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Abstract
Objective
Advance care planning (ACP) is a core quality measure in caring for individuals with Parkinson
disease (PD) and there are no best practice standards for how to incorporate ACP into PD care.
This study describes patient and care partner perspectives on ACP to inform a patient- and care
partner-centered framework for clinical care.

Methods
This is a qualitative descriptive study of 30 patients with PD and 30 care partners within
a multisite, randomized clinical trial of neuropalliative care compared to standard care. Par-
ticipants were individually interviewed about perspectives on ACP, including prior and current
experiences, barriers to ACP, and suggestions for integration into care. Interviews were ana-
lyzed using theme analysis to identify key themes.

Results
Four themes illustrate how patients and care partners perceive ACP as part of clinical care: (1)
personal definitions of ACP vary in the context of PD; (2) patient, relationship, and health care
system barriers exist to engaging in ACP; (3) care partners play an active role in ACP; (4)
a palliative care approach positively influences ACP. Taken together, the themes support
clinician initiation of ACP discussions and interdisciplinary approaches to help patients and
care partners overcome barriers to ACP.

Conclusions
ACP in PD may be influenced by patient and care partner perceptions and misperceptions,
symptoms of PD (e.g., apathy, cognitive dysfunction, disease severity), and models of clinical
care. Optimal engagement of patients with PD and care partners in ACP should proactively
address misperceptions of ACP and utilize clinic teams and workflow routines to incorporate
ACP into regular care.
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Advance care planning (ACP) is a process that supports
adults in understanding and sharing their values, life goals, and
preferences regarding future medical care.1 ACP is associated
with increased patient satisfaction and quality of life, fewer
unwanted hospitalizations, and greater use of palliative care
(PC) and hospice.2,3 In Parkinson disease (PD), advance
discussion and planning that acknowledges future changes
related to the illness may help affected patients and care
partners focus on quality of life. Recognizing the importance
of ACP as part of high-quality PD care, which includes doc-
umentation of care preferences in advance directives, the
American Academy ofNeurology Parkinson’s DiseaseUpdated
Quality Measurement Set recommended patients with PD
have an advance directive or designated medical power of at-
torney within the prior 12 months.4 Current care of individuals
with PD does not routinely address ACP.5–9 In addition, given
the high potential for loss of decision-making capacity, early
ACP is important to ensure that end-of-life preferences are
honored.10

ACP includes multiple steps such as identifying a surrogate
decision-maker, discussing personal values, documenting
preferences in an advance directive, and translating pref-
erences into medical care plans, including out-of-hospital
orders (i.e., POLST form).11,12 Published rates of advance
directive completion or report of ACP conversations in
individuals with PD varies, ranging from 68% to 95%, with
the highest rate related to a study of proxy decision-making
for patients with advanced PD.13–15 Because there are no
best practice standards for integrating ACP as a core quality
measure into neurologic care for individuals with PD, the
objectives of this study are to elicit perspectives from
patients and care partners on ACP to inform a patient- and
care partner–centered framework for PD clinical care and
research.

Methods
Design
This qualitative descriptive study leverages a large, multisite,
randomized clinical trial of interdisciplinary outpatient
neuropalliative care compared to standard neurologic care
for individuals with PD and care partners. In the trial,
patients and care partners, if care partners were available,
were randomized in a 1:1 fashion to (1) standard care (includes
a primary care provider and neurologist) or (2) outpatient,
interdisciplinary team–based, PC augmenting standard
care. This qualitative study includes 60 participants who
were interviewed following the final data collection point at
12 months.

Standard protocol approvals, registrations,
and participant consents
All participants provided written informed consent. This
study was approved by the Institutional Review Board at each
site. The clinical trial identifier is NCT02533921.

