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The role of palliative care in patients with cancer is widely acknowledged and practiced.
Though its role in chronic, progressive, and incurable neurological conditions is
being recognized now, it is not widely practiced. Lack of awareness and training are
important factors contributing to this. Neurological patients differ from oncological
patients with respect to their symptoms, fluctuating disease course, varied prognoses,
and difficulty in identifying end-of-life stage. Knowledge of different neurological
conditions is important to practice neuropalliative care appropriately. Growth of neu-
ropalliative care services must begin with the neurologist at the center of the multidis-
ciplinary team. Neurologists need to be trained in communication skills and advance
care planning, and must be aware of end-of-life care, do-not-resuscitate policies,
and withdrawal of life support measures. This article elaborates on these aspects of
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Introduction

The word “palliative” comes from the Latin word pallium
meaning “to cloak,” that is, alleviation of patient’s symptoms.!
Earlier, palliative care (PC) was thought of as being a sequel
to curative therapy and was restricted to the final stage of a
disease. The World Health Organization (WHO) redefined PC
in 1990 and integrated it into the treatment plan, irrespective
of the disease outcome, and specified that patients and their
families should receive PC early in the course of a disease. PC
as defined by WHO is “an approach that improves quality of
life of patients and their families facing the problems asso-
ciated with life-threatening illness, through prevention and
relief of suffering by means of early identification and impec-
cable assessment and treatment of pain and other problems,
physical, psychosocial and spiritual.” The new model of PC is
often referred to as “simultaneous care,” and it reiterates the
need to integrate PC with standard care.># PC is now indicated
right from the time of diagnosis of the incurable disease, all
along the course of illness.

Palliative care services are broadly categorized as “basic”
that is provided by all primary and secondary providers and

received DOI https:/[/doi.org/
August 30, 2018 10.1055/s-0038-1675891
accepted ISSN 2348-0548.

September 24, 2018
published online
January 25, 2019

neuropalliative care and discusses its role in various neurological conditions.

“specialized” that is provided by PC specialists having appro-
priate education and training.> The primary aim of PC is to
reduce suffering of the patient by managing pain and other
symptoms, and care of family and dependents, even after
patients’ death.

Rationale Behind Extending Palliative Care to
Neurological Patients

Though the role of PC in cancer patients is widely
acknowledged, it has been applied to other chronic illnesses
such as end-stage renal disease,® heart failure,” and chronic
pulmonary disease® as well. There is growing awareness of
its role in patients with chronic, progressive, disabling, and
incurable neurological conditions.®

Palliative care specialists provide holistic care, includ-
ing physical, psychosocial, and spiritual care, to oncological
patients. Neurological patients have unique requirements
owing to cognitive, mobility, communication, and other
neurological impairments. PC can supplement traditional
care of neurological patients in many ways, and it is an
important component of care in this patient population.
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First, traditional care of these patients aims at preserving
functional capability and prolonging life, whereas PC aims at
relieving suffering and looks at death as an expected outcome
and not failure of treatment.'” Second, symptom burden in
neurological patients has been shown to be similar to that in
metastatic cancers.'' Lastly, even caregivers of neurological
patients reportedly have similar rates of distress and burnout
as caregivers of cancer patients.'?

Currently, patients with neurological diseases are receiv-
ing “primary” PC, while “specialized” PC is lacking. Pain and
feeding issues, common in oncological patients, may not
be preeminent in neurological patients. “Specialized” PC
including complex interventions is required in neurological
patients to ensure that the services provided are not limit-
ed to end-of-life care (EOLC) and pain management. Some
authors are even of the view that PC in neurology should be
promoted as a subspecialty to cater to patients with prolonged
and advanced neurological and neuromuscular diseases.’ At
present, few neurologists have training even in primary PC.
Several studies have shown that neurologists frequently fail to
identify and treat symptoms, such as pain, depression, sleep,
and fatigue, that influence quality of life of patients.'*'> The
European Association of Palliative Care (EAPC) and European
Academy of Neurology (EAN) recommend the PC team to be
a multidisciplinary one, involving a physician, a nurse, and a
social worker or a psychologist.'® Some authors suggest that
the team must comprise a neurologist, a PC physician, a gen-
eral practitioner, a physiatrist, a psychologist, a nurse, a social
worker, and a patient care assistant.’®

