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Abstract

Purpose of review While care for patients with movement disorders has traditionally focused
onmotor symptoms, there is increasing evidence that optimal care for these disorders is more
complex both in terms of the spectrum of symptoms experienced by patients (e.g., pain,
depression) and the multidimensional needs of patients and their families. Palliative care is
an approach to the care of patients and families affected by serious illnesses that seeks to
relieve suffering by addressing complex medical symptoms, psychosocial issues, spiritual
well-being, and goals of care. While traditionally associated with cancer and hospice, more
recent work in palliative care has focused on integrating a palliative care approach from the
time of diagnosis for patients with chronic illnesses, including movement disorders.
Recent findings Studies of patients with movement disorders and their family caregivers
suggest that these patients have significant unmet needs under current models of care,
including underrecognition and treatment of non-motor symptoms, inadequate psychosocial
support, and suboptimal end-of-life care. We describe how a palliative care approach can
empower clinicians, patients, and families to reduce common sources of suffering and
optimize quality of life. This field recognizes the importance of primary palliative care
(palliative skills useful for any clinician caring for persons caring for serious illness) as a
foundation of the palliative care approach and complementary to specialist palliative care. In
this article, we will focus on primary palliative care skills for movement disorder specialists
including providing a diagnosis and prognosis with compassion, discussing goals of care,
complex symptom management, caregiver support, spiritual and emotional well-being, and
referral to hospice and specialist palliative care.
Summary A palliative care approach complements other efforts in movement disorder care.
Research is needed to evaluate and develop therapeutic interventions and models of care
applying a palliative care approach.

Movement Disorders (A Videnovich, Section Editor)
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Introduction

The World Health Organization defines palliative care as
“an approach that improves the quality of life (QOL) of
patients and families facing life-threatening illness,
through the prevention and relief of suffering by means
of early identification and impeccable assessment and
treatment of pain and other problems, physical, psychoso-
cial and spiritual” [1]. Although originating in the hospice
movement for cancer, there are several developmentswith-
in the field of palliative care relevant to patients and fam-
ilies affected by movement disorders [2••, 3, 4••]. First,
palliative approaches are indicated for non-cancer illnesses
which are incurable, progressive, or associated with high

symptomburden such asmovement disorders [5]. Second,
palliative care can be provided at any time during an
illness, and evidence from other conditions suggests that
early palliative care improves patient QOL, reduces health
care costs, andmay prolong life [6•, 7]. This palliative care
approach begins at the time of diagnosis and is integrated
into future visits based on ongoing assessment of patient
and caregiver needs, rather than estimated prognosis or
waiting for “the right time.” Third, palliative care can be
integratedwith standard care based on the needs and goals
of patients and their disease trajectory (Fig. 1). Finally,
palliative care may be conceptualized in terms of primary

Fig. 1. Graphical representation of how palliative care needs can change over time in the typical course of Parkinson’s disease.
Important events along the disease trajectory that may increase palliative care needs are marked with arrows

Table 1. Primary palliative care skills for neurodegenerative illnesses

- Providing diagnosis and prognosis in a compassionate manner

- Anticipating and assessing safety concerns

- Discussing and setting goals of care

- Advance care planning and documentation

- Caregiver assessment and support

- Managing distressing medical and psychiatric symptoms

- Addressing common social, emotional and spiritual issues

- Referring to hospice or specialty palliative care when appropriate
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palliative care (skills relevant to all clinicians) and second-
ary or tertiary palliative care (complex or advanced care
provided by specially trained teams or providers) [8, 9]. In
this manuscript, we focus on primary palliative skills for
movement disorder specialists (Table 1). Our manuscript

focuses on Parkinson’s disease (PD) and Huntington’s
disease (HD) as the palliative needs of these populations
are better described in the literature, but this approach is
highly relevant to other movement disorders [4••, 10•,
11••].