Setting and participants
Study participants were drawn from 210 patients with PD and
care partners from the University of Colorado, University of
Alberta, and University of California San Francisco. Patients
were included if they were fluent in English, over age 40, met
UK Brain Bank criteria for a diagnosis of probable PD,16 and
had moderate to high PC needs as assessed by the Needs
Assessment Tool: Parkinson’s Disease,17 a modified version of
the Palliative Care Needs Assessment Tool18 that includes PD-
specific criteria including disease severity and motor and non-
motor symptoms (available upon request). For qualitative
interviews, patients had to complete the 12-month visit.
Patients were excluded if they had urgent PC needs, had an-
other diagnosis requiring PC support (e.g., metastatic cancer),
or were unwilling to comply with study procedures including
randomization. Care partners were identified by asking the
patient “Could you tell us the one person who helps you the
most with your PD outside of the clinic?”Having a care partner
was not a requirement for participation. Participants were
compensated for participating in the randomized clinical trial,
including for these 12-month visit interviews.

For this qualitative study, interviews were conducted between
September 2017 and March 2018. During this period, 137
participants (81 patients and 56 care partners) had reached the
12-month visit. The study planned a goal of 60 interviews to
allow sufficient opportunity to sample across trial sites and
across participant type (patient or care partner). Patients and
care partners were purposefully selected for interviews from
each site, study arm, and sex to ensure representation across
these populations. Other efforts tomaximize the variance in the
sample included specifically including individuals with cogni-
tive impairment, high disease severity (based onHoehn& Yahr
score), or lacking a care partner. Importantly, patients and care
partners were invited separately, rather than as a dyad. Thus,
some patients participated independent of a care partner, and
vice versa. All participants, whether a patient or care partner,
were interviewed separately. Site investigators provided input
to guide maximum variation sampling,19,20 including whether
a patient or care partner was no longer appropriate for an
interview. Fifty-three individuals were not contacted due to
severe dementia, relocation to a long-term care facility, medical
comorbidities such that the interview could be burdensome,
deceased, dropped out, unable to be reached, or declined to
participate (n = 4) due to time constraints or discomfort.

Glossary
ACP = advance care planning; PC = palliative care; PD = Parkinson disease; PDPFAC = Parkinson’s Disease Patient and Family
Advisory Council.
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Data collection
An interview guide (available upon request) related to patient
and care partner perspectives on ACP, including barriers and
prior experiences, was developed and revised iteratively by the
research team with input from the scientific literature, a mul-
tidisciplinary scientific advisory board with movement dis-
orders and PC expertise, and a Parkinson’s Disease Patient
and Family Advisory Council (PDPFAC). The guide
addresses experiences with ACP, planning for the future,
planning in the context of potential future cognitive changes
or dementia, and barriers related to ACP. The guide uses
words, definitions, and descriptions of ACP that participants
would be familiar with based on their geographic location. For
example, words such as “goals of care designations” or “green
sleeve”were used for Alberta, Canada, participants. The green
sleeve holds a copy of a personal directive, a goals of care
designation, and a tracking record.21 Likewise, out-of-hospital
orders were referred to as POLST or Medical Orders for
Scope of Treatment (MOST) forms for California and Col-
orado participants, respectively.22 The research team main-
tained detailed interview field notes that informed interview
guide changes and refinement. Interviews lasted between 15
minutes and 2 hours and were completed over the telephone
or via secure, video-assisted virtual calling. To help individuals
with PD participate to the best of their ability, a one-page
introduction of the interview topics was emailed to partic-
ipants before the interview (available upon request). Inter-
views were digitally recorded and professionally transcribed.
Patient and care partner sociodemographic characteristics,
study participation details, self-report of PD-related charac-
teristics, self-report by care partner of relationship to the pa-
tient, and other care partner characteristics were collected,
and missing data account for fewer than 5% of demographic
self-reported characteristics.

