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Abstract

Background: Alzheimer disease and Alzheimer disease—+el ated dementiarepresent complex neuropathol ogiesdirectly challenging
individuals, their families, and communities in the United States. To support persons living with dementia, family or informal
caregivers often encounter complex financial, psychological, and physical challenges. A widely used solution such asaconsolidated
web-based assistance or guidance platform is missing, compounding care challenges.

Objective: In preparation for designing an internet-based artificial intelligence—driven digital resource platform, a qualitative
interview study was conducted to characterize the challenges and needs of family caregiversin the United States.

Methods: A semistructured interview topic guide in English was developed by engaging community partners and research
partnerships. Family caregiver participants were purposefully recruited viavarious means, such asword of mouth, local dementia
community service providers, digital recruitment emails, flyers, and social media. Interested individuals were first invited to
complete an eligibility screening survey, and eligible individual s were then contacted to arrange a web-based in-depth interview
viaZoom (Zoom Video Communications) from January 1, 2022, to May 31, 2022. A follow-up survey was administered in May
2022 to provide an overview of the participants demographics, socioeconomic characteristics, and caregiving information.
Thematic analysis in aframework approach was used to identify and organize themes and the study findings.

Results: Following the prescreening of 150 eligible respondents, 20% (30/150) individuals completed both the interviews and
follow-up survey, allowing for an in-depth look into the challenges, experiences, and expectations of primary caregivers of people
living with dementia. Most participants (20/30, 67%) were primary caregivers of persons with dementia, and 93% (28/30) had
provided carefor at least ayear. Most participants were aged >50 years (25/30, 83%), female (23/30, 77%), White (25/30, 83%),
and non-Hispanic (27/30, 90%) and held abachelor’s or graduate degree (22/30, 73%). Collectively, al participants acknowledged
challengesin caring for people living with dementia. Thematic analyses elicited the challenges of caregiving related to functional
care needs and financial and legal challenges. In addition, participantsidentified the need for an integrative digital platform where
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information could be supplied to foster education, share resources, and provide community support, enabling family caregivers

to improve the quality of care and reducing caregiver burden.

Conclusions: This study emphasized the difficulties associated with the family caregiver role and the expectations and potential
for a supportive web-based platform to mitigate current challenges within the caregiving role.

(JMIR Aging 2023;6:e47577) doi: 10.2196/47577
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Introduction

Background

Approximately 6.5 million Americans aged =65 yearslive with
Alzheimer disease (AD) and AD-related dementia (ADRD)—a
debilitating and progressive neurocognitive disease leading to
the loss of memory and motor function and other negative
psychosocial symptoms [1,2]. The number of persons living
with AD or ADRD isexpected to grow to 13.8 million by 2060,
calling for innovative solutions to address thisincreasing public
health crisis [1]. Persons living with dementia often require
many aspectsof care, including dressing and support with daily
activities as well as arranging for specialized health
professionals such as nursesfor personal care, advisorsfor legal
issues, or accountants for financial assistance [3]. Most people
living with dementia are cared for by family or informal
caregivers, and the largest proportion of these caregivers
comprises spouses, followed by children and children-in-law,
with most being female [3]. The caregivers of people living
with dementia face a significant burden considering that these
caregivers themselves are often older or juggling their own
professional and other family responsibilities [3]. To combat
theincreasing public health burden, the National Plan to Address
Alzheimer’s Disease called for enhancing support for people
living with dementiaand their familiesaswell asfurther funding
for AD research and the development of effective interventions
[4,5].

The family caregivers of people living with dementia provide
the vast majority of direct care and care management, and they
face a high degree of psychological, physical, and financia
stress [1]. These caregivers are most often family members or
friends (eg, unpaid, family, or informal caregivers) [6]. There
are>11 million family caregivers of peopleliving with dementia
inthe United States providing an aggregate of >16 billion hours
annually, with an estimated economic cost of US $271.6 billion
for their care needs in 2021 alone [1]. These family caregivers
are at greater risk of developing depression, anxiety, social
isolation, and physical health problems because of the chronic
stress associated with caregiving [6,7]. Moreover, caregivers
encounter various additional challengesin their role, including
difficulties in accessing relevant caregiving services and
information, dissatisfaction with the quality or lack of trust in
available services, and the inflexibility of existing service
options[8]. Although previous research has highlighted general
caregiving challenges, thereisalack of studiesthat specifically
explore the financial (eg, where to find assistance if there are
difficulties in paying for caregiving services), legal (eg, issues
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of guardianship), and functional (eg, assistance in meeting
activities of daily living) difficulties experienced by family
caregivers of people living with dementia. Therefore, it is
imperative to highlight the importance of enhancing family
caregiving support and gaining acomprehensive understanding
of caregivers chalenges. Gaining a comprehensive
understanding of caregivers challenges and needed supportsis
essential for deriving real-world, practical solutionsto improve
caregivers quality of life and, in turn, that of their care
recipients living with dementia[9].

Several studies have suggested the importance of innovative
technological solutions for empowering and supporting people
living with dementiaand their family caregivers[10,11]. Digital
tools have presented promising meansto assist family caregivers
in seeking information to improve the care they provide to
people living with dementia [12]. However, the information
provided by currently available digital search engines and
web-based educational resourcesisnot alwayseasily accessible
or useful and is rarely individualized or tailored to the diverse
needs of family caregivers. There is a need for more
theory-driven digital toolsto assist caregivers[13] and involve
them in devel oping and designing digital health solutions [14].
A conceptual model derived from aweb-based caregiver forum
suggested that understanding individuals with ADRD, their
caregivers, the caregiver—individual with ADRD dynamic, and
the context of care is essential to improve care for individuals
with AD or ADRD and their caregivers [15]. Future programs,
tools, and services devel oped must involve caregivers early and
be both accessible and tailored to caregivers' specific needs,
which can, in turn, reduce the caregiving burden [7,16].
Objectives

Considering the need for caregiver-centered assistance tools,
and in preparation for designing an interactive web-based
artificial intelligence (Al)—driven digital resource platform, this
study aimed to investigate (1) thelegal, financial, and functional
challenges that caregivers face in providing care for people
living with dementia and (2) their expectations for the features
of a digital health platform that assists in identifying and
accessing the legal, financial, and functional care support and
services needed to provide quality care and reduce caregiver
burden.
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Methods

Overview

In this study, a community-engaged research framework [17]
was used to engage both researchers and communities of people
living with dementia to identify and define health problems,
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determine the research questions asked, interpret results, develop
interventionsto address public health problems, and disseminate
the results of the study. By engaging community members and
researchers in understanding the key aspects of caregiving for
individuals with AD and ADRD (Figure 1), a semistructured
interview topic guide was devel oped.

