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Abstract

Background: After a diagnosis of Alzheimer’s disease and related disorders, people living with
dementia (PWD) and caregivers wonder what disease trajectory to expect and how to plan for
functional and cognitive decline. This qualitative study aimed to identify patient and caregiver
experiences receiving anticipatory guidance about dementia from a specialty dementia clinic.

Objective: To examine PWD and caregiver perspectives on receiving anticipatory guidance from
a specialty dementia clinic.

Methods: We conducted semi-structured interviews with PWD, and active and bereaved family
caregivers, recruited from a specialty dementia clinic. Interviews were recorded, transcribed,

and systematically summarized. Thematic analysis identified anticipatory guidance received from
clinical or non-clinical sources and areas where respondents wanted additional guidance.
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Results: Of 40 participants, 9 were PWD, 16 were active caregivers, and 15 were bereaved
caregivers. PWD had a mean age of 75 and were primarily male (n=6/9); caregivers had a mean
age of 67 and were primarily female (n=21/31). Participants felt they received incomplete or
“hesitant” guidance on prognosis and expected disease course via their clinicians and filled the
gap with information they found via the internet, books, and support groups. They appreciated
guidance on behavioral, safety, and communication issues from clinicians, but found more timely
and advance guidance from other non-clinical sources. Guidance on legal and financial planning
was primarily identified through non-clinical sources.

Conclusions: PWD and caregivers want more information about expected disease course,
prognoasis, and help planning after diagnosis. Clinicians have an opportunity to improve
anticipatory guidance communication and subsequent care provision.

MESH Search terms:

dementia; prognosis; communication; patients; caregiver

INTRODUCTION

Anticipatory guidance is defined as proactive counseling on what to expect in the trajectory
of disease, prognosis, and how to plan for the future. It is recognized as an important
component of clinician communication in oncology [1] and other medical specialties [2-4].
It is perhaps most commonly used in pediatrics to provide proactive counseling on physical,
emotional, psychological, and developmental changes expected to occur in the interval
between visits [5]. Anticipatory guidance is thought to reduce uncertainty, decrease distress,
and facilitate adjustment to illness [1].

Anticipatory guidance is critical for persons living with dementia (PWD) and their
caregivers. It is distinct from diagnostic disclosure in that it is a process of continued
explanation and guidance on what to expect in the course of illness, the prognosis, and
how to plan for the future. This understanding is necessary to prioritize values and goals
for care in the future, known as advance care planning (ACP) [6]. ACP is important in
dementia because progressive cognitive and functional disability often requires proxies to
make decisions on behalf of the PWD [7].

Research on PWD and caregiver needs [8] is limited regarding information and
communication needs, specifically for anticipatory guidance and prognostic disclosure.
Prior research on communication in dementia has focused on diagnostic disclosure, which
focuses primarily on the first time PWD and/or caregivers are told about the diagnosis

of dementia [9-10]. Prognostication research has focused largely on advanced dementia
[11]. However, PWD and their caregivers have to manage a long disease course between
diagnosis and death, and it is unclear what guidance they receive in this interval period. Prior
needs assessments for case management have shown PWD and caregivers are interested in
receiving education and counseling, information about relevant services, legal assistance,
financial support and planning, advance care planning, care coordination, development of
care plans, and a well-defined care pathway [8]. PWD and caregivers have shown interest
in learning more about prognosis and planning for the future [9], and more work is needed
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to understand the experiences of PWD and caregivers with anticipatory guidance after
disclosure of a diagnosis.

This study examines PWD and caregiver perspectives on receiving anticipatory guidance
from a specialty dementia clinic, other clinical sources, and non-clinical sources.
Participants also identified areas where additional guidance was desired, and where
additional information was received. This data was collected as part of a broader mixed
methods study to understand lived experiences and unmet needs of caregivers and people
with dementia and design better clinical supports.

We conducted a descriptive qualitative study [12] with people living with Alzheimer’s
disease and related dementias (ADRD), active caregivers, and bereaved family caregivers
recruited from a specialty dementia clinic at a large academic medical center on the west
coast. The study was approved by the local Institutional Review Board and comports with
the Consolidated Criteria for Reporting Qualitative Studies (COREQ) [13].

In order to capture a full range of disease severity and diversity of dementia types, we
purposively sampled individuals with at least one visit at a dementia specialty clinic with
personal or caregiving experience with one of six types of dementia syndromes: Alzheimer’s
dementia (AD), corticobasal syndrome (CBS), dementia with Lewy body disease (LBD),
behavioral variant frontotemporal dementia (bvFTD), primary progressive aphasia (PPA),
or progressive supranuclear palsy (PSP). Potentially eligible participants were identified
via chart review. We aimed to capture both patient and caregiver perspectives at different
disease stages; prospective and retrospective experiences of mild/moderate stages, and
retrospective experience of severe/advanced disease and bereavement. Therefore eligibility
criteria included being a) a patient living with mild to moderate dementia (e.g. Mini-Mental
State Exam (MMSE) [14] or Montreal Cognitive Assessment (MoCA) [15] >15 in the prior
year); b) an active caregiver of a community-dwelling PWD with MMSE or MoCA >15;

or ¢) a bereaved caregiver of a patient who had died with severe or advanced disease >3
months but less than a year prior to recruitment. Participants also had to feel comfortable
being interviewed in English.

