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India recognises the right to die with dignity as a fundamental vight.

What does it mean to have this right?

In 2018, the Supreme Court of India, in Common Cause v Union of India, recognised that
the right to die with dignity is a fundamental right protected under Article 21 of the
Indian Constitution. The Court identified three specific components of this right:

A person who has the capacity to take decisions about their healthcare has the right to
refuse life-sustaining treatment;

An adult person has the right to make an advance medical directive (AMD). In this
document, they can express their wishes about their future medical treatment for
situations when they may not have the capacity to make decisions about their health
care;

Life-sustaining treatment can be legally withheld or withdrawn from persons without the
capacity to take decisions about their healthcare, either in accordance with their advance
medical directive or even if they have not made one.

A person refusing life-sustaining treatment is still entitled to palliative &
other forms of healthcare

What is decision-making capacity?
In the context of healthcare, this means a person's ability, at a particular time, to
understand the nature and consequences of health care options, make an informed
decision, and communicate their decision through speech, expression, gesture or
otherwise. >

What is life-sustaining treatment?
Any medical treatment that artificially supports or replaces, a body function
essential to the life of the person, including cardiopulmonary resuscitation, E']’Q
mechanical ventilation, antibiotics and more. Q)

What is palliative care?

The treatment of serious health-related suffering. It includes management of pain
and other symptoms and addresses psychological, social and spiritual suffering of
patients and their families. Palliative care can be initiated in various stages of an

\/
illness in a patient’s life, including terminal stages. \¢
Did you know?
In India, withholding or withdrawing of life-sustaining treatment is legal under
= certain conditions but euthanasia is illegal.


https://indiankanoon.org/doc/184449972/

Terms

Do-Not-Attempt
Resuscitation

Euthanasia

Palliative Sedation

Physician Assisted
Suicide

Withholding of
life-sustaining
treatment (WH-
LST)

Withdrawal of
life-sustaining
treatment (WLST)

I. Choices at the End of Life

Definitions

A decision not to initiate or perform the cardiopulmonary
resuscitation (CPR). This is usually when the patient is
terminally ill and their survival after the CPR is low, and the
patient understands this. If the patient loses decision-making
capacity, their healthcare representative can choose for them.

When a doctor directly intervenes to relieve the patient of their
suffering, at the request of the patient, in a manner that causes
the death of the patient

Administering minimal medication to a terminally ill patient to
lower their consciousness level, either for a short time or
permanently, to relieve them from distress.

When a physician, on the request of a terminally ill patient,
intentionally provides them means to end their life.

A decision made not to initiate or escalate a life-sustaining
treatment in terminal illness in accordance with expressed wishes
of the patient or their designated healthcare representative.

A decision made to cease or remove a life-sustaining intervention
in terminal illness in accordance with expressed wishes of the
patient or their designated healthcare representative.

Source: Definition of terms used in limitation of treatment and providing, palliative care at end of

life, ICMR 2018

Then, what is passive euthanasia?

Incorrectly used to describe WH/WLST, passive euthanasia is an outdated term
which should be avoided so that the legal act of withholding or withdrawing life-
' sustaining treatment is not confused with the (currently) illegal act of euthanasia.


https://www.icmr.gov.in/icmrobject/custom_data/pdf/downloadable-books/Definition_of_terms_used_in_limitation_of_treatment_and_providing_palliative_care_at_end_of_life.pdf
https://www.icmr.gov.in/icmrobject/custom_data/pdf/downloadable-books/Definition_of_terms_used_in_limitation_of_treatment_and_providing_palliative_care_at_end_of_life.pdf

2011

Aruna Shanbaug
v. Union of India

¢ The Supreme
Court held itis
valid to withdraw
life-sustaining
treatment from
personsin a
vegetative state,
after obtaining
the approval of
the relevant High
Court.

¢ However, thereis
no recorded
instance of
anyone
approaching the
High Court for
this purpose

2018

e The Supreme Court

held for the first
time that AMDs are
legally valid
documents and
recognised the right
to die with dignity
as afundamental
right.

e The Hon'ble Court

also laid down
guidelines to
govern the process
of WLST from
persons without
decision-making
capacity, inthe
presence or
absence of AMDs.

Il. Historical and Legal Developments

2023

Common Cause
v. Union of India

The Court’s
guidelines were
simplified.
Implementing
AMDS and stopping
life-sustaining
treatment now
requires the
approval of six
different medical
professionals and
the consent of the
patient’s designated
health care
representative.

