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Abstract

Background: Palliative care has the potential to address significant unmet needs in people with Parkinson’s disease and related
disorders, but models that rely on in-person specialty palliative care teams have limited scalability.

Aim: To describe patient and care partner experiences with a novel, community-based palliative care intervention for Parkinson’s
disease.

Design: Qualitative study embedded in a randomized clinical trial to document participant experiences with a novel palliative
care intervention (community neurologist training and remote team-based specialist palliative care). Transcripts were coded and
thematically analyzed through a combination of team-based inductive and deductive coding.

Setting/Participants: Twenty-eight patients and 33 care partners purposively sampled from participants in a randomized clinical trial
of a palliative care intervention for Parkinson’s disease and related disorders conducted at nine sites.

Results: Benefits of the intervention included management of a wider range of non-motor symptoms, facilitation of conversations
about the future, greater engagement with the health care team, and increased referrals to resources. Participants identified areas
of improvement, including uptake of palliative care training by community neurologists, additional prognostic counseling, and clarity
and timeliness of communication with the multidisciplinary team.

Conclusions: Clinicians caring for people with Parkinson’s disease and related disorders should screen for non-motor symptoms,
provide regular prognostic counseling, and refer to specialty palliative care services earlier in the course of illness. Future interventions
should be designed to promote uptake of palliative care training by community neurologists and further optimize referral to and
coordination with in-person or remote specialty palliative teams.
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What is already known about the topic?

What this paper adds?

Implications for practice, theory, or policy

communication between multiple team members.

e Parkinson’s disease and related disorders cause high symptom burden, decreased quality of life, and increased care
partner strain. Palliative care has the potential to address significant unmet needs in Parkinson’s disease and related
disorders, but models that rely on in-person, specialist palliative care teams have limited scalability.

e Benefits of a novel, community-based palliative care intervention for Parkinson’s disease and related disorders
included management of a greater range of needs, facilitation of conversations about the future, greater engage-
ment with the health care team, and increased referrals to resources. Areas for improvement included uptake of
palliative care training by community neurologists, additional anticipatory guidance about the expected disease
course, and clarity and timeliness of communication with the multidisciplinary team.

e All clinicians caring for people with Parkinson’s disease and related disorders should screen for symptoms beyond
motor changes (such as pain, anxiety, and depression), provide prognostic counseling earlier and more regularly,
and refer to specialty palliative careservices earlier in the course of illness. Future interventions should be designed
to promote uptake of palliative care training by community neurologists, place an even larger emphasis on prog-
nostic counseling, and optimize referral to specialty palliative care teams with improved clarity and timeliness of

Introduction

Parkinson’s disease is the second most common neurode-
generative illness and growing in prevalence.>2 People
with Parkinson’s disease and related disorders and their
care partners report multiple unmet needs under current
models of care, including underrecognized symptoms,
decreased quality of life, existential distress, and high care
partner strain.>=® There is growing interest in the applica-
tion of palliative care to improve care for people with
Parkinson’s disease and related disorders, with two clinical
trials of palliative care interventions showing improved
patient and care partner outcomes.'%1* However, models
that rely on in-person, specialist palliative care teams do
not address the needs of people with Parkinson’s disease
who lack access to these teams and have limited scalabil-
ity due to a constrained number of palliative care special-
ists globally.12

Given limited access to palliative care, training neurolo-
gists to provide primary palliative care supplemented by
virtual access to specialty palliative care is a promising
approach with the potential to increase access to palliative
care.’3 We conducted a randomized clinical trial evaluating
a novel intervention consisting of palliative care training
for community neurologists along with telemedicine
access to team-based, specialist-level palliative care sup-
port for patients and families, which showed improvement
in patient quality of life and completion of advanced care
directives.'® Here, we present here the results of a qualita-
tive program evaluation embedded in the randomized
clinical trial, which was designed to supplement the quan-
titative results by obtaining narrative descriptions of the

experiences of patients and care partners under usual care
and the novel intervention. Our research aims were to
investigate: (1) unmet needs under standard neurology
care, (2) how the intervention addressed the needs of
patients and care partners, and (3) the remaining needs
under the intervention condition.

