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Background: There is growing interest in the application of palliative care principles to improve care for
patients and families affected by neurologic diseases. We developed an interdisciplinary outpatient clinic for
patients and families affected by neurologic disorders to better address the problems faced by our highest
need patients. We have developed and improved this program over the past three years and share several of
our most important lessons as well as ongoing challenges and areas where we see our clinic evolving in the
future.

Methods: We provide a description of our clinic logistics, including key steps in the initiation of the clinic,
and provide descriptions from similar clinics at other institutions to demonstrate some of the variability
in this growing field. We also provide results from a formal one-year quality improvement project and a
one-year retrospective study of patients attending this clinic.

Results: Our clinic has grown steadily since its inception and maintains high satisfaction ratings
from patients, caregivers, and referring providers. To maintain standardized and efficient care we have
developed materials for patients and referring physicians as well as checklists and other processes used by
our interdisciplinary team. Feedback from our quality improvement project helped define optimal visit
duration and refine communication among team members and with patients and families. Results from
our chart review suggest our clinic influences advance care planning and place of death. Common referral
reasons include psychosocial support, complex symptom management, and advance care planning. Current
challenges for our clinic include developing a strategy for continued growth, creating a sustainable financial
model for interdisciplinary care, integrating our services with disease-specific sections, improving primary
palliative care knowledge and skills within our referral base, and building effective alliances with community
neurologists, geriatrics, primary care, nursing homes, and hospices.

Conclusions: Specialized outpatient palliative care for neurologic disorders fills several important gaps
in care for this patient population, provides important educational opportunities for trainees, and creates
opportunities for patient and caregiver-centered research. Educational initiatives are needed to train general
neurologists in primary palliative care, to train neurologists in specialist palliative care, and to train palliative
medicine specialists in neurology. Research is needed to build an evidence base to identify patient and
caregiver needs, support specific interventions, and to build more efficient models of care in both academic

and community settings.
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Introduction

It has been 20 years since the Ethics and Humanities
Subcommittee of the American Academy of Neurology
issued a statement regarding the need for “neurologists
to understand, and learn to apply, the principles of palliative
medicine” (1). Since that time other European bodies have
set more detailed agendas for the field (2-4) and a great
deal of work has been done on a range of topics relating
to palliative care and neurologic disease including the
development of specialty palliative care clinics for a subset
of neurologic conditions including amyotrophic lateral
sclerosis (ALS), Parkinson’s disease (PD), neurooncological
conditions, and multiple sclerosis (MS) (2,5-8). A growing
interest in palliative care training among neurologists is
also evident (9). In 2006, Hospice and Palliative Medicine
was recognized by the American Board of Psychiatry and
Neurology as a subspecialty with a qualifying examination
and there are a growing number of neurologists in the U.S.
and elsewhere board-certified in palliative medicine (10).
The settings in which these palliative care specialists
practice is variable, and many work in hospice or on
inpatient consult services. However, there is increasing
recognition that outpatient programs are essential to meet
the palliative care needs of patients and families affected by
neurologic disorders and a growing number of institutions
have initiated or are planning outpatient clinics to meet
these needs.

Palliative care needs of patients and families affected
by neurologic illnesses that can and should be addressed
in an outpatient setting include discussing goals of care,
caregiver support, spiritual wellbeing, complex symptom
management, working with difficult emotions such as guilt
and grief, and referral to hospice. There are significant
gaps in the care of patients with neurologic illness in
these domains (9). While some of these needs may be
met through efforts to improve primary palliative care
provided by neurologists and other clinicians who care for
these patients, the development of specialist palliative care
services to handle more complex situations or advanced
patients is essential (11,12). There is growing evidence from
both neurologic and non-neurologic populations for the
potential of outpatient palliative care to improve patient and
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caregiver outcomes as well as to lower overall healthcare
costs, with several additional randomized controlled trials
in neurologic patients underway (e.g., OPTCare Neuro,
NCT02533921, NCT03076671) (8,13).

Based on these considerations and models of providing
palliative care for other chronic conditions, we initiated
a team-based neurology palliative care program at the
University of Colorado in 2013 (6,14). In this manuscript
we will describe some of the successes and challenges
of this clinical program, including our current clinic
operations and lessons from the initiation of the clinic, as
well as supplemental information from two programs at
other institutions. We also provide data from a one-year
retrospective review of this clinic and a formal quality
improvement project with the hopes of facilitating the
implementation of similar clinics. We conclude with
suggestions for further research and educational initiatives.