Data analysis
The analysis used a team-based, inductive, and deductive ap-
proach to identify key themes.23 Transcripts were de-identified
with the exception of participant type (patient or care partner),
study site, and study arm (PC or standard care) and read
individually by each team member. A code book was defined
and agreed upon, and 3 coders each coded roughly one-third of
the data. Intercoder reliability was accomplished by continuous
iterative consensus building with regular team meetings. The
team examined the transcripts, codes in context, and emergent
themes and meanings within and across all transcripts, and
within and across study arm (PC or standard care), to extract
meaningful content and determine relationships across the
data. Meaningful content was then organized into themes that
reflected participant perspectives and experiences related to
ACP. Analytic decisions on emerging themes were tracked
using an audit trail, reflexive team notes, and meeting minutes.
Triangulation is a qualitative research strategy of using multiple
methods or data sources to develop a comprehensive un-
derstanding to increase reliability of results.24 Triangulation
was conducted by discussing early themes with the larger
multidisciplinary team and the PDPFAC, as these individuals

were involved in various aspects of the research study, are
affected by PD, or read the interviews from a layperson’s per-
spective.25 Informational saturation is a qualitative research
determination where no new information was emerging.
Reaching saturation is important in determining whether the
research questions have been comprehensively explored. In this
study, saturation occurred for the research questions and
analysis related to ACP prior to completing the planned 60
interviews of clinical trial participants.26 Atlas.ti Version 7.5.18
software was used for data management.

Data availability statement
Anonymized data are available and will be shared upon rea-
sonable request from any qualified investigator.

Results
Sixty individuals were interviewed, including 30 patients and
30 care partners. There were 15 patient–care partner dyads
and 30 participants who either did not have a care partner or
were interviewed without inclusion of their respective care
partner or patient. Participant characteristics, including sam-
pling from each of the 3 sites, are presented in table 1. Al-
though we attempted to interview patients with all levels of
PD severity, those who were able to participate tended to have
less severe Hoehn & Yahr level.

Synthesis of themes
Four key themes emerged about opportunities and challenges
that influence ACP for patients with PD and their care part-
ners. The themes are (1) personal definitions of ACP vary in
the context of PD; (2) patient, relationship, and health care
system barriers exist to engaging in ACP; (3) care partners
play an active role in ACP; and 4) a palliative care approach
positively influences ACP. Table 2 summarizes the themes
and subthemes that frame ACP in PD care. Taken together,
patients had a variety of personal definitions of ACP and
barriers to engaging in ACP that influenced whether they
were willing to engage in ACP. Care partners had varying
degrees of preparation and willingness to participate in ACP,
but often still played an active role in ACP. Physician initiation
of ACP discussions and interdisciplinary support in the con-
text of outpatient neuropalliative care helped provide support
and education for ACP conversations. Additional illustrative
quotations are available in the e-appendix (doi.org/10.5061/
dryad.t8m55vv). In each theme, the participants’ perspectives
on approaches to ACP did not vary by study site, study arm, or
sex. Patient–care partner dyads did have related perspectives
given their shared context; however, the participants’ experi-
ences, opinions, and responses were unique.

Theme 1: Personal definitions of ACP vary in
the context of PD
Patients and care partners affected by PD described a variety
of personal definitions of ACP. These personal definitions or
viewpoints were often shaped by their experience of PD or by
other ACP or end-of-life experiences prior to PD diagnosis.
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The existence of these working definitions of ACP influenced
their prior engagement in ACP, current willingness to discuss
ACP, and were sometimes inaccurate or incomplete defi-
nitions of ACP compared to a traditional medical definition.

One personal definition of ACP was that it should be a part
of routine care. Participants with this view of ACP often
described engaging in ACP prior to their PD diagnosis be-
cause they had witnessed or were involved in someone else’s
end-of-life experience. Some participants who had ACP
conversations before the time of PD diagnosis described the
necessity and benefits of engaging in ACP on a routine basis.
Others held personal definitions of ACP that acknowledged
the potential for future PD-related changes; these individ-
uals often chose to focus on ways to maximize their current
quality of life given the uncertainties about future decline.
For example, this view of ACP led to planning trips or
enjoying activities that contributed to personal fulfillment.
The emphasis on quality of life plans was often associated
with engaging in ACP discussions and decisions about future
medical care planning and documentation as part of routine
medical care.

