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establish it in India by providing training and mentorship. 
Hopefully, India will also soon have a comprehensive 
end‑of‑life care legislation that will provide the legal framework 
to safeguard patients’ rights, support the caring physician, and 
enable the conversations that we must have among families 
and communities about death and dying.[2]

Serious Illness Communication

This begins with prognostication. In a landmark study from the 
USA, Lunney et al.[3] showed that 47% of the Medicare deaths 
were due to frailty and dementia while organ system failure 
claimed 16%. In both these categories, statistical tools allow 
predictions of 1‑year mortality. For instance, a male patient, 
requiring assistance with 1–4 basic activities of daily living, 
congestive heart failure, and a serum albumin <30 g/L has a 64% 

Introduction

Neurology practice is changing. We have moved far away from 
our mythical past when we were exemplary diagnosticians, 
announcing complex and untreatable illnesses and syndromes, 
leaving it to lesser physicians to live with real patients 
and their ailments. Today, I can expect to age with my 
multiple sclerosis  (MS) and epilepsy patients, share in their 
growth and decline but also to grieve over their passing. 
End‑of‑life care is not just for palliative care and oncology 
professionals[1] [Table 1]. In fact, it is an inescapable part of our 
commitment to our patients. As a specialty are we prepared 
for this? Do we train our students to “know” their patients to 
“speak truth” when we communicate diagnosis and prognosis 
and to “do” empathy with skill and courage? This article 
attempts to put together the issues that matter in this crucial 
and neglected part of our professional lives.

Neuropalliative care is a recognized subspecialty in the 
American Academy of Neurology. Efforts are being made to 
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risk of dying within the next 12 months.[4] It is appropriate to 
open the discussion of goals of care whenever an experienced 
clinician answers “No” to the question: “Would I be surprised 
if this patient died in the next 1 year?” Not all patients are 
ready for this conversation,[5] and it must be seen as a process 
rather than an end in itself. This process begins with choosing 
the interlocutor and this can be quite challenging in some 
situations.[6] At the earliest possible stage, the patient’s wishes 
must be elicited. Some patients wish to stay in charge of their 
care, but others prefer to delegate decision‑making. A small 
minority may find this discussion painful and their wishes 
must also be respected.[7] In the Indian context, both families 
and medical care providers routinely bypass the patient and 
this infringement of his/her autonomy must be resisted.[6]

Breaking bad news [Table 2]
The SPIKES  (Setting up the interview, assessing patient’s 
Perception, obtaining patient’s Invitation, giving Knowledge, 
addressing Emotions, Strategy and Summary) protocol[8] 
was devised for delivering bad news in oncology but can 
easily be appropriated for our needs. Narayanan et  al. 
offer a simpler BREAKS  (Background, Rapport, Explore, 
Announce, Kindling, Summarize) protocol.[9] Facilitation and 
communications skills are required to set up the meeting. 
Knowing the patient’s context[10] is as important as knowing 
the clinical details, prognosis, and treatment options. Word 
choices matter and any clinician who expects to perform this 
task should script and practice using some of the sentences 
that need to be delivered. The NURSE (Name, Understand, 
Respect, Support, and Explore emotions) mnemonic can be 
used as a template for addressing the emotional content of 
these discussions.[11] However, empathetic communication 
can never be standardized. Overscripting carries the risk of 
detracting from both real and perceived empathy, especially if 
a disconnection between verbal and nonverbal communication 
creates a discomfiting “uncanny valley.”[12] Indications of 
serious illness communication (SIC) are shown in Table 3.

SIC needs to be addressed differently in patients with chronic, 
life‑limiting neurologic illnesses as opposed to acute brain 
injury [Table 2]. In the former, SIC will be initiated at the time 
of diagnosis for motor neuron disease (MND) and malignant 
cerebral tumors. These conversations can begin by assessing 
the patient’s own level of knowledge. The disease should be 
identified clearly and concisely after seeking permission for 
beginning this discussion. Patient and his/her family must be 
allowed time to process this news, including seeking other 
opinions and reading about the illness. The initial SIC encounter 
should end with the proposal of a follow‑up consultation to 
discuss prognosis and future options. For Parkinsonism and 
MS, event‑driven milestones  (e.g.,  increasing symptoms, 
deteriorating the quality of life) can be used as SIC triggers. 
Epilepsy is a special situation where sudden unexpected death 
in epilepsy and accidental death may be discussed during 
follow‑up visits, once rapport is established.