Methods
Description of clinic initiation, operations, and growth

We describe the planning and initiation of our neurology
palliative care program and related programs at Oregon
Health Sciences University (OHSU) (15) and the University
of Toronto and Alberta (UAlb) (6). We also describe our
current clinic operations and plans for the growth of this
clinic. Our clinic was initiated in 2013, OHSU in 2014,
Toronto in 2008, and Alberta in 2014.

Formal quality improvement project

In June 2013 we conducted a quality improvement project
with the primary goals of: (I) assessing the clinical needs,
perceived gaps in care, and treatment preferences of
patients and caregivers; (II) identifying the needs and
perceptions of neurologists and palliative care providers;
and (III) developing materials and procedures to facilitate
clinic operations, data collection, and referrals. Between
September 2013 and April 2014, a satisfaction survey was
administered to patients and caregivers attending the clinic
(Appendix 1). Using a Likert scale from 1-10, patients
were asked to rate different aspects of the visit, such as if
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CLINIC Scheduled Patient | PATIENT Name NEW or RETURN "APPOINTMENT TIME with SCHEDULED PROVIDER
DATE ARRVAL Time Patient 800 | 830 | 9:00 | 930 | 10:00 | 1030 | 11:00 | 11:30 | 12:00
6/23/17 8:00 patient #1 new Pm;;de' P"’;’ide' vx:::r Chaplain | Nurse
6/23/17 8:30 patient #2 new P"’;;de' P'°;;de' V?‘;f::r Chaplain | Nurse
6/23/17 9:30 patient #3 return Pm;'fe' \;‘::;:r Chaplain | Nurse
6/23/17 9:30 patient #4 new P’°;’Zid°' P’°:2ide' v?::fe]r Chaplain | Nurse
6/23/17 10:00 patient #5 return Pm“"id” V:Z::e'r Chaplain | Nurse
6/23/17 10:30 patient #6 return Pro;/;der Vszf::r Chaplain | Nurse
Sample schedule for a half-day morning clinic. Each patient and the patient's family will stay in a single room and providers will rotate. We also make a copy of the day’s clinic on a white board with
an additional column for comments. Clinicians will add their names to the board, the time they start, and the room number. Providers include Physician, Physician Assistant, Nurse Practitioner, and
Figure 1 Palliative and supportive care clinic—sample schedule.
the clinic visit met expectations, helpfulness of the clinic Scheduling

visit, likelihood of recommending the clinic to others, and
satisfaction with services of each team member. Patients and
caregivers were also asked open-ended questions about their
experience by a study coordinator outside of the clinic team
(LT Palmer). During this time period, one of the authors
(BM Kluger) held focus groups with other neurology
divisions, community neurologists, and several hospices to
understand the needs and perceptions of other clinicians.

Retrospective chart review

A retrospective review of all patient encounters from
October 2014 through October 2015 was performed to
extract information on patient demographics, including
age, gender, principal diagnosis, source of referral (internal
vs. external), and reasons for referral. For patients who
had died at the time the chart review was completed in
April 2016, place of death was recorded. We also recorded
which team members participated in each encounter, the
presence of a caregiver at each encounter, whether a referral
to hospice care was made, and the total duration of each
encounter. Documentation of medical durable power of
attorney and advance directives was recorded and classified
as “Completed prior to visit,” “Completed at initial visit,”
“Discussed but not completed,” and “not completed.”

Results
Current clinic operations

We currently hold two half-day interdisciplinary clinics per
week with additional appointments available for follow-up
with a physician assistant at other times during the week.
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We will typically see four to six patients during a
four-hour half-day clinic (Figure 1). New patients usually
start with a physician and then see all other team members
sequentially, even if only briefly, so that they understand
resources available to them. We found that when we left
the choice of team member visits to the patient they often
excluded the chaplain, despite the fact that we found the
chaplain visit to be one of the most valuable during our
quality improvement project. Most follow-up visits can
be completed solely by a physician, physician assistant,
or nurse practitioner although there are some patients
who benefit from multiple visits with the full team. Other
clinics have multiple team members in the room at the
same time which reduces redundancy in history-taking and
may improve interdisciplinary interactions, but may be less
time efficient (typically two to four patients per half day)
and provide less individual attention with team members.
We freeze at least one urgent slot per half-day clinic as
it is not infrequent to receive urgent referrals for patients
who are doing poorly or experiencing an abrupt decline.
Over the past four years, we are seeing a higher percentage
of patients earlier in their disease course, likely as a result of
improved knowledge of referring providers and increased
access. Referring physicians may select their preference for
follow-up care including options for a one-time consultation,
co-management, or transfer of care (Appendix 2).

