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ABSTRACT

Recent amendments to the onerous legal procedure laid down in the Landmark Supreme Court Judgment Common Cause vs The Union of India
have aroused widespread interest. The new procedural guidelines of January 2023 appear workable and should ease ethical decision-making
toward the end-of-life in India. This commentary provides the backdrop to the evolution of legal provisions for advance directives, withdrawal,
and withholding decisions in terminal care.
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BACKGROUND

The culture in Indian intensive care units (ICUs) has long been
skewed toward aggressive life support till the very end, no matter
the disease trajectory or the prospects for meaningful outcomes.'
Excessive treatment in both ICU and general healthcare settings is
rife, resulting in intolerable burdens to the patient and the family
and adverse consequences to the healthcare environment.?> For
the caregiver, moral distress, compassion fatigue, burnout, and a
propensity to leave their jobs result from impaired ethical climate in
ICUs.* The overwhelming focus on technological advances in organ
support contrasts sharply with the declining priority accorded to
human-centricity in health care.® End-of-life (EOL) practices vary
across national, cultural and religious diversity, and even within
nations.® Curtis et al. described how the ecosystem of culture, law,
public policy, institutional policy, physician attitudes, and societal
beliefs impact EOL decision-making.” This construct has proved to
be true for India where legal guidelines and institutional policies
were identified by ICU physicians as the mostimportant stumbling
blocks in administering quality end-of-life-care (EOLC).2° The first
ethical position statement for limiting life support and applying
palliative care for the Indian Society of Critical Care Medicine
(ISCCM) was published as early as 2005.'°

Legal Evolution Enabling Limitation

of Life Support in India

In 2006, the Law Commission of India published its 196th report
titled “Medical Treatment of Terminally ill Patients,” unequivocally
separating foregoing of life-sustaining treatments (FLST) from
euthanasia or abetting suicide."" In the same breath, the report
cautioned against legalizing advance directives (AD) as the judge
feared potential “misuse” of the provision by colluding families
and physicians for secondary gains. Subject to such risks of
misinterpretation and distrust, it was daunting for doctors to take
EOL decisions without fearing potential legal liability. Together with
thelegal ambiguities, there were societal and cultural unawareness
of the needs of the dying that seemed to place insurmountable
obstacles to treatment-limiting decisions in the ICU. Iterations of the
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guidelinesin 2012 and 2014'>"> further tweaked the clinical pathway,
with in-built checks and balances through a patient-centered
shared decision-making process, but the core apprehensions
precluding its widespread utilization remained.

The “Aruna Shanbaug” judgment queered the pitch further.
They continued with the reservations articulated in the 196th
reportin letting the physicians and families together decide for the
incapacitated patient."* Though the Supreme Court (SC) accepted
“passive euthanasia,” a procedure mandating validation by a high
court was prescribed. It proved to be unworkable on the ground,
leading to, paradoxically, less confidence among physicians in
making these decisions than earlier. In fact, Left Against Medical
Advice (LAMA)/Terminal Discharge rates rose, as revealed by two
large point prevalence studies, INDICAPS I and Il, conducted 8 years
apart, before and after the judgment.’” The 241st report by the law
commission in 2012 only reiterated the Aruna Shanbaug procedural
requirements and continued to disallow AD.'® This was unfortunate
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Flowchart 1: Summary of the SC’s legal guidelines for decisions to forgo life-sustaining treatment

Applicable for patients who (1) have lost decision-making capacity, AND (2) are terminally ill

I

Treating team is satisfied of the above 2 conditions AND that further
life-sustaining treatment (LST) would not be beneficial to the patient

I

Primary Medical Board [PHMB] — consisting of primary treating physician AND 2
subject-experts with = 5 years of experience — provide opinion on whether LST should be withheld/withdrawn.

!

Treating team to inform patient’s next of kin/next friend/guardian or those mentioned in the Advance
Medical Directive (AMD) and through discussion ensure that they understand the information
provided and concur with the decision of the treating team.

SMB concurs
with the PHMB

Within l
48 hours Secondary Medical Board (SMB) — (1) one registered medical practitioner from a
permanent panel of such practitioners empanelled by the district Chief Medical
Officer AND (2) two subject-experts with = 5 years of experience and not part of the PMB.
SMB to provide opinion on whether LST should be withheld/withdrawn.
Within |
48 hours i l

SMB does NOT concur with the PHMB - in this case,
if aggrieved, the family or the treating team or the
hospital may approach the High Court.

