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Foreword

Dr. S.N. Simha
MS. FICS. Dip Palliative Medicine (Cardiff)
President, IAPC

It is a matter of great satisfaction that the Certificate Course in
Essentials of Palliative Care, which began in 2007, has been
conducted for seven batches all over the country. It has
eminently served its purpose; to popularise Palliative Care in
India by spreading the message among healthcare professionalsdoctors and nurses- and encouraging them to delve deeper into
this important branch of care.
The Medical Council of India has recognised Palliative Medicine
as a speciality. This is very encouraging and will ultimately
result in creating a pool of home trained palliative care
professionals.
This revised edition of the course handbook has been brought
out due to the diligent and dedicated efforts of Dr. Lulu Mathews
and her team. They deserve our appreciation and gratitude.
I am sure that this handbook will be a useful companion to all
those who have taken their first steps in the long but exciting
journey of understanding palliative care.
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Editor’s Note

Thanks for the opportunity, thanks for the faith,
thanks for the help
Writing an editor’s note is not an easy task. To make it a truly
outstanding editor’s note, I need to invent a new word for
something that already has several well-known names, or
“proclaim “” this publication as the best thing since Indian
independence . As I set out to write this page, I intend to do none
of this. Being my first editor’s note, I hope I will be able to live
upto what is expected of me. I do not want to misdirect the
reader about the contents of this hand book. Instead, I plan to
use the remaining words allotted to me to say thank you.
So, thank you, all of you, for everything. Thank you all for
entrusting me with the job of Chair Person, Board of
Examinations, IAPC , for believing I could edit this hand book.
Thank you for being loyal readers. Thank you especially to
those who have written chapters for this hand book , It’s been
my pleasure working with you all. My utmost thanks to everyone
from the Institute of Palliative Medicine Calicut especially our
Information Officer Nisha who have graciously proffered their
time and resources to make the handbook come out in this form
and shape.
We all -in the field of Palliative Care - we’re all part of something
amazing, and I can’t wait to see the progress we are going to
make in the next 5 years, in the next 10 years, and beyond. I ‘m
sure IAPC has a great role to play in it. In order to achieve
greatness, you must set goals. In order to set goals, you must
dream. In order to dream, you must impress your imagination.
With the help of all those who have written the various chapters,
we have fulfilled the goals that we set when we first began our
journey almost a year back.
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But, in the end, nothing works except a deadline. As my deadline
approaches, the pain caused by the fear of missing it steadily
increases until it exceeds the pain of writing.
Thank you all once again
Dr Lulu Mathews
21-05-2011
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Section I

Chapter 1

Palliative Care – An Introduction
Dr. K. Suresh Kumar
Institute of Palliative Medicine, Calicut

Palliative care – the context:
Most countries of the World are experiencing health transitions,
with a rapidly rising burden of chronic and incurable diseases.
Even as infections and nutritional deficiencies are receding as
leading contributors to death and disability, cardiovascular
diseases, cancers, diabetes, respiratory diseases,
neuropsychiatric ailments, and other chronic diseases are
becoming major contributors to the burden of disease. These are
currently the major cause of death among adults in these
countries and the toll is projected to increase further with the
ageing of populations, urbanisation, and globalisation of risk
factors. Furthermore, HIV/AIDS is increasingly becoming a
chronic disorder. Eighty percent of chronic disease deaths occur
in low and middle income countries where most of the world’s
population is living. The age-specific death rates from noncommunicable diseases are higher in developing than in
developed countries.
India too illustrates this health transition, which positions Non
Communicable Diseases (NCDs) as a major public health
challenge of growing magnitude in the twenty-first century. In
India, chronic diseases accounted for 53% of all deaths and
44% of Disability-Adjusted Life-Years (DALYs) lost in 2005. Long
Term Care (LTC) for such patients is emerging as the major health
care issue in countries like India. More NCD deaths in India
occur in middle age (35–69 years) than in industrialised
countries, where they occur largely in old age (>70 years). The
rising levels of hypertension, diabetes, obesity, tobacco
consumption, and blood lipids in Indian population groups
have been well documented in recent years, pointing to a major
rise in future NCD burdens in India.
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Programmes for the prevention and control of NCDs need to
adopt a ‘life span’ approach, attempt to reduce risk at stage of
life through appropriate public health interventions. They also
need to be variably integrated into different levels of health care
(primary, secondary, and tertiary). The principal functions of
such a programme would be: (a) to provide information and an
enabling environment for increasing awareness and adoption
of health living habits by the community; (b) early detection of
persons with risk factors and cost-effective interventions for
reducing risk; (c) early detection of persons with clinical disease
and cost-effective care to prevent complications; (d) acute care,
utilising low cost, high yield technologies; (e) secondary
prevention to reduce, risk of the recurrent events; and (f)
rehabilitation and palliative care, in cases where disease has
resulted in complications or is incurable. Cost-effective
interventions for chronic diseases are available for
implementation across a range of resource settings. Palliative
care is an approach that improves the quality of life of patients
and their families facing the problems associated with lifethreatening illnesses, through the prevention and relief of
suffering by addressing physical, psychosocial and spiritual
issues. Palliative care should be seen as part of a continuum of
care involving all the components of prevention and
management of chronic diseases. Most of the activities can be
performed in primary care settings. It is now known that costeff ective interventions in palliative care can be delivered as a
package in primary health care
Life
Closure

Therapies to modify disease
(curative, restorative intent)

