and may not be representative of the
general population [59]. Only the study by Hollinghurst et al
[18] was able to avoid this bias completely by using an
anonymized electronic cohort, which precluded the need to seek
participants’ consent to participate.

Small sample sizesin intervention evaluations are problematic
as they are often unable to detect significant or clinicaly
relevant differences, and findings cannot be extrapolated to the
general population [60]. After conducting a power calculation
to determinetheir target sample size, Salkeld et al [34] reported
that their study of 530 participants was underpowered and the
difference in the number of falls between groups was not
significant. Thismay have been atypell error rather than atrue
reflection of the effectiveness of HAM interventions [37].
Failing to hit sample size targets was likely related to their
recruitment strategy (as mentioned earlier) and budget
constraints[34]. All other studiesin this study used routine data
to recruit participants and reported no issues regarding sample
size. Studiesthat featured electronic cohorts were over 8 times
larger than those using recruitment models requiring consent
[18,32,33,36].

Limited follow-up times can also be an issue in trias, as any
long-term hazards or benefits can be missed and are usually
only ableto provide evidence of effectivenessin the short term
[61]. Using self-report outcomes for falls, Maggi et al [33]
conducted a 6-month follow-up—the shortest follow-up time
for studies in this paper. The longest was in the study by Pega
et a [36] that used routinely collected data to follow up
outcomes until a participant’s death or until age 110 years,
although this was simulated data used in Markov modeling.

https://aging.jmir.org/2021/2/e24728

Principal Findings

We identified 7 studies reported in 8 papers that used routine
datato support the evaluation of HAM interventions. All studies
were conducted in economically developed countries [62].
Government organizations provided the majority of dataacross
studies, with health care providers and third-sector organizations
providing data. Studies used a range of demographic, clinical
or health, and administrative data. The purpose of using
routinely collected data spanned recruiting or creating asample,
stratification, generating independent variables or covariates,
and measuring key study-related outcomes.

The use of clinical data in research, particularly from EHRS,
has risen considerably over recent years, and these are likely
the most widely used source of routine data in health research
today [63]. This coincides with a global increase (46% during
2011-2016) in EHR adoption across al health care service
providers [64]. In this study, we have seen the versatile use of
EHRs in HAM evaluations, from recruitment to outcome
measurement. Although the provision of data by governments
for health research isnot as widespread, it isincreasingly being
advocated given the richness of the data they collect [65-67].
Thisisevident from the varied use of governmental data by the
studies of this paper. In addition, many charities are now
recognizing the value of their data, not only to improve their
own services but also to enhance health research more generally
[68,69].

Although the use of routinely collected datain health research
is increasing, we only identified 7 studies that matched our
inclusion criteria. This could be due to governance and system
barriers surrounding the use of routinely collected dataand data
linkage in particular [22], although data safe havens used in
studies from Wales [18] and New Zealand [36] improve
accessibility. Linkage of household-level datais currently not
commonplace, and there is a need for this type of data and
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linkage of datafor evaluation purposes more generally [21,70].
The absence of any studiesfrom low-to-middleincome countries
may be aresult of having fewer housing adaption provision in
conjunction with less well-established routine data collection
infrastructure and procedures [71,72].

This study shows that there is a clear value in the use of
routinely collected data in HAM evaluation. It allows for
objective data collection on key outcomes, including
hospitalization, length of stay, care home admission, and
mortality. Its use can reduce the risk of bias in trias where
assessors may become unblinded to alocation and in participant
recall and response. Longitudinal data sets such as EHRs are
continuously updated and preclude the need for taking repeated
measures from participants; this can reduce research costs and
the burden on participants. In addition, target populations
meeting specific inclusion criteria can be easily accessed.
Forming electronic cohorts from routine data has particular
benefitsin that they can minimize recruitment bias and attrition,
plus extended follow up and the creation of suitable control
groups are far simpler to achieve. These larger samples aso
allow for greater validity, generalizability, and yield adequate
statistical power. Moreover, hard-to-reach or minority

Danielset d

populations that are typically underrepresented in research can
be easily included, such as those of advanced old age and other
underrepresented groups including minority ethnic groups and
people with multimorbidities [36,73,74]. However, too large a
sample can detect significant differences that are not clinically
relevant, and care needsto be taken to ensure appropriate sample
size calculation with predefined clinically important differences
in outcomes where possible [60].

Routine data are often used in mixed methods studies. The
variables collected in these data sets are predetermined and
rigid, generally restricted to codes, and rarely contain any
contextual or in-depth qualitative information. These studies
still need qualitative data and process evaluation to understand
how service users experience these interventions and to get to
the core of what actually mattersto older people—all of which
can influence an intervention’s effectiveness [ 75]. Specific data
collection via surveys and interviews is necessary to collect
granular data or to answer specific questions that are not
supported by routine data. If the use of routine data can reduce
the burden of quantitative data collection, then more resources
can be made available to enhance these data using aternative
methods (Textbox 1) [76].

Textbox 1. Potential benefits and limitations of the use of routinely collected data in home assessment modification evaluations.

Benefits

« Richdaa

o Noor minimal participant burden

« Reusablefor replication studies

«  Highexternal validity

«  Diverse populations

.  Fewer requirementsfor ethical approval

« Largecontrol groups available for adequate statistical power
« Avoidsrecal bias

«  Reduces study attrition

« Nointerference with routine care

o Lower cost and less resources needed for data collection

« Long observation periods

Limitations

. Dataquality, for example, missingness

o Outcomes may need to be derived

«  Randomization studies not possible with use of these data only
«  Unavailability of confounding variables

. Dataaccessissues, for example, governance

«  Overpowered studies leading to spurious, significant findings

« Participant contact often not possible with anonymized routine data as consent not sought at study inception

Benefits and Limitations of This Study

Despite the use of rigorous methods, this study has severa
limitations. Some studies may not have fully reported the use

https://aging.jmir.org/2021/2/e24728

of routine data in their publications; therefore, this study may
be missing key information in this regard. We focused only on
fall interventions based in participants homes, nonhome-based
fall intervention evaluations using routinely collected datawere
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excluded. Two protocols were included; therefore, resultswere  Conclusions
not available for either of these studies. We did not attempt to
identify unpublished studies, which meansthat this study could
be subject to publication bias. We did not use MeSH headings
inthe PubMed search as, after piloting, this greatly reduced the
search specificity. This means that some studies that met the
inclusion criteria may not have been identified. However, we
used a comprehensive search strategy, including the use of the
LILACS database, of which most of its indexed journals are
not indexed in other databases[77]. Our robust bias assessment
using a standardized tool allowed objective evidence of biasin
the studies of this paper and the comparison of bias between
routine and nonroutine data use.

Despitethe limited number of studies, we have seen that routine
data can be used successfully in many aspects of evaluations of
HAMSs and can enhance methodological quality by reducing
different types of bias while also improving other important
design considerations. These advantages could be used further,
for example, inthe evaluation of HAM interventionsto support
people with disabilities. However, this study shows the under
use of routine data in this important area of work. There are a
number of governance barriers to be overcome to alow these
types of linkage, and more work should be done to take
advantage of the value that routinely collected data can offer.
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Abstract

Background: Previous work documented the beneficial association between internet use and improved cognition, functional
capacity, and less cognitive decline among people in late adulthood. This work focused on potential mechanisms of such an
association: knowledge on Alzheimer disease (AD) and preventive behaviorsrelated to AD.

Objective: The aim of this study was to examine prospective associations of internet use and perceived computer skills with
knowledge on AD and preventive behaviorsrelated to AD.

Methods: The sample included 1232 older adults (mean age 71.12 [SD 9.07]) drawn from the Isragli branch of the Survey of
Health, Aging, and Retirement in Europe (SHARE-Isragl). The sample is representative of Israeli households of adults aged 50
or older and their spouses. Data analyzed were collected in person during 2015 (Wave 6), and in adrop-off questionnairefollowing
the in-person 2017 data collection (Wave 7).

Results: Although both internet use and perceived computer skills were prospectively associated with knowledge and behaviors
related to AD in bivariate analyses, after controlling for sociodemographics, only internet use was associated with more such
knowledge (B=.13, P<.001) and behaviors (3=.22, P<.001).

Conclusions: Internet use emerged as a prospective predictor of protective factors against AD. Policymakers should advance
digital engagement so as to enhance knowledge on AD and preventive behaviors among older adults.

(IMIR Aging 2021;4(2):€25706) doi:10.2196/25706

KEYWORDS
Alzheimer disease; digital benefits; digital divide; digital skills; internet use; health behaviors; social capital

functional impairment, taking a heavy personal and financial
toll on the patient, his’her family, and social services[3].

Although the neuropathological features resulting in

Introduction

Background

Alzheimer disease (AD) is the most commonly occurring form
of dementia, appearing predominantly in late adult life [1,2].
The disease causes a progressive cognitive, behavioral, and

https://aging.jmir.org/2021/2/e25706

neurodegeneration are well-recognized, the primary pathogenic
factors and processes remain unclear. Hence, no effective
treatments that can prevent the onset and progression of the
disease exist hitherto, and much attention isdirected at primary
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prevention [4-6]. The sporadic forms of AD (as opposed to
familial), which comprise the majority of cases, have
multifactorial etiology comprising both genetic and potentially
modifiable risk factors. The identified risk factors include
depression, diabetes, physical inactivity, (midlife) hypertension,
(midlife) obesity, smoking, high cholesterol, coronary heart
disease, renal dysfunction, and low unsaturated fat intake,
whereas the protective factors include high cognitive activity,
low/moderate alcohol consumption, and Mediterranean diet [7].

Some evidence—both reviews[5,8,9] and randomized controlled
trials [10,11]—indicates that cognitive stimulation in various
forms  can delay cognitive  decline. Digital
engagement—engaging in computers and the internet—could
be surmised to be a form of cognitive stimulation, carried out
both at leisure and at work. Indeed, recent studies found that
internet use was associated with a reduction in dementia, even
after controlling for health status, marital status, and numeracy
skills[12], and that internet use was associated with improved
cognition, functional capacity, and quality of life [13-15].
However, the mechanisms through which internet use was
associated with improved cognition were not explicated. In her
review of internet use as a prevention tool against cognitive
decline, spanning online cognitive training programs, internet
conversation, and use of internet/email, Klimova[9] postulated
2 mechanisms through which this effect might take place: (1)
simply acquiring health knowledge and (2) transforming
knowledge into normsand behaviors[16-18]. Knowledge about
ahedlth conditionisacritical first step in facilitating appropriate
and timely use of preventive health services[19] and behaviors,
which are documented as risk/protective factorsto AD [7].

The benefits accrued through internet use resonate the discourse
on digital divide, specifically the“third digital divide” [20-24].
The concept of “digital divide” evolved in the last 2 decades.
The initial focus was on people’s physical/material access to
computers, internet, and broadband internet, which was
retrospectively labeled the“first digital divide.” Asmore people
gained access to digital media in developed countries [25,26],
the interest in digital inequality has shifted from physical
availability to how people use the technology [22,27], labeled
the “second digital divide” or “usage gap” [28]. As the skill
level of many peopleincreased, theinterest in the digital divide
shifted to gains/outcomes/impacts or benefits that ensue from
internet usage, labeled the “third digital divide” This third
digital divide is postulated to correspond to offline economic,
cultural, social, and personal resources/domains [29]. In the
health domain, benefits from internet use span, to name afew,
from comparing and switching health insurance, using
high-reputed internet sources, arriving well-prepared to a
medical visit to adopting positive health behaviors[29].

This study focused on potential pathways between internet use
and improved cognition—knowledge and behavi or—interpreting
them as benefits of internet use. It examined the first phase of
the link: the association between internet use and perceived
computer skills, on the one hand, and knowledge on AD and
AD-related preventive behaviors, on the other hand. Specifically,
do people who are more engaged digitally know more about
AD, and are they more engaged in modifiable behaviora
risk/protective factors? The analysis was carried out on data
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from the Israeli branch of the Survey of Health, Aging, and
Retirement in Europe (SHARE-Israel), alowing for a
prospective examination between the focal variables and
controlling for covariates, both demographic and medical risk
factorsfor AD. The demographic variables controlled for were
gender, age, income adequacy, and education, often controlled
for in internet use studies [15,30]. The medical risk factors
controlled for were chronic conditions, as they may be
associated with AD-preventive behaviors or knowledgeon AD.
Protective behaviors related to AD were not controlled for, as
they were one of the focal dependent variables.

The Study Hypotheses

Based on the literature reviewed above, the study examines 2
hypotheses:

Hypothesis 1a: Internet use is prospectively associated with
knowledge on AD and AD-related preventive behaviors.

Hypothesis 1b: Perceived computer skills are prospectively
associated with knowledge on AD and AD-related preventive
behaviors.

Hypothesis 2a: The above prospective associations between
internet use and knowledge on AD and AD-related preventive
behaviors hold aso after controlling for background variables
of gender, age, education, income adequacy, and reported
medical risk factors.

Hypothesis 2b: The above prospective associations between
perceived computer skillsand knowledge on AD and AD-related
preventive behaviors hold aso after controlling for the
af orementioned background variables.

Methods

Participants and Procedure

Data were drawn from 2 waves of the SHARE-Isragl. The
SHARE is a cross-national (27 European countries and Israel)
panel database of microdata on health, socioeconomic status,
and social and family networks[31], whose purposeisto provide
a broad picture of life after the age of 50 for researchers and
policy makers. Waves of data collection started in 2004, and
thus far 7 waves were collected, the latest in 2017. The Isragli
sampleisrepresentative of Israeli households of adults aged 50
or older and their spouses (the latter regardless of age) [32].
The design was based on a probability sample of households
within 150 representative statistical areas delineated by
geographical and sociodemographic criteria. More details on
SHARE-Israel can be found on its official website [33].

In this study, respondents were interviewed during 2015 (Wave
6), when they were asked about internet use and perceived
computer skills. They also responded to a supplementary paper
drop-off questionnaire focusing on AD during 2017 (Wave 7).
The data were collected by a comprehensive face-to-face
interview using a computer-assisted personal interview, which
lasted about 90 minutes, and a supplementary paper drop-off
guestionnaire, which was returned later. Informed consent had
been obtained from all respondents prior to the interview.
SHARE-Israel received ethical approval from the Institutional
Review Board of the Hebrew University of Jerusalem and the
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genera survey had a countries-wide institutional review board
[34].

As the survey questions regarding AD were included in the
drop-off questionnaire administered at Wave 7, the sample of
this study was limited to the 1232 respondents who completed

Table 1. Descriptive characteristics of the study sample.

Neter et al

this questionnaire and also participated in Wave 6 where they
were asked on internet use and perceived computer skills.
Response to the surveys was either in Hebrew, Arabic, or
Russian, the 3 major languages spoken in Israel among adults
aged 50 and over (Table 1).

Variable

Value

Age (years), mean (SD); range
Gender (n=1232), n (%)
0=men
1=women
Cohabitation (n=1232), n (%)
0=Living without a partner
1=Living with a partner
Education (n=1222), n (%)
O=Never attended an education program
1=Primary education
2= ower secondary education
3=Upper secondary education
4=Postsecondary nontertiary education
5=Bachelor’s or equivalent level
6=Master’'s or Doctoral equivalent level
Perceived income adequacy (n=1214), n (%)
1=With great difficulty
2=With some difficulty
3=Fairly easily
4=Easily
Medical risk factors (n=1217), mean (SD); range
Internet use (during past 7 days) (n=1232), n (%)
0=No
1=Yes
Perceived computer skills (n=1229), n (%)
0=I never used a computer
1=Poor
2=Fair
3=Good
4=Very good
5=Excellent
Knowledge on Alzheimer disease
Total score (n=1232), mean (SD); range
Alzheimer disease—related preventive behaviors

Total score (n=1232), mean (SD); range

71.12 (9.07); 42-101

516 (41.88)
716 (58.12)

330 (26.79)
902 (73.21)

56 (4.58)
243 (19.89)
126 (10.31)
307 (25.12)
73(5.97)
412 (33.72)
5(0.41)

126 (10.38)
307 (25.29)
345 (28.42)
436 (35.91)
1.46 (1.40); 0-7

590 (47.89)
642 (52.11)

350 (28.48)
97 (7.89)
229 (18.63)
262 (21.32)
188 (15.30)
95 (7.73)

468 (2.31); 0-10

3.75 (2.09); 0-9
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M easures

Internet Use

Participants were asked whether they had used the internet in
the past week for either email, information search, shopping,
or any other purpose at least once. Responses were on a
dichotomous yes/no scale (coded as “1” [Yes] or “0”" [No]).
This measure has been used in previous research to indicate
general and regular internet usage behavior [15,35].

Perceived Computer Skills

Participants were asked, “How would you rate your computer
skill? Would you say they are ..” A 5-point scale was used,
ranging from poor to excellent. An additional category was |
never used a computer. Responses were coded so that | never
used a computer was the lowest end (0) of the scale and
excellent was the highest (5). This measure has been used in
previous research to indicate subjective skills [36,37].

Knowledge on Alzheimer Disease

Questions tapping general knowledge on AD were adapted
[19,38]. All 10 items were pretested in 2 prior Israeli samples.
Responseswere provided on a 3-point response scale, including
correct/incorrect/I don’'t know. Sampleitemswere“Alzheimer’'s
disease could be contagious® (false, [19]), “Alzheimer’s disease
can be diagnosed with ablood test” (false, [19]), and “ Symptoms
of severe depression can be mistaken for symptoms of AD”
(true, [38]) [see Multimedia Appendix 1]. Correct responses
were summed up so that the knowledge on AD score ranged
from 0O to 10. Cronbach a coefficient of the scale was fair,
0=.63, considering it was based on dichotomous items [39].

Alzheimer Disease—-Related Preventive Behaviors

Participants were asked to check whether they had engaged in
the following behaviors on a regular basis in the past month.
Nine behaviors were included: physical exercise; consumption
of foods with high saturated fat and cholesterol; consumption
of green vegetables, nuts, cereals, fish, or olive oil; limitation
of total daily caloric intake; reduction of stress level, done in
order to reduce, prevent, and cope with stress; communication
with family or friends; participation in social activities; doing
number games such as crossword puzzles or sudoku; and taking
nutritional supplements, such as vitamin B,, vitamin E, and
omega 3 fatty acids. Theitemswereidentified as AD-protective
factors [7]. All items were pretested in 2 small prior samples.
The items were summed up so that the score could potentially
range from 0 to 9. Cronbach a coefficient of the scale wasfair,
0=0.62, considering it was based on dichotomous items [39].

Sociodemographic characteristics included gender (1=female;
0=male), ageinyears, education level, and perceived household
income adequacy. Perceived income adequacy was assessed by
asking, “Thinking of your household’s total monthly income,
would you say that your household is able to make ends meet?”
The answer scale was composed of 4 categories ranging from
1=with great difficulty to 4=easily [40]. Education level was
coded by 1 of 7 categories classified by the International
Standard Classification of Education (ISCED), ranging from 0
(preprimary) to 6 (second-stagetertiary education) [41]. Medical
risk factors, as based on the Wave 6 report, included coronary
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heart disease, hypertension, high cholesterol, diabetes, renal

dysfunction, affective disorder, and BMI of 30 kg/m? or above.
These were summed up to form a medical risk factors score
[42] ranging from O to 7.

Data Analysis

We first performed univariate descriptive analyses,
characterizing the study’s participants. Then, Pearson
correlations and unpaired t tests were conducted in order to
examine Hypothesis 1 on bivariate associations between the
main variables (for continuous and categorical variables,
respectively). We then tested Hypothesis 2 in a series of
hierarchical multiple regression analyses examining internet
use and perceived computer skills' prediction of each of the
dependent variables: knowledge on AD and AD-related
preventive behaviors. As the predictors internet use and
perceived computer skills were highly associated, they were
not entered simultaneously, and thus separate regression
analyses examined the prediction of each of these predictors.
Step 1 in the regression included gender, age, education, and
income adequacy, demographic variablestraditionally controlled
for in studying internet use [15]. We also included reported
medical risk factorsin this step to control for the possibility that
reported conditions could be associated with increased
knowledge and preventive behaviors. Step 2 additionally
included either internet use or perceived computer skills. Data
were analyzed using SPSS statistical software, PC version 25.0
(IBM).

Results

Descriptive Characteristics of the Sample

Wave 7 included 2131 individuals; 1638 of them returned the
AD drop-off questionnaire, and 1232 of them also had datafrom
the Wave 6 data collection. A comparison of the larger group
of all Wave 7 respondents with those included in this analysis
yielded no significant differences (P=.30, .70, and .15 for age,
gender, and education, respectively) except inincome adequacy
(P=.008), which was dlightly higher (mean difference of 0.1)
in our analysis sample. Characteristics of the participants are
presented in Table 1. The mean age in the current sample at
Wave 7 (n=1232) was 71.12 (SD 9.07). Most participants were
women (716/1232, 58.12%) or living with a partner (902/1232,
73.21%). About one-third of the sample had lower secondary
education or less (425/1222, 34.78%), a quarter (307/1232,
24.9%) had an upper secondary education, and 40.10%
(490/1222) a postsecondary or tertiary education. As for the
perceived income adequacy, most of the sample reported being
able to make ends meet easily or fairly easily (781/1214,
64.33%). The medical risk factor mean was 1.46 (SD 1.40).

Regarding digital engagement, about one-half of the sample
(642/1232, 52.11%) had used the internet during the 7 days
prior to theinterview. Almost one-half of the sample (545/1229,
44.34%) rated their computer skills as good to excellent.
Knowledge on AD and AD-related preventive behaviors are
also displayed in Table 1. The mean knowledge on AD was at
midrange (mean 4.68, range 0-10), whereas the mean reported
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AD-related preventive behaviorswasrel atively low (mean 3.75,
range 0-9).

Bivariate Analyses

As displayed in Table 2, significant differences were found
between respondents who had used the internet during the past
week and those who had not in both knowledge on AD
(t1230=7.33, P<.001, Cohen d=0.43) and AD-related preventive
behaviors (t;,3,=9.08, P<.001, Cohen d=0.52), such that internet
users reported higher knowledge on AD and AD-related
preventive behaviors.

Neter et al

As presented in Table 3, the prospective correlations between
perceived computer skills and both knowledge on AD and
AD-related preventive behaviors were significant and positive,
though weak (r=0.08, P<.001 and r=0.13, P<.001, respectively).
The findings therefore provided support for Hypothesis 1. In
addition, the correlations of education with internet use and
perceived computer skillswere significant and positive (r=0.46,
P<.001 and r=0.43, P<.001, respectively), whereas the
associations of age with internet use and perceived computer
skills were significant and negative (r=-0.22, P<.001 and
r=—0.32, P<.001, respectively).

Table 2. Knowledge on Alzheimer disease and Alzheimer disease—related preventive behaviors by internet use.

Pathway Internet users Noninternet users  t value (df) P-value
(n=642), mean (SD) (n=590), mean (SD)

Knowledge on Alzheimer disease 5.13(2.33) 4.18 (2.20) 7.33(1230) <.001

Alzheimer disease—related preventive behaviors 4.25 (2.07) 3.20 (1.97) 9.08 (1230) <.001
Table 3. Correlations between the study variables.?

Study variables KADP ADPBC Internet use Perceived computer skills ~ Education Age

KAD 1

ADPB 0.42¢ 1

Internet use 0.219 0.259 1

Perceived computer skills 0.08° 0.13¢ 0.68¢ 1

Education 0.23¢ 0.29¢ 0.46¢ 0.43¢ 1

Age -0.01 —0.01 -0.22¢ -0.32¢ -0.12¢ 1
N varies from 1205 to 1232.

K AD: Know edge on Alzheimer disease.

CADPB: Alzheimer disease—related preventive behaviors.
dp< 001,

€p=.008.

Multivariate Analyses Predicting Knowledge on
Alzheimer Disease

Table 4 presents the linear hierarchica regression models
predicting knowledge on AD. Model 1 includesthe demographic
and medical risk factor variables. It shows apositive association
of education and knowledge with AD: the higher the level of
education, the better the knowledge on AD. A similar positive
association of income adequacy (P=.006) and medica risk
factors (P=.005) with knowledge on AD was found. No
significant associations of gender (P=.87) and age (P=.84) with
knowledge on AD were found.

To examine Hypothesis 2 regarding the positive association
between internet use and knowledge on AD, we added internet
use to our model (see Maodel 2a). There were 2 main findings.
First, the prospective association of internet use with knowledge

https://aging.jmir.org/2021/2/e25706

on AD was significant and positive (P<.001). Respondentswho
used internet reveal ed higher knowledge on AD compared with
those who did not report this use. Therefore, this finding
provided support for Hypothesis 2 regarding internet use. In

addition, the adjusted R? (final step) in the sample was 6.9%.

To examine Hypothesis 2 regarding the positive association
between perceived computer skills and knowledge on AD, we
added perceived computer skills to our model (see Model 2b).
The association between perceived computer skills and
knowledge on AD was not significant (P=.09). Thus, thisfinding
did not provide support for Hypothesis 2b regarding perceived
computer skills. Note that when controlling for perceived
computer skills, medical risk factors emerged as a significant
predictor of knowledge on AD (P=.002), such that the more
medical risk factors, the higher the knowledge on AD.
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Table 4. Hierarchical linear regression predicting knowledge on Alzheimer disease.

Predictors Model 1 (n=1190) Model 2a (n=1190) Model 2b (n=1187)

B2  sEBP B¢ B SEB B B SEB B
Constant 311 0.58 _d 2.79 0.58 — 3.38 0.63 —
Gender (women=1) 0.02 0.13 .04 0.05 0.13 .01 0.00 0.13 .00
Age 0.00 0.01 .01 0.00 0.00 .01 -0.00 0.01 -.02
Education 030 004 e 023 004 168 031 0.04 Pre
Income adequacy 019 0.07 osf 012 007 .05 0.21 0.07 099
Medical risk factors 0.14 0.05 .08 0.15 0.05 .09 0.13 0.05 08"
Internet use — — — 060 015 134 — — —
Perceived computer skills — — — — — — -0.06 0.05 -0.04
Adjusted R2 0057 — — 0069 — — 0058 — —
R2 change - - — 0012 — — 0001 — —

8Unstandardized beta coefficient.

bstandard error for the unstandardized beta (B).
CStandardized beta coefficient.

d_: Not available

®P<.001.

"P=.006

9p=,003.

fp=002.

Multivariate Analyses Predicting Alzheimer
Disease-Related Preventive Behaviors

Table 5 presents the hierarchical linear regression model
predicting AD-related preventive behaviors. Similar to our
findings regarding knowledge on AD, a positive significant
association between education and income with AD-related
preventive behaviors was recorded (<.001 and .036,
respectively), whereas no significant associations were found
for the association of gender (P=.07), age (P=.78), and medical
risk factors (P=.60) with AD-related preventive behaviors.

To examine Hypothesis 2 regarding the positive association
between internet use and AD-related preventive behaviors, we
added internet useto our model (see Model 28). The prospective
association of internet use was significant and positive (P<.001).
Respondents who used the internet had higher AD-related
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preventive behaviors compared with those who did not report
thisuse. Therefore, thisfinding provided support for Hypothesis
2aregardinginternet use. However, when controlling for internet
use, gender emerged as a significant predictor of AD-related
preventive behaviors such that women had higher AD-related
preventive behaviorsthan men (P=.03). In addition, the adjusted

R? (final step) in the sample was 7.7%.

To examine Hypothesis 2b regarding the positive association
between perceived computer skills and AD-related preventive
behaviors, we added perceived computer skills to our model
(see Model 2b). The effect of perceived computer skills was
positive yet insignificant (P=.09); indeed, the adjusted R? in the
sample hardly changed compared with Model 1 and was only
4.5% (P=.09). Thus, this finding did not provide support for
Hypothesis 2b regarding perceived computer skills.
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Table5. Hierarchical linear regression predicting Alzheimer disease—related preventive behaviors.

Predictors Model 1 (n=1190) Model 2a (n=1190) Model 2b (n=1187)
B2  sEBP B¢ B SEB B B SEB B

Constant 2.35 0.53 _d 214 0.53 — 1.96 0.57 —
Gender (women=1) 021 012 05 026 012 o0 023 0.12 05
Age -0.00 0.00 -01 001 0.01 .03 0.01 0.01 .03
Education 023 004 18 013 004 1of o2 0.04 17t
Income adequacy 0.13 0.06 069 0.03 0.06 .01 0.09 0.07 .05
Medical risk factors -0.03 0.05 -.02 -0.05 0.05 -.00 -0.02 0.05 -.02
Internet use — — — 093 014 oof — — —
Perceived computer skills — — — — — — 0.07 0.04 .06
Adjusted R2 0043 — — 0077 — — 0045 — —
R2 change R — — 034 — — .002 — —

8Unstandardized beta coefficient.

bstandard error for the unstandardized beta (B).
CStandardized beta coefficient.

d_: Not available

fP<.32.

fp<.001.

