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Editorials

The Challenges of Palliative Care in India
The past century saw tremendous advances in the science of medicine. Unfortunately,
the growth of science was accompanied by a downturn in the art of medicine. There
is more of steel, plastic and concrete involved in the care of human beings now than
ever before.

Where have medical scientific advances gone wrong? That they did go wrong in .
some ways is evidenced by today's mindless practice of medicine, which fails to
recognize the needs of the individual while tackling disease. The worst case is when
a patient is sent back with the observation: 'There is nothing more that can be done.'
We should all remember that a doctor's duty is to 'cure sometimes, relieve often, and
to comfort always'.

Palliative care or the hospice movement that developed as a reaction to the unkind
face of medicine is the active total care of the patient whose disease is no more
responsive to curative treatment. It is active because it involves scientific methods to
control symptoms and to improve the quality of life. It is total because it is not just
drugs and machines but involves care of all domains of life-physical, social,
emotional and spiritual. Some professionals, perhaps instinctively, have always
attempted to do this. Today there is some science to it, so that we can proceed in a
systematic way to improve the quality of life.

Pain is the commonest symptom in advanced cancer. The explosion of knowledge
in the field of pain physiology and management, over the past 25 years, is reflected
in the World Health Organization (WHO) analgesic ladder. In step I of the ladder,
non-opioid analgesics are combined with any adjuvant analgesics that are necessary.
If these are unable to control the pain, weak opioids such as codeine or dextro-
propoxyphene are added (step II). If pain relief is still inadequate, in step III, the weak
opioids are replaced by strong opioids such as morphine. All these drugs are given
orally 'by the clock' based on the duration of action of each drug.

Other symptoms besides pain are actively treated to improve the quality of life.
This means that management of a symptom would often be different from that in the
acute medical or surgical setting. For example, a man with terminal breathlessness
from lung cancer will not have his trachea intubated. He will not be sent to an
intensive care unit or connected to a ventilator. Oxygen will be given to him only if
it seems to relieve his breathlessness. Management may include corti co steroids to
decrease peri-tumour oedema, bronchodilators when indicated, but also opioids in
small doses to decrease the sensation of breathlessness. To cite another example, a
person with a malignant subacute gastric outlet obstruction, if palliative surgery is
not feasible, is not put on a 'drip and suck' regime; instead the person is encouraged
to continue to have oral feeds, with the help of prokinetics and corticosteroids.

Symptom control must always be coupled with emotional support. Social problems
such as fear of contagion are addressed. The financial situation of the family is taken
into consideration while planning treatment. Expensive investigations are kept to a
minimum and the management is 'low-tech and high-touch'.

Palliative medicine was pioneered in the late 1960s by Dame Cecily Saunders in
the UK. It came to India in 1986 with the opening of the Shanti Avedna Ashram in
Mumbai; 15 years later palliative care is still in its infancy in most parts of India.
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There are many reasons for the poor development of palliative care in India. The lack
of resources is only one of the factors; and perhaps not the most important one. I
would consider the following as important as the financial problem.

l. Lack of awareness among professionals. Palliative care is not a known entity in
most medical colleges and nursing schools. In order to have teachers for this new
discipline, we need to develop a national palliative care policy. (The Indian
Association of Palliative Care has already submitted such a proposal to the
Government of India.)

2. Lack of awareness among the public. The man on the street is not aware of the
possibilities of palliative care. Hence, suffering in incurable disease is accepted
philosophically. Improved public awareness will result in the demand for palliati ve
care.

3. Resistance to change. Medico-politics has generated power brokers in every
branch of medicine. It should be recognized that resistance to change is inevitable
and palliative care should not be viewed as a challenge to other disciplines.

