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Abstract

Little is known about the decision-making processes around seeking more supportive care for
dementia. Persons with dementia are often left out of decision-making regarding seeking more
supportive care as their dementia progresses. This paper provides a description of findings

from the Decision-making in Alzheimer’s Research project (DMAR) investigating the process of
decision-making about transitions to more supportive care. We conducted 61 qualitative interviews
with two stakeholder groups: 24 persons with dementia, and 37 informal caregivers to explore
supportive care decisions and associated decision-making factors from the perspectives of persons
with dementia and their caregivers. We identified four main decisions that persons with dementia
and their informal caregivers played a role in: (1) sharing household responsibilities; (2) limiting
routine daily activities; (3) bringing in formal support; and (4) moving to a care facility. Based

on our findings we developed a schematized roadmap of decision-making that we used to guide
the discussion of our findings. Four crosscutting themes emerged from our analysis: unknowns
and uncertainties, maintaining life as you know it, there’s no place like home and resource
constraints. These results will be incorporated into the development of instruments whose goal is
to identify preferences of persons with dementia and their caregivers, in order to include persons
with dementia in care decisions even as their dementia progresses.

Statement of Ethical Approval
All study procedures and materials were approved by the University of Washington Institutional Review Board (UW IRB 00009803).

Declaration of Conflicting Interests
The authors declare there is no conflict of interest.



1duosnuen Joyiny 1duosnuey Joyiny 1duosnuen Joyiny

1duosnuep Joyiny

Taylor et al. Page 2

Keywords
Decision-making; dementia; caregiving; supportive care; decision tools

Introduction and Background

Persons with dementia are often excluded from important care planning discussions and
decisions such as transitions to higher levels of supportive care (Fetherstonhaugh et al.,
2013; Menne et al., 2009; Menne & Whitlatch, 2007). This lack of involvement often occurs
because persons with dementia have more difficulty expressing their preferences as their
disease progresses, especially regarding more complex decisions (Miller et al., 2019). As

a result, family (informal) caregivers’ perspectives are substituted instead (Boyle, 2013;
Samsi & Manthorpe, 2013; Teri & Logsdon, 1991). Although caregivers typically make
surrogate decisions based either on what they predict the care recipient would choose (i.e.
substituted judgement), or what is in the best interest of the care recipient (Cheung et al.,
2021; Garvelink et al., 2018), prior studies indicate that caregivers’ health care preferences
may differ from the person with dementia (Bamford & Bruce, 2000; Carpenter et al., 2006;
Feinberg & Whitlatch, 2002). Further, their consideration for care recipients’ preferences
diminishes over time and as the disease progresses (Reamy et al., 2013; Shalowitz et al.,
2006).

A supported decision-making process is recommended by ethicists as the preferred
alternative to surrogate decision making (Peterson, Karlawish & Largent, 2021). Ideally,

it allows persons living with dementia to stay involved, and select one or more close

and trusted supporters to assist them in making decisions that are aligned with their

values (Jaworska & Choing, 2021). The involvement of persons with dementia in decisions
regarding their own care is essential to personhood and person-centered care (Burshnic &
Bourgeois, 2020; Lanzi et al., 2017; Manthorpe & Samsi, 2016; O’Connor & Kelson, 2009).
Further, supported decision-making is often preferred by persons living with dementia their
families (Miller, Whitlatch & Lyons, 2016). Several studies have established that persons
with mild to moderate Alzheimer’s disease and related dementias are capable of stating
their values for everyday care and activities (Bolt et al., 2021; Feinberg & Whitlatch, 2001;
Smebye et al., 2012; Whitlatch et al., 2005), and feel less marginalized and are seen as

more autonomous when they participate in these decisions (Menne et al., 2008a; Miller et
al., 2018). Keeping persons with dementia involved in planning and decision making can
also improve their well-being and reduce dementia symptoms (Bonds et al., 2021; Menne et
al., 2008a; Mitoku & Shimanouchi, 2014; Samsi & Manthorpe, 2013). However, there is a
lack of research investigating how persons living with dementia manage to remain involved
in decision making, and how family members can engage them in discussions about their
values and preferences, especially for the many complex decisions that need to be made over
time.

The spectrum of supported decisions to be made in the context of dementia ranges from
everyday choices (e.g. regarding activities of daily living, physical activity, intimacy and
socialization) (Miller et al., 2016, 2019; Reamy et al., 2013; Whitlatch et al., 2005) to more
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complex decisions regarding advance care planning and end-of-life care (Browne et al.,
2021; Harrison Dening et al., 2019; Jimenez et al., 2018; Walsh et al., 2021). In between
these two ends of the decision-making spectrum, there are a variety of decisions that may
need to be made about higher levels of supportive care such as hiring formal caregivers or
other types of in-home help (e.g., use of cleaning or meal services, medical transport), using
adult day care services, or seeking an appropriate care facility. However, studies on higher
level supportive care decisions typically have been limited to those focusing on transitions
from home to long-term care facilities (1) among non-cognitively impaired individuals
(Chaulagain et al., 2021; Hirschman & Hodgson, 2018; McCullough et al., 1993; Roy et al.,
2018), (2) from the perspective of caregivers for persons with dementia but not including
persons with dementia themselves (Caldwell et al., 2014; Merla et al., 2018), and (3) on
shared decision making between persons with dementia and caregivers among small samples
(Garvelink et al., 2018).