Neurological illnesses with fluctuating disease course
such as motor neuron disease (MND), Parkinson’s disease
(PD), Alzheimer’s disease, and multiple sclerosis (MS) often
present with decline in functional status. These patients
need PC in view of physical, psychological, cognitive, and
psychiatric impairment. Stroke, despite being a major cause
of death and disability, PC of these patients is still very lim-
ited. Unlike cancer patients, patients with acute stroke have
greater functional impairment than psychological. Studies
report that common reasons for availing PC services in
stroke patients include dysphagia, nutrition, hydration and
complex decision making.'” However, information is limit-
ed, and PC services for stroke patients need to be developed
further. Traumatic brain injury (TBI) is gaining epidemic
proportions across the world. While rehabilitation and PC
are important needs of these patients, the availability of
these services is hardly sufficient. PC has a crucial role in
management of TBI patients with disabilities. Spinal cord
compression due to metastases is a fairly common com-
plication with some cancers. It commonly involves dorsal
spine!® and presents with progressive paraplegia. Back pain,
weakness of limbs, paraesthesia, numbness, and autonomic
dysfunction are common symptoms. These patients suffer
physical, emotional, and psychological distress making
palliative and rehabilitative care essential components of
patient care.
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Concept of Palliative Care: Neurological
Perspective

The concept of PC was originally developed based on the
needs of cancer patients. There are major differences in the
PC needs of patients with cancer and those with neurologi-
cal illnesses. Neurological patients present with a wide range
of symptoms that include marked cognitive, physical, and
mental impairment, communication difficulties, variable
duration and course of disease, and high incidence of asso-
ciated comorbidities. Some diseases such as MND that are
progressive and carry poor prognosis need PC early in the
course of disease, whereas others such as PD generally need
PC at later stages. Even psychosocial issues and caregiver
needs vary from oncological patients. These aside, neuro-
logical illnesses often make it difficult to identify end-of-life
stage.'®!® Survival sometimes far exceeds the anticipated life
span, and at other times, some patients die abruptly due
to complications.?® Another concern is the fact that a lot of
neurological diseases set in at old age, demanding modifica-
tion of drug dosages and knowledge of interactions between
drugs and neurological status.

Since the course of the disease is unpredictable with most
neurological illnesses, it is important to discuss patient’s
decisions early in the course of disease.?! There is immense
variability in the prognosis of different neurological condi-
tions. Conditions, such as severe stroke, severe brain inju-
ry, and aggressive neoplasms, have short survival periods,
whereas progressive neurological conditions, such as PD, MS,
movement disorders, and neuromuscular diseases, may have
prolonged survival. While patients of amyotrophic lateral
sclerosis (ALS) typically present when they are still cognitive-
ly intact, severe acute brain injuries generally catch patient
and family unaware.?

Palliative care needs of neurological patients vary over time
resulting in an episodic nature of PC services. Important time
points when PC services are usually required are at the time of
diagnosis, disability onset, need for gastrostomy or tracheos-
tomy, and at end of life. Common triggers that demand PC in
patients with neurological illnesses include pain, neuropsychi-
atric symptoms, dysphasia, depression, and cognitive decline.

Palliative care services for neurological patient require
multidisciplinary efforts by the physician, neurologist, and
PC specialist. Apart from management of routine complaints,
such as pain and constipation, that are common to cancer
patients, issues such as spasticity, cognitive impairment,
psycho-behavioral disorders, dysphagia, drooling, postural
instability, and autonomic dysfunction need to be specifically
addressed in neurological patients. PC specialists must also
address family issues and provide physical, social, emotional
spiritual and psychological care, and EOLC, as usual. PC ser-
vices need to be provided throughout the illness and even
after patients’ death, in the form of bereavement support. The
ultimate goal of PC is to improve the quality of life and reduce
hospitalizations and suffering of the patient and family.



Amyotrophic Lateral Sclerosis/Motor Neuron Disease
The earliest articles describing PC in neurology refer to
patients of ALS.2 ALS is a lethal, neurodegenerative disor-
der. PC in these patients is recommended from the time of
diagnosis.?* Progressive difficulty in breathing, swallowing
and talking, and depression are common features of ALS.?
Dysphagia is the most common symptom, and nutrition
management is an important component of ALS care. These
patients have comparatively more psychological issues,
including depression, hopelessness, suicidal tendency, and
demoralization.?