4. Drug availability. About two-thirds of cancer pain can be relieved only with oral
morphine. Outdated and irrational narcotic regulations, originally brought in to
prevent abuse, effectively stopped the medical use of morphine in India. It is
paradoxical that India supplies morphine to the rest of the world while our own
people in pain are denied access to it. It is certainly necessary to prevent diversion
and abuse. However, it is also essential to make sure that the drug is available to
those who need it desperately. The efforts of the WHO Collaborating Center at
Madison (Wisconsin) and the Indian Association of Palliative Care have made the
Government of India recognize this problem and all the state governments have
been asked to amend and simplify the narcotic regulations. So far seven states-
Haryana, Kerala, Madhya Pradesh, Orissa, Sikkim, Tamil Nadu and Tripura-
have brought in the amendment. There is a long way to go yet.

Our suffering people need a system of palliative care delivery that is suited to our
social and cultural milieu. It has to be inexpensive; we cannot possibly have enough
expensive inpatient facilities for a million people. We can learn from the hospice
system of the West, without duplicating it in its entirety. We have a strong point in
our favour and that is the family structure in India. People generally prefer to live and
die at home. If we have a system of delivery of palliative care based on treatment at
home, with the relatives being empowered in the care of the patient, it has a definite
chance of succeeding.

Indeed such a model of care, developed in the city of Cali cut in Kerala since 1993,
has shown what is possible with the participation of the community,' The Pain and
Palliative Care Society (PPCS) which started as a one-room clinic 7 years ago, has
now helped start more than 20 palliative care facilities in the state (and a few outside
the state), all of them providing free care to poor patients. They all use existing
facilities such as hospitals, so that there is no initial cost of construction. A locally
formed non-governmental organization mobilizes resources from the community.
During the outpatient visit, families are trained in the care of the patient, such as
dressing of wounds or feeding through tubes. To reduce the emotional isolation of the
patient, families are also counselled and encouraged to establish open communica- •
tion with the patient.

Voluntary service forms the backbone of this model of care delivery. Trained
volunteers take on tasks such as nursing chores or counselling. The Calicut
experience shows that there are numerous kind-hearted individuals who are willing
to help others; this strong workforce only needs to be properly channellized. The
WHO has designated PPCS a demonstration project-a model for palliative care
delivery suitable for Third World countries.

It is time to start a national campaign to help a million suffering people. A three-
pronged approach to palliative care is needed:

1. A national palliative care policy and a system for its implementation;
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2. Educating professionals and the public about the need for palliative care.
Palliative care must be included in the medical and nursing curriculum; and

3. Improved drug availability.

We cannot call ourselves a cultured society if we deprive our suffering fellow
human beings of basic care and the right to freedom from pain.
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A People's Charter for Health and beyond
A People's Charter for Health, Iwhich was endorsed by over 1350 delegates from 113
countries at the People's Health Assembly hosted by the Gonoshasthya Kendra in
Savar, Dhaka in December 2000, highlights that 'health is a social, economic and
political issue and above all a fundamental human right'. In the preamble it notes that
'inequality, poverty, exploitation, violence and injustice are at the root of ill health'
and while sharing a vision of 'equity, ecologically sustainable development and peace
in a better world', it encourages 'people to develop their own solutions and to hold
accountable local authorities, national governments, international organizations
and corporations'.

The call for action in this document is deeply embedded in a social paradigm and
suggests a series of efforts 'to make health and human rights concerns prevail over
economic and political concerns; to tackle the broader determinants of health
including the economic, social and political challenges; to tackle the environmental
challenges; to tackle war, violence and conflict; and finally to make the health sector
more people oriented, ... democratic and accountable'.

In a National Health Assembly (Jana Swasthya Sabha) at Kolkata, which
preceded the Dhaka assembly, more than 2000 delegates from 19 states and
representing 18 national networks of health professionals, health activists, women's
groups, science movements, development organizations, trade unions and people's
movements endorsed another document-a National People's Health Charter-
which was incorporated into the global document. This national charter also asserted
the rights of the people in India to 'a decentralized system of local governance; a
sustainable system of local agriculture; universal access to education, safe drinking
water, housing and sanitation; dignified and sustainable livelihood; a drug industry
geared to producing epidemiologically essential drugs at affordable cost; and a health
care system that is responsive to peoples needs'. The document also offers twenty
demands for a comprehensive health campaign-Health for All, Now.


