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Preamble

‘End-of-life care’ is a person-centred, personalised perception of "good death" which encompasses all aspects of
comprehensive care of an individual at the end of his or her [ife. It involves

+  Applicability to any person, place or illness . _

« Relief of physical, psychological, social, spiritual and existential symptoms
« To die at the preferred place of choice

« Toreceive appropriate care from a trained healthcare provider

+  To have access to palliative care at the end of life

It is based on the premise that every individual has the right to a good, peaceful and digniﬁ'Cd cnd—gf—lifc care z;mc’i
death. The Supreme court of India, in its landmark judgement in 2018, has recognised the ‘right to die with dignity
as a fundamental right of every citizen.

Clinical decision making in advanced and critical illness is often technologically and ethically complicated. As
multiple stake holders are involved in clinical decision making, it is easy to lose perspective of the illness, futility,
outcomes of interventions and patient autonomy. This document has been created to guide the processes involved
in these critical and urgent decisions.

The aim is to achieve a systematic execution of the process with adequate safeguards in place to balance between
the ease of use and prevention of abuse.

Background

Patients with terminal and critical illness are given inappropriate life sustaining interventions without any clinical
benefit. The patients experience poor control of symptoms; families receive incomplete health-related
communication, and often the health care providers lack training in providing end-of-life care. The patients are
continued on organ supports, until the last weeks of life and often receive futile life-sustaining interventions. These
patients are seldom referred to palliative care or for end-of-life care. Moreover., goals of care discussion, advanced
care planning and anticipatory directives are rarely addressed.

Providing aggressive life-sustaining treatment is often futile and may cause needless suffering in a terminally ill
patient. [t may be against the patient's interest and may contribute to needless pain, burden and suffering. Limiting
life sustaining treatment in terminally ill patients at the end of life allows the individual to die with dignity.
Moreover, in countries like India with limited ICU beds it shall ensure optimal bed utilisation.

Following the Supreme Court's landmark ruling on March 11, 2026, AIIMS. New Delhi was dirceted to oversee the
dignified passing of a patient who had been in a persistent vegetative state for 13 years. The patient passed away
peacefully on March 24, 2026, marking the first time the 2018/2023 “withdrawal of life sustaining treatment’ guidelines'
were successfully navigated in a clinical setting in India. This sets an example for all times to come and encourages us
to pursue this for the state of Uttar Pradesh.

The document aims to make this process simple and safe to protect patients” right to receive a dignified end-of-
life care and limit needless harm due to inappropriate interventions?.

" Supreme Court of India. Common Cause (A Regd. Society) v. Union of India and Another (Miscellancous Application
No. 1699 of 2019 in Writ Petition (Civil) No. 215 of 2005). 2023 Jan 24.

? Guidelines for withdrawal of life support in terminally ill patients by Ministry of Health and Family Welfare
htlps://dth.mohfw.gov.in/uploads/assets/Ym7(.‘()5]GstOkMxYul.,R UlrO3j3ZE0Bn7HTXpuyDV.pdf
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Overview of the structure and steps

. - , R " N o e
The structure of this document closely follows the joint society guidelines on End-pf-hfe care Policy: An
integrated care plan for the dying" developed by the Indian Society of Critical Care Medicine (ISCCM) and Indian
Association of Palliative Carc (IAPC).

The purpose was to develop an end-of-life care (EOLC) policy for patients V.th are dying with adv.anced l}f&f—
limiting illnesses and provide practical procedural guidelines for limiting inappropriate therapeutic medical
interventions. It is an attempt to improve the quality of care of the dying within an ethical framework_ and through
a professional and family/patient consensus process. It follows a stepwise approach, and this document
encompasses those steps.

Listed below and published in the Indian Journal of Critical Care Medicine®. (All the terminologies used in this
document are as per the guidelines on the website of the Ministry of Health and Family welfare, Government of
India)

Stepwise Pathway: medical futility to end-of-life care

A. Recognition of medical futility
Step I: Physician's objective and subjective assessment of medical futility.

B. Physician consensus
Step 2: Consensus among healthcare providers.

C. Communication, decision making, and documentation
This section involves transparent discussion and shared decision-making with the patient and family.

Step 3: Honest, accurate and early disclosure of prognosis to the best available knowledge of
physicians.

Step 4: Discussion and communication of all modalities of end-of-life care.

Step 5: Shared decision making and achieving consensus between healthcare providers and patients
through repeated and open discussion.

Step 6: Transparency and consistency in documentation.
Step 7: Ensuring consistency among the caregivers through a family meeting.

D. Implementation of withholding and withdrawing
Step 8: Implementing the process of withholding and withdrawal of life-sustaining treatment.

E. End-of-life care (EOLC)
Step 9: Palliative Care in End of Life.

Step 10: After death care.

Step 11: Bereavement support.

Step 12: Review of the care process.
T Mani RK, et al. Indian Society of Critical Care Medicine and Indian Association of Palliative Care Expert Consensus
and Position Statements for End-of-life and Palliative Care in the Intensive Care Unit. Indian J Crit Care Med.

2024;28(3):200-250
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Maethod of developing standard operating procedures

The. hospital end-of-life care (EOLC) task force shall consist of critical care physi(:ilan:;i dr.le.umlggists,-
necurosurgeons, pediatricians, palliative care specialists, lawyers and hospitnl_ adml.mstrato_rs. n & ition, it may
include any spec'::gy or super specialty cliniclan or surgeon who may be dealing with terminally ill patients.