9p=.04.

Discussion

Principal Findings

Our findings indicate that internet use was significantly and
positively associated with both knowledge on AD and
AD-related preventive behaviors (Hypothesis 1). The
prospective association between internet use and knowledge on
AD held aso when demographic attributes were controlled for
(Hypothesis 2a). It is noteworthy that even though education
and internet use were positively associated (r=0.46, P<.001),
internet use still added to the explained variance in both
knowledge on AD and AD-related preventive behaviors, after
controlling for education and other demographic and medical
risk factors (Hypothesis 2a), and internet use was a stronger
predictor of knowledge on AD and AD-related preventive
behaviors compared with education. Overall, the explained
variance in knowledge on AD and AD-related preventive
behaviors was significant yet relatively small (6.9% and 7.7%,
respectively). Perceived computer skillswere a so significantly
associated with both knowledge on AD and AD-related
preventive behaviors (Hypothesis 1b). However, this bivariate
prospective association did not hold in a multivariate analysis,
when gender, age, education, perceived income adequacy, and
medical risk factorswere controlled for in predicting knowledge
on AD and AD-related preventive behaviors (Hypothesis 2b).
Overall, the explained variance was significant yet relatively
small (6.9% and 7.7%, respectively).

Comparison With Prior Work

Our findings exemplify the capital-enhancing effect of using
the internet in 2 domains: information acquisition and making
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more“responsible’ choices[43,44]; these were both documented
in the context of AD, relevant to people in middle and late
adulthood. The findings indicate that internet users build
personal capital and resources in the form of knowledge and
behaviors. Our findings not only record first divide (ie, access)
and second divide (ig, skills) variables’ prospective association
with athird divide (ie, outcomes), but also lend support to the
sequentiality in the digital divide [45,46], namely, that access
and skills in the digital arena (ie, digital access and skills
reported in Wave 6 data collection) subsequently relateto offline
outcomes in another domain (ie, knowledge and behavior in
the health arena reported in Wave 7). The size of the explained
variance in knowledge on AD and AD-related preventive
behaviors attests to a relatively small effect of accrued capital
gained from internet use, yet one similar to the small effects of
internet use on other health processes[47] and of socia capital
on health, as documented in a recent meta-analysis [48].

Education was found to be asignificant predictor of knowledge
on AD and AD-related preventive behaviors. These findings
echo recommendations regarding dementia prevention [2];
education, along with cognitive stimulation, is associated with
building acognitivereserve earlier inlife. Thisreservetrandates
also into actual participation in health behaviors [49].

The study has several implications. First, by suggesting and
testing mechanisms through which internet use may be
associated with reduced dementia prevalence [12,14], namely,
knowledge acquisition and preventive behavior, it signposts
digital engagement asan intervention venue, recommended also
by other researchers [44]. Theintervention does not need to be
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directive and focused on AD, as it seems that people arrive to
this domain on their own.

Although it is unclear which specific digital activities are
associated with enhanced knowledge on AD and AD-related
preventive behaviors, opening the digital realm to more older
adults is promising, and integrates into the evidence on the
beneficial effectsof cognitive stimulation. The scope of potential
intervention focused on enhanced digital engagement/literacy
is big, as only about one-half (642/1232, 52.11%, similar to
SHARE respondents’ average use [35]) of the respondents to
this survey, a representative sample of households in this age
bracket, had been digitally engaged in the preceding week, and
almost one-third reported they never used acomputer. Although
many respondents own mobile phones, most often smartphones
[50], they often do not realize its affordances. Internet use
among thisage group in Israel hasrisen in the past decade [30],
but there is ample room for an additional increase.

Strengths and Limitations

This study has a number of strengths. First, the prospective
association between internet use, knowledge on AD, and
AD-related preventive behaviors is novel, and attests to the
benefits accrued by internet use. It is one of the manifestations
of the third digital divide in the health domain. Second, the
longitudinal design of the study, establishing temporality,
suggestsdirectionality of the relationship between the variables.
Internet use and perceived computer skills had both been
measured in aprevious data collection wave, and they predicted
knowledge on AD and AD-related preventive behaviors. Most
studies on internet use are not longitudinal, and do not afford
drawing such aconclusion. A third major strength of the study
isthe representativeness of the sample, consisting of arelatively
large number of respondents (n=1232).

However, certain limitations of this study should also be noted.
Foremogt, all the variables were self-reported and originated
from a single source—the respondent. Some of the predictors
are essentially reliable and valid (eg, demographic attributes),
some are reported practices (eg, digital engagement) that are
more prone to self-presentation bias, and some are inherently
perceptions (perceived computer skills). The latter are
moderately (though significantly) associated with actual
performance, as can be inferred from reported and performed
eHealth literacy [51]. This bias in perceived computer skills
may explain the finding that it was not associated with
knowledge nor behavior in multivariate analyses: it may not
have measured computer skills accurately enough. Second, we
cannot be completely confident in the directionality of the
relationship between internet use, knowledge on AD, and
AD-related preventive behaviors; thelongitudinal measurement
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of these variables does not guarantee that this was the actual
seguence between them. Third, the 2 dependent variables
exhibited relatively low reliability, probably as they employed
dichotomous responses and covered different domains (eg,
behaviors pertaining to diet, exercise, and socia interaction).
Lastly, the study did not examine the association of knowledge
on AD and AD-related preventive behaviors with cognitive
decline (though the latter was examined by other studies), nor
whether knowledge on AD and AD-related preventive behaviors
mediate the association between internet use and cognitive
decline. Despite the limitations, the study is unique in that it
documented—in alongitudinal design—how using the internet
and having digital skills can generate positive outcomes for
people in middle and late adulthood. The positive outcomes
examined were knowledge on AD and behaviors which can
modify the timing of AD, and the prospective design of the
study allowed inferring the direction of the association: from
internet and computer use to tangible benefits.

Future Directions

Future work could focuson unravelling what exactly ininternet
use afforded the reported benefits. This study did not track
people’ sactual use of theinternet but rather relied on their report
of using it during the previous week. A more nuanced
measurement of internet use (both eHealth and mHealth [mobile
health]) could provide more precise information. For example,
are the benefits derived from using knowledge and experiential
accounts created by peers, such asin online health communities
[16], aligned with Web 2.0 activities, or aternatively are the
tangible benefits that result in obtaining information from
traditional sources, such as hospitals, health maintenance
organizations, and patients’ associations, aligned with Web 1.0
consumption [52]? Adopting a functional approach [53], it is
of specia interest to unravel which digital activities are
associated with AD-related preventive behaviors. Another
intriguing direction is to examine subpopulations such as
immigrants or minorities, knowledge on AD and AD-related
preventive behaviors of subpopulations are of interest as well
as the facilitating effect of internet use. Lastly, future research
could focus on cognitive decline as the dependent variable, and
test whether knowledge on AD and AD-related preventive
behaviors indeed function as mediators between internet use
and reduced dementia, as documented in recent findings
[12,14,15]. Concomitantly, the mechanism through which
internet use is associated with preventive behaviors could be
further explored to examine whether knowledge mediates this
association. Future research should avoid cross-sectional design,
and hold onto the longitudinal design, to alow inferring the
direction of the association.
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Abstract

Background: Older people’'s use of the internet isincreasingly coming into focus with the demographic changes of a growing
older population. Research reports several benefits of older people’sinternet use and highlights problems such as various forms
of inequality in use within the group. There is a need for consistent measurements to follow the development and use of the
internet in this group and to be able to compare groups both within and between countries, as well as follow the changes over
time.

Objective: The aim of this study was to create an instrument to measure an older person’s perception of the benefits of their
online social participation, unconnected to specific applications and services. Theinstrument to measureinternet social participation
proposed in this paper buildson social participation factorsand isamultidimensional construct incorporating both social relations
and societal connectedness.

Methods: A short instrument for measuring socia participation over the internet was created. An exploratory factor analysis
(EFA) was conducted in arandom selection of persons aged 65 years or older (n=193) on 10 initial items. Further validation was
made by confirmatory factor analysis (CFA) in the remaining group (n=193).

Results. A 1-factor solution for the social internet score was decided upon after exploratory factor analysis (EFA; based on a
random sample of half the data set). None of the questionnaire items were excluded based on the EFA, as they al had high
loadings, the lowest being 0.61. The Cronbach a coefficient was .92. The 1-factor solution explained 55% of the variance. CFA
was performed and included all 10 questionnaire items in a 1-factor solution. Indices of goodness of fit of the model showed
room for improvement. Removal of 4 questions in a stepwise procedure resulted in a 6-item model (x26:13.985; x*/degrees of
freedom=1.554; comparative fit index=0.992; root mean square error of approximation=0.054; standardized root mean square
residual=0.025).

Conclusions: The proposed instrument can be used to measure digital social participation and coherence with society. The
factor analysis is based on a sufficient sample of the general population of older adults in Sweden, and overall the instrument
performed as expected.

(IMIR Aging 2021;4(2):€23591) doi:10.2196/23591
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Introduction

Older adults' internet use is the focus of an increasing number
of research studies[1]. Internet use has been reported to promote
the well-being [2] and active aging [3] among older people and
to act as a possible support for maintaining cognitive function
[4,5]. Despite these benefits, there are also reports of a lower
percentage of internet usersin older age groupsthanin thewhole
population [6,7], creating a digital divide, leaving out many
older adults from the benefits of the online world.

Research on this digital divide has initially been focused on
actual internet access (first-level digital divide) and internet
skills and use (second-level digital divide) [8]. However, with
an increasing number of older people getting access to the
internet, the focus has also shifted to athird-level digital divide
in which the tangible outcomes of internet use are highlighted
[8] and where actual users also differ in how they benefit from
their online presence. One such outcomeisthe use of theinternet
to maintain social contacts and avoid loneliness [9-11].

The positive relationship between socia participation and
well-being and health is well documented [12,13]. Socia
participation has no universally agreed definition but isgenerally
measured interms of the quantity or quality of social interactions
and connections [14]. In a study on older adults social
participation, Utz et a [15] classified it in the realm of
organizational affiliations, friendship ties, kinship networks,
social connectedness, social support, or social integration.
Internet use has been generally acknowledged to have the
potential to support such social affordance [16-19].

A possibility to measure the online social participation,
unconnected to specific applications and services, would be of
interest for comparing groups both within and between countries,
and to examining changes over time. Theinstrument to measure
internet social participation proposed in this paper builds on
social participation factors and is a multidimensional construct
incorporating both social relations and societal connectedness.
It focuses on the subjective feeling of social participation free
from references to specific applications and services.

Methods

Data Collection and Sample

Datawere obtained from a sample of participantsin the Swedish
National Study of Aging and Care (SNAC). SNAC is a
longitudinal cohort study of arepresentative sample of the aging
Swedish population that started its data collectionin 2001. It is
a comprehensive, interdisciplinary study that investigates the
health and living conditions of the Swedish population aged 60
years and older. A detailed outline of the SNAC study is
available from Lagergren et al [20]. The present study sample
is based on participants from 1 of the 4 regions in the SNAC
study, the SNAC Blekinge (SNAC-B) cohort with individuals
living in the municipality of Karlskrona

Asan addition to this study, it was seen necessary to further the
efforts to gather information about older persons use and
experiences of societal digitalization. A first questionnaire was
sent out in 2017, and the second slightly modified questionnaire
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(the base for this study) was sent out in April 2019 to all
participants in the SNAC-B study (N=733). A total of 581
persons responded, corresponding to a response rate of 79.3%
(581/733). Inthe present study, only individual swho responded
that they were information and communication technology users
were included (n=393).

Out of the internet users, 388 were responders of at least one
social participation scoreitem. Of these, 21 persons had missing
answers on at least one of the 10 questionnaire items in the
social participation score (15 persons had 1 missing question;
3 persons had 2 missing; and 1 person each had 5, 7, and 9
missing). From the answers of the 388 responders, thefollowing
were the number of missing values for the 10 questions: 4, 3,
3,8,5,5,3, 3,5, and 3, respectively. Finally, persons answering
fewer than 5 questions were excluded, rendering the fina
number of participants to 386.

Instrument Development

In thefirst questionnaire sent out in 2017, there was afocus on
older persons' affinity to technology, so-called technophilia
[21], and this research was subsequently reported in IMIR. In
further analysis of thisinitial research, the need was also found
for an instrument that could measure experiences of the online
socia participation, unconnected to specific applications and
services. This would be of interest to see changes over time
between our cohorts (eg, asking about a specific application as
Facebook use today could be changed to another application
over time, but the underlying latent construct isthe same). Social
participation [14,15] was chosen as a theoretical framework
incorporating a multidimensional construct with both social
relations and societal connectedness.

A list of possibly interesting and relevant aspects of social
participation and connectedness in an online environment was
constructed from the theoretical framework and the control
guestions in the questionnaire (Table 1). From this, an initial
10-question instrument (5 questions in each domain) was
composed by PA and JSB, who have expertise in the field of
aging and the internet. This list was reviewed together with a
third expert, in the psychology of aging, and different aspects
and formulations were discussed and agreed upon.

The questionnaire was then pretested for face vaidity,
coherence, and understandability with cognitiveinterviews[22]
being conducted with the target group (a convenience sample
of 6 individuals of both sexes ranging in age from 66 to 80
years). The interviewees were given the 10-item questionnaire
and were encouraged to think aloud when they read the
questions. The interviewer would also follow up with verbal
probing (ie, questions about how well the interviewee
understood the question) based on item wording, terminology,
and if the structure was clear and easy to understand.
Specifically, the questions “Can you repeat the question | just
asked in your own words?’, “Was there anything confusing
about this question?’, “What does the word [term] mean to you
asit isused in the question?’, and “Tell me what you thought
when | asked about [topic of question],” were asked.

Theitem questionswere then revised according to the feedback
from the interviews with respect to the verbal probing.
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Especially important was to make sure that the questionnaire
was using terminology rel evant to older peopl e using technology
to ensure face validity. The questionnaire was trandated into
English using backward-forward transation from the original

Table 1. Initialy suggested 10-question instrument.
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Swedish version, by native-speaking trandators in each
direction.

The resulting questionnaire items can be found in Table 1.

Domain English (translation)

Swedish (original)

Social relations
family

Societal connectedness
happening in society

Societal connectedness 2

Social relations
Societal connectedness
Social relations
Societal connectedness

events of yesteryear
Societal connectedness
Social relations

networks

Social relations

1. | think the internet helps me stay in touch with friends and

2. | think the internet helps me keep up to date with what's

3. | think the internet makes me feel more included in society

4. | think the internet makes me feel less lonely

5. | think theinternet hel ps me to access meaningful activities

6. | think the internet helps me keep up my social network

7.1 think the inter net hel ps me reconnect to old memoriesand

8. | think the internet helps me find pastimes and amusement

9. | think theinternet hel ps me to expand and create new social

10. | think the internet makes me fedl less isolated

1. Jag tycker att internet hjalper mig att hélla kontakt
med vénner och familj

2. Jag tycker att internet hjalper mig att hallamig in-
formerad om vad som hander i samhéllet

3. Jag tycker att internet gor att jag kdnner mig mer
delaktig i samhallet

4. Jag tycker att internet gor att jag k&nner mig mindre
ensam

5. Jag tycker att internet hjalper mig att fa tillgang till
meningsfulla aktiviteter

6. Jag tycker att internet hjalper mig att hallaigang
mitt sociala natverk

7. Jag tycker att internet hjalper mig att aterknyta till
gamla minnen och handelser fran forr

8. Jag tycker att internet hjdlper mig att hitta ndje och
forstroelse

9. Jag tycker att internet hjalper mig att utbka och
skapa nya sociala natverk

10. Jag tycker att internet gor att jag kdnner mig
mindre isolerad

#The questions that made it into the final instrument are indicated by italics.

Statistical Analysis

In order to be able to include al participants who answered at
least five questions on the social participation score, imputation
was done on the missing values for the 10 items to be used in
creating the socia participation score. Thus, 26 missing values
wereimputed by using median imputation acrosstheindividuals.
As the missingness was limited (close to 0.5%) it is not likely
that the choice of imputation method would affect statistical
analysesto any noticeable extent. To compare, acomplete case
analysis would result in excluding 5% of the 386 participants
and was not preferable.

After imputation was carried out, arandom sample (n=193) was
drawn to perform an exploratory factor analysis (EFA), with
themain aim of deciding on asingle- or multiple-factor solution,
and of delimiting the number of items making up the socia
participation score. The number of factors to include were
decided based on the Cattell scree test [23] and Horn parallel
analysis [24], aong with inspection of the factors. After the
EFA had been carried out, the Cronbach a coefficient was
calculated for examining the internal consistency of the
questionnaire items within a factor [25]. On the other half of
the data (n=193), a confirmatory factor analysis (CFA) was
performed, based on the structure proposed by the EFA. Asthe
CFA was carried out on another data sample, it was possible to
cross-validate the measurement model proposed by the EFA,
as done by Kamin and Lang [26]. Before any of the factor
analyseswere carried out, both the Kai ser-Meyer-Olkin measure
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of sampling adequacy, which calculated the proportion of the
variance in the questionnaire items that might be caused by
underlying factors[27], and the Bartlett test of sphericity, which
tested the hypothesis that the items are unrelated [28], were
performed. These tests were conducted on the complete data
set (N=386).

Regarding sample sizes, Floyd and Widaman [29] recommend
asamplesizeof at least 10 participants per parameter estimated
(here meaning the number of questions in the questionnaire)
for performing a CFA. The same recommendation is made by
Nunnally [30] for the EFA. Inthe CFA, several goodness-of-fit
measures were assessed: the chi-sgquare statistic by itself and
relative to the degrees of freedom (idealy <2 [31]), the
standardized root mean square residual (SRMR; ideally <0.05
[31]), the comparativefit index (CFl; acceptablefit >0.95, [31]),
and the root mean square error of approximation (RMSEA;
ideally <0.05; acceptable fit 0.05-0.08, [32]). Modification
indices (Mls) were eval uated to possibly improve the model by
limiting the number of questionnaire items and to identify
complex itemsin asimilar manner to Hyde et al [33]. MIsare
values corresponding to univariate score tests and reflect the
model fit improvement that would be present if a constrained
parameter were to be estimated as afree one[34]. In particular,
we looked at MIsfor covariances between questionnaire items
within a factor in CFAs and hypothesized that for significant
score tests, instead of alowing for covariances in the model
between items, we could exclude 1 of 2 highly correlated items.
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A total score, with continuous values from 1 to 5, of a 1-factor
solution, was cal culated with the nonrefined method of making
a weighted sum score [35], with weights decided by the
standardized factor loadings from the CFA. We decided not to
userefined methods, such asregression scoresor Bartlett scores,
asanonrefined method is more stable across samples[36]. The
total score was used to delineate 5 different categories of 0.8
units each asthe dependent variablein univariate ordinal logistic
regression models [37]. This was done for evaluating
associations between the socia participation score and
independent variables, such as gender and internet use
frequency. Note that in such models, the magnitude of the 3
coefficients cannot be interpreted. Correlations between the
social participation score and 3 other technical scores, TechPH
(“an instrument for measuring older peopl€'s attitudes towards
technology” [21]) and eHEALS (“measuring consumers
combined knowledge, comfort, and perceived skills at finding,
evaluating, and applying electronic health information to health
problems’ [38]), were al so assessed, along with approximate P
values. The first of the scores, consisting of two factors, was
previously developed within our research group. Further
validation of the score was made by evaluating correlations
between the score (and the individual questionswithin the score)
and other variables meant to measure neighboring (eg, usage
of socia networking sites) as well as diverse (eg searching of
health-related information) quantities.

Anderberg et a

All statistical analyses were performed in SPSS (IBM
Corporation) or R (R Foundation for Statistical Computing)
software, using packages Psych, lavaan, REdaS, MASS, and
Hmisc.

Results

Exploratory Factor Analysis

The Kaiser-Meyer-Olkin measure of sampling adequacy was
0.91 for the complete data, and Bartlett test of sphericity was
highly significant (P<.001). Thusit was appropriate to perform
factor analyses.

A 1-factor solution for the social internet score was decided
upon after the EFA (based on arandom sample of half the data
set). Thiswas suggested by the bend in the scree plot, and &l so,
only the first factor had an eigenvalue >1, athough 3 factors
were proposed based on the parallel analysis. However, it can
be noted that the result from the parallel analysis was on the
border of proposing a 1-factor solution: the eigenvalue for the
second factor in the actual data was not much higher than that
for the simulated or resampled data. When we inspected the
factor solutionsthat had more than one factor, many itemswere
cross-loaded on several factors, making the solutions difficult
to interpret (Table 2).

Table 2. Two-factor solution with (standardized) cross-loadings from exploratory factor analysis on the sampled group (n=193).

Question

Factor 1 loadings Factor 2 loadings

1. | think the internet helps me stay in touch with friends and family

2. | think the internet helps me keep up to date with what's happening in society

3. | think the internet makes me feel more included in society &
4. | think the internet makes me feel lesslonely
5. | think the internet helps me to access meaningful activities

6. | think the internet helps me keep up my social network

7. | think the internet helps me reconnect to old memories and events of yesteryear

8. | think the internet helps me find pastimes and amusement
9. | think the internet helps me to expand and create new social networks

10. | think the internet makes me feel less isolated

0.36 0.66
0.22 0.88
0.52 0.66
0.68 0.35
0.53 0.41
0.7 0.42
0.72 0.31
0.45 0.56
0.71 0.31
0.84 0.26

#The questions that made it into the final instrument are indicated by italics.

The number of cross-loadings depends on which cutoff value
to choose for item loadings to be kept within afactor. Thereis
no general rule of thumb regarding this value, rather several
different rules exist and have been reported in the literature
[26,39,40]. To retrieve 2 factors without cross-loadings, a cutoff
value of >0.52 would give such a solution. It can, however, be
noted that Questions 3, 5, and 8 have similar loadings on both
factors. Also, it isdifficult to understand what the differencein
theoretical construct between the 2 factorswould be, given their
included questionnaireitems. Based on this, a 1-factor solution
was decided upon. None of the questionnaire items were
excluded based on the EFA (and the cutoff value for factor
loadings was 0.5, the lowest value recommended by Hair et al
[40Q]) asthey all had high loadings, the lowest being 0.61 (Table

https://aging.jmir.org/2021/2/€23591

3). The Cronbach a coefficient was .92, and the 1-factor solution
explained 55% of the variance.

Confirmatory Factor Analysis

A CFA was performed that included all 10 questionnaire items
in a 1-factor solution (based on the second, nonsampled part of
the data); the standardized factor |oadings can be seen in Table
3). Resultsindicated that there is room for improvement based
on the indices showing the goodness of fit of the model. After
inspection of the model’s M1 values, it was found that some
items had high correlations which could cause some of the
model misspecifications. Asthe MI values represent score test
statistics, by following a chi-square distribution of 1 degree of
freedom, the values should be kept small if no model

JMIR Aging 2021 | vol. 4 | iss. 2 |€23591 | p.96
(page number not for citation purposes)


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

JMIR AGING

misspecification were present. We used a stepwise procedure
in which we removed 1 of the questionnaire items with the
highest M| value (>10). When 1 item was removed, anew CFA
was performed on which the new MI values were calcul ated.
The problematic items were Questions 4 and 10 (M1=36.349),
Questions2 and 3 (M1=35.049), Questions5 and 8 (M1=19.049),
and Questions 1 and 6 (M1=11.589). Removing the questionnaire
items with the lowest standardized factor loadings led to the

Anderberg et a

exclusion of Questions 4, 2, 8, and 1. The removal of questions
was agreed upon by medical and technical expertsin the field.
The standardized factor loadings in the CFA based on the 6
remaining questionnaire items are shown in Table 3.

Notethat aparallel analysis (EFA) proposed a 1-factor solution
for the 6 questionnaire items being left out of the 10 original
ones.

Table3. Standardized factor loadings from exploratory and confirmatory factor analyses for the 1-factor solution based on the original 10 questionnaire
items and the chosen 6 items after exclusions. Based on the 2 different parts of the data: sampled (EFA) and nonsampled (CFA) groups.

Question EFA?(n=193) CFAP(n=193) CFA with 6items (n=193)
1. | think the internet helps me stay in touch with friends and family 0.69 0.58 _c
2. | think the internet helps me keep up to date with what's happening in society ~ 0.69 0.59 —
3.1 think the internet makes me feel more included in society ¢ 0.82 0.73 0.69
4. | think the internet makes me feel less lonely 0.75 0.75 —
5. | think the internet helps me to access meaningful activities 0.68 0.78 0.75
6. | think the internet helps me keep up my social network 0.81 0.80 0.84
7. 1 think the internet helps me reconnect to old memories and events of yesteryear  0.75 0.80 0.80
8. | think the internet helps me find pastimes and amusement 0.71 0.72 —
9. | think the internet helps me to expand and create new social networks 0.75 0.80 0.84
10. | think the internet makes me feel lessisolated 0.80 0.77 0.75

3EFA: exploratory factor analysis.

BCFA: confi rmatory factor analysis.

®Not applicable.

Hhe questions that made it into the final instrument are indicated by italics.

Indices of goodness of fit of the model were improved for the
6-item model compared to the 10-item model. Following are

the indices for the 6-item model: x%=13.985; x?/degrees of

freedom=1.554; CFI=0.992; RM SEA of approximation=0.054;
SRMR=0.025).

Thedistribution of the social participation score among the 386
persons in the study is presented as means and fractions of
participants receiving scores in 5 different ordered categories
from 1to 5, representing rounded scorevalues of 1-1.8, 1.9-2.6,
2.7-3.4, 3542, and 4.3-5, respectively (Table 4). Beta
coefficients and P values from univariate ordinal logistic
regression models, in which the categories 1-5 were used for
the social participation score, are presented in Table 4.

Study participants with a medium level of education (finished
secondary school, but without higher education except
vocational training) had significantly lower social participation
scores than did the participants with a low level of education
(did not finish secondary school). A higher social participation

https://aging.jmir.org/2021/2/€23591

score was al so associ ated with more frequent use of theinternet,
aswell as higher use of internet services.

Pearson correlation coefficients and approximate P values that
compared the social participation score to the TechPH scores
were divided into the factors TechEnthusiasm, TechAnxiety
[21], and eHEALS [38], and were 0.480 (P<.001) for
TechEnthusiasm; —0.159 (P=.003) for TechAnxiety, and 0.372
(P<.001) for eHEALS. Correlations comparing the social
participation score (and its individua question items) to
variables measuring a variety of internet-related quantities are
presented in Table 5. The score is correlated to variables
measuring, for example, whether the participant has been
listening to web radio, participating on social networking sites,
or following news reporting online. The score showed a lower
or no significant correlation with health-related measures and
no correlation with participation in online auctions or usage of
Mobile BanklD (Mobile BankID is an electronic identification
solution in Sweden that all ows companies, banks, organizations,
and governments agencies to authenticate and conclude
agreements with individuals over the internet).
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Table 4. Distribution of socia score among the study participants and associations between socia score and independent variables presented as 3
coefficients from univariate ordinal logistic regression models.

Variable Distribution, n (mean) Fractionsin categories 1-5 B valuein ordina logistic regression P vaue
All 386 (3.05) 16, 21, 25, 23, 16 _a —
Gender
Men 186 (3.09) 17,19, 23, 23,19 Ref cat® —
Women 200 (3.01) 15, 22, 27, 24, 13 -15 40
Age
<75 years 195 (3.09) 13, 21, 28, 23, 15 Ref cat —
=75 years 191 (3.00) 19, 20, 22, 23, 16 -.14 44
Education®
Low 103 (3.24) 11, 22, 22, 20, 24 Ref cat —
Medium 139 (2.88) 21, 19, 27, 23, 10 -57 01
High 124 (3.04) 15, 22, 23, 24, 15 -.29 .20
I nternet use frequency
Low 44 (2.3) 39,30,11,14,7 Ref cat —
High 342 (3.14) 13,20, 27, 24, 17 1.38 <.001

Use of internet services

Low 55 (2.36) 42,22,15,16,5 Ref cat —

Medium 240 (2.98) 14, 24, 28, 23, 12 115 <.001

High 91 (3.64) 5,11, 23, 29, 32 227 <001
aNot applicable.

bRef cat: reference category.