Few studies have examined decision-making processes and decisions about supportive care
from both the perspective of the caregiver and the person with dementia. We sought to
address this gap in the literature by conducting a qualitative study with two objectives: 1)

to understand decisions and associated decision making factors related to seeking more
supportive care from the perspective of persons with dementia and 2) to explore the
experiences of persons with dementia and their informal caregivers as they made decisions
across the dementia care trajectory, with a focus on the largely unexplored period when
supportive care needs increase. We chose to use qualitative methods to understand the lived
experiences of persons with dementia and caregivers and to center the voices of persons
with dementia; an important strength of our study. We describe here key decisions made and
crosscutting themes related to decisions to seek more supportive care from the perspective of
persons with dementia and caregivers.

Methods

This study is part of the larger Decision Making in Alzheimer’s Disease (DMAR) study
(https://depts.washington.edu/hprc/projects/dmar/), a 5-year NIA-funded research project
that seeks to ensure that the voice of the individual with dementia is understood regarding
preferences around care decisions through the design of a discrete choice experiment (DCE)
tool.

Recruitment

We used purposive sampling to recruit individuals with mild to moderate dementia

and informal caregivers of persons with dementia for participation in semi-structured
interviews (Patton, 2014). We expanded our sampling to include persons with mild cognitive
impairment (MCI) to gain insight on early decisions related to memory loss. When possible,
persons with dementia and their caregivers were both recruited. Participants were recruited
from the University of Washington’s Alzheimer’s Disease Research Center (UW ADRC)
registry, and from community partner organizations, including assisted living facilities,
memory care facilities, senior centers, and the Washington state Alzheimer’s Association.
We worked with community agencies and the ADRC to recruit individuals from diverse
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ethnic and racial backgrounds.(Sharma et al, 2022) A one-page flier explaining the study
was sent to liaisons at partnering community agencies for distribution.

Participant screening took place over the phone. Inclusion criteria included participants
with cognitive impairment 65 years or older, fluency in written and spoken English,

and caregivers 18 years or older. Although all interviews were conducted in English, an
experienced bilingual Spanish-speaking interviewer was hired to facilitate recruitment and
interviewing of Hispanic/Latinx participants. Exclusion criteria for persons with dementia
included having a Dementia Severity Rating System (DSRS) Speech and Language score
of a 4 or higher. The consent process primarily took place over Zoom. If the participant
could not use Zoom, verbal consent was obtained via phone. The degree of memory loss and
function were assessed through caregivers’ responses to the DSRS. Persons with dementia
answered one question from the Behavioral Risk Factor Surveillance System (BRFSS):
“During the past 12 months, have you experienced confusion or memory loss that is
happening more often or is getting worse?” (CDC, 2019). We interviewed the caregiver
solely in cases where the person with dementia had limited English proficiency, as well as
when cognitive screening indicated a person with dementia would be unable to complete
the interview. Caregivers who participated solely were asked to answer the BRFSS for the
person with dementia.

Interview Guide: Research team members developed the interview guides with input from
dementia experts and community representatives. The research team pretested the interview
guide with a person with dementia and caregiver dyad and modified based on feedback.
(Interview guides are available in supplemental files.) All study procedures and materials
were approved by the University of Washington Institutional Review Board (UW IRB
00009803).

Semi-structured interviews were conducted between September 2020 and December 2021
by three staff experienced in qualitative interviewing. The interviews lasted approximately
45 to 60 minutes and were conducted via Zoom or phone. Participants provided consent to
video and/or audio recording. Participants received a $25 gift card for completion of the
study.

In the case of dyads, when possible, we interviewed each person separately, interviewing
the person with dementia first, to center their perspective. We asked caregivers to leave the
room during the interview, but to be available in case the person with dementia required
assistance.

After obtaining demographic information, the semi-structured interviews focused on the
course of dementia including symptoms, assistance needed and provided, and informal or
formal caregiving. Persons with dementia and caregivers were asked to describe decisions
that had been made or were being considered related to memory loss and the need for
supportive care. In the context of this study we defined supportive care as informal and
formal (paid) care to assist the person with dementia in activities of everyday life, including
support of instrumental activities of daily life (IADLSs), such as driving and managing

Dementia (London). Author manuscript; available in PMC 2023 November 30.



1duosnuen Joyiny 1duosnuey Joyiny 1duosnuen Joyiny

1duosnuep Joyiny

Taylor et al.