In contrast, some individuals considered ACP in relationship to
their perception of their PD illness stage, but with an emphasis
on avoiding ACP conversations. This personal definition of
ACP described ACP as primarily end-of-life planning, and
patients often perceived that ACP was unnecessary because
they were not at that stage in the illness trajectory. While
patients described worry, distress, or fear about PD-related
changes, they still chose to avoid ACP conversations. Other
participants had a personal definition of ACP that was very
broad and focused especially on nonmedical planning; even
when asked specifically about future medical care planning,
participants instead described prioritizing planning for changes
in living situations, finances, and caregiving needs. Finally, in

Table 1 Patient and care partner characteristics

Patients
(n = 30), n (%)

Care partners
(n = 30), n (%)

Age, y (SD) 66 (8) 68 (7)

Age at time of PD diagnosis, y (SD) 57 (8.4) NA

Female sex 11 (37) 23 (77)

Race/ethnicity

White 27 (90) 27 (90)

Black 1 (3.3) 0 (0)

Asian 2 (6.7) 2 (6.7)

Hispanic 0 (0) 0 (0)

Study Site

University of Alberta 11 (37) 12 (40)

University of Colorado 11 (37) 9 (30)

University of California
San Francisco

8 (27) 9 (30)

Study arm

Palliative care 14 (47) 20 (67)

Standard care 16 (53) 10 (33)

Marital status

Married 25 (83) 28 (93)

Single 1 (3.3) 2 (6.7)

Divorced/widowed 4 (13) 0 (0)

Education

High school or less 2 (6.7) 5 (17)

Bachelor’s degree or some
college

12 (40) 14 (47)

Postgraduate 16 (53) 11 (37)

Income

Under $49,000 4 (16) NA

$50,000–$99,999 15 (60)

More than $100,000 6 (24)

Disease duration, mo (SD) 110 (77) NA

Received deep brain stimulation
surgery

4 (13) NA

Hoehn & Yahr level

0 2 (6.7) NA

I 10 (33)

II 11 (37)

III 5 (17)

IV 1 (3.3)

V 1 (3.3)

Table 1 Patient and care partner characteristics (continued)

Patients
(n = 30), n (%)

Care partners
(n = 30), n (%)

Montreal Cognitive Assessment,
mean (SD)

26 (3.2) NA

Care partner type

Spouse or partner 19 (63) 27 (90)

Child or other 3 (10) 3 (10)

No care partner 8 (27) NA

Care partner lives in same
household as patient

21 (95) 28 (93)

Involved in support groups 17 (57) 19 (63)

Duration of caregiving, mo (SD) NA 80 (46)

Abbreviation: NA = not applicable.
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contrast to ACP as a comprehensive process that includes
multiple discussions, decisions, and documentation about
ACP, some patients and care partners defined ACP as com-
pleting advance directives only and then believing that the
document alone was sufficient. In these situations, having an
advance directive present seemed to limit discussions about life
values, and the rationale or implications of the ACP document.

Theme 2: Patient, relationship, and health care
system barriers exist to engaging in ACP
Patients and care partners described multiple barriers to en-
gaging in ACP that were related to their experiences of PD.
These barriers were at the patient level, patient and care
partner relationship level, and health care system level. At the
patient level, PD-related symptoms were barriers to engaging

Table 2 Themes and subthemes with associated quotations

Themes Subthemes Associated quotations

Theme 1: Personal definitions
of ACP vary in the context of PD

ACP as part of routine care before diagnosis
of PD and often affected by prior ACP
experiences

1. If it had come up earlier, we might have done it. You’ve got to
do it on a routine basis…every 3–5 years. Those things change.
That’s regardless of Parkinson’s. Parkinson’s has nothing to do
with that. (Care partner, PC arm)

ACP in relationship to perceived PD stages:
acknowledging future changes and
focusing on quality of life

2. I guess I just figure when I start feeling worse or doing worse…
then I’ll make sure that [the directive is] in place, which I know
is ridiculous. (Patient, PC arm)

ACP in relationship to perceived PD stages:
avoidance of ACP

ACP as completing advance directives only

Theme 2: Patient, relationship,
and health care system barriers
exist to engaging in ACP

PD symptom-based barrier: apathy 1. Parkinson’s really impairs your ability to take the initiative on
things. (Patient, PC arm)