Hospital shall record and intimate the Judicial Magistrate, AND
Treating team shall implement the decision to withdraw/withhold LST

since best practices involve open discussions around prognosis to
set goals of care toward advance care planning (ACP). Advance care
planning is crucial to improving the quality of dying and mitigating
patient and family suffering. According to Sudore et al., ACP aims
“to help ensure that people receive medical care that is consistent
with their values, goals, and preferences during serious and chronic
iliness.”!” Ethical decisions continued to take place informally based
on the ISCCM-IAPC guidelines, but were few and far between.The AD
has been, until recently, largely unknown even in professional circles.

A brace of landmark SC judgments in 2017 and 2018 enabled
a paradigm shift in the legal provisions for AD and withdrawal
(WD) and withholding (WH) decisions.'®'° Article 21 or the “Right
to Life” enshrined in the Constitution of India was expanded
to identify privacy and autonomy as inalienable rights. The
progressive Mental Healthcare Act of 2017 also validated AD.%°
The most important of these judgments for EOLC, the Common
Cause vs The Union of India, explicitly established the right
to execute an AD and to refuse life-sustaining treatments.
When it came to voluntary decisions, there was no procedural
complexity. However, with respect to decisions made for the
incapacitated patient, the procedure laid down was complicated.
The mandated three-tier process involving the district collector
and the Jurisdictional Magistrate of the First Class (JMFC) had few
takers. Simplification was necessary to actualize the principles of
patient autonomy and physician beneficence and nonmaleficence
in everyday practice. To simplify the procedure, an appeal was
submitted to the SC by the ISCCM, represented legally by the
Vidhi Center for Legal Policy and supported by End-of-Life Care
in India Task Force (ELICIT), a multi-disciplinary advocacy group.?'
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In a momentous development, a 5-judge constitutional bench
allowed a simplification acceptable to both the appellant and
the Government of India. In its amended form, the AD need not
be attested by the JMFC- either notarization or attestation by a
gazetted officer will do. A two-, not three-tier process, for WD/
WH finally emerged, whether or not an AD/appointed proxy was
in place. Accordingly, now two medical boards need to be set up
by the hospital/institution. The District Magistrate, in contrast to
the previous ruling, needs only to be “intimated” (informed) of
the decision, not requiring his/her authorization (Flowchart 1).

Utilizing the Provisions by the Bedside
What do these amendments mean on the ground? Will doctors
more readily embrace this procedure and find it easier to implement
ethical decisions? For one thing, based on a recent questionnaire-
based survey of randomly selected 91 ICU physicians, there appears
to be a general acceptance of compassionate care in the terminally
ill, especially in non-teaching and teaching private hospitals.??
A workable legal procedure would reassure physicians of the validity
of ethical decisions when the prescribed legal procedure is followed.
The primary medical board comprises the admitting physician,
the intensivist, and any other specialist involved in the case. The
secondary medical board of three other physicians requires one
member to be empaneled by the District Chief Medical Officer
(CMO). The empaneled physician can be from within or outside
the institution. A permanent set of empaneled doctors can be
constituted by the CMO much like that for a hospital Brain Death
committee. Of note, it is stipulated by the SC that the secondary
board shall provide its opinion within 48 hours, covering for the
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time-sensitive nature of these decisions in an ICU. All physicians
need to hold only 5 or more years of experience (unlike the 20 or
more years stipulated by the 2018 judgment).

The Way Forward

We can take heart from improved physician- and nurse-assessed
Quality of Death and Dying (QODD) scores in South Korea following
its recent promulgation of the “well-dying law.?®> Since now in
India the procedure is simplified for both AD and WD/WH, we can
likewise expect a wider utilization of these provisions than hitherto.
Yet, sustained advocacy to promote death literacy and discourse
among both the public and physicians is the need of the hour.
Training curricula in EOLC for physicians must begin early, including
bioethics, standard clinical pathways, and legal provisions for FLST.
The push for improving the quality of dying at the policy level and
later for definitive legislation must be pursued with renewed vigor.
After a long night of waiting for path-breaking reform in the care
of the dying, we can look forward to a new dawn.
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