Page 5

finances as well as activities of daily life (ADLSs) such as dressing and personal hygiene
(Lawton & Brody, 1969). Additionally, participants were asked to describe any barriers
and facilitators to their decision making and to identify the key factors that influenced
their decisions. Interviews were transcribed by Rev (Rev.com., n.d.). All transcripts were
reviewed for accuracy and were de-identified prior to analysis.

Data Analysis

Results

We developed an initial coding framework based on prior research involving factors related
to older adults’ decisions about moving (Roy et al., 2018), decision making in the context
of dementia (Garvelink et al., 2018; Orsulic-Jeras et al., 2019), person-centered care (Fazio
et al., 2018; Kogan et al., 2016), as well preliminary surveys of older adults regarding
factors involved in considering transitions of care.(Turner, Engelsemas et al. 2020) Research
team members met weekly from January through mid-March 2021 to develop and refine
the codebook, utilizing an iterative inductive qualitative analysis (Leavy, 2020) process as
they read through transcripts. An investigator triangulation method was used by engaging
multiple study team members to assist in coding to minimize bias and increase validity

of our thematic analysis (Bennett et al., 2020; Patton, 2014). Three investigators coded 61
transcripts, double coding 50% of transcripts for each participant type, then single coding
the remaining transcripts while continuing to review each other’s coding for agreement, and
meeting to establish consensus on any disagreements as needed. We used the qualitative
software program Dedoose (version 8.0) to manage the coding process.

General coding domains included decision timing, decision making processes (seeking
diagnosis, preparing to age in place, providing/receiving IADL support, choosing in-home
supportive care, obtaining adult day care services, and moving to a more supportive
environment), and decision factors (health, values and beliefs, social, socioeconomic,
environment, and supportive care). Using the constant comparative method, research team
members collaboratively identified emergent themes from the codes for each participant
group, identifying the decision processes as well as factors that influenced decisions (Glaser,
1965).

Participant Description

We contacted 114 potential participants by phone and email and 61 (54 %) individuals
agreed to participate. Using purposeful sampling we sought to gain input from a variety of
individuals in terms of age, ethnicity, race, income and level of dementia. This is reflected in
Table 1, which describes the participants. We interviewed 24 persons with dementia with a
range of dementia severity of 1 to 27 (based on DSRS). Mean age of persons with dementia
was 75 (range 65-88 years). We interviewed 37 informal caregivers (23 spouses/partners, 14
adult children), with a mean age of 65 (range 42-88 years). We did not interview the person
with dementia for 19 of the caregivers, due to limited-English proficiency (5), unwillingness
to participate (2), death (5) and severity of dementia (7).
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Decision Making Around Transitions in Care

Twenty-four persons with dementia and 37 caregivers described the supportive care
decisions they had already made, were currently considering, and were planning for the
future. The majority of participants spoke about past and present decisions rather than future
decisions. This was particularly true for persons with dementia, of whom few engaged in
discussion about hypothetical or future decisions.

While each person’s decision timing and choices were unique, we identified common
decisions about seeking supportive care that took place over time. These decisions often
included: (1) seeking a dementia diagnosis, (2) shifting everyday tasks and household
responsibilities to others, (3) increasing safeguards and monitoring for the persons with
dementia, and (4) increasing care by either expanding informal support from family and
friends, moving formal caregivers into the home, or moving to a more supportive care
environment. Figure 1 depicts a simplified path encompassing various common decisions
participants described ranging over the disease trajectory. It is worth noting that persons
with dementia have varied trajectories and may not all face the decisions shown in Figure 1.
Further, their disease trajectory and decision-making path may not be linear, and they may
navigate different tensions and tradeoffs based on their individual situations. Still, Figure 1
provides a starting point to think about some of the common decision points that arise for
persons with dementia and their caregivers. The following section describes these decisions
in more detail. See Table 2 for a summary with representative excerpts.

Seeking a diagnosis

The earliest decisions described by participants were driven by the initial changes in
cognition that impacted everyday activities. One of the first decisions was to seek a
diagnosis. This process, referenced by roughly one third (9/24) of persons with dementia
and two thirds (25/37) of caregivers, was often long and the decision to seek a diagnosis,
while typically made by the affected individual, was often precipitated by suggestions from
a concerned partner or adult child.

And then, he suggested that | start to see some people who could see if they could
figure out what’s going on and why. And so that was when [ started to look for
doctors and then, took about three years to finally find a doctor that knew what was
going on with me. PWD_111)

Shifting of responsibility for everyday tasks

As dementia symptoms surfaced, roughly half of both persons with dementia (11/24) and
caregivers (17/37) described incremental decisions connected to a gradual shift in everyday
responsibilities, such as managing information, medication, paying household bills, and
performing household chores. Among couples, decisions to take over these tasks were often
shared, which meant a continuation of identity as a team within the household, with the
non-affected partner starting to take more of the load.