The American Academy of Neurology (AAN) has published
Practice Parameter Update for ALS care in 2009. This update
supports specialized multidisciplinary clinic referrals and
provides evidence-based recommendations on various
aspects of ALS care such as management of medically refrac-
tory sialorrhea using botulinum toxin type B and low-dose
radiation therapy, dextromethorphan/quinidine combina-
tion for pseudobulbar affect, and screening for cognitive and
behavioral impairment.?”

Dementia

Several symptoms in dementia require a palliative approach.
Progressive cognitive disability, pain, agitation, feeding prob-
lems, comorbidities associated with old age, and communica-
tion difficulty are common issues.?® Behavioral disorders are
the most difficult aspect to manage and require individualized
approach. Judicious use of drugs to reduce agitation while
avoiding excessive sleepiness at the same time and managing
sleep problems while avoiding daytime somnolence mandate
individualized management of behavioral disorders. Whether
to perform invasive procedures or not in advanced dementia
is an area of debate. Alleviation of suffering by symptomatic
treatment must be the goal.* Identification of end-of-life
phase can be difficult in dementia. These patients may either
reach terminal phase with severe physical impairment or die
prematurely due to other reasons. Caregivers of dementia
patients also have unique psychological issues and are prone
to complicated bereavement.*

Movement Disorders

Typical manifestations of various movement disorders
appear early in the course of these diseases. Early palliative
approach is, thus, widely recommended in them. Patients
with Huntington’s disease have movement, psychiatric and
cognitive issues, and require experienced caregivers for prop-
er care.’! In late stages, movement disorders often show pro-
gressive motor, cognitive and behavioral deterioration, and
side effects of long-term therapy.

Parkinson’s disease (PD) is one of the most common neu-
rodegenerative disorders occurring in elderly patients.*? It is
characterized by postural instability, bradykinesia, and dysto-
nia, often associated with pain. In early phase of the disease,
treatment is generally targeted toward symptom relief, pre-
vention of motor symptoms, and enhanced survival. In later
stages, patient comfort and treatment of motor and nonmotor
symptoms are the goals. Motor fluctuations (hypokinesia and
hyperkinesia) significantly impair patient’s quality of life. In
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end-stage PD, treatment aims at making the patient as inde-
pendent as possible and for as long as possible. Nonmotor
complications including cognitive impairment, sleep distur-
bances, autonomic dysfunction (orthostatic hypotension,
bowel and bladder abnormalities, gastrointestinal disorders,
sexual dysfunction), and neuropsychiatric disturbances
(psychosis, depression, anxiety, apathy) tend to become more
significant at the end stage and cause caregiver burden as well.
Psychosis is treated by discontinuing or decreasing the offend-
ing drugs, which is usually one of the anti-PD drugs.>* Atypical
antipsychotics might have to be added later. Depression and
anxiety are common in late stages of PD and require careful
evaluation. Serotonin reuptake inhibitors are commonly
used for treatment of depression.** Cognitive impairments
are treated by discontinuing unnecessary psychotropic drugs
and using acetyl cholinesterase inhibitors. Sleep disturbances
can be managed by reducing anti-PD drugs and using low-
dose clonazepam or melatonin at night time.* Orthostatic
hypotension, occurring in up to 20% of PD patients, is man-
aged nonpharmacologically using compression stockings,
increasing sodium intake, improving hydration, and raising
head-end of bed slowly to let body’s regulatory systems
adapt. Pharmacological options include use of sympathomi-
metics, fludrocortisone, adrenergic agonist midodrine, and
norepinephrine precursors such as droxidopa.*® Constipation
is one of the most common gastrointestinal problems and is
managed using laxatives, stool softeners, lactulose, increased
water intake, and dietary bulk. Dysphagia occurring due to
incoordination of the masticatory muscles, tongue, pharynx,
and esophagus can lead to aspiration pneumonia, especially
with liquids. Altered consistency of foods, safe swallowing
techniques, and hand feeding can help. Rotigotine patch has
recently been shown to be effective.’” Bladder dysfunction
leading to nocturia, urgency, and increased urinary frequen-
cy occurs in up to 70% of patients. Use of toileting schedules,
fluid restriction at evening, botulinum injections into prostate
or urinary bladder wall, and cautious use of antimuscarinic
agents can help manage urinary problems. Respiratory failure
due to vocal cord adduction or hypoventilation can be man-
aged by anti-PD medications, speech therapy, or noninvasive
positive pressure ventilation. Pain in up to 50% of patients
occurs commonly due to limb rigidity and dystonia. Adjust-
ment of anti-PD drugs, simple analgesics, and adjuvants such
as gabapentin usually suffices for pain management.