Team membership and roles

Our core team includes a physician, physician assistant,
social worker, chaplain, and nurse (7able 1 for roles). We
refer to other community services (e.g., acupuncture) and
psychotherapists but do not include them in our core team
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Table 1 Neurology palliative care team member roles

Kluger et al. Outpatient neurology palliative care

Provider Role

Physician, physician assistant or nurse practitioner

History and physical examination

Symptomatic management

Education about disease and prognosis

Establishing goals of care

Chaplain Addressing spiritual concerns and grief
Discussing/identifying sources of psychosocial support
Exploring social and family issues

Nurse Medication reconciliation

Designation of medical durable power of attorney

Discussing/completing advanced care directives

Screening for caregiver distress

Social worker

Advising on financial and insurance issues

Identifying resources for home health care

Screening for caregiver distress

Arranging for respite for care givers

Assisting with logistical aspects of transitions of care

due to concerns of visit length and clinic space. Notably,
our chaplain provides significant counseling for our patients
and families, particularly as many of their emotional issues
are driven by existential concerns. As many of our patients
are referred for home physical, occupational, and speech
therapy we do not include these disciplines in our core
team but are fortunate to be in close proximity to the
outpatient rehabilitative clinic and create urgent same-day
visits for patients when needed. OHSU’s core team includes
a physical therapist (PT) and speech language pathologist
(SLP). The PT’ role of maximizing independence and
safety is extended to include other quality of life concerns
and symptoms, such as incontinence and pain. The
SLP addresses complex communication and swallowing
challenges. The UAIb team includes a palliative medicine
specialist.

Clinic logistics

See Appendix 3 for our guidelines on clinic operations. This
system was developed to reduce redundancies in history
provided by patient, to reduce delays between providers,
to ensure that high priority issues are addressed by the
appropriate team member, and to quickly orient students,
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residents, and fellows. We mail patients an intake form
which includes standard medical history as well as questions
concerning patients’ and families’ goals and fears to focus
our conversations and save time during our initial visit.

Continuity of care

We typically remain involved with our patients receiving
home palliative care or hospice by having our neurologist
stay on as the attending physician. To prevent disruptions in
care related to hospitalizations, we have instituted a process
of providing patients with a wallet card which includes our
contact information and instructions to tell the admitting
team “I am a patient of the Neurology Supportive and Palliative
Care Clinic at the University of Colorado Hospital. Please do not
make any changes to medication without contacting this team.”
Finally, if we are notified that a patient has died, we will
send a condolence card to the patient’s family and include
an invitation to contact us if there is anything more we can
do (e.g., bereavement counseling).

Team self-care

We have instituted a daily ritual of meeting as a team at
9 AM to check-in for the day with how we are doing, set our
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individual intentions for the day (e.g., to be present with the
person in front of me; to focus on empowering rather than
helping families), and to sit for a brief mindfulness reading.
At 4 PM we again meet to review the day, including any
follow-up plans, state something we are grateful for,
revisit our intention, and process any difficult situations
or emotions. This ritual has been well-received by team-
members and helps with maintaining our focus and energy
for the sacred work we are doing.

Collaboration with palliative medicine

We have grown with the guidance of our palliative care
program. We informally consult our palliative medicine
colleagues for timely questions and have set days (typically
one half-day every two months) where a palliative medicine
physician will join us in clinic for our more challenging cases.
Other outpatient programs have more palliative medicine
input, including having a palliative physician as part of their
core team (UAlb). We have cultivated excellent working
relationships with several community hospices through invited
meetings and ongoing communication, many of whom have
expanded their intake of neurologic patients as a result of this
collaboration. We routinely discuss and refer our patients to
hospice who meet current Medicare Guidelines or have other
justification for a life-expectancy of under 6 months (16). We
utilize home palliative care for patients who do not meet these
criteria but would benefit from these additional home services.