Relevance of palliative care to movement disorders and current
gaps

Palliative models of care address several important issues facing patients and
families affected by movement disorders, including advance care planning, care-
giver support, and intensive management of distressing medical and psychiatric
symptoms. Unfortunately, the majority of movement disorder patients do not
receive palliative services under current models of care even when approaching
the end of life [12]. Hospital deaths for individuals with movement disorders are
high despite the fact that, when asked, most patients express a preference to die at
home [13, 14]. Many non-motor symptoms, including pain and depression, are
underrecognized and undertreated in currentmodels of care [15] and other issues,
such as caregiver support and spiritual well-being, are rarely addressed [16, 17].

In addition to general misperceptions about palliative care, there are additional
barriers which may contribute to underutilization of palliative care in movement
disorders. In the caseofPD,physicians commonly tell patients that theywill diewith
PDandnot fromit, despite the fact that age-adjustedmortality is significantlyhigher
in PDpatients, that leading causes of death inPDare related to complicationsof PD
(e.g., falls,pneumonia),andthat theCenters forDiseaseControlandPreventionlists
PD as the 14th leading cause of death in the USA [18, 19]. Patients also report that
theirphysiciansunderestimatetheemotional impactofreceivingaPDdiagnosisand
desire more support around this event [20•, 21]. Even for HD, which is widely
recognizedasa fatal illness thatmeritspalliativeandothermultidisciplinary services,
there are disparities in terms of who receives this care and hospice services are
underutilized [4••, 22]. Finally,many clinicians are uncomfortablewith addressing
these issues, possibly due to inadequate training and high moral distress in
confronting palliative care and end-of-life issues [8, 23, 24].

Despite these limitations, there is cause for encouragement. Preliminary studies
suggest palliative care approaches improve symptom burden, improve patient
QOL, reduce caregiver distress, and reduce hospitalizations [25–28]. Use of the
physician orders for life-sustaining treatment (POLST) form, a specific form of
advance directive, may also reduce hospital deaths [29•]. Patients and caregivers
report being open to palliative approaches and having high satisfaction with these
interventions, and report preferences for earlier advance carediscussions [20•, 30•].

Providing a diagnosis and prognosis with compassion

There are few events asmemorable or traumatic to patients and their families as
receiving their diagnosis [21]. However, the physician can improve the experi-
ence by responding empathetically to the patient’s emotional reaction, sharing

Curr Treat Options Neurol (2018) 20: 2 Page 3 of 15 2



information and realistic goals, listening to the patient’s hopes and expecta-
tions, and making a follow-up plan. The SPIKES mnemonic can be used to
guide these conversations (setting up the interview; assessing patient’s percep-
tion; obtaining patient’s invitation; giving knowledge; addressing emotions;
strategy and summary) [31] as can the VitalTalk website or smartphone appli-
cation [32]. Similarly, the mnemonic NURSE can be used to address patient
emotions (name the emotion; understand the emotion; respect the emotion;
support the emotion; explore the emotion) [33••]. Physicians should provide
adequate time for these conversations and rapid follow-up to prevent feelings of
confusion and abandonment. Regarding prognosis, it is important to assess
how much patients and caregivers want to know and to reassess their desire for
information at future visits as it may shift over time. Holloway et al. formulated
an approach to answering the questions of “How long?” and “Howwell?”when
addressing patient survival in advanced neurologic disease, providing guidance
on tailoring this approach to individual patients and reducing common biases
[34]. Regarding both diagnosis and prognosis, studies support an open ap-
proach and not withholding information unless specifically requested by the
patient [35].

Setting and updating goals of care

Goals of care discussions are conversations in which patients, families, and
clinicians work together to develop guidelines for current and future care. In this
conversation, patients and family members share their values, hopes, and fears,
and clinicians provide information regarding the diagnosis, prognosis, and
guidance on available resources. Advance care planning is an important part
of these discussions but should not be the sole focus. Other important issues to
address include what activities or events are most important to maintain QOL
and how the family would like to navigate ongoing or increasing levels of
patient dependence. We find the following questions helpful in better under-
standing patients’ and families’ values: How do you define QOL? What do you
currently enjoy and look forward to? What about your illness is most troubling
to you? What are you most afraid of?