As dementia symptoms progressed, informal caregivers took over more tasks that had either
been shared or performed solely by the persons with dementia. Often these decisions were
explicitly made by the couple. However, multiple caregivers described that the reassignment
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of tasks was complicated by the person with dementia’s general lack of awareness of their
change in function and increased needs.

Increasing safeguards and supportive care at home

Participants described the progression of dementia as being characterized by increasing
memory loss and a resulting need for increased oversight and monitoring. (See Figure 1.)
Eight caregivers described strategies of monitoring the person with dementia based on the
realization that it was no longer safe to leave them unattended, particularly due to wandering
and concerns about cooking safety.

Family members sometimes had to alter their work schedules to be home more, which

often involved making decisions about finances and scheduling. Decisions by caregivers to
increase safeguards related to wandering included physically altering the home environment
through installation of locks on doors, cameras, and fenced in yards. These decisions often
raised tensions as they limited the independence of the person with dementia.

That’s been a fear for me, that if he wandered away from the house, that something
terrible would happen to him. So that’s why my doors are the way they are and the
yard’s locked. (CG_105)

Tensions around increasing safety at the expense of limiting the person with dementia’s
independence often involved struggles between the person with dementia and family
members, particularly in the decision for the person with dementia to stop driving. This
decision came up frequently in interviews with both persons with dementia (6/24) and
caregivers (13/37). Most participants described the decision to stop driving as one that

was based on the guidance of family members or medical professionals, and not generally
initiated by the person with dementia. These conversations involved many discussions over
time. In some cases, family members described avoiding overt shared decision-making to
avoid conflict, resorting to hiding the car keys, or selling the car to deter the person with
dementia from driving.

... all the things that were important to him are absolutely juxtaposed to what we
needed to do to help keep him safe, and healthy, and all that. And yeah, big, big,
big clash. (CG_141)

Increasing Care

As memory and function declined further, decisions often involved increasing informal care,
bringing in formal care to the home, or moving to a more supportive environment.

So now it’s like trying to come o that decision. It’s like where are we going to need
help? And are we going to bring that help here to the house, or are we going to

have my mom going to a nursing home, and visit her every day? | mean, it’s a lot of
decisions to be made. (CG_119)

Increasing and expanding informal care: In the context of increasing needs, many

family members and informal caregivers described a desire to continue to keep their loved
one home. This desire was often based on wanting to honor the voiced preference of the
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person with dementia, or the cultural value of caring for family members at home. Half of
caregivers (18/37) described meeting the need for additional care within the family system.
At times, these decisions raised tensions within a family. For example, one participant
described family conflict surrounding the possibility of having an adult child who was
perceived as being irresponsible help with care. Usually, these decisions depended on

the availability of family members and at times necessitated changes to a caregiver’s
employment (e.g., retiring or quitting one job to take on another). Some dyads chose to
move to be closer to family for support, sometimes moving in with family members, or
chose to minimize household duties by downsizing.

Bringing in Formal Support: The decision to seek part-time formal supportive care was
often precipitated by the need for increased monitoring and safety to offset caregiver or
family burden. Fourteen CG described making this decision when they were not able to
provide the level of supportive care needed because of behavior and symptoms related to
dementia, such as sleeplessness, incontinence, aggressive behavior, wandering, and unsafe
household behavior (e.g., leaving things on the stove). While a few persons with dementia
explicitly volunteered their concerns about the burden that their illness was putting on their
spouse or family members, most did not mention how much support they were getting from
others, or caregiver burden as a factor influencing their decisions.

Moving to supportive care environment: Several participants in early stages of
dementia described being involved in the decision to seek formal care. In particular,
anticipation of the more severe stages of dementia led three dyads to choose early on to
move to a retirement facility that provided a continuum of care. However, it was generally
difficult to engage participants with dementia in concrete discussions regarding transitioning
to more supportive care in the future. Nine caregivers and 6 participants with dementia
mentioned thinking about the possibility of needing to move to obtain formal care sometime
in the future but were not actively planning ahead.

Others (4 caregivers, 5 persons with dementia) did not want to even entertain the idea

of a future need for more supportive care. Caregivers of persons with severe dementia
indicated in hindsight that lack of planning contributed to a stressful and reactive decision-
making process in the later stages of dementia. For example, precipitating events such

as hospitalization, or the caregiver’s inability to continue providing informal care often
necessitated rapid decisions under emergency circumstances, and the preferences of the
person with dementia could not be incorporated into the decision-making process.

Emergent Themes in Supportive Care Decision Making

We identified four recurring, cross-cutting themes related to supportive care decision-
making in interviews with persons with dementia and caregivers: “uncertainty and
unknowns,” “maintaining life as you know it,” “there’s no place like home,” and “challenges
of resource constraints.” Additionally, in the context of these themes, we identified

several factors that influenced decision-making: cognitive function, participant values,
environmental realities, and social structures.
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Theme 1: Unknowns and uncertainty

The first theme was a lack of understanding and uncertainty about the unknown, including
the unpredictable progression of disease and ramifications for future supportive care needs.