WHO
Palliative Care

GSF
EOLC

Diagnosis
Preventive care
Healthy life style

Actively
Dying

ICP

Death

Therapies to relieve suffering
improve quality of life

Bereavement
Care

With a crude death rate of 6.24/1000 and a population of more
than a billion, the total number of people dying every year in
India is about seven million. Majority of them die in misery.
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According to WHO estimates, more than four million of them
would benefit from palliative care. Less than one percent of those
who need palliative care services have any access to such
services in the country.
Issues surrounding the problem of chronic diseases illustrate
the complex interactions between health and social ecology.
There was a time when chronic illness was considered a
problem of the well off. But recent studies have shown that the
chronic disease burden is greater among the poor. The collection
and analysis of population based data on chronic and incurable
diseases and the investigation of inequalities in disease
occurrence and care requires an elaborate routine data collection
system. Such an information infrastructure tends to exist only
in high income countries. In turn, most of the inferences are
based on data from these countries. The available information
tends to show a class difference in the incidence and severity of
chronic diseases.
Poor people are more vulnerable for several reasons, including
material deprivation and psychosocial stress, higher levels of
risk behaviour, unhealthy living conditions causing increased
exposure to risks and limited access to good-quality health care.
The documented social and economic difference in risk factor
prevalence is prominent in high income countries, but is not
limited to them. Neighbourhood segregation and wider societal
discrimination have also been associated with poor health
outcomes. Several studies among patients with different chronic
disease conditions (cystic fibrosis, systemic lupus
erythematosus, and rheumatoid arthritis) all have shown an
association between severity of disease and lack of social
support.
In addition, chronic diseases inflict an enormous direct and
indirect economic burden on the poor, and push many people
and their families into poverty. A similar situation exists in the
case of chronic mental illness. Proper care for mentally ill
persons is something that the poor cannot afford in developing
countries, yet mental disorders are common among poor people.
The major difference between the care of the acutely ill and the
chronically ill is the need for regular supportive care in the latter
group. The complex nature of physical and psycho social
problems faced by these patients demand good medical and
nursing attention, but such a system of care alone is not adequate.
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The present medical establishment, with its hospital-centred
services, is geared basically to look after patients with acute
illness. This acute-care orientation is reflected in the current
emphasis on illness diagnosis, patient-initiated consultations,
and curative and/or symptom relieving treatments. Patients
with chronic and incurable illness on the other hand need a
regular system of support available in the community.
The complexity of the situation and the various social factors at
play make long term care and palliative care areas in which
success depends on a large extent in getting the needs of the
individuals expressed and pursued in a social context.
Successful management of the problem of chronic and incurable
illness at the population level necessitates the integration of our
knowledge about economics, health and human development.
Overcoming the barriers to such integration at various levels is
a key policy challenge for national governments today.

History of palliative care
Palliative care is not new. Care of the dying has been a constant
feature of human society throughout the history. We have ancient
traditions in India of looking after those who are dying with
special care and attention. The Eighteen institutions built in
India by King Asoka (273 – 232 BC) had characteristics very
similar to modern hospices. He had even established a refuge
for the dying in Varanasi near the sacred river Ganges. We realise
that in seeking to develop palliative care, we are building on
these ancient traditions as well as the expertise and wisdom of
pioneers within our land and from overseas.

Dame Cicely Mary Saunders is best known for her role in
the birth of the hospice movement, emphasizing the importance
of palliative care in modern medicine. She was a prominent
Anglican, nurse, physician and writer, involved with many
international universities. She helped the dying and terminally
ill end their lives in the most comfortable ways possible . In
1948 she fell in love with a patient, David Tasma, a PolishJewish refugee who, having escaped from the Warsaw ghetto,
worked as a waiter; he was dying of cancer. He left her £500 to
be “a window in your home”. That act, which helped germinate
the idea that became St Christopher’s is remembered by a plain
sheet of glass in the entrance to the hospice.
At the core, palliative care, whether it is practiced in hospital,
community or hospice is a patient and family centred approach
12

which makes use of the different skills of the palliative care
team, a team which needs to include family members as well as health
care professionals . The standard of quality to judge palliative
care is simple.
Symptom Control

Psychosocial Care

Disease Management

Good quality palliative care can be defined as the care, which I would
be happy to have given to a member of my own family if he or she was
dying, or to receive myself when my time comes.
No single sphere of concern is adequate without considering
relationship with the other two. This usually necessitates
genuine interdisciplinary collaboration and social interventions.
Palliative care relieves suffering and improves the quality of life
of the living and dying. Palliative care services, if implemented
in a rational public health way, would quickly and dramatically
improve the quality of life for cancer suffers, other patients dying
of chronic diseases, the elderly terminally ill and people living
with AIDS. Policies and recommendations for the
implementation of palliative care in a rational public health
way have been produced internationally and several detailed
reports on how to put theory into practice when establishing
National Palliative Care Programs or Initiatives are available.
Unfortunately, while we have the knowledge and experience to
control pain and diminish suffering significantly, palliative care
is not available for most of the world’s population. In fact, the
greatest need is in countries where healthcare resources are the
scarcest – where two-thirds of those needing palliative care live.
Addressing these needs requires a rational public health
approach.
What is needed is the political will to act, educate and train the
health professionals, involve the community and make the
necessary affordable drugs easily available
The World Health Organization (WHO) has pioneered a public
health strategy to integrate palliative care into existing
healthcare systems as this offers the best approach for translating
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new knowledge and skills into evidence-based, cost-effective
interventions that can reach everyone in the population, when
incorporated by governments into all levels of their healthcare
systems and owned by the community. The WHO Strategy starts
by establishing four foundation measures, key components that
are: 1) appropriate policies, 2) adequate drug availability, 3)
education of the public, policymakers and the public and 4)
implementation
Most of the patients in need of palliative care and long term care
will have to be looked after by health care professionals at the
primary health care level. If these doctors and nurses are trained
to improve their clinical and communication skills and
supported by a net works of trained community workers and
home care nurses, it can improve the care of the majority of these
patients tremendously. The training of general practitioners and
other doctors in rural areas in pain relief and palliative care
will be important as well as capacity building among of
community volunteers and nurses.
Legislation introduced and funds allotted by the Government
are important for establishing a stable system achieving a
meaningful coverage, reaching all and for guaranteeing, together
with referral institutions, continued care for patients discharged
from specialist centres. Establishment of adequate and accessible
Specialist Care