Methods
Study design

We conducted a descriptive qualitative study!®> embedded
in a pragmatic, multisite, randomized controlled trial of
community-based outpatient palliative care between
June 2018 and October 2020. Study reporting adheres to
the Consolidated Criteria for Reporting Qualitative Studies
(COREQ).16 Main results of the randomized controlled trial
will be reported elsewhere.

Clinician participants

Nine community neurology practices in the Rocky
Mountain region were enrolled through the University of
Colorado Anschutz Medical Campus and six practices in
California were enrolled through the University of
California, San Francisco. Inclusion criteria for clinicians
included: providers of care for patients with Parkinson’s
disease and related disorders, willingness to refer at least
21 patients over 2.5 years, and willingness to undergo an
8-h palliative care training. Thirty-four clinicians (19 from
the Rocky Mountain region and 15 from California) par-
ticipated in the study.
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Patient and care partner participants

Patient inclusion criteria included fluency in English, age
over 18 years, meeting UK Brain Bank criteria for probable
PD or standard criteria for progressive supranuclear palsy,
multiple system atrophy, vascular parkinsonism, Lewy Body
dementia, or corticobasal degeneration, and high potential
palliative care needs as assessed by the Brief Needs
Assessment Tool. Exclusion criteria included a plan to change
neurologists in 6 months, presence of additional chronic
medical illnesses contributing to palliative needs, already
receiving palliative or hospice services, or a lack of identified
palliative care needs. Care partners could participate if pre-
sent and willing to join the study, but were not required.

Study design

The intervention included primary palliative care training
for community neurologists (through the Education in
Palliative and End-of-Life Care program modified for
Parkinson’s disease and related disorders?’), access to pal-
liative care coaching (email, phone, and telephone access
for enrolled clinicians to a palliative care specialist and
palliative care trained neurologist to discuss challenging
cases), and ability to refer patients to a multidisciplinary
telemedicine palliative care team (including a nurse, phar-
macist, social worker, and chaplain). The study used a
stepped-wedge design?® (Supplemental Figure 1), so all
participating sites eventually received the intervention.
For the first 12 months, all participants were assigned to
Arm 1 (usual care). Every 6 months during years 2 through
4, four to five independent participating community neu-
rologists were randomized to begin the intervention and
entered Arm 2 (usual care with palliative care).

Qualitative substudy

At the time of entry into the trial, we asked all participat-
ing patients and care partners if they would participate in
semi-structured interviews. Sampling for interviews
aimed to increase heterogeneity across study sites, age,
sex, disease severity, symptom burden, living location,
and cognitive status. Participants were purposively sam-
pled from each phase of the trial to capture experiences
under both usual care and the intervention. Participants
were sampled separately and not interviewed twice.
Recruitment for interviews ended when theoretical suffi-
ciency was reached among participants from each trial
arm (usual care and intervention).

Standard protocols, registrations, and
participant consents
The study protocol was approved by the institutional

review boards of all sites and posted on ClinicalTrials.gov
(NCT03076671). Written or verbal consent was obtained

from all care partners and patients (or legally authorized
representatives if the patients lacked capacity).

Data collection

We used an interview guide to elicit perspectives from
participants on their experience with their care teams
with and without the intervention (Supplemental Figure
2).12 The guide was iteratively adapted to allow for inves-
tigation of emergent themes with concurrent analysis
described below.

Interviews lasting up to 60 min were conducted by
teleconference or phone individually with participants
or with the dyad if requested. Three study authors (MD,
RA, and JJ), who were trained and experienced in quali-
tative research methodology, served as interviewers .
Regular meetings were held to ensure consistent use of
the interview guides. Interviews were digitally recorded
and transcribed verbatim. Data were managed using
Atlas.ti version 9.1.3.