CEducation was categorized in three groups according to the previous Swedish education system, relevant for the age groups in this study: low, those
who did not finish secondary school; medium, those who finished secondary school but no further education; high, those with some form of higher
education.

https://aging.jmir.org/2021/2/e23591 JMIR Aging 2021 | vol. 4 | iss. 2 [e23591 | p.98
(page number not for citation purposes)

RenderX


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

JMIR AGING Anderberg et a
Table5. Pearson correlations between the social participation score (and itsindividual question items) to variables measuring avariety of internet-related
quantities.

Item Social site® r  Newsand Media, r Information®, r  Activities® r Economic utilities, r Health utilities, r

Web radio® News Mobile Buyingand Web EMR'
sites® BankID, and  ggjjingd search”
other IDf

| think theinternet ~ 0.291** 0.258** 0.313** 0.193** 0.179** 0.111* 0.046 0.169** 0.039

makes me feel more

included in society

I think theinternet ~ 0.189** 0.207** 0.152** 0.160** 0.168** 0.093 0.080 0.138** 0.104*

helps me to access

meaningful activities

I think theinternet  0.366%* 0.209** 0.207** 0.196** 0.109* 0.107* 0.031 0.090 0.102*

helps me keep up

my socia network

| think theinternet  0.264** 0.164** 0.204** 0.151** 0.157** -0.029 0.038 0.095 0.067

helps me reconnect

to old memoriesand

events of yesteryear

I think theinternet  0.401** 0.224** 0.199** 0.102* 0.166** 0.086 0.069 0.074 0.058

helps me to expand

and create new so-

cia networks

I think theinternet ~ 0.266** 0.248** 0.230** 0.103* 0.104* 0.057 0.049 0.135** 0.110*

makes me feel less

isolated

Internet social partic-  0.364** 0.264** 0.262** 0.182** 0.178** 0.084 0.063 0.140** 0.098

ipation score

*Correlation is significant at P<.05 (2-tailed).
**Correlation is significant at P<.01 (2-tailed).

3Full question: Have you participated in social networking sites such as Facebook or Twitter and created a user profile and made posts or chatted?

BFyIl question: Have you been listening to web radio?
CFull question: Have you been looking at news sites?

drull question: Have you been looking for information about products or services?

€Full question: Have you been playing or downloading games, pictures, movies or music?

fFull question: Have you been using Mobile BankID or any other electronic identification?

9Full question: Have you been selling goods or services through net auction sites like eBay?

PEIl question: Have you been searching for information on diseases or treatments on official or private websites?
iFull guestion: Have you been looking at your electronic medical records (EMR) via an internet portal ?

Discussion

Principal Results

We chose a 1D final factor structure for the social participation
as supported by the scree plot but not entirely by the parallel
analysis. However, in order to make the score user friendly, it
was important to exclude factors with many cross-loadings,
which otherwise would have led to difficulties in interpreting
the underlying constructs. However, the 1D structure for the 6
final questionnaire items was supported by both the scree plot
and the paralldl analysis.

In removing the 4 questions (1, 2, 4, and 8), the loss of
information was thought to be limited. By inspection of the
questions, clear similarities can be seen in Questions 4 and 10
(feeling of loneliness and fedling of isolation), Questions 2 and
3 (being informed about society and taking part of society),

https://aging.jmir.org/2021/2/€23591

Questions 5 and 8 (access to meaningful activities and finding
pleasure and amusement), and Questions 1 and 6 (keeping
contact with friends and family and keeping up my socid
network). The goodness-of-fit indices were clearly improved
after the simplification of questionnaire items.

Thefinal instrument was shortened to 6 itemsin a 1-factor score,
making it easy to usefor any survey that measuresdigital social
participation. It builds on social participation factors and has a
multidimensional construct, incorporating both social relations
and societal connectedness. Also, it focuses on the subjective
feeling of socia participation. This universal approach,
unconnected to specific applications or services, suggests that
its use will be able to compare different groups and examine
changes over time.

The proposed digital socia participation score showed no
significant association with gender or age among older adults,
thus demonstrating that it has the capacity to serve as agenera
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instrument. It complies well with assumptions about internet
use: a higher social participation scoreis associated with more
frequent use of the internet and higher use of internet services.

In different domains, the score correlates well with social
internet activities and activities that promote social coherence
and correlates poorly with more instrumental activities (eg,
following news reports online or participating on socia
networking sites vs participating in online auctions or using
Mobile BankID).

To conclude, we believe the proposed instrument can be used
to measure digital socia participation and coherence with
society. The factor analysis is based on a sufficient sample of
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the general population of older adults in Sweden, and overall,
the instrument performed as expected.

Whether it can be used to detect differences in outcomes such
as loneliness, depression, or sense of coherence [41] needs to
be shown in further studies. The instrument must also be
validated in different contexts, such asin other populations and
countries.

Limitations

Performing the final CFA on the data set that was used to
redefine the theoretical model by the modification indices
limited the validity of the goodness-of-fit measures. The social
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set in afuture study.
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Abstract

Background: In academic research contexts, eHealth interventions for caregivers of people with dementia have shown ample
evidence of effectiveness. However, they are rarely implemented in practice, and much can be learned from their counterparts
(commercial, governmental, or other origins) that are already being used in practice.

Objective: Thisstudy aimsto examine asample of case studies of eHealth interventionsto support informal caregivers of people
with dementiathat are currently used in the Netherlands; to investigate what strategies are used to ensure the desirability, feasibility,
viability, and sustainability of the interventions; and to apply the lessons learned from this practical, commercia implementation
perspective to academically developed eHealth interventions for caregivers of people with dementia.

Methods: Instep 1, experts (N=483) in thefields of dementiaand eHealth were contacted and asked to recommend interventions
that met the following criteria: delivered viathe internet; suitable for informal caregivers of people with dementia; accessiblein
the Netherlands, either in Dutch or in English; and used in practice. The contacted experts were academics working on dementia
and psychosocial innovations, industry professionals from eHealth software companies, clinicians, patient organizations, and
people with dementia and their caregivers. In step 2, contact persons from the suggested eHealth interventions participated in a
semistructured telephone interview. The results were analyzed using a multiple case study methodol ogy.

Results:. In total, the response rate was 7.5% (36/483), and 21 eHealth interventions for caregivers of people with dementia
were recommended. Furthermore, 43% (9/21) of the interventions met al 4 criteria and were included in the sample for the case
study analysis. Of these 9 interventions, 4 were found to have developed sustainable business models and 5 were implemented
in a more exploratory manner and relied on research grants to varying extents, although some had also developed preliminary
business models.

Conclusions: These findings suggest that the desirability, feasibility, and viability of eHealth interventions for caregivers of
people with dementia are linked to their integration into larger structures, their ownership and support of content internaly, their
development of information and communication technology services externally, and their offer of fixed, low pricing. The origin
of the case studies was also important, as eHealth interventions that had originated in an academic research context less reliably
found their way to sustainable implementation. In addition, careful selection of digital transformation strategies, moreintersectoral
cooperation, and more funding for implementation and business modeling research are recommended to help future developers
bring eHealth interventions for caregivers of people with dementiainto practice.
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Introduction

Background

A recent systematic review [1] showed that very few
evidence-based eHealth interventions for informal caregivers
of people with dementia have been implemented in practice.
eHealth, defined by the World Health Organization as “the use
of information and communication technologies (ICT) for
health” [2], has the potential to help many people living with
physical and mental health issues, including informal caregivers
of peoplewith dementia. Informal care constitutes a significant
part of dementia care [3,4] and can include helping with
household chores, running errands, facilitating socid
engagement, and coordinating professional care. In the
Netherlands, it has been estimated that approximately 10% of
the 16 million inhabitants offer some form of informal care[5],
whereas an estimated 320,000 informal caregivers provide care
specifically for people with dementia [6]. However, informal
caregivers have also been shown to experience physical and
psychological complaints as aresult of this caregiving process
[7]. Given the fact that the current worldwide prevalence of
dementia (50 million people) is expected to triple by 2050 [8]
and the health care systems' increasing reliance on informal
care[9], it isimportant to support these informal caregivers of
peoplewith dementia. Previousresearch has shown that eHealth
interventions to support these caregivers have been effectivein
improving caregiver outcomes, such as self-efficacy,
competence, and knowledge about dementia, and in reducing
depressive symptoms [10-18].

In general, eHealth has many potential benefits compared with
more traditional face-to-face interventions: it isrelatively easy
toimplement on alarger scale; it hasthe potential to reach users
from various socioeconomic and demographic backgrounds;
and it can include extensive personalization, instant delivery,
and real-time feedback [19,20]. There is preliminary evidence
that web-based tools might be at |east as effective asface-to-face
interventions in delivering psychiatric support [21], athough
more research is needed. eHealth as a potential solution to
facilitate access to dementia caregiving support is even more

https://aging.jmir.org/2021/2/e24724

crucial in the context of the current COVID-19 pandemic. A
recent article in The Lancet on the impact of COVID-19 on
people with dementia and their caregivers advised care
professionals to organize psychoeducation, self-management,
and consultations for dementia caregivers on the web [22]. A
survey of 1000 Dutch caregivers of people with dementia by
Alzheimer Netherlands showed that the COVID-19 pandemic
has resulted in the cancelation of day care services for people
with dementia as well as insufficient professional and social
support. Caregivers mentioned digital contacts, such as video
chatting or WhatsApp messaging, as one of the solutions that
currently helps them the most [23].

Unfortunately, the implementation of eHealth is often
fragmented and short lived and lacks sufficient vision and
strategy [24]. In addition to the eHealth interventions being
devel oped in an academic research context, thereisalso eHealth
being developed outside of academia, for instance, by industry
and health care organizations [25], from which much can be
learned to aid the implementation of eHealth interventions for
caregivers of peoplewith dementiaoriginating from theresearch
context. For the most part, these nonacademic interventions are
not included in the search strategies used in systematic reviews,
as their development and testing are usualy not published in
academic journals.

A useful framework to explore the factors that contribute to the
(financial) sustainability of nonacademic interventions is the
Business Model Canvas [26]. The Business Model Canvas is
an established framework intended to aid in the devel opment
and mapping of new and existing business models by
demonstrating the product or service's value proposition, key
activities, key resources, key partners, cost structure, customer
relationships, distribution channels, and revenue. The Business
Model Canvas has previously been used to map business models
for eHealth interventions[27-29]. Recently, developers grouped
segments of the Business Model Canvas to construct blocks of
desirability, feasibility, and viability [30]. Figure 1 (adapted
from the study by Osterwal der and Pigneur [26]) illustrates how
the 9 elements of the Business Model Canvas can be grouped
into these factors.
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Figure 1. Desirability, feasibility, and viability of the business models.
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Objectives

This study aims to explore how lessons learned from
interventions currently being used in practice could aid the
implementation of evidence-based interventions for informal
caregivers of people with dementia. To accomplish this, this
study had 3 aims: (1) to examine a sample of case studies of
eHealth interventions to support informal caregivers of people
with dementiathat are currently used in the Netherlands; (2) to
investigate what strategies are used to ensure the desirability,
feasibility, viability, and sustainability of theinterventions; and
(3) to formulate lessons learned to facilitate theimplementation
of future eHealth interventions.

Methods
Study Design

Step 1: I dentifying eHealth I nterventionsfor Caregivers
of People With Dementia
Contacting Experts

Firgt, to acquire a sample of eHealth interventions to support
caregivers of people with dementia that are being used in
practice, experts (N=483) in the fields of eHealth, dementia,
and caregiving were contacted via email.

Inclusion Criteria

The experts were asked to provide the names of interventions
that met thefollowing 4 inclusion criteria: eHealth intervention
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(1) delivered viatheinternet; (2) suitablefor informal caregivers
of peoplewith dementia, (3) availablein the Netherlands, either
in Dutch or in English; and (4) used in practice. The aim was
to receive recommendationsfor between 5 and 10 interventions
that met all criteria, as this would achieve data saturation but
still be a small enough number to analyze in depth. The
suggested interventions were not meant to serve as an exhaustive
overview of all available eHealth interventions for caregivers
of people with dementiain the Netherlands. Rather, they are a
sample of this type of intervention, which was defined using a
systematic approach.

Step 2: Qualitative I nterviews With eHealth | ntervention
Providers

After receiving these recommendations, the researchers reached
out to the interventions contact people with an invitation to
participate in atelephoneinterview about their experienceswith
their intervention’simplementation. This study used amultiple
case study methodol ogy for the analysis. This methodol ogy was
chosen for its ability to qualitatively explore complex
phenomenawithin their contexts and explore differenceswithin,
as well as between, cases [31]. The focus is on collecting
in-depth data from a limited number of cases. To do this, this
study made use of semistructured interviews because of their
fit with theaim of collecting qualitative, open-ended data, using
which it is possible to delve deeply into the thoughts and
opinions of the participants. The semistructured interviews
consisted of 9 questions. The interview guide can be found in
Multimedia Appendix 1. It was constructed by the authors to
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explorethe desirahility, feasibility, and viability of theincluded
eHealth cases based on the Business Model Canvas framework
[26]. To do this, the interview guide asks the participants
guestions based on each of the 3 main domains. In addition,
datawere collected on the description, current use, and business
model of the interventions.

Sample

First, emails with an invitation to provide examples of
interventions meeting the 4 inclusion criteria were sent to a
diverse sample of experts. Experts (n=330) in the academic
field were approached via the INTERDEM mailing list.
INTERDEM is an international research network that focuses
on psychological carefor dementia. Second, 4 emailswere sent
to experts in the industry (employees of small- and
medium-sized enterprises, which usually consist of <250
employees), 10 emails were sent to representatives from
dementiaand caregiver patient organizations, and 4 emailswere
sent to cliniciansin the field of dementia care (3 psychol ogists

Table 1. Interview participants’ background.

Christie et al

and 1 psychiatrist). Regarding the significant difference in the
number of emails sent per subsample, the possibility of
approaching researchers via the INTERDEM network
(consisting of 330 mailing list contacts) was associated with a
much lower response rate, as it was a general mailing instead
of atargeted persona mailing. Third, 15 dementia caregivers
were asked to provide examples of interventions that met the 4
inclusion criteria during a dementia client panel meeting at
Maastricht University. The caregivers were part of the
Maastricht University’s dementiaclient panel. Finally, anotice
was placed on the social media channels (Twitter, Facebook,
and Linkedin) of the Nederlandse Vereniging voor
Neuropsychologie (NVN; the Dutch Association for
Neuropsychology), which was clicked on 120 times across
channels, according to NV N.

Table 1 provides an overview of the backgrounds of theincluded
interview participants whose interventions met all 4 criteriaand
who could be contacted for an interview (the Results section
provides more details on intervention inclusion).

Case study Intervention name Background interview participant
1 Partner in Balance Academia
2 STAR elearning Academia
3 OZOverbindzorg Industry
4 Carenzorgt Industry
5 (redacted) Clinic (psychologist)
6 Thinkability Academia
7 DementieNL (and Myinlife) Patient organization
8 (redacted) Clinic (psychologist)
9 Nachtrust bij Dementie Academia

Data Analysis

Data Collection

First, emails with an invitation to provide examples of
interventions that met the 4 inclusion criteria were sent to a
diverse sample of experts (N=483). Each of these experts was
known to the research team through their own professional
networks. Each email was sent once. A total of 15 dementia
caregivers were asked face-to-face to provide examples during
a dementia client panel meeting at Maastricht University. The
notice on the NVN was placed once.

Once interventions were identified, the providers of these
interventions were interviewed over the telephone. For the 9
included case studies, interview data were collected using the
interview guide in Multimedia Appendix 1. These data were
collected between December 2018 and June 2019. In total, 9
interviews were conducted via telephone and transcribed
verbatim. On average, theinterviews lasted for 25 minutes (SD
11.9). Datawere a so collected on the description, current use,
and business model of the interventions and are represented in
an extraction table (refer to the Results section).
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The datawere analyzed using a qualitative, multiple case study
methodology [32]. HL C conducted theinitial analysisusing the
extraction table and interview transcripts. Thefirst phase of this
analysisinvolved examining the individual casesto understand
each intervention, itsimplementation trgjectory, and its business
model. Here, thefocuswas on explanation building [33], where
the narratives from the interviews were combined with the data
from the extraction table to map each sampled intervention in
detail.

The second phase involved comparing cases with each other to
identify common and differential characteristics. To dothis, the
interview transcripts were analyzed across cases by assigning
codes (desirability, feasibility, and viability) to respondents
replies that provided more information on these topics. This
guided an explanation of which characteristics could contribute
tointervention desirability, feasibility, and viability across cases.

In the third phase, the results of this initia analysis were
discussed with HLC, LMMB, HJT, MG, and MEDV in a
consensus meeting, where differences in interpretation were
resolved and external validity was supported. In particular, the
authors discussed the value propositions (ie, the elements of the
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service or product that are intended to make the intervention
more attractive to customers) of the included cases; their
common characteristicsin terms of desirability, feasibility, and
viability; and their respective implementation phases and
business models. Finally, a member check (where participants
were sent the interview transcript for approval) [34] served to
support the internal validity of the analysis.

Ethics

Thisstudy did not fall under the scope of the Medical Research
Involving Human Subjects Act. Therefore, ethical approval by
Maastricht University’s ingtitutional review board was not
required. Therespondentswere verbally informed of the purpose
of the study before the interview and gave their consent to the
interview being audio recorded and analyzed anonymously.
However, it was not possible to guarantee total anonymity
because the interventions themselves were discussed by name.
Therefore, it was requested that names of interventions not be
used for case studies 5 and 8. The participants consented to this,
and a member check was conducted. Through this member
check, al participants (including the participants involved in
case studies 5 and 8) approved (in writing) the information in
the transcripts being used in this study (with the exception of
the names of case studies 5 and 8).

Figure 2. Flowchart of case study inclusion.
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Results

Overview

The first section provides an overview of al the interventions
suggested by the contacted experts and describes the included
case studies. |n the second section, the following characteristics
of the included case studies are examined: (1) desirability,
feasibility, and viability of theinterventions; (2) findingson the
sustainability of their business models; and (3) lessons learned
from the respondents.

I nterventions Suggested by Experts

Overview of | nterventions

A total of 36 responses were received (14 from researchers, 10
from patient organizations, 3 from industry professionals, 4
from clients, and 5 from clinicians), resulting in aresponserate
of 7.5% (36/483). Although this response rate is rather low, it
was deemed well suited for the described purpose of gathering
alimited, nonexhaustive sample of casesto be analyzed in depth
by multiple case study methodology. A total of 21 interventions
were nominated to be part of the sample. Some experts
suggested multiple interventions, whereas others did not suggest
any interventions. Overall, 11 interventions were excluded based
on the 4 criteria described earlier. A fina intervention was
excluded because nobody could be contacted for the interview,
resulting in insufficient data for a case study analysis. Figure 2
depicts aflowchart of the case study inclusion.
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eHealth interventions
selected for telephone interview
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Included Case Studies

Intotal, 9interventionsmet al 4 criteriaand coul d be contacted
for interviews, resulting in their inclusion as case studies. Table
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eHealth interventions
excluded based on 4 criteria
in=11)

eHealth interventions
excluded because of contact person unavailability
(n=1})

2 provides the names, number of nominations, description, and
current use of the included case studies. DementieNL and
Myinlife are discussed together, as Myinlife has been integrated
into the broader DementieNL platform.
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Table 2. Extraction table.
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Casestudy Intervention name

Nominations Description

Current use (January Pricing

2020)

1 Partner in Balance

2 STAR elLearning

3 OZOverbindzorg

4 Carenzorgt

5 { redacted}

6 Thinkability

7 DementieNL (and
Myinlife)

8 { redacted}

9 Elgchtrust bij Demen-

Web-based intervention to support care-
giversand promote self-management, with
coach (aformal caregiver), for informal
caregivers (academic origin)

Web-based intervention to improve demen-
tia caregiving skills for both formal and
informal caregivers (academic origin)

Web-based platform to connect care part-
ners, for informal caregiversto invite for-
mal caregivers (nonacademic origin)

Web-based platform to facilitate the orga-
nization of care for peoplewith dementia,
for both formal and informal caregivers
(nonacademic origin)

Web-based intervention to providetipsfor
caring for a person with dementia, with a
coach, for both formal and informal care-
givers (partial academic origin)

Web-based cognitive stimulation therapy
intervention to improve quality of life, for
both people with dementia and informal
caregivers (academic origin)

Web-based platform for dementia care
(included caregiver test, web-based demen-
tiatraining, and “ask an expert”), for infor-
mal caregivers. Includes Myinlife, aweb-
based platform to facilitate the organiza-
tion of care for people with dementia
(partia academic origin)

Web-based platform that contains both
internal and external modules informing
about dementiacare, for formal and infor-
mal caregivers (partial academic origin)

Web-based intervention to inform about
night-time unrest in aperson with demen-
tiaand provide nonpharmaceutical tips,
for informal caregivers (academic origin)

Available on the web
(only in participating

areas)

Available on the web
(after approval)

Available on the web
(only in participating

€200 (US $243.28) per
caregiver per year

€25 (US$30.41) per caregiv-
er per year

Health insurer and munici-
pality jointly pay €1 (US

regions or municipai-  $1.22) per user (calculated

ties)

over region)

Available on the web Free

Available on the web

Available

Freeif the person with de-
mentiaisregistered with the
care organization (name
redacted), €500 (US
$608.20) for courseif not
registered with the care orga-
nization (name redacted),
and currently not accepting
new applicants because of
lack of resources

£4.99 (US $7.06) in App
Store and Google Play

Available on the web Free

Available on the web

Web-based platform,

Freeif caregiver isaclient
with Innovate (organiza-
tion), otherwise €10 (US
$12.16)

No pricing model (research

although coaching not  project)
currently available be-
cause of lack of re-

sources

Case Study Char acteristics

Strategies Relating to Case Study Desirability,
Feasibility, and Viability
Overview

Table 3 provides an overview of the interview respondents
answers to the questions about the current desirability,
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feasibility, and viability characteristics of their interventions.
The table synthesizes these responses across case studies and
groups them according to the categories of desirability,
feasibility, and viability. The characteristics are first presented
in the table and described in more detail in the following
sections.

IMIR Aging 2021 | vol. 4 | iss. 2 |€24724 | p.108
(page number not for citation purposes)


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

JMIR AGING

Christie et al

Table 3. Common case study characteristics, as reported in case study interviews.

Partnerin  STAR
Balance  elLearning

OZOvetind  Caren-
zorg zorgt

Common characteristics

(redacted)  Thinkability DementieNL

(and Myinlife)

(redacted)  Nachtrust bij

Dementie

Desirability
Targeted user ismost-
ly caregiver

Low price (see Table O g O ad
2 for prices)

0@ O

Incorporated into g g O ad
larger systems

Up-to-date content g g O

Community creation [ | ad
Feasibility

Self-ownership of O O O

content

Informationand com- [ O 0 a
munication technolo-

gy platform supplied

by third party

Helpdesk and imple- 0O O O O
mentation support ser-

vicessuppliedinternal-

ly

Limited internal mar- 0O a O
keting capabilities
Viability
Variable price for dif- g
ferent packages of
services, for afixed
amount of time, for
caregivers, for health
care organizations,

and for municipalities
and health insurers

Fixed pricefor access [ O
to information and
services

Increasing the attrac- O
tiveness of alarger
health care platform

Supplyinginformation
and servicesat no cost

8Characteristic present in the case study.

Desirability
The interventions included as case studies were targeted at
informal caregivers of people with dementia. However, many
case studies have also decided to target formal care by
developing aspects of their platforms for hedth care
professionals:

WEll you notice that there is a lot of demand from
health care professionals. So people say “ Gosh, we
find this interesting” and recommend it to their
clients, to know what is going on and what they are
getting, before they give advice about which modules

https://aging.jmir.org/2021/2/e24724

RenderX

exist. It should be used that way. That the caregiver
can initiate, but also the health care professional,
and they both have need of that knowledge.
[Respondent case study 5]

Interestingly, even in blended interventions where the guidance
of ahealth care professional is necessary, the eHealth platform
was not targeted at these care professionals. In al cases, there
remained a primary focus on the needs of informal caregivers.
Next, a common characteristic was the overall relatively low
pricing of eHealth (Table 2). The eHealth platform was often
also incorporated in larger systems. These could be web-based
platforms, such as Carenzorgt (Nedap) and case study 6
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(redacted), or offline systems, such as DementieNL and Myinlife
(Alzheimer Netherlands) and STAR elLearning (Dementia
Meeting Centres):

| think an advantage of our situation at the university
isthat we have a national network of meeting centres.
There are already 160 of them in the Netherlands,
which come together once a year, where we inform
them about all kinds of interesting devel opments for
them, also the STAR course. [Respondent STAR]

Thisintegration significantly increased thevisibility of the case
study and provided a supportive structure. All case studies
mentioned the time and effort needed to keep eHealth content
relevant and up-to-date as a significant but necessary drain on
resources. Finally, many case studies have emphasized the
importance of creating a community around the eHealth
intervention. These communities were places where caregivers
could contact each other and share experiences about the eHealth
intervention and dementia caregiving in general. These
communities sometimes took place on a designated forum on
the intervention website or via social media channels, such as
a closed Facebook group.

Feasibility

Most of the cases were developed by groups with specific
expertisein dementiaand caregiving. Most of the studied cases
chose to devel op the content themselves (and hence owned this
content) while hiring an external party to help build and maintain
the web-based platform. Often, it was the expertise party who
ran a helpdesk and support service for users, forwarding
technical questions to the hired software party. In this case,
these support tasks were either part of a research position at a
university or on a volunteer basis. Most of the studied cases
werelimited in terms of marketing. In general, their aim seemed
to be to sustain eHealth rather than scaleit up:

So when regions report that this sounds good, they
also want this, then we start. But we do not actively
search for regions where we can implement
OZOverbindzorg. We do not think that is societally
appropriate. So no, they cometo ask us. [Respondent
OZOverbindzorg]

This is because none of the cases aimed to make a profit.
Payment was mentioned as a barrier multiple times, with
respondents warning that setting up a secure payment system
takes considerable time and effort and that their older
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demographic is not aways comfortable with solutions such as
PayPal.

Viability

In total, 4 different types of viability strategies were observed
in 9 cases. Most interventions (Partner in Balance, STAR
el earning, OZOverbindzorg, and case study 6) opted to vary
their pricesfor different subscription packages of services. They
did thisin termsof both content and volume. Other case studies
(such as Thinkability) offered their eHealth interventions on
the web for a fixed price, after which the buyer had access to
the service indefinitely. Indeed, in this sample, Thinkability is
the only intervention whose cost structure was centered around
direct download from the internet by the caregiver, without
mediation by an existing health care system. STAR el earning
and the case study 6 modules are also availablefor the caregiver
to access without a health care organization, although these
modules are at least partly integrated into existing dementia
care systems, such as dementia meeting centers and a care
organization, respectively. Finally, some cases, such as
Carenzorgt and DementieNL (and Myinlife), made no revenue
but instead increased the attractiveness of a larger health care
platform or organization:

We mainly make software for health careinstitutions,
especially in elderly care and disabled care and a bit
in mental health care. Nine years ago, we thought it
was important to involve the client’s family in the
process. This also helps health care professionals do
better. So we said, we will make this platform. We
think it's important for the entire infrastructure that
we have this and offer it for free. [Respondent
Carenzorgt]

Finally, other case studies (such as DementieNL and Myinlife)
existed to supply information and services at no cost to
caregiversand werefinanced in large part through sponsorships.

Sustainability of Business Models

It was clear that although all the case studies were included
because of their usein practice, thelevelsof usevaried strongly.
Table 4 lists the implementation phases and business models
of the included case studies. The descriptions of these business
models as well as the implementation phase of the intervention
are based on the responses of the interview participants during
the case study interviews. The descriptions also contain
information on how theinterventions are financed (in brackets).
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Table 4. Implementation phase and business models of the case studies.

Implementation of case studies

Business models

Sustainable implementation
OZOverbindzorg
Carenzorgt
STAR elearning
DementieNL (and Myinlife)

Developing implementation
Partner in Balance
Thinkability
Case study 6

Case study 5

Subscription (paid by municipalities and health insurers)

Incentive (free to increase attractiveness of the larger platform)

Subscription (paid individually by the caregiver or in bulk by the organization, with varying options)
Sponsorship (free through sponsor support to Alzheimer Netherlands)

Grants, with a plan for subscription model (paid by municipalities and organizations)
Combination of fixed price and grants (one-time download from App Store and Google Play)

Combination of fixed price and grants (paid individually by the caregiver or in bulk by the organization, with
varying options) for nonorganization members, free if organization member

Fixed cost (paid individually by the caregiver or in bulk by the organization, with varying options) for nonorga-

nization members, free if organization member

Nachtrust bij Dementie Grants (research project)

L essons From Respondents

During the interviews, respondents from each case study were
asked to formulate recommendations for future eHealth

Textbox 1. Lessons learned by respondents.

developers based on their experiences in bringing eHealth for
dementia caregivers into practice. Textbox 1 lists the lessons

learned, as reported by the case study interviews.

