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Abstract

Background: Care partners (CP) of people with dementia (PWD) report that decisions about
care setting are aided by the support of healthcare providers. However, providers are often
underprepared to offer adequate counseling.

Obijective: This qualitative study aimed to identify what support from providers will assist CPs in
making decisions related to care setting throughout the dementia journey.

Methods: We conducted semi-structured interviews with current CPs of PWD and former CPs of
decedents. We utilized the constant comparative method to identify themes regarding preferences
around care setting as the PWD progressed from diagnosis to end-of-life.

Results: Participants were 31 CPs, including 16 current and 15 former CPs. CPs had a mean

age of 67 and were primarily white (n=23/31), female (n=21/31), and spouses (n=24/31). Theme

1: Current CPs discussed overwhelming uncertainty pertaining to care setting, expressing “I

don’t know when | need to plan on more care,” and a desire to understand “what stage we are

at.” Theme 2: Later in the disease, former CPs wanted guidance from healthcare providers on
institutional placement (“I sure would’ve loved some help finding better places™) or support to stay
in the home (*a doctor had to come to the house”).
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Conclusions: CPs want early, specific guidance from healthcare providers related to transitions
between home and long-term care. Early in the disease course, counseling geared toward
prognosis and expected disease course helps CPs make plans. Later, caregivers want help
identifying locations or institutionalization or finding home care resources.
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INTRODUCTION

Dementia is a major public health problem, affecting an estimated 11% of people aged

65 and older and 11 million people who provide assistance as unpaid care partners

(CP).1 Older adults prefer to live and die at home2?3 including for dementia-related care.*
However, as dementia-related care needs escalate throughout the disease, caregivers may
consider institutional placement if people with dementia (PWD) are unable to remain

at home.1® There are high rates of institutionalization, including residential and nursing
facilities, among PWD suggesting that millions of families are navigating difficult care
setting decisions.:8 Factors that contribute to institutionalization of a PWD have been well-
studied, and include higher caregiver burden, and worse functional impairment, cognitive
impairment, and behavioral symptoms of dementia.’~®

Research has shown that CPs caring for PWD want more anticipatory guidance from
clinicians related to institutionalization decisions,19-13 specific transitions (e.g. hospital to
home),14 and dementia disease course.1® Provider guidance can ease caregivers’ feelings
of guilt or doubt about the decision to move a PWD to a nursing home or other
institutional facility.16 Negative interactions with providers, on the other hand, can increase
dissatisfaction and burden, and decrease self-efficacy during transitions.16

Despite an understanding that caregivers benefit from anticipatory guidance on care setting,
healthcare providers report uncertainty in approaching these conversations. In one study,
family physicians reported feeling underprepared to counsel patients and their CPs on
decision-making related to home or institutional care.1’ Physicians at a memory care

clinic similarly endorsed that patients and family often have questions about care setting
decisions,18 yet no protocols exist to help physicians anticipate and address these concerns.
The first step in establishing recommendations for healthcare providers who wish to counsel
PWD and CPs on care setting is to identify what guidance is useful.

This study aimed to identify what guidance from healthcare providers will benefit CPs
navigating care setting decisions throughout the dementia journey. While previous research
focuses on the experience of early stage or end-of-life caregiving, this study compares the
perspectives of CPs actively caring for PWD to those of former CPs of recently deceased
patients. As such, we provide insight on CP needs at various stages of the dementia journey
to aid healthcare providers who wish to support CPs navigating care setting decisions.
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METHODS

Study Design and Data Collection

This study is a secondary data analysis that focuses on a concept that was present but not
specifically addressed in the primary analysis. The parent study was a descriptive qualitative
study? that aimed to describe foundational data to inform the development of palliative care
interventions. The parent study design was influenced by a palliative care biopsychosocial
framework.19 Study data were semi-structured interviews with CPs of people with dementia
conducted between November 2018 and July 2019.15:20 The interview guide, developed by
an interdisciplinary team of experts in geriatrics, neurology, and palliative care, included
questions about disease course, future expectations, and interactions with medical providers
in caring for the PWD. This study was approved by the institutional review board and
follows guidance of the Consolidated Criteria for Reporting Qualitative Studies (COREQ).2
A summary of the study in the COREQ framework has been previously published as part of
the original study.1520

Setting and Participants

Participants were recruited from a tertiary memory clinic in an urban center and cared for a
person with dementia, including Alzheimer’s dementia, corticobasal syndrome, Lewy body
dementia, or a less common syndrome such as behavioral variant frontotemporal dementia,
primary progressive aphasia (PPA), or progressive supranuclear palsy Richardson’s
syndrome (PSP-RS). CPs of patients were identified via chart review and the memory clinic
provider of the patient was consulted to ensure a fit for the study.