For all eligible candidates, the study coordinator contacted the associated clinician to
confirm the diagnosis and request clinical clearance to approach. Once approved, the

study coordinator called the candidate up to three times, leaving voice mails. The study
coordinator approached 75 individuals; 40 were ultimately interviewed. Reasons for non-
participation included inability to reach the candidate; candidate screening out based on
eligibility criteria; and candidate refusal for reasons such as lack of interest and lack of time.
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The dementia specialty clinic provides interdisciplinary evaluation and management for
persons living with cognitive impairment and dementia. Patients are referred for diagnostic
evaluation and for ongoing care. The interdisciplinary team typically consists of a behavioral
neurologist and neuropsychologist, and if needed, a social worker, advanced practice nurse,
and/or genetic counselor for additional evaluation and support. Patients may not interact
with all team members depending on staffing, patient preferences, syndrome, needs, and
involvement in research. Patients are seen as needed with typical follow-up in-person or by
phone every three months to a year. Education and community resources are included in an
after-visit summary that is provided to the patient and caregiver as a printed report or made
accessible via a patient online portal.

Data Collection:

Interviews were conducted between November 2018 — September 2019 by a PhD sociologist
(SBG). Interviews were conducted in-person for PWD to complete teach-to-goal informed
consent; interviews with caregivers were conducted in-person or via telephone depending

on distance and participant preference. 31 caregivers and 9 PWD were interviewed; 6
interviews reflect 3 caregiver-PWD dyads where each person was interviewed separately.
Participants were provided a $30 gift card for their time.

Semi-structured interviews included questions on knowledge of prognosis and expectations
of the future, caregiver experiences, and experience receiving anticipatory guidance.
Participants self-reported demographic characteristics; race/ethnicity categories aligned with
NIH reporting definitions. No data was collected regarding degree of engagement with the
clinic (e.g. # of visits or variety of disciplinary contacts). Caregiver interviews lasted 59

— 128 minutes (mean = 83), and PWD interviews lasted 39 — 77 minutes (mean = 56).

With respondent permission we digitally recorded all interviews and had them professionally
transcribed, then removed personally identifying information. Field notes were taken during
the interviews and included among study data.

Data analysis:

We used a template analysis approach [16] that included deductive and inductive coding

to identify themes around anticipatory guidance. Multiple authors read the dataset in its
entirety (AS, SBG, KLH). First author (AS) created deductive codes to label experiences
around anticipatory guidance after diagnosis: participants reporting what they had been told,
not been told, or hoped to hear. Then authors iteratively developed and refined codes to label
inductively-identified themes within the deductively coded categories, such as uncertainty,
prognosis, or issues with behavior. Two authors (AS, KH) iteratively reviewed and double
coded 5 transcripts with both inductive and deductive codes, refining until consensus around
definitions and applications had been met. Coding and analysis did not compare patterns

by dementia subtype. The first author applied the refined codebook to all transcripts,

and drafted figures summarizing findings and tables with multiple quotes exemplifying
subthemes. All authors reviewed tables of data organized by codes, adjudicated questions,
and helped refine themes and subthemes.
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RESULTS:

There were 31 caregiver participants, 16 were active caregivers, and 15 were bereaved.
Caregivers had a mean age 67 years (range 40-87) (Table 1). The majority (68%) identified
as female, 74% were white, 80% college degree or higher, and the modal income category
was $100k+. There were 9 PWD participants, with a mean age 75 years (range 67-86). The
majority identified as male (67%), and the majority were white (78%) with a college degree
or higher (89%). The modal income category for PWD was also $100k+. The majority of the
interviews were unrelated PWD and caregivers; 3 were PWD-caregiver dyads. Quotes from
participants are identified by a code denoting participant type and participant number, e.g.,
BC26 refers to the 26™ participant who was a “bereaved caregiver”; AC refers to “active
caregiver” and P to “PWD”".

We identified three main themes participants reported related to anticipatory guidance: (1)
prognosis and expected disease trajectory; (2) behavioral, safety, and communication issues;
and (3) planning for the future. A fourth and overarching theme, uncertainty, was identified
within the other three themes. Throughout we refer to participants without quantifying them;
this does not imply themes were raised by all participants.

Guidance on prognosis and expected disease trajectory (table 2)

Participants reported mixed experiences learning about prognosis and expected disease
trajectory from their clinicians and noted clinician hesitancy in providing details. Some
participants, especially those impacted by less common but more clinically distinct
syndromes, such as PPA, received specific information about disease course. One active
caregiver stated, “they told us in the United States about 5,000 people they had diagnosed
with this disease ... so there wasn't a lot of information on it, but these were some of the
things that we could expect to happen” (AC22, CBS). Some participants recalled hearing
about expected disease progression, such as swallowing difficulty, only after it happened,
and said that the clinicians “didn’t look forward too much” (BC26, AD/posterior cortical
atrophy). One PWD said he could tell the clinicians were “hesitant” and expressed wanting
to know about how long he would have before developing swallowing difficulty (P10, PPA/
PSP). Participants perceived clinician’s uncertainty, stating, “You know what | needed — and
nobody could provide — was someone to tell me how this was going to go, and no one can
do that. So it’s that cloud of unknowing” (BC05, CBS/PCA). One caregiver noted wanting
an opportunity to speak with their clinician about prognosis or trajectory without the PWD
present (AC10, LBD).