One of the medical team’s primary responsibilities in these discussions is to
prioritize safety and possibly revise goals of independence if there are adverse
safety implications. Both PD and HD are associated with motor vehicle acci-
dents [36, 37], and a recent longitudinal study [38] of driving safety in PD
demonstrated significant increase in driving safety errors after 2 years. While
state laws vary, we recommend patients either stop driving or get a specialty
driving evaluation. In some cases, hiding keys or selling vehicles may be
justified for patient and community safety. Firearms and other potentially
dangerous items should be secured or removed from the house, particularly
in patients with psychotic symptoms. Verbal, physical, and/or sexual threats or
abuse may be directed at either the caregiver or patient and may be more
common in PD than previously believed [39]. If suspected or confirmed, adult
protective services should be contacted, as such activity strongly suggests a need
for placement, even if contrary to goals of care. Financial risk may arise through
scams targeting persons with impaired cognition or through intentional spend-
ing by patients with poor judgment or compulsive behavior [40, 41]. The use of
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cash allowances or low-limit credit cardsmayminimize risks while maintaining
a patient’s sense of independence.Wandering behaviors in those with dementia
place patients at risk for adverse outcomes andmay necessitate 24/7 supervision
or placement [42]. Identification bracelets or necklaces are also highly recom-
mended. Finally, falls are a significant cause of morbidity and mortality for
patients as well as caregiver distress [43]. More than 50% of individuals with
HD are recurrent fallers, experiencing two or more falls per year [44]; and in a
recent prospective study [45] of newly diagnosed PD, 79.7% participants fell
over the 54 months, and the majority (89.3%) were recurrent fallers. Home
safety evaluations andmedical alert bracelets or necklaces maymitigate some of
this risk, particularly in situations where the primary caregiver is also frail.
Mobility restrictions (e.g., use of wheelchair or walking only with assistance)
may also be needed to prevent falls and related complications. It is often helpful
for the clinician to play the role of the bad guy to alleviate family strain and
blame.

While goals of care conversations may not be opportune at the time of
diagnosis, they should be initiated early, due to the possibility of progressive
cognitive impairment impacting patients’ abilities to set goals for themselves. In
these conversations, the clinician should be mindful of the patient’s capacity,
being careful not to overemphasize the primacy of patient desires when they
appear to lack capacity, nor to discount the desires of patients with the capacity
to provide input despite mild to moderate dementia [46•, 47]. Capacity is best
assessed in relation to specific issues rather than globally (e.g., one may have
capacity to decide general goals of care but not complex financial decisions) and
can be assessed by remembering four “Cs” (a patient’s ability to understand
their condition, their choices, the consequences of choices, and whether deci-
sions are consistent over time) [48].

While studies have not yet been completed to show the benefits of goals of
care discussions in movement disorder populations, the Care Coordination
[49] for Health Promotion and Activities in PD (CHAPS) is a program within
several of the Veterans Affairs Medical Centers which proactively addresses both
motor and non-motor health problems in veterans with PD and includes tools
to enhance patient self-management and care planning. Advance care directives
and long-term planning are addressed and a randomized controlled trial in-
volving a comparison between arm group receiving the nurse-led CHAPS
Program intervention and a control arm receiving care as usual is underway.
The work has evolved from earlier health services research that identified gaps in
care and will likely show efficacy in improving performance in qualitymeasures
and in the secondary outcomes of patient health-related quality of life, self-
efficacy, and perceptions of care quality.