«  Provide agood fit with the intervention’s implementation context

«  Ensurelong-lasting marketing

based on user feedback

«  Bigger implementation budgets are crucial

sustainable interventions

«  Makeuseof aninnovation consortium by involving health care providers, financers, users, and technical devel opersin every phase of development

«  Start implementing and learning, rather than waiting and perfecting designs. In other words, start small and develop the interventions further

o  Commercia collaborationisabig help (eg, marketing firms, information and communi cation technology companies, and sales and legal experts)

« Health insurer collaboration is beneficia to sustainable implementation through its potential to determine priorities and develop relevant and

« Involve usersin the whole process as much as possible, for example, through co-design and cocreation

Discussion

Principal Findings

This study identified a sample of 9 case studies on the
implementation, use, and development of eHealth interventions
for caregivers of people with dementia that are currently used
in practice in the Netherlands. The main findings from
interviews with representatives of these interventions showed
that 4 cases were found to have devel oped sustainable business
models (ie, business modelsthat generate revenuefor the upkeep
and development of the intervention in the future). Overall, 5
cases were implemented in a more exploratory manner and
relied on research grantsto varying extents, although some had
also developed preliminary business models. These findings
have led to the following recommendations for the design, the
implementing team, and the suggested implementation strategies
of a core business model to help achieve the long-term
implementation of eHealth interventionsfor caregivers of people
with dementia.
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Design of eHealth Business M odels

First, the design of the proposed core business model is based
on the desirability, feasibility, and viability characteristics of
the case studies. The first key element of this design concerns
its dedirability, specificaly by incorporating eHeath
interventionsinto larger, pre-existing health care contexts. The
case study interview respondents mentioned that the fit of the
interventions with existing organizational goals and contexts
was an important part of intervention desirability, separately
from any financial considerations. Thisisin line with previous
studies on the implementation of eHealth interventionsin other
populations [35-37]. Indeed, contextual integration is an
important part of many established implementation frameworks,
including the Consolidated Framework for Implementation
Research [38], Normalization Process Theory [39], and Open
Innovation Theory [40].

The second key element of the proposed design concerns the
similaritiesin thefeasibility characteristics of theinterventions.
The case studies tend to supply the dementia-specific content
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and helpdesk of the eHedlth internally, whereas ICT and
software services are outsourced to an external party that does
not own the content. In other words, the execution of these
ICT-related key activities is shifted to key partners. Previous
research has discussed the frequent outsourcing of servicesin
ICT [41] and emphasized the importance of trust between
involved partiesin constructing these types of business models
in eHealth [42]. These studies recommend knowledge sharing
experiences between the involved parties to foster trust, which
has been shown to help attain the benefits of outsourcing.

Finally, the third key element of the proposed core model’s
design pertains to its viability. A prevalent, sustainable cost
structure is a fixed price for access to the intervention's
information or services, which is paid by health care
organizations. Another viable option for sustainability is
integration into a larger platform that sponsors the eHealth
intervention, so no cost is charged from the caregiver. Again,
itis clear that when considering the viability of these business
models, viewing the intervention within its health care context
can facilitate its sustainable implementation [28]. This pertains
to both the desirability of theintervention through its contextual
fitand itsfinancial viability through its use of revenue structures
already in place. A good example of the successful application
of these 3 core model elements is OZOverbindzorg, which
makes use of fixed price, low cost, and equal buy-ins from
collaborations between health insurers and municipalities per
participating region. Thisisin line with the principles discussed
in previous research, namely, that costs and benefits should be
balanced between parties in eHealth, and one party should not
disproportionally benefit from something that is financed by
the other party [43]. Here, the benefits are shared between the
care organizations and community well-being; therefore, it is
fair that both equally contribute to the costs.

Implementing Team

Next, the main finding of this study concerns the question of
who is implementing these interventions. In this study, case
studies that did not originate in an academic research context
more successfully achieved sustainable implementation,
compared with the case studies that originated in an academic
research context. There is a noticeable absence of eHealth
interventions that originated as research projects in the
identified, sustainabl e financing models used in practice. Indeed,
most academic interventions are constrained by expiring funding
[44], and integration within existing structuresiscrucial. Inthis
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regard, this research underscores the need for more
implementation funding and research into the business modeling
of evidence-based eHealth interventions [45,46].

In addition, more traditional research methods such as
randomized controlled trials are not time efficient or resource
efficient and can impede researchers from reaching this
implementation stage[47]. The use of alternative, moreflexible
research designs, with faster iteration and earlier consideration
of implementation determinants, could also help overcomethis
barrier [48]. The benefits of sustainably implementing these
academically developed eHealth interventionsfor caregivers of
people with dementia include avoiding sguandering public
money on failed implementations, better allocation of research
resources, and realizing the anticipated benefits for intended
users[49].

eHealth Implementation Strategy

Finally, an important question is, “Which strategies can help
bring the proposed core business model into practice, and keep
it in practice?’ Here, it may be useful to gain inspiration from
business. For instance, digital transformation strategies are a
key part of bringing business models into practice by
coordinating and prioritizing the many different aspects of
digita transformation [50]. Previous research on digital
transformation strategies has pointed to the importance of
community creation in generating revenue through freemium
business models [51]. A freemium business model involves
“offering abasic version of the product or service free of charge,
while the premium version is made available against additional
payment” [52]. Community creation refers to forming and
maintaining a community of intervention users who are in
contact with each other through the intervention.

Although there was no clear example of a freemium business
model in this sample, community creation was an important
part of many of the included case studies, even more so among
those grouped in the sustainable implementation category.
Future research could test the proposed core model for external
validity and investigate the effectiveness of community creation
as part of a digital implementation strategy to increase the
sustainability of eHealth interventions for caregivers of people
with dementia. Here too, alternative, flexible research designs
offer possibilities for comparing and evaluating innovative
implementation strategies [53]. Figure 3 depicts the proposed
core business model.
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Figure 3. Success factors of the eHealth interventions for caregivers of people with dementia.
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Strengthsand Limitations

This study helps alleviate a significant problem in the field of
eHealth interventions for caregivers of people with dementia:
a lack of information on financially viable, long-term
implementation tragjectories. By taking an intersectoral
perspective and learning from interventions already being used
in practice, this research is broader than most studies, which
are often limited to studying interventions developed in an
academic research context. This approach made use of a
systematic method to select interventionsfor case studies based
on expert opinion and predefined criteria. Finally, it isimportant
to note the timeliness of this study. It is fair to say that in the
context of the COV1D-19 pandemic, thereisagreater need than
ever to provide caregivers of people with dementia with good
web-based support options. The findings of this study provide
concreteimplementation |essonsto aid eHealth devel operswho
wish to implement and scale up eHealth interventionsto support
caregivers of people with dementia at a distance.

This study has several limitations. First, there is a possibility
of selection bias, as the definition of this sample required
responses from the authors own dementia and eHealth
networks. As aresult, the first possible bias is toward experts
from academia, who are overrepresented in this sample. Second,
thereislikely ahigher than average degree of samplefamiliarity
with the authors own interventions, Partner in Balance and
Myinlife, asthe contacted experts belong to the same networks
(suchasINTERDEM) and are often exposed to other members
research. Moreover, the authors acknowledge the potential bias
in reporting the results concerning Myinlife and Partner in
Balance, as they were involved in their development and
evaluation. Third, itislikely that more interventions originating
from the Southern Netherlands were included (asthisis where
the authors' research group is based), whereas interventions
from elsewhere in the Netherlands remained underrepresented.
A second limitation concerns the potential self-report bias of
the included case study respondents to emphasize positive

mplementation
stratepy

aspects of their own interventions and minimize difficultiesin
the responses about their learned lessons. A final limitation
concernsthe fact that this study did not guarantee respondents’
total anonymity; because interventions would be referred to by
name (unless respondents explicitly requested otherwise, asin
case studies 5 and 8), the intervention could conceivably be
linked to one of afew possible intervention respondents. This
was discussed before the interview and agreed to by the
respondents, who also provided amember check, approving the
interview transcript. This lack of total anonymity could have
impeded respondents from discussing more sensitive
implementation topics candidly, out of fear of (social)
repercussionsfrom collaborators. Another possible consequence
of this lack of anonymity is that the eHealth contact persons
might not have wanted to share important details of their
business plans to remain competitive.

Conclusions

Case studies that did not originate from an academic research
context seemed to achieve more sustainability, whereas case
studies from academic research contexts experienced barriers
to financial independence from research grants. Examining the
common and differential characteristics of these case studies
resulted in the proposal of a core business model for eHealth
interventions for caregivers of people with dementia, derived
from a sample of case studies currently being used in practice.
This proposed core business model suggests increasing
desirahility, feasibility, and viability by integrating into larger
structures; owning and supporting content internally while
developing ICT servicesexternally; and offering fixed, low-level
pricing. Together with the origin of the case studies, these
elements contributed to the sustainability of case studies. Finaly,
targeted digital transformation strategies, more intersectoral
cooperation, and more financial incentives for research on
sustainable business models are recommended to help future
developers bring eHealth interventions for caregivers of people
with dementiainto practice.
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Abstract

Background: The COVID-19 pandemic poses a challenge to people's day-to-day functioning and emotiona and physical
health, especially among older adults.

Objective:  The aim of this study is to analyze gender differences in state anxiety, daily functional self-actualization, and
functional cognition as well as the relationships among those factors in older adults during the COVID-19 pandemic lockdown.

Methods: We collected data on the web from a sample of 204 people (102 men and 102 women) aged 60 years and older. In
addition to ademographi ¢ questionnaire, we used the State-Trait Personality Inventory to assess state anxiety, the Daily Functional
Actualization questionnaireto evaluate daily functional self-actualization, and the Daily Living Questionnaireto measurefunctional
cognition.

Results:  Significant gender differences were found for state anxiety (t,p,=—2.36, P=.02); daily functional self-actualization
(t,0=2.15, P=.03); and the functional cognition components: complex tasks (Z=—3.07, P=.002); cognitive symptoms that might
beinterfering (Z=-2.15, P=.028); executive functions (Z=-2.21, P=.024); and executive function monitoring (Z=-2.21, P=.027).
Significant medium correlations were found between both state anxiety level and daily functional self-actualization (r=-0.62,
P<.001) and functional cognition (r=0.37-0.40, P<.001). Gender predicted 3% of the variance in state anxiety level, while daily
functional self-actualization predicted 41% and complex activities (Daily Living Questionnaire) predicted an additional 3%
(F3200=58.01, P<.001).

Conclusions: In older adults, anxiety is associated with cognitive decline, which may harm daily functional abilities and lead
to social isolation, loneliness, and decreased well-being. Self-awareness and knowledge of gender differences and rel ationships
between common available resources of daily functional self-actualization and functional cognition with anxiety may be
strengthening factorsin crisis periods such as the COVID-19 pandemic.

(JMIR Aging 2021;4(2):e25876) doi:10.2196/25876
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COVID-19; coronavirus; anxiety; cognition; aging; eHealth; online data

related to their emotional and physical health [1,2]. Expansion
of the disease, reports of illness and death, and social isolation,
especialy during lockdown, may lead people to feel sadness,
depression, and anxiety and to decrease their daily functioning
[3,4]. Among older adults, thissituation is especially worrisome.
Anxiety disorders and symptoms have been found to be the

Introduction

Background

The COVID-19 pandemic poses a challenge to people's
day-to-day functioning and constitutes a meaningful factor
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most widespread mental disorders among this population, even
when not in crisis periods. Further, such disordersand symptoms
may worsen physical resistance and diseasein older adults[5,6].

Within the literature, some studies have focused specifically on
mental health of older adults during the COVID-19 pandemic
crisis. These studies evidenced increased depression symptoms
and anxiety stress among older persons, with higher levels of
distressfound among women [7-9]. For example, approximately
12% of 7127 older adults in a survey conducted in the United
Kingdom from May to July 2020 reported feeling worse
depression and anxiety levels during the COV1D-19 lockdown;
of those reporting worse depression and anxiety, 17% were
women, while only 7.8% were men [7]. Gustavsson and
Beckman [9] reported significantly higher frequency of
decreased mental health among older women than among men
of the same ages, such as feeling bad due to isolation,
experiencing worries (about health, the economic situation, and
implicationsto society), having sleeping problems, and feeling
depressed. Casagrande et al [8] and Robb et al [7] summarized
that older women had increased risk for higher levelsof distress
and anxiety compared to older men.

Although these findings described the mental health status of
older adults during the COV1D-19 pandemic, there remains a
general lack of literature about gender-related relationships
between mental health, specifically anxiety levels and daily
function characteristics. In routine periods, interrelationships
were described between satisfying daily function and cognitive
functioning with aging well and lower anxiety levels among
older persons [10-12]. Older people who were active, satisfied
with their daily function, and had no cognitive limitations
interrupting their daily function achieved better mental health,
including the lowest anxiety [11]. On the other hand, studies
found associations among older adults between declined or
unsatisfactory functional abilities|oss of control and decreased
physical and mental health [13]. Because gender differences
werereported as prominent in mood and anxiety disorders[14],
this factor must be considered when analyzing daily function
asit relates to anxiety.

Crisisperiods especially increase the importance of discovering
mechanisms that enable people to maintain or achieve good,
durable mental health. Thus, this study focuses on analyzing
state anxiety as it relates to two further concepts that reflect
older adults daly functioning: (1) daly functional
self-actualization and (2) functional cognition. State anxiety is
defined as a temporary emotion characterized by feelings of
tension and increased autonomic nervous system functions in
situations experienced as a threat and that continues as long as
the situation isinterpreted to be athreat [15]. Teixeiraet a [16]
reported higher level s of state anxiety among women ages 62-93
in routine times (eg, not during crises such as the COVID-19
pandemic) than among men of the same ages.

Mad ow [17] described self-actualization in his 1954 hierarchical
motivation theory as individuals expression of their full
potential and desire for self-fulfillment. His growth-focused
actualization model emphasized individua strengthstowards a
growth-oriented approach rather than a pathology-oriented
approach focused on individuals' deficiencies[18]. In thisstudy,
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we consolidated the Masl ow self-actualization theory [17] with
concepts of daily functional self-actualization based on the
World Health Organization (WHO) International Classification
of Functioning, Disability, and Health (ICF) concepts[19]. The
WHO established the ICF as a model of health and disease
management linking health-related issues with individuas
capacities, daily activity performance, and participation and
environmental factors. Health-related issues include physical
and psychological conditions that affect a person's daily
functional abilities and vice versa. Thus, satisfying daily
functioning can lead to improved sense of control, homeostasis,
and better health [20]. Combining Maslow's self-actualization
theory with the | CF classification concepts and further literature
(eg, [21,22]) enabled usto assumethat if individual s are satisfied
with their daily doing (activities and participation as related to
their environmental expectations [19]) and feelings of mastery
and competence while achieving their full potential [17], then
they may feel less anxiety dueto loss of life control and more
self-fulfilled despite the COVID-19 crisis. Thus,
self-actualization related to daily doing—that is, daily functional
self-actualization—may be a source of strength for older adults
during crises. However, as far as we know, no previous study
has reported gender differences related to this concept, likely
due to the absence of a practical standardized instrument to
measure them. Consequently, although previous resultsindicated
significant rel ationshi ps between either daily functional abilities
or individuals' self-fulfillment and health and well-being (eg,
[21,22]), rel ationships between daily functional self-actualization
and state anxiety among older people have not been studied, or
at least have not been reported.

A further aspect analyzed in the current study in the context of
searching for strengthening factors is functional cognition.
Functional cognition refersto the application of cognitive skills
to self-care and community living. Life consists of a process of
daily cognitive problem-solving requirementsthat are essential
to efficiently accomplish daily activities. Efficient performance
can engender feelings of daily occupational satisfaction [23].
The cognitive ability to perform routine tasks and complex
everyday activities entails functional cognition [24]; thus,
functional cognition is properly evaluated in the context of
actual task performance. It includes individuals capacity to
perform tasks and considerstheir abilitiesasawhole, including
habits, routines, and environmental resources[24].

Beyond the differencesrel ated to anxiety that prior studies have
reported, our review of the literature revealed that gender
differencesin daily functional self-actualization or in functional
cognition have not been described among older adults during
crisis periods.

Research Aims

Considering the possible implications of daily functional
self-actualization on anxiety and health, recognizing gender
differences and understanding relationships among these
concepts may supply insight into each gender’s unique needs.
This may then provide opportunities to improve both older
adults well-being in crisis periods and stakeholders’ awareness.
As such, this study aimed to analyze gender differencesrelated
to state anxiety, daily functiona self-actualization, and
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functional cognition, as well as the relationships among those
factors, in older adults during the COVID-19 pandemic
lockdown. We hypothesized that (1) significant gender
differences would be found in state anxiety, daily functional
self-actualization, and functional cognition; (2) significant
correlations would be found among state anxiety, daily
functional self-actualization, and functional cognition for the
entire sample; and (3) gender, daily functional self-actualization,
and functional cognition would predict state anxiety for the
entire sample.

Methods

Participants and Procedure

The data were collected from 204 people (102 men and 102
women) aged 60 years and older between September 20 and
October 10, 2020—a period when the respondents were in
lockdown due to the COVID-19 pandemic. The data were
gathered using an lsraeli survey company, Panel4, that
specidizes in recruiting and incentivizing participants for
web-based research (eg, in exchangefor gift certificates). Panel4
can provide 400,000 panel membersrecruited viaadvertisements
on Google, Facebook, and other popular websites, thus
representing the adult population in Israel for web-based
research. Ours was a sample of those panelists who chose to
participate in response to our call distributed by the company
among their members. Participants completed a demographic
questionnaire and the instruments detailed in the following
sections anonymously and independently on theweb (viaalink
to the Qualtrics platform).

Instruments

State Anxiety. State-Trait Personality | nventory

State anxiety was measured by the State-Trait Personality
Inventory (STPI) [25], a 10-item inventory that assesses the
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respondent’ s specific pattern of emotions, such as anxiety, ange,
depression, and curiosity. Participants rate their present
agreement with the items on a 5-point Likert-type scale from 1
(not at al) to 5 (very much). Higher scoresindicate greater state
anxiety (CD Spielberger, G Jacobs, R Crane, et a, 1979,
Preliminary manual for the Sate-Trait Personality Inventory
(STPI), University of South Florida, unpublished manuscript).
In this study, the STPI internal consistency was high (.71),
which is consistent with previous studies[5,25]. Moreover, the
STPI has been found to have good reliability and validity among
older adults [26].

Daily Functional Self-Actualization Questionnaire

The Daily Functional Self-Actuaization Questionnaire
(DailyFA) was developed by the authors within a short timein
response to the need to measure daily self-actualization during
the COVID-19 lockdown period. Based on the Maslow theory
[17], the ICF concepts [19], and the first author’s rich clinical
experience, results of studies among the aging population (eg,
[20,27-29]) and development of 11 assessment tools, the first
author chose 10 items for the questionnaire. These items as
derived from both the ICF [19] and Maslow theory [17] (see
Figure 1) related to physical and emotional health, sense of
control over life, satisfaction from daily doing, self-fulfillment,
environmental factors, and quality of life. Content and face
validity were established based on literature reports about
sdlf-actualization and daily function. Expert validity was further
established by four occupational therapy researchers, who agreed
that the items are appropriate to cover the construct of daily
functional self-actualization and that each item was clearly
articulated. Participants rated their fulfillment or satisfaction
with each item on a 10-point scale from 1 (not good at all) to
10 (very good). The DailyFA indicated a high level of internal
consistency (0=.94) in this study.
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Figurel. The10itemsof the Daily Functional Actualization questionnaire, derived from both the International Classification of Functioning, Disability,

and Health [19] and Maslow’s theoretical concepts [17].
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Functional Cognition: Daily Living Questionnaire

In this study, we measured functional cognition using the
self-report Daily Living Questionnaire (DLQ), which relatesto
cognitive difficulties in activities and participation as well as
to cognitive components such as memory, executive functions,
and executive function monitoring [27]. The DLQ assesses
everyday difficulties in activities and participation tied with
higher level cognitive deficiency. It includes 51 daily activities
within 2 domains. The first domain, Part A (28 items), relates
to activities and participation and consists of 4 factors:
household tasks, activities involving language/comprehension,
community/participation, and complex tasks. The second
domain, Part B (24 items), relates to cognitive symptoms or
impairments and consists of 3 factors. executive function,
memory, and executive function monitoring. Using a 4-point
Likert-type scale from 1 (no mental or cognitive difficulty) to
4 (unable to complete), respondents rate their level of mental
or cognitive difficulty when performing activities. The DLQ
content and face validity were established, and it was found to
have an acceptable internal consistency for both parts.
Furthermore, validity has been demonstrated by distinctions
between age groups and between participants with multiple
sclerosis and controls [20]. The internal consistency for this
study was high for al 52 items (0=.94) and for each part
separately (a=.87 for Part A; a=.94 for Part B).

Data Analysis

Descriptive statistics were used to describe the sample. The
demographic gender variables (woman and man) were compared

https://aging.jmir.org/2021/2/e25876

using chi-square tests, t tests for independent variables, and
Mann-Whitney tests. Between-group differencesin state anxiety,
daily functiona self-actualization, and functional cognition
were examined using t tests for independent variables and
Mann-Whitney tests. To examinethe prediction of state anxiety
by gender, daily functiona self-actuaization (DailyFA mean
score), and functional cognition (DL Q factors), we conducted
stepwise regressions, with gender inserted at thefirst phase and
DailyFA and DLQ variables afterward.

Results

Sociodemographic Characteristics

The sample included 204 Jewish adults living in Israel. Most
spoke Hebrew (94/102 women, 92.2%; 96/102 men, 94.1%)
and lived in a city (94/102 women, 92%; 84/102 men, 82%).
As presented in Table 1, the participants’ sociodemographic
characteristics indicated no significant gender differences for
age, years of education, place of birth, main language spoken,
place of residence, or religious affinity. However, significantly
fewer femae than male participants were married (with or
without children) or were retired. No significant correlations
were found between marital status or being retirement and any
of the main research variable scores (eg, state anxiety, daily
functional self-actualization, or functional cognition factors).
Thus, those sociodemographic characteristics were not retained
as covariates in the later gender-comparison analyses.
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Table 1. Participants sociodemographic characteristics by gender (N=204).

Sociodemographic characteristic Women (n=102) Men (n=102) x2 (df) P value
Age (years), mean (SD) 69.01 (0.58) 69.28 (0.59) 0.332(202) 74
Education (years), mean (SD) 13.6 (0.44) 13.69 (0.42) 0.09 (201.69) 93
Years since retirement, mean (SD) 11.28 (7.57) 10.64 (9.15) —0.98P .32
Place of birth, n (%) 9.05 (6) A7
Israel 72 (70.6) 63 (61.8)
Europe 8(7.8) 19 (18.4)
United States 1(1.0) 1(1.0)
Asia 6(5.8) 1(1.0)
Africa 5(4.9) 5(4.9)
Former Soviet Union 6(5.8) 8(7.8)
Other 4(3.9) 5(4.9)
Marital status, n (%) 25.27 (4) <.001
Single 5(4.9) 5(4.9)
Separated or divorced 28 (27.5) 8(7.8)
Married with or without children 59 (42.2) 88 (69.2)
Widowed 10(9.8) 1(1.0)
Religious affinity, n (%) 5.65 (3) 13
Secular 75 (73.5) 71 (69.9)
Religious 2(2.0) 9(8.8)
Ultra-orthodox 1(1.0) 0(0)
Traditional 24 (235) 22 (21.6)
Employment status, n (%) 2.82(1) .09
Usually working 46 (45.1) 58 (56.9)
Not usually working 56 (54.9) 44 (43.1)
Retirement, n (%) 6.72 (1) .01
Yes 30 (29.4) 48 (47.1)
No 72 (70.6) 54 (52.9)
% test.

b ann-Whitney test.

Daily Functional Self-Actualization

) Independent t tests revealed that during the COVID-19 crisis
State Anxiety period, the female participants had significantly lower mean
Independent t tests showed significant group differences for  DailyFA scores than the male participants (female: mean 6.06,
state anxiety based on STPI score. The female participantshad ~ SD 1.96; male: mean 6.64, SD 1.94; t,0,=2.15, P=.03), indicating
significantly higher mean state anxiety scores than the male lower daily functional self-actualization for the women. The
participants (female: mean 24.98, SD 7.98; male: mean 22.44, means and standard deviations for each DailyFA item are
SD 7.31; ty,=-2.36, P=.02). presented in Table 2.

Gender Differences. Hypothesis 1

https://aging.jmir.org/2021/2/e25876 JMIR Aging 2021 | vol. 4 | iss. 2 |e25876 | p.121
(page number not for citation purposes)

RenderX


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

JMIR AGING

Rosenblum & Cohen Elimelech

Table 2. Gender comparison of means and standard deviations of the DailyFA questionnaire items and final mean scores.

DailyFAZitem Score, mean (SD)
Women (n=102) Men (n=102)

1. Satisfied with physical health 7.37 (2.13) 7.06 (1.94)
2. Sdf-actualization in work/academy 6.01 (2.85) 6.70 (2.63)
3. Satisfies the ability to perform what ought to do 6.58 (2.90) 6.83 (2.36)
4. Setisfies the ability to perform what you wish to do 5.51 (2.55) 5.71(2.51)
5. Quality of life 6.01 (2.19) 6.74 (2.09)
6. A sense of control over your life 5.82(2.42) 6.47 (2.51)
7. Self-fulfillment 5.10 (2.53) 5.85 (2.65)
8. Physical environmental resources enabling desired doing 5.67 (2.52) 6.27 (2.51)
9. Human environmental resources enabling desired doing 5.95 (2.61) 6.58 (2.42)
10. Mood in routine 6.24 (2.50) 6.97 (2.07)
Total mean score 6.03 (1.97) 6.65 (1.94)

3Daily FA: Daily Functional Actualization questionnaire.

Functional Cognition

They also reported higher cognitive symptoms that might be
interfering with daily performance on the whole DLQ, on the

As presented in Table 3, the Mann-Whitney analysis showed  Part B score, and on each of its components (executive function,
that women reported significantly more cognitive difficulties  memory, and executive function monitoring).

while performing both community-related and complex tasks.

Table 3. Gender comparison of the mean scores and standard deviations of the DLQ factors.

DLQ?factor Score, mean (SD) z P value
Women (n=102) Men (n=102)

Part A: Activitiesand participation 1.56 (0.46) 1.54(0.52) -8.13 43
1. Household task 1.29 (0.38) 1.46 (0.57) -1.66 A1
2. Activities involving language/comprehension 1.54 (0.54) 1.52 (0.62) -0.76 45
3. Community/participation 1.75(0.71) 1.69 (0.61) -1.01 .35
4. Complex task 1.74(0.72) 1.49 (0.61) -3.07 .002

Part B: Cognitive symptomsthat might beinterfering 1.54 (0.52) 1.41 (0.49) -2.15 .03
1. Executive function 1.62 (0.58) 1.47 (0.56) -2.21 .02
2. Memory 1.43 (0.55) 1.44 (0.64) -1.65 .08
3. Executive function monitoring 1.46 (0.52) 1.33(0.45) -2.21 .03

3DLQ: Daily Living Questionnaire.

Correlations: Hypothesis 2

Spearman correlationsyielded significant correl ations between
state anxiety and both the daily functional self-actualization
score on the DailyFA (r=—0.62) and some functional cognition
factors on the DLQ (complex task: r=0.37; executive function:
r=0.37; and executive function monitoring: r=0.40), with P
values of <.001 for all 4 variables.

https://aging.jmir.org/2021/2/e25876

Predictors of State Anxiety: Hypothesis 3

Tables 4 and 5 present the stepwise regression analysis, which
indicatesthat gender contributed 3% to anxiety prediction. Daily
functional self-actualization accounted for 41% of anxiety
prediction, and the functional cognition subscale, complex
activities, accounted for an additional 3%. Thus, 47% of the
state anxiety variability was predicted by gender, daily
functional  self-actualization, and complex activities
(F3200=58.01, P<.001).
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Table 4. Predicting state anxiety from gender, daily functional self-actualization, and functional cognition.