Participants wished clinicians would share more information about prognosis and where
they were along the disease trajectory. Caregivers hoped both for more guidance in advance
on “more about how this would proceed... There was a learning curve for me, and | don’t
ever want to learn it again” (BC05, CBS/PCA). One caregiver wanted both a “general
prediction of what 1’m going to be facing in the future” and “what does this disease look
like when it’s bad?” in addition to where their loved one was in their trajectory (AC10,
LBD). One caregiver wanted close follow up after diagnosis to ask questions, noting that at
diagnosis “you're in such shock. It's not like they're going to do a lot of download” (AC27,
AD).
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Participants often alluded to an inherent uncertainty in discussions about prognosis and
planning for the future, noting they could tell clinicians were reticent to commit to a certain
timeline and they understood it was difficult to predict. One caregiver said, “nobody’s able
to tell me, and maybe they can’t”, noting “if you had a diagnosis of cancer or something,
they would say, “Well, you’ve got six months,” or, “You’ve got six years,” or something.
But this you don’t know, and that’s the very <sighs> frustrating part” (AC10, LBD). One
caregiver stated that, based on their personal experience of seeing different declines in
dementia, a prognosis “would be helpful from a standpoint of my own planning but I just
don’t give it much credence. If | thought they could tell me what was happening I’d ask
them and plan on it” (AC25, AD/vascular dementia).

Participants described seeking information from non-clinical sources, such as books and the
internet, to fill their perceived gap in information about prognosis and disease trajectory.
Participants sometimes noted the source of this information but rarely attributed it to the
dementia specialty clinic. One caregiver noted that the neurologist was “hands-off as it
relates to timing” of the disease and prognosis, but they found good guidance via the
“Alzheimer’s website” and found the description of stages and related symptoms to be
useful and accurate to their experience (BC21, AD/LBD). Another caregiver said, “if you
look at information online about Alzheimer's, you know, typical lifespan is six years from
diagnosis” and that their spouse lived seven years (BC13, AD/LBD). Participants also found
guidance from support groups and books, noting that, “even though it's depressing and
you're hoping it doesn't happen, you kind of know that it-- this probably will happen”
(BCO6, LBD). Participants also noted the role in support groups in normalizing and
validating difficult experiences. One caregiver noted that “with the group that you found
there were people that you weren’t alone, there were people that were far more advanced
and others that weren’t” thus seeing the spectrum of disease (BC12, AD).

Guidance on behavioral, safety, and communication issues (table 3)

Caregivers reported a desire for guidance from clinicians about behavioral, safety, and
communication issues and appreciated input, though noted they received guidance later in
the disease course after more challenging symptoms had started to appear. For example, one
caregiver noted her spouse had “started wild combative behavior” and upon mentioning it
to the nurse and hearing it was typical, “felt much better about it. I thought something |

was doing wrong or something like that” (BC15, PPA). Another caregiver learned from the
neurologist that “the alcoholism [of the spouse] was being driven by the dementia... we
weren’t dealing with classic alcoholic behavior” (BC31, FTD). Participants appreciated tips
for communication, such as “[Doctor]...said ‘Use five words or less when speaking’ so that
it's always tracked, what I'm saying” (AC23, AD).

Participants wished they had forewarning from clinicians to anticipate behavioral and safety
concerns. A bereaved caregiver stated he was always “behind the curve on when something
new would happen. It was kind of always a surprise, you know, like the wandering or
taking off” (BC13, AD). Caregivers also hoped for additional strategies on how to best
communicate with their loved ones, feeling that “for too long I tried to be, act as normal as
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possible. If [husband] would get off track 1’d try to get him on track instead of following his
track” (BC4, AD/VD).

Participants also found guidance on behavioral and safety issues from support groups and
books, including challenges to anticipate and plan for in the future. One caregiver noted
“most doctors don’t have time to deal with the behavior” (BC17, AD) so they filled the

gap with a support group and reading. A PWD also learned from their support group

that “people with Alzheimer's can sometimes get to the point of physically abusing their
partner. So I've told my two children that if | get to that point they need to step in” (P04,
AD). Support groups even provided specific strategies for managing issues, such as “put a
color around the toilet seat so they know where to aim” (BC17, AD) to avoid toileting in
unintentional places. Many participants said that books were useful guidance throughout the
disease course, with one caregiver stating: “I got several books, and | kind of flipped through
them-- the one that was really helpful, later on, and-- but never picked it up again, until
things got worse” (C6, LBD). Books named by participants are included in the quotes in
table 3.

Guidance on planning for the future (table 4)

Clinicians frequently brought up advance care planning (ACP). One caregiver recalled
“[Doctor] recommended that we have these conversations and get everything in order now,
better now than later, so that we didn't run into any hurdles later in life” (C22, CBS).
However, some participants wanted help completing documentation of surrogate decision-
makers and care preferences, and recalled difficulty completing an advance directive and
other ACP documentation without clinician assistance.

Participants reported getting tips on important legal and financial documentation from
support groups rather than clinicians. Caregivers specifically recalled learning about key
documentation to complete via their groups rather than their clinicians, as one caregiver
recalled “I’m going to say it’s more something we talk about in our Alzheimer’s group. It’s
brought there more. But no. | would say nothing that stands out in my mind right now that
[dementia center neurologist] or even the general practitioner has brought up necessarily”
(AC30, PPA/AD).

Participants welcomed more input and guidance from clinicians on future planning and
noted the difficulty of planning ahead for an uncertain future. One caregiver noted “legal
support, information, financial planning are also important. And sometimes it's too late for
some of those things once you're really down the road” (AC01, AD). One PWD who lived
alone also felt he needed advice on what legal and financial planning to complete ahead of
time, wanting “instructions on how I should protect myself in life. Should I not live alone
and things like that” (P11, bvFTD). Participants simultaneously wanted advice but knew
there was a degree of uncertainty, with one active caregiver noting, “l don't know when |
need to plan on more care or when | need to rearrange the furniture for a wheelchair; maybe
I won’t have to. So, I’m kind of captive by the uncertainty” (AC25, AD/VD).