Education experience and other programs

Our clinic provides a mentored experience in neuropalliative
care for medical students, neurology residents and fellows,
geriatrics fellows, and palliative medicine fellows. Other
programs that have grown from our palliative care approach
include a monthly group clinic for newly diagnosed PD
patients and their caregivers. This clinic, modeled on a similar
clinic at OHSU (17,18), grew from research suggesting that
the time of diagnosis was a particularly challenging time for
patients and caregivers (19) and that patients and families
often felt lost and abandoned during this time.

Lessons from the preparation and initiation phase of our
clinics

Seeking guidance from established clinics

Prior to initiating our clinic, the director (BM Kluger)
visited and spoke with other outpatient palliative care
programs serving cancer, heart failure, and PD in the
United States and Canada. These visits helped guide the
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creation of clinic materials, scheduling, and the logistics of
working within a interdisciplinary team.

Building a committed team

Our initial team consisted of a neurologist, nurse, chaplain,
social worker, psychologist, and acupuncturist. All members
of the team were highly interested in palliative care for
this population and we took several months to plan our
initial clinic including what services we would provide,
what patients we would initially serve, and how the clinic
would operate. OHSU similarly took six months to build
their team prior to opening the clinic. In bi-monthly
meetings they reviewed the literature, learned palliative
care principles from the director of palliative care and
other palliative care experts, developed a vision statement,
planned for clinic operations, and developed ground-rules
of shared leadership between team members and other team
values.

Naming the clinic

We started as the “Neurology Palliative Care Clinic” but
quickly changed our name to the “Neurology Supportive
and Palliative Care Clinic” due to misperceptions and
misgivings on the parts of both patients and referring
clinicians regarding the term “palliative.” Other programs
call themselves “Next Step Clinic” (OHSU) and “Complex
Symptom Management Clinic” (UAlb).

Moving forward with informal training

While some members of our team had prior formal
experience in palliative care (nurse, chaplain), there were
aspects of the clinic and our patient population that were
new to all team members. Informal training included
readings, workshops at national meetings, mentoring
from experts with complementary skills (e.g., palliative
medicine), learning from each other, and learning from
patients and families. We invited a palliative medicine
physician (J Kutner) to attend several of our early
clinics to provide input on the clinic’s services, flow,
and documentation. For clinics that are led by palliative
medicine specialists, workshops, readings, or mentorship
from neurologists may be suggested. Formal training may
result in a steeper learning curve and opportunities for
neuro-palliative care training are becoming more widely
available.

Starting slowly
We began with a half-day clinic once a month and
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continued with this low volume and frequency as we
optimized our clinic flow and procedures. When informing
others of the existence of our clinic we have been mindful to
not seek referrals without making sure we had the capacity
to absorb new patients within an acceptable waiting period.
By starting small and growing slowly we have also been
able to avoid processes of formal administrative approval
required for larger programmatic initiatives.

Finding sources of financial support

Early sources of financial support included philanthropic
donations from grateful patients and personnel support
from community organizations (e.g., our social worker
was initially supported by the Parkinson Association of
the Rockies). Other potential sources of support include
research grants, quality improvement initiatives, Center
of Excellence funds (e.g., through national disease
organizations), and internal support. In building a case for
internal support we argued that this clinic would provide an
important service to our patients and the community, raise
the visibility of our program, and improve patient access in
other sections of the Department of Neurology by caring
for some of their most time-intensive patients.

Incorporating research and tracking outcomes

As this is a new field, we felt that research was important to our
mission and that our clinical work could provide data collection
for manuscripts and pilot data to support clinical trials. Data
that is being collected at our and other institutions to track
outcomes include the Edmonton Symptom Assessment Scale
(PD modification), Modified Caregiver Strain Index, use of
hospice, and place of death (6,20).

Quality improvement initiatives

Neurologists and palliative medicine specialists were
generally enthusiastic about the program although there
were some neurologists who felt that they already were
providing palliative care and had no need for these services.
These conversations improved clarity on our referral
forms and reinforced the importance of developing clinics
integrated within neurology, rather than developing a
process where patients were sent off to the cancer center or
another department for palliative care.

Over the course of our one-year formal quality
improvement initiative we were able to attain patient
satisfaction scores of 8-10 for almost all items, including
scores above 9 for overall clinic satisfaction and likelihood of
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recommending the clinic to others. Substantive changes that
were made as a result of patient and caregiver input include.