So, 1 think that would be really helpful to some people, like a definition of what
the illness is. | know they don’t want to scare people, but the inevitability of it with
this particular disease is pretty..., people should know what they’re up against and
prepare. (CG_129)

The lack of experience and understanding about the course of the disease and care options
led to a dependence on preconceived opinions based on stereotypes or past experiences.

1 feel like if | put her in a home, she’s going to be dead, and I’m not having that.
(CG_120)

Decisions about events and situations that one could not predict, much less control, felt
like guesswork. This uncertainty led to difficulty making decisions, second guessing, and
sometimes regret.

It’s almost impossible to plan adequately because, again, you just don’t know what
you'’re planning for. You’re planning for one year. You're planning for 10 years.
(CG_137)

Contributing to the unknown were challenges in accessing information about the disease and
navigating the system to obtain care.

But, that’s the kind of attitude that this kind of thing gives to not just me, but people
in general that have to deal with that because you have so many hoops to jump
through, basically, and you got to find the right ones and it’s just ... There is no
direction, really. (CG_118)

On the other hand, individuals with familiarity with the disease, because of experience with
another family member or as a health care provider, were more likely to have discussed
making plans for the future.

1 mean, we talked about certain things watching both of our parents kind of go
through health situations, what kind of care they had or didn’t have. ... So you kind
of talk about things hypothetically. (CG_123)

Theme 2. Maintaining life as you know it

Many participants, both persons with dementia and caregivers, expressed a desire to live in
the present and to preserve life as they knew it for as long as possible. Efforts to maintain the
status quo throughout the progression of the disease were often mentioned and transcended
planning or active decision making. Reasons for living in the present and consequently
avoiding discussions about planning for the future included denial, a deep desire to stay

at home, difficulty in predicting the future, and the advice of others (including health care
providers) to live “one day at a time.”

Participants exhibited a general reluctance to talk about future supportive care decisions that
would involve a greater level of care or loss of autonomy, such as bringing formal care into
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the home or moving to assisted living or memory care. In response to being asking about
future supportive care decisions, participants typically responded as follows:

It looks to me it’s like we’re on a path, or a road, and we haven’t come to that
bridge yet, so | haven’t really thought about it that much. (PWD_113)

But we’ll deal with that when we... get there. (CG_103)

In some cases, this seemed to be connected to uncertainty and unknowns. However, for at
least some participants with dementia, the focus on the present appeared to be connected to
decreasing cognitive abilities, which impacted planning and decision-making throughout the
course of the illness.

Generally, caregivers were more likely than the person with dementia to discuss current
or future care needs. In particular, caregivers would raise concerns about safety, including
decisions about driving or wandering. Participants with dementia rarely mentioned issues
related to safety or the increased need for monitoring their activities. Letting go of the
independence afforded by driving a car or accepting help from outside the family was in
direct conflict with the determination to maintain one’s current life.

If you ask [PWD_101], he thinks that he’s got all that going on still.... He can
totally be by himself without any problem. | feel there’s a certain amount of
unawareness, not self-awareness. | feel that’s typical to a lot of folks if you're a
person with dementia, trying to plan things out. (CG_101)

Theme 3: There’s no place like home

Closely related to the desire to maintain life as you know it was the importance of home.
There were many references by both persons with dementia and caregivers at different
stages of the dementia journey to the value of home, whether that meant one’s physical
home, connection with family and friends, or a community. Home represented familiarity,
continuity, safety, and being with others, as well as physical details such as favorite foods

or one’s garden. In some cases, home was described as a place that was integral to one’s
identity and many participants with dementia expressed resistance to the idea of ever moving
elsewhere despite changes which were occurring due to their dementia.

No. I’'m not leaving. I love our house. (PWD_104)

Family members described their priority of having the person with dementia stay home

for “as long as possible” (CG_122), working to juggle availability of informal care in
conjunction with bringing in differing levels of formal supportive care they could afford

as the dementia symptoms progressed. Many caregivers expressed wanting to honor the
preference of the person with dementia. Some were motivated by the cultural value of caring
for family members.

So culturally, | would say that we pretty much come from a family culture that does
try to care for our elders as much as possible, in the home or in their home and not
facilities, unless absolutely necessary. (CG_121)

Several participants with dementia, early in the disease progression, expressed conflict
between their wanting to stay at home and concern about being a burden.
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There’s a lot of things that you can do, but again, there’s just that deep-down
feeling like 1 just hate to have my family just having to spend all their time trying to
care for me. (PWD_134)

At the same time, those with dementia tended to depend on their family members to
provide support, and many viewed home in the context of their family relationships. Some
participants described moving closer to family to access support.