Figure 1. Aspectsof caregiving for individuals with Alzheimer disease or Alzheimer disease-related dementia.

Senior
financial

advisor
-

Private
insurance

e Transportation

Hygiene

[

Caregiver
and family
Retirement $,« Financial Home care a, In-home aid
53\"”93 U planning planning = services
@ Professuonal Health
Edcrﬁﬁ care services |nsumncc
:illl
Physical and
msuscimfgrgg ‘ﬂ occupational therapy
Living will |2= Legal v Medical Advanccd
and trust |3 matters - care dlrcctlvcs

Assisted
living

Hosplcc

Mursing
home

Theinterview topic guide wasformulated by |eading researchers
after considering the priorities expressed by relevant
stakehol ders who were part of our preliminary formative work.
Pretesting of the interview topic guide was conducted with
multiple caregivers. The final version (Multimedia Appendix
1) was achieved through collaborative discussions involving
caregivers, community partners, and researchers. Thefollowing
aresomeillustrativeinterview questions aimed at exploring the
challenges and experiences related to caregiving as well asthe
expectationsfor aweb-based tool designed to assist caregivers:
(1) What was the most challenging aspect of finding and
securing living arrangements or financial services or legal
services for your care recipient? (2) Did you consult with any
professionals to help you with caregiving responsibilities? If
not, why not?If so, what kind of professionalsand how did you
select them?and (3) If you could have a“ magic wand” to create
a web-based tool or platform that would assist you with your
caregiving, what kind of features would it have?

The findings of this study will contribute to the design of a
digital health platform funded by the National Institute on Aging
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through the Small Business | nnovation Research program aimed
at enhancing caregiving support.

Study Setting

This qualitative study was conducted between January 1, 2022,
and May 31, 2022. This study adopted a purposeful sampling
method to recruit caregivers of people living with dementia
through local dementia community service providers; word of
mouth; and web-based approaches such as recruitment emails,
flyers, and social media (eg, Facebook and Linkedin). The
sample size of the study was determined based on data
saturation, referring to the stage at which further data collection
is unlikely to provide novel information or ater the existing
analysis and interpretations in qualitative studies [18]. All
in-depth interviews were conducted in English using the Zoom
(Zoom Video Communications) web-based platform. The
research team consisted of members from diverse cultural,
ethnic, and gender backgrounds, bringing together expertisein
biomedical engineering, business, medicine, computer science,
and public health. The process of enrollment, follow-up, and
analysisis presented in the study flow diagram (Figure 2).
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Figure 2. Study flow diagram.
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Enrollment

Assessed for eligibility (N=822)

Excluded because they did not meet
the inclusion criteria (n=672)

Eligible (n=150)

Excluded because they were not
available to attend interviews (n=115)

Completed interviews (n=35)

[ Follow-up ]

Excluded because they did not
complete follow-up survey (n=5)

-

Completed follow-up survey (n=30)

[ Analysis ]

Analyzed (n=30)

Participants

Individuals who conveyed an interest in the study were invited
to compl ete aweb-based screening questionnaire to assesstheir
eligibility and willingness to participate. The questionnaire
included an electronic informed consent agreement in English,
which provided essential details about the study, including a
description of the study objectives and activities, contact
information of the study leaders and the institutional review
board (IRB) agency that approved the study, confidentiality and
privacy, compensation, and instructions on how to indicate
voluntary participation.

The inclusion criteria for participants were as follows:
individuals aged >18 years who were nonpaid caregivers of
people living with dementia These potential participants
included adult children, spouses, partners, other family members,
or legal guardians of people living with dementia who were
actively involved in making legal and financial decisions.
Moreover, participants had to be seeking eldercare services
within the United States and had to have expressed concerns or
aperceived need for moreinformation on financial management
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and legal planning related to caregiving. In addition, access to
a smartphone or computer with internet connectivity was
necessary. Conversely, the exclusion criteria ensured that care
recipients were living in the community, excluding nursing
homes, locked memory care units, or other institutional settings.
Furthermore, this study intentionally excluded formal caregivers,
such as paid or professional caregivers, to focus solely on the
experiences and challenges faced by nonpaid caregivers.

Procedures

Interested individua swerefirst invited to complete aweb-based
eligibility screening survey to assess their eligibility and
willingness to participate. Eligible individuals were contacted
viaemail and phone to arrange web-based in-depth interviews
conducted in English. Theinterviews were conducted by study
personnel viaZoom video callsthat took place between January
2022 and May 2022. The study personnel who conducted the
interviews were graduate students who had received training
on human participant research and digital health information to
familiarize themselves with the study context and participants.
The study personnel began each interview with an information
session and obtained verbal informed consent from the
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participants to take part and be recorded. Each interview was
guided by the pretested semistructured interview topic guide,
lasted approximately 40 to 60 minutes, and concluded by asking
participants if they had additional questions. After the
participants exited the on, therewas often a short debriefing
session among the study personnel. The recorded audio of the
Zoom meeting in English was first transcribed using either
Zoom or Otter.Al, an Al-powered automatic and real-time
transcription tool. Thetranscripts were then cleaned by the study
personnel and uploaded to a shared encrypted Dropbox drive
(Dropbox, Inc). In May 2022, participants who had completed
the interviews were contacted to complete a follow-up survey,
which aimed to collect information regarding their demographic
characteristics.