2024

Guidelines for
withdrawal of LST
in terminally ill

patients

The Ministry of
Health and Family
Welfare released
these guidelines
showcasing the
pathway for
WLST and the
constitution of
medical boards


https://indiankanoon.org/doc/235821/?__cf_chl_tk=i86dKL5SRcRO7VVw6GZoLZad480Mc.rD4MDVAdRwK14-1740988308-1.0.1.1-u7WVLgCJbIFZVuuk5Y2YUcimmJBsLVbWsnwENww6eoQ
https://indiankanoon.org/doc/184449972/
https://www.google.com/search?q=common+cause+v.+union+of+india+2023&client=safari&sca_esv=b0a1351e93cb2bd4&rls=en&ei=GD-jaIqUOqSe4-EP4NnN4Ao&ved=0ahUKEwiKgKqMz5SPAxUkzzgGHeBsE6wQ4dUDCBA&uact=5&oq=common+cause+v.+union+of+india+2023&gs_lp=Egxnd3Mtd2l6LXNlcnAiI2NvbW1vbiBjYXVzZSB2LiB1bmlvbiBvZiBpbmRpYSAyMDIzMgYQABgWGB4yBhAAGBYYHjIGEAAYFhgeMgYQABgWGB4yBhAAGBYYHjIGEAAYFhgeMgYQABgWGB4yCxAAGIAEGIYDGIoFMgsQABiABBiGAxiKBTILEAAYgAQYhgMYigVIgxRQ0AJYnxNwAXgBkAEAmAGTAqABgRGqAQYwLjEwLjK4AQPIAQD4AQGYAgegAqoJwgIKEAAYsAMY1gQYR8ICCBAAGIAEGKIEwgIIEAAYogQYiQXCAgUQABiABJgDAIgGAZAGCJIHBzEuNS4wLjGgB4tesgcHMC41LjAuMbgHngnCBwUzLTYuMcgHZA&sclient=gws-wiz-serp
https://dghs.mohfw.gov.in/uploads/assets/Ym7COsjGbBsOkMxYuLRUlrO3j3ZE0Bn7HTXpuyDV.pdf

Il. Historical and Legal Developments

What are the differences between the guidelines released in 2018 & those modified in 2023?

2018 Guidelines

AMDs had to be executed in the
presence of the Judicial Magistrate of
First Class (JMFC)

Primary & Secondary Medical Boards (PMB

& SMB) had to have medical experts from

particular specialities with at least 20 years
of experience

Prior approval of the JMFC was required for
WH/WLST

2023 Guidelines

AMDs only have to be attested before a
notary or a Gazetted Officer

PMB & SMB can have medical experts with
at least 5 years of experience

Prior approval no longer needed. The JMFC
only has to be intimated about WH/WLST
decisions

The 2023 guidelines have the force of law until Parliament or State Legislatures pass
legislation to replace them.

I1l. Advance Medical Directives and Advance Care Planning

What is Advance Care Planning?

Advance care planning involves having meaningful discussions with your loved ones

and your doctor(s) about:

treatment options, risks , consequences
of refusing treatment

priorities, preferences, concerns
regarding healthcare & other aspects
prior to and after death



Advance Care Planning helps prepare for future decisions about your healthcare if you
become seriously ill or unable to communicate your wishes. Many people also choose to
put their preferences in writing through documents called advance medical directives.

If you are a doctor, you should encourage advance care planning and and inform your patients
about their right to execute AMD:s.

What is an Advance Medical Directive?

In the context of healthcare, advance medical directive is a legal document made by a
person with decision-making capacity, stating their wishes regarding how to be treated or
not treated at a stage when they lose such capacity. It is a tool for ACP and is also
commonly referred to as ‘living will’

made by an adult (18+) and with

written document .. ) i
decision-making capacity

executed in the presence of 2
witnesses & a notary or gazetted

officer

names 2 or morve health care
representatives

Who is a witness?

Anyone other than your treating team/doctor and persons mentionedas @ Py
your designated healthcare representative can be a witness. .‘

What should you do once your AMD is made?

O/ Inform your designated health care representatives and hand over a copy to them
Q/ Hand over a copy to the custodian appointed by the local authority

You can also choose to incorporate the AMD in your digital health records.