Data analysis

We conducted a qualitative program evaluation with a
postpositivist orientation. We conducted a combined
inductive and deductive thematic analysis.2>2! To conduct
our thematic analysis, we used a combination of a deduc-
tive approach (using predefined codes based on the cur-
rent neuropalliative literature and our prior experience)
and an inductive approach (using the 6-step inductive
approach described by Braun and Clark?0). We identified
patterns in the data and applied conceptual descriptions
that went beyond pure labeling and served an interpretive
function. However, we did not extend our process to a full
interpretive explanation as we did not transform the data
to produce grounded theories or other fully integrated
explanations for our findings. We identified a combination
of semantic themes (e.g. participants naming social work as
a helpful member of the multidisciplinary team) and latent
themes (e.g. participants expressing a need for more in-
depth counseling about the future).22 Supplemental Figure
1 displays our coding tree. To evaluate intercoder reliabil-
ity and consistency, analysts independently double or
triple coded the first five transcripts. Throughout the
process, the analysts discussed and categorized emer-
gent themes, engaged in diagramming, wrote memos to
reflexively summarize data, and evaluated for discon-
firming cases.21.23.24 We triangulated our findings from
patients and care partners and interviewer field notes
with additional field notes from conversations with study
coordinators. The iterative analytic process continued
until new themes or insights were no longer being iden-
tified and new data could be managed within existing
categories,?® indicating we had reached theoretical suffi-
ciency.?® Interval debriefing about the thematic analysis
was completed throughout with the larger study team.
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Table 1. Demographic characteristics of the cohort of the qualitative substudy.

Characteristic

Mean = SD or N(%)

Patient (n = 28) Care partner (n=33)

Age

Disease duration
Duration of caregiving
Sex (N, % male)

73.71 (6.96) 67.24 (10.52)
7.09 (5.12)
4.94 (3.33)
18 (64.29%) 8 (24.24%)

Diagnosis

PD 16 (57.14%)

DLB 4 (14.29%)

PSP 4 (14.29%)

Vascular parkinsonism 1(3.57%)

Other 3(10.71%)

Dementia 14 (50.00%)
Race

Caucasian 28 (100.00%) 32 (96.97%)

Asian 0 (0.00%) 1(3.03%)
Married 20 (71.43%) 31 (93.94%)
Education

Less than high school diploma 1(3.57%) 1(3.03%)

High school diploma/GED 6 (21.43%) 7 (21.21%)

Some college 7 (25.00%) 10 (30.30%)

Bachelor’s degree 6(21.43%) 6(18.18%)

More than a 4-year degree 8 (28.57%) 9(27.27%)
Income

$0-29,999 4(14.29%) 2 (6.06%)

$30,000-49,999 4 (14.29%) 7(21.21%)

$50,000-74,999 7 (25.00%) 8 (24.24%)

$75,000-99,999 5 (17.86%) 5 (15.15%)

$100,000+ 7 (25.00%) 8 (24.24%)

Unknown/no response 1(3.57%) 2 (6.06%)
Charlson Comorbidity Index, =5 13 (61.90%)

Palliative performance Scale, <70% 25 (89.29%)

Baseline Hospital Anxiety Scale, mean 6.96 (3.71) 7.42 (3.45)
Baseline Hospital Depression Scale, mean 7.63 (3.15) 4.38 (3.40)
Baseline MOCA, mean 21.80 (5.55)

Baseline UPDRS I 25.28 (10.15)
Participating caregiver 25 (89.29%)
Patient-caregiver relationship

Spouse or partner 20 (71.43%)
Child or other 5(17.86%)
Other 2 (7.14%)

No caregiver 1(3.57%)

Care partner shares household with patient, yes 28 (84.85%)

Zarit Caregiver Burden Interview score, mean 19.64 (8.22)
We also used field notes from study coordinators who Results

interacted closely with participants and received frequent
informal feedback. The field notes represent observations
of coordinators from their work with all participants cap-
tured in study visit files and reflections on their interac-
tions. We also interviewed each study coordinator to
further clarify these observations. These data were used to
triangulate, support, and extend observations elicited
from patients and care partners.