Multiple Sclerosis

Advanced stages of multiple sclerosis (MS) can be associated
with significant disability. Cognitive impairment and multi-
organ failure are frequent complications of MS. PC, in these
patients, needs to target cognitive problems, feeding problems,
bowel and bladder issues, psychiatric and sleep disorders, pain
due to spasticity, and complications due to immobility such as
pressure ulcers and infections. Communication and care of the
caregivers are important aspects of PC in MS patients.

Brain Tumors
Brain tumors are different from other types of cancers in

the extent of dependency they cause. Cognitive impairment,
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seizures, depression, communication problems, and psy-
chiatric disorders that are commonly associated with brain
tumors can cause significant deterioration of quality of life.?
Some common issues that need to be kept in mind are side
effects of steroid therapy and antiepileptic drugs. PC physi-
cians must aim to optimize the preserved functional capa-
bility of these patients and improve quality of life, and not
just EOLC.

Patients with malignant brain tumors, unlike general
cancer patients, have disease specific symptoms in the
end-of-life phase. In a study on patients with high-grade gli-
omas, loss of consciousness (87%) and dysphagia (71%) were
the most common symptoms reported in the week before
death. Other common symptoms reported at end of life were
progressive neurological deficits, seizures, incontinence,
headache, progressive cognitive deficits, and agitation/
confusion. Most common cause of death identified was brain
herniation due to tumor progression.*

Cerebrovascular Diseases

Palliative care services must be individualized in these
patients. The American Heart Association/American
Stroke Association (AHA/ASA) has published Palliative and
End-of-Life Care in Stroke scientific statement describing
the basic principles of PC in stroke patients.*’ A detailed dis-
cussion of this statement is beyond the scope of this review,
but these guidelines emphasize the importance of integrat-
ing PC into general care of these patients. The major role of
PC providers in these patients remains communicating with
patient and family. Their preferences and needs, prognosis,
death, choices regarding life-sustaining treatment, treatment
options for various physical and psychological issues, reha-
bilitation options, etc. must be discussed.

A retrospective study on EOLC among cancer and stroke
patients observed a higher prevalence of death rattles among
stroke patients. The odds ratio of staff members not knowing
about patient’s symptoms, lack of communication, and lack
of bereavement support were significantly higher among
stroke patients compared with cancer patients.’ The ASA
statement also recognizes the considerable unmet symp-
tomatic needs in patients dying of stroke. It is suggested
that using a specific symptom assessment checklist or the
Palliative Care Needs Checklist may help better identify EOLC
needs in stroke patients.*

Traumatic Brain Injury
Traumatic brain injury is gaining epidemic proportions
worldwide and yields a huge patient population suffering
with disabilities. PC in TBI has an important role to play in
patients with impaired daily activities due to motor, senso-
ry, and cognitive deficits, and in patients in vegetative state.
Common complaints demanding PC services in TBI include
motor deficits, spasticity, pain syndromes, and communica-
tion and psychological support to patient and family.
Palliative care must be initiated early in TBI patients as
well. Common reasons reported for initiating PC in critically
ill patients include patient characteristics (such as premor-
bid condition, age > 80 years), selected diagnoses (such as

Journal of Neuroanaesthesiology and Critical Care Vol. 6 No. 1/2019

global cerebral ischemia, multiple organ dysfunction), pro-
longed stay in intensive care unit (ICU), and tracheostomy or
gastrostomy referrals.” Identification of such triggers in TBI
population may help in earlier involvement of PC specialists.