Analysis

Using the qualitative research framework approach [19],
thematic analysiswas conducted to identify and organize themes
and the study findings. The framework approach was devel oped
in the 1980s [20] and is widely used in analyzing qualitative
datain health research [19]. Thisapproach involves several key
steps, including transcribing interviews, becoming familiar with
the interview material, coding, developing an analytical
framework, applying the analytical framework, charting data
into the framework matrix, and interpreting the data[19]. The
researchers read the transcripts to familiarize themsel ves with
the data and developed the codebook in 3 steps. First, the
researchers (QF, LD, MNH, and JV) developed a preliminary
codebook using the interview topic guide and several randomly
sel ected transcripts. Randomi zation was conducted by selecting
transcripts represented by study ID numbers using analytical
software. The researchers then determined a transcript with
abundant findings to code together and revised the codebook
in a group meeting. Finally, 2 independent coders (QF and
MNH) coded 5 transcripts to refine and finalize the codebook
with the guidance of experienced eldercare and qualitative
research advisors (MGO, SL, and CLK). No new themes or
codes came up while coding the remaining transcripts. The 2
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coders (QF and MNH) independently coded all the transcripts
using the Windows version of the NVivo (version 12.0; QSR
International) software. Theintercoder reliability was eval uated,
with an average agreement rate of 98.52%, indicating almost
perfect agreement. The study personnel (QF, LD, MNH, and
JV) discussed any disagreements and reached a consensus after
a thorough review. After completing the coding process, the
researchers (QF and MNH) devel oped aframework and charted
thefindingsinto aframework matrix in a Microsoft Excel sheet
(Microsoft Corp). This involved documenting the identified
major themes, with subthemes nested under each major theme.
For each subtheme, explanations and key quotes from
participants reflecting the subtheme were provided.

Ethics Approval

The research team obtained ethics approval from the IRB at
Texas A&M University (IRB approval IRB2021-0943D).
Informed Consent

The study personnel asked all participants for electronic
informed consent in the screening survey and obtained verbal
informed consent from participants before they were
interviewed.

Results

Description of the Sample

Prescreening surveys were completed by 822 respondents, of
whom 150 (18.2%) were eligible. Of those 150 eligible
respondents, 30 (20%) participated in the in-depth interviews
and completed the study survey. The background characteristics
of the 30 interview participants are presented in Table 1. More
than two-thirds (20/30, 67%) of the participants were primary
caregivers for people living with dementia, and 93% (28/30)
had provided care for at least 1 year. In total, 40% (12/30) of
the participants had provided care for >40 hours aweek for the
past 3 months.
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Table 1. Background characteristics of the study participants (n=30).

Background characteristics Values, n (%)

Rolein providing care for 21 adults aged >50 years

Participant is the primary caregiver 20 (67)
Someone else is the primary caregiver 4(14)
The participant shared caregiving responsibilities approximately equally with someone else 5(17)
Unknown 1(3)

How long has the participant been providing care or assistance for the carerecipients?

At least 6 months but <1 year 2(7)
At least 1 year but <5 years 14 (47)
At least 5 years but <10 years 8(27)
>10 years 6(20)
Over the past 3 months, approximately how many hours per week hasthe participant provided some form of carefor 21 adults aged >50
years?
<20 9(30)
20-40 9(30)
>40 12 (40)
Participant’s age (years)
35-49 5(17)
50-64 12 (40)
>65 13 (43)
Sex
Male 7(23)
Female 23(77)
Race
American Indian or Alaska Native 1(3)
Asian, Native Hawaiian, or Pacific Islander 1(3)
Black or African American 2(7)
White 25 (83)
Multiracial 13
Ethnicity
Spanish, Hispanic, or Latino origin or descent 3(10)
Other 27 (90)
Highest level of education completed
Some college but no degree 5(17)
Associate degree 3(10)
Bachelor’s degree 8(27)
Graduate degree 14 (47)

Employment status

Employed for wages 12 (40)
Homemaker or self-employed 4(13)
Unemployed or unable to work 2(7)
Retired 12 (40)

General financial statusat the end of the month
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Background characteristics

Values, n (%)

End up with some money left over
Have just enough to make ends meet
Does not have enough money to make ends meet
Does not know
Recruitment channel
Web-based advertisement (eg, Facebook and LinkedIn)
Email invitation
In-person presentation
Personal connection

Other

20 (67)
7(23)
2(7)
103

11(37)
13 (43)
2(7)
3(10)
13

A total of 83% (25/30) of the participants were aged >50 years.
Thisstudy had 77% (23/30) femal e participantsand 23% (7/30)
mal e participants. Intotal, 83% (25/30) of the participantswere
White; the remainder were American Indian or Alaska Native,
Asian, Black or African American, Native Hawaiian or Pacific
Islander, or multiracial individuals (5/30, 17%). The participants
were 90% (27/30) non-Hispanic and 10% (3/30) Hispanic
individuals. Regarding the highest level of education, 47%
(14/30) of the participants had a graduate degree, 27% (8/30)
had a bachelor’'s degree, 10% (3/30) had an associate degree,
and 17% (5/30) had attended some college but did not have a
degree. Of the 30 participants, 12 (40%) were employed for
wages, 4 (13%) were homemakers or self-employed, 2 (7%)
were unemployed or unableto work, and 12 (40%) wereretired.
A total of 67% (20/30) of the participants had some excess
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money at the end of each month, whereas other participants
(9/30, 30%) had just enough to make ends meet or did not have
enough to make ends meet. Most participants were recruited
through email invitation (13/30, 43%) and web-based
advertisements (11/30, 37%), but some were recruited through
in-person presentations and personal connections (5/30, 17%).