Primary Health Care

Care in the Community
by volunteers

The proposed model for Long Term Care (LTC) and Palliative Care (PC) Adapted with
permission from Stjernsward 2005 (Indian Journal of Palliative Care 11(2)

palliative care facilities in the community will also mean freeing
expensive hospital beds from incurable patients. It will also
culturally be the most important for reassuring the citizen a
dignified death where they want it most, namely at home. Good
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quality community based home care services can help in
reversing the present trend of materially and emotionally
expensive institutionalized dying. The strong family structure
still observed in India will be useful if the families are trained to
involve in the care of the patient at home. Emotional support,
spiritual support, prophylaxis for avoiding bedsores,
appropriate food, changing of bandages, etc are some of the
important areas in which the family and local community can
make a positive impact when empowered to do so.
Involvement of the Local Self Governments (Panchayaths) in
the provision of care in the locality will be essential for ensuring
sustainability of the projects at the primary health care system
level. The same model can be adapted for other aspects of
interventions in the area of Non Communicable Diseases
including cancer.
Social experiments in Kerala involving a dynamic process of
community engagement over the years have shown that wide
coverage and holistic care in the area of palliative care is possible
even in Low and Middle Income countries. The most important
feature of Kerala model has been the dialogue and interaction
between the State and civil society organisations resulting in
policy changes and involvement of government agencies. The
application of market logic to all areas of life leads to serious
deficiencies in services to those with little purchasing power.
Civil Society Organisation may unwittingly encourage this
process by facilitating withdrawal of the state from sectors such
as health care and education. The Kerala model of palliative
care represents a potential way in which the Civil Society can
engage in active dialogue and collaborate with the state to
provide comprehensive and sustainable care for the vulnerable
section of the society
Definitions: Palliative Care is an approach that improves the
quality of life of patients and their families facing the problems
associated
with life-threatening illnesses, through the prevention and relief
of suffering by means of early identification, impeccable
assessment and treatment of pain and other problems, physical,
psychosocial and spiritual. (World Health Organisation)
The Palliative Care approach aims to promote physical,
psychosocial and spiritual well-being. It is a vital and integral

15

part of all clinical practice, whatever the illness or its stage,
informed by a knowledge and practice of palliative care
principles.
Supportive care helps the patients and their families to cope
with their disease and treatment of it from pre-diagnosis, through
the process of diagnosis and treatment, to cure, the state of being
ill or death and into bereavement. It helps the patient to maximise
the benefits of treatment and to live as best as possible with the
effects of the disease. It is given equal priority alongside diagnosis
and treatment.
Palliative Medicine is the appropriate medical care of patients
with active, progressive and advanced diseases for whom the
prognosis is limited and the focus of care is the quality of life.
Palliative medicine includes consideration of the family’s needs
before and after the patient’s death.
Hospice and Hospice Care refers to a philosophy of care rather
than a specific building or service and may encompass a
programme of care and array of skills deliverable in a wide range
of settings.
Terminal Care is an important part of palliative care and usually
refers to the management of patients during their last few days,
weeks or months of life, from a point at which it becomes clear
that the patient is in a progressive state of decline.
Rehabilitation in the palliative care Setting aims to help patients
gain opportunity, control, independence and dignity. It responds
quickly to help people adapt to their illness. The main differences
between mainstream rehabilitation and rehabilitation in the
palliative care setting are;
1 the speed of response,
2 the speed of setting of realistic goals
3 the need to adapt constantly to changing circumstances,
4 the need for therapists to be able to support patients
through the changes.

Questions
These questions can be used as an aid to revision.
1. Enumerate principles of palliative care.
2. What is meant by rehabilitation in palliative care?
z
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Section II

Chapter II

Communication Skills
Dr. K. C. Rajashree
Pain and Palliative Care Society, Calicut

Learning objectives
At the end of the chapter, the candidate should
1. Learn about basic skills in communicating with patients.
2. Differentiate between good and poor communication
techniques
3. Develop listening skills
4. Know how to break bad news.
5. Know how to handle patient reactions

Communication skills
Communication is as vital as the basic needs and apt
communication is no less than art.
Communication skills are not commonly taught to health care
professionals, yet are crucial in the way that our patients
experience and appreciate our service. The skills needed to
communicate well with patients are not complex but they can
make a significant difference to quality of life of both patients
and professionals. Conversely poor communication can lead to
increased stress for professionals and distress for patients and
their families. It is often said by hard-pressed professionals that
they do not have time to communicate properly.
Studies show that it is not the quantity of time involved in
communicating but the quality of communication that makes
the difference. Some of the busiest health care professionals in
the world are also those with the best communication skills. It is
a strange fact that although a huge percentage of professional
time is spent in communicating with patients there is little