Acute brain injuries such as stroke require a different approach 
since the patient cannot be expected to participate. In addition 
to informing the family, the clinician must also check if the 
patient had expressed any wishes regarding the goals of care 
and life‑sustaining therapies. Although advance care plans 
are still not legally valid in India, this is a situation that may 

evolve. Empathetic communication is vital for establishing a 
partnership so that decision‑making can be shared with the 
patient’s surrogates. If the patient had clearly expressed his/her 
wishes for limitation of care and if it is medically appropriate, 
the treating team can affirm that those wishes will be respected 
and thus provide emotional closure for the family. The crucial 
factor here is prognostication. It is now well known that 

Table 1: Why neurologists need palliative care skills[1]

Care of complex patients over time
Frequent hospital admissions for the same diagnosis of a serious 
illness
Addressing complex depression, anxiety, grief, and/or psychosocial 
distress
ICU admission with a poor prognosis
Prolonged ICU stay

Combining medical decision‑making with determining goals of care
Discussing transitions in care, for example, from ICU to home
Complex and/or evolving goals of care discussions
Assistance with conflict resolution
Redefining hope in the setting of complex illness
Ethical dilemmas

Determining present and future care needs
Determining and discussing prognosis
Preterminal care and planning, including death
Discussing issues pertaining to artificial feeding and hydration

ICU = Intensive Care Unit

Table 2: Breaking bad news. Suggested plan, 
incorporating elements of SPIKES, BREAKS, and 
NURSE[8,9,11]

Getting the setting right
Know the clinical problem (prognosis, treatment, etc.)
Know the context (family, social, economic, etc.)
Ensure privacy, time. Sit at the same level
Make eye contact, keep body language congruent

What does the patient/family know already?
“What have you been told? What do you understand?”
Note vocabulary, comprehension, denial

Does the patient/family want to know?
Check willingness with explicit question
If declined, leave option open for future

Give information
Align: keep to recipient’s level of comprehension
Educate: preferably not more than three pieces of information

Dealing with emotions and reactions (NURSE)
Name and understand the emotion
Respect and support the emotion
Explore the emotion
Deal with strong reactions: crying, anger, etc.

Closing
Summarize
Express personal support
Check for safety, suicidal ideation
Fix plans for the next meeting

NURSE = Name, Understand, Respect, Support, and Explore emotions, 
BREAKS = Background, Rapport, Explore, Announce, Kindling, Summarize, 
SPIKES = Setting up the interview, assessing patient’s Perception, obtaining 
patient’s Invitation, giving Knowledge, addressing Emotions, Strategy and 
Summary
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institutional policies regarding treatment limitation significantly 
impact mortality, for instance, in intracerebral hemorrhage.[13]

Advance Directives

Advance care planning[14] refers to a process of considering, 
discussing, planning, and communicating one’s health‑care 
treatment and goals in the framework of one’s values. These 
are then codified in a document termed the living will or 
advance directive (AD) which becomes operative if and when 
the patient is unable to communicate. Nonmedical wishes such 
as spiritual care may also be addressed. The AD also includes 
the appointment of a surrogate (medical power‑of‑attorney) to 
make decisions in case discretionary judgment is required in a 
given situation. ADs are legally valid and enforceable in most 
Western democracies but not yet in India.[2]

Components
The available templates have evolved, as medical care and 
Intensive Care Unit (ICU) options became more complex.[15] The 
simplest comprehensive set is the “Five Wishes” from Aging 
with Dignity.[16] They include: (a) the person I want to make care 
decisions for me when I cannot, (b) the kind of medical treatment 
I want or do not want, (c) how comfortable I want to be, (d) how 
I want people to treat me, and (e) what I want my loved ones 
to know. More comprehensive and legally worded ADs are 
available on the Internet.[17] This example states that “if I have 
an end‑stage medical condition (which will result in my death 
despite the introduction or continuation of medical treatment) 
or am permanently unconscious with irreversible coma or 
vegetative state and there is no realistic hope of meaningful 
recovery, all the following apply… then I specifically do 
not want any of the following….” This is accompanied by a 
list of life‑prolonging treatments such as cardiopulmonary 
resuscitation, mechanical ventilation, hemodialysis, surgery, 
chemotherapy, and radiotherapy, which are individually ticked.