Visit duration

When we started, our average visit length was three to
four hours and included five to six disciplines. Over the year
we cut the acupuncturist and psychologist from our team
and reduced our average visit length to 2.5 hours. With
72% of respondents reporting visit length to be right, 26%
too long, and 2% too short we feel we have found a suitable
target. We try to be flexible in shortening visits for patients
expressing fatigue or lengthening visits for patients with
high interest in delving more deeply into complex issues.
Splitting patient and caregiver dyads to be seen separately
by different providers also allows for more individual
attention.

Team communication and roles

Patients commented positively on the clinic structure
and thoroughness of their evaluation with the team but
felt that gaps between providers could be improved as
could redundancies in the history patients provided. In
addition, 7% of 39 respondents reported that important
issues were not discussed during their visit and specifically
mentioned wanting more time spent on education
around their diagnosis and prognosis. To address these
issues, we developed checklists for each provider (online:
http://apm.amegroups.com/public/system/apm/supp-
apm.2017.10.06-4.pdf) and a process for providers to
checkout in person or through our whiteboard key issues
that should be addressed by other team members (Figure 1
and Appendix 3). Several patients indicated that they would
prefer more time with the neurologist. This issue was
addressed by making follow-up appointments primarily
with the neurologist or physician assistant and starting visits
with the neurologist.

OHSU uses a verbal team communication system
to minimize the burden on patient and family and
redundancies. A pre-clinic 30-minute team meeting is
used to discuss the six scheduled patients (three new
patients and three return patients), review pre-assessment
questionnaires, and assign schedules. The patient and family
remain in a room and all team members rotate through
the rooms. The first team members see the patient/family
for 45 minutes after which time there is a 15-minute team
meeting. This mid-point meeting provides guidance for
the remaining disciplines and prevents the patients from
having to repeat themselves. During the next 45 minutes
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Table 2 Reasons for referrals

Reason(s) for referral Number of patients referred

Psychosocial support 59
Complex symptom management 56
Advanced care planning 41
Caregiver support 41
Goals of care 37
Spiritual support 23
Social/family issues 19
Care transitions 9

The number of patients that were referred for each reason (some
patients were referred for multiple reasons).

the remaining team members see the patient/family. At the
end of this period there is another 15-minute team meeting
where a jointly derived plan of care is finalized. This plan is
in the electronic medical record and all team members have
added to it over the course of the visit. This plan is refined
and then relayed in written and verbal form to the patient/
family by the neurology provider.

Clinic materials

Of the 39 respondents, 55% said the clinic was as expected,
22.5% were unsure, and 5% stated that the clinic was better
than expected. Knowledge of palliative care before receiving
the packet was rated 4.3 and helpfulness of the information
packet (online: http://apm.amegroups.com/public/
system/apm/supp-apm.2017.10.06-5.pdf) in increasing
understanding of palliative care was rated 7.6. The chaplain
provides a booklet of activities to build resilience and
manage grief (online: http://apm.amegroups.com/public/
system/apm/supp-apm.2017.10.06-6.pdf). The social
worker provides local resources on services, such as in-
home healthcare providers, disability lawyers, home safety,
support groups, exercise groups, transportation, assisted-
living facilities, and hospice as applicable.

Follow-up plans

During the course of the quality improvement project
we found that suggestions from team members were not
systematically provided to patients and that confusion
regarding follow-up plans was common. We thus instituted
a process of having the first team member interacting with
a patient bring in a take-home sheet for patients on which
each team member could write. We also added a process to
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our check-out procedure at the end of the day to determine
if and when patients needed a follow-up call, who on the
team should make the call, and plans for follow-up visits.

Retrospective chart review

A total of 96 patients (45 female, 51 male) were seen in
117 clinical encounters and a caregiver was present during
the visit for 99 of these encounters. The average age was
65, with a range of 25-87 years. Almost all patient (n=91)
referrals came from University of Colorado Hospital
affiliated providers (internal referrals). The most common
referral reasons (1able 2) were for psychosocial support
(n=59), complex symptom management (n=56), and
advanced care planning (n=41). At the time the chart review
was completed 10 patients had died. Location of death for
six of these patients was at home with hospice care or in
a hospice facility; one death occurred in a hospital with
inpatient palliative care, and one in a skilled nursing facility.
The location of death was unknown for two patients. Data
on duration of new patient encounters were available for
60 of 75 new patients, who were seen for an average
duration of 123 minutes, and for 31 of 42 return patients,
who were seen for an average duration of 102 minutes.
The clinic physician saw all patients. The social worker,
chaplain, and nurse were involved in 87%, 76%, and 64%
of clinical encounters respectively.