PD symptom-based barrier: cognitive
decline

2. I don’t want to pull the plug because I’mworried that they’ll find
a cure the next day. (Patient, PC arm)

Limited or incomplete understanding of
ACP

3. I don’t know what would happen because I don’t know if
anybody would see them [advance directives]. My husband is
a doctor and said when you’re near the end, those things don’t
always…it depends on what hospital I went to. I feel insecure
about the end of my life. (Patient, standard care arm)

Holding out hope for a cure

Relationship tensions between spouses/
family

Health care system barriers

Theme 3: Care partners
play an active role in ACP

Being informed decision-makers in ACP 1. It doesn’t matter what he wants. I just need to know what it is.
As a care partner, I don’t think you can opt out. If I’m going to
be responsible for doing it, I’ve got to knowwhat I’msupposed
to do. (Care partner, PC arm)

Challenges of negotiating new roles in ACP 2. The one thing I’m not able to persuade him to do is a [out-of-
hospital order] form. He doesn’t want me to make him more
afraid. That’s not an appropriate role for me at the moment.
(Care partner, PC arm)

Assuming the role of medical decision-
maker

3. He relies on me to make most of the major decisions. (Care
partner, standard care arm)

Theme 4: A palliative care
approach positively
influences ACP

Systematic inclusion of ACP in PC visits 1. Those discussions have happened; we’ve had at least 2 that I
can think of both with the nurse, the social worker, and the
chaplain. Before that with the [palliative] teamas far as signing
all the papers…that was definitely presented to us and we did
it, so that was good, for no resuscitation…those were the
things that were presented to us early on and helpful. They
really laid [it] out very clearly for us. (Care partner, PC arm)

Involvement of interdisciplinary team
members in ACP conversations

Preparation of care partner as decision-
maker

Experiences in standard care

Abbreviations: ACP = advance care planning; PD =Parkinson disease.
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in the ACP process. Specifically, apathy or being in a stuck
place influenced patients’ difficulties in discussing their values
and documenting care preferences. Patients described lacking
motivation or initiative to follow through with ACP actions,
whereas they had been able to accomplish similar activities
prior to having PD. In some cases, patients or care partners
recognized that inability to engage in ACP was related to the
presence of cognitive decline, as well as feeling overwhelmed
by PD symptoms and disease progression. Another patient-
level barrier to ACP was a limited or incomplete un-
derstanding of ACP. For example, patients made some
choices for medical decisions about medical procedures like
cardiopulmonary resuscitation or artificial nutrition without
a complete understanding of the choices they were making
and next steps to discuss with decision-makers or clinicians. A
final patient-level barrier emerged where patients expressed
difficulty making end-of-life decisions due to hoping that their
PD would potentially be curable at the last minute. This sense
of hope and denial of the potential for death due to PD
prevented some patients and care partners from making
concrete decisions about life-sustaining treatment or
resuscitation.

At the patient and care partner level, relational issues between
the patient and partner or family were another barrier. Both
patients and care partners separately described the challenges
of desiring to talk about future medical care planning but
facing resistance from the other person. Others were con-
cerned about protecting the emotional well-being of their
partner, family members, or young children. For individuals
who described this barrier, having care partners who were
willing to play an active role in ACP and having in-
terdisciplinary team-based approaches helped to navigate the
tensions between a patient and care partner.

Finally, there were also health care system–level barriers, in-
cluding patients’ lack of trust that ACP preferences would be
honored by clinicians or the health care system. Participants
were concerned that regardless of prior documentation re-
garding ACP preferences for future medical care, their actual
end-of-life situation was too dependent on the decisions of
hospitals or clinicians. This perceived barrier was common
among patients and care partners receiving standard care,
though it also concerned PC arm participants.

Theme 3: Care partners play an active role
in ACP
Both patients and care partners described specific roles that
care partners played as active participants in the patient’s ACP
process. Instead of passively accompanying the patient, some
care partners readily took on the role of being informed
decision-makers. Patients expressed confidence in their care
partners as decision-makers, trusting that the care partner
would know what to do in the moment of a medical decision.
Similarly, care partners who were chosen as medical decision-
makers felt responsible for being informed about the patient’s
preferences.