Determining Competence
Neurologists can be called upon to opine on decision‑making 
capacity  (DMC) for the standard legal wills.[18] DMC is not 
an all‑or‑nothing phenomenon and can be clinically certified 
even in the presence of mild‑to‑moderate dementia. Ideally, it 
should be determined by the patient’s own physician, and a 
neurologist may be required only to do a cognitive assessment. 
It is conceivable that a patient with mild cognitive impairment, 
early dementia, or stroke might request counseling for 
preparing an AD.

Palliative and End‑of‑life Care

Palliative care has been defined as “specialized medical care 
for people with serious illnesses. This type of care is focused 
on providing patients with relief from the symptoms, pain, 
and stress of a serious illness—whatever the diagnosis. The 
goal is to improve the quality of life for both the patients and 
their family.” Palliative care also differs from traditional care 
in accepting and planning for decline and death as an expected 
outcome of illness.[19]

Symptom management
Patients with Parkinson’s disease, MS, and MND can be 
significantly afflicted by nonmotor symptoms such as pain, 
depression, anxiety, fatigue, sleep, constipation, urinary 
urgency, and sexual dysfunction, and through the course of a 
long illness, these probably affect the quality of life more than 
the motor disability. All cognitively impaired patients can 
develop behavioral and psychiatric symptoms that increase 
caregiver burden.

In the Intensive Care Unit
Most of us do not understand the full impact of ICU care 
on someone who is past the point of benefitting from it.[20] 
Withholding and withdrawal of life‑supporting treatment and 
“do‑not‑resuscitate” orders precede most deaths of adults and 
40%–60% of deaths in children in Europe and North America.[2] 
The situation is significantly different not only in India but 
also across Asia, and physicians’ attitudes are possibly the 
biggest barriers here. This was shown by a structured and 
scenario‑based survey of 1465 physicians in 466 ICUs over 16 
Asian countries and regions.[21] The authors showed that refusal 
to implement do‑not‑resuscitate orders was more likely with 
physicians who did not value families’ or surrogates’ requests, 
who were uncomfortable discussing end‑of‑life care, and 
who perceived greater legal risk in low‑to‑middle‑income 
economies. Indian “jugaad” comes through in our innovation 
of “LAMA/DAMA,” the unconscious patient who departs, 
i.e., “left/discharged against medical advice,” usually to die 
a tortured death without appropriate palliative care. I believe 
that even in situations of significant financial limitation, 
a responsible, caring physician can and should avoid this 
situation.

At home
Worldwide, most people when asked, prefer to die at home and 
Indians are no different.[22] The question “where do you want to 
pass your last days: at home or in a hospital?” acts as a powerful 
framing device to bring the whole context of the SIC into a 
sharp focus for the patients and their family. However, dying 

Table 3: Indications for serious illness communication[11]

General
Age >80 years and hospitalized
Patient or family asks to discuss these issues
Would you be surprised if patient died in the next year?

Acute brain injury
Predicted major functional and/or cognitive deficits requiring 
long‑term assistance
Requiring long‑term artificial nutrition

Motor neuron disease
Dysphagia and considering artificial nutrition
Hypoventilation and considering noninvasive or long‑term mechanical 
ventilation

Malignant brain tumor
At diagnosis, if cognitive or communication impairment is likely with 
progression
Second-line chemotherapy

Dementia, parkinsonism
Requiring support on 3-4 basic ADLs
Decreased/insufficient nutritional intake
Other important comorbidities (stroke, cancer, and congestive heart 
failure)

ADLs = Activities of daily living
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idea of how rapid economic growth impacts demographics.[2] 
Because of the skewed sex ratio, 20 years from now, 10% of men 
in China will not find brides. In Tokyo and Hong Kong, about 
20% of women above 35 years are single and are not expected 
to marry. Single person households constitute 25% of the total 
in South Korea as compared to 15% in China and 5% in India. 
Indian society is deeply uncomfortable with individual choice, 
but personal autonomy is the first principle of bioethics. As 
physicians, we carry the burden of this dilemma. It is our duty, 
as far as possible, to help our patients to take charge at the end 
of their lives.[6] Often, this requires a social history that allows us 
to understand the context of their lives and the ensemble around 
them. Hence, when these decisions have to be made, we should 
be able to intervene appropriately and ensure that a competent 
patient has the opportunity to find about his/her illness, the likely 
outcome, and to make her choices through an open discussion 
with his/her family and the treating team. We have to also express 
our support as the end draws near. As physicians, we uphold 
the dignity and “dharma” of our profession by not rejecting, but 
instead embracing this often deeply personal and professional 
challenge. Done right, this provides emotional closure for the 
patient, his/her family, and his/her physician.
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