Clinical and demographic features of study
participants

Of enrolled participants, 87.8% (354/403) patients and
90.4% (309/342) of care partners consented to be contacted
about an interview. Participant characteristics are summa-
rized in Table 1. Under usual care, we conducted 16 inter-
views with patients, 22 interviews with care partners, and 4
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Unmet Needs Under Usual Care

Benefits of the Intervention

Opportunities to Improve Care

on motor symptoms

Need for prognostic counseling

Lack of interdisciplinary care
Need for psychological support

Care Accessibility and

Scope of Neurologic Care Scope of Neurologic Care Scope of Neurologic Care
B ‘ Greater range of needs Uptake of palliative care training |
Visits brief and overly focused addressed P P g

y Guidance

Facilitation of direct
conversations about the future

Efficacy of the multidisciplinary
approach

by community neurologists

y Guidance

Anticipatory

Additional anticipatory guidance
| about disease course |

Clarity of procedures for
contacting multiple team
members

Coordination

Lack of communication between
physicians

Care Accessibility and
Coordination

Need for care partner to serve as

Greater engagement with health
care team

Care Accessibility and
Coordination

O VY88

care coordinator

v 989

Timeliness and follow-

I Unresponsiveness to the dyad I

Increased referrals and
connection to resources

through for referrals

I Local provider shortages I

Figure 1. Emergent themes from patients and caregivers surrounding unmet needs under usual care, benefits of the palliative care

intervention, and opportunities for improvement.

interviews with dyads. Under the intervention condition
(mean time under intervention 127.2 days (SD = 120.5) for
patients and 104.5 (SD =95.9) days for care partners), we
interviewed seven patients individually, nine care partners,
and six dyads. We present themes regarding unmet needs
under usual care, benefits of the intervention, and opportu-
nities for improvement (Figure 1).

Unmet needs under usual care

Under usual care, we identified four main categories in
participant descriptions of unmet needs. These are sum-
marized in Table 2 and described in more nuance below.

Participants expressed appreciation for their neurolo-
gists and concern that their care is overly focused on
motor symptoms. Primary neurologists were described as
efficient and sometimes lacking in understanding about
the full spectrum of needs created by Parkinson’s disease
and related disorders. One care partner said: “We did not
feel that the doctors here were. . .understanding how
many difficulties he was having or challenges that he was
having and we just wanted more help.” (Caregiver 20828).
One patient described that the primary role of their neu-
rologist is to “check the medicines to see how they’re
working and to change them if we need to. And she kind
of has me walk up and down the hall to see how much |
have disintegrated from the last time. . .that’s pretty
much it” (Patient 20307).

Multiple participants expressed a desire for anticipa-
tory guidance about the disease course. One care partner
said:

“[The patient] is constantly trying to get on the computer and
research the disease and find out more information and so
on and so forth, which puts her into these tailspins of
repetitiveness and cyclical things in her brain. . .Any kind of
educated opinion on what she’s going through would make
her feel much, much more calm about the situation” (Care
partner 10437)

Both patients and care partners wanted to learn from the
experience of their clinicians about what to expect, even
if their predictions were imperfect.

Most participants described their care team as consist-
ing of themselves and physicians, with few mentions of
other providers. One patient said “It kind of sounds funny
to me, care team, because it’s really just the neurolo-
gist. . .I think it would be really swell if there was a coun-
selor and a social worker there, and I'd be all over that but
there isn’t” (Patient 20302). A common unmet need was
the desire for counseling and mental health support to
address mood symptoms and help to process the large
changes in their lives.

Multiple participants were frustrated by the inacces-
sibility of their primary neurologist. One care partner
said “there’s never an immediate answer to any kind of
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Table 2. Perspectives of people with Parkinson’s disease and related disorders and care partners about unmet needs under usual

care.