Other care partners described challenges of negotiating new
roles in ACP. In these cases, care partners navigated initiating
ACP discussions and documentation, even when the patient
was not ready to discuss ACP. For example, care partners
recognized the patient’s need for help with ACP but were
unsure how much to encourage patients to talk about ACP
when it seemed distressing or difficult. Some care partners
identified their own personal feelings and preferences as
influencing ACP and struggled with how to best respect the
patient’s unwillingness to discuss end-of-life preferences for
quality of life and other decisions. These care partners
expressed awareness that these decisions should be made by
the patient but also that ultimately they would be responsible
for making decisions in the future based on the patient’s
values and previously expressed wishes if the patient became
incapacitated. Finally, some care partners described a transi-
tion to assuming the role as the patient’s legally designated
medical decision-maker. These care partners described
needing to make current medical decisions as the health care
agent and actively carry out their role based on previously
completed advance directives when the patient no longer had
the capacity to make decisions.

Theme 4: A palliative care approach positively
influences ACP
Patients and care partners described the influence of PC on
their experiences with ACP and planning for the future in the
context of this neuropalliative care study. Many in the PC arm
described receiving help with discussing preferences for their
health care and completing advance directives. Two specific
aspects of the PC approach were helpful to patients: (1)
systematic and routine inclusion of ACP in PC visits with clear
and open conversations and (2) involvement of trained in-
terdisciplinary team members in facilitating ACP con-
versations. Participants described how these approaches were
beneficial to not feeling alone and facilitating important
conversations between care partners and patients. The PC
approach often led to having a clear plan with tangible
resources and guidance towards discussions and documen-
tation, which ultimately gave them peace of mind. The PC
approach also routinely included preparation of the care
partner for their role as an informed medical decision-maker.
Conversely, many in the standard care arm shared clinical
experiences where ACP was poorly integrated into clinical
care. For example, in standard care settings, some described
lack of physician support for the ACP process, mixed mes-
sages about its necessity, and time constraints to discuss ACP
in clinic visits. Among standard care patients, if an ACP
conversation occurred, it was common for it to be a one-time
conversation, often with lawyers and without medical input.

Discussion
This is the first study to identify opportunities and barriers to
ACP from the perspectives of patients and care partners af-
fected by PD. In acknowledgment of the role of ACP in
improving consideration of patients’ treatment preferences
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and goals of care, and data showing that patients in general
(including those with PD) desire ACP discussions, the
American Academy of Neurology Parkinson’s Disease
Updated Quality Measurement Set recommends that patients
with PD have an advance directive or designated medical
power of attorney completed within the prior 12 months.4

This study outlines opportunities to integrate ACP into
clinical care through the recognition of patient, care partner,
physician, and interdisciplinary team member characteristics
(i.e., social worker, nurse, chaplain, others). Taken together,
these findings describe key factors that influence how patients
with PD and care partners engage in future medical planning
discussions, and highlight the potential influence of a neuro-
palliative care approach on ACP.

Clinicians should initiate at least annual assessments of pa-
tient readiness to discuss ACP.11 In the context of PD,
physicians should seek to understand the patient’s or care
partner’s personal definition of ACP, barriers to ACP, and
perceptions of individual PD trajectory. In this study, the most
strongly positive examples of ACP were seen in patients who
defined ACP as part of routine care, and often had engaged in
ACP prior to their PD diagnosis. The experiences of these
patients demonstrate the benefit of routinely assessing read-
iness for ACP and offering opportunities to have ongoing
conversations about preferences for future medical care as an
important systematic approach to engaging patients with PD
and care partners in ACP.11,27 Routine integration is impor-
tant because research has shown that in ambulatory health
settings, physicians miss opportunities to initiate ACP
discussions.28

Because personal definitions of ACP vary, there is a clear need
for clinicians to assess the individual’s understanding of ACP
and provide patient and care partner education about the
purpose of ACP.Many patients believed that ACP documents
alone are sufficient and were reluctant to discuss the role of
the decision-maker, potential PD-related changes with disease
progression, prognosis, and the outcomes of potential medical
treatments such as cardiopulmonary resuscitation. Individuals
with PD have unique barriers to engaging in ACP that differ
from barriers that affect the general population. PD can cause
apathy and severe executive dysfunction that can limit
decision-making capacity.29,30 In addition, dementia, de-
pression, and psychosis are burdensome symptoms that can
affect a patient’s ability to participate in ACP. The clinician’s
role is to initiate ACP discussions early due to the high
prevalence of future communication limitations and cognitive
issues in PD,10 even if the patient or care partners are initially
resistant.