IV.Nominating your designated health care representative

Conditions for nomination

Anyone who
e isatleast 18 yearsold;

e isfamiliar with your healthcare
preferences;

e understands what values are
important to you

Best Practices

Ideally, choose more than one health
care representative and name them in
order of preference. They will be
approached in that order. Choose
someone who

e can be physically present at the

hospital during emergencies;
e ideally, lives in the same country;

¢ jisnot likely to die before you.

Vs

Who can it be?

¢ Does not have to be a family
member;

¢ Could be afriend or partner (in this

case, ideally inform your family
members about this)

.

Vs

What to avoid?

Avoid appointing members of your
treating team. Your treating team
must consult with your health care
representative about WLST, so they
should not be the same person.

.

Who is a custodian?

A competent officer of the local Government or the Municipal Corporation
or Municipality or Panchayat who has been nominated to receive and store

AMDs

What is a digital health record?

Also known as electronic health records, these are data stored in a digital

Da

hin)

form that can be used by healthcare professionals and health facilities, upon +8'

the consent of the patient.



Conditions for withholding or withdrawing life-sustaining treatment

The process for withholding or withdrawal of life-sustaining treatment can only begin
when the following conditions are fulfilled:

Person in a vegetative state Terminal Illness
There is no reasonable Any further medical
medical probability of intervention or course of
recovery from a terminal treatment would only serve the
condition, end-stage purpose of artificially prolonging
condition, or vegetative state; the process of dying

What is end-stage condition?

It is an irreversible condition that is caused by injury, disease,

or illness which has resulted in progressively severe and
permanent deterioration, and where, to a reasonable degree

of medical probability, treatment of the condition would be
ineffective.

What is ‘vegetative state’?

It is a state where a person is awake but does not show any
signs of awareness. A person is unlikely to recover when they
have been in a vegetative state for more than 6 months (if
caused by a non-traumatic brain injury) or more than 12
months (if caused by a traumatic brain injury).




Doctor assesses whether the patient has decision-making capacity

Doctor abides by the patient’s
decision to refuse life-
sustaining treatment

Doctor continues providing “
palliative care : :

Is it valid, authentic, &
genuine?

Refer to Flowchart 2

Is there an AMD?

Refer to Flowchart 3

Flowchart 1: Decision-Making
Capacity and Care Route



Hospital to set up Primary Medical Board (PMB)

Health care PMB does not e Health care
representative ' representative
q . agree to give
oes not provide offect to the AMD &PMB agree on
consent to WLST WLST

Doctor continues .- g Healthcare ® O
LST & discussion - @ representative w Hospital sets

for shared asks hospital to @ up SMB
decision-making set up SMB

.............................................................

committee

SMB :f\g.rees that WH,/ SMB does not agree on
WLST is in the patient’s WH/WLST
best interests
Hospital informs Application (Article 226) to
e JIAe the High Court
LST withheld/withdrawn & Division bench may set
Palliative care continues up an independent expert

Flowchart 2: Process when an AMD in place

What is shared decision-making?
A dynamic exercise where the health care team takes shared decisions with a

(o)
health care representative regarding the medical treatment of a patient, for a W
patient, where such patient lacks decision-making capacity.

What is a Primary Medical Board? o
PMB comprises of the treating doctor and at least two subject experts of at ?q

least 5 years’ experience. It can be constituted by the hospital from among the

treating team. ww

12



Hospital to set up Primary Medical Board (PMB)

Next of
PMB does not agree NoK/G/NF and PMB
kin/Guradian/Next Q
that WH/WLST is |n agree on WLST
Fried does not .O
the patient’s best through shared @)

provide consent to
i interest decision-making

Doctor continues

LT & disasdons @g) Application un.der Article Hospital sets
for shared oﬂﬂ@ 226 to the High Court up SMB

decision-making

SMB agrees that WH/
WLST is in the patient’s
best interest

Hospital informs
the JMFC

MB does not agree on
WH/WLST

Application under Article 226
to the High Court
LST withheld/withdrawn) [D'V's"’” 2 IER7E,

o)

e . up an independent
Palliative care continues P .p
committee

Flowchart 3: Process when there is no AMD

What is a Secondary Medical Board?
SMB comprises of one registered medical practitioner nominated Chief Medical @

Officer and at least two subject-matter experts of at least 5 year’s experience.
All members of the SMB must be different from the PMB. @@

Who is part of an independent committee? 00

Medical experts with at least 20 years’ experience to decide on cases of QOQ
WH/WLST.

13
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