Advance care planning

Advance care planning requires conversation(s) about patient preferences for care
if the patient is unable to communicate. Medicare Part B pays for advance care
planning discussions between patients and health care providers [50]. There are
many types of advance directives, but most contain two key elements: (1) iden-
tifying a health care surrogate and (2) creating a living will outlining care prefer-
ences at the end of life. Organ and tissue donation preferences as well as brain
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donation for research may be discussed and provide a means of alleviating
suffering by bringing meaning to the illness. The most important element is
identifying a health care surrogate to be a voice for the patient if the patient is
unable to speak for himself. Without an identified surrogate, state law governs
who is legally responsible for makingmedical decisions andmay defer to persons
the patient would not want involved. As surrogates guide health care providers on
what patients would want if they could speak for themselves, patients should
discuss their wishes with their surrogate and advise them of any changes. A living
will outlines preferences for the type and intensity of care provided at the end of
life. Such a document typically includes preferences about cardio-pulmonary
resuscitation (CPR), mechanical ventilation, and artificial nutrition, but may also
include instructions for symptom management and religious rituals.

Individuals often confuse advance care planning with estate planning and
frequently complete these forms with a lawyer, which can result in lengthy and
confusing documents that donotmatch patients’ goals ormedical practices. Inmost
cases, advance directives may simply be witnessed and signed by two adults and do
not need to be notarized or prepared by an attorney. Individuals may download a
free copy of their state’s advance directive form at http://www.caringinfo.org.

A copy of the advance directive should be sharedwith the health care surrogate,
other family members, and the health care provider and a copy placed on the
refrigerator where emergency medical technicians can easily find it. The advance
directive should be filed in electronicmedical records and patients who are “do not
resuscitate” may include this on medical bracelets to avoid unnecessary interven-
tions outside of the home. Several advance directive applications using smartphone
technology allow individuals to carry their wishes with them at all times.

Advance care planning is a process that may take place over several visits and
should be revisited annually andwith changes in functional status. In one cross-
sectional study in PD [51], 94% of those surveyed wanted prognosis and
treatment information early in the disease course, while much fewer wanted
early discussions about end-of-life care planning (27%) or end-of-life care
options such as hospice (21%). It is important to emphasize that there are no
right or wrong answers, and that patients can change their minds at a later date
should their values or circumstances change. In a survey of patients with HD
[52], the majority of interviewees expressed some kind of wish regarding end of
life, probably more than they had revealed to their physician, but were some-
times hesitant to discuss it. Activities that can complement discussions with the
provider include http://theconversationproject.org/, http://www.
emmisolutions.com/, or http://www.gowish.org/.

Complex symptom management

A thorough review of the management of non-motor symptoms goes beyond the
scope of this article. Rather, we will discuss potential differences in a palliative care
approach and refer to relevant reviews for other details. As QOL is heavily driven
by non-motor issues across movement disorders and these disorders are frequent-
ly not mentioned by patients or recognized by providers, we recommend taking
an active assessment of these issues as a routine part of care including pain, mood,
psychotic and behavioral symptoms, sleep and energy, communication, auto-
nomic symptoms, swallowing, and nutrition [15, 53, 54].
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Pain is a common symptom inmanymovement disorders [53, 55]. A palliative
care approach to pain includes understanding not only the qualities or the pain, but
also its functional, psychological, and social impact [56]. Clinicians should talkwith
patients about their goals for pain management, emphasizing that functional
improvement may be more attainable than complete pain elimination and that
risks and side effects of medications must be weighed against function [57]. A
proactive approach should be taken to avoid preventable pain (e.g., keeping joints
mobilized, good skin care inbed- or chair-bound individuals) and treatment should
be directed at specific causes when possible. Opioids may be used judiciously as
there is some evidence to support their efficacy in this population [58•] (see https://
www.cdc.gov/drugoverdose/prescribing/guideline.html for best practices).

It is important to differentiate mood disorders from other difficult emotions
(see below) that may contribute to, or be mistaken for, mood disorders. It is
equally important to assess mood disorders as potential drivers of end-of-life goals
of care, including physician-assisted dying. Sleep disorders and fatigue are com-
mon andmay impact both patient and caregiver well-being [59, 60]. Management
requires identifying and treating contributing factors such as depression, specific
sleep disturbances, anemia, pain, and medications [61]. Non-pharmacological
approaches could include exercise, changes in nutrition, energy conservation strat-
egies, mindfulness training, cognitive behavioral therapy, or acupuncture [61, 62].