Themes and subthemes

Example quotes

1. Neurologists are
overly focused on
motor symptoms and
medications

2. Need for prognostic
counseling

“[The neurologist] only sees me briefly and goes over my medications and that sort of thingand . . .
that’s about it.” (Patient 20312)

The neurologist here all he said was “this is PSP” and gave us a piece of paper to read about it and go
home.” (Care partner 10548)

“I: Is there anything that you think the team could do better in terms of caring for you? R: | don’t
know. Be a little more communicative | suppose . . . | want to know how this disease is going to affect
me down the road.” (Patient 20312)

3. Lack of interdisciplinary care

3a. Lack of team-based
care

3b. Need for
psychological
support

“Care group. That would be me.” (Care partner 10402)

“I don’t really feel like | have a care team at this point.” (Care partner 20416)

R: “They’re taking care of her in terms of, you know, the neurologist taking care of her progression of
the disease and her endocrinology is also doing the same, but when it comes time for resources and,
you know, going to groups or things like that, being given those resources we’ve had none really . . .
Like if you’re on Medicare these are your options. This is where you could go. These are the people
you need to call to get things going.” (Care partner 10701)

“What | really want is | want to find a therapist . . . | want that [the patient] has someone that he can
work with one-on-one that’s not me . . . to help him process, and | also want the same thing. Like |
want someone that has experience in this and also understands therapy . . . | want us each to have
individual counseling support that is there for us.” (Care partner 10550)

“Well, | think | should be more aggressively working with the depression and | really don’t know who
or where to go because there aren’t that many services. Like here, | think a lot of those counselors
aren’t taking new patients.” (Patient 20302)

4. Issues in care access and coordination

4a. Lack of
communication
between physicians

4c. Need for care
partner to serve as
care coordinator

4d. Unresponsiveness
to the dyad

4e. Local provider
shortages

“his primary care physician had put him on a high blood pressure medicine and then he started having
dizziness, and so when we followed up with his regular appointment with his cardiologist, he said “he
doesn’t have high blood pressure, so take him off of that”, and | didn’t correlate the two together

at the time but we took him off the high blood pressure medicine and he hasn’t had an episode

since. So, | think it’s the . . . all the doctors need to be on the same page as far as medications and
treatment and that kind of thing are concerns, so that doesn’t happen again. (Care partner 10702)
“The ability of the [medical team] to talk to one another, | think is really important and the only way it
occurs now is when | take information from one member to another member. It would be nice if there
was one big common file and everybody could look in there.” (Care partner 20710)

“There’s a bit of coordination between the three [doctors], but sometimes um . . . you know, | have
to make sure | know what’s going on because they don’t always pick it up . . . I definitely had to keep
an eye on things and | think . . . I don’t think it’s a quality thing, | think it's a communication thing and
| think they’re just too busy. They’re too busy.” (Care partner 10908

“I called [the primary neurologist] as an example, last week, and it took me a couple days and three or
four calls until | finally got the right person” (Patient 20710)

“well we can’t get in to even see [the primary neurologist] for that until September, and . . . she can’t
help that . . . that’s how busy she is” (Caregiver 10507)

“[The primary neurologist] is about 25 miles away and his office is not great at getting back to you.”
(Patient 20710)

“Anyway, that doctor only was scheduled for two visits and he was only temporary, and he was gone,
the neurologist who did the diagnosis. So, then it took months to get in.” (Care partner 10550)

“Well we live in a town of about 30 people . . . where we live is absolutely the most gorgeous place
on earth. We love living here . . . but that, again, is going to make it more difficult to get services that
we may need.” (Care partner 10920)

guestions. . .you know appointments are always made,
you know, sometimes months in advance. . .that just
leaves us kind of spinning in the wind trying to deal with
[the patient] and calm her down to whatever it is she’s
freaking out about” (Care partner 10437). Participants in
rural areas described local provider shortages, long wait

times, neurologist turnover, and lack of relevant support-
ive services in their area.