Pediatric Neuropalliative Care

Among pediatric patients, cerebral palsy, brain tumors, central
nervous system malformations, inherited muscular dystro-
phies, and hypoxic ischemic encephalopathy are some common
neurological conditions requiring PC.#* Four categories of life-
limiting conditions in children that may benefit from PC have
been identified by the Association of Children’s Palliative Care.*
In children with neuromuscular conditions, four sequential
phases in their life trajectories (peri-diagnostic phase, treatment
decision-making phase, life-threatening events, terminal phase)
have been recognized, and opportunities for integrating PC in
each of these phases have been identified.*® In children with
brain tumors, a parental survey revealed that EOL experience
is characterized by the dying trajectory (neurological dete-
rioration, loss of ability to communicate), parental struggles
(competing responsibilities between parenting and work,
difficult conversations about death with children), and barri-
ers to dying at home (seizure control, financial and practical
hardships of caring at home).#” Therefore, the needs of children
are unique and different from adults receiving PC.

Palliative Care Skills for Neurophysicians

Familiarity with basic principles of PC is essential for all phy-
sicians treating neurological patients. This includes commu-
nicating bad news, management of nonmotor symptoms,
advance care planning, and caregiver assessment.?

Communicating Bad News

Communication of diagnosis by physicians is often report-
ed to be inadequate and ineffective, leaving patients with a
feeling of dissatisfaction and loneliness.*

Some tools can be used while delivering bad news. The
SPIKES tool (Setting up the interview, assessing patient’s
Perception, obtaining patient’s Invitation, giving Knowledge,
address Emotions, Strategy and Summary)* or the Vital Talk
Web site>® can be used for help. Assessing patient’s percep-
tion refers to finding out what the patient already knows
about the diagnosis. Obtaining an invitation means finding
out how much the patient wants to know. It should be done
prior to revealing any distressing information to the patient.
Once the patient seems willing to discuss his disease, a warn-
ing shot may be given to allow the patient some time to pre-
pare for bad news. The diagnosis must then be revealed in
clear terms and with empathy. Patient’s emotions must be
assessed and supported, if required. The patient must be
given enough time to process the information and come out
with any queries. It is a good practice to end the interview
with a discussion regarding what to do and what to expect.

Symptom Management
Nonmotor symptoms are as important in neurological
patients as they are in oncological patients, and should not



be neglected. It is reported that up to 50% PD patients with
depression remain untreated.”® Pain, constipation, depres-
sion, dysphagia, and sleep issues are common nonmotor
symptoms that limit functional capacity. Dysphagia is a
common symptom, especially in ALS patients. Management
options include altering dietary consistency, nutritional
supplements, and alternative feeding methods such as per-
cutaneous enteral gastrostomy (PEG).>2 Muscle cramps are
also seen in ALS patients, especially at night. Exercise and
pharmacological therapy with baclofen and gabapentin can
be used to treat painful cramps.

Delirium is a common symptom in stroke patients, more
so in patients who are older and have preexisting cognitive
impairment, severe stroke, and infection. Preventive mea-
sures include avoidance of sedative drugs, dehydration, and
immobilization. Thinking and memory exercises, presence
of family member, and maintaining regular circadian rhythm
are helpful. Antipsychotic agents (avoiding benzodiazepines)
may be used. Dexmedetomidine has been suggested as an
option.>

Post-stroke depression is a fairly common entity and
affects quality of life negatively.>* Regular screening and early
psychotherapy®® with tricyclic antidepressants or selective
serotonin reuptake inhibitors are reported to be useful.

Advance Care Planning

Advance care planning includes a discussion on living will,
end-of-life, and CPR directives. It reduces chances of unnec-
essary aggressive treatment at end of life and must take
place when the patient is still cognitively able. Health care
professionals must have knowledge of prevailing policies in
this context and must keep completed forms with patient
records.

When discussed in advance, very low percentage of
patients reportedly opt for tracheostomy and mechanical
ventilation with disease progression,>® given the concerns
regarding quality of life and when to remove patient from
ventilator. However, if a patient opts for mechanical venti-
lation, clear criteria must be established regarding when to
withdraw ventilator support.