Participants felt they needed additional guidance on how to think ahead about timing and
source of caregiving help as the disease progressed, and sometimes received this via support
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groups and community organizations. There was a desire for more guidance in determining
when more help was needed at home, whether it was feasible to try to keep taking care of
their loved ones at home, and how to find and choose paid help if necessary. One caregiver
questioned whether she was doing the right thing trying to keep her loved one home: “I
mean, | have to just ask, ‘Do you think I'm providing the level of care that she needs?’ You
know, because ...my sister's saying, ‘[[Spouse]] should be in a facility.” You know, and, it's
like, I don't think so, you know. But am | deluding myself? | mean, it's a weekly question. It
depends on the next level of decline. It's a crazy path. Maybe it's clearer for some people. |
don't know.” (C09, LBD). One caregiver found advice to look at dementia care facilities in
advance helpful since, “they said when that point arrives I'll probably be very overwhelmed
and stressed out, and so the best thing would be to have investigated in what memory care
facilities offer, what ones don't | like” (AC12, AD). Another caregiver noted wanting more
assistance for a transition in care to a facility, saying “what would that additional assistance
be? For lack of a better way of saying it, I think it’s a bit more handholding. And | don’t
even know if that’s even a reasonable thing to expect, but it does feel like you’re floating
out there sometimes. And you’ve been given some guidance, but you need more” (BC16,
AD/LBD).

DISCUSSION

This qualitative study provides an enriched perspective on the experiences of PWD and their
caregivers with anticipatory guidance after a dementia diagnosis, especially with respect

to disease trajectory and prognosis. PWD and caregivers felt they received incomplete

or “hesitant” guidance on prognosis and expected disease course via their clinicians and
filled the gap with information they found via the internet, books, and support groups.

They appreciated guidance on behavioral, safety, and communication issues from clinicians,
but noted it often occurred after challenges had already appeared and found more timely

or advance guidance from other non-clinical sources. When planning for the future, they
were asked about advance care planning documentation by clinicians but did not always
receive help completing it. Participants found information about legal and financial planning
through support groups, and hoped for more guidance to determine if it was feasible to stay
at home versus transitioning to a long-term care facility.

Participants in this study expressed interest and desire in obtaining more information

from their clinicians about disease trajectory, prognosis, and behavioral and safety issues

in advance of facing these issues, despite receiving care at a specialty dementia clinic.
Participants often alluded to an inherent uncertainty in discussions about prognosis and
planning for the future, noting they could tell clinicians were reticent to commit to a certain
timeline and they understood it was difficult to predict. However, they valued even general
timelines regarding stages and duration of illness that they found through other sources
such as the internet or books. Systematic reviews regarding practices in disclosing dementia
diagnoses show PWD and caregivers want to know more about the future and prognosis [9],
and after diagnosis feel uncertain of the prognosis, disease progression, and management
options [17]. Though one would hope that this uncertainty improves with subsequent
clinician visits, this study demonstrates that in routine care after diagnostic disclosure, PWD
and their caregivers want and need further information on disease trajectory and prognosis
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to aid planning. A recent survey on dementia prognostic awareness found that only 30%

of caregivers reported their physician discussing life expectancy/prognosis, 43% did not
know the estimated life expectancy/prognosis in years, and only 42% knew it was a terminal
condition [18].

There are many possible reasons PWD and caregivers reported receiving inadequate
anticipatory guidance. Clinicians often have difficulty accurately prognosticating, especially
in the earlier stages of the disease; much of the prognostication literature is focused on
advanced dementia [11]. The heterogeneity of the disease spectrum makes it difficult

to predict what the trajectory will be like for an individual patient, and comorbid

conditions and co-pathologies (e.g. vascular + Alzheimer dementia) can further complicate
prognostication. More frequent and longitudinal follow up may assist clinicians in better
understanding the symptoms and trajectory of the syndrome, and hence become better

at providing anticipatory guidance that is specific to each patient. Clinicians also have

to feel comfortable and adequately trained in serious illness communication, including
communication about uncertainty, as the way information is communicated can often
influence how information is received. [19] Availability and appropriate engagement of an
interdisciplinary team, including clinical nurse specialists [20], advance practice nurses, and
social workers may improve guidance, as has been the case in dementia care management
programs [21].

In a complementary study, many clinicians at the dementia clinic from which participants of
this study were recruited stressed the importance of providing and explaining diagnosis, in
addition to addressing behavioral concerns and caregiver support [22]. They also identified
challenges due to lack of time to have appropriate conversations, as well as in how to
initiate and frame conversations about prognosis and disease progression [22]. The contrast
between what the clinicians report and what PWD and caregivers reported in this study is
not surprising. Even when clinicians feel they communicated clearly, patients and caregivers
can often have a different perception of what was said, or not feel ready to hear the news
[23].

Our findings suggest that even if prognosis and disease trajectory information is shared, it
may not be communicated in a manner that allows PWD and caregivers to understand and
recall this information. Participants in our study expressed wanting to plan for the future
and thought that understanding prognosis and likely timelines for cognitive and physical
disability would assist in making arrangements. Not knowing prognosis is one barrier to
effective ACP, which is critical to naming a surrogate decision maker and defining goals and
values prior to losing capacity to make decisions [6]. Prior research indicates understanding
the terminal nature of dementia correlates with a higher likelihood of appropriate symptom
management at the end of life [24]. A qualitative study of people living with Parkinson
disease and their care partners showed interest in a “roadmap” as a guide for decision
making and planning [2,25].