Medical durable power of attorney had been established
prior to the initial visit for 65 (68%) patients, completed at
the initial visit for 22 (23%), discussed but not completed
for 3 3%), and not discussed with 6 (6%). Advanced
directives had been established prior to the initial visit for
56 (58%) of patients, completed at the initial visit for 20
(21%), discussed but not completed for 12 (13%), and not
discussed with 8 (8%). For patients with whom a discussion
about establishing medical durable power of attorney
and advanced directives did not result in completion of
these tasks, additional time was needed to consider these
decisions. Seven of eight patients with whom advanced care
directives were not discussed declined the offer to have this
discussion. We find that among patients with completed
advance directive forms, they are frequently completed
without medical input (e.g., done with a lawyer), are of
questionable clinical utility, and may not truly reflect patient
wishes. We thus will always review these outside forms (often
over 10 pages with significant legal jargon but without clear
instructions on whether or not to resuscitate) and replace
them with our states’ or provinces’ standard one page form
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(e.g., Medical Orders for Scope of Treatment).

The most common principal diagnosis was PD (n=34)
followed by PD dementia (n=16), MS (n=8), progressive
supranuclear palsy (n=6), Lewy body dementia (n=5),
Alzheimer’s disease (n=5), multiple system atrophy
(n=4), Huntington’s disease (n=3), corticobasal syndrome
(n=3), hereditary spastic paraplegia (n=3), and unknown
(n=2). There was one patient each with a diagnosis of
frontotemporal dementia, Creutzfeldt-Jakob disease, Meige
syndrome, Batten’s disease, chronic fatigue syndrome,
neurofibromatosis type 2, and ALS.

OHSU also did a quality improvement review and found
that providers were saved 1.5 hours/patient by facilitating
coordination of care and cross-discipline communication.
Patients were saved time and travel by integrating four to
five services into a single visit. The University of Toronto
previously published their experience of reducing symptom
burden using the Edmonton Symptom Assessment Scale

modified for PD (6).

Discussion

Outpatient palliative care for neurology provides several
valuable services to this population including improved
caregiver support, complex symptom management, in-
depth goals of care discussions, psychosocial and spiritual
support, and assistance with transitions in care, including
hospice. There is an emerging literature suggesting that this
model of care improves patient outcomes and also lowers
healthcare costs (6,8). This clinic also provides value to the
department and community as an educational resource,
including meeting Accreditation Data System and Case Log
System requirements for neurology residents in palliative
care (21). We have built a successful research program
in palliative care beginning with pilot data collected in
clinic and using the clinic and feedback from patients and
families as a living laboratory to optimize our intervention
and related materials. Projects have included efforts to
better define palliative care needs of patients and families,
comparative effectiveness trials of this clinic model, and
dissemination and implementation efforts (NCT 02533921,
NCT 03076671). Another advantage in terms of research
include improving our reach to patients with advanced
disease who often stop coming to neurologists or academic
centers. One of the central principles of palliative care
is non-abandonment and we have found that neurology
patients and their families continue to find value in our
services even with very advanced disease.
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The mix of patient diagnoses seen likely reflects the clinic
developing from a mixed movement disorders and behavioral
neurology clinic. Had the clinic developed from another
disease-driven clinic (e.g., ALS), it is likely that the early
distribution of patients would be different. The other factor
affecting the mix of patients is our local clinician culture,
with some clinicians and sections who are very familiar and
comfortable with the idea of palliative care and understand
how it benefits their patients while others are more resistant
or are holding on to ideas that they need to wait for “the right
time,” which typically means that referrals are either never
made or only after a crisis such as a hospitalization. As this is
a new field, we are working to educate our colleagues and are
piloting the use of a new Needs Assessment Tool (Appendix 4)
as both a way to educate clinicians and standardize patient
selection. Given the experience of palliative care in oncology,
we anticipate cultural change and acceptance of palliative care
within neurology will take place over time with some change
coming from education of more experienced clinicians and
much being driven by persons currently in training or junior
faculty. In general, we have found younger faculty, residents,
and students more accepting of the palliative care approach
and more likely to refer patients earlier in their disease course
when more proactive measures can be undertaken.

