


An Indian Primer
of Palliative Care

For medical students and doctors

Editors:
M.R. Rajagopal
Vallath Nandini, Lulu Mathews
Rajashree K.C, Max Watson

An Indian Primer for Palliative Care



EDITORIAL TEAM

Dr. M.R. Rajagopal

Director,

WHO Collaborating Centre for Training and
Policy on Access to Pain Relief

Chairman,

Pallium India

Trivandrum- 695008

Dr. Vallath Nandini

Academic Consultant,

Project coordinator,

WHO Collaborating Centre for Training and
Policy on Access to Pain Relief,

Trivandrum Institute of Palliative Sciences;
Pallium India, India

Palliative Care Content Expert and Coordinator
for Academics in Palliative Care; Indo-
American Cancer Association, USA

Dr. Lulu Mathews

Former Professor and Head,
Department of Paediatrics,
Calicut Medical College;
Medical Officer,

Institute of Palliative Medicine,
Calicut- 673008

Dr. Rajashree K.C. Palliative care
physician Institute of Palliative
Medicine, Government Medical
College campus, Calicut — 673008

Dr. Max Watson Northern
Ireland Hospice, New Town
Abbey, BT 36 6WB, Northern
Ireland

An Indian Primer for Palliative Care



Created by task force of national faculty organized by Pallium
India CONTRIBUTORS

Dr. P.V. Ajayan
Assistant Professor, ENT Government

Medical College, Thrissur, Kerala - 680581

Dr. Lulu Mathews

Former Professor and Head, Department of Pae-
diatrics, Calicut Medical College

Medical Officer, Institute of Palliative

Medicine Calicut — 673008

Dr. Ambika Rajavanshi
Director - Home Care Cansupport, RK Puram

New Delhi 110022

Dr. M.R. Rajagopal

Director, WHO Collaborating Centre for
Train-ing and Policy on Access to Pain Relief
Chairman, Pallium India Trivandrum, Kerala —
695008

Dr. E. Divakaran
Director, Institute of Palliative

Sciences, Thrissur, Kerala — 680581.

Dr. Vallath Nandini

Academic Consultant, Project Co-ordinator,
WHO Collaborating Centre for Training and
Policy on Access to Pain Relief,
Trivandrum Institute of Palliative Sciences;
Pallium India, India

Palliative Care Content Expert and Co-
ordinator for Academics in Palliative Care;
Indo-American Cancer Association, USA

Dr. Gayatri Palat

Program Director, Palliative Access Program,
INCTR, Consultant, Palliative Care,

RCC, Hyderabad, India.

Member, Board of Directors, IAHPC.

Dr. Naveen Salins

Consultant, Integrative Oncology, Health Care
Global Enterprises Ltd., Bangalore,

Karnataka — 560027

Dr. Geeta Joshi

Deputy Director & Professor of Anaesthesiology,
Head, Pain & Palliative Medicine,

Gujarat Cancer & Research Institute,
Ahmedabad, Gujarat- 380016

Dr. Rajashree K.C

Palliative Care Physician,

Malappuram Initiative in Palliative Care,
Malappuram, Kerala

Dr. Linge Gowda

Professor and Head, Dept. of Palliative Medicine
Kidwai Memorial Institute of Oncology
Bangalore, Karnataka - 560029

Dr. Shoba Nair

Associate Professor, Dept. of Palliative
Medicine, St. John’s Academy of Medical
Sciences, Bangalore, India — 560034

Dr. Stanley C Macaden
Ex-Director, Bangalore Baptist Hospital,

Pallia-tive Care Consultant, Bangalore 560034

Dr. M. M. Sunil Kumar
Palliative care physician,

Alpha Palliative Services Thrissur,
Kerala - 680581

Dr. Subhash Tarey
Head of Dept. of Palliative Medicine Member,

Department of Medical Education St. John’s
Academy of Medical Sciences Bangalore- 560034.

An Indian Primer for Palliative Care



Dr. Sushma Bhatnagar

Head of Pain and Palliative Care

Dr. B.R.A Institute Rotary Cancer Hospital
All India Institute of Medical Sciences
New Delhi 110029 India

Dr. Sukdev Nayak

Department of Anaesthesiology

All India Institute of Medical Sciences,
Orissa, India

Dr. Max Watson

Northern Ireland Hospice

Head Office, New Town Abbey
Northern Ireland

We gratefully acknowledge the support from:

Mr. Jochen Becker-Ebel
CEO, Mediacion Hamburg, Germany

Mrs. Alice Stella Virginia,
Pain and Palliative Care Society

Calicut, India.