Vaue Model 1 Model 2 Model 3

B (SE) B Pvalue B (SE) B Pvalue B (SE) B P value
Gender® 259(1.07) .16 .02 1.03(082) .07 .21° 067(0.82) .04 4
Daily functional actualization (DailyFA)S  N/A N/A  N/A —255(0.21) —-65 <.001 —233(0.22) —-60 <.001
Complex activities (DLQ)? N/A N/A  N/A N/A N/A  N/A 1.98(0.64) .17  .002

8Gender 1=female.

BNI/A: not applicable.

°DFA: Daily Functional Actualization questionnaire.
dDLQ: Daily Living Questionnaire.

Table5. Fand Rvalues of the statistical analysis predicting state anxiety from gender, daily functional self-actualization, and functional cognition.

Value Model 1 Model 2 Model 3

F change 5572 148.09° 9.57¢

R (adjusted R?) 0.03 (0.02) 0.4 (0.43) 0.47 (0.46)

R? change 0.03 041 0.03
=02
bp< 001.
°P=.002

: : VID-1 i iod. Th mparison of theseresul

Discussion CO 9 pandemic period. Thus, acomparison of these results

Principal Results

This study aimed to evaluate gender differences related to the
state anxiety, daily functional self-actualization, and functional
cognition of older adults during the COVID-19 lockdown period
and to search for relationshi ps among those factors. Theresults
show significant gender differences in al three areas and
significant correlations between state anxiety and both daily
functional self-actualization and some functional cognition
components. Further, 47% of the state anxiety variability was
predicted by gender (3%) and both daily functional
self-actualization (41%) and the complex activities subscal e of
the DL Q measuring functional cognition (3%).

Gender Differences

Anxiety isassociated with cognitive decline and may harm daily
functional abilities, which in turn can lead to loneliness and
decreased well-being [5,30]. The results show significantly
higher state anxiety levels among women during the pandemic
period. These findings are supported by previous studies
conducted in the United Kingdom [7], Italy [8], and Sweden
[9], which presented dignificantly more negative
feelings—including anxiety—among women than among men.
Similarly, the significant gender differences found in daily
self-actualization, which represents people's resources and
feelingsrelated to their daily function, are supported by studies
that focused on gender differences in functional capacity and
abilities in routine periods and not during crises such as the
COVID-19 pandemic. These studies found gender differences
in actual daily performance. However, they did not measure
daily functional self-actualization in routine periods or in the
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with previous studies is limited. The earlier findings included
a study by Potvin and colleagues [26], which reported that
women over the age of 65 years had significantly lower scores
on performance-based functional capacity tests.

Gender differences have also been found in activities of daily
living and instrumental activities of daily living performance
among people aged 82 to 87 years[31]. Pachanaand colleagues
[31] noted that despite a higher incidence of chronic conditions
among women, the female participants in their study reported
significantly lessdifficulty preparing meals, taking medications,
using the telephone, and performing leisure activities than the
male participants. However, the women reported having
significantly greater difficulty with shopping and housework
activities compared to the partnered men.

Some difficulties performing such activities may relate to
decreased executive functions. Executive functions are a set of
cognitive skillsthat are necessary to plan, monitor, and execute
asequence of goal-directed complex actions[32]. Decreasesin
those abilities need to be identified in atimely fashion because
they may influence daily functional performance abilities [33].
For example, Coppin and his colleagues found an association
between poorer executive function and lower gait speed among
older adults [34]; this may serve an important marker for
decreases that may be associated with both physical and mental
health. Interestingly, when focusing on functional cognition,
the results of this study indicate significantly more functional
cognitive difficulties for women in “complex tasks’ and in
cognitive components, such as executive function and executive
function monitoring. However, these results did not hold for
other kinds of tasks, such as household tasks (as a so reported
by Pachana and colleagues [31]) or for activities involving
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language and community/participation. It is noteworthy that
Pachana and colleagues [31] reported a higher incidence of
chronic conditions among women. It would be interesting to
study the possible associations between difficulty performing
complex daily tasks—which are cognitively demanding and
require massive decision-making and thus demand daily
energy—and women's physical and mental heath status.
Analysisof amore comprehensive model that considers possible
moderators and mediators variablesis required.

Indeed, difficulties performing daily tasks in older adults may
be tied with emotional, physical, or cognitive deficits [28].
Specifically, our results show significant inferior cognitive
symptoms that may be interfering in daily function (eg, in the
executive function and executive function monitoring of the
DL Q Part B) among women. Similar to the results of this study,
earlier studies showed that women older than 65 yearsand living
in the community exhibited lower cognitive performance on
the Mini-Mental State Examination (MM SE) than men in the
same circumstances[35,36]. In contrast to our results, McCarrey
and colleagues [37]—who used the MMSE and other
neuropsychological tests—reported decreasing executive
function abilities with age and greater resilience to age-related
cognitive declinein older women than in older men. In the same
line, in their comprehensive review of studies of gender
comparisonsrelated to executive functions, Grissom and Reyes
[38] presented no gender differences in executive function as
measured by neuropsychological tests. The MM SE is designed
to screen for cognitive decline, and it (or similar
neuropsychological tests) may not reflect real -world functional
cognition [39]. These opposing results related to older adults
abilities in specific cognitive components suggest a reminder
that our study focused on functional cognition. From an
ecological viewpoint, life becomes more complex and
demanding over the years. Among older adults, especialy in
late life, extensive impairment of daily functioning may occur
due to cognitive decline [40]. Indeed, measuring cognitive
difficulty levels when performing varied tasks adequately
reflects such reduction in daily life functioning [20].
Consequently, further studies are required to determine whether
the significantly inferior executive function and executive
function monitoring found in our research among women isdue
to the use of a cognitive functional self-report scale or caused
by the crisis period, which may have more influence on the
women'’s functional behavior.

Relationships Among State Anxiety, Daily Functional
Sdf-Actualization, and Functional Cognition

The question of relationshipsamong functional cognition, daily
functional self-actualization, and state anxiety—especialy in
crisis periods—is of interest toward better understanding and
possible prevention. The significant correlations found in our
study are supported by previous studies. For instance, earlier
studies found that women with generalized anxiety disorder
presented higher degrees of functional impairment [41,42].
Although better cognitive performance has been found to be a
protective factor among older adults [43], anxiety can cause an
increase in cognitive dysfunction [44]. Prior research aso
associated community-dwelling ol der adultswho showed higher
state anxiety with worse learning, memory, and executive
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function abilities[45,46]. A long-term longitudinal study among
twins over the age of 50 years reported a bidirectiona
relationship between anxiety symptoms and certain cognitive
abilities, including processing speed and attention [23].
Additional cognitive performance, such as visuospatial ability
and immediate and delayed memory, have also been found to
be significantly associated with both state and trait anxiety
among healthy older adults [47].

Predictors of State Anxiety

The results of significant gender differences in state anxiety
achieved particular significance in light of the regression
analysis results indicating that gender indeed contributed to
state anxiety prediction. Both results emphasize the importance
of considering gender as a factor that plays a role in dealing
with stressful events and relates to the mental health of older
persons in challenging periods as the COVID-19 pandemic.

Thefinding inthis study that daily functional self-actualization
predicts 41% of state anxiety, and that specific aspects of
functional cognition (eg, complex activities) predict another
3% is particularly interesting. Positive effects were previously
reported between cognitive functioning and mild and moderate
state anxiety among older people in routine times [12].
Knowledge of these relationships between anxiety and the
common available resources of dally functional
self-actualization and functional cognition related to gender
differences, potentially obtainablein part through self-awareness
and self-reflection, seems to play an important role in
participation. Satisfactory participation in daily life activities
promoteswell-being and increasesindividuals' sense of purpose
and meaning [48]. The level of interest, value, and personal
causation in everyday activities [46], especialy leisure, social,
and physical activities, has been associated with life satisfaction
and psychologica well-being among older adults [49-54]. For
instance, Soderhamn et al [30] conducted interviews among 11
adults aged 67 yearsand older to grasp the meaning of self-care
actualization (eg, activities that improve, maintain, or restore
health). They found that self-care, aswell asthe use of self-care
resources to care for others, was meaningful due to the sense
of control over life and the self-reflection and realization it
provides[30]. We surmise that the use of web-based self-report
questionnaires (such asthe DLQ and DailyFA used in this study)
may be aresource to achieve such self-reflection. If so, the use
of web-based self-report questionnaires may enhance
self-awareness, psychological autonomy, life control, health,
and well-being [20,55,56].

Limitations and Future Research

The results of this study should be interpreted in the context of
several limitations. First, the DailyFA questionnaire was
devel oped to address the urgent need to measure daily functional
self-actualization during the COV1D-19 lockdown period; more
research is required to further establish the validity and
reliability of the scale. Second, it was not our aim to compare
precrisisand postcrisisresults. Because anxiety and functioning
may be correlated in general (and not specifically in relation to
the COVID-19 pandemic), further studies are required to
compare featuresin routine precrisis periods to features during
the crisisto determine whether these study results depend upon
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the crisis period or reflect a global phenomenon among older
adults. Third, we did not explore the potential effects of
self-reflection that may have arisen as participants completed
the web-based self-report questionnaires. Future studies should
explore the effects of such questionnaires on respondents
well-being.

Conclusions

Without doubt, late lifeis a challenging period associated with
forfeiture and changes in physical, emotional, and socia

Rosenblum & Cohen Elimelech

domains. Recognizing a person’s resiliency resources while
focusing on functional abilitiesin conjunction with mental health
may help older adults turn adverse events into opportunities
and increase personal growth and life satisfaction [57]. Physical
and mental health statusis essential for peopleto perceive their
personal strengths, while psychological resources may help
them deal with physical and mental impairments and new
circumstances, such asthe COVID-19 crisis [44].

Acknowledgments

This study was supported by the Ministry of Science and Technology, Israel.

Conflictsof Interest
None declared.

References

1. Pieh C, Budimir S, Probst T. The effect of age, gender, income, work, and physical activity on mental health during
coronavirus disease (COVID-19) lockdown in Austria. J Psychosom Res 2020 Sep;136:110186 [FREE Full text] [doi:

10.1016/}.jpsychores.2020.110186] [Medline: 32682159]

2. RothanHA, Byrareddy SN. The epidemiology and pathogenesis of coronavirus disease (COV1D-19) outbreak. JAutoimmun
2020 May;109:102433 [FREE Full text] [doi: 10.1016/j.jaut.2020.102433] [Medline: 32113704]

3. CaoW, Fang Z, Hou G, Han M, Xu X, Dong J, et a. The psychological impact of the COVID-19 epidemic on college
studentsin China. Psychiatry Res 2020 May;287:112934 [ FREE Full text] [doi: 10.1016/j.psychres.2020.112934] [Medline:

32229390

4.  Tull MT, Edmonds KA, Scamaldo KM, Richmond JR, Rose JP, Gratz KL . Psychological outcomes associated with
stay-at-home orders and the perceived impact of COVID-19 on daily life. Psychiatry Res 2020 Jul;289:113098 [ FREE Full
text] [doi: 10.1016/j.psychres.2020.113098] [Medline: 32434092]

5. Petkus AJ, Reynolds CA, Wetherell JL, Kremen WS, Pedersen NL, Gatz M. Anxiety is associated with increased risk of
dementiain older Swedish twins. Alzheimers Dement 2016 Apr;12(4):399-406 [FREE Full text] [doi:

10.1016/j.jalz.2015.09.008] [Medline: 26549599

6. LimW, Liang C, Assantachai P, Auyeung TW, Kang L, Lee W, et a. COVID-19 and older peoplein Asia: Asian Working
Group for Sarcopeniacallsto actions. Geriatr Gerontol Int 2020 Jun;20(6):547-558 [FREE Full text] [doi: 10.1111/ggi.13939]

[Medline: 32365259]

7. Robb CE, de Jager CA, Ahmadi-Abhari S, Giannakopoulou P, Udeh-Momoh C, McKeand J, et a. Associations of socia
isolation with anxiety and depression during the early COVID-19 pandemic: asurvey of older adultsin London, UK. Front
Psychiatry 2020;11:591120 [FREE Full text] [doi: 10.3389/fpsyt.2020.591120] [Medline: 33132942]

8. Casagrande M, Favieri F, Tambelli R, Forte G. The enemy who sealed the world: effects quarantine due to the COVID-19
on sleep quality, anxiety, and psychological distressin the Italian population. Sleep Med 2020 Nov;75:12-20 [FREE Full
text] [doi: 10.1016/j.5leep.2020.05.011] [Medline: 32853913]

9.  Gustavsson J, Beckman L. Compliance to recommendations and mental health consequences among elderly in Sweden
during the initial phase of the COVID-19 pandemic—a cross sectional online survey. Int J Environ Res Public Health 2020
Jul 26;17(15) [FREE Full text] [doi: 10.3390/ijerph17155380] [Medline: 32722624]

10. Halaweh H, Dahlin-lvanoff S, Svantesson U, Willén C. Perspectives of older adults on aging well: afocus group study. J
Aging Res 2018;2018:9858252 [ FREE Full text] [doi: 10.1155/2018/9858252] [Medline: 30533224]

11. LosadaA, Marquez-Gonzalez M, PachanaNA, Wetherell JL, Ferndndez-Fernandez V, Nogales-Gonzélez C, et a. Behavioral
correlates of anxiety in well-functioning older adults. Int Psychogeriatr 2015 Jul;27(7):1135-1146. [doi:

10.1017/S1041610214001148] [Medline: 24989650]

12.  Potvin O, Bergua V, Meillon C, Le Goff M, Bouisson J, Dartigues J, et al. State anxiety and cognitive functioning in older
adults. Am J Geriatr Psychiatry 2013 Sep;21(9):915-924. [doi: 10.1016/j.jagp.2013.01.029] [Medline: 23567382]

13. LeeY. The predictive value of self assessed general, physical, and mental health on functional decline and mortality in
older adults. J Epidemiol Community Health 2000 Feb;54(2):123-129 [FREE Full text] [doi: 10.1136/jech.54.2.123]

[Medline: 10715745]

14. Altemus M, Sarvaiya N, Neill Epperson C. Sex differencesin anxiety and depression clinical perspectives. Front
Neuroendocrinol 2014 Aug;35(3):320-330 [FREE Full text] [doi: 10.1016/j.yfrne.2014.05.004] [Medline: 24887405]

https://aging.jmir.org/2021/2/e25876

JMIR Aging 2021 | vol. 4 | iss. 2 |€25876 | p.125
(page number not for citation purposes)


http://europepmc.org/abstract/MED/32682159
http://dx.doi.org/10.1016/j.jpsychores.2020.110186
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=32682159&dopt=Abstract
http://europepmc.org/abstract/MED/32113704
http://dx.doi.org/10.1016/j.jaut.2020.102433
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=32113704&dopt=Abstract
http://europepmc.org/abstract/MED/32229390
http://dx.doi.org/10.1016/j.psychres.2020.112934
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=32229390&dopt=Abstract
http://europepmc.org/abstract/MED/32434092
http://europepmc.org/abstract/MED/32434092
http://dx.doi.org/10.1016/j.psychres.2020.113098
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=32434092&dopt=Abstract
http://europepmc.org/abstract/MED/26549599
http://dx.doi.org/10.1016/j.jalz.2015.09.008
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=26549599&dopt=Abstract
http://europepmc.org/abstract/MED/32365259
http://dx.doi.org/10.1111/ggi.13939
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=32365259&dopt=Abstract
https://doi.org/10.3389/fpsyt.2020.591120
http://dx.doi.org/10.3389/fpsyt.2020.591120
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=33132942&dopt=Abstract
http://europepmc.org/abstract/MED/32853913
http://europepmc.org/abstract/MED/32853913
http://dx.doi.org/10.1016/j.sleep.2020.05.011
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=32853913&dopt=Abstract
https://www.mdpi.com/resolver?pii=ijerph17155380
http://dx.doi.org/10.3390/ijerph17155380
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=32722624&dopt=Abstract
https://doi.org/10.1155/2018/9858252
http://dx.doi.org/10.1155/2018/9858252
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=30533224&dopt=Abstract
http://dx.doi.org/10.1017/S1041610214001148
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=24989650&dopt=Abstract
http://dx.doi.org/10.1016/j.jagp.2013.01.029
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=23567382&dopt=Abstract
https://jech.bmj.com/lookup/pmidlookup?view=long&pmid=10715745
http://dx.doi.org/10.1136/jech.54.2.123
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=10715745&dopt=Abstract
http://europepmc.org/abstract/MED/24887405
http://dx.doi.org/10.1016/j.yfrne.2014.05.004
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=24887405&dopt=Abstract
http://www.w3.org/Style/XSL
http://www.renderx.com/

JMIR AGING Rosenblum & Cohen Elimelech

15.

16.

17.
18.

19.

20.

21

22.

23.

24,

25.

26.

27.

28.

29.

30.

31.

32.

33.

35.

36.

37.

Hamann DL. An assessment of anxiety ininstrumental and vocal performances. JResMusic Educ 2016 Aug 19;30(2):77-90.
[doi: 10.2307/3345040]

Teixeira CM, Vasconcel os-Raposo J, Fernandes HM, Brustad RJ. Physical activity, depression and anxiety among the
elderly. Soc Indic Res 2012 Jun 19;113(1):307-318. [doi: 10.1007/s11205-012-0094-9]

Maslow A. Motivation and Personality. New York, NY: Harper & Row; 1954.

Collins M. Spiritual intelligence: evolving transpersonal potential toward ecological actualization for a sustainable future.
World Futures 2010 Jul 08;66(5):320-334. [doi: 10.1080/02604020903423527]

International Classification of Functioning, Disability and Health (ICF). World Health Organization. 2001. URL: https:/
/www.who.int/classifications/icf/en/ [accessed 2021-05-20]

Rosenblum S. Towards daily function homeostasis: a conceptual health framework and keys for action. J Fam Med Dis
Prev 2017 Jun 30;3(2):A. [doi: 10.23937/2469-5793/1510053]

Steger MF, Kashdan TB, Oishi S. Being good by doing good: daily eudaimonic activity and well-being. J Res Pers 2008
Feb;42(1):22-42. [doi: 10.1016/}.jrp.2007.03.004]

Hakansson C, Bjorkelund C, Eklund M. Associations between women's subjective perceptions of daily occupations and
life satisfaction, and the role of perceived control. Aust Occup Ther J 2011 Dec;58(6):397-404. [doi:
10.1111/j.1440-1630.2011.00976.x] [Medline: 22111641]

Petkus AJ, Reynolds CA, Wetherell JL, Kremen WS, Gatz M. Temporal dynamics of cognitive performance and anxiety
across older adulthood. Psychol Aging 2017 May;32(3):278-292 [FREE Full text] [doi: 10.1037/pag0000164] [Medline:
28333502]

GilesGM, Edwards DF, Baum C, Furniss J, Skidmore E, Wolf T, et al. Making functional cognition a professional priority.
Am J Occup Ther 2020;74(1):7401090010p1-7401090010p6 [FREE Full text] [doi: 10.5014/aj0t.2020.741002] [Medline:
32078504]

Ben-Zur H, Zeidner M. Sex differencesin anxiety, curiosity, and anger: A cross-cultural study. Sex Roles 1988
Sep;19(5-6):335-347. [doi: 10.1007/bf00289841]

Potvin O, Bergua V, Meillon C, Le Goff M, Bouisson J, Dartigues J, et al. Norms and associated factors of the STAI-Y
state anxiety inventory in older adults: results from the PAQUID study. Int Psychogeriatr 2011 Aug;23(6):869-879. [doi:
10.1017/S1041610210002358] [Medline: 21251351]

Rosenblum S, Josman N, Toglia J. Development of the Daily Living Questionnaire (DLQ): afactor analysis study. Open
JOccup Ther 2017 Oct 01;5(4):A. [doi: 10.15453/2168-6408.1326]

Rosenblum S, Engel-Yeger B, Fogel Y. Age-related changes in executive control and their relationships with activity
performance in handwriting. Hum Mov Sci 2013 Apr;32(2):363-376. [doi: 10.1016/j.humov.2012.12.008] [Medline:
23558056]

Rosenblum S, Werner P, Dekel T, Gurevitz |, Heinik J. Handwriting process variables among el derly people with mild
Major Depressive Disorder: apreliminary study. Aging Clin Exp Res2010 Apr;22(2):141-147. [doi: 10.1007/BF03324787]
[Medline: 20440100]

Séderhamn U, Dale B, Sdderhamn O. The meaning of actualization of self-care resources among a group of older
home-dwelling people--a hermeneutic study. Int JQual Stud Health Well-being 2013 Apr 19;8:1-9 [FREE Full text] [doi:
10.3402/ghw.v8i0.20592] [Medline: 23601788]

Pachana NA, McLaughlin D, Leung J, McKenzie SJ, Dobson A. The effect of having a partner on activities of daily living
in men and women aged 82-87 years. Maturitas 2011 Mar;68(3):286-290. [doi: 10.1016/j.maturitas.2010.11.009] [Medline:
21145187)

Royall DR, Lauterbach EC, Cummings JL, Reeve A, Rummans TA, Kaufer DI, et al. Executive control function: areview
of its promise and challenges for clinical research. A report from the Committee on Research of the American
Neuropsychiatric Association. J Neuropsychiatry Clin Neurosci 2002 Nov;14(4):377-405. [doi: 10.1176/jnp.14.4.377]
[Medline: 12426407]

Engel-Yeger B, Rosenblum S. Executive dysfunctions mediate between altered sensory processing and daily activity
performance in older adults. BMC Geriatr 2021 Feb 22;21(1):132 [FREE Full text] [doi: 10.1186/s12877-021-02032-0]
[Medline: 33618664]

Coppin A, Shumway-Cook A, Saczynski JS, Patel KV, Ble A, Ferrucci L, et a. Association of executive function and
performance of dual-task physical tests among older adults: analyses from the InChianti study. Age Ageing 2006
Nov;35(6):619-624 [FREE Full text] [doi: 10.1093/ageing/af| 107] [Medline: 17047008]

Sposito G, Neri AL, YassudaMS. Advanced Activities of Daily Living (AADLS) and cognitive performancein
community-dwelling elderly persons: data from the FIBRA Study - UNICAMP. Rev Bras Geriatr Gerontol 2016
Feb;19(1):7-20. [doi: 10.1590/1809-9823.2016.15044]

Kim M, Park J. Factors affecting cognitive function according to gender in community-dwelling elderly individuals.
Epidemiol Health 2017;39:€2017054 [FREE Full text] [doi: 10.4178/epih.e2017054] [Medline: 29141399]

McCarrey AC, AnY, Kitner-Triolo MH, Ferrucci L, Resnick SM. Sex differences in cognitive trajectoriesin clinically
normal older adults. Psychol Aging 2016 Mar;31(2):166-175 [FREE Full text] [doi: 10.1037/pag0000070] [Medline:
26796792

https://aging.jmir.org/2021/2/e25876 JMIR Aging 2021 | val. 4 | iss. 2 |e25876 | p.126

(page number not for citation purposes)


http://dx.doi.org/10.2307/3345040
http://dx.doi.org/10.1007/s11205-012-0094-9
http://dx.doi.org/10.1080/02604020903423527
https://www.who.int/classifications/icf/en/
https://www.who.int/classifications/icf/en/
http://dx.doi.org/10.23937/2469-5793/1510053
http://dx.doi.org/10.1016/j.jrp.2007.03.004
http://dx.doi.org/10.1111/j.1440-1630.2011.00976.x
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=22111641&dopt=Abstract
http://europepmc.org/abstract/MED/28333502
http://dx.doi.org/10.1037/pag0000164
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=28333502&dopt=Abstract
http://europepmc.org/abstract/MED/32078504
http://dx.doi.org/10.5014/ajot.2020.741002
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=32078504&dopt=Abstract
http://dx.doi.org/10.1007/bf00289841
http://dx.doi.org/10.1017/S1041610210002358
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=21251351&dopt=Abstract
http://dx.doi.org/10.15453/2168-6408.1326
http://dx.doi.org/10.1016/j.humov.2012.12.008
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=23558056&dopt=Abstract
http://dx.doi.org/10.1007/BF03324787
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=20440100&dopt=Abstract
http://europepmc.org/abstract/MED/23601788
http://dx.doi.org/10.3402/qhw.v8i0.20592
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=23601788&dopt=Abstract
http://dx.doi.org/10.1016/j.maturitas.2010.11.009
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=21145187&dopt=Abstract
http://dx.doi.org/10.1176/jnp.14.4.377
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=12426407&dopt=Abstract
https://bmcgeriatr.biomedcentral.com/articles/10.1186/s12877-021-02032-0
http://dx.doi.org/10.1186/s12877-021-02032-0
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=33618664&dopt=Abstract
http://europepmc.org/abstract/MED/17047008
http://dx.doi.org/10.1093/ageing/afl107
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=17047008&dopt=Abstract
http://dx.doi.org/10.1590/1809-9823.2016.15044
https://dx.doi.org/10.4178/epih.e2017054
http://dx.doi.org/10.4178/epih.e2017054
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=29141399&dopt=Abstract
http://europepmc.org/abstract/MED/26796792
http://dx.doi.org/10.1037/pag0000070
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=26796792&dopt=Abstract
http://www.w3.org/Style/XSL
http://www.renderx.com/

JMIR AGING Rosenblum & Cohen Elimelech

38.

39.

40.

41.

42.

43.

45,

46.

47.

48.

49,

50.

51.

52.

53.

55.

56.
57.

Grissom NM, Reyes TM. Let's call the whole thing off: evaluating gender and sex differences in executive function.
Neuropsychopharmacol ogy 2019 Jan;44(1):86-96 [ FREE Full text] [doi: 10.1038/s41386-018-0179-5] [Medline: 30143781]
Rosenblum S, Meyer S, Gemerman N, Mentzer L, Richardson A, Isragli-Korn S, et al. The Montreal Cognitive Assessment:
isit suitablefor identifying mild cognitive impairment in Parkinson's Disease? Mov Disord Clin Pract 2020 Aug; 7(6):648-655.
[doi: 10.1002/mdc3.12969] [Medline: 32775510]

Schultz SK, Hoth A, Buckwalter K. Anxiety and impaired social function in the elderly. Ann Clin Psychiatry
2004;16(1):47-51. [doi: 10.1080/10401230490281429] [Medline: 15147113]

Bekker MHJ, van Mens-Verhulst J. Anxiety disorders: sex differencesin prevalence, degree, and background, but
gender-neutral treatment. Gend Med 2007;4 Suppl B:S178-S193. [doi: 10.1016/s1550-8579(07)80057-x] [Medline:
18156102]

XuY, Schneier F, Heimberg RG, PrincisvalleK, Liebowitz MR, Wang S, et a. Gender differencesin social anxiety disorder:
results from the national epidemiologic sample on alcohol and related conditions. J Anxiety Disord 2012 Jan;26(1):12-19.
[doi: 10.1016/j.janxdis.2011.08.006] [Medline: 21903358]

Alexandre TDS, Corona LP, Nunes DP, Santos JLF, Duarte YADO, Lebrdo ML. Gender differences in incidence and
determinants of disability in activities of daily living among elderly individuals: SABE study. Arch Gerontol Geriatr
2012;55(2):431-437. [doi: 10.1016/j.archger.2012.04.001] [Medline: 22546518]

Boehlen FH, Herzog W, Schellberg D, Maatouk |1, Schoettker B, Brenner H, et al. Gender-specific predictors of generalized
anxiety disorder symptomsin older adults: Results of alarge population-based study. J Affect Disord 2020 Feb
01;262:174-181. [doi: 10.1016/j.jad.2019.10.025] [Medline: 31668601]

Bierman EJM, Comijs HC, Jonker C, Beekman ATF. Effects of anxiety versus depression on cognition in later life. Am J
Geriatr Psychiatry 2005 Aug;13(8):686-693. [doi: 10.1176/appi.ajgp.13.8.686] [Medline: 16085784]

Booth JE, Schinka JA, Brown LM, Mortimer JA, Borenstein AR. Five-factor personality dimensions, mood states, and
cognitive performancein older adults. JClin Exp Neuropsychol 2006 Jul;28(5):676-683. [doi: 10.1080/13803390590954209]
[Medline: 16723316]

Stillman AN, Rowe KC, Arndt S, Moser DJ. Anxious symptoms and cognitive function in non-demented older adults: an
inverserelationship. Int J Geriatr Psychiatry 2012 Aug;27(8):792-798 [FREE Full text] [doi: 10.1002/gps.2785] [Medline:
21919061]

Chippendale T, Boltz M. Living legends: effectiveness of a program to enhance sense of purpose and meaningin life among
community-dwelling older adults. Am J Occup Ther 2015;69(4):6904270010p1-690427001011. [doi:
10.5014/a8j0t.2015.014894] [Medline: 26114464)

Menec VH. Therelation between everyday activities and successful aging: a6-year longitudinal study. JGerontol B Psychol
Sci Soc Sci 2003 Mar;58(2):S74-S82. [doi: 10.1093/geronb/58.2.s74] [Medline: 12646596]

KimJ, LeeS, Chun S, Han A, Heo J. The effects of leisure-time physical activity for optimism, life satisfaction, psychol ogical
well-being, and positive affect among older adults with loneliness. Ann Leis Res 2016 Oct 03;20(4):406-415. [doi:
10.1080/11745398.2016.1238308]

Ryu J, Heo J. Relationships between leisure activity types and well-being in older adults. Leis Stud 2017 Sep
22;37(3):331-342. [doi: 10.1080/02614367.2017.1370007]

Lampinen P, Heikkinen R, Kauppinen M, Heikkinen E. Activity as a predictor of mental well-being among older adults.
Aging Ment Health 2006 Sep;10(5):454-466. [doi: 10.1080/13607860600640962] [Medline: 16938681]

Parra-Rizo MA, Sanchis-Soler G. Satisfaction with life, subjective well-being and functional skillsin active older adults
based on their level of physical activity practice. Int JEnviron Res Public Health 2020 Feb 18;17(4) [FREE Full text] [doi:
10.3390/ijerph17041299] [Medline: 32085450]

Smith NR, Kielhofner G, Watts JH. The relationships between volition, activity pattern, and life satisfaction in the elderly.
Am JOccup Ther 1986 Apr;40(4):278-283. [doi: 10.5014/4j0t.40.4.278] [Medline: 3963137]

Keller H. Psychological autonomy and hierarchical relatedness as organizers of developmental pathways. Philos Trans R
Soc Lond B Biol Sci 2016 Jan 19;371(1686):20150070 [ FREE Full text] [doi: 10.1098/rstb.2015.0070] [Medline: 26644589]
Seligman MEP. Helplessness: On Depression, Development, and Death. New York, NY: WH Freeman; 1992.