A PC approach that includes routine exploration of ACP and
quality of life preferences is an important aspect of patient and
care partner engagement in ACP and may benefit from being
integrated into primary care.9,31,32 PC is holistic, patient- and
care partner–centered care that addresses physical, emotional,
social, spiritual, and practical needs. Through its emphasis on

effective communication skills in particularly difficult health-
related conversations, PC can help identify personal definitions
and barriers that may limit effective ACP. The variability in
what information was desired and what decisions patients and
care partners were ready to make demonstrates the impor-
tance of asking permission and eliciting current knowledge
and needs for effective goals of care or ACP discussions.33

Neurologists can advocate for team-based and whole-person
care that supports the patient and care partner to optimize
ACP discussions, and clarifies that ACP discussions do not
require an attorney.34

This study provides rich descriptions of ACP experiences
from both patients with PD and care partners. In line with
other ACP studies of seriously ill patients, we describe the
nuanced, important, and challenging roles that care partners
play as active participants in ACP, especially when patients
faced barriers to ACP and preferred to postpone planning
until a time of crisis.35,36 In such cases, many care partners
recognized the need to participate as an informed decision-
maker prior to a medical crisis, initiate honest conversations
with their loved ones, and assist with ACP documentation.
This study emphasizes engagement of care partners as par-
ticipants who influence ACP for the person with PD. Because
this study is in the context of a neuropalliative care study, this
sample of care partners may be biased toward being prepared
and willing decision-makers, though another survey of PD
medical decision-makers also showed a preference for being
involved in shared decision-making with family members and
physicians.14

While other studies have suggested patient openness to early
ACP, even at the time of PD diagnosis,15 our data show that
some patients were reluctant to discuss ACP even in later
stages of PD with moderate to high palliative needs. In this
study, especially in the standard care arm, patients and some
of their physicians did not feel that their PD illness stage,
severity, or potential for future morbidity and mortality re-
lated to PD warranted a need for ACP.37,38 Physicians need to
skillfully communicate about prognosis and provide educa-
tion about common aspects of the PD illness trajectory for
shared decision-making to occur.33,39 In addition, future
studies should investigate cognitive impairment, spirituality,
involvement of a care partner, involvement in a PD support
group, or access to other support, as moderators of patient
readiness for ACP.

This study has several limitations. While attempts were made
to ease the burden of the phone interview, PD-related fatigue,
dysarthria, and low speech volume affected patients with PD.
In addition, some patients with PD described feeling anxious
about what the detailed interview would consist of, and this
could have influenced their ability to participate. Finally, while
this qualitative study is large and aimed to include as much
variation in patient and care partner perspectives as possible,
the study population includes predominantly white, married,
highly educated fluent English-speaking individuals, likely

Neurology.org/N Neurology | Volume 92, Number 22 | May 28, 2019 e2577

Copyright © 2019 American Academy of Neurology. Unauthorized reproduction of this article is prohibited.

http://neurology.org/n


related to the referral patterns to the study. These clinical trial
participants also may not be representative of persons not
participating in clinical research.

This study describes PD patient and care partner perspectives
on what influences or facilitates experiences related to ACP.
Patients with PD and care partners describe unique definitions
of ACP, barriers to ACP, roles of care partners in ACP, and the
positive influence of a neuropalliative care approach on ACP
engagement. This research adds suggestions for best practices
to engage patients and families with PD in ACP. Patients with
PD and care partners have unique barriers to ACP that may be
overcome through ongoing discussions. Successful integration
of ACP into neurologic practice can improve person-centered
care as well as patient and care partner outcomes.
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