Mr. Jayakrishnan Kalarickal,
Trivandrum Institute of Palliative Sciences.
Pallium India,

Trivandrum, India.

Dr. Ann Broderick
Palliative Care Program
University of lowa
lowa City, lowa, USA

» The International Association for Study of Pain, which partially funded this work.

« Institute of Palliative Medicine (IPM), Calicut for its faculty time, other facilities and

permis-sion to use some of the photographs.

» Dr. Vinod Shah and Dr. Anbarasi from C.M.C, Vellore for the Instructional Design
Workshop which helped the contributors in their task.

» Ms. Jeena R Papaadi and Dr. B. Kumari Chandrika for proof-reading and Ms. Grace Taylor

and
Mr. Sanjay Rao for copy-editing.

« Mr. Ashok Kumar P K for book design and layout.

© 2015, 2017 Pallium India. All rights reserved.

No part of this book may be reproduced in any written, electronic, recording, or photocopying
format without the written permission of the publisher. The exception would be in the case of
brief quotations embodied in the critical articles or reviews and pages where permission is
specifically granted by the publisher or author.

Although every precaution has been taken to verify the accuracy of the information contained
herein, the author and publisher assume no responsibility for any errors or omissions. No liability
is assumed for damages that may result from the use of information contained within.

We are grateful to Dr Vinod Shah and his team for empowering the faculty through the
instructional design workshop in developing Self Learning Contents for palliative care

modules.

Price: Rs.250.00

An Indian Primer for Palliative Care



Table of Contents

ETHICS BASED DECISION MAKING 07
Some Key Ethical Concepts 07
Ethics-Based Decision Making 10
Conclusion 10

An Indian Primer for Palliative Care



6. ETHICS BASED DECISION MAKING

Medical ethics is a system of moral principles that apply

values and judgments to the practice of medicine.

Part of being a professional is to be concerned with ethical issues. It is necessary therefore to
take time to learn about the concepts which are relevant and to be able to justify one’s own
position. The purpose of this section is to assist the professional to be able to analyse a clinical
issue from an ethical point of view and to take decisions on how best to manage the complex
problems related to patient care.

Clinical judgements need to be based on science; but the management must also be based on
the patient’s and family’s values. In situations where there is “clear right “and “clear wrong”
answers, decision making is easy. But in many clinical situations, more than one option may
look right, leading to dilemmas and difficulties.

Codes of ethics

In some cases the perceived values have been codified and written down.
The most famous of these is the Hippocratic Oath, which sets out some of
the ethical principles which the doctor should follow.

There are many others, including the Helsinki Declaration and the
Declaration of Human Rights.
These provide useful checks and prompts for those practising palliative

medicine.

Some Key Ethical Conceptso
The four fundamental principles of medical ethics must be balanced in each case:

1. Autonomy: This principle states that each individual has the right to make decisions about
his/her own life. The patient is allowed to defer decisions to someone else. But even in the
practice of this principle, there can be conflicts and limitations. For example:

e Should we comply with the patient’s wishes even if it would be harmful to him or
others?

e Can there be situations in which we should refuse to do what the patient wants?4 We
must remember that an individual’s autonomy is limited by what the society thinks is
right.

e What if an individual wants to commit suicide and asks for your help?

The key part of autonomy is the ability of the patient to consent to or refuse treatment or
care. Their wishes should be respected. All ethical principles must be weighed to determine
the right course of action.

40 Kenneth Calman. Oxford Textbook of Palliative Medicine
2 E.g. A chronic renal failure patient might request that he be continuously dialysed to maintain renal

parameters.
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“Every human being of adult years and sound mind has a right to determine what shall be
done with his own body.” Justice Benjamin Cardozo (1914)

Beneficence: This principle states that we should chose the best action for our patients. One
must ensure that the “best action” is also considered by the patient as a benefits. In some cases,
we must refer the patient to another health care provider to ensure the best care.
Non-malfeasance: This principle states that we should not do anything that may cause a
potential harm to the patient. All medicines and interventions can have some undesirable
effects. We shall aim to do no harm, but there can be unexpected and unintentional adverse
effects of our intervention (double-effect).

Justice: This principle states that we should ensure equity and equality of care for all.
Clearly this is impossible to achieve in all instances, as there are conflicting pressures on
how health care is reimbursed or allocated.