Themesand Main Findings

Overview

The final codebook (Table 2) consisted of 7 topical codes and
30 secondary codes with specific definitions for each secondary
code. On the basis of the codebook and coding results, Table 3
summarizes the findings of the interviews by presenting the
major themes, subthemes, and subtheme descriptions.
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Table 2. Analytic codebook of this study after a 3-step testing procedure

Topical code and secondary code Definition

Other caregiving challenges

Caregiving challenges Any other challenges that caregivers face and do not specifically belong in challenges related to older
adult living, financial, and legal servicesfor the care recipient

Living arrangements

Had living arrangement challenges Challenges regarding living arrangements (eg, nursing homes, assisted living, home care, hospice, and
postacute care placement) for the care recipient

No challengesregarding living arrange-  Statement that living arrangements were simple in their case or description of the ease of living arrange-
ments ment for the care recipient

Services used for living arrangements ~ Services, professional's, businesses, and facilities that a caregiver used to secure living arrangements for
the care recipient

Factorsfor identification and selection  Factors (eg, cost, location, quality, and referral) that influenced identifying and selecting living facilities
or at-home care agencies for the care recipient

Other Any other information that was related to older adult living for the care recipient but did not fall into

other existing codes
Financial

Had financial challenges Any stated challenges regarding the financial aspects of arranging care for a care recipient (eg, paying
for care, accessing finances, and working with financial consultants)

No financia challenges The participant stated that financial considerations for their caregiving experience were simple or not
challenging for them. Description of the ease of arrangement of the financial situation of the care recip-
ient.

Financial services used Services, professionals, businesses, and consultants that a caregiver used to navigate any financial re-
sponsibilities associated with caring for a care recipient

Consulted financial professionals The participant consulted financial professionals to help them navigate financial aspects of older adult

care for the care recipient.

Did not consult financial professionals The participant did not consult financial professionals to help them navigate financial aspects of older
adult care for the care recipient.

Awareness of benefits and other sup-  Whether the participant was aware of any additional support or any available socia benefitsto help pay

port for care or navigate the financial aspects of caregiving
Other Any other information that was related to the financial aspects of older adult care for the care recipient
but did not fall into other existing codes
Legal
Had legal challenges Any stated challenges regarding the legal aspects of arranging care for the care recipient
No legal challenges Description of the ease of arrangement of the legal situation of the care recipient
Consulted legal professionals Confirmation of having consulted legal professionals to help them navigate the legal aspect of older

adult care for the care recipient

Did not consult legal professionals Confirmation of having not consulted any legal professionalsto help them navigate the legal aspect of
older adult care for the care recipient.

Advanced directives The participant’s comments or experiences with setting up advanced directives for the care recipient
(advanced directives include 3 categories: living will, power of attorney, and health care proxy)

Other Any other information that was related to the legal aspect of older adult care for the care recipient but
did not fall into other existing codes

Caregiver support group

Used caregiver support groups Confirmation that the participant used or participated in any caregiver support groups

Did not use caregiver support groups  Confirmation that the participant did not use or participate in any caregiver support groups
Educational resources

Educational resourcesthat caregivers  Any educational topics or resources that participants had used in the past
used in the past

Expected features of a platform
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Topical code and secondary code Definition

Education The need for education materials, classes, programs, and peer-reviewed research evidence about caregiving
for people living with dementia

Caregiver support group The need for support groups or forums to connect with other caregivers of people living with dementia

Communication with health providers  Timely communication with health care providers to ask questions about the care recipient’s condition
about care recipient’s condition

Information or database to find facili-  Obtaining information to find trustworthy facilities, providers, and services for care recipients
ties, providers, or services

Mental health support for caregivers ~ Theneed for mental health support features of thedigital platform, such as stress or anxiety management,
affirmation techniques, or communication with mental health care providers about their own mental
health

Task-based notifications or reminders  The need for task-based notifications or reminders, such as taking medication, submitting paperwork,
and scheduling appointments

Quiality of the platform Any other qualities or ideal aspects of aweb-based platform that should be included

Other Other features that participants need that should be included in aweb-based platform that did not fall
into other existing codes
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Table 3. Themes, subthemes, and descriptions of subthemes

Theme and subtheme

Subtheme description

Emotional challenges and stressors
Lack of support for mental health
Physical health problems of family
caregivers
Balancing multiple responsibilities
Evolving relationship with care recipi-
ents

Functional challenges of daily living

Lack of information

Availability of resources

Accessibility to resources

Affordability of resources

Multiple caregiver dynamics

Challenges with paying for dementia care

Hard to understand the financial proce-
dures

Hard to navigate financial benefits
programs

High cost of caregiving

Difficulty in finding reliable financial
professionals

L egal challenges
Setting up advanced directives

Lack of information for legal proce-
dures

Difficultiesin finding eldercare law
attorneys

Expectations for a web-based platform
Mental health support groups

Educational resources

Information database to obtain services

Other qualities of aweb-based platform

Difficulty in obtaining mental health support or resources for caregivers themselves or alack of mental
health resources for the caregivers themselves

Theactua well-being and health of the caregiver as disabilities and other physical problems could hinder
providing care for care recipients

Various and multiple responsibilities in personal and professional lives that do not directly encompass
caregiving

Changesin dynamics between caregiver and care recipient because of dementiathat can lead to conflicts
or difficulties

Difficulty in obtaining educational information related to caregiving for people living with dementia or
specific to the care recipient’s stage of dementiato make decisions about older adult living arrangements

Difficulty in obtaining older adult living resources (eg, professional caregivers, facilities, and housekeep-
ing) because of the scarcity of resources was mentioned

Difficulty in obtaining access to or receiving qualification for older adult living services or resources
for the care recipient

Situations where cost of older adult living resources or services for the care recipient was prohibitive or
the costs were too high to be affordable