Current CPs were identified as those caring for a community-dwelling patient with mild to
moderate dementia (MMSE or MoCA >15). Former CPs were those who cared for a patient
who had died with severe or advanced disease less than one year prior to recruitment.
Included CPs spoke English without an interpreter and were not professional or paid
caregivers. After the interview, participants completed a written questionnaire to report
demographic characteristics.

Data Analysis

Interviews were transcribed verbatim, deidentified by a research assistant, and uploaded into
ATLAS.ti qualitative data analysis and research software (9.1.2). In this secondary analysis
we aimed to compare the experiences of current and former CPs of PWD. Three authors
(KR, MH, and KLH) read all transcripts and KR deductively identified data related to home
care and institutionalization to begin codebook development. Consistent with best practices
of the constant comparative method,22:23 the study team cycled through multiple iterations
of themes related to care setting, looking for unexpected and disconfirming evidence.
Methods included the use of diagrams and memos to chart the care setting progression

for each participant, which aided our ability to generate codes. Inductive codes captured
elements of the care setting journey for each participant type, for example, differences in
home or institutional care, informational needs related to transitions, and guidance that
aided decision-making. Codes were applied by KR. KLH reviewed coded data for fidelity
to codebook. Primary codes reflected primary themes and secondary codes reflected sub-
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themes; code definitions reflected minor themes and discrepant cases. The study team met
regularly to ensure code accuracy and review emergent findings. After codes were applied,
findings were synthesized. Data analysis was performed from June to December 2021.

Participants were 31 family CPs: 16 current and 15 former CPs. CPs had a mean age of

67 (range 40-87) and were primarily female (n=21/31, 68%). Participants were mostly
spouses or partners (n=24/31, 77%), the remainder were adult children of the PWD (n=7/31,
23%). CPs were primarily white (n=23, 74%), had a college degree or higher (n=25/31,
81%), and a modal income category of $100,000 or higher. Five CPs (n=5/31, 16%) were
LGBT spouses or domestic partners of the PWD. Demographics for the sample have been
previously described.15:20

Current CPs were caring for patients with an average MMSE score of 17.4, indicating
moderate dementia, available for 13/16 patients; 56% of PWD had a diagnosis of
Alzheimer’s documented in the electronic health record (EHR) before recruitment. Among
former CPs, 33% of their PWD had an Alzheimer’s diagnosis documented in the EHR and
interviews were on average conducted eight months after the death of the PWD (range 3-12
months). In-person interviews lasted between 59 and 128 minutes (mean = 83).

All current CPs (N=16/16, 100%) were caring for the PWD in the home. Among former
CPs, we identified three care setting arcs: home care, short-term institutionalization, and
institutionalization. Six former CPs (N=6/15, 40%) cared for the patient at home, where the
patient died. Three former CPs (N=3/15, 20%) experienced short-term institutionalization:
they primarily cared for the PWD at home but describe periods in which the patient had
short-term stays in non-home settings, such as a rehab hospital, nursing home, or assisted
living facility, to later be discharged home. Finally, six former CPs (N=6/15, 40%) reported
institutionalization in which the PWD moved into a long-term care facility without plans

to return home. In total, most of the PWD in the former CP sample experienced short or
long-term institutionalization during their care (N=9/15, 60%).

Below we summarize themes (Figure 1) organized according to temporality along the
caregiving journey. We sought to compare the experiences of the two participant groups,
reflecting their point of view at early or late phases of dementia. Theme 1 pertains to the
current CPs who represent earlier stages of disease, theme 2 pertains to former CPs later in
the disease.

Theme 1: Early in the disease course, current CPs want prognostic guidance
to inform care setting decisions—Early in the disease journey, current CPs
experienced overwhelming uncertainty pertaining to future care setting transitions. Some
current CPs expressed a desire to keep the PWD in the home, for example stating, “Well,
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I’m going to keep [husband] with me for as long as possible, | mean, just as long as | can
take care of him and able to do that, and then if it comes to a point where that’s not going
to be feasible then I will look into some memory care homes, but | don’t think we’re at that
stage yet” (C29, current).