Care partners in particular were frustrated about the
lack of communication between different physicians. One
care partner said “I'm managing all the different doc-
tors. . .I always thought like the primary care doctor or
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Table 3. Patient and care partner perspectives on benefits of the palliative care intervention.

Themes Example quotes

1. Effectiveness of the
multidisciplinary approach in
addressing a greater range of
needs

“[The chaplain] sent me some papers that helped me think through some things. . .these
papers help me to think through more positively and in a way it kind of has.” (Patient 10414)
“we had reached out because Dad had been having some very vivid dreams about dying
that were really disturbing him and it was really great to be able to talk to the chaplain a

little bit . . . she was lovely.” (Care partner 21009)
“R: The pharmacist. There were more than one medication and | could try. I: So, that was
really helpful for you? R: Yes.” (Patient 10414)

2. Facilitation of direct
conversations about the future

3. Greater engagement with
the health care team under
palliative care model

4. Increased referrals to other
providers and connection to
community-based resources

“It was good to hear [the study neurologist] explain where she thought Dad was in the
process of the progression of the PSP” (Care partner 21009)

“But the [study team members] were great. They spent two hours with us. It was amazing.
They helped Dad fill out the POLST form. . .it was really great.” (Care partner 21009)

“we’ve been reaching out to any resource we can and it was through talking to our
neurologist who referred us to this study and it’s been amazing, | have to say, like it’s not
just filling our surveys. The kind of support and referrals and recommendations that’s

provided is part of it, oh my gosh. | wish everybody was a part of this study. It is so good.”

(Care partner 21009)

“It was a good thing. The [physical therapy], even though sometimes | grumble at doing, is
probably one of the things that has helped.” (Patient 10207)

the neurologist, main neurologist, would interact with all
the different doctors and | don’t find that happening. . .
there’s not one person looking out for him other than me.
There’s not a medical person doing that and that’s frus-
trating” (Care partner 20828).

Benefits of the palliative care intervention

There were four main categories of perceived benefits of
the palliative care intervention described by participants
and affirmed by study coordinators. These are summa-
rized in Table 3 and described in more nuance below.

Multiple patients and care partners expressed appre-
ciation for spiritual care from the chaplain in reconnecting
with things that are important in their life, regaining their
sense of self, and processing disturbing thoughts about
their mortality. A care partner said “the chaplain was
really helpful in talking to [the patient] about coping with
his problems and trying to help him with regaining his
sense of self because there’s so many things [the patient]
used to be able to do that he can’t do anymore” (Care
partner 10429). One study coordinator mentioned that
the chaplain was the person “people had the most alarm
about seeing” initially but was “who most people wanted
to see again and found the greatest benefit” (Coordinator
1). Study coordinators also specifically mentioned that the
benefits of meeting with the pharmacist and social worker
were initially underestimated by the patient.

Care partners appreciated more direct conversations
about the predicted illness course. One described that
“[the patient] had never really been told how it pro-
gresses and we got to hear that a little bit on Friday and
to hear where he was in that progression, which was

really great. . .[the study neurologist] was gentle, but
she was direct and that was really helpful” (Care partner
21009).

Care partners appreciated extra time with providers
and assistance with advance care planning. One explained
that their primary neurologist “didn’t have enough time
for all the questions | had so. . .he said | could do it at our
next appointment with the [study team]. So, it’s just giv-
ing us extra support, so it’s wonderful.” (Care partner
20716) Many participants appreciated more points of
contact with the health care team due to increased num-
ber of appointments and regular needs assessments.

Though these resources were not explicitly part of the
intervention, participants described a helpful increase in
outside referrals to physical therapy, exercises classes,
and online educational resources. Within the interven-
tion, study coordinators described that they often served
“in a patient navigator role” to help participants connect
with the appropriate members of the multidisciplinary
team, saying that especially with overburdened care part-
ners “sometimes they don’t even know what the team
can do for them” (Coordinator 1).