PWD’s and caregivers’ perception of insufficient guidance and desire for more information
offers an opportunity to provide systematic structured anticipatory guidance for PWD
and CG. We provide an initial framework for anticipatory guidance that incorporates
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palliative care communication principles as well as the information received and wanted

by participants in this study (figure 1). A broad overview of the disease trajectory and
prognosis, and explicitly stating that dementia is a terminal disease, is important to future
planning and advance care planning. To the extent the disease trajectory and unique features
of the dementia subtype are known (i.e. hallucinations with LBD, worsening aphasia with
PPA), clinicians should offer to share this with the PWD and CG. More detailed information
may be shared in a step-wise approach between interval follow up visits, focusing on safety
concerns (wandering, driving, financial fraud) in the early stages, and behavioral issues

and other neuropsychiatric symptoms of dementia in the moderate stages. Guidance should
be provided for how to plan for progressive functional impairment (home modifications,
additional caregiving) as dementia progresses, and symptoms and management of end-stage
dementia.

Offering close follow-up after diagnostic disclosure allows patients and caregivers to recover
from the initial shock [9], and ideally an opportunity for caregivers to have separate
conversations with clinicians to ask questions they may not feel comfortable asking in

front of the PWD. Assistance with identifying important legal and financial paperwork and
referrals to assistance completing it while the PWD has capacity is important as PWD

and their caregivers may not get this information elsewhere. Timely completion of legal

and financial documentation is important before the PWD loses capacity to make these
decisions and sign paperwork [26-27]. ACP was underutilized in the specialty dementia
clinic that provided care to participants in this study [28]. Though there are many barriers

to completion of ACP, opportunities for discussion and completion with the clinical team
may help PWD and their caregivers reflect on and document care preferences [29-30].
Support groups also play a key role in providing information as seen in this study and others
[31-32]. Evidence-based dementia care programs such as Care Ecosystem [33] can provide a
platform for ongoing conversations and anticipatory guidance, in addition to specialty center
visits.

Palliative care focuses on symptom management, assessment and support of caregiver needs,
and coordination of care for people living with serious illness [34]. There is an international
effort to define optimal palliative care in dementia, with consensus that person-centered
care, communication, and shared decision-making is one of the most important domains
[35]. Given the shortage of palliative care specialists, integrating primary palliative care —
palliative care provided by clinicians who are not palliative care specialists — into dementia
practices will be of utmost importance [22].

Palliative care communication frameworks can be adapted to help provide systematic
anticipatory guidance and prognostic disclosure to PWD and their caregivers (figure 2).
Asking for permission [36] before sharing information on prognosis allows the PWD and
their caregiver to decline if they do not want information and alleviates the clinician of
concerns that the information is not wanted. Validating and normalizing difficult experiences
and uncertainty can also be important tools in communication. As dementia progresses,

it is important to reevaluate the risks versus benefits of medications and preventative

care, and ensure they still meet the goals of the person living with dementia [37]. These
strategies should be utilized and shared across the interdisciplinary team. For practices
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with primarily or only behavioral neurologists, they may consider doing all these tasks or
referring to case management if available for additional support. Dementia specialty clinics
with interdisciplinary team might share responsibilities; clinical nurse specialists [20] and
social workers can play an especially critical role in educating and supporting PWD and
their caregivers.

Many challenges exist in providing appropriate anticipatory guidance to PWD and their
caregivers, including time limitations, difficulty obtaining reimbursement, and the regular
absence of a full interdisciplinary team in all dementia care settings. There is a need for
alternative reimbursement models that would value time spent counseling on what to expect
as much as diagnosis. For example, some CPT codes can be used to provide comprehensive
care planning [38], and legislation is being proposed for a Center for Medicare and Medicaid
Innovation demonstration project to reimburse dementia care management programs [39].

Limitations to this study include that it was a single site with a primarily white and high-
income population that may not be representative of other memory specialty centers. Given
existing racial/ethnic differences in prevalence of dementia [40], disparities in dementia
treatment [41], and awareness of diagnosis [42], it is plausible there are disparities in access
to memory specialty centers and anticipatory guidance that should be investigated in the
future. Participants were also community-dwelling and the views of PWD in long term

care facilitates are underrepresented; however, bereaved caregiver participants often had
experience with long term care facilities. We only recruited English-speaking participants
and did not collect data on degree of engagement (e.g. number of visits, number of
disciplines involved) with the dementia specialty clinic due to limitations of the study
personal. There may be different needs and preferences in more diverse populations, or

in primary care settings. Participants recollections, especially bereaved caregivers, may be
impacted by recall bias regarding clinical experiences from early in the disease course.
Future research could evaluate experiences with anticipatory guidance in other settings (such
as primary care), and if enrollment in dementia care management programs provides more
knowledge and confidence in anticipated disease trajectory and prognosis.

Patients and caregivers that received a diagnosis of dementia at a specialty memory

center recalled being asked about advance care planning, but stated they often found
information about prognosis, stages of the disease, behavioral management, and legal and
financial planning lacking, and many sought this information through other sources. PWD
and their caregivers expressed interest and desire in obtaining more information about
disease trajectory, prognosis, and behavioral and safety issues in advance of facing these
issues, noting that they often received information after the fact or while new challenges
were occurring. Standardizing anticipatory guidance after diagnosis within a palliative
care communication framework may help improve patient and caregiver understanding of
expected disease course and prognosis.
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Anticipatory guidance after
diagnostic disclosure
Theme 1: PE— . -
Prognosis and tapate |szase Umql,"f? adspectsg Expected prognosis and Clarity of dementia as a
ted disease trajectory an speciiiccementa navigation of uncertainty terminal condition
SXpec timeline syndrome
trajectory
Theme 2: Safety Behavior Communication
Behavioral, safety, and + Driving * Gun safety + Forewarning and guidance on * Advice on communication
communication issues * Home safety + Wandering common behavioral challenges strategies
Financial and legal Advance care planning Transiti
: e . ransitions of care
Theme 3: +  Capacity + Identification and documentation of + Considerations on managing
Planning for the future il Eovereticney SUTEEE D G (LGl at home vs. transition to
+  Willand trust +  Assistance in completion of advance facili
: s acility
»  Fraud prevention directive
Early stage: Adapting, Moderate: Behavior, . e
Proposed anticipatory finding meaning and communication, MiEiSenaIE FATEse] e (BT
id imeli SR ng y hiatri =» Transitions of care, signs of =» of-life symptoms, hospice
guidance timeline SUPpOTt, Propanngiol ey potilEle advanced dementia assessment and referral
the future symptoms, CG training