Caregiver Assessment

The caregiver’s quality of life has an impact on the patient’s
quality of life. Caregivers of terminally ill patients are at
increased risk of depression, burnout, sleep problems, and
even mortality. There is often a negative impact on the care-
giver’s social relationships, physical and psychological health,
and finances, apart from the huge emotional impact. Needs
of the caregiver have been identified as emotional support;
referral to certain societies or associations that can provide
caregivers with useful skills; and engaging in exercise, physi-
cal, and spiritual activities.>’

Caregivers of ALS and MS patients have been found to
have worsening of depression and increase in burden with
physical decline of the patient.’®>® Physician must assess
caregiver’s ability to care for the patient and for themselves.
Questions regarding the caregiver’s health, emotional sta-
tus, and their other obligations can give an idea about the
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caregiver’s well-being. If the need is felt, neurologist may
then refer the caregiver for counseling or other sources of
support such as home health services.®

End-of-Life Care

One of the differences in PC services for oncological patients
and neurological patients lies in identifying end-of-life
stage. It is important to distinguish end-of-life phase from
deterioration due to some other cause. Common criteria
used to identify end of life in other patients include assist-
ed ventilation and enteral nutrition via PEG but may not be
indicative of the same in neurological patients. Common
symptoms seen at end of life in neurological patients include
swallowing problems, recurrent infection, weight loss,
aspiration, physical status decline, cognitive deterioration,
refusal to take feeds, and change in respiratory pattern. It is
essential to recognize “triggers” that may indicate end of life
to initiate PC at this stage.

A prior discussion must take place with family regarding
resuscitation in the event of respiratory or cardiac arrest. This
discussion is especially important in the context of patients
who are not expected to benefit in any way from treatment
except for mere survival.?'

Withdrawal of nutrition and hydration is a controversial
aspect owing to lack of well-defined guidelines. Whereas
some consider it an assault to insert tubes into a person
whose survival is uncertain, others consider that every life
is precious and must receive maximum care at any stage. PC
services can be helpful in decision making here. Both nutri-
tion and hydration must be removed simultaneously. Death
usually occurs in 10 to 14 days, peacefully.®?

Do-Not-Resuscitate Orders

Do-not-resuscitate (DNR) recommendations were published
in 1996% and refer to withholding cardiopulmonary resus-
citation (CPR). Outcome after CPR in patients with dementia
and cognitive dysfunction is reportedly poorer when com-
pared with cognitively intact individuals.®*

It was proposed that two of the following criteria must be
met before DNR orders®::

» Severe stroke, defined as persistent deteriorating
neurologic deficit, little or no activity on at least one side
of body, and with impaired consciousness, global aphasia,
or lack of response (Glasgow coma scale [GCS] < 9).

* Life-threatening brain damage, associated with brain-
stem compression, intraventricular extension, cerebellar
lesions, infratentorial location involving multiple brain-
stem levels, or midline shift.

* Significant  comorbidities, including  pneumonia,
pulmonary embolism, sepsis, recent myocardial infarction,
cardiomyopathy, and life-threatening arrhythmias.

Palliative care team has an important role to play
in explaining to both the treating physician and family
members about DNR, and that it does not mean withdrawal
of all aggressive therapy.
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Withdrawal of Life Support Measures

Decision of withdrawing life support measures in neurolog-
ical patients is a difficult one as most of these patients are
stable, survive long, and require only ventilatory support.
The decision of “terminal extubation” should be taken only
after proper consensus between the treating physician and
family is reached. PC team plays an important role in decision
making here; it has the duty of explaining the consequenc-
es of terminal extubation to the family along with managing
post-extubation events. Survival time after extubation
reportedly varies from 10 minutes to 11 days.®> Common
complications encountered after terminal extubation include
dyspnea, stridor, pain, death rattle, etc. PC team has the
primary responsibility of easing the process of death, for both
patient and family.

Opioids are commonly used for managing dyspnea and
pain. Opioids reduce work of breathing and control tachy-
pnea. Once symptoms settle, a continuous infusion is
started and titrated.®® A common concern among physicians
and families regarding use of opioids is the risk of respi-
ratory depression that can hasten death. However, opioids
actually reduce oxygen demand and improve tolerance to
low oxygen levels.®”

Stridor and “death rattle” can be distressing to the family.
Stridor can be managed using steroids. “Death rattle” occurs
due to excessive bronchopulmonary secretions and can
be managed by reducing parenteral fluid intake and using
diuretics in case of fluid overload and antisialagogues.