Areas for improvement in the palliative care
intervention

Areas for improvement identified by participants are sum-
marized in Table 4 and described in more nuance below.
One care partner expressed disappointment in the lack
of change in their primary neurologist, saying “[the doc-
tor] could have been under a rock for the couple years we
were involved [in the study] because there’s nothing
that. . .made any noticeable change” (Care partner
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Table 4. Patient and care partner perspectives on areas of improvement of the palliative care intervention.

Themes Example Quotations

1. Uptake of palliative care
training by community
neurologists

2. Additional anticipatory
guidance about the
expected disease course

(Patient 10414)

“What I’'m noticing is there was no difference. So, if participating in [this study] means [the
primary neurologist] is learning, growing, improving, has new knowledge, new research, anything
.. .there was no evidence of that at all . . . (Care partner 20311)

“I would have liked to have known a little bit more about what to expect with the disease.”

“I' was trying to ask, can he give me any predictions of how long | have to live and then [the

primary neurologist] said to me “well that’s like asking me how long I'll live” and that isn’t the
same thing . . . That would just help me in planning and carrying things out.” (Patient 20815)

“I think some of the doctors can express a little more, | guess, detail and, | guess, give me more
confidence to, you know, the next step or not the next step or you know timing” (Care partner

10203)
3. Clarity of procedures
for contacting team
members and timeliness
of responses

“I guess a couple of times | didn’t know who to call and | think that was my fault.” (Patient 10414)
“I understood these people were going to be available to us but the information we had did not
outline again how . . . how do we initiate it.” (Care partner 20623)

“I kept waiting to hear from [the study team]. | never heard from them and | called and | couldn’t

quite understand where | was supposed to leave a message . . . it was quite a while until | was
able to actually just talk to somebody and, you know, that was kind of a frustrating experience”

(Patient 10207)

“I understood [the study neurologist] was going to send us some things . . . get physical therapy,
occupational therapy and no . . . and to date | don’t know if any of that has happened. . . You
know, and again | realize we are not their only patients but some of these, you know, we're
pushing a week already.” (Care partner 10558)

20311). Another patient stated, “I was told once that my
[primary neurologist] completed the training. | think the
care is good” (Patient 10207). There may have been vari-
able uptake of the palliative care intervention between
neurologists.

Most participants expressed appreciation for increased
time spent on prognostication, but many desired even
more information on this topic. One care partner
expressed that they attended an appointment during the
intervention to “find out what the future would hold. . .
and | don’t think we got the answers we were requiring”
(Care partner 10109).

The addition of the study team may have led to confu-
sion about how to initiate contact with various team
members or not knowing who to call. As all recommenda-
tions from the palliative care team had to be communi-
cated through the primary neurologist’s office, several
participants described perceived delays (of over one
week) in receiving the referrals to outside services that
had been discussed during their study appointment.

Discussion
Main findings

We present here the results of a qualitative study embed-
ded in a randomized controlled trial to better understand
patients and care partner experiences with a novel, multi-
component, community-based palliative care intervention.
Perceived benefits of the palliative care intervention
included the effectiveness of the multidisciplinary approach

in addressing a wider range of needs from Parkinson’s dis-
ease and related disorders, facilitation of direct conversa-
tions about the future, greater engagement with the
health care team, and increased referrals to community-
based resources. These benefits were primarily related to
interactions with members of the specialty palliative care
team via telemedicine and telephone. Remaining areas of
improvement included greater uptake of the intervention
by community neurologists, additional anticipatory guid-
ance about the future, and clarification of processes sur-
rounding communication with the team. Our study
provides novel evidence for the potential benefits, as
well as limitations, of primary provider palliative care
education and telehealth to support people with neuro-
degenerative illness receiving care outside of academic
centers. This sheds additional light on the quantitative
findings, which found that the intervention improved
patient QOL but not care partner burden.!* Our study
was conducted in the US but has implications for care
delivery internationally, particularly in resource-limited
settings such as those targeted by Project ECHO to
increase virtual care access.?’-2°

What this study adds?