Practical application of principle of medical ethics in palliative care:

Informed consent: If we respect autonomy, it automatically follows that we should never do
anything on the patient without the person’s consent. For ordinary, everyday procedures and
medications, consent is implied; that is, the very fact that the person comes to us for treatment
is taken to mean that the person is willing to receive medicines or be subjected to usual
injections. But for any significant intervention, such as a surgical procedure or the person being
subjected to a medical research, written/informed consent is essential. In the context of
illiteracy, written consent often becomes meaningless. With the imbalance of power between
the medical system and the person, he/she may sign any document without understanding it. It
is our responsibility to ensure, whether literate or illiterate, that every person understands the
implications of the procedures that we perform on them.

Duty to alleviate suffering: Beneficence is too often considered only in the context of disease
and cure. This is not right. The physician has an obvious duty to alleviate suffering.

Respect: Every human being needs to be treated with respect and courtesy and their
dignity should be preserved.

Confidentiality: We have the duty to preserve the person’s confidentiality and do not have
the right to discuss matters related to his disease or psychological/social/spiritual issues
with anyone other than the members of the treating team. In the context of today’s world
of information-sharing and computerization, confidentiality can be easily breached.
Respect for confidentiality requires our constant vigilance.

Human Rights: It is important for health care personnel to understand current concepts of
human rights —the right to be respected, the right for full disclosure of health information,
the right to access to pain relief and the right to life and death with dignity.

42

43

Reduction in the size of a laryngeal tumor in a scan from 14 cm to 3 cms might be a beneficial effect from an
oncologist’s point of view. But the patient might view cure or the ability to speak as a beneficial response to
treatment.

Suppose there is just one bed in a critical care unit and there are 2 patients waiting; one is a 25 year old man

with multiple trauma and the other is a 72 year old delirious patient with unstable haemodynamics with re-

versible co-morbidities such as pyelonephritis. Who should be given this bed?
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=  Ethics and the law: It is possible that what is ethically correct may be legally wrong. As
citizens of a country, we need to respect the law despite our feelings of moral distress/
conflict about the ethics of a situation.

e Euthanasia: In India, euthanasia is illegal. While a nurse or doctor might find
euthanasia morally or ethically permissible, it is not legally permissible to practice
euthanasia in India. (It is interesting to note that patients’ requests for euthanasia are
frequently withdrawn once high quality palliative care is provided.)

= Ethics committee: There may be situations in which the ethical decision is not apparent. It is
advised that the institution appoint an ethics committee to address serious ethical issues.

The aim of treatment is maximum longevity with the best possible quality
of life; sacrificing one for the other can only be done with the patient’s

informed choice.

Benefit vs. Effect and Futile care

Effect is a response to an intervention limited to improvement in investigation
parameter or function of an organ (e.g. serum creatinine decreasing from 6mg to
3.7 mg % OR urine output increasing from 100ml to 500ml/day )

Benefit is the response which the patient has the capacity to appreciate (e.g.
an unconscious ventilated patient becoming oriented and ambulatory)

We as medical professionals are more often carried away by the ‘effect’
whereas we should be concerned more with ‘benefit’ that the patient values.
Futile Care: Goal of medical care is to achieve a benefit above a certain
minimal threshold. Futile care is care that fails to achieve that benefit.

Let us look at another clinical scenario to understand the dilemmas and reason based on the
four cardinal principles of medical ethics, namely autonomy, beneficence, non-maleficence and
justice.

Lala is a 33 year old middle class man, running a small shop for his livelihood, diagnosed
oesophageal carcinoma. He has had a recurrence of the disease six months after completing the
surgery and radiotherapy. He now has progressive dysphagia. Lala knew about his prognosis. He
has read about an expensive stent and asks you about it as he wishes to relieve his dysphagia.
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ETHICS-BASED DECISION MAKING

Interaction with patient and family with honest and clear information sharing is the key to
ethical decision making.

Considerations of Considerations of

beneficence expectation
[Treatment / [Informed Autonomy]

intervention]
4 Quadrant

Approach

ontextual
onsiderations of QOL

considerations

[maleficence, justice]

[legal, logistic, policies]

Fig 6.1 — Approach to Ethics based decisionsas

Conclusion

The framework adopted by any individual be it patient, family member, or professional; may
vary on these factors-duties, right, and principles. From this brief discussion, certain
conclusions can be drawn.

=  There are many frameworks for ethical decision-making.

= Decisions may have to be taken at times in the face of uncertainty, and thus judgements
will be required. So there is ample scope for disagreement on what to do.

= Often there is no right or wrong approach, just differences between different value bases
held by individuals.

When one adds the differences in social, cultural, and spiritual aspects of life, then the possibilities
become much more complex. It is critical to have a flexible and compassionate approach.
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