Langer N. Resiliency and spirituality: foundations of strengths perspective counseling with the elderly. Educ Gerontol 2004
Aug;30(7):611-617. [doi: 10.1080/03601270490467038]

Abbreviations

DailyFA: Daily Functional Actualization

DL Q: Daily Living Questionnaire

I CF: International Classification of Functioning, Disability, and Health
STPI: State-Trait Personality Inventory

WHO: World Health Organization

https://aging.jmir.org/2021/2/e25876 JMIR Aging 2021 | vol. 4 | iss. 2 |e25876 | p.127

(page number not for citation purposes)


http://europepmc.org/abstract/MED/30143781
http://dx.doi.org/10.1038/s41386-018-0179-5
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=30143781&dopt=Abstract
http://dx.doi.org/10.1002/mdc3.12969
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=32775510&dopt=Abstract
http://dx.doi.org/10.1080/10401230490281429
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=15147113&dopt=Abstract
http://dx.doi.org/10.1016/s1550-8579(07)80057-x
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=18156102&dopt=Abstract
http://dx.doi.org/10.1016/j.janxdis.2011.08.006
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=21903358&dopt=Abstract
http://dx.doi.org/10.1016/j.archger.2012.04.001
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=22546518&dopt=Abstract
http://dx.doi.org/10.1016/j.jad.2019.10.025
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=31668601&dopt=Abstract
http://dx.doi.org/10.1176/appi.ajgp.13.8.686
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=16085784&dopt=Abstract
http://dx.doi.org/10.1080/13803390590954209
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=16723316&dopt=Abstract
http://europepmc.org/abstract/MED/21919061
http://dx.doi.org/10.1002/gps.2785
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=21919061&dopt=Abstract
http://dx.doi.org/10.5014/ajot.2015.014894
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=26114464&dopt=Abstract
http://dx.doi.org/10.1093/geronb/58.2.s74
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=12646596&dopt=Abstract
http://dx.doi.org/10.1080/11745398.2016.1238308
http://dx.doi.org/10.1080/02614367.2017.1370007
http://dx.doi.org/10.1080/13607860600640962
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=16938681&dopt=Abstract
https://www.mdpi.com/resolver?pii=ijerph17041299
http://dx.doi.org/10.3390/ijerph17041299
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=32085450&dopt=Abstract
http://dx.doi.org/10.5014/ajot.40.4.278
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=3963137&dopt=Abstract
http://europepmc.org/abstract/MED/26644589
http://dx.doi.org/10.1098/rstb.2015.0070
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=26644589&dopt=Abstract
http://dx.doi.org/10.1080/03601270490467038
http://www.w3.org/Style/XSL
http://www.renderx.com/

JMIR AGING Rosenblum & Cohen Elimelech

Edited by J Wang; submitted 19.11.20; peer-reviewed by JW Tan, C Entwistle; comments to author 28.02.21; revised version received
17.03.21; accepted 22.04.21; published 03.06.21.

Please cite as.

Rosenblum S, Cohen Elimelech O

Gender Differencesin State Anxiety Related to Daily Function Among Older Adults During the COVID-19 Pandemic: Questionnaire
Sudy

IMIR Aging 2021;4(2):e25876

URL: https://aging.jmir.org/2021/2/e25876

doi:10.2196/25876

PMID: 33939623

©Sara Rosenblum, Ortal Cohen Elimelech. Originally published in IMIR Aging (https://aging.jmir.org), 03.06.2021. Thisisan
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 published in 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/2021/2/e25876 JMIR Aging 2021 | vol. 4 | iss. 2 [e25876 | p.128
(page number not for citation purposes)

RenderX


https://aging.jmir.org/2021/2/e25876
http://dx.doi.org/10.2196/25876
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=33939623&dopt=Abstract
http://www.w3.org/Style/XSL
http://www.renderx.com/

JMIR AGING Lebrasseur et d

Review

Impact of the COVID-19 Pandemic on Older Adults: Rapid Review

Audrey Lebrasseur™?, MOT; Noémie Fortin-Bédard™*; Josiane Lettre*, M Sc, MOT; Emilie Raymond™3, PhD; Eve-Line
Bussiéres™, PhD; Nolwenn Lapierre*?, PhD; Julie Faieta™?, PhD; Claude Vincent'?, PhD; Louise Duchesne®®, PhD:
Marie-Christine Ouellet*®, PhD; Eric Gagnon”®, PhD; André Tourigny”®, MD; Marie-Eve Lamontagne*?, PhD:
Francois Routhier?, PhD

Icentre for Interdisci plinary Research in Rehabilitation and Social Integration, Centre intégré universitaire de santé et de services sociaux de la
Capitale-Nationale, Québec, QC, Canada

2Department of Rehabilitation, Université Laval, Québec, QC, Canada

3school of Social Work and Criminol ogy, Université Laval, Québec, QC, Canada

4Department of Psychology, Université du Québec a Trois-Rivieres, Trois-Riviéeres, QC, Canada

5Department of Speech-Language Pathology, Université du Québec a Trois-Riviéres, Trois-Riviéres, QC, Canada

6school of Psychology, Université Laval, Québec, QC, Canada

"VITAM — Centre de recherche en santé durable, Centre intégré universitaire de santé et de services sociaux de la Capitale-Nationale, Québec, QC,
Canada

8Department of Sociology, Université Laval, Québec, QC, Canada
9Department of Social and Preventive Medicine, Université Laval, Québec, QC, Canada

Corresponding Author:

Francois Routhier, PhD

Centre for Interdisciplinary Research in Rehabilitation and Social Integration
Centre intégré universitaire de santé et de services sociaux de la Capitale-Nationale
525 Hamel est

Québec, QC, GIM 2S8

Canada

Phone: 1 4185299141 ext 6256

Email: francois.routhier@rea.ulaval.ca

Abstract

Background: The COVID-19 pandemic hasdrastically changed the lives of countless members of the general population. Older
adults are known to experience loneliness, age discrimination, and excessive worry. It is therefore reasonable to anticipate that
they would experience greater negative outcomes related to the COVID-19 pandemic given their increased isolation and risk for
complications than younger adults.

Objective: Thisstudy aimsto synthesizethe existing research on theimpact of the COV1D-19 pandemic, and associated isolation
and protective measures, on older adults. The secondary objective is to investigate the impact of the COVID-19 pandemic, and
associated isolation and protective measures, on older adults with Alzheimer disease and related dementias.

Methods: A rapid review of the published literature was conducted on October 6, 2020, through a search of 6 online databases
to synthesize resultsfrom published original studiesregarding theimpact of the COVID-19 pandemic on older adults. The Human
Development Model conceptual framework—Disability Creation Process was used to describe and understand interactions between
personal factors, environmental factors, and life habits. Methods and results are reported following the Preferred Reporting Items
for Systematic Reviews and Meta-analyses Statement.

Results: A total of 135 records were included from the initial search strategy of 13,452 individual studies. Of these, 113 (83.7%)
studies were determined to be of level 4 according to the levels of evidence classification by the Centre for Evidence-Based
Medicine. The presence of psychological symptoms, exacerbation of ageism, and physical deterioration of aged populationswere
reported in the included studies. Decreased social life and fewer in-person social interactions reported during the COVID-19
pandemic were occasionally associated with reduced quality of life and increased depression. Difficulties accessing services,
sleep disturbances, and a reduction of physical activity were also noted.

Conclusions: Our results highlight the need for adequate i solation and protective measures. Older adults represent aheterogeneous
group, which could explain the contradictory resultsfound in the literature. Individual, organizational, and institutional strategies
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should be established to ensure that older adults are able to maintain social contacts, preserve family ties, and maintain the ability
to give or receive help during the current pandemic. Future studies should focus on specific consequences and needs of more
at-risk older adults to ensure their inclusion, both in public health recommendations and considerations made by policy makers.

(IMIR Aging 2021;4(2):626474) doi:10.2196/26474

KEYWORDS

COVID-19; impact; rapid review; older adults; aged individuals; review

Introduction

Background

Since the end of 2019, the SARS-CoV-2 outbreak has resulted
in more than 71 million cases worldwide, as of December 16,
2020 [1]. Isolation and protective measures have been
established by governmentsto varying extents around theworld
in order to mitigate the spread of the virus. These measures
include physical distancing, use of face masks, handwashing,
stay-at-home policies, and restrictions on social gatherings[2,3].
As a result, the general population has experienced drastic
changesin day-to-day life[4]; high COVID-19—related fear [5];
and numerous psychological outcomes such as depression [6],
increased sleep problems[7], and financial worries[8].

However, the extent to which the effects of COVID-19 reported
by the general population are experienced by the aging
population is not well documented. |solation and protective
measures are crucial for the aging population, who are at greater
risk of COVID-19—elated death [9]. However, isolation and
protective measures may also amplify issues that are already
present in older adults, such as loneliness, age discrimination,
and excessive worrying [10-12]. Considering that physical
distancing inevitably leads to some degree of social isolation,
speculation towards the perniciousimpact of physical distancing
on the mental health, daily activities[12], and cognitive decline
of older adults[11] iswarranted. The COVID-19 pandemic may
also amplify age discrimination by negatively impacting access
to information, health care services, and support to informal
caregivers and familial advocates [13,14].

According to the existing literature, although many ol der adults
are now online[15,16], the majority still need assistance when
using digital technologies and to access and assess information
[17]. Furthermore, most vulnerable older adults do not have
access to web resources or the required digital skills and
knowledge for its use to be satisfying and efficient [15,18].
Digital technology is thus insufficient to reach vulnerable
populations such as older adults [19].

The fear of contracting the virus could be an additional source
of concern for this population, thus contributing to the overall
anxiety—amental health outcome aready known to negatively
affect the quality of lifein older adults[10]. Thus, it is possible
that the immediate and long-term effects of the COVID-19
pandemic are heightened for older adults as compared to other
age demographics.

Since the beginning of the pandemic, there has been substantial
concern surrounding older adults living in nursing home [20].
The percentage of nursing home residents with Alzheimer
disease or other types of dementia is significant, reported to

https://aging.jmir.org/2021/2/e26474

range between 45% and 75% [21-23]. It is possible that people
with Alzheimer disease or other dementias are experiencing
grester negative outcomes related to the COVID-19 pandemic.

A better understanding of the unique experiences of older adults
during the pandemic is needed in order for governing bodies
and health care providers to design adequate policies [13] and
services as we advance. Therefore, data specific to the needs of
older adults within the context of the present COVID-19
pandemic are urgently needed.

Objectives

The aim of this study is to synthesize the existing research on
theimpact of the COVID-19 pandemic, and associated isolation
and protective measures, on older adults. Furthermore, we aim
to investigate the impact of the COVID-19 pandemic, and

associated isolation and protective measures, on older adults
with Alzheimer disease and related dementias.

Methods

Protocol

Given the urgent need for adequate information, arapid review
protocol was chosen. Thistype of review isconducted using an
accelerated systematic review method, which limits certain
aspects of the methodology in order to provide evidence within
apolicy maker’'stimeframe [24,25]. This approach aligns with
the available guidance for Cochrane Rapid Review Methods
Group [25] and with the Practical Guide for Rapid Reviewsto
Strengthen Health Policy and Systems[26]. Methods and results
arereported following the PRISMA (Preferred Reporting Items
for Systematic Reviews and Meta-analyses) Statement [27].
The protocol for the present review was registered within the
PROSPERO database (ID: CRD42020201814).

Conceptual Framework

The Human Development Model-Disability Creation Process
(HDM-DCP) conceptua framework was used to describe and
understand interactions between personal factors, environmental
factors, and life habits [28]. The HDM-DCP model
acknowledges the impact of the environment and the person on
the execution of life habits. Personal factors include identity
(facilitator or obstacle), organic systems (integrity or
impairment), and capabilities (ability or disability).
Environmental factors are stratified into societal (facilitator or
obstacle), community (facilitator or obstacle), and personal
(facilitator or obstacle) levels. Life habits consist of daily
activities (social participation situation or disabling situation)
and social roles (socia participation situation or disabling
situation). Each of these elements can be seen as a protective
factor or as a risk factor for the individual. The HDM-DCP
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framework allows observation of changesin these domains over
aperiod of time (eg, the span of the COVID-19 pandemic). The
framework puts into evidence social participation and social
contacts, both of which may be greatly affected by
pandemic-related isolation and protective measures.

Literature Search

Search strategies were devel oped by two authors (AL and NFB)
and reviewed by two other authors (FR and ML). These
strategies centered around three concepts. “COVID-19,” “older
adults,” and “impact.” The concept “COVID-19” was used to
restrict the obtained results to those related to the present
pandemic. According to the World Health Organization [29],
older adults include people of 60 years of age and older.
Therefore, in this study, the concept “older adults’ included
people aged 60 yearsand older, without excluding any diagnoses
or conditions. The concept “impact” encompasses al three
domains of the HDM-DCP model (ie, persona factors,
environmental factors, and life habits) [28]. “Impact” variables
can be reported by an individual, caregivers, family members,
or health care workers, and may vary in the way that they are
experienced or perceived. The following databases were used:
MEDLINE via PUBMED; Embase, PsycINFO, and
PsycARTICLES via Psycnet; and CINAHL and Ageline via

Lebrasseur et d

EBSCOhost. The searcheswere conducted on October 6, 2020.
See Multimedia Appendix 1 for detailed search strategies used
for each database.

Eligibility Criteria

The Population, Exposure, Comparator, and Outcomes (PECO)
framework was used to develop the eligibility criteria used for
the purposes of thisreview (see Table 1) [30]. Eligibility criteria
were defined asfollows:. (1) peer-reviewed original paperswith
data related to our research question (opinion papers, reviews,
methodological articles, preprints, and unpublished documents
were excluded); (2) publication dateslimited to 2019 and 2020,
asthe COVID-19 outbreak wasfirst reported in 2019; (3) papers
availablein English or French; and (4) participants 60 years of
age and older with any diagnosis except for COVID-19
survivors. The fourth criterion was applied in order to
differentiate the effect of the pandemic from the physiological
and hedlth-related outcomes associated with a COVID-19
diagnosis. Furthermore, only papersthat specified in the abstract
the inclusion of older adults in the study were included.
Outcomes that did not fit into the domains of the HDM-DCP
framework (eg, knowledge about the spread of the disease) were
excluded.

Table 1. Population, Exposure, Comparator, and Outcomes inclusion criteria.

Component Description

Population (P) People aged 60 years and older, excluding COVID-19 survivors

Exposure (E) COVID-19 and its associated isolation and protective measures

Comparator (C) Other age groups, before the pandemic, or none

QOutcomes (O) «  Persond factors such as identity factors (facilitator or obstacle), organic systems (integrity or impairment), and

capabilities (ability or disability)

«  Environmental factors such as societal (facilitator or obstacle), community (facilitator or obstacle), and personal

(facilitator or obstacle) levels

« Lifehabits such asdaily activities (socia participation situation or disabling situation) and social roles (social
participation situation or disabling situation)

Study Selection and Data Extraction

Data retrieved from the databases were exported to Covidence
[31]. Two reviewers independently screened the titles and
abstracts of the obtained records. These reviewersthen read the
full text of the selected papers and determined whether they
should be included. Any disagreement was resolved via
consensus. Next, a single reviewer completed data extraction,
which was then verified by another reviewer. The following
variables were extracted: title, year of publication, country,
study design, objectives, participant characteristics (eg, diagnosis
and age), and outcomes. The references of the included papers
were screened by the reviewers (one reviewer per study), and
the titles and abstracts of additional papers were screened if
relevant.

https://aging.jmir.org/2021/2/e26474

Level of Evidence Appraisal and Data Synthesis

Two reviewers established the level of evidence for each
selected study, based on the levels of evidence classification of
the Centrefor Evidence-Based Medicine[32]. Dueto thelimited
turnaround time, no risk of bias assessment was performed. A
narrative approach consistent with the data synthesis of arapid
review [24] was used.

Results

Literature Search

The search strategy identified 19,053 records. A total of 13,452
recordsremained after duplicates (n=5601) were removed. Upon
title and abstract screening, the number of papers reduced to
630, after the exclusion of 12,822 records. Thereafter, full-text
screening resulted in a fina inclusion of 135 records (Figure
1), following the exclusion of 495 others for various reasons.
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Figurel. PRISMA (Preferred Reporting Itemsfor Systematic Reviews and Meta-analyses) flow diagram.
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Characteristics of Included Studies

The selected records and their corresponding level s of evidence
are shown in Table S1 of Multimedia Appendix 2. In all, 113
of 135 (83.7%) studies were determined to be of level 4
according to the Centre for Evidence-Based Medicine-Levels
of Evidence[32] (transversal datacollection), 20 (14.8%) studies
were determined to be of level 2b (longitudinal studies), and 2
(1.5%) studies were of level 2b and level 4 (mixed study
designs).

Of the 135 studies included, 40 (29.7%) studies included only
older adults (=60 years old) whereas 95 (70.3%) compared
various age groups. Moreover, 15 (11.1%) studies included
persons with specific conditions such as Alzheimer disease
[33-35], Parkinson disease [36], frontotemporal lobar
degeneration [37], severe cognitive impairments [38], ovarian
cancer [39], gynecologica cancer [40], patients with cancer
actively treated with systemic therapy [41], pre-existing
depression [42], chronic conditions [43], long-term respiratory
conditions [44], migraine [45], epilepsy [46], and visud
impairments[47]. A total of 29 (21.5%) studieswere conducted
in North America [40,42,43,48-73], 14 (10.3%) in China
[46,74-86], 61 (45.1%) in Europe [33-38,41,44,87-139], 3
(2.2%) in Japan [140-142], 4 (3.0%) in Israel [143-146], 4
(3.0%) in Brazil [147-150], 4 (3.0%) in Australia[151-154], 2
(1.5%) in India[155,156], 1 (0.7%) in Mdaysia[157], 2 (1.5%)
in Kuwait [45,158], 1 (0.7%) in Saudi Arabia[159], 3 (2.2%)
in Argentina[160-162], 1 (0.7%) in Cameroon [163], 1 (0.7%)
in Russia [164], 1 (0.7%) in Ghana [47], 1 (0.7% in Cyprus
[165], and 3 (2.2%) in multiple countries [39,166,167].
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Outcomes of Included Studies

Personal Factors

Older adults reported a presence or worsening of psychological
symptoms, and greater |oneliness because of pandemic-related
social isolation [33,38,47,49,51,52,56,57,62,63,77,78,
84,89,90,99,105,114,117,128,135,139,140,148,156,160].
Compared to younger age, older age (ie, =60 years) was,
however, associated with fewer psychological symptoms
[39,44,50,54,57,59,64-67,74,77,89,95,97,98,101,107,109,111,114,116,
120,121,124,125,127,136,138,147,151,153,157,158,161,162,165],
lower loneliness [92,95,104,130,140,159], and better mental
health and well-being [95,106,126,157,161,162]. Older adults
were also shown to be better at regulating their emotions and
coping with stressful events [44,61,68]. In contrast, 6 (4.4%)
studiesreported that older adults had more severe psychol ogical
symptoms than participants of other age groups
[83,85,86,96,118,156], and some studies noted no psychol ogical
symptoms for most participants [42,79,119,165].

Severa variableswere associated with poor psychologica health
and well-being, including living alone [117], decreased social
interactions [88], feeling close to death, high levels of
COVID-19—~elated health worries [145], stress [70], health
concerns and ageism [143], not having cognitive impairments
[38], and male status[78]. In contrast, religious faith, exercise,
self-care, and time spent in nature were associated with positive
psychologica well-being [70].

Variousworries surrounding the current pandemic were reported
in these studies [36,49,105,107,110,155]. For instance, older
adultswere moreworried about COVID-19[68,75,96,118,167],
whereas younger individuals were more concerned about the
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risks related to socia isolation [164]. Older adults were less
concerned for their emotional well-being, work goals, and
finances [65], and they perceived they had lower chances of
“running out of money” [53]. However, more worries about
financial difficultieswerereported in another study [164]. Older
adults perceived the risks of COVID-19 (in comparison to that
of theflu) to be higher [48,138], but aged men werelessworried
about COVID-19 (eg, contracting the virus, dying due to
COVID-19, or disruptions to lifestyle) than their younger
counterparts [48]. Their concernswere focused on othersrather
than themselves [144]. Anxiety associated with cancer was
lower in older adults than in younger adults [41]. Expectations
(eg, income decline, duration and long-term impact of
COVID-19) were associated with an experience of stress, which
was further associated with other negative effects[69]. Finally,
the passage of time during the pandemic wasfound to be slower
for older adults[115].

Regarding the impairment of organic systems, higher age was
associated with poorer health status [80] and in some cases, a
decline of functional status [163]. Decreases in mobility,
functionality, vitality, and physical conditions were aso noted
[36,148]. An aggravation in neuropsychiatric and physical
symptoms was reported in individual s with Alzheimer disease,
dementia, and frontotemporal lobar degeneration, aswell asin
nursing home residents [34,35,37,93,139]. An exacerbation of
migraine days and severity was observed among individuals
with a migraine diagnosis [45]. One out of six older patients
with epilepsy experienced increased seizures, but thisfrequency
increased considerably among younger people with epilepsy
[46].

Environmental Factors

Decreased social life and fewer in-person socia interactions
observed during the pandemic were occasionally associated
with reduced quality of life and increased depression
[42,63,128,139]. Some individuals continued to meet their
relatives almost daily [36]. Furthermore, some studies reported
on the negative impacts of the pandemic for caregivers[34,35].

Older adultsreported unmet personal, domestic, or social needs
[128]; difficulty finding help with functional needs such as
bathing [62]; insufficient personal care [139]; decreased care
rendered by caregivers [47]; and reductions in social support
services hours[99]. Multiple barriersto care ddivery were noted
during this time [166]. For instance, one study reported that
older adults were more likely to miss or cancel medical
appointments[129], whereas another reported the opposite[60].
One study reported that treatment delays and postponed
appointments were more common among older adults [130],
whereas another reported this was more commonly observed
among younger people [40]. More patients missed medical
appointments during the pandemic as compared to the
prepandemic timepoints [84,163], and rehabilitation services
were discontinued for the majority due to the quarantine [160].
Finaly, as compared to the previous years, psychiatry
consultations for older individuals had reduced in one study
[113] but reported to have increased in ancther [76].
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Life Habits

Changes in sleep habits and sleep disturbances were reported
to be affected by COVID-19 [37,56,84,87,105,134,160]. Of
note, some studies indicated that sleep issues were lower in
older adults than in younger adults [122,134,147].

Older adultsreported alower increasein unhealthy food intake,
screen use, tobacco use [149], alcohol use [149,154], and
cannabis use than did younger adults [123,152], in addition to
a lower rise in unhealthy lifestyle changes or drinking [131].
One study indicated that the mgjority of older individuals
consumed a balanced diet, limited their alcohol intake, and had
adequate sleep patterns [82], whereas another study reported
no change in acohol use patterns [71]. This finding was
contrasted by other studiesthat found that older adultsincreased
binge drinking, alcohol frequency, alcohol consumption, and
cigarette smoking [56,114,132]; changed their eating habits
[132,148]; ate more [56,87]; and ate more often [87]. One study
reported ahigher consumption of unhealthy foods among ol der
adults, as compared with participants of other age groups[149].
Food insufficiency increased in older adults during the
pandemic, but to alesser extent than that among younger adults
[73], and decreased care resulted in hunger [47].

Changesin daily routine and planswerereported in afew studies
[43,52,58]; however, one study noted no changes in the
performance of daily habits among older adults [102].
Behavioral changes, such as buying more food and water than
usual, going out less frequently, reducing social contacts, and
staying away from public places were noted in several studies
[36,47,58,146]. Unemployment increased in older adults, but
at a lower rate than that in other age groups [72]. Higher age
was associated with fewer sexual activities [108]. Some studies
reported a decrease in physical activity [56,132,141,142,149]
and adeclinein attendance at physical activity workshops[133].
However, studies reported contradictory results regarding
physical activity among older adults during the pandemic.
Indeed, it was noted that older adults had the lowest levels of
physical activity among all age groups[55,100]; however, they
had the smallest decrease in physical activity [100], the lowest
prevalence of insufficient physical activity [81] and were less
likely to have changed their physical activity levels during the
pandemic [137]. Moreover, physical activity was associated
with higher resilience, positive affect, and lower depressive
symptoms [94,141]. Older adults were also reported to have a
lesser change in unhealthy movement behaviors [150].

A study indicated that a lot of time was spent learning about
COVID-19 [87], and more time was spent using social media
[56], internet [144], and electronic products [150]. One study
reported a higher usage of electronic products by older people
[149], whereas others reported contrasting findings [74,81].
Participants felt blessed, lucky, and fortunate to be able to stay
in contact with others through social media [91]. Variation in
game use by older adults did not differ from that observed in
younger populations [167]. Older adults had fewer positive
work events but more remote social interactions, social
networks, and outdoor activities [65]. Finally, older adults
engaged in more solitary activities and in fewer in-person
activities[56].
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One study reported that the majority of older adult travelers
were planning to travel by air in the next year [103], whereas
another found that older adults were canceling out-of-town trips
[58]. The COVID-19 pandemic has presented significant
challengesto most older adults[58], and complianceto hygiene
recommendations was seen as a psychological burden by this
population [148].

Discussion

Principal Results

Older adults are known to experience loneliness, age
discrimination, and excessive worrying [10-12]. Therefore, we
initially anticipated that they would experience greater negative
outcomes related to the COVID-19 pandemic. However, this
hypothesis was not uniformly supported by the available
literature. The findings summarized within this review suggest
that older adults experienced negative outcomes related to the
pandemic, but to alesser extent than their younger counterparts.
Younger adults experienced greater psychological repercussions
fromisolation and feeling of loneliness[168]. Therewasindeed
acorrelation between young age and poor mental health [126],
higher anxiety, depression, and stress [153]. Thisresult may be
explained by the daily experience of loneliness and socid
isolation among older adults prior to the pandemic [12], which
inturn meant that COVID-19 led to fewer changesintheir daily
routine as compared to employed, younger adults. Another
potential explanation istheinfluence of certain personal factors
among older adults, for example, greater resilience that is
associated with more purposein life [112], better regul ation of
emotions, and better coping strategies in the case of stressful
events [44,61,68]. These persona factors could explain the
generaly better psychological response by older adults
throughout the COVID-19 pandemic. Additionally, these
findings may be explained by sampling methods used in the
available research. In other words, the isolation measures
implemented in long-term care facilities may have caused
additional barriersto conducting studies with residents. In our
study sample, 16 (11.8%) studies were conducted among
community dwelling older adults, 3 (2.2%) included older adults
livinginresidentia carefacilities, 3 (2.2%) included older adults
living in one of these two locations, and 113 (83.7%) studies
did not detail this sampling information. Without uniform
sampling methods, it is more difficult to draw strong
conclusions. Older adults may have little to no access to
technology [169], such as a computer or a smartphone, which
are often required to participate in web-based surveys. The most
isolated individuals may be the most difficult to reach,
particularly if they lack access to socia media or maintain
minimal presence in  public and  community
organizations—platforms often used by researchers to contact
participants. Fewer opportunities to participate in surveys may
explain the relative scarcity of research on vulnerable older
adult populations, such as those with dementia or Alzheimer
disease, during the present pandemic. In studiesthat compared
different age groups, the proportion of aged individuals was
often very small compared to other age groups. It is possible
that the older adults who participated in surveys were healthy
and had access to technology and, therefore, were not the most
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vulnerable. This could explain why certain studies suggested
that younger people were more impacted than older adults.