Situations or relationshipsthat have influenced decisions made regarding caregiving for the care recipient
because of caregiving responsibilities shared by multiple caregivers

Challenges associated with understanding the necessary financia aspects or procedures associated with
caring for a person living with dementia

Challenges associated with navigating or using the materials or pecuniary support, programs, insurance,
or other benefits that cover some costs of caregiving for people living with dementia

Challenges associated with financially supporting or paying for necessary caregiving resourcesor services
for people living with dementia

Challenges associated with finding reliable financial professionalsto seek advice or guidance from experts
in financial aspects of caregiving for people living with dementia

Written statement of care recipient’s wishes, such as will and powers of attorney

Challenges associated with understanding the legal aspects or necessary procedures associated with
caring for a person living with dementia, including preparing documents

Difficulties encountered while attempting to find lawyers who specialize in eldercare law

Groupsof caregiversof peopleliving with dementiain similar circumstanceswho can provide emotional
support and practical advice to each other

Educational resources to educate caregivers on topics and useful practices related to dementia and
caregiving for people living with dementia

A comprehensive database tailored to the needs of caregivers and care recipients for specific caregiving
services, including older adult living services, financial services, legal services, and mental health

Any other qualities (eg, easy to use, esthetic, reliable, and interactive) or features (eg, communication
tools and task-based reminders) of aweb-based platform that should be included

Theme 1: Emotional Challenges and Stressors

alack of support for caregivers emationa health, caregivers
physical health issues, balancing multiple responsibilities, and

All participants reported having some challengeswhenit came  evolving relationships and conflicts between caregivers and
to caring for people living with dementia. These challenges  care recipients (Textbox 1).
included alack of reliable guides and information on caregiving,
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Textbox 1. Emotional challenges and stressors.
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o Lack of support for caregivers mental health
«  Physica health issues with family caregivers

«  Balancing multiple responsibilities

«  Evolving relationships and conflicts between caregivers and care recipients

Many participants described caring for their loved ones as
“stressful” and “ overwhelming.” One participant noted a sense
of guilt and emationa conflict:

You feel like a failure for having to put him
somewhere...It is not easy to navigate all that. And
you do have those yucky feelings in the back of your
mind that you do not want to do this, but yet, you know
you should... [PID030]

Another caregiver reported the mental toll of caregiving:

Because she was no longer handling things the way
she had previously been able to, | found it very
challenging, trying to maintain a kind of calmness
and peace and stability in our home. [PID0129]

Caregivers needed to balance many other professional and
personal responsibilities, such as working and caring for other
family members, and this often led to significant stress. One
participant said the following:

| do not have the mental capacity right now. | am
trying to get tenure, and | have a kid, and | am
trying...to sell my mom’s house... [PID003]

Another participant mirrored the difficulties of balancing many
responsibilities:
You know, trying to take care of my mom and then
try to work a full-time job and then the other myriad
other responsibilities. Things are pretty busy.
[PID008]
Another participant said the following:

Even though | work from home, to be able to take
time off to attend a Zoom meeting or to go in person
has not been feasible. [PID0129]

Furthermore, caregiverswere emotionally taxed by the evolution
of their relationship with the people living with dementia as
their loved one's cognition and memory declined. These
evolving relationships sometimes led to conflicts that were
excessively stressful to resolve. With spouses, several
participants expressed emotional distress, with one saying the
following:

One day, he was going to bed. | said, “ | will be up
soon.” He turned around to me all serioudly [and]

https://aging.jmir.org/2023/1/e47577

said, “ What does your husband think about this?” |
was devastated. | thought, “ Oh my goodness, he does
not realize [heis my husband]” [PID058]

Another familiar caregiver relationship that was often strained
as the care recipient became increasingly dependent on the
caregiver wasthe parent-child relationship. One participant said
the following:

Itisjust hard seeing a parent on the slow decline...It
ishard, asyou can see, the cognition...It is sometimes
sad. You know the person that you once knew is not
the same person, but that does not make you love any
less, but it tugs at your heart a little bit. [PID092]

Another participant shared the strain on the parent-child
relationship:

| see my mom and her behaviors that are all related
to dementia. Sometimes, | have to have these walls
that tell meitisnot [that] sheisnot doing thisto me,
it isjust theillness, so | do not take it personally.
[PIDO18]

Theme 2: Functional Challenges of Daily Living

Family caregiversoften arranged living and functional assistance
for care recipients. Some options usually included in-home
professional caregivers; independent living arrangements; and
senior communities such as assisted living facilities, nursing
homes, or memory care. Furthermore, higher-acuity
circumstances called for escalated care, such as that delivered
in skilled nursing facilities and by palliative and hospice
services. In a postacute illness situation (acute hospitalization,
surgery, or significant illness), families may have needed to
consider acute and subacute rehabilitation facilities, home health
care services, and physical and occupational therapy agencies.
Challenges that participants reported in finding suitable acute,
subacute, and long-term living conditions included a lack of
information on the types of assistance, difficulty comparing
communitiesor support services, inability to pay or afford care,
and difficulty ng the quality of services (Textbox 2). For
many participants, it was difficult to obtain educational
information about the services offered by each type of entity
and which types of services were recommended in different
situations. This ambiguity affected the caregivers
decision-making and led to stress.
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Textbox 2. Functional challenges of daily living.
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o  Lack of information on types of assistance
«  Difficulty comparing communities or support services

« Difficulty assessing the quality of services

- Difficult obtaining information about types of services appropriate for different situations

o Inability to pay or afford care

One participant directly expressed these difficulties:

[1t's] been our experience when you look up assisted
living facilities near me or whatever...If you check on
one, there’'s no real way to contact that one. | don’t
even know where to begin. Do | even want to look at
this facility if we can’t afford it?...You can't get that
information. [PID030]

Another caregiver shared the difficulties of obtaining adequate
information on older adult living services:

| was dtarting from nowhere and having to
research...As for dementia, there's not a lot of
information because everybody’ s different. Everybody,
everyone, and every person with dementia have
different meanings. So, it's a little learning as you
go. [PID113]
When another participant was asked about the challenges of
finding older adult living services, the caregiver responded as
follows:

Textbox 3. Challenges with paying for dementia care.