Figure 1. Proposed model of anticipatory guidance for dementia
Suggested anticipatory guidance topics per themes raised by participants, and proposed

anticipatory guidance timeline. Diagram represents intersection of study findings and
clinical expertise. Certain topics (safety, financial and legal, and advance care planning)
are time-sensitive after diagnosis. Each PWD and their caregiver may have different needs
depending on stage of diagnosis and individual knowledge.

J Alzheimers Dis. Author manuscript; available in PMC 2022 December 02.



1duosnuepy Joyiny 1duosnuely Joyiny 1duosnuey Joyiny

1duosnuep Joyiny

Shafir et al.

Page 17

Ask for permission/
Assess preferences for

information sharing

Share expected disease

course and prognosis

Normalize experiences

Shift focus of management

as disease progresses

Provide opportunities for
caregivers to speak

without PWD present

Help with ACP

Ask patients and caregivers if they want more information on
expected disease course or prognosis [36][43]

Ask how (how much, when, with whom) they want information to be
shared

Explain expected symptoms and functional decline, and timeline[44]
Acknowledge uncertainty, with incremental repeated disclosure as
disease unfolds

Validate that behavioral challenges and caregiver frustrations can be
common experiences while offering strategies/best practices
Address deprescribing and optimize medication benefit [45][37]
Customize preventative care, including screening, depending on
time to benefit and goals [46][47]

Caregivers may prefer to speak openly about prognosis and worries
away from PWD

Consider dementia-capable models of care that support and
augment an on-going and trusted relationship between the dyads
and the health care team (Care Ecosystem, UCLA, etc) [21][48]
Encourage all team members (SW, RN, NP/PA, MD) to have
advance care planning conversations with patients/caregivers and

assist with completion of documents

Figure 2. Adapting palliative care communication to anticipatory guidance for dementia
Adapted palliative care communication principles as applied to anticipatory guidance in

dementia. This table is informed by PWD and caregiver experiences in this study though
primarily based on clinical expertise. References for additional resources included when
available. Additional guidance is available from the Center for Advancement of Palliative

Care. [44]
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Table 1.
Demographics of participants

1. Caregiver data is the dementia type of the person they were taking care of. 2. Other or mixed syndromes
includes: 1 corticobasal syndrome (CBS), 1 logopenic variant primary progressive aphasia (IvPPA), 3
AD/LBD (Alzheimer’s Disease/Lewy Body Disease), 1 AD/PCA (posterior cortical atrophy), 3 AD/VD
(vascular disease), 1 CBS/PCA, 1 IvPPA/AD, 1 nfvPPA/PSP (nonfluent variant primary progressive aphasia/
progressive supranuclear palsy).

Caregivers n=31  Patients n=9
n % n %
Age in years (Mean [range]) 67.3 40-87 753 67-86
Sex
Female 21 68% 3 33%
Male 10 32% 6 67%
Type of Demential
Alzheimer’s Disease 14 45% 5 66%
Lewy Body Dementia 3 10% 0 0%
Frontotemporal 2 6% 1 11%
Progressive Supranuclear Palsy 2 6% 0 0%
Other or mixed syndromes? 10 35% 3 33%
Martial Status
Married/partnered 15 48% 6 67%
Widowed 11 35% 0 0%
Divorced/separated 2 6% 2 22%
Never married 3 10% 1 11%
Latinx/Hispanic
Yes 0 0% 0 0%
No 30 97% 9 100%
Missing 1 3% 0 0%
Race (multiple possible)
White 23 74% 7 78%
Black/African American 3 10% 0 0%
Asian 3 10% 1 11%
Other [text available] 2 6% 0 0%
Missing 0 0% 1 11%
Education (highest completed)
High school graduate 1 3% 0 0%
Some college/no degree 2 6% 1 11%
Assoc. deg/trade/vocational school 3 10% 0 0%
College graduate 10 32% 1 11%
Masters/PhD/Professional degree 15 48% 7 78%
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Caregivers n=31  Patients n=9
n % n %
Has health insurance
Yes 31 100% 9 100%
Income category (total household)
<$20,000-<$40,000 3 10% 1 11%
$40,000-<$80,000 7 23% 3 33%
$80,000-$100,000+ 18 58% 5 56%
Missing 3 10% 0 0%
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Table 2.
Theme 1: Guidance on prognosis and expected disease trajectory

AD = Alzheimer’s Disease, CBS = corticobasal syndrome, LBD = Dementia with lewy body, bvFTD =
behavioral variant frontotemporal dementia, VD = vascular dementia, nfvPPA = nonfluent variant primary
progressive aphasia, PSP = progressive supranuclear palsy

Subtheme

Exemplar quotes

Participants had mixed
experiences learning about
prognosis and expected
disease trajectory from
their providers, and noted
hesitancy to provide details
due to uncertainty

AC27 (AD): “And, of course, the doctors, at least our doctor, was reticent to say, this is how much time

you have or how much time you have for [[Wife]] to be functional. And here's when she’ll start to not be
functional. And | get why they’re like that but that is sort of what you're trying to figure out and plan for, not
that any of us can. But, you know, doctors like to be circuitous and just kind of, ‘Oh, everybody is different.
You never know.” They don't want to give you too much information about it, | guess, because they don't really
know.”