One study reported that anxiety symptomsin older adults were
associated with ageism [143], something that the current
pandemic seems to have exacerbated [170]. The COVID-19
pandemic has been characterized as an older adult problem, and
social media, among other platforms, have been used by people
to share ageist attitudes (eg, posts published with the hashtag
“BoomerRemover”) [171-173]. Greater awareness of age
discrimination is needed to reduce these behaviors. There are
other potential sources of anxiety among older adults, such as
being unable to access support services since the onset of the
COVID-19 pandemic [99]. More research is needed to
understand the impact of ageism on older adults' well-being,
as compared with other risk factors.

The impact of the pandemic on older adults can also influence
their caregivers [34,35]. Indeed, family caregivers reported
living with anxiety and fear [174] and having difficulty
balancing caregiving challenges with their own needs [175]
during thiscrisis. It isthereforeimportant to consider the needs
of the caregivers in future policies and in the implementation
of isolation and protective measures.

The available literature offered different strategies for
maintai ning the well-being of older adults; theseincluded using
technology to ensure social connections, pursuing outdoor
activities, and incorporating daily structure [176]. Different
programswere al so depl oyed during the pandemic with theaim
of reducing social isolation through contact with a student
volunteer who engaged in weekly phone callswith participants
living in nursing homes[177] and asingle call with participants
living in long-term care facilities and in the community [178].
The use of technology to protect and improve mental health
[179] and to maintain the health and independence [180] of
older adults during this crisis was also discussed. The
transformation of an on-site program into an online program
for older populations[181] wasfound to be effective. Innovative
programs should therefore be created with the goal of supporting
vulnerable older adults and minimizing the long-term
consequences and feelings of loneliness.

Physical activity should be promoted during the pandemic,
especially for more at-risk individual s such asthose living with
chronic diseases [182]. Older adults should be guided to safe
and accessible physical activity programs, selected according
to the individual’s level of autonomy, mobility, frailty, and
health status, to avoid deconditioning during confinement.
Physical activity isassociated with abetter quality of life[183]
and decreased symptoms of depression in older adults [50],
whereas increased inactivity could accelerate their physical
decline [184]. Personalized physical activity programs with
monitoring should therefore be made more accessible to this
population to minimize deconditioning and help older adults
maintain their physical and mental health, while ensuring their
safety.

The secondary impacts of COVID-19 should be considered by
governing bodies and institutionswhen taking action and making
decisions about health care access and public health measures,
both during the current pandemic and for future health crisis.
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Mental health concerns have been reported among older adults
[185], but few concrete actions have been taken to mitigate
them.

Strengths and Limitations

Some studies classified older adults as including people below
60 years of age (eg, =50 years) [186-188]. Those results were
excluded, along with potentially important data, to respect our
eligibility criteria and to clearly differentiate the outcomes
relative to older versus younger populations. Moreover, some
studies focused on older adults with specific conditions, for
example, Parkinson disease [36], cancer [39,40] or Alzheimer
disease [33], which makesit difficult to differentiate the effects
associated with their age from those associated with their
condition. These studies were still analyzed, keeping in mind
that individua sliving with avariety of diagnoses are potentially
more vulnerable to encounter negative outcomes related to the
secondary effects of COVID-19. Some diagnostic keywords
were selected because of the relationship between specific
neurological conditions and higher age (eg, dementia and
Alzheimer disease). This selection may have resulted in the
omission of eligible studiesthat include older adults with other
conditions such as cancer or cardiovascular diseases. However,
a limitation in the selected keywords was needed to screen
studieswithin areasonabl e timeframe. In addition, the decision
was made to exclude studies about COVID-19 survivors,
because of the various physical and psychological changes that
may be associated with the incidence of this condition.
Contradictory results could also be attributable to the variance
in health care systems and differencesin isolation and protective
measures implemented in various countries. Because of constant
changing measures across countries, it would have been difficult,
if not impossible, to analyze data in such a way. This aspect
was, therefore, not considered in our data analysis in order to
provide resultsin areasonabl e timeframe. Future studies should
take into consideration the country-specific variation in
COVID-19 responses. Moreover, it is adso possible that the
sample age was not mentioned in the abstract or thetitle of the
published papers, which would have resulted in the exclusion
of the study during the first stage of screening.

Lebrasseur et d

Implication for Practice and Policy

Results obtained through this rapid review have highlighted the
presence of psychological symptoms, decrease in social
interactions, exacerbation of ageism, and the deterioration of
physical conditions among older adult populations during the
COVID-19 pandemic. It isessential that governing bodies and
decision makers understand the needs of older adults when
making choices regarding the implementation of social
distancing measures. They should carefully choose their words
when describing this pandemic, to avoid any form of age
discrimination in the media

Older adults represent a heterogeneous group, which could
explain the contradi ctory resultsfound in the sampled literature.
Sample demographics should be considered in future studiesto
identify variables within older adult populations that could be
associated with a poorer overall experience with the pandemic,
and stronger conclusions could then be made. Indeed, studies
that specifically target vulnerable age groups, such as adults
living inrural areas[189] and deaf individuals[190], should be
conducted to minimize the effects and |ong-term consequences
in such populations. The impact of COVID-19 should be
assessed separately according to various living environments
in order to identify more at-risk individuals (eg, older adultsin
the community setting versus long-term care facilities). Future
studies should al so analyze different protective and risk factors
among older adults. For example, it would be interesting to
compare the effect of living alone versus living with others, of
being in the younger range of the older adult demographic (eg,
60 years old) versus being in the latter range (eg, 85 yearsold),
or of living independently at home versus living in a nursing
home. Moreover, the general population could learn from ol der
adults, regarding their resilience, regulation of emotions, and
coping strategies, toimprovetheir psychological responseduring
this pandemic. Individual, organizational, and institutional
strategies should be established to ensure that older adults are
able to maintain socia contacts, preserve family ties, and
maintain the ability to give or receive help during this pandemic.
The effectiveness of various strategies, such as making
communication technologies more accessible, providing
technology use training, and promoting technological
innovations, should also be assessed to enable social interactions
despite isolation and protective measures.
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Abstract

Background: Falling isone of the most common and serious age-related issues, and falls can significantly impair the quality
of life of older adults. Approximately one-third of people over 65 experience a fall annually. Previous research has shown that
physical exercise could help reduce falls among older adults and improve their health. However, older adults often find it
challenging to follow and adhere to physical exercise programs. Interventions using mixed reality (MR) technology could help
address these issues. MR combines artificial augmented computer-generated elements with the real world. It has frequently been
used for training and rehabilitation purposes.

Objective: Theaim of this systematic literature review and meta-analysis was to investigate the use of the full spectrum of MR
technologies for fall prevention intervention and summarize evidence of the effectiveness of this approach.

Methods: Inour qualitative synthesis, we analyzed anumber of features of the selected studies, including aim, type of exercise,
technology used for intervention, study sample size, participant demographics and history of falls, study design, involvement of
health professionals or caregivers, duration and frequency of the intervention, study outcome measures, and results of the study.
To systematically assess the results of the selected studies and identify the common effect of MR interventions, a meta-analysis
was performed.

Results. Seven databases were searched, and theinitial search yielded 5838 results. With the considered inclusion and exclusion
criteria, 21 studies were included in the qualitative synthesis and 12 were included in meta-analysis. The majority of studies
demonstrated a positive effect of an MR intervention on fall risk factorsamong older participants. The meta-analysis demonstrated
adtatistically significant differencein Berg Balance Scal e score between the intervention and control groups (ES: 0.564; 95% Cl
0.246-0.882; P<.001) with heterogeneity statistics of 12=54.9% and Q=17.74 (P=.02), and a statistical difference in Timed Up
and Go test scores between the intervention and control groups (ES: 0.318; 95% Cl 0.025-0.662; P<.001) with heterogeneity
statistics of 12=77.6% and Q=44.63 (P<.001). The corresponding funnel plot and the Egger test for small-study effects (P=.76
and P=.11 for Berg Balance Scale and Timed Up and Go, respectively) indicate that aminor publication biasin the studies might
be present in the Berg Balance Scale results.

Conclusions: The literature review and meta-analysis demonstrate that the use of MR interventions can have a positive effect
on physical functionsin the elderly. MR has the potential to help older users perform physical exercises that could improve their
health conditions. However, more research on the effect of MR fall prevention interventions should be conducted with specia
focus given to MR usability issues.

(JMIR Aging 2021;4(2):€27972) doi:10.2196/27972
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Introduction

Overview

The world population is rapidly aging. According to the World
Population Ageing 2017 report [1], this tendency could be one
of the most important changes in modern society and would
accordingly have asignificant influence on many aspects of our
lives. Unfortunately, about one-third of community-dwelling
ol der people over the age of 65 experience falsannually [2,3].
Fall-related injuries, such as hip fractures, are major contributors
to the burden of disease in older adults and represent a
significant public health problem [4-6]. Reducing falls has
become an international health priority [7].

The first step in the development of effective fall prevention
methodologies is identifying fall risk factors [8]. Studies have
identified risk factors associated with falling among older adults,
which include a history of fals, gait problems, vertigo,
weakness, unsteady gait, confusion, reduced mobility, heart
dysfunction, and functional impairment [9-11].

Physical activity and exercise have been found to be effective
for reducing risk factors and the number of falls [10,12,13].
Regular physical training can prevent seriousfall-related injuries
[14]; enhance mobility; improve aspects of the health of elderly
individuals, including their strength and balance; and reduce
mortality [15]. However, the effectiveness of evidence-based
fal prevention methods is only as strong as the level of
adherence to these recommendations [16,17]. Commonly
reported average uptake rates for simple exercise interventions
among community samples are as low as 10% [4,5,14,18]. A
number of researchers have investigated barriers to regular
physical activities anong older adults and identified various
reasons for lack of training, including fear of falling,
environmental inconvenience, intimidation by fitness facilities
or exercise settings, boredom, and lack of motivation [19-21].

Many studies have addressed the effect of different technological
interventions on users' motivation to perform physical exercises.
The results of such studies have demonstrated the effectiveness
of interactive interventions such as exergames, virtua reality
(VR), and augmented reality (AR). Several researchers[22-24]
have highlighted that games help motivate users to perform
targeted actions, including physical exercise, and improvetheir
performance in these actions. A previous study [19] has
demonstrated a similar effect among older people, highlighting
theimproved adherence of elderly participantsto exercisetasks
and the potential fall prevention impact. Another study has
demonstrated the positive attitude of older participants toward
the use of a fal prevention exercise program and its
augmentation with VR intervention [25]. According to Mirelman
et a [26], VR isone of the most effective interventions for fall
prevention in older people.

A recent systematic literature review investigated the effect of
VR interventions on mobility skills and balance measurement
improvement [27]. However, it included studies which only
used the term “virtual reality” and not the terms “augmented
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reality” and “mixed reality” (MR), both of which are closely
related to VR. In fact, the terms VR and AR are often used to
refer to similar or even identical technologies. For instance, Ku
et al [28] used aKinect motion sensor (Microsoft Corporation),
alaptop, and abig screen to create an interactive training setup
and described this system with the term “augmented reality.”
By contrast, Mirelman et a [29] used a similar set up with a
modified Kinect sensor, a computer, and a large screen but
instead used the term “virtual reality” to describe the system.

Because the concepts of AR and VR are so closely related,
Milgram et a [30] coined the term “reality—virtuality
continuum” to describe them together as parts of aframework.
This framework represents a spectrum of environment types,
ranging from solely real to solely virtual, with different ratios
of real-world and computer-generated elements in between,
essentially describing the many types of “mixtures’ that can be
implemented in MR. A truly complete investigation into the
effectiveness of the entire spectrum of such systems thus must
necessarily include variations of al 3 terms—VR, AR, and
MR—in a systematic search.

Tothat end, theaim of this systematic review and meta-analysis
is to investigate the use of MR technologies spanning the full
spectrum of the reality—virtuality continuum for fall prevention
and evaluate existing evidence of its effectiveness. The study
providesthe results of extensive evaluation of the types of study
designs that have been typically used in this area of research
and demonstrates the quantitative comparison of the most
COmMmOon outcome measures.

Background

Virtual Reality, Augmented Reality, and Mixed Reality

When it comes to research involving different “reality”
technologies, one of the most important issues is lack of
understanding of the relevant terminology [31]. The 3 main
related terms that are currently most commonly used are VR,
AR, and MR [31]. Different studies use different definitions of
those technologies, and some studies do not provide any
definition of the investigated technologies at al, which
complicates any systematic review or analysis of these studies.

According to Hollerer and Feiner [32], VR involves the user
interacting with an artificial environment by sight, sound, touch,
and the other senses, whereas AR allowsthe user to experience
the real world with additional interactive artificial elements
[32].

Therefore, both VR and AR to some extent combine a virtual
world or its artificial augmented computer-generated el ements
with the real world. Based on common characteristics of the
terms, Milgram et al [30] united the concepts under the term
MR within a framework they caled the reality—virtuality
continuum (Figure 1).

In this paper, the term MR will be used in accordance with the
framework by Milgram et al [30]. Thus, all studies that usethe
terms VR, AR, or MR were included in the search procedure.
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Figure 1. Reality—virtuaity continuum framework [32].
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Mixed Reality and Fall Prevention

MR technologies have frequently been used for training and
rehabilitation purposes [33]. The popularity of these
technologies has drastically increased in recent years, and they
have received a lot of attention in scientific research. Many
recent papers have discussed the advantages of MR technologies
for training.

One of the advantages of using MR for training is that they
promote an external focus of attention for the user by providing
virtual cues (eg, projection onto the floor or awall) [33]. Motor
learning literature dividestraining instructionsinto 2 categories:
those that promote an internal focus of attention (by referring
totheindividua’sbody parts) and those that promote an external
focus of attention (by referring to external objects such asastep
box or wall). Recent studies showed that having an externa
focus of attention resultsin better motor learning.

Another advantage of MR is that it provides implicit learning,
which means “learning without awareness of what is being
learned” [33]. Implicit learning methods have a better effect on
rehabilitation and training than learning with explicit
instructions. MR can help to provide an implicit learning effect
by creating an external focus of attention, as mentioned above,
or by providing a concurrent cognitive task or task variation
[33].

MR aso helps users to learn and memorize the physical
exercises better than traditional video demonstration. In astudy
on the implementation of the AR training system YouMove,
Anderson et a [34] demonstrated that this system helps users
learn and memorize physical exercises twice as effectively as
a conventional video demonstration.

One very important advantage of MR is its ability to increase
users motivation to exercise [33] and, consequently, to help
them achieve a higher exercise intensity. MR also creates a
contextual situational experience for the user [35]. MR
applications display instructions step by step, identify items,
and provide textua information. MR can also create different
exercise variations and provide task-specific training [33].

Specifically regarding elderly users, MR can help older adults
perform physical exerciseswithout trainer supervision. Kojima
et al [15] presented an AR system that providesinstructionsand
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control speed of exercisesto reducetherisk of physical overload
and adlow older adults to use it without a supervision.
Furthermore, older users have described the use of MR systems
asintuitive and satisfying [35].

Methods

Study Design

This systematic literature review was conducted according to
the Preferred Reporting Items for Systematic Reviews and
Meta-Analyses (PRISMA) guidelines[36]. The current review
methodology consists of 4 main stages: planning, a database
search, screening of the results, and analysis of the selected
studies. Three researchers (AN, WC, and AB) were involved
inthe search, screening, dataextraction, and analysis processes.

Planning of the Systematic Literature Review

Research Questions

Before conducting the systematic literature review, apreliminary
literature review was performed to identify the needs for the
systematic literature review. From these preliminary results,
the following research questions for the systematic literature
review were formulated.

RQ1: Which MR technologies have been used for elderly
training and how?

RQ2: How effective are MR technologies interventions in
reducing fall risk factors?

Definition of “ Older”

Different sources provide different estimations of who qualifies
as “older” adults, often due to cultural differences and
country-specific conditions. For instance, the World Health
Organization [37] considers“older adults’ to include people of
at least age 65, whereas the American Association of Retired
Persons uses the term “older adults’ to refer to people of age
50 and up [38].

Several relevant studies have used the age group 50 and above
astheir target group [39-41]. Therefore, we decided to include
all studiesthat focus on people aged 50 years and aboveto cover
all relevant studies.
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Inclusion and Exclusion Criteria

Because we aimed to cover asmany related studies as possible,
at this stage of the review, we decided to include both studies
on participants with a history of falls and those on elderly
participants with arisk of falling.

Based on the above aims, the research questions, and
considerations, the following inclusion and exclusion criteria
were defined:

«  Thetarget group of each study must be people aged 50 and
above.

«  Thestudy’s participants should not have a chronic disease.

«  The study must focus on fall prevention and use physical
exercise asafall prevention method.

«  The study must investigate MR intervention.

«  Thestudy must include an investigation of the intervention
effect, which is measured by the number of fals or risk
factorsfor faling.

« The study must include more than 1 session of physical
training.

« The paper must be a scientific publication published in
peer-reviewed journal.

We excluded publications such as theses, dissertations, review
papers, surveys, preliminary or pilot studies; publications that

Table 1. Number of search resultsin the electronic databases.

Nishchyk et a

describe only research design; non-English papers; and research
with no control group.

Database Search

Before the start of the database search, the main search terms
were identified based on the research aim and research
guestions. The main terms, which had to be included in some
forminthe considered publications, were elderly, falls, and MR
technol ogies. Wethen a so included synonyms and similar terms
as aternatives to these main terms, such as “older,” “seniors,”
“aged,” and “ageing” for elderly; “fal,” “fals,” and “falling”
for fals. In the databases that support the wildcard symbol “*”
the search term “fall*” was used. To include al the MR
technologies, all 3 discussed above (ie, “augmented reality,”
“virtual reality,” and “mixed reality”) were used.

The final generated search string was thus as follows: (elderly
OR older OR seniors OR aged OR ageing) AND (fall OR falls
OR falling) AND (“virtual reality” OR “augmented reality”
OR “ mixed reality”)

The search was performed iteratively from February 16, 2020,
to June 23, 2020. A total of 7 databases were searched:
ScienceDirect, Web of Science, ACM Digita Library, IEEE
Xplore Digital Library, PubMed, MedlinePlus, and Cochrane
Library. The search results in each database are presented in
Table 1.

Library Total number of search results
ScienceDirect 3496

Web of Science 245

ACM Digital Library 363

IEEE Xplore Digital Library 1498

PubMed 134

MedlinePlus 4

Cochrane Library 98

Sum 5838

Screening Process

Thetotal number of identified resultswas 5838. After duplicates
were eliminated, 5164 records remained, and these were
screened for title relevance. At this stage, reviews and
dissertationswere a so removed. The number of excluded studies
after title screening was 4751. The abstracts of the remaining
413 papers were read and analyzed. The studies that did not
satisfy the inclusion and exclusion criteriawere identified. For
instance, 54 studies did not consider MR intervention, and 66
did not focus on physical exercises. Detailed explanations of
why papers were excluded are presented in Textbox 1. From
the 413 papers whose abstracts were analyzed, 331 were

https://aging.jmir.org/2021/2/€27972

excluded at this stage. Asaresult, 82 papers were assessed and
read in full.

At this stage, papers were excluded for the following reasons:

« The authors were not using MR technology as an
intervention.

«  Thefocus of the paper was not on physical exercises.

«  Thestudy investigated the attitude of the participantstoward
the technology rather than the effect of the intervention.

« Thestudy had only 1 session of physical exercise.

«  The paper described aresearch design.

«  The study did not have a control group.

«  The paper presented a preliminary or a pilot study.
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Textbox 1. Reasons for study exclusion.

1. Papers after title screening (n=413)

« Focusisnot relevant (focus on fear, emotions, cognitive training, learning, disease; n=149)
« No MR intervention (n=54)

«  Thetarget group is not the elderly (n=44)

o Survey or review papers (n=6)

« Nophysica exercise or no fall prevention (n=66)

« Registered trials (no academic publication) (n=10)

«  Non-English papers (n=2)

2. Papersafter abstract screening (n=82)

« Investigate usability, acceptability, or experience (n=9)

«  Focusother than fall prevention (n=5)

«  Preliminary or pilot studies (n=10)

o Assessment of an evaluation model, algorithm, or measurement system (n=6)
«  Study protocol or study design (n=3)

« Include participants who arefrail or after trauma (n=11)

.  Development or technical investigation (n=4)

«  Nocontrol group (n=11)

«  Conference publications (n=2)

3. Papers after full-text screening (n=21)

After the full-text assessment, 61 more studies were excluded.  the Berg Balance Scale (BBS) [42] and the Timed Up and Go
Theremaining 21 papers passed all of theinclusion criteriaand (TUG) test [43], were included in the quantitative synthesis
were included in the qualitative synthesis (Figure 2). The 12 (meta-analysis).

studiesthat used the 2 most common outcome measures, namely,
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Figure2. Process of the systematic literature review using a PRISMA flow diagram. PRISMA: Preferred Reporting Itemsfor Systematic Reviews and
Meta-Analyses.
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Qualitative Synthesis

The 21 papers included in the qualitative synthesis were
reviewed in detail, with particular focus on the following data,
which were extracted and compiled in adatatable.

Aim of the study

Type of exercise (eg, walking, balance exercise, strength
exercise)

Intervention technol ogy

Study sample size, demographics, and fall histories

Study design

Involvement of health care professionals/caregivers

https://aging.jmir.org/2021/2/€27972
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Duration and frequency of theintervention; follow-up after
the experiment

Outcome measures

Results

Quantitative Analysis

To systematically access the results of the selected studies,
identify a common effect of MR intervention, and try to find a
relation between different study designs and their results, a
meta-analysis was performed. The BBS [42] and TUG [43]
scores were the most common outcome measures used in the
selected studies with asimilar study design. Therefore, studies
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that used the BBS and TUG wereincluded in the meta-analysis.
Other outcome measures were used in too few studies to be
included in the meta-analysis.

Because both the BBS [42] and TUG [43] measures were
assessed, the standardized mean difference (SMD) between the
intervention and control groups were calculated, with a high
SMD corresponding to better physical performance with the
intervention. Study heterogeneity was assessed by examining

the data extraction tables and estimating the 12 statistic and the
Cochran Q test statistic. Based on this, a random effects
meta-analysis was considered appropriate. The SMD was
calculated with 95% Cls and P values to assess the pooled
differences between the control and treatment groups within
the BBS and TUG measures. Publication bias was assessed
using funnel plots and Egger test for the small-study effect. To
estimate an overall pooled effect from the BBS and TUG
measures, we used a method for robust variance estimation in
meta-regression with dependent effect size (ES) estimates
implemented in the user-developed Stata package robumeta.
This method takes into account dependent effects due to
correlated estimation errorswhen the 2 outcome measureswere
collected on each participant in several of the studies. For the
correlated effects model, the value of the correlation rho was

Figure 3. Distribution of number of participantsin the selected studies.
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set t0 0.8. Stataversion 15 (StataCorp) with the user-devel oped
packages metan, metafunnel, metabias, and robumeta was used

for all estimations.

Results

Qualitative Synthesis of the Selected Studies

Overview of Selected Studies

All of the selected studies were published between 2012 and
2020. The papersreported research with similar aimsto evaluate
the effectsof MR intervention on fall prevention for older adults.
All of the studiesfocused on determining the effect of particular
MR interventions. Despite the similar goals and methods (12
studies used randomized controlled trials, while 9 were
intervention studies with experimental and control groups), the
study designs differed in many aspects.

Sample Size and Demographics

Thetotal number of participants over all considered studieswas
1524. The number of participants per study ranged from 18 [44]
to 302 [29]. The mean number of participants was 72.57 (SD
68.93). A histogram of the number of participantsin each study
is presented in Figure 3. Of the 21 considered studies, 13 used
at least 40 participants (61.9% of studies).

71-90 91-110 111-200 <200

Number of participants

The studies had varying minimum age requirements for
participants. Ten studies used 65 years as the minimum age
requirement for participation in their study [44-53], and 4 used
60 years [29,54-56]. One study [57] used 66 as the minimum
age requirement for participants, and 3 studies [28,58,59] used
55 or 56 years as the minimum. Three more studies did not
specify a minimum age requirement for participants [60-62].
The study with the highest mean age was that by Rendon et a
[56] with 85.7 (SD 4.3) years for the experimental group and
83.3 (SD 6.2) years for the control group. The study with the
lowest mean participant age was that by Singh et al [58] with
61.12 (SD 3.72) years for the experimental group and 64.00
(SD 5.88) years for the control group. The majority of studies

https://aging.jmir.org/2021/2/€27972
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recruited participants of both genders; however, 4 focused on
older women [53,58,61,62].

Twelve studies [28,29,45,46,48,50-52,54-56,60] involved the
recruitment of community-dwelling older people. Yesilyaprak
et a [44] and Htut et al [47] recruited older adults living in
nursing or elderly homes; other studies did not specify this
choice.

Another participant characteristic considered was a previous
history of falling. Four studies[29,44-46] recruited older adults
who have experienced afall before (or had balance issues); the
remaining 17 papers did not specify the participants history of
falsor if they were at arisk of falling.
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Study Design

Twelve papers [28,29,47,48,50,52,54,56,58-61] described
randomized controlled trials, and the remaining 9 reported
intervention studies with experimental and control groups and
preintervention and postintervention measures of different
physical and mental parameters of the participants (Table 2 and
Multimedia Appendix 1).

Four studies divided the participants into more than 2 groups.
Lee et al [61] compared 3 groups: an MR intervention group
(experimental group), a self-Otago exercise group (control
group), and ayogagroup. Phu et al [45] and Sapi et al [55] used
an MR training group, a control group that performed physical
exercises, and a control group that did not. Htut et a [47]
divided participantsinto 4 groups. an MR-based exercise group,
abrain exercise group, a control group that performed physical
exercises, and a control group that did not. The remaining 17
studiesdivided the participantsinto 2 groups: experimental (MR
intervention) and control groups.

https://aging.jmir.org/2021/2/€27972
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Five studies [48,49,53,56,59] compared the effect of MR
intervention with the results of a control group whose only
intervention was in the form of educational materials and fall
prevention recommendations. Eleven studies
[28,29,44,50,52,54,57,58,60-62] compared the effects of MR
intervention with those of conventional physical exercise. Three
studies[45,47,55] with more than 2 groups of participants (see
the above paragraph) compounded this comparison with the
results of a control group that did not receive any physical
intervention. Two studies [46,51] did not specify whether the
control group performed any exercises during the experiment.