17

emphasis in learning the skills involved in training. This course
can only outline the basics of communication but candidates
are encouraged to make communication a priority in their
practice.
There is no such thing as neutral communication. It is either effective
or ineffective, stress relieving or stress producing.
Listening skills:
It is very important to be aware of active listening as it is the key
component of communication. The following are modalities
used as good listening skills
• Open questions – open ended questions give freedom to the
patient to decide what and how much he/she should tell.
Here the agenda is set by the patient and the listener(health
care professional)waits for the cue
• Encourage talking – Generally in doctor- patient
communication, doctors talk more and the patients are forced
to listen. But to get more details and to develop better rapport
it is good to encourage the patient to talk about his concerns.
At the same time it is important to give a hint and bring the
patient back to the main theme when he/she deviates from
the central theme
• Tolerate silence – health care practitioners tend to get impatient
as the patients become slow in their narration. It has to be
understood that patients need time to recollect certain events
and may become emotionally overwhelmed when they have
to describe a sensitive event or situation
• Avoid unnecessary interruption – during history taking, we
need to ask questions in between to clarify certain points
and to get more details. But this should not be too frequent to
interrupt the flow of communication.
• Show that we are hearing by verbal and non-verbal means.
This can be done by repetition, reiteration(paraphrasing)
and reflection
• Summarize & prioritize the agenda
• Empathize & give realistic hope
Examples of good and poor communication techniques
1.Ask open questions
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Dr. “Is your pain better today?”
Closed question and shuts door to ventilate emotions.
Hence incorrect
Dr. “How are you feeling?
Open question and hence more appropriate.
2.Be empathetic
Pt. “I feel scared when I am breathless
Dr.Take these tablets to ease your breathing.
Here doctor is ignoring patient’s emotions and hence wrong
approach
Right approach would be as follows
Pt. “I feel scared when I am breathless”
Dr. Breathlessness can be very frightening.
understandable.

It

is

very

Breathing medication should help
OR
Dr. What scares you most when you get breathless?
3. Sensitive truth telling
Pt. “The Doctor said my cancer is incurable”
Dr. Don’t worry about such things, everything will be OK. …….
Here doctor is giving false reassurance and hence not the right
step.
The right statement would be something like the following
Dr. It must have been very hard to hear that the cancer has
spread but we will do our best to help you in every way we can”
4. Balancing hope and truth
Dr. There is nothing more we can do, your disease is incurable,
so there is no point in staying in hospital”….
Here doctor is totally destroying hope, hence incorrect.
Doctor should try to balance hope and truth as shown below
Dr. “I am sorry that there are no more treatments available to
cure your disease, but we can start other medicines to help you
be more comfortable. Then you can be at home with your family.
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If you need any help in the future, you must come to the clinic or
contact me.”
5. Respectful confidentiality and avoid unhealthy curiosity
Pt. “I have not told anybody before, but I think I got this cancer
because I had an abortion when I was 17.”
Dr. Were you not married at that time”? …….
Here doctor is being curious which does not serve any purpose.
The right approach would be as follows.
Dr. “I think we need to discuss this more as it is obviously very
significant for you, but please know that everything we discuss
will be kept confidential”
Here doctor maintains confidentiality, but at the same time he
would like to have more details which could be medically
important
6. Partnership between doctor and patient”
Dr. “You must take this medicine for your pain. If you don’t
take it, there is no point in coming back to see me.”
Doctor is imposing his agenda on the patient which is not a
right step
Dr. Your pain is caused by the disease in your bone, and because
of this you need a special sort of pain medicine. Would you be
willing to give it a try?”
Here doctor is talking as if to a friend and soliciting his opinion.”

Breaking bad news
Breaking bad news is an important aspect of communication. It
takes time and issues often need to be discussed further and
clarified as more information is imparted
Reflective learning
If you had a diagnosis of cancer would you want to be told?
How would you feel if your family chose to hide the news from you?
There is increasing evidence that patients want to know about
their illness. Many patients who have been denied this
knowledge have difficulty in understanding why they are
becoming weaker and are then relieved and grateful to be told
the truth. They may be angry with the family who has known
about the illness and have not thought it right to tell them.
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As professionals, we are often caught up in a potential
‘conspiracy of silence’, when the family catches us before we
have had a chance to speak to the patient. They might say “Don’t
tell him the diagnosis / prognosis because he would not be able
to cope with it. We know him better than you do”. This can be
an awkward situation.
The family needs to know that we have understood their concerns of
not wanting to cause any more hurt to the patient. They also need to
know that we accept that some patients use denial as a way of coping.
However, they also need to know that it would be unwise for clinical
staff to be untruthful if the patient wants to know the truth and was
asking direct questions. This could later on even lead to inevitable
breakdown in the patient’s trust in his health care professional and his
relationship with the family members.
Advising patients and families with regard to prognosis is
important since they may want to organize their affairs and
plan for the time that is left, but, it is impossible to be accurate.
Overestimating or underestimating the time that someone has
to live can cause untold anguish. It is therefore more sensible to
talk in terms of days/weeks, weeks/months, and months/ years
as appropriate. It is important to be aware that people have
divergent attitudes to the receiving of bad news and that this
needs sensitive handling. As health professionals, we can be
very critical of how our colleagues have passed on bad news.
Some of this criticism may have validity, but before judging too
quickly we need to remember that a patient’s understanding of
what they have been told can differ greatly from what the nurse
or doctor think they have said!
A strategy for breaking bad news
The actual process of outlining a strategy for breaking bad news
is difficult because it turns a process, which should be natural
and unforced into something which seems constrained and
awkward. This outline is not intended to make you feel self
conscious but to give you an idea of what other people have
found helpful so that you have more information with which to
develop your own personal way of breaking bad news.
Before breaking bad news it is important to ask yourself the
following questions:
1. Are you the right person to do so?
2. Do you have all the information that you need?
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3.

Is this the right time and place?

4.

Does anybody else need to be present?

5.

What is the management plan for this patient?