Propofol and benzodiazepines are commonly used agents
for palliative sedation in patients with neurologic damage.
Palliative sedation is required infrequently in these patients
but may be required for relief of intractable symptoms that
are not adequately managed with opioids.®!

The Dying Patient

It is a common practice with health care providers to keep
the dying patient away from family members and must be
avoided. PC providers must provide physical, emotional,
social, psychological, and spiritual care to the patient and
family.

 Physical care of the dying patient involves withdraw-
ing life support measures after discussion with family.
All nonessential drugs including antibiotics and antacids
are discontinued. Drugs that need to be continued, such
as opioids, antiemetics, and anxiolytics may be convert-
ed to subcutaneous route, if feasible, and may be used
as continuous infusions. Invasive interventions, such as
intubation, central venous cannulation, blood tests, and
invasive monitoring should be avoided. Good oral hygiene
should be provided. Urinary catheter may be required for
urinary retention. Symptoms, such as pain, vomiting, and
agitation, must be adequately controlled. It is suggested
that hydration and nutrition should be discontinued in
most cases.®® CPR should be avoided in dying patients, and
advanced directives of the patient must be respected.®
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» Psychological care: Issues relating to death and dying
must be dealt with sensitively.”” The patient should be
helped to understand his/her condition and outcome.

» Social care: Family must be involved in understanding
patient’s condition and explained the fact that the patient
will die. Family must be given time to stay with the
patient, discuss patient’s wishes, and say goodbye.

* Spiritual care: Patient’s religious beliefs regarding how to
deal with the body after death must be respected.

» Family issues: Interaction with family is an important
component of PC services. It provides an opportunity to
explain prognosis, set realistic expectations, and take prior
decisions regarding EOLC. It also gives an opportunity to
know the pending responsibilities of the dying person and
help find the best way of finishing them. Family sessions
expedite decision making and reduce suffering of both the
patient and family.

Common questions faced in conditions such as ALS are
regarding “how long” and expected quality of life, whereas in
stroke patients, it is “how likely” are the chances of recovery.
In immediate post-stroke period, family members need to
take critical decisions such as intubation, mechanical venti-
lation, and lifesaving brain surgeries, that too rapidly. Conse-
quently, family members pass through immense stress, fear,
and anxiety. The PC physician has a responsibility to build
trust, share information, and ease the process of decision
making for the family.”

Rehabilitation

Rehabilitation services in PC setting aims at optimizing
functional status of patients. It primarily involves the reha-
bilitation specialist, physiotherapist, occupational therapist,
speech therapist, dietician, psychologist, nurses, general phy-
sicians, and spiritual preachers.

Rehabilitation services can be hospital based or home
based. In the acute phase, hospital-based services must be
provided. For chronic conditions, home-based rehabilitative
care may be more affordable.

Hospice for Neuropalliative Care

Hospice is specialized care for patients in terminal stages
of their illnesses, who are likely to die within 6 months.
Guidelines are in place to determine which patients need
hospice care.”? Though hospice services remain underuti-
lized, they can provide optimal care even at patient’s
homes. It should be reinforced to the patient and family
that hospice will provide holistic care, although it also
confronts them with the fact that curative treatments are
no longer working.”?

Conclusion

It is well supported by evidence and is widely accepted that
PC must be initiated early. There is now growing acknowl-
edgment of the fact that PC has an important role to play in



domains beyond oncology, especially in neurological illness-
es as they cause significant disability. However, skills and
knowledge pertaining to neurological pathologies is essential
for practicing neuropalliative care.

A logical approach toward promoting neuropalliative care
services would be to first train the physicians involved with
neurologically impaired patients on basic PC. The physician
must understand and decide when to involve other profes-
sionals. Integrating existing PC services for non-neurological
conditions into neurological services might be the next step.
It could be an integrative or consultative or mixed model of
care delivery. The goal of neuropalliative care should be to
provide counseling, manage patients’ symptoms, and iden-
tify some “trigger points” that indicate clinical deterioration
and predict end-of-life phase.
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