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ABSTRACT

Palliative care including end of life care is marginally available, accessible, and affordable to chronically
ill patients in India. When emotional, practical, and informational support are essential for these
individuals, it is imperative to identify and implement effective public health intervention to address
inequity linked to End of Life. Various forms of social support have proved to be beneficial for patients
dealing with such conditions. Establishing community networks towards providing end of life care is
the need of everyone. Proactively building care networks in families, neighborhoods, or workplaces is
essential for continuum of care in providing end of life care.
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INTRODUCTION
End-of-life care is a critical facet of healthcare,

addressing the complex needs of individuals
approaching the final stages of life. India is
experiencing epidemiological transition as the
morbidity and mortality patterns are changing.
(1) Palliative care including end of life care is
marginally available, accessible, and affordable
to chronically ill patients in India. The World
Health Assembly in 2014 emphasized
“integrating palliative care services in the
continuum of care, across all levels, with
emphasis on primary care, community- and
home-based care, and universal coverage
schemes”. (2)

Caring network for End of Life care

Circles of Care by Abel J. identifies the overall
networks existing around the terminally ill
patients. (3) Effectiveness of engaging with
these networks and trusting them to provide
end of life care offers a unique opportunity
towards enriching life of both patient and
caregivers. This is also increasingly getting
recognized as an effective public health
intervention to address inequity linked to End
of Life care due to age, diagnosis or cause of
death. (4)
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Social support by caring networks for
individuals facing life-limiting illnesses s
valued highly by both patients and caregivers
for their well-being and quality of life. (6)

Following forms of social support have proved
to be beneficial for patients dealing with such
conditions (Figure 1)

Emotional Support

Though encouragement, empathy and
understanding from loved ones (family and
friends) play a significant role, the beneficial
effect of joining support groups with
individuals facing similar challenges for sharing
experiences and emotional understanding as
social comparisons with people in a similar
situation proves to be helpful for terminally ill
patient when trying to establish a new sense of
normality in the presence of advanced illness.
The benefits of group therapy interventions
identified are summarized as

Figure 1: Circles of Care: Adapted from Abel
J. Compassionate communities and end-of-
life care. (5)

Policy

Service delivery,
professional care

Psychological Outcomes

Statistically significant effects on
disturbance (Goodwin et al., 2001). (7)
Reduction in helplessness & Reduction in
intrusive thoughts and depression (Kissane et
al., 2007).(8)

mood
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Positive impact on the emotional response to
stressful events and improved emotional
regulation (Classen et al., 2001).(9)

Enhanced coping mechanisms (Spiegel et al.,
1981).(10)

Survival

Mixed findings on the impact of group therapy
on survival are reported with few studies
observing no significant effect on survival
(Classen et al., 2001; Edmonds et al., 1999)
(11,12) and one study reporting a significant
survival effect ten years after the intervention
(Spiegel et al., 1981).(10)

Practical Support

Providing assistance in day to day activities of
those living with serious illnesses improves
both patient’s quality of life and their families
throughout caregiving and bereavement.
Encouraging people to advocate and provide
practical support within communities for
terminally ill patients alleviate some of the
burdens by assisting caregivers with daily
tasks, transportation, and medical
appointments. Further, providing financial
support or assistance through navigating
insurance and financial resources is essential
as providing care for life limiting illness is
accompanied by financial hardships to
caregivers.

Informational Support

End-of-life care attempts to engage patients in
advance care planning (ACP) to provide them
more control over their end of life experience.
(13) Clear communication from healthcare
providers about the illness, treatment options,
and prognosis is thus crucial for informed
decision-making. This enables patients and
caregivers to plan their care consistent with
their values, goals and preferences during
serious and life limiting illness. Thus, ACP not
only ensures delivery of care as per patient’s
personal preferences but also is associated
with positive impact on both patient and
caregivers. (14)

Fundamental right to die with dignity

Article 21 of the Indian constitution recognizes
the fundamental right to life and personal
liberty. This encompasses the right to a



Barik RR, et al: A missing link in Establishing...

dignified life and, by extension, the right to die
with dignity. (15)

In a judgment, the Supreme Court of India has
affirmed that the right to life includes the right
to live with dignity, and this right extends to a
dignified death. The court recognized the
autonomy of individuals in making decisions
about their own lives, particularly in situations
of terminal illness and irreversible coma. The
judgments have laid the foundation for
discussions on end-of-life care, including the
right to refuse life-prolonging treatments, the
concept of advance directives, and the
acknowledgment of an individual's right to die
with dignity when facing unavoidable
suffering. (15)

In India, the concept of advance directives
gained legal recognition with the Supreme
Court's decision in the Common Cause case in
2018. The court recognized the right of
individuals to make advance directives and
established guidelines for their
implementation. This document comes into
play if the person becomes unable to
communicate or make decisions due to illness
or incapacity. These include components like
Treatment preferences, Pain Management and
Palliative Care, Organ Donation, Appointment
of a Healthcare Proxy or Agent, Religious or
Spiritual Preferences.

In the landmark judgment of Aruna Shanbaug
v. Union of India (2011), the Supreme Court
recognized the concept of "passive
euthanasia" under specific circumstances and
established guidelines for its implementation.
There has not been a clear legal framework or
legislation regulating active euthanasia in
India. (15)

Medical Treatment of Terminally Il Patients
(Protection of Patients and Medical
Practitioners) Bill, 2006 has been proposed,
although not yet enacted. The bill was
proposed to provide legal clarity on the
circumstances under which medical
practitioners could withhold or withdraw life-
sustaining treatment and the legal protection
for such decisions. The bill emphasizes the
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need for communication between healthcare
providers and patients, as well as the
importance of respecting patients' wishes. (15)
The debate surrounding advance directives
and decisions about withdrawing or
withholding life-sustaining treatment requires
further clarity. Balancing autonomy, ethics,
and legal frameworks is essential to provide
patient-centered care.

Existing models Engaging community in EOL
care

End of life care plays a very important role in
improving the quality of life of patients with
terminal illnesses. But in our country, the
services are accessible to only a small part of
the needy population which is reflected in the
poor Quality of Death index score. In this
context, the Community based approaches are
proven to be impactful in low resource settings
for  several reasons including  cost
effectiveness, adaptability to local context,
utilization  of local resources. The
Neighbourhood Network in Palliative Care is a
recognized successful model from Kerala state,
where the members from the community
volunteer and get trained, to support the
chronically ill persons in their locality. It is a
holistic care model addressing physical,
psychosocial and spiritual needs of patients
and their families. Public awareness,
Government  support and community
involvement are considered to be the vital
factors behind this successful model. This
model highlights that the public acceptance of
palliative care can reduce the stigma and foster
a supportive community environment for
terminally ill patients. The economic self-
sufficiency through donations and social
entrepreneurship along with extensive
volunteer network make this a sustainable
model.(16) Similar successful models of
community based care are reported from
other parts of the country like ‘Sanjeevan’ from
Puducherry.(17) But in many parts of the
country, low awareness and lack of
sensitization remain as a major challenge for
EOLC.(18) As a response to this, the National
Palliative Care Program under National Health
Mission has kept promotion of behavioral
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change in communities through public
awareness as one of its key objectives.

CONCLUSION

Building and establishing community networks
towards providing end of life care is the need
of everyone. At some point of life, each one of
us will be required to provide care for our close
one towards the terminal stage. Thus,
proactively building care networks in families,
neighborhoods, or workplaces is essential to
establish continuum of care in providing end of
life care.
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