The goals of breaking bad news
1. The process of breaking bad news needs to be specifically
tailored to the needs of the individual concerned, for every
human being will have a different history and collection of
fears and concerns.
2. The goal of breaking bad news is to do so in a way that
facilitates acceptance and understanding and reduces the
risk of destructive responses. The ability to break bad news
well involves skills which need to be coveted, trained and
kept up to date . The consequences of performing the process
badly may have immediate and long term damaging effects
for all involved.
3. Having awareness of strategies to complete the process well
is vital, but breaking bad news must never become so
mechanical that patients or their families detect little
individual caring and compassion.
Preparing to tell bad news
1. Acquire all the information possible about the patient and
their family. A family tree can be useful in quickly
assimilating the important people in the patient’s life and
the web of relationships within the family.
2. Making basic mistakes will undermine the patient’s
confidence. Go through the case sheet and get details
regarding
a) diagnostic information.
b) test results.
c) understanding of the patient’s clinical history.
d) clarifications regarding the plan of care and the
prognosis.
e) the support system for the individual.
f) background knowledge of the patient’s life.
3. Discuss with other members of the team and then select the
most appropriate team member to break the bad news.
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4. Decide which other member of the team should be present
during the interview.
5. Check out the following
a) Place of privacy,
b) Adequate time to carry out the process
c) Your own emotional energy
d) Urgent tasks are completed so that there will be minimal
interruption.
e) Whom the patient would like to have present with him/
her also should be ascertained.
6. Plan:
a) Prepare a rough plan in your mind of what you want to
achieve in the communication and what you want to avoid
communicating.
b) Having a rough goal will bring structure to the
communication, though it is important to avoid imposing
your agenda on the patient’s agenda.
7. Setting the context:
a) Invite the patient to a place of privacy.
b) Introduce yourself clearly. Try not to make it too formal!!!
c) Let patient know that they have your undivided attention. If
appropriate, also indicate when you must finish the meeting.
d) Ensure that the patient is comfortable and is not distracted
by any physical symptom.
e) Sit at the same level so as each other is within easy reach
8. Listen and try to collect following information
a) How much does the patient know already?
b) What is the information gap?
c) How much does the patient want to know?
d) How does the patient express himself/herself?
e) How is the patient feeling?
f) Is there anything that is concerning the patient which he/
she is not verbalizing?
g) What mechanisms have the patient used in the past to deal
with bad news?
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h) Does the patient have a particular outlook on life or culture,
or an understanding which has a bearing on his approach
to dealing with the situation?
i) Who are the important people in the patient’s life?
j) Respond to non-verbal as well as verbal clues.
k) Encourage the patient to speak by listening carefully and
responding appropriately.
9. Sharing information:
a) Having spent time listening, use the patient’s words to
summarize what has happened so far
b) Use the “warning shot” technique before bad news to help
the patient prepare themselves.
c) Using simple clear language, start from what the patient
knows, to what he needs to know.
d) Try to be brief, sensitive and clear.
e) Do not be either too abrupt or too long.
f) Avoid technical language and “short- forms” which are
easily misunderstood.
g) Pause after you have said the word”cancer”.
h) Do not bluff.
i) Be sensitive to the patient’s emotional reactions.
j) Allow silence or questions.
k) Listen to emotions of anger/ grief/ denial if expressed.
10. Check that the patient understands what is being said to
ensure that:
a) The patient’s fear of having bad news suddenly or
unexpectedly dumped on him is reduced
b) The patient is in control of the speed at which information is
being passed on
c) Use diagrams to help patient, but only if it is appropriate,
and the patient wants diagrams to better understand and
retain the information
d) You address the patient’s real concerns, which may be very
different from what you expect them to be
e) Do not bluff.
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11. Your responses:
a) You should respond to the patient’s feelings and response
to the news
b) You should acknowledge the patient’s feelings
c) You should be prepared to work through the patient’s
emotional response to the bad news with them.
12. Guidelines for handling difficult questions and reactions
It is important that the health care workers/professionals should
be prepared to work through the patients’ emotional responses
to bad news with them. While doing so they should
acknowledge patients’ feelings and emotions and respond to
them appropriately.
It is very common for the relatives and the patient reflecting
their total distress rather than bringing out a particular or
isolated concern. It is worthwhile to identify the distress and
react accordingly. The following guidelines may be useful while
responding to concerns of the patients and relatives.
a) Acknowledge the reaction – The reactions are often directed
to the situation, not to the particular person (health care
professionals). Hence it is helpful to acknowledge that
they are distressed. We must learn to respond rather than
react. When we respond, we evaluate with a calm mind
and do whatever is most appropriate and we are in
control of our actions. When we react we are still doing what
the other person wants us to do!!
b) Explore the concerns - There will be a reason for the reaction
of the patient and/ or family caregiver. Identifying and
helping the patient or caregiver to solve it will definitely
ease the situation.
c) Allows the patient to express feelings – help him/her to
ventilate the feelings so that this may relieve him/her of
the stress he/she is undergoing.
d) Help the patient to take a decision
e) Remain silent if we do not have an answer- There is a natural
tendency for us to search for the answers when the patient
asks a difficult question and often we preach philosophy
or quote moral stories to pacify the patient. But we should
realise that these are not taken up well by the patients
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and they themselves know these things very well!! Silence
is the best answer here as the patient wishes to have a
companion to listen to his concerns.
f) Do not find solutions for the patient – Our task should be to
help the patient to find a solution rather than to suggest
a solution for him. Solutions from our end may not be
acceptable for the patients in most of the situations as it
does not conform to their beliefs and thoughts.
13.Winding up the process
The plan for ongoing care and support should be drawn up
with the patient
a) Summarize:
1. For the patient, to ensure that he/she has understood
what was told.
2. For other health care professionals in the team to have an
understanding of the situation and to record details of
the conversation in the patient’s notes clearly
b) Deal with questions:
“Are there any questions which you would like me to deal
with at this point?” Summarise again the key points.
c) Make concrete plans for the next step
14. Contract for the future:
a) Closing remarks and identification of support network and
times of easy access.
b) Be clear about the time of the next meeting but also allow the
patient the option to postpone or prepone according to his
convenience.