AC22 (CBS): “They said he's going to lose the ability to speak. He's going to lose-- they went through the

list of everything that was going to happen that they knew, but it was no "For sure these things are going to
happen." At the time they told us in the United States about 5,000 people they had diagnosed with this disease
and a lot of times that it was misdiagnosed, so there wasn't a lot of information on it, but these were some of
the things that we could expect to happen.”

Non-clinical sources such
as books and the internet,
filled a gap in information
about prognosis and disease
trajectory

Interviewer: Do you feel like you’ve received helpful guidance regarding what to expect in thinking of the
future, how things may change in the future?

AC12 (AD): “The neurologist has not dealt with that. | mean, it’s a recent diagnosis, maybe that’s reasonable,
I don’t know. Where 1’d gotten it is from the support group, and from the two women whose husband died of
Lewy body disease. | have a book called “The Savvy Caretaker,” that | guess there’s a course out offered by
the Alzheimer’s Association in Lafayette, and so this friend gave me that book that goes through the stages. |
wonder if that’s the only thing | have.

No doctor has provided information about stages at all. So my information is from “The Savvy Caretaker” or
online. | mean, | just research Alzheimer’s.”

Interviewer: “Do you remember early on whether you received from your local neurologist or at the [[memory
clinic]] anything regarding, ‘Here’s a likely time span,” or, ‘Here’s how the disease may progress’?

BC21 (AD/LBD): I’m sure | asked that, and | can’t say definitively whether, importantly, [neurologist]
provided a response. More than likely he did, but he was also very hands-off as it relates to timing. The best
thing that I had for guidance was the Alzheimer’s website, which described the disease by stage, and there’s
about a half a dozen different stages that they describe with the symptoms associated with each of those stages,
and that gave, for me, that was the best, although things don’t always match up, but generally they did, and so |
had an awareness that, you know, 8 to 10 years would probably be about right"

Participants wished providers
would share more
information about prognosis
and where they were

along the disease trajectory,
acknowledging there is
uncertainty.

AC29 (bvFTD): “I guess what | would really like to know is ‘What's going to happen next? What's the next
thing that's going to happen?’ | mean, how is this man going to-- | mean, what's going to happen with this type
of dementia? What's the next thing that happens? | mean, does he just quit eating? Does he just quit breathing?
What can | do to prolong and help his life?”

Interviewer: Also, thinking about your interactions with the memory and aging center, what did you learn from
them, if anything, about how things might change or what you might be able to expect in the future?

AC25 (AD/VD): We haven't gotten there. And | haven't asked. Our visits have always been together. | feel kind
of reluctant about asking about the future for fear that the self-fulfilling prophecy may make things worse than
they would otherwise be. | don't think anybody has said that it’s going to improve.

INT:So | know you just said you've been there together and you’re reluctant to ask outright. How important or
interesting is it to you to get information about what might be becoming?

AC25: You know, from the support groups, the conversations that I've heard people say is you really can't
predict. Everybody is different. Don't believe what they tell you is happening next. because it's all individually
unique. So | think that probably my kids would like to know what might be happening but | really don't believe
that anyone can. Having been through a decline of my father that was quite different than the decline of our
friend, it would be helpful to me from a standpoint of my own planning but I just don't give it much credence.
If | thought they could tell me what was happening 1’d ask them and plan on it.

“INT: What more would you want to know? What other information would you like?

P10 (nfvPPA/PSP): Gradually it’s going to progress, what I’m facing.

INT:So you’re indicating you want more information about what that will look like as it progresses? Is that
accurate?

P10:Yeah, and the people that I met reluctantly described the progression and hesitantly.”
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Table 3.

Theme 2: Guidance on behavioral, safety, and communication issues

IVPPA = logopenic variant primary progressive aphasia, AD = Alzheimer’s Disease, VD = vascular dementia

Subtheme

Exemplar quotes

Guidance from providers was
helpful but often received late
in the course after symptoms

had started

BC15 (IvPPA): “When [[spouse]] started wild combative behavior, I told the nurse, | said, “I don’t know
why he’s doing it.” She said, “Oh, it’s normal, they all do that,” and so | felt much better about it. | thought
something | was doing wrong or something like that. You need to know-- the word normal, of course, it
doesn’t apply in the usual sense here, but you need to know that it is something frequently experienced, even
if it’s not normal”.

BC17. (AD): “[nurse practitioner] took [patient] and we dealt with behavior. That was very beneficial. I didn't
really understand the spatial difficulty until [nurse practitioner] explained it to me, that instead of finding the
chair, he's on the edge, and the chair falls off, and the chair tilts over because he's-- he was a good size...what
I miss the most really was constant behavioral assistance, and that's where the Alzheimer's support group
helped.”

Participants received helpful
information from books and
support groups that they
didn’t find elsewhere

P04 (AD): “I mean, in the group that I've been to I've heard, I've gotten some good information, I've

also gotten some scary information. Well, the scariest thing was that | think people with Alzheimer's can
sometimes get to the point of physically abusing their partner. So I've told my two children that if | get to that
point they need to step in.”