Sce diagram on the néxt page
1. Recognition of medical futility in various settings

2. Ascertsin medical futility
* Physician consensus on medical futility
* Procedure for obtaining physician consensus
* Documentation of medical futility in the medical record
» Endorsement of the medical futility

3. Ascertaining physician consensus on medical futility
* Standardized forms for foregoing life sustaining treatment (FLST)
* Withholding life sustaining treatment
*  Withdrawing life sustaining treatment

4. Communicating prognosis
*  Checklist for communicating with family
« Template for family meeting ' ’
* Medical record update

5. End-of-life care
* Implementation of the death declaration protocol
* Brain death protocol
* After death protocol
These latter three will be as per the existing norms of the Institute
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{
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Foregoing life-sustaining treatment (FLST) proposed by PMB,
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Approved
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Approach Clinical ethics committee
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Ensure effective paliative care
Address physical, emotional and spiritual needs of patient and family
Grief and bereavement support

"~

Adapted from - Indian J Crit Care Med. 2024;28(3):200-250
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Recognition of medical futility

A. General criteria in adult patients that predispose to medical futility:

« Advanced age

+  Limited functional capacity

«  Poor performance status

«  Multiple co-morbid illnesses . - -

+  Metastatic malignancies where there are no treatment options or where the treatment options cannot meet
the goals of care . . ‘ — »

«  One or more end-stage organ impairment (pulmonary, cardiac, renal, hepatic etc) not amenable to organ

transplantation

B. In patients admitted to an intensive care unit (ICU)/wards, despite adequate resuscitation and organ
support, having

O
o

O
O

O

Progressive worsening of multi-organ dysfunction/failure

Post-cardiac arrest status with poor neurological outcomes

Chronic neurological conditions where there is a progressive deterioration in cognition and functional
ability leading to a poor quality of life like permanent vegetative state

Chronic progressive neurological illnesses who are confined to bed and totally dependent

Coma due to causes with non-reversible effects like major infarcts, intracranial bleed or traumatic brain
injury

Stroke survivors with Glasgow Coma Scale (GCS) < 4 after three days or absent brainstem reflexes
Infections of central nervous system such as meningitis or encephalitis unresponsive to treatment

Severe traumatic brain injury (GCS < 6) with fixed dilated pupils> 48 hours

High cervical spinal cord injury with quadriplegia and absence of any spontancous respiratory cffort
more than a week

Recurrent high-grade brain tumors or metastatic brain discase with GCS < 6, and confined to bed and
totally dependent

Any condition where the physician reasonably predicts a low probability of meaningful survival

C. In children admitted to the ward or pediatric intensive care, despite adequate resuscitation and
organ supports having

1. Medically futile condition:

a.

The child in a permanent vegetative state: Permanent vegetative state can oceur as a result of a variety
of insults, such as hypoxia or trauma. The child is totally dependent on others for all aspects of care
and does not react to, or interact with, the outside world.

The "no chance" situation: The "no chance” category covers the child for whom life sustaining
treatment will merely delay death, without significantly relieving the suffering caused by the discase
e.g. end stage solid organ tumors /leukemias with worst prognosis with relapses.

The "no purpose" situation: "No purpose” refers to when a child's life may be saved by medical
treatment, but the degree of mental or physical impairment may be so great that the quality of life for
the child is intolerable e.g. meningomyelocele/cauda equina syndrome

The "unbearable situation": In the face of progressive disease, additional treatment may only cause
further suffering, despite the possibility that it might have some potential benefit on the underlying
condition without curing it. e.g. severe inborn errors of metabolism

In addition to all the above, all the conditions mentioned in BB (patients admitted to an ICU/ward), would
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be applicable to children too.

8}

a.

b.

C.

Medically futile conditions at birth

Lethal or life-limiting congenital anomalies: A baby with congenital anomaly or anomalies that are
incompatible with life or with poor expected quality of life. It includes situations where survwal. is
impossible or extremely short even with maximal support; e.g., anencephaly, lethal skeletal dysplasias

Extreme prematurity with non-survivable prognosis
End-of-life discussions are appropriate when:
. <22 weeks gestation: routine palliative care recommended '
2. 22-23 weeks with poor prognostic indicators, such as severe growth retardation, severe
congenital anomalies, severe intraventricular hemorrhage (lVH) etc.
3. 24-25 weeks but with catastrophic early complications, e.g.,
i. Grade l1I-1V IVH or periventricular hemorrhagic infarction
il. Massive pulmonary hemorrhage

iii. Refractory hypotension with multi-organ failure

Catastrophic acquired conditions with no reasonable chance of recovery
End-of-life care should be considered when the baby has a non-recoverable injury and continued
intensive care is futile. Example- severe hypoxic ischemic injury Stage 3 with absent electrical
activity, persistent coma, and no brainstem reflexes/absent evoked potentials; massive IVH with
hydrocephalus and brainstem compression.

Although there may be consensus about medical futility, end-of-life care should not be triggered in the

following situations.

a.
b.

d.

c.

When the outcome is doubtful (the medical condition may or may not improve)

When there is conflicting opinion among the family members

When the next of kin responsible is not available for discussion

When the patient does not consent (if the patient is capable of exercising his/her judgement and making
his/her wishes known about limiting life-sustaining treatment, but not capable of signing a consent
document. then an audio-visual recording of his/her consent may be used as a substitute to informed
consent)

When the treating doctors do not agree to do-not-resuscitate (DNR) decisions, it should never be
accepted based on the suggestions of parents or relatives

The inability of the patient to pay for advanced care should never be a factor in determining whether
or not his/her condition is medically futile
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