Background reading
Books
1. Fallowfield L , Communication and palliative medicine
2009 . In: Hanks. G, et al eds. Textbook of Palliative
Medicine. 4th edn. Oxford: O.U.P.: Section 6; 333-357
2. Buckman . R 1992 . How to Break Bad News – Pan Books
3. Buckman . R 1988 . ‘I Don’t Know What to Say ..’ Pan
Books
4. Fallon M , Neill B 2000. ABC of Palliative Care BMJ Books.
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Articles
1. Faulkner A et al 1994 . Breaking bad news – a flow
diagram, Palliative Medicine 8: 2: 145-151.
2. Sims S 1988. The significance of touch in Palliative Care.
Palliative Medicine 2: 1: 58-61

Questions
These questions can be used as an aid to revision.
1 What must you avoid when communicating bad news to a
family?
2 Which of your own emotions should you be aware of and
control?
3 How might you appropriately deliver a warning shot?
4 What appropriate things could you say to families who say
that they do not want the patient to know the diagnosis?
5 What common issues may cause anger in the patient and
their family?
6 Why is it difficult to break bad news?
7 Why do you think listening is the key component of
communication?
8 What are the common barriers you encounter in your daily
communication practice?
9 Do you think communicating with children is different from
that with adults? Why?
10 What is denial? When should it be handled?
z
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Chapter III

Psychological Issues
Dr. T. Manoj Kumar
Mental Health Action Trust, Calicut

Learning objectives
At the end of the chapter, candidates should
1. Have an overview of the psychological issues in patients
with chronic illnesses
2. Differentiate depression from adjustment disorders
3. Be able to carry out practical management of anxiety,
depression, adjustment disorders.
4. Understand the use of Distress Thermometer
Palliative care is unique in that it is a specialty which defines
itself by good quality psychosocial care. However, this should
be more than just being kind to patients and being ‘sympathetic’
to their suffering. Good communication skills are the starting
point to identification of the emotional problems and
psychological difficulties which accompany any major physical
disease. There are many psychological constructs which are
already used in palliative care. There is a wealth of clinical and
research experience from the related branch of Psycho-oncology
which can be drawn upon to inform and enhance psychosocial
care in palliative care.
There are two ways of approaching psychological issues in
palliative care. The first would be familiar to members of the
medical profession, used to recognizing ‘signs’ and ‘symptoms’
of disease in the many health complaints that patients bring to
them. Doctors look for known patterns of signs and symptoms
to make a ‘syndromal’ diagnosis, which may or may not be
backed by knowledge of aetiology and pathology (e.g., migraine,
pulmonary tuberculosis). If we follow a similar approach,
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we could look for the presence or absence of known psychiatric
syndromes such as ‘depression’ or ‘depressive disorder’.
The second approach would be to identify the psychological
issues relevant in a person’s life as they are going through the
illness experience. People may experience emotions such as
anxiety or anger or may be said to be in ‘denial’ when they are
seen to be having difficulties accepting the reality of their plight.
Both approaches have their benefits and disadvantages. Making
a diagnosis allows us to communicate easily. A diagnosis of
‘severe depressive episode’, if correctly made, can lead to a
justifiable expectation that the person may respond to
ntidepressant medication. However, the downside is that
psychiatric diagnoses have reliability problems, especially when
made in the context of major physical ill health. They can also
lead to inappropriate use of psychiatric medications and the
even more serious problem of using medications instead of
counseling or psychotherapy. Focusing on psychological issues
such as ‘denial’ is often more appropriate to the reality of the
situation but there is less clarity as to the course of action which
should follow. Moreover, the same terms are used to mean
different things and there is a problem of imprecision.
In the rest of this section, an attempt will be made to introduce
both the basic psychological concepts as well the psychiatric
syndromes which are commonly seen in palliative care patients.