The emergent themes under standard of care corroborate
existing literature showing many unmet palliative care
needs in those with neurodegenerative illness in current
chronic care models,3%-33 indicating that this was a prime
population to undergo this intervention. Our findings show
how interdisciplinary, specialty palliative care delivered by
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telehealth can address a wider array of symptoms, facili-
tate connection to community resources, increase engage-
ment with the health careteam, andimprove understanding
about what to expect in the future. The benefits from
meeting with the specialty palliative care team via tele-
medicine highlight an opportunity to better serve geo-
graphic populations with lower access to care. Several
participants initially underestimated the benefit of seeing
certain providers, in particular the chaplain or pharmacist,
suggesting that routine referrals to many of these services
could be helpful. Spiritual care has been previously cited
by people with Parkinson’s disease as an important source
of coping and resilience, but is rarely incorporated into
neurology appointments.32 For participants in this study,
chaplaincy helped with coping with loss of ability and
reconnection with things that are important to them.
Study coordinators noted they often served as de facto
care navigators when participants were overwhelmed,
highlighting a key unmet need in neurodegenerative dis-
ease3* that is often addressed by overburdened care part-
ners or not at all.

Our findings also indicate that this novel palliative care
intervention can be further optimized. Firstly, the addition
of another team, in absence of a care navigator, may have
exacerbated care coordination issues. There were delays
in receiving promised referrals, confusion about who to
call for which issue, and a perceived lack of communica-
tion between providers. Care coordination issues have
previously been described in home-based and other pal-
liative care models;3> efforts are underway to improve
electronic and other information sharing.3¢ In this inter-
vention, the impact of the specialty-based palliative care
team was more salient to patients and care partners than
changes in their primary neurologist. Eight hours of train-
ing may be insufficient to significantly change practice but
sufficient to convince neurologists of the potential bene-
fits of referring to and collaborating closely with specialty
palliative care teams. In another study, neurologists with
low referral rates to palliative care were more likely to
state that they already provided for the palliative needs of
their patients, despite patients in the same study articu-
lating many unmet needs.3’ Earlier incorporation of train-
ing may promote openness to palliative care approaches
and is a gap in many neurology programs.3® However,
many of the perceived benefits that stemmed from the
full multidisciplinary team would not be conferred solely
by increased palliative care training for neurologists.

Despite participant report of improved counseling
about the future, many participants expressed a remain-
ing desire for more. Uncertainty about the future remains
a core issue in Parkinson’s disease and related disorders
even with increased palliative care support, which could
be due to the need for more education around this rec-
ommendation, time barriers to implementation, or a
need for intensive and ongoing prognostic counseling at
many different points along the disease course.

Strength and limitations of the study

Strengths of our study include the inclusion of dyads, rich-
ness of the interview data, and triangulation of these find-
ings by study coordinators. Our study was embedded in a
randomized clinical trial, so our findings may not represent
the full range of experiences of people with Parkinson’s
disease and care partners. However, our recruitment from
community practice provides perspectives less often cap-
tured in academic research. Our findings may not be gen-
eralizable to those with high medical comorbidity as they
were excluded from this study and their palliative needs
may be different.

In summary, our study highlights the relative strengths
and weaknesses of a novel, multicomponent, community-
based palliative care intervention that can inform clinical
practice and future implementation research in this high
need population, particularly for people receiving care
outside of academic centers. All clinicians caring for peo-
ple with Parkinson’s disease and related disorders should
screen for bothersome non-motor symptoms, provide
regular prognostic counseling, and refer to specialty palli-
ative care services earlier in the course of illness. Future
interventions should be designed to promote uptake of
palliative care training by community neurologists, fur-
ther optimize prognostic counseling, and streamline refer-
ral to specialty palliative care teams with improved care
coordination.
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