[1] feel lost. We fedl like we don’t know what to do
sometimes. [PID022]

Another participant shared the difficulty of hiring reliable
professional caregiversfor the home:

Finding good caregivers was very difficult and a lot
of time[was] having to manage the caregivers. [The
caregiver] was as much work as having to help my
momand betherefor my mom. There are many issues
with the quality of care and people not showing up
on time or things like that. [PID003]

Theme 3: Challenges With Paying for Dementia Care

Family caregivers were also responsible for managing their
older loved ones financia arrangements, often being the sole
managers of the care recipient’s finances. In many cases,
participants mentioned that the overall expenses for care,
especialy professional assistance, were too high, preventing
them from initiating or maintaining such services (Textbox 3).

«  High expensesfor care and professional assistance
«  Challengesin finding affordable care

« Difficulty obtaining financial assistance

« Difficulty utilizing benefits

«  Confusion of management of property, estate, and funds

One participant shared that finding affordable care was the
primary challenge regarding eldercare:

She needs someone with her pretty much most of the
time. It’s something that we' re not sure we can afford
yet. That'sthe biggest thing is not being ableto afford
it. [PID022]

Another participant shared the high cost of constant care for an
older parent:

We have 24/7, 365 care for him. It's costly, but he
can't be left alone for any real period of time.
[PID021]
Some caregivers immediately recognized their inability to pay
for professional caregiving services, with one participant stating
asfollows:

I know that | financially could not pay for the cost of
nursing home care. [PID058]

https://aging.jmir.org/2023/1/e47577

Another financial challenge was caregivers’ or care recipients
inability to qualify for certain financial health care benefits.
One participant shared their difficulty using benefits:

Heisaveteran. I’ ve contacted the veteran association
(\VA), but you haveto have a 70% or higher disability
to gain access to their homes...He could eventually
go on a waiting list, but the waiting list is long.
[PIDO58]

Another participant shared the difficulties of obtaining financia
assistance because of specific qualifying parameters:

Medicare doesn't step in and won't help even with
the in-home health unless she has a broken hip. And
then they'll help with that. But for dementia alone,
they don’'t want you to put themin a nursing home,
but they also won't let you keep them [at] home or
[give] help. [PID064]
Some family caregivers found the management of property,
estate, and funds stressful and confusing. For many,
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understanding the process of setting up financial documents
was a daunting task, as one participant said:

For me, the most challenging has been finding out
what | needed to do, getting the right paperwork done.
[PID109]

One participant expressed the difficulties of navigating the
financial aspects of caregiving:

That was hard. There's just a lot of paperwork with
being a power of attorney, the financial power of
attorney, because every bank, every medical office,
everything wants a copy of all this stuff...It'sjust very
daunting and time-consuming for a person that
doesn’'t know that going into it. [PID003]

For many family caregivers, navigating insurance or other
benefits that cover some caregiving costs was also challenging.
One participant mentioned insurance policies:

Understanding the insurance and health things is
overwhelming for me. | don’t like sitting down trying
to read insurance policies..Trying to navigate
through that is overwhelming. [PID093]

Many participants expressed difficulties completing the
necessary steps to qualify for financial assistance programs.
One participant shared their experience with such difficulties:

| guess the biggest thing is I'm having some issues
with her [Social] security. My father passed away in
March. And when he passed away, she was supposed
to get his social security automatically and they
haven't done that yet. And I'm still in the process of

Textbox 4. Legal chalenges.

Fanetd

working on that...But with all the COVID and nobody
having offices open, it’s been tough. [PID034]

Family caregivers were usualy responsible for providing
additional financial support, including supplementing the care
recipients’ resources (eg, savings, benefits, and insurance) when
they wereinadequate to cover the costs of heeded services. One
participant expressed the financial burden of caregiving:

[We pay] all out of pocket. There's no help that |
know, and | have to pay for this kind of stuff...You
know, you're always trying to calculate...\WWhat are
we going to do if he lives beyond his money? It's not
a great position to be here. [PID021]

Another participant discussed the high out-of-pocket costs:

We don’'t have any long-term care insurance, and the
costsare pretty high. I1t'sgoing to go into our savings.
[PIDO27]

Theme 4: Legal Challenges

Families and caregivers often must prepare legal documents
such as advanced directives so that their loved one’swishes can
be communicated legally. M ost participants admitted that setting
up these advanced directives was adifficult decision and process
that had to be made with family membersand legal professionals
(Textbox 4). One participant expressed the difficultiesin setting
up advanced directives:

| had spoken to my mother about, “ Mom, you need
to get these things in place”’ And we need to take
care of these things. And she would just put it off, so
it would have been much easier for me if all of this
had already been put in place. [PID129]

«  Challenges setting up legal documentsincluding:
«  Advanced directives & living wills
«  Medical power of attorney
»  Financial power of attorney
o  Will / Probate
e  Guardianship

«  Difficulty finding lawyers specializing in eldercare law

Another participant shared an aspect of setting up advanced
directives that was particularly challenging:

The most challenging [aspect] was all the forms
need[ ed] a notary, so you [got to] get everything and
get everybody together to go someplace and have it
notarized. [PID050]

Owing to the process of obtaining the necessary documents,
many participants found it time-consuming, with one participant
stating as follows:

[Itis] time-consuming...It just takes forever to get it
done. [PIDO06]

https://aging.jmir.org/2023/1/e47577

In addition, participants reported alack of available educational
information about estate and asset management, making it hard
for family caregiversto understand the legal aspects or necessary
procedures for securing a loved one's belongings. Some
participants shared the need for understanding such procedures:

Having the whole process more transparent would
be phenomenal...It is convoluted and hard to
understand, hard to figure out... [PID102]

When addressing the challenges associated with asset
management, one participant said the following:

It would be great to have that [professional legal
advice], but | do not know how to find the help that
| need in that area. [PID106]
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Other participants also reported difficulty finding lawyers
specializing in eldercarelaw when they realized that they lacked
an understanding of the nuances of eldercare law, thus needing
specialized legal assistance. One participant found deciding
between different recommended lawyers difficult:

Just trying to decide among the different ones that
were recommended was probably the most
challenging part. [PID027]

Another caregiver noted the following:

...the choices for a lawyer are very slim. There are
very few lawyers that do senior law. And you want
one that does senior law. We found one who
eventually helped us with getting the durable power
of attorney, which is the financial aspect and the
medical power of attorney. [PID064]

In addition, those who hired eldercare lawyers found working
with them stressful and shared their experiences:

Knowing when to call them, wondering, “ Isthis phone
call going to cost? Are there add-onsthat my current

Textbox 5. Expectations for a web-based platform.

Fanetd

attorney hastold me about?” And she put everything
in the hands of her paralegal, which | amonly [abl€]
to communicate with through email, so | try
synthesizing my questions and thoughtsand only write
one email at atime. [PID110]

Theme 5: Expectations for a Web-Based Platform

As the participants discussed the challenges mentioned in
previous sections, they expressed their expectations of a future
digital solution and how it would ideally assist caregivers of
people living with dementia (Textbox 5). There was evidence
of a need for a comprehensive digital platform that integrates
mental health support, educational resources, an information
database on ol der adult care services, and other quality features.
One participant expressed the need for such a comprehensive
digital platform:

To have one place that would say, “ Have you thought
about this? Have you thought about this?” would be
helpful. [PID030]

« A comprehensive database of commonly needed professiona services
«  Mental health support and caregiver support groups
»  Educational resources on dementia and caregiving

« A platformthat is easy to use, aesthetic, reliable, and interactive

Many participants reported that mental health— and
caregiver-specific support groups on the digital platform would
help them and reduce the dearth of mental health care available
for caregivers of people living with dementia. They mentioned
that caregiver groups could provide emotional support and
practical advice to each other when experiencing similar
situations. One participant expressed the need for online support
groups:

| feel like a support group where you can
communicate as much as you want...Then have a
place to ask question[s]. That would be beneficial.
[PID0O03]

Another participant shared the need for self-care support:

Finding support groups is critical. We have to take
care of ourselves before we take care of others.
[PID106]

Another participant shared the need for localization of these
web-based support groups saying there should be “a chat
function so you can connect with others from your area...the
ability to connect with local people” (PID064).

Participants also would like a digital platform to provide
caregivers with educational resources on dementia and
caregiving for peopleliving with dementia. Caregiversrequested
an increased number of web-based educational topics related
to dementia that would be helpful in providing information on
and good practicesrelated to dementiaand caregiving for people
living with dementia. Some participants believed that these

https://aging.jmir.org/2023/1/e47577

educational resources would be helpful in guiding them on the
decision-making process, especially because there was a lack
of information and understanding regarding dementia
progression, older adult care, securing older adult living
arrangements, and understanding the financial and legal
processes involved. One participant expressed the importance
of educational resources:

| think educating people on what is coming next is
something that would at least help me. So, | know she
is going to lose her memory, and sheis not going to
be able to remember anything or 90% of things. It is
like mentally, physically, and around the house, | can
now prepare for that. | have got to be able to think
[about], thisis what | am doing for them right now,
[and] this is what it is going to be [in the future].
[PID106]
Other participants also shared that an educational resource on
the progression of dementia would be helpful, such as one
participant who stated as follows:

A timeline of progression in terms of someone’'s
dementia...so | can have a view of the future.
[PIDO50]

One participant summarized their ideal digital platform for
caregiving by saying the following:
We need a handbook on this saying, “ Okay, you have

got someone you love who has been diagnosed with
dementia” Or even start before that, where “ | think
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my loved one might have dementia” and have a
checklist of things to do next...I want a manual [on]
how to do this[caregiving]. [PID102]

There was widespread consensus among participants that a
comprehensive database of commonly needed professional
services would help caregivers and care recipients find older
adult living communities, home care agencies, financial services,
legal assistance, and mental health services. One participant
said that a valuable aspect of a web-based platform would be
“a database of available services. | think it would be great if
there were some ways just to say, you know how | can get help
with this, like getting [transportation for] my mom to the doctor”
(PID0Q7). Other participants expressed the desire for a system
to review and compare caregiving services and said that there
should be a functionality that allows caregivers to leave
“...feedback or comments or reviews [from] people who work
in the industry and their families who used the service”
(PID0O3).

Participants also expressed their expectations regarding other
qualities of aweb-based platform. Many participants hoped that
the web-based platform would be easy to use, esthetic, reliable,
and interactive. One participant said that the platform should
be“easily navigated by those of uswho are not that tech savvy”
(PID030). As they had limited time, severa participants said
that the web-based platform should be easy to use and
understand. One participant said the following:

Just some of that stuff [in] more in plain language,
where people do not have to research so much
becauseit takes so much time[to research]. [PID113]

Discussion

Principal Findings

This study focused on the legal, financial, and functional
challenges of caregiving for aperson living with dementia. Our
thematic analysis of interviewswith caregivers of peopleliving
with dementia showed that they are an underresourced group
with widespread struggles as they balance a multitude of
responsibilities, including familial obligations, work, financia
burdensrelated to care, finding reliable services and assistance,
navigating legal necessities, and seeking emotiona support. To
address these challenges, caregivers shared their expectations
for a future digital tool that could help relieve some of their
caregiving burden. Family caregiversreported their expectations
for a comprehensive and easy-to-use digital health platform
where they could search for educational and caregiving
information; seek support from peer caregivers, and find reliable
medical, financial, and legal professionals. Our results suggest
that acomprehensive database is needed to locate reliableliving
facilities, find financial and legal professionals to set up
documents, obtain timely advice from health care professionals
and dementia experts, manage caregiving-related stressthrough
support groups, and prepare for specific caregiving tasks by
providing organized reminders and relevant caregiving
education.