Common psychological symptoms and psychiatric
sydromes
1. Anxiety & anxiety disorders
2. Low mood & depresive disorders
3. Adjustment disorders
I. Anxiety and anxiety disorders
Anxiety is a normal human response to perceived threat, which
may improve our performance in the face of that threat.
However, anxiety becomes a problem when either the threat
can not be dealt with easily or the anxiety starts hampering our
functioning. Therefore, the spectrum of anxiety ranges from
‘normal’ through to persistent and severe anxiety.
Anxiety may be acute or chronic and the implications are
different for each. Many people have a life long history of
experiencing anxiety in response to day to day stressors. For
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them, the anxiety surrounding their physical disease is yet
another manifestation of an anxiety problem which they have
experienced all their lives. An acute episode of anxiety, on the
other hand, may be the temporary response of someone
overwhelmed by a major stress such as a new diagnosis of
cancer or the news that there are no more curative options for
their disease. Anxiety is common in the terminally ill for a variety
of reasons including the fear of uncontrolled symptoms and of
being left alone to die. Many commonly used medications also
cause anxiety as a side effect.
Anxiety disorders
These are a group of disorders where anxiety occurs either in
response to an object or a situation (phobic anxiety disorders)
or anxiety occurs irrespective of the environmental situation
(generalized anxiety disorder, panic disorder and mixed anxiety
and depressive disorder).
It is not clear how common such disorders are in the palliative
care population. Studies in cancer patients report unreliable
prevalence figures because most studies do not make the full
spectrum of diagnoses including adjustment disorders. Anxiety
symptoms are common, but in terms of diagnoses, most patients
with predominant symptoms of anxiety will actually be
suffering with adjustment disorder or depression.
Management:
1. Anxiety assessment
• Are the common anxiety features such as excessive
worrying, increased motor tension, autonomic
hyperactivity and vigilance / scanning present?
• Assessment of the nature of anxiety, acute or chronic and
whether part of another psychiatric syndrome such as a
depressive disorder. Is it pervasive?
• Assessment of any reversible factors such as pain, or
inappropriate medications.
• Stimulant drugs or excessive alcohol intake or
withdrawal may exacerbate anxiety.
• Understanding of unexplored worries. It is necessary to
provide time and opportunity for patients to express their
worries and concerns and for these concerns to be
addressed honestly and clearly.
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2. Non-pharmacological management
Relaxation therapies such as progressive muscular relaxation
and other techniques such as distraction are very useful and
should form the mainstay of anxiety management.
3. Pharmacological management using benzodiazepines
Medications, if used for anxiety management, should be limited
to the short term. These are useful to break the anxiety cycle, to
restore sleep, and to reduce the suffering of the situation where
a patient feels he is “losing control”. They are not a substitute
for taking the time to allow patients to ventilate their fears except
in the rare circumstances when there is no time or ability to
communicate.
1.Lorazepam 0.5-2mg p.r.n. p.o, S/L
Lorazepam is short acting, rapidly anxiolytic sublingually and
less sedating than diazepam. It may be more addictive on a
longer term basis. It has particular benefit in anxiety caused by
breathlessness.
2.Diazepam 2.5-5mg p.r.n. p.o, S/L
Diazepam has a longer half life and may therefore accumulate
and be sedative. It should be possible to give it once a day, at
night. Its main function is as a mixed sedative/anxiolytic
3.Midazolam 2.5-5mg p.r.n. S/L, S/C
Useful for emergency sedation.
4.Clonazepam 0.25-0.5mg p.o
Useful in breathlessness associated with anxiety and controlling
panic attacks.
Professional team
It is important for all members of the palliative care team to be
aware of the “infectious” nature of anxiety and for the team to
avoid being driven to management extremes because of the
anxiety of the patient or their family. Anxiety can be a problem
for the palliative care team, when individual team members feel
unsupported in their work and are confronted with stressful
situations for which they perceive their options are very limited.
No team is immune from anxiety and strategies need to be
devised to provide ongoing support for team members where
such issues can be talked over and dealt with concertedly. i.e.
debriefing, identifying stress, reflective practice, stress
management, training and support.
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II. Low mood & depressive disorders
Just as anxiety is ubiquitous in palliative care and a symptom of
many psychiatric conditions, so is low mood. The low mood of
depression is different to feeling sad; in fact various features
such as anhedonia, hopelessness, helplessness, a flattening of
feeling and feeling a loss of feeling characterize the mood state
seen in a depressive disorder. Anhedonia is the inability to enjoy
things or experience pleasure.
Depressive disorders
Depressive disorders in cancer and palliative care have been
better studied than anxiety disorders. Estimates of the
prevalence of depression vary greatly but it used to be said that
at least 25% may develop a significant mood disorder in
advanced cancer. A review of 12 articles reported a range of
depression rates from 3-69%. Certain types of cancer, such as
pancreatic cancer are associated with an increased incidence
of depression. However, now there is more clarity in that a
spectrum ranging from sadness to adjustment disorder to
depressive illness is recognized. It is now clear that if
adjustment disorders are classified separately, the prevalence
of depression might fall to less than 10%.
There is concern that depressive conditions including
adjustment disorders may be under diagnosed. This may be
due to a number of reasons including a diurnal variation in
symptoms such that it may be missed, social ‘cover up’, or
presentation with physical symptoms. Other confounding
factors may be presentation with overriding anxiety or slowly
developing worsening of personality traits which may go
unnoticed. Physical features such as fatigue, decreased energy,
weight loss and lethargy are not reliable as features of
depression in patients with terminal illness and greater
emphasis must be placed on psychological and behavioural
features. Depressed mood, irritability, loss of interest in daily
activities, feelings of worthlessness, lack of hope and suicidal
ideation are important features.
Depression may be successfully treated in a high proportion of
patients. Management includes ensuring that any reversible
causative factors, such as distressing symptoms, are eliminated
and that adequate emotional support and counseling is
available so that fears and concerns can be explored and
channeled appropriately.
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Antidepressants - guidelines
• Tricyclic antidepressants such of as amitriptyline or
imipramine are still sometimes used as first line anti
depressants and they are often used as anxiolytics in
“sub- antidepressant” dosages.
• Tricyclic antidepressants may take several weeks to lift
anxiety/depression.
• Amitriptyline is relatively sedative in comparison with
imipramine and dothiepin.
• They all have antimuscarinic properties to a greater or
lesser degrees and therefore may be associated with
symptoms such as hypotension , dry mouth and difficulty
in micturition.
• Doses should gradually be increased to avoid
unnecessary side effects.
• There is an increased risk of cerebrovascular accident
reported in patients using risperidone and olanzepine
particularly if they are elderly with dementia. They
should be used only after careful consideration in any
patient with history of or risk factors for cerebrovascular
disease.
• Selective serotonin reuptake inhibitor (SSRI)
antidepressants such as paroxetine and or citalopram
are good alternatives which have less reported side effects
and also have anxiolytic properties. Common doses are:
Sertraline 50 – 150 mg o.d.
Citalopram 10 – 40 mg o.d.
Fluoxetine 20 – 40 mg o.d.
• Care must be taken when using SSRIs such as fluoxetine
which can initially increase anxiety. Unfortunately their
positive benefits may take up to three weeks to develop.
These drugs are less sedative than tricyclic
antidepressants and have few antimuscarinic effects, low
cardio toxicity and may have a faster onset of action than
the tricyclics.
• Gastrointestinal side effects such as nausea are doserelated. Fluoxetine, in particular, may cause restlessness
and anxiety and should be used with caution in patients
who are anxious.