Although we do not have data from a randomized
controlled trial, the data presented here and other case series
suggest an increase in hospice use and decrease in hospital
deaths with outpatient palliative care (22-24). Amongst
those patients dying in the hospital, some are unexpected
and sudden illnesses which reflects the unpredictability
of decline in neurologic illness. Among these, several did
contact our clinic and were able to get palliative care in
place in the hospital. Notably, several patients’ and families’
goals are to pursue aggressive care even towards the end of
life and we try to support those wishes while maintaining
communication around these goals and the opportunity for
changing goals if and when their preferences change.

Ongoing challenges for our clinic and other similar
clinics include financial limitations, ensuring access to care,
and institutional and political barriers to optimal care. Our
clinic has been able to maintain financial solvency through
a combination of physician billing, philanthropy, research
grants, and hospital and departmental support. The costs
and income associated with such a program will vary based
on many factors including the composition of the team,
the ability of team members to bill for their services, the
costs of space and staff, and the manner in which patients
are scheduled. We believe such clinics can exist with
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minimal institutional or outside support but this may
require some creative staffing. Finally, as we delve deeper
into this work we encounter many institutional, policy, and
political barriers to optimal care ranging from the limited
options for non-medical home-based support of patients
to idiosyncrasies in the funding and provision of hospice
care. As a program we are connecting with others in the
community to help advocate for this population.

The clinics described in this paper all subscribe to a
model of integrating palliative care with disease-modifying
therapies throughout the course of the illness (25).
However, due to workforce and cost issues, we also
recognize that our specialized palliative care clinics should
be reserved for challenging patients and is only a small part
of our overall mission to improve the care of patients with
neurologic disorders through a palliative approach (26).
Education of other faculty in primary palliative care skills
and the development of group clinics and community
resources are also essential to supporting the full spectrum
of palliative care needs (19).

Our neuropalliative care program has experienced steady
growth since its inception and is now its own section within
our neurology department with three full time faculty and
several other faculty members with joint appointments with
their disease-specific section (e.g., movement disorders,
behavioral neurology). We envision our program growing in
an embedded manner with integrated programs dedicated
to specific disorders (e.g., dementia, movement disorders,
MS, ALS). We are also working with geriatrics to develop a
neurodegenerative medical home for patients and caregivers
where they can get both neurology and primary care in a
single integrated experience and on expanding telehealth
from ongoing research projects to provide virtual house
calls for patients with mobility issues, including those in
hospice or nursing facilities. We are interested in providing
more general resources to the department, including
other group clinics on topics like advance directives, legal
and financial resources for families, and chronic disease
management. Lastly, we are initiating a dedicated neurology
track in our palliative care fellowship to start summer 2018.

As recognition has grown of the high palliative care
needs of patients and caregivers affected by neurologic
disease, so too has interest in finding approaches to meet
this need (9-11). The first Neuropalliative Care Summit at
the 2017 American Academy of Neurology meeting brought
together neurologists from around the world interested in
this field. One of the most promising aspects of this summit
was the high percentage of fellows and junior faculty, many
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of whom were launching their own outpatient clinics. One
of the themes of this summit was that in addition to looking
for cures tomorrow we need to provide better care today.
We believe that outpatient neurology palliative care is
central to this mission.
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Supplementary

University of Colorado Hospital
Outpatient Palliative and Supportive Care Clinic

Satisfaction Survey

Date of clinic visit:

Please check one: ___ | am the patient.

I am the caregiver.

how we can improve our services are greatly appreciated!

Other:

Please circle one response for each question below. Any additional comments or suggestions for

Please circle one number Strongly Strongly
per question: Agree Agree Disagree | Disagree

1 2 3 4

When | met with the Palliative Care 1 2 3 4

team, my concerns were addressed.

Comments:

My emotional needs were addressed 1 5 3 4

by the Palliative Care team.

Comments:

When | met with the Palliative Care

team, | felt included in the decisions 1 2 3 4

about my health care.

Comments:

The Palliative Care team provided

information to me about resources 1 2 3 4

or help that | might access.

Comments:

1 will recommend this clinic to other 1 ) 3 4

people with similar needs.

Comments:

Please comment on how we could improve our services so that we can be more
helpful to you or other patients:

Thank you for your input! Please leave this survey with a staff member or at the front reception
desk before leaving. This survey can also be completed online by going to: http://j.mp/NG1ygE

or https://redcap.ucdenver.edu/surveys/?s=3IDGNuGHaE

Appendix 1 Patient satisfaction survey.
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%“? Neurologist: Benzi Kluger, MD, MS.