Many movement disorders lead to dysphagia, weight loss, anorexia, and
changes in appetite. These symptoms may be important indicators of progression
of the illness and may signal that patients are nearing the end of life [63•].
Modifications to diet should be made within the context of an individual’s goals
of care. For example, patients may forego pureed diets or thickened liquids and
choose to continue eating their favorite foods if their goals place a higher value on
the pleasures of eating thanmaximizing safety. Feeding tubes are rarely indicated in
these conditions and evidence does not support their use to prevent aspiration or
prolong survival [64, 65]. A high rate of complications secondary to percutaneous
endoscopic gastrostomy (PEG) tube placement has been described in neurodegen-
erative disease likely to be due tomultiple factors including the inherentmorbidity
and poor conditioning associated with neurodegenerative disease, poor baseline
nutritional status, ongoing risk factors for aspiration associated with neurodegen-
erative disease, and long in-patient stay with consequent increased susceptibility to
infection but also the opportunity for improved ascertainment of complications
[66]. Enteral feeding may be considered when prolonged and difficult mealtimes
reduce QOL or situations in which maintaining hydration and nutrition despite
dysphagia is consistent with goals of care, particularly in situations where dyspha-
gia is advanced out of proportion to other symptoms such as dementia.

Caregiver assessment and support

Patients withmovement disorders often develop long-term disabilities and rely
on family members to meet their daily care needs. Family and other informal
unpaid caregivers represent an increasing yet infrequently recognized invest-
ment of human resources who, in addition to helping with activities of daily
living, commonly perform medical or nursing tasks [67].

Substantial loss of function and symptom burden can occur relatively early
in diseases such as HD, resulting in years of marked morbidity [10•, 68]. As a
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result, caregivers frequently suffer from sleeplessness, fatigue, anxiety, depres-
sion, and impaired immunological responses [69]. In a study comparing care-
giver mood andQOL for those caring for patients with progressive neurological
illnesses, caregivers of patients withHD experienced among the highest levels of
anxiety, depression, and confusion as well as the greatest decrement in social
relationships compared to caregivers of other illnesses [70].

Caregiver burden is defined as the extent to which caregivers perceive adverse
effects to their emotional, social, financial, physical, and spiritual functioning
[71]. Risk factors for caregiver burden include female sex, low educational attain-
ment, residingwith the care recipient, depression, social isolation, financial stress,
higher number of hours spent caregiving, and lack of choice in being a caregiver
[72]. Compassion fatigue reduces the capacity for compassion as a consequence
of being exhausted from absorbing the suffering of others and may affect 40–
80% of caregivers [73]. Distressed caregivers often develop negative attitudes
toward the disease, relationship problems with the patient and other family
members arise, and they often experience complex bereavement [74].

Attending to the health and well-being of the family caregiver is not a
standard part of movement disorder care and may be facilitated through
interdisciplinary clinics including social work and counseling resources [75].
However, clinicians can perform a brief assessment of caregiver well-being
without a team. In addition to detecting caregiver issues early and making
appropriate referrals, even brief inquiries directed to the caregiver are deeply
appreciated and let the caregiver know they are not alone in this struggle [30•].
Caregiver assessment may be an informal addition to the clinical interview,
asking questions about caregiver well-being and support, or utilizing one of the
many formal assessment tools [67, 71, 76–79]. The National Consensus De-
velopment Conference for Caregiver Assessment recommends the following
approach: (1) identify primary and additional caregivers, (2) incorporate needs
and preferences of both the patient and caregiver in all care planning, (3)
improve caregivers’ understandings of their roles and teach them the skills
necessary to carry out the tasks of caregiving, and (4) recognize the need for
periodic reassessment of care outcomes for the patient and caregiver [72, 80].