However, despite a desire to keep the PWD in the home, most CPs did not have a plan to
execute these wishes and were uncertain about future care. One current CP stated, “l mean,
he’s certainly not bad enough yet [for a care facility] ... | don’t know how bad somebody
has to get. Somebody did say to me that when he doesn’t recognize me, then maybe that’s
a time to do something... [Spouse] still has some ability to function, you know” (C10,
current). Another participant noted, “I’m kind of a planful person. And I think my concerns
are the uncertainty. | don’t know when | need to plan on more care or when | need to
rearrange the furniture for a wheelchair; maybe | won’t have to. So I’m kind of captive by
the uncertainty” (C25, current).

Current CPs wanted prognostic information about the PWD’s disease stage to anticipate
level of care required and thus make decisions about care setting. For example, a current CP
stated, “It would probably be good for him to see a neurologist to maybe get a full physical
to see how he’s advancing... It would be kind of nice to know if there is such a thing as a
stage what stage are we at kind of thing. That would be very helpful for me, because, like |
said, I’m trying to make some changes in our living arrangement” (C29, current). Similarly,
another participant was concerned about prognostic information, “1’m a person that deals a
lot in percentages and odds. What are the percentages of the next stages? | mean, has she got
a 50 percent chance of remaining kind of the way she is? Is there a 90 percent chance that in
six months she’s going to really collapse?” (C18, current).

Another CP was concerned about life expectancy as it related to her desire to remodel their
home: “People told me that some people [with dementia] live for 10, 20 years and some
people live like another 7 or 9 years, start from beginning... and I ask the doctors at the
[memory clinic] ... they have no idea either. It’s just like I’m going to remodel in my home,
so | like to, you know, to know when they reach that stage, whether they can do, whether
they cannot do, and then what’s the most needed, you know” (C02, current).

Theme 2: Later in disease course, former CPs want provider resources about
care setting

Subtheme: Desirefor institutional recommendations: Former CPs who considered
institutionalization wanted help finding long-term care facilities from their medical team.
CPs wanted this guidance in the form of concrete suggestions about facilities and the timing
for institutionalization. One former CP remarked that they wanted more support from their
medical team, “I think it’s a bit more handholding... | almost wonder if an additional person
that’s in your profile that is, again, one of these people who helps with these transitions. |
can’t identify exactly what that would be, but I just remember how alone | felt during the
period of time where [spouse] was needing to — something had to change at home. It was
definitely leading up to a care facility” (C16, former). Similarly, another CP shared, “She
was in a memory care facility, but | sure would’ve loved some help finding better places,
different places in the city that were easier on me. (C11, former).
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Former CPs reflected on both helpful and unhelpful guidance that they received from
health care professionals when debating whether or when to institutionalize the PWD. One
former CP who considered institutionalization but stayed at home with the PWD stated,
“...his doctor and his son and | discussed that, that if the caregivers and | could no longer
handle him physically, we might have to do that. | went and visited several care facilities
for dementia patients...” (C15, former). Proactive and early guidance from health care
professionals aided CPs in preparing for a possible transition to long-term care, even if they
decided to keep the PWD at home.

On the other hand, some former CPs reported negative or disparaging comments from
physicians that were unhelpful in navigating difficult decisions related to care setting. One
former CP who sought out information about rehab hospitals and long-term care institutions
but decided to keep the PWD at home stated, “...my internist, when | decided to put him in
a facility, he said, ‘Oh, one of those places.” | mean, he was quite shocked that | would do
that” (C17, former).

Subtheme: Caregiving at home requires provider resources and preparation: The six
former CPs who cared for the PWD at home until death described a multitude of resources
required, including private full-time caregivers, medical equipment, and resources such as
referrals to home hospice and home-based medical care programs. A former CP described
the importance of a primary care provider’s advice in recognizing need for more caregiving
support, stating, “... it also got to be just, you know, progressively more and more work, you
know, to take care of her... and at some point, [primary care physician] kind of arranged

a little family intervention to prevail on me to bring in caregivers... I’m sure it was the
right thing for her to do and it didn’t bother me that she did it. It was just, you know, up to
that point | was thinking that | could, you know, I could take care of [wife] myself” (C13,
former).

A different CP who sought home healthcare from their doctor stated, “I told her doctor,
‘Enough is enough. I can’t do this,” and then we made a decision that a doctor had to come
to the house” (C03, former). In these examples, health care professionals facilitated home
care for the CP and PWD by providing at-home resources and encouraging the CP to hire
more help.