BC17 (AD): “But | was really interested in the behavior, and most doctors don’t have time to deal with the
behavior. So | did a lot of reading, and then toward the end or mid, I guess, | had an Alzheimer’s group that
really helped, and I found this book way too late that everybody should have. ‘Coping with Behavior Change
in Dementia’ by Beth Spencer and Laurie White and why they pee all over the floor and just dealing with the
day-to-day logistics.”

Interviewer: How did you find this book?

BC17: | found it through my Alzheimer's group.”

Participants noted feeling
behind on anticipating
behavioral and safety
concerns, and wished they
had forewarning

BC13 (AD/LBD): “Yeah. But she had gone into Trader Joe’s and apparently had no money with her but was

looking to buy bananas or something. You know? And so they walked her back up here, but so at that point |

realized | couldn’t just go off and leave her by herself.”

Interviewer: “But that was a surprise?”

BC13: “Yeah. But it was a surprise. And so, you know, | think | would have appreciated some better or more
explicit descriptions of things that are likely to happen in terms of behaviors...1 always felt like | was kind of
behind the curve on when something new would happen. It was kind of always a surprise, you know, like the
wandering or taking off.”

BC4 (AD/VD): “I think knowing better how to communicate with people with dementia. | tried to, | think, for
too long | tried to be, act as normal as possible. If [husband] would get off track 1’d try to get him on track
instead of following his track.”
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Table 4.

Theme 3: Planning for the future

AD = Alzheimer’s Disease, PCA = posterior cortical atrophy, IvPPA = logopenic variant primary progressive
aphasia.

Subtheme

Exemplar quotes

Advance care planning
was frequently brought

up by providers, though
some participants wanted
additional help completing
the documentation

BC26 (AD/PCA), discussing ACP

“They said, ‘Well, have you filled out this thing?’ and, ‘That's a very important thing,” and stuff like that. .. it
kind of slips through the cracks that I wasn't handling it which is kind of a living alone thing in a way because
at that point | was living alone in a way. And sometimes things don't communicate, don't get past, ‘Don't you
figure out what's going on with him?” you know. And | was BSing the doctors, | mean | wasn't meaning to but
I'd say, “Yeah, we'll get that done,” and then the next time I'd say, ‘I know what you're going to say, I'm going to
get it done,” or, ‘Here, give me a new one, | lost it.” And it was just something about it, | don't know.

BC26, during hospital stay:

“someone mentioned something about ... the directive and | said, ‘Yeah, we're going to do that.” And then this
nice doctor came over and said, ‘I can come back and help you with that,” and | said, ‘Great, you do that.” And
so she did and we got it all filed and | almost broke down in tears and just said, ‘Thank you, | can't thank you
enough, I didn't know how to do this.” Anyway it was so nice of her ... It was unbelievable, | needed that."

Participants reported
getting tips on important
documentation from
support groups rather than
providers

Interviewer: “The idea of you needing to update your legal paperwork, for example, is that something that any
of your providers have enquired about yours? For example, [memory center neurologist]?

AC30 (IvPPA/AD): “No. I'm going to say it's more something we talk about in our Alzheimer's group. It's
brought there more. But no. | would say nothing that stands out in my mind right now that [memory center
neurologist] or even the general practitioner has brought up necessarily."

Interviewer: Was it Dr. [[M]] herself who brought up the idea of doing this paperwork and planning?

AC27 (AD): “No. Well, | don't know. No, I think we learned it through the group. Yeah, we learned it through
the group that you could go and get-- yeah. We learned it through the group for sure. That group was very
helpful because everybody had different solutions and different things that they had gone through where they
could be helpful with what you do and what you don't do.”

Participants welcomed
more input and guidance
from providers on future
planning, and note
difficulties planning ahead
for an uncertain future

AC25 (AD/VD): “I'm kind of a planful person. And | think my concerns are the uncertainty. | don't know when
I 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.”

BC14 (AD): “I'm thinking now to wouldn't it be nice for someone to actually have a list and mark it off and go
over it with you, you know, to actually say, ‘Have you addressed this? If not, maybe we can send you-- Maybe
we have a list of lawyers,” Or whatever, maybe just someone who does some homework for you so you're not
just-- because you're so exhausted at a certain point. | mean, | wasn't sleeping at all. My mother was constantly
waking me up. | was-- So my point is | guess you need to have extra strength, an extra set of-- an extra mind
even to help you because if you're sleep deprived, you know, someone to say, hey, you know. It's kind of an
assistant in a way, you know. "

Participants felt they
needed additional guidance
in advance of considering
transitions of care, such as
to care facilities

BC16 (AD/LBD): “I think the only thing that I could imagine being better is if there was some sort of a liaison
team that helped people like myself who were needing to put their loved ones in a care facility, if there was
some additional assistance that could be given, I think. And what would that additional assistance be? For lack
of a better way of saying it, | think it's a bit more handholding. And I don't even know if that's even a reasonable
thing to expect, but it does feel like you're floating out there sometimes. And you've been given some guidance,
but you need more. | almost wonder if an additional person that's in your profile that is, again, one of these
people who helps with these transitions. Again, | don't — I 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.”

ACO02 (AD): “Preparing for end of life. Say location of care. And this is, you know, sometimes, you know, it
comes to my mind. If it comes to a time that, you know, it's so difficult to care, you know, by one person, by

me or by caretaker, and then should | keep him home or should I, you know, send him to the what do you call

it, institution, you know, for this type of special patient care. And then | personally, my own feeling is I'd like to
keep him home. And then but to keep him home, you know, how worse, you know, he could-- how difficult, you
know, that would be that | don't know. So often that comes to my mind, how could | prepare, you know, for the
worst.”
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