Protective factors against caregiver burden include resilience, perceived com-
petence, self-efficacy emotional regulation, social support, optimism, and em-
phasis on the positive aspects of care [74]. Some of these protective character-
istics can be trained and enhanced through targeted interventions. Available
support for caregivers include educationalmaterials, home health care or skilled
nursing support, respite care, advocacy organizations, and local or online
support groups [4••]. Specialty palliative care, including outpatient clinics
and home palliative care, may provide more intensive caregiver support [4••].
The involvement of an interdisciplinary team for PD, for example, reduces
caregiver strain and aggression between patient and caregiver [68], and earlier
involvement helps adapt services tomeet the changing needs of the patient [81].

Addressing common social, emotional, and spiritual issues

The palliative care model goes beyond the medical model of psychiatric illness
to embrace themany social, emotional, and spiritual issues thatmay arise in the
course of illness. Neurodegenerativemovement disorders slowly rob patients of
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basic abilities to work, performing activities of daily living and purposeful tasks,
and being independent, resulting in a continuum of loss. These changes impact
one’s sense of identity and social networks through the eventual inability to
work, limitations of leisurely activities, and loss of mobility. The unpredictabil-
ity of PD symptoms and ability to participate in activities is a common source of
distress and frustration [82]. Social activity is critical for maintenance of cogni-
tive ability [83] and social isolation adversely affects QOL, physical and mental
health, and mortality especially in PD [84, 85]. Like exercise, social activity
should be assessed and promoted through awareness, community organiza-
tions, and social work referrals, if needed.

It is important to distinguish common but difficult emotional reactions to
chronic illness from psychiatric illness, provide appropriate support, and not
further isolate patients and families whomay already experience shame around
these feelings. Common difficult emotions include anticipatory grief (sense of
loss), guilt, frustration, demoralization, anger, and worries and fears about the
future including financial issues and future health events such as death or
dementia [17, 20•, 30•, 86–89]. These emotions are frequently driven by
spiritual or existential issues including hopelessness, meaninglessness, loneli-
ness, death anxiety, and an inability to find sources of love, peace, comfort,
transcendence, or connection [90]. The search for meaning is one of the central
coping mechanisms when facing progressive illness and at the end of life, and
may buffer against depression, hopelessness, and desire for hastened death
among terminally ill patients [91–93]. Spirituality, religion, and culture also
may provide meaning, and these factors may guide patient decision-making
during illness and at the end of life. Chaplains, spiritual counselors, or com-
munity religious leaders may provide emotional and spiritual support, partic-
ularly for patients adverse to the idea of psychotherapy [94]. Standardized tools
are available to assess and identify religious or spiritual/existential background,
preferences, and beliefs [90, 95, 96]. Interventions that enhance meaning and
build resilience include traditional psychotherapy, mindfulness-based ap-
proaches, gratitude journals, narrative-based approaches (e.g., “dignity thera-
py”), and family therapy [97–100].

Referring to hospice or specialty palliative care services

Hospice care refers specifically to end-of-life palliative care. In the USA, the
Medicare hospice benefit is available to patients certified by two physicians to
have a prognosis of 6 months or less. Hospice is fully covered by Medicare and
Medicaid coverage varies by state. Medication costs are included for conditions
related to the terminal illness [101]. We recommend three questions to make
appropriate hospice referrals and discuss hospice with patients. First, would the
patient and family benefit from the services available from hospice? Hospice
care is most commonly delivered in the home or current place of residence (e.g.,
assisted living) and includes intensive home monitoring, visiting nurses, social
workers, dieticians, chaplains, and bereavement support for the family. Other
services, including physical therapy, massage, and volunteer services, may vary
between hospices. Second, are the patient’s and family’s goals of care aligned
with hospice? A helpful question is, “If you were to develop a serious pneumo-
nia, would you want to go to a hospital for intravenous fluids and antibiotics?”
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If the answer is no and the goals of care are comfort, hospice may be appropri-
ate. If the answer is yes, one may consider home palliative care or other home
services. Finally, does the patient qualify for hospice? Table 2 provides current
Medicare eligibility guidelines relevant to movement disorders. These guide-
lines are not strict criteria, and patients demonstrating other end-of-life signs,
including an accelerating disease course, loss of interest in eating or other
activities, or loss of will/desire to live, may be appropriate for hospice. As with
other aspects of palliative care, we recommend initiating hospice early to allow
patients and families to receive the full benefit of these services, as waiting for
“the right time” frequently means either no hospice or hospice stays of days to
weeks.