Office: 720.848.2080| Fax: 720-848-2106

. . Please fax this form to Alan Hall
University of Phone: 720.848.8761, Fax: 720.848.2106

(Colorado Hospital

UNIVERSITY OF COLORADO HEALTH

Neurology Supportive & Palliative Care Evaluation Request

For Completion By Referring Physician

| wish to refer my patient for a Neurology Supportive & Palliative Care evaluation and treatment, as appropriate. | have
indicated below my preferences for the consult.
Reason for referral:

Referral is for: 0 One-time Consult 0 Co-management o« Transfer of care

0 Goals for Care o Psychological Issues o Other (Specify)
0 Advance Care Planning 0 Social/Family Issues

O Caregiver Support o0 Care Transitions

O Spiritual Support 0 Complex Symptom Management

Certification Statement: | have received authorization from this patient to release the information below, and to permit the staff of the
implanting center to contact him/her directly for follow-up.
(Physician signature required below)

Physician Signature: Date:

Patient Information

Patient Name: Phone:
Address: Alternate Phone:

Date of Birth:
Sex: _ Male _ Female SS#:

Diagnosis (We see ALL Neurological Conditior

Primary Insurance Company: Phone:

__ Medicare _ HMO (Referral Number: ) PPO
Name of Insured: poB:__ / | Relationship to Patient:
Policy #/ Plan ID # : Group ID #:
Secondary Insurance Company: Phone:
Name of Insured: poB:__/ [ Relationship to Patient:
Policy # /Plan ID # : Group ID #:

Referring Physician Information -- Please Provide for Correspondence Regarding Patient

Name: Specialty:
Phone: Address:
Fax:

Email:

Additional Information or Instructions

Please include most recent clinic notes and any relevant lab/test results with this referral form.

This form contains confidential information intended only for the recipient.

Appendix 2 Outside referral form.



GUIDELINES FOR PALLIATIVE CARE CLINIC

ENERYONE IS REPOSONSIBLE FOR ENSURING BEST CARE POSSIBLE

Scheduling
- For New Patients:

o Plan on patient seeing everyone on the team with physician visit 60 minutes and
all others 30 minutes

- For Return Patients
o Ifroutine can see just physician or PA

o Ifneed one or more team members, plan on 30 minutes for physician or PA and
30 minutes for any additional team members
Hand-Offs Between Team-members

- Use of White Board:

o Start each /2 day with positions (e.g. RN, MD, SW) written in black at ideal times
o When seeing a patient put in your name in color and time you are starting
o Add important comments to the “Comments” section of board
Use Internal Note sheet to make notes for other team members
Use Patient Note form for notes to patient
Responsibility to Patient/Families
- Coverage of Relevant Issues: Use checklist
- Avoid Redundancy: Make notes for other team members but stay within your scope

Avoid Gaps in Contact with team members as much as possible
Responsibility to Other Team Members

- Keep visits focused and do not cover other’s checklists in depth
Follow-Up

Before patient leaves plan should be made for when they should return and whether they
need full team for follow-up

At the end of the day all cases should be reviewed by team and plans made for follow-up
calls if needed

Dr. Kluger will check MHC messages typically once per week:

o For more urgent issues send email to his personal email
o Contact Julie Berk

o Call him on his cell

Appendix 3 Guidelines for palliative care clinic.



Brief Needs Assessment Tool
(answering No for #1 or Yes for #s 2-9 constitutes a referral)

. Would you be surprised if this patient passed away within the next year?

Does the patient or care partner have a severely reduced quality of life
because of their illness?

Does the patient have motor or non-motor symptoms that are resistant to
treatment, such as postural instability, pain, fatigue, constipation, or
dysphagia?

Is the patient experiencing mood problems (e.g. depression, anxiety,
apathy) or behavioral issues (e.g. hallucinations, delusions, agitation)?

Is the care partner struggling with feeling overwhelmed?

Is the patient or care partner struggling with difficult emotions such as
guilt, grief, or anger?

Is the relationship between the patient and care partner strained due to
illness?

Does the patient or care partner have spiritual or existential concerns such
as loss of hope or feeling demoralized?

Does the patient or care partner have significant concerns or worries about
the future?

Appendix 4 Brief needs assessment tool.
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