1 think the primary factor for [PWD_126] was family, was being able to be where
family is and having that support. | would say that’s the major factor for choosing
to move. (CG_126)

In such instances, the concept of home was closely tied to family and friends providing
supportive care.

Theme 4. Challenges of resource constraints

The tension between decision-making ideals and the reality of limited resources was a theme
throughout. Resources that were identified by participants as limited included availability of
informal caregivers, the ability to pay for formal caregivers, and access to affordable care
facilities. Eventually, despite the strong preference to stay in the present and to manage
caregiving as a family at home, many caregivers expressed that it became unsustainable.
Some caregivers who were willing and able to look ahead described expecting that at some
point they would not be able meet all the needs of their loved one because of resource
constraints.

1 don’t really want him to go anywhere else. | mean, he’s built this house so that
that doesn’t have to happen. So, it would be a matter of just the finances of having a
caregiver and then there’s multiple caregivers because | know when you’re talking
about one, you'’re probably talking about five to seven. ... between the hours and
the availability and people calling in sick and things it’s a lot. (CG_103)

For those who were able to articulate preferences related to a moving to a supportive care
facility, there were often tensions between concerns about caregiver burden and safety and
the realities of financial and informal care resources.

She wouldn’t want to be a problem to anybody, and she doesn’t want anyone to
spend any money on her. ... But to care for her, | would have to ... hire someone.
(CG_107)

As participants faced the possibility of seeking formal care (whether at home or in a
facility), they considered the financial ramifications of these choices.

1 was anxious about the fact that I was learning that there isn’t as much available in
terms of housing for seniors, whether it just be an individual unit, that was within
my financial range. (PWD_115)

A number of caregivers described the lack of available facilities, whether because of
limitations regarding the stage of dementia, or out-of-pocket costs related to access to
Medicaid, long-term care insurance, or personal financial resources. High quality facilities
were available for some, but out of the realm of possibility for others. Some participants
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described achieving official caregiver status or support through Medicaid. Others chose
facilities that they suspected might provide lower quality care because there was no other
choice.

My sister found what my mom could afford... She (mother) was single, she had a
very small pension, she had Medicare and very limited resources. The facility was
very substandard. (CG_121)

Finally, for some the need for formal care would necessitate selling their home, which was
difficult to contemplate for the informal caregiver as well as the person with dementia.

But, this is the only place I can live now. | have so much equity here that | can’t
move. And, | love this place, too. | wouldn’t want to move unless I actually had to.
(CG_118)

Discussion

Our study aimed to advance our understanding of the lived experiences of persons aged 65
and older with dementia and their informal caregivers as they made decisions across the
dementia care trajectory, with a focus on the time between diagnosis and major decisions
about transitions in living situation. Key strengths of our study were the inclusion of persons
with dementia as well as the sociodemographic diversity of our participant sample. We
found that decisions regarding transitions toward more supportive care varied over the
course of dementia and focused primarily around four main decision categories: 1) a shift
from everyday tasks and household responsibilities 2) an increase in the safeguards and
monitoring for the person with dementia, 3) an increase in informal or formal caregivers and
4) consideration of an alternate place of care. Across these different decisions we identified
four themes: the challenges of unknowns and uncertainty, maintaining life as you know it,
the importance of home, and resource constraints.

Participants with dementia and their caregivers discussed both implicitly and explicitly the
values that informed their decisions. Researchers have previously developed measures for
identifying the values of persons with dementia during every day decision making, as well as
factors associated with perceptions of their care values (Feinberg & Whitlatch, 2001; Menne
et al., 2008b; Miller et al., 2018, 2019; Whitlatch et al., 2005). It is clear that soliciting

care values is an important part of the decision-making process. Other prior studies have
focused on learning about the preferences of persons with dementia and incorporating them
in end-of-life decisions (Dening et al., 2013; Hill et al., 2017; Winter & Parker, 2007), and
working with clinicians to optimize person-centered palliative care (Eisenmann et al., 2020;
Harrison Dening et al., 2019; Walsh et al., 2021). In the current study, although individual
values were a key aspect of decision making, contextual factors such as environment and
community were also identified as essential to decision making. Further, the results of this
study indicate that persons with dementia and their family members undergo a process of
weighing the various tradeoffs of supportive care decisions within the context of contextual
factors and competing values, which can make the supportive care decision-making process
more tense and complex.
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Many of the decisions described in our study involved tradeoffs between safety concerns and
minimizing caregiver burden, and values related to autonomy, finances, family culture, and
quality of care. Unknowns and uncertainties ( 7/eme 1) were a constant, adding ambiguity
or delays to decision making. Although several of our participants referred to this process

as being on a road or path, (reflected in Figure 1) participants’ experiences underscored