DISCUSSION

In this qualitative study of CPs of PWD, we found that CPs want early, specific

guidance from healthcare providers related to transitions between home and long-term care
institutions. Our work shows that early after diagnosis, current CPs place importance on
issues of prognostication, life expectancy, and expected disease course to make plans for
their living environment while the PWD is living at home. Later, as uncovered by former
CPs, caregivers want help identifying locations or institutionalization or finding home

care resources. These findings are represented by two key themes that describe important
differences as the CP progresses through the caregiving journey.
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This study enriches the existing body of work related to care setting for PWD in that it
elicits CP perspectives on what guidance will be useful at different points in the dementia
journey. Research has established that CPs want support from healthcare providers in
transitions from home to long-term care,19-12.24 byt not how desired guidance may change
as the PWD progresses from early diagnosis to end-of-life. While diagnostic disclosure has
been a focus of dementia research and palliative dementia care has emerged as a critical
domain that focuses on improving care at end-of-life,25 those CPs who find themselves
caregiving between or into these stages remain understudied. By eliciting and comparing
perspectives from CPs at various stages of the dementia journey, this study provides new
insight on what specific guidance will be helpful.

This work underscores the importance of anticipatory guidance in dementia care, in which
PWD and CPs are counseled on what to expect throughout the disease progression.
Anticipatory guidance has been studied in the immediate aftermath of a dementia
diagnosis?® and in end-of-life counseling,27-28 but remains an understudied domain for
PWD and their CPs who are between these two stages. Limited research has demonstrated
that PWD and CPs receive suboptimal anticipatory guidance related to prognosis and
planning.15:20

Healthcare providers face limitations in their ability to counsel CPs and PWD because

of insufficient time in appointments, insufficient reimbursement, and lack of expertise in
dementia care.2%-32 Even dementia experts identify challenges in communicating about
difficult topics, including diagnostic disclosure and prognosis,33-3% and worry about
disrupting their relationship with the patient and caregivers.18 Clinicians may worry about
that providing PWD and CPs with information about dementia diagnosis and management
may lead to psychological distress or erode hope.36:37 Yet, guidance is crucial to a CP’s
ability to make plans and they want to hear it from trusted sources including physicians.

In addition, programs and policies are needed to enable CPs to care for PWD in both
home and institutional settings. Examples include expanding financial compensation for
family caregivers, improving access to home-based dementia care,38-40 and improving
access to long-term care insurance policies.*! In 2016, the National Academy of Medicine
recommended a national initiative to support the needs of caregivers, including through
reimbursement programs, and increased funding for supportive services.*2

This study population may be representative of other tertiary memory centers but may not
be transferrable to the wider community of people living with diagnosed or undiagnosed
dementia syndromes. The study population was homogenous, representing mostly white,
high-income and high-education English-speaking women, and limited to 31 CPs included.
As such, the scope of the study was limited. CPs from different backgrounds and contexts
likely require distinct supports from providers that meet their care transition needs in a
culturally humble manner. As a secondary analysis, this study represented a narrowed scope
of study compared to the parent study. Future investigation into this topic should consider
using inductive methodology to generate novel theory.
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CONCLUSIONS

Current and former CPs of PWD wanted increased support from providers to navigate care
setting transitions. Providers should supply timely, concrete guidance related to care setting
to improve CPs’ sense of uncertainty and their ability to navigate institutionalization or care
at home.
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DEMENTIA DIAGNOSIS END OF LIFE
Uncertainty about prognosis As disease progresses, CPs want
influences care setting decisions actionable recommendations from providers

/\ i
>

"I don't know when | need to "Preparing for end of life... maybe
plan on more care or when | a list of caregiver places. | don't
need to rearrange the furniture think we ever thought to call [the
for a wheelchair... I'm kind of memory clinic] and be like, 'Who
captive by the uncertainty." do you recommend?" INSTITUTION
[C25, current] [C08, former]

Care Partners want early
provider guidance

Figure 1:
Visual summary of findings. Early in the dementia diagnosis, care partners express

uncertainty while caring for the person with dementia at home. Later, care partners need
help to stay at home or decide to move the person with dementia to an institution. The
findings from this study illustrate the need for provider guidance throughout the disease
course, particularly as the person with dementia approaches end of life.
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