Following previous findings [21-23], our study confirmed that
family caregiversface avariety of challenges, including alack

https://aging.jmir.org/2023/1/e47577
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of mental heath support, difficulties balancing multiple
responsibilities, and alack of information about various services.
In addition, consistent with previous studies [8,24-26],
caregivers reported limited availability, accessibility, and
affordability of resources and difficulty finding reliable legal
and financial professionals. Furthermore, we found that
caregivers expressed concern about the insufficiency of current
social benefits programsto cover the costs of caring for aloved
one, underscoring a significant public policy landscape and
indicating the need to develop, implement, maintain, and
evaluate additional caregiver support programs [27].

In addition to supporting previous literature, there are severa
ways in which this study contributes to a current research gap.
First, we found that the relationship between caregivers and
their care reci pients and the dynamics among multiple caregivers
aresignificant factorsin the care decisions of peopleliving with
dementia. Therefore, eldercare services must consider engaging
familiesin aholistic decision-making process that accountsfor
multiple family caregivers and diverse stakeholders [28,29].
Furthermore, it isdifficult for family caregiversto locate readily
available and reliable information on the web about older adult
living options and functional care, legal procedures, and
navigating financial benefits and professionals. This indicates
the unmet needs of family caregivers and the significant demand
for comprehensive interventions and programs that provide
information and assistance in navigating these processes and
services. Therefore, solutions must be developed to support
caregiving for peopleliving with dementiaand resolve conflicts
between caregiving and work.

Owing to the various demands on their time, many caregivers
face conflicts between family and work obligationsthat, in turn,
may lead to possible work-related strain and a decrease in
caregiving performance and quality [30]. Providing care for
peopleliving with dementia has a so been reported to negatively
affect caregivers physical, mental, and social self-care [31],
indicating the need to provide educational resources about
self-care practices and a platform to connect caregivers faced
with similar challenges. Therefore, providing care support such
as task-based reminders, mental health support, and aid in
locating professional services would be particularly beneficial
to relieve the stress associated with balancing work and
caregiving. This study also revealed that many family caregivers
hoped that the digital tool would be easy to use, esthetic,
reliable, and interactive. These findings may provide insights
into the future development of digital platforms seeking to
engage family caregivers of people living with dementia as
target users.

It iscritical to develop adigital platform that provides helpful
and usable information to caregivers of people living with
dementia. To provide more sophisticated care recommendations
and support to caregivers of people living with dementia, Al
and large language models can be used to offer a tailored yet
comprehensive experienceto these users. Largelanguage models
are highly efficient at processing large amounts of data, which
can be used to sort through thousands of care options informed
by the needs, location, and financial situation of the care
recipient to find the right care solutions. To ensure that the
Al-powered personalized care-matching model offers accurate
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and safe recommendations, quality control and standardization
of the data used to train the model arecritical. In addition, expert
supervision should be used to validate and improve the accuracy
and quality of the results. Finally, such a model must be
regularly trained and updated using new data to ensure that it
is current and accurate.

Limitationsand Strengths

This study has several limitations. It was conducted via Zoom
with relatively few participants, who tended to be well educated
and had access to technology. As a result, this study may not
reflect the full range of caregiving experiences. Relatedly, the
participants' characteristics may not be representative of all
family caregivers of people living with dementia. In addition,
there may be biases in the analysis and interpretation of the
study findings as 2 primary coders had varying degrees of direct
experience providing care to people living with dementia.
Finally, because of the focus of the analytical framework and
predetermined research questions, as well as the potential
limitation of using saturation as end point for recruitment [32],
other personal caregiving experiences and participants
perspectives may be yet to be shared in full detail.

However, there are unique strengths to this study. First, this
study reached data saturation based on group discussion and
analysis [18], suggesting that the study findings summarized
the perspectives of the study sample comprehensively. Second,
participants were diverse regarding their socioeconomic
characteristics, such asage and occupation, so their perspectives
were valuable and applicableto many people. Most participants
in this study were female (23/30, 77%), non-Hispanic White
(27/30, 90%), and aged >50 years (25/30, 83%). This
demographic composition aligns with the findings of the 2020
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Caregiving in the U.S. report [33], which also highlighted that
>50% of family caregivers share such demographics.
Furthermore, the study team was composed of interdisciplinary
researchers, multigroup coding was conducted, discussions
regarding the analysis and results were thorough, and
participants were fully engaged in the design and reporting of
the study. Therefore, this study is one of the few studies carried
out using a participatory-based approach [17] and has
incorporated the theory of community-based research [34].

Conclusions

This study re-emphasizes the legal, financial, and functional
challenges that caregivers face in providing care to persons
living with dementia. All participants acknowledged challenges
in their caregiving roles. Realities such as caregivers physical
and financial limitationswere shown to exist within the context
of many other chalenges, demonstrating a complex,
intersectional environment for family caregivers. Specificaly,
the most common challenges included balancing other family
obligations and work, managing financial burdens, finding
reliable services, navigating the legal or financial process, and
seeking emotional health support. This offered acomprehensive
view of this population’s current challenges and a clear vision
of potential resources and interventions that may support
caregivers. Notably, participants expressed a need for a
comprehensive digital platform. It was identified that such a
platform should integrate mental health support, educational
resources, an information database on older adult care services,
and other quality features. Such a platform, coupled with a
further comprehensive analysis of the struggles and limitations
of current caregiver support, has the potential to assist this
population of caregivers of people living with dementia
significantly in their role.
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