the reality that while there are commonalities, each person’s journey through dementia is
unique, unpredictable and often nonlinear (Hall & Sikes, 2018). As memory loss progressed
and safety concerns (for the person with dementia and others) increased, tradeoffs often
involved participants with dementia giving up some level of autonomy in favor of increased
safety often at the expense of greater caregiver burden. The decision for the person with
dementia to stop driving was described as especially challenging, fraught with tensions
between safety and autonomy (Sanford et al., 2020; Stasiulis et al., 2020). This tension

was acknowledged by some participants with dementia but was generally described more

by caregivers. They detailed the tradeoff of preserving autonomy for as long as possible

for the person with dementia (e.g. driving, managing finances), while also being fearful

of the ramifications. Thus, decisions such as whether to continue driving were made with
the influence of others (family members or health care professionals) sometimes after a
precipitating event such as getting lost or dangerous driving, when it became clear that
prioritizing autonomy could threaten the well-being and safety of the persons with dementia,
caregivers, family members, or others.

Uncertainty about the disease and its progression and difficulty with planning also appeared
to be connected to a lack of available information sources (Allen et al., 2020). It has

been noted that older adults and their family members have a tendency to turn to what

and who they know best for information and help (Walker et al., 2017). Participants in

this study applied the experience of dementia (e.g. through family history or as healthcare
professionals) to motivate future planning discussions early on with family and friends.
Others carried stigmatizations or misconceptions about the disease and care facilities and
thus avoided planning. In our interviews, many caregivers noted in retrospect that they did
not fully understand the diagnosis or the importance of planning soon enough. It is important
for health care professionals and organizations to assess an individual’s level of knowledge
and experience (Rutkowski et al., 2021; Soong et al., 2020). Tailored levels of information at
appropriate points in time may help to ensure understanding of the disease progression and
support decision making and planning for the future (Washington et al., 2011; Werner et al.,
2017). At the same time, the uncertainty expressed by many participants could be related to
fear, denial and stigma associated with Alzheimer’s Disease and related dementias (Kaldy,
2014; Macquarrie, 2005). Future research should explore more deeply the interaction of
these variables in the context of information provision.

A significant finding identified in our interviews was that many participants with dementia
and some caregivers wanted to live in the present ( 7Aeme 2), to maintain autonomy and
resist making choices that would reduce quality of life and the scope of their world. Some
had difficulty contemplating future needs, let alone discussing planning for the future. The
difficulty participants with dementia had in imagining and discussing future decline and the
need for supportive care served as a barrier to planning and decision making. The commonly
voiced response that “we will make that decision when we get there” underscored both
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the uncertainty of the progression of the disease, and a desire to avoid more concrete
planning for the future. This preference was voiced by both individuals very early with
minimal cognitive decline, as well in more advanced stages. This underlines the complexity
of helping support persons with dementia in making decisions related to care transitions in
the context of impaired insight, executive function, and challenges with prospection (future
thinking) which may impact their ability to imagine future scenarios (Irish & Piolino, 2016;
Kensinger, 2009; Orfei et al., 2010; Requena-Komuro et al., 2020).

The overriding desire to keep the person with dementia at home ( 7heme 3) for as long as
possible was motivated by personal, familial and cultural values and reflected the statistic
that two-thirds of persons with moderately severe dementia live at home (Harrison Dening
etal., 2019). Although these values were held across our sample, the value of filial piety,

or “we take care of our own” (Brewster et al., 2020; Meyer et al., 2015) emerged most
frequently in interviews with racially and ethnically minoritized individuals as well as

adult children. As the needs of the persons with dementia increased, a tension sometimes
developed between these cultural values, caregiver burden, and resources that was embedded
in complex family relationships that often went beyond dyads. Tensions related to safety,
caregiver burden, and external environmental constraints were of particular concern to adult
children who were caregivers. Some families had available resources ( 7/#eme 4) to bring
more informal or formal support into the home, but not all. Available resources included
proximity of family members (Choi et al., 2021), insurance, savings, and availability of
affordable facilities. Participants (mostly caregivers) discussed a challenging process of
weighing the availability of family members to provide care in the home with the need to
minimize caregiver burden. A common solution seemed to be developing a patchwork of
informal support that in some cases included formal care (in the home and/or adult day
care). These tensions suggest that new solutions, such as more home-based dementia care
(HBDC) programs, especially those supported by new payment models and rewards, may be
especially important (Samus et al., 2018).

The eventual decision to move to a long-term care facility is preceded by varying
combinations of informal and formal care, and often raises conflicts between values of
belonging and home, the burden on others, and the challenge of minimal resources (Fgrsund
etal., 2018; Roy et al., 2018). Only a few participants in our study reported choosing to
move to a retirement home early in the progression of dementia. Most descriptions of the
decision to move included navigating tensions between uncertainty about the progression of
the illness, availability of financial resources, guilt about moving the person with dementia
from home, and concerns about caregivers’ quality of life, safety, or burden. In cases where
caregivers anticipated burden and safety demanding a move, having adequate resources was
a concern.