The majority of the studies performed the testing procedure
before and after the intervention. Only 3 papers reported a
follow-up study 6-9 months after the experiments [29,46,48],
which alowed them to include the number or frequency of falls
as an outcome measure.
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Table 2. Summary of the qualitative results of the systematic review. Full table can be found in Multimedia Appendix 1.
Study Type of exercise Technology Sample size (n); age Duration of intervention  Outcome measures
(years)? (experimental  and follow-up
and control groups); gen-
der
Park and Yim [60]  Virtual “kayaking”  3p yRP program 72;72.97 (SD 2.98) and 6 weeks: 2 times per Cogpnitive function, muscle

Mirelman et al [29]

Phu et al [45]

Yesilyaprak et al
[44]

Leeet al [61]

Duque et al [46]

Bachaet a [54]

Htut et a [47]

Gschwind et al [48]

Sépi et al [55]

Singh et al [58]

Rendon et a [56]

Stanmore et al [59]

Yoo et a [62]

Cho et a [49]

Walking on atread-
mill

Balancetraining

Balancetraining

Otago exercises (ex-
ercisesfor leg mus-
cle strength and bal-
ance, progressing in
difficulty)

Balancetraining

Four Kinect Adven-
tures games

VR gamesand brain
games

Balance sessionsand
muscle strength ses-
sions

Microsoft Xbox 360

Kinect videogames

Wii Fit games

Wii Fit games

Tailored fall preven-
tion exergame pro-
gram

Otago exercise

Wii Fit games

with a3D beam pro-
jector

VR system with a
modified Microsoft
Kinect, computer,
and alarge screen

VR system (Balance
Rehabilitation Unit)

BTSNIRVANA VR
Interactive System

ARC-based Otago
exercise

VR system (Balance
Rehabilitation Unit)

Kinect Adventures
Gamesfor Microsoft
Xbox 360 Kinect

Microsoft Xbox 360
Kinect

i StoppFalls,
PC/Kinect-based fall
preventive exercise
game (exergame)

Microsoft Xbox 360
Kinect

Nintendo Wii Fit
with aBalance
Board

Nintendo Wii Fit
with aBalance
Board (WBB)

Laptop and Kinect
sensor

Computer with a
web camera, head-
mounted display

Nintendo Wii Fit
with aBalance
Board

74.11 (SD 2.88);
male/female: 36/36

302; 73.3 (SD 6.4) and
74.2 (SD 6.9); mae/fe-
male: 182/100

195; median 78 (IQR
73-84); male/female:
65/130

18; 70.1 (SD 4.0) and
73.1 (SD 4.5); male/fe-
male: 6/12

30; 72.60 (SD 2.67),
75.80 (SD 5.47), and
76.40 (SD 5.54):
male/female: 0/30

60; 79.3 (SD 10) and 75
(SD 8); mae/female:
28/42 at baseline

46; mean 66.5 (range
65.0-71.75) and mean
71.0 (range 66.0-74.5);
male/female: 12/34

84; 75.8 (SD 5.19);
male/female: 47/37

153; 74.7 (SD 6.7) and
74.7 (SD 6.0); mae/fe-
male: 60/93

75; 69.57 (SD 4.66),
69.12 (SD 4.19), and
67.18 (SD 5.56);
male/female: 6/70

36; 61.12 (SD 3.72) and
64.00 (SD 5.88);
male/female: 0/36

40; 85.7 (SD 4.3) and
83.3 (SD 6.2); male/fe-
male: 14/26

106; 77.8 (SD
10.2)/range 58-101 and
77.9 (SD 8.9)/range: 58-
96; male/female: 23/83

21; 72.90 (SD 3.41) and
75.64 (SD 5.57);
male/female: 0/21

32;73.1(SD 1.1) and
71.7 (SD 1.2); male/fe-
male: not specified

week; 50 minutes per
session

6 weeks: 3 times per
week; 45 minutes per
session; follow-up after
6 months

6 weeks: 2 times per
week; 30 minutes per
session

6 weeks: 3 times per
week; 50 minutes per
session

12 weeks: 3 times per

week; 60 minutes per
session

6 weeks: 2 times per
week; 20 minutes per
session; follow-up after
9 months

7 weeks: 2 times per
week; 60 minutes per
session

8 weeks: 3 times per
week; 30 minutes per
session

16 weeks: 180 minutes
per week; follow-up af-
ter 6 months

6 weeks: 3 times per
week; 30 minutes per
session

6 weeks: 2 times per
week; 60 minutes per
session

6 weeks: 3 times per
week; 3545 minutes
per session

12 weeks: total exercise
time of 359 minutes,
fall diary for 3 months
after experiment

12 weeks: 3 times per
week; 80 minutes per
session

8 weeks: 3 times per
week; 30 minutes per
session

strength, standing and sitting
balance

Fdl rate; gait speed; variabil-
ity, endurance, balance; mo-
bility; attention; and more

Balanceand physical perfor-
mance, fear of faling

Dynamic balance, standing
balance, fall risk

Muscle strength, balance
ability, static and dynamic
load distribution, fall effica-
cy

Posture, fall rate, gait, grip
strength, serum measure-
ments, depression, fear of
falling

Postural control, gait, car-
diorespiratory fitness, cogni-
tion

Balance, muscle strength,
cognition, fall concern

Fall risk, hedlth status,
health measures, physical
measures, cognitive mea-
sures

Balance, reaction, move-
ment velocity

Fall risk, fear of fall

Coordination and agility,
dynamic balance, balance
confidence

Balance, risk and fear of
fall, mobility, pain, mood,
fatigue, cognition, quality of
life, falls

Balance, gait, falls efficacy

Balance
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Study Type of exercise Technology Sample size (n); age Duration of intervention - Outcome measures
(years)? (experimental  and follow-up
and control groups); gen-
der
Kuet a [28] Balancetraining 3D interactivesyss  36; 64.7 (SD 7.27) and 4 weeks: 3 times per Dynamic balance, coordina-
temusing akinetic  65.0 (SD 4.77); male/fe-  week; 30 minutesper  tion, fal risk, posture
sensor male: 17/17 session
Anson et a [57] Walking on atread- TV, 2webcams, sta-  40; 75.8 (SD 6.5) and 4 weeks: 3 times per Gait, balance
mill tionary bulls-eyetar- 75.7 (SD 5.3); male/fe-  week; 30 minutes per
get male: 11/29 session
Tsangand Fu[50]  Wii Fit games Nintendo Wii Fit 79; 82.3 (SD 3.8) and 6 weeks: 1 time per Balance
82.0 (SD 4.3); malelffe-  week; 60 minutes per
male: 31/48 session
Leeetd [51] Wii Fit games Nintendo Wii Fit 40; 76.15 (SD 4.55) and 6 weeks: 2 times per Static and dynamic balance
with aBalance 75.71 (SD 4.92); week; 60 minutes per
Board and Wii Fit ~ mae/female: 17/23 session
joystick
Chen et a [52] Traditional Tai Chi AR training system 28; 72.2 (SD 2.8) and 8 weeks: 3 times per Balance

exercises

Jeonand Kim [53]  Regular, agrobic,

and flexibility exer-

(based on Microsoft
Kinect)

AR-based exercise
rehabilitation system

75.1 (SD 5.5); male/fe-
male: 3/25

27, 72.77 (SD 3.79) and
72.71 (SD 3.64);

week; 30 minutes per
session

12 weeks: 5 times per
week; 30 minutes per

Physical performance, bal-
ance, mobility, walking

cises
a 3D motion analy-
sis sensor

(UIN-HEALT); PC, mae/femae: 0/27

session skill, exercise, Self-Efficacy

Scale

3/alues (age) are listed as mean (SD) unless otherwise specified.
bVR: virtual reality.
CAR: augmented reality.

Duration of the I ntervention

The duration of the intervention experiments in the selected
studiesranged from 4 to 16 weeks. Thefrequency of thetraining
inthe majority of the studies (19 out of 21) was 2 to 3 exercise
training sessions per week; the exceptions were the studies by
Jeon and Kim [53], which had 5 training sessions per week, and
Gschwind et a [48], which did not specify the number of
training sessions per week but recommended 120 minutes/week
for balance exergames and 60 minutesweek for strength
exercises. Thetraining sessionsin all the studies had aduration
of 30-60 minutes per session, except [48] which did not specify
the duration of the training sessions.

Type of Exercise and Technology

Asaphysical exercise basisfor the MR intervention, the studies
used different conventional exercises; sets of training sessions
and games, including kayaking; walking on a treadmill;
variations of a balance training; and exercise complexes with
different types of exercises. Seven studies used commercial
console games: Kinect games [54,55] and Wii Fit games
[49-51,56,58]. Two studies used walking on atreadmill [29,57].
Two used Otago exercises (exercises for leg muscle strength
and balance, progressing in difficulty, in addition to awalking
plan) [61,62]. Four studies used balance training [28,44-46].
Two used other sets of exercises: acombination of balance and
muscle strength sessions [48] and regul ar, aerabic, and flexibility
exercises[53]. Park and Yim [60] used virtua “kayaking,” Chen
et al [52] used traditional Tai Chi exercises, Stanmore et al [59]
used atailored fall prevention exergame program, and Htut et

https://aging.jmir.org/2021/2/€27972

al [47] used VR games for physical training and brain games
for cognitive training.

Regarding the technology used in the selected studies,
commercia off-the-shelf consoles were used in 7 of them: The
Nintendo Wii Fit in 5 [49-51,56,58] and the Microsoft Xbox
360 Kinect in 2 [54,55]. Two studies used the Balance
Rehabilitation Unit VR system [45,46]. Yesilyaprak et al [44]
used the BTSNIRVANA VR Interactive System, Jeon and Kim
[53] used the AR exercise rehabilitation system UIN-HEALT,
and Gschwind et al [48] used the iStoppFalls system, which is
based on the Kinect sensor. Three additional studies used other
systems based on the Kinect sensor [28,52,59].

I nvolvement of Health Care Professionals/Caregivers

Information about specialists' involvement in exercise sessions
was also extracted from the selected studies. Eight studies did
not mention the involvement of any health care specialists or
physiotherapists during the exercise training sessions. In 7
studies, the training sessions of the participants were supervised
or lead by health care professionals [29,44,45,51,56,58,59]. In
the study by Tsang and Fu [50], only control group training was
led by health care professionals. In the study by Jeon and Kim
[53], the intervention system was operated by an exercise
speciaist who controlled participant’s training modules and
difficulty levels. In 4 studies, participants had 1 or severa pilot
sessions (trial sessions, familiarization sessions) [54,55,58,62].
In 6 studies participants received educational materials/booklets
or fall prevention recommendationg/instructions
[46,48,51,57,59,61]. Participantsin the study by Chen et al [52]
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received instructions from a certified Tai Chi master. In 2
studies, the exercises were conducted by health care specialists
[47,55].

Outcome Measures and Results

The most common outcome measure was balance. Seventeen
papers used bal ance (static and dynamic) as an outcome measure
for their study, meaning only 4 studies [46,48,54,58] did not
use balance as an outcome measure. Other outcome measures
considered in the selected studies included gait parameters
[29,54,57,62], muscle strength [47,60,61], mobility [29,53,59],
and posture [28,46,54].

Four papers [29,46,48,59] evaluated not only fall risk factors
but also the number of fals. For instance, Mirelman et al [29]
demonstrated that the fall rate in the intervention group was
significantly lower after the treatment than before. The results
of the conventional exercise group did not show a significant
decrease in the number of fals.

Eighteen studies demonstrated that the MR intervention had a
positive effect on thefall risk factorsand fall rate among elderly
participants[28,29,45-53,55-57,59-62]. Three studies[44,54,58]
did not find a significant difference between the experimental
(MR intervention) and control groups.
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Quantitative Analysis. Principal Analysis Results

Data from BBS and TUG measures of physical function were
pooled for quantitative analysis (Figure 4). Participants' balance
measured using the BBS was reported in 9 trials
[28,44,47,50-52,57,59,62]. There was a statistically significant
difference between the BBS scores of the intervention and
control groups (ES: 0.564, 95% CI 0.246-0.882; P<.001) with
heterogeneity statistics of 12=54.9% and Q=17.74 (P=.02). The
robumeta analysis showed the overall pooling effect from the
BBS and TUG measurements: the SMD was 0.37 (0.02-0.72),
with P=.04.

Participants’ balance measured using the TUG was reported in
11 trials [28,44,45,47,48,50-52,55,57,59]. The analysis also
showed a statistical difference between the TUG scores of the
intervention and control groups, but this difference was not
significant (ES: 0.318; 95% CI -0.025 to 0.662; P=.07). The

heterogeneity statistics were 1°=77.6% and Q=44.63 (P<.001).

From the corresponding funnel plot (Figure 5) and the Egger
test for small-study effects (P=.76 and P=.11) for the BBS and
TUG scores, respectively, aminor publication biasin the studies
on TUG (P=.11) might be present.
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Figure4. Meta-analysisforest plot [28, 44, 45, 47, 48, 50-52, 55, 57, 59, 62].

Nishchyk et a

%

Study ES (95% CI) Weight
BBS
Anson et al. (2018) —— 0.45(-0.18, 1.08) 11.62
Chen et al. (2020) —_—— 0.85 (0.07, 1.63) 9.38
Htut et al. (2018) -0.20 (-0.81, 0.41) 11.98
Kuetal. (2019) 0.00 (-0.67, 0.67) 10.88
Lee et al. (2017) —_— 1.15 (0.48, 1.82) 10.90
Stanmore et al. (2019) —_— 0.53 (0.12, 0.95) 15.56
Tsang and Fu (2016) —_— 1.12 (0.65, 1.60) 14.41
Yesgilyaprak et al. (2016) ——— 0.70 (-0.28, 1.68) 7.06
Yoo et al. (2013) - 0.45 (-0.41, 1.33) 8.22
Subtotal {l-squared = 54.9%, p = 0.023) <> 0.56 (0.25, 0.88) 100.00
TUG
Anson et al. (2018) —— 0.38 (-0.25, 1.00) 8.81
Chen et al. (2020) —_— 1.16 (0.35, 1.86) 7.40
Gschwind et al. (2015) -0.12(-0.44, 0.19) 11.26
Hiut et al. (2018) ——— -0.71 (-1.34, -009) 8.82
Ku et al. (2019) — 0.65 (-0.04, 1.34) 8.27
Lee st al. (2017) —_— 1.41 (0.71, 2.10) 8.24
Phu et al. (2019) -0.40 (-0.81, 0.00) 10.62
Sapi et al. (2019) e 0.75(0.19, 1.31) 9.34
Stanmore et al. (2019) —— 0.24 {(-0.17, 0.65) 10.57
Tsang and Fu (2016) —— 0.45 (0.01, 0.91) 10.28
Yesgilyaprak et al. (2016) -— 0.10 (-0.84, 1.05) 6.39
Subtotal {l-squared = 77.6%, p = 0.000) O 0.32 (-0.03, 0.66) 100.00
NOTE: Weights are from random effects analysis
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Figure5. Funnel plot for TUG.
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To explain the high level of heterogeneity, the data were
assessed in relation to several different parameters:. the control
group approach (exercise/no exercise/not specified), the MR
technology used (developed in-house/off-the-shelf product),
and the total time participants spent exercising. However, no
statistical differences were found among the groups. These
results could be related to the small number of studiesincluded
inthe meta-analysis, especially after they were split into several
categories. For instance, there was only 1 study using the BBS

https://aging.jmir.org/2021/2/€27972

RenderX

test (Figure 6) that contained a control group that did not
perform physical exercise. Alternatively, the high level of
heterogeneity could be related to other differences in study
design or participant demographics, such asdifferencesin mean
participant age or exercise intensity.

Overall, both BBS and TUG results demonstrate improvement
with the MR intervention. The BBS improvement was found
to be significant with a bias (P<.001), whereas the TUG
improvement was not significant (P=.07).
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Figure 6. BBStest forest plot based on control group approach. BBS: Berg Balance Scale [28, 44, 47, 50-52, 57, 59, 62].
%
Study ES (95% CI) Weight
Conventional exercises |
Anson et al. (2018) ——O-E— 0.45(-0.18, 1.08) 11.62
Chen et al. (2020) — 0.85 (0.07, 1.63) 9.38
Htut et al. (2018) —_— -0.20 (-0.81, 0.41)11.98
Ku et al. (2019) — . 0.00 (-0.67, 0.67) 10.88
Tsang and Fu (20186) | —— 1.12 (0.65, 1.60) 14.41
Yesgilyaprak et al. (2016) . — 0.70 (-0.28, 1.68) 7.06
Yoo et al. (2013) —_— - 0.46 (-0.41, 1.33) 8.22
Subtotal (l-squared = 59.3%, p = 0.022) {t) 0.48 (0.08, 0.89) 73.54
1
Not specified X
Lee et al. (2017) — 1.15(0.48, 1.82) 10.90
Subtatal (I-squared =.%, p =) {:} 1.15(0.48, 1.82) 10.90
1
- I
No exercises !
Stanmore et al. (2019) — 0.53 (0.12, 0.95) 15.56
Subtotal (l-squared =.%,p=.) <> 0.53(0.12,0.95) 15.56
1
Overall (I-squared = 54.9%, p = 0.023) Q 0.56 (0.25, 0.88) 100.00
1
NOTE: Weights are from random effects analysis !
T T | I

-1 0
Control better

Discussion

Principal Findings

The systematic literature review provides an analysis of MR
technologiesthat have been used for elderly training and use of
MR interventions in the studies (RQ1). The results showed a
common use of commercial consoles and alack of specialized
software/hardware that focuses on physical training and
developed specifically for older users. The study also revealed
a positive effect of MR intervention on the fall risk factors of
older adults. The quantitative analysis of BBS and TUG shows
an improvement of participants physical functions (RQ2).

Number of Relevant Papers

Although our database search yielded a high number of
candidate articles, only 21 studies satisfied al inclusion and
exclusion criteriaand wereincluded in thisqualitative analysis.
Because these studies used awide variety of outcome measures,
only 12 were included in the quantitative meta-analysis. Many
papers were excluded because their research focus was outside
the scope of this work, for example, focusing on a particular
disease, investigating fear of falling, or considering participants
emotions and attitudes toward MR. This indicates the huge
scope of current research interestsin MR technologiesfor ol der

https://aging.jmir.org/2021/2/€27972
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adults; however, it also reveals a dearth of studies focused on
the effects of MR intervention on the physical health and risk
of falling of healthy older individuals. According to Hamm et
al [63], technological interventions (including MR) have been
developed for various purposes within the scope of fall
prevention research, such as diagnostics, fal detection,
self-assessment for assistive equipment or fall risk treatment,
postfall treatment, and injury prevention. This could explain
the high number of initial search results, because, despite their
different focuses, al such studies consider technical intervention
in the context of falls with older adults as a target group.
However, in this study, we focused only on studies that
considered the effect of MR fall prevention interventions on
health-related fall risk factors and fall frequency.

Study Design

The selected studies had substantial variations in study design
and intervention protocols. For instance, the studies had different
durations and numbers of physical training sessions per week;
the total exercise time in the studies included in the
meta-analysis spanned awiderange, from 360 to 2880 minutes.
Additionally, the studies used different types of physica
activities and investigated different MR technologies for
intervention, and the papers included little to no information
about the training intensity. The number of participants and
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their demographics also differed from one study to another. All
of these factors complicate the process of systematically
comparing the studies and their outcomes.

One substantial point of variation among the study designswas
the control group approach. In severa studies
[28,29,44,50,52,54,57,58,60-62], control groups performed
traditional physical training, whereas in other studies
[48,49,53,56,59], control groups did not do any physical
exercise, and some studies did not specify thisaspect at all. The
control group approach is crucial in understanding the effects
of interventional MR technologies. If a study comparesan MR
intervention group with a group that did not perform any
physical exercise, the effect cannot be explicitly attributed to
the MR intervention, because the MR and the physical exercise
are likely to have produced a combined effect. Because the
focus of thisresearch is on the effect of MR intervention on the
training process, the studiesthat comparetraditional intervention
methods with intervention using MR technology have more
relevance in the context of our research.

The diversity of the study design, participant demographics,
sample sizes, and intervention protocols makes it difficult to
compare the studies and their outcomes. Choi et al [64] came
toasimilar conclusion in their systematic review of exergames
and interactive interventions for elderly fall prevention. They
claimed that there was no consensus regarding study design
among the papers they included in their review, which made it
difficult to draw scientific conclusions on the effectiveness of
different intervention methodol ogies.

Therefore, it is important to develop general design
recommendations for studies aimed at the assessment of the
effectiveness of technical intervention as a fall prevention
method for older adults. In addition, more studies with large
sample sizes should be performed based on the developed
recommendationsto allow the comparison of the results across
studies and the formulation of scientific conclusions on the
effectiveness of MR intervention.

Outcome M easures

The selected studies used different outcome measures, which
made it complicated to compare the results across studies and
perform a meta-analysis. The studies used different physical
and cognitive parameters, such as the participants' static and
dynamic balance, to represent the outcome of the experiment.
Furthermore, they used different tests and test systems, such as
the BBS and TUG scores for dynamic balance assessment, to
quantify these parameters. Eleven studies used the TUG to
measure the dynamic balance of the participants as a primary
or secondary outcome measure, and 9 studies used the BBS for
the same purpose. However, dynamic balance is just one of
many common physical parametersthat are commonly accepted
as an indicator of fall risk among the elderly. The considered
studies also used gait, muscle straight, and mobility as the
outcome measures, and some included cognitive function tests
or fear of falling assessment.

In addition to complicating the comparison and analysis of the
results, the differencesin outcome measures indicate that there
is no consensus on which parameters are important to consider
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inresearch onfall prevention in older adults. According to Perell
et a [65], fall risk assessment does not have a standard within
or across settings. Choi et a [64] mentioned in their review that
there was a wide variety of outcome measuresin the reviewed
publications. Therefore, more studies using the same outcome
measures should be performed to enable a comparison of their
results.

Three studies[29,46,48] included afollow-up 6-9 months after
intervention, and in another study [59] authors instructed
participants to keep a 3-month fall diary; both of these
approaches made it possible to investigate the actual rate of
falls experienced by older adults after they participated in the
studies. Follow-up studies also allow researchers to measure
study outcomes along time after the experiment and determine
if the participant continues exercising and maintains the results
of thetraining. This review demonstrates alack of longitudinal
studies and studies with a follow-up period on the order of
monthson MR interventionsfor fall prevention. Futureresearch
in this area should focus on longitudinal studies.

In the context of fall rate measurement, it is aso important to
mention that only 4 studies [29,44-46] collected information
on the participants’ previousfalls history and the remaining 17
papers did not specify the participants' fall history or if they
were at arisk of faling. However, current history of falsisa
fall risk factor [9] and could influence the results of the data
analysis, especially inthe case of fall rate assessment. Therefore,
it isrecommended that information about participants previous
history of fallsand fall risks be collected in MR fall prevention
intervention research.

I nvolvement of Health Care Per sonnel/Car egiver sand
Introduction to Participants

One of the aspects we wanted to investigate was the invol vement
of health care specialists or caregivers in experiments process.
In several studies, the training sessions of the participants
(experimental group or control group) were supervised or led
by health care professionas [29,44,45,50,51,53,56,58,59].
However, the papers do not provide many details on how the
training supervision was performed or how much assistancethe
participants needed from the health care professionals.
Moreover, 8 studies did not mention the involvement of any
health care specialists or physiotherapists during the exercise
training sessions [29,44,45,50,51,56,58,59].

In severa studies, the participants aso received information,
recommendations, or instructions on the use of MR technology
and how to perform the assigned physical exercisesin different
forms. However, the corresponding publications did not mention
how much MR assistance the participants needed during the
experiments or how much help the health care specialists and
physiotherapists provided during the MR intervention. This
makes it difficult to understand if the results of the training
could differ depending on each user’s ability to use the MR
technology unassisted.

Factors That Can Influence the Outcome of the MR
Intervention

MR intervention istreated as ablack box in most of the studies.
There are many factorsthat can affect the outcome. For instance,
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the papers did not provide any details on the usability issues
that elderly participants may have experienced with the MR
intervention. According to theliterature, elderly usershave high
demands regarding the usability of technology [66] and tend to
have low acceptance of technology [67]. According to Tuena
et a [68], usahility is very important, especially for virtual
systemsused in medical contexts. Usability influencesthe ease
with which a task can be accomplished, whether the user can
perform the task quickly, whether the user can retain an
understanding of how to use the system, and how many errors
the user makes[68]. We can assumethat all of these parameters
influence the effect of the MR-based physical activity. For these
reasons, it is important to understand if participants have
experienced any usability issues during the intervention.

In addition to usability there are other factorsthat can influence
the acceptance of technology by elderly. Because an evaluation
of the acceptance of technology was not a priority of thisreview
and meta-analysi s, we excluded studiesthat focused specifically
on acceptance and perception aspects of MR intervention
technology for fall prevention. However, considering such
factorsincluding usability as an additional characteristic in the
context of physical function testing could reveal confounding
factors that could influence the results of the studies.

Variety of Typeof Training Sessionsand Technologies

Different types of physical activities were used in the selected
studies, including kayaking, variations of a balance training,
and Tai Chi. The complexity of the exercises ranged from a
simple walk on a treadmill to a complete exercise program
including several types of exercises such as balance training
and strength exercises. However, despite the difference in the
exercise approach, al the studies demonstrated that MR
intervention had a positive effect on the physical functions of
the participants. From this, we may conclude that the mere
performance of regular physical exercise has a greater value
and importance than the type of exercise. Consequently, the
future development of MR systems for fall prevention should
focus on users’ motivation to exercise regularly. However, very
few studies used multiple types of physical activities. To
perform ameta-analysis and investigate possible differencesin
effectiveness among various types of exercises, more studies
that use the same type of physical activity and the same study
design would be necessary. Thus, further investigation of MR
interventions in combination with different physical activities
is needed to determine the most effective combination for fall
prevention among ol der adults.

Regarding the type of MR technology, 7 studies
[49-51,54-56,58] used commercial video game consoles
(Microsoft Kinect motion sensor device and Nintendo Wii video
game console€). The results of thisreview demonstrate alack of
specialized software/hardware devel oped for physical exercises
with older users as atarget group. Future research should focus
on devel oping and testing MR fall prevention systems designed
specifically for older users that would, for instance, help to
increase usability within the target group.
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Terminology

One of the main challenges we experienced during the review
process is the inconsistent use of terminology in defining MR,
VR, and AR technol ogies. Some of the studiesthat used similar
interventions or sometimes even the same system used different
termsto defineit. For example, in the study by Ku et a [28], a
Microsoft Kinect, alaptop, and abig screen were used to create
an interactive training environment, which the authors called
an AR system, whereas Mirelman et al [29] used a modified
Microsoft Kinect, a computer, and a large screen to create a
very similar set up but described it as a VR. This clash in
terminology despite the similarity of the systems demonstrates
the need for further investigation of MR interventions and
clearer definitions of theterms AR and VR, especially because
of how popular these technologies have become. Clearer
definitions would help researchersin their investigation of the
benefits of these technologies in relation to fall prevention
among older adults.

Limitations

Thisreview was limited by the high degree of heterogeneity in
thedata pooled for meta-analysis. Although the eval uated studies
share similar aims and methodologies, there were many
differencesregarding their study design and outcome measures,
such as experiment duration, types of physical exercises and
technologies, and participant demographics. We acknowledge
the high statistical heterogeneity across the meta-analysis
indicating unknown between-trial variability. The results of the
meta-analysis should therefore be viewed with caution.

Another limitation of this study isthat we did not assess quality
of the selected studies, for instance, using instruments such as
GRADE (Grading of Recommendations, Assessment,
Development and Evaluations) [69] or the PEDro scale (The
Physiotherapy Evidence Database) [70]. However, a thorough
qualitative analysis of the studies was performed.

In this systematic review, we considered studies that included
an investigation of the effect of MR intervention against falls
among older adults, which is measured as the number of falls
or risk factors for falling. However, we excluded publications
that focused only on fear of falling, falls self-efficacy, and
cognitive functions, athough these are also fall risk factors.
Further research should investigate MR fall prevention
interventionsin relation to these outcome measures.

Recommendations for Future Work

MR technology has the potential to help prevent falls among
the elderly and improve the overall quality of their lives.
However, more research should focus on the effect of MR
intervention on elderly physical health and the risk of faling
among healthy elderly individuals. More specifically, we find
that the following main points should be addressed in future
work.

« Genera recommendations regarding study design and
intervention protocols should be developed for MR fall
prevention intervention research.

«  More research should be conducted with a homogeneous
study design and using the same outcome measures.
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+  More longitudina studies on MR fall
interventions should be conducted.

« Researchers should collect information on participants
history of falls.

- The involvement of health specialists and caregivers in
experiments should be specified.

« More studies on the effects of MR fall prevention
intervention should also include aparallel study on factors
such as MR usability that can influence the acceptance of
the technology and the outcome of the intervention.

prevention

Conclusion

The systematic review and meta-analysis were performed to
gather dataand summarize evidence of the effectiveness of MR
interventions as a fall prevention method for older adults. To
our knowledge, this is the first systematic review and
meta-analysis to examine the effectiveness of the full spectrum
of MR technologies for fall prevention intervention. Previous
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similar reviews have focused specifically on VR [27] and
exergames [64].

The qualitative analysis on the selected papers demonstrated
that results of most studies showed the positive effect of MR
intervention on the fall risk factors of older participants. The
meta-analysis results suggest that MR interventions improved
physical function as measured by the BBS and TUG scores.
The results of this study are in agreement with a recent
systematic literature review [64] on the use of exergames for
fall prevention and a recent meta-analysis [27] on the effect of
VR interventions on mobility and balance among older adults.

This study demonstrated that the use of MR interventions has
a positive effect on physical functions in older adults. MR has
the ability to help elderly users perform physical exercises,
which could prevent fallsamong older adults and improve their
health conditions. More research should focus on the effect of
MR interventions on elderly health and therisk of falling among
healthy elderly individuals.
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