A growing number of centers now offer specialized outpatient palliative care
for patients withmovement disorders [11••]. Referrals may bemade to transfer
care for patients with advanced disease or for assistance with complex medical
symptoms such as pain, caregiver distress, psychosocial support, spiritual well-
being, or complex goals of care discussions.

Physician-assisted death

Patients may request physician-assisted death (PAD) because of unmet psycho-
social, physical, or spiritual needs [91, 102]. PAD is now legal in several states
(OR, VT, WA, CA, CO, DC, and MT). PAD laws permit terminally ill patients
with adequate mental capacity to request a prescription for a lethal dose of
medication that the patient may ingest at a future date but may also elect not to

Table 2. Medicare hospice eligibility guidelines relevant to movement disorders

Dementia 1. Stage 7C or higher on the FAST scale (Reisberg, 1988) and
2. One or more of the following in the past year: aspiration pneumonia,
pyelonephritis, septicemia, stage 3 or 4 pressure ulcers, recurrent fevers, other
conditions suggesting limited prognosis or inability to maintain sufficient
fluid/caloric intake in past 6 months (10% weight loss or albumin G 2.5 g/dl)

Other neurologic disease including ALS, PD,
and other Parkinsonian disorders

1. Critically impaired breathing including dyspnea at rest, vital capacity G
30%, O2 need at rest, and refusal of artificial ventilation; or
2. Rapid disease progression (to bed-bound status, unintelligible speech, need
for pureed diet, and/or major assistance needed for ADLs) with either:
A. Critical nutrition impairment in the prior year (inability to maintain
sufficient fluid/caloric intake, continuing weight loss, dehydration AND refusal
of artificial feeding methods) or
B. Life-threatening complications in the prior year (recurrent aspiration
pneumonia, pyelonephritis, sepsis, recurrent fever, or stage 3 or 4 pressure
ulcers)

Generic criteria 1. Terminal condition (can be multiple conditions) and
2. Rapid decline over past 3–6 months as evidenced by progression of disease
signs, symptoms, and test results; decline in PPS ≤ 40%; and involuntary
weight loss 9 10% and/or albumin G 2.5 g/dl

ADL, activities of daily living; ALS, amyotrophic lateral sclerosis; FAST, Functional Assessment Staging Test; PD, Parkinson’s disease; PPS,
Palliative Performance Scale
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take it [103]. Physicians practicing in states with legalized PAD who do not
support this practice may opt out. For patients who contemplate PAD, we
recommend referral to palliative care to achieve optimal symptom palliation,
including physical and existential sources of suffering [103].

Conclusions and suggestions for future research

Palliative care issues are common across a wide range of movement disorders
and a palliative care approach may improve the QOL of patients and families.
Although interest in this area is growing, this field is still in its infancy and there
is significant work ahead to ensure a palliative care approach is widely available.
Barriers to palliative care include minimal training and exposure for the major-
ity of neurology residents, movement disorder fellows and practicing clinicians,
concerns over reimbursement for time-intensive and team-based services, and a
paucity of evidence-based studies to justify and guide models of care and
therapeutic interventions. High-priority research items to address these barriers
include (1) validation of needs assessment tools to guide participant selection,
(2) validation of outcome measures, (3) evaluation of patient and caregiver
interventions, and (4) dissemination and implementation efforts.
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