Our sample of persons with MCI, mild and moderate dementia experienced tensions

and tradeoffs in unique ways and demonstrated variability in how they participated in
decision-making - from active involvement to deference to family members, friends and
providers who were trusted to take into consideration their values and preferences. A clearer
understanding of these tensions and tradeoffs, as well as underlying environmental realities,
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is necessary to operationalize models of person-centered or supportive decision-making in
dementia care transitions that facilitate living in the present and planning for the future.

Future Research

Based on our findings, we recommend the following next steps in researching person-
centered decision making for supportive dementia care:

. Further investigate tensions between the goal for persons with dementia to
be involved in decision making for supportive care vs. their challenges with
prospective thinking and desire to live in the present.

. Explore factors that contribute to the ideal timing for eliciting preferences and
discussing future care in the context of cognitive change.

. Investigate methods to assess informational needs of persons with dementia and
their informal caregivers (dyads) and provide tailored and timely information
regarding dementia resources.

. Explore supportive processes and tools for preparing dyads and family members
for decision making.

. Develop effective ways to help dyads and family members weigh tradeoffs
associated with different decisions, to support effective future care planning.
Example: through discrete choice experiments.

Limitations

There were several limitations to this study. First, recruitment and conduct of study
interviews occurred during the start of the Covid-19 pandemic, and the virtual nature of the
interviews may have affected interview content and rapport-building with the persons with
dementia and their caregivers. In addition, because we conducted interviews over Zoom, our
study sample was limited to participants with access to and support with using technology.
Second, although we utilized multiple approaches to try and recruit a diverse sample of
persons with dementia and informal caregivers, the majority of our study participants
identified as Non-Hispanic white. Additionally, although approximately two thirds of people
with dementia are women, our sample of persons with dementia was approximately two
thirds male. The majority of participants (63%) were recruited from the ADRC Research
Registry, a participant pool that are generally with higher education levels and income than
the general United States population of individuals affected with dementia (Alzheimer’s
Association, 2022). Interpretation of the interview transcripts may have been subject to
researcher bias. However, the research team is experienced in qualitative analysis and used
triangulation and double coding to minimize research bias in interpretation of our results.

Conclusion

As persons with dementia and caregivers travel down the path of progressive memory
loss there are common decisions that are made to provide the supportive care needed.
Understanding the types of decisions and the factors that are weighed in making those
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decisions is critical to supporting both the person with dementia and informal caregivers

as they navigate seeking additional care. Given the difficulty most individuals experienced
in discussing future care decisions, as well as the complexity of trade-offs and the variety
of factors weighed in making those decisions, our team is exploring the use of Discrete
Choice Experiment tools to easily and efficiently identify preferences of people in cognitive
decline and their caregivers in making decisions about transitions in care. Our hope is that
by identifying preferences and differences between individuals and their caregivers our tool
can facilitate discussions and help person with dementia remain in the decision-making
process even as their cognition declines.

Supplementary Material

Refer to Web version on PubMed Central for supplementary material.
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Table 1.
Participant Descriptive Statistics
Description PWD" n (%) | CG" n (%)
N 24 37
Gender
Female 8 (33%) 27 (73%)
Age
30-39 NA 0
40-49 NA 4(11)
50-59 NA 5(14)
60-69 5(21) 17 (46)
70-79 15 (63) 9 (24)
80-89 4 (16) 2(5)
Ethnicity
Hispanic 0 5(14)
Not Hispanic 24 (100) 32 (86)
Unknown 0 0
Race
Asian 1(4) 3(8)
Black / African American 1(4) 5 (14)
Mixed Race / Other 1(4) 5(14)
White 21 (88) 24 (64)
Education
Highschool diploma 2(13) 3(8)
Some college but no degree 2(8) 5(14)
Associates degree 12 (50) 4(11)
Bachelor’s degree 7(29) 10 (27)
Graduate degree 0 (0) 15 (40)
Average Household income (yearly)
$0-24,999 1(4) 0(0)
$25,000-49,000 3(12.5) 7(19)
$50,000-74,999 6 (25) 7(19)
$75,000-99,999 3(12.5) 7(19)
$100,000-124,999 3(12.5) 1(3)
$125,000 and up 4(17) 10 (27)
Prefer not to answer 4 (17) 5(13)
Level of dementia severity (DSRS)
MCI (by dx)
Mild (0-18) 7
Moderate (19-36) > éz 10**
Severe (37-54) > [viaCG 0 3**
interview]

Page 23

*
PWD indicates persons with dementia; CG indicates caregivers. These abbreviations are used in tables and references to excerpts throughout the

text.

Hok
A subset of 13 interviewed caregivers reported DSRS scores for PWD who were not interviewed. 10 CG reported moderate dementia in
non-interviewed PWD. 3 CG reported severe dementia in non-interviewed PWD.
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