33

• More recently, Mirtazepine, 15-30mg nocte, an
antidepressant with noradrenergic and specific
serotoninergic activity has been highlighted because it
has been claimed to work more rapidly than others33.
• Complex depressive disorders with psychosis may be
more suitably treated with neuroleptics such as
haloperidol or the newer antipsychotic drugs such as
risperidone, olanzapine or quetiapine. Supervision by a
specialist psychiatric team would be ideal if available.
III. Adjustment disorders
Of late, there is a growing understanding that most of the
psychiatric morbidity in palliative care is best understood using
the concept of adjustment disorders. They form the single largest
group of patients with significant psychological problems when
standard diagnostic methods and classifications are used. It is
estimated that around 20% of palliative care patients will
manifest adjustment disorders at any given point in time. This
group of patients could have been misclassified as suffering
with depressive disorders in previous studies giving rise to
inflated prevalence figures for depressive disorders, commonly
quoted in palliative care literature. If a diagnosis of adjustment
disorder is considered, the prevalence of depression usually
halves.
The concept
Adjustment disorders are a group of disorders which:
• occur in response to stress
• are usually acute and short-lasting
• are characterised by distress & emotional turmoil
• and result in impairment of functioning .
The diagnosis of adjustment disorders is, like all psychiatric
diagnoses, a clinical judgment which is made when the onset is
within 1-3 months of a stressor and usually lasts less than 6
months if the stressor resolves. It is sometimes a problematic
judgment because it has to be decided that the distress is
‘excessive’ and results in significant impairment. The levels
of distress can be variable at different times. Mostly
affective symptoms are prominent but they do not meet the
criteria for other disorders such as anxiety or depressive
disorders.
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The significance of adjustment disorders
If a diagnosis of adjustment disorders is considered in palliative
care patients, fewer people would be given a diagnosis of
depression as, quite rightly, a narrow definition of depression
would be used. This might lead to fewer patients being
prescribed antidepressant medications and counselling or
psychotherapy options being considered more often. There is
growing evidence for its validity as a diagnostic category in
cancer patients. The outcomes are generally considered better
than for disorders such as depression and psychotherapy is
seen to be effective.
Management
While pharmacotherapy might have a role when sleep is
disturbed or anxiety is extremely troublesome, on the whole,
psychotherapy is the treatment of choice. Every effort should be
taken to:
• spend time talking to patients on their own
• understand their concerns
• help them find solutions
• resolve conflicts
• facilitate better communication
• and deal with family and social issues.
• More formal approaches such as Problem Solving Therapy
or Cognitive Behaviour Therapy may be used.
• It is possible to train some members of the team to deliver
such therapies in the absence of easy availability of
trained specialists.
Distress
• All psychiatric diagnoses carry stigma. Apart from this,
as seen in the case of adjustment disorders, there is a lack
of reliability when diagnoses are made, which could
possibly give rise to wrong treatment decisions. In order
to get away from these problems, the National
Comprehensive Cancer Network (NCCN) in the United
States, has proposed that a broad-based concept of
‘Distress’ be used instead1. The idea is to try to capture
a global measure of psychological distress that a person
experiences at any point in time during their illness. This
would help identify, amongst all patients, those who
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equire more psychological help.
Definition
Distress has been defined as a multifactorial unpleasant
emotional experience of a psychological, social or spiritual
nature that interferes with coping with cancer. It extends along
a continuum and once identified, further delineation of
psychiatric syndromes may be done.
Screening for distress
It is well known that there is under-recognition and underdetection of psychological morbidity in cancer patients. This
has led to the suggestion that we need to actively screen our
patients for the presence or absence of psychological disorders.
Many questionnaires have been used for this purpose but
recently most attention has been focused upon the ‘distress
thermometer’. Prior to deciding to screen your patients, thought
must be given as to whether you are in a position to offer
psychological help to those who are detected to have
psychological problems.
Distress thermometer

This is a visual analogue scale along with a list of common
problems or issues that patients face. A global rating of
psychological distress is made first. The list of problems, which
might have to be modified locally, is then used to decide where
to focus interventions.
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3. Other commonly used concepts
Denial
This is a commonly used concept in palliative care, often used
in the same way as a diagnosis is used. The concept of denial
has its roots in psychoanalytic literature where it is described
as one of many, usually unconscious, defense mechanisms. In
palliative care, this term is used when patients are seen not to
accept and agree with the treating team’s, usually negative,
views of the diagnosis or prognosis. Rather than see this as a
‘disorder’ to be treated, it is best to view this as one of the many
ways people adapt to bad news and cope. It is often an
expression of distress where the priority should be to manage
the various aspects of distress as a whole.

References
1. National Comprehensive Cancer Network. Distress
Management version 2.2012. NCCN Clinical Practice
Guidelines in Oncology. NCCN Inc. 2012.

Questions:
These questions can be used as an aid to revision.
1. How will you assess anxiety in palliative care patients?
Describe the different management options.
2. What are the core features of depression? What are the
difficulties in diagnosing depression in palliative care
patients?
3. Why is the concept of ‘distress’ increasingly being used
in palliative care? How will you measure distress?
4. Describe the concept of adjustment disorders and its
significance. How will you manage adjustment disorders?
5. What are the core features of depression? What are the
difficulties in diagnosing depression in palliative care
patients?
6. Why is the concept of ‘distress’ increasingly being used
in palliative care? How will you measure distress?
7. Describe the concept of adjustment disorders and its
significance. How will you manage adjustment disorders?
z
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Section III

Chapter IV

Ethical Issues in
Palliative Care
Dr. E. Divakaran
Institute of Palliative Care, Thrissur

“I can do no other than be reverent before everything that is called life.
That is the beginning and foundation of all ethics”
-Albert Schweitzer

Learning objectives
At the end of the chapter, candidates should
1. Understand four cardinal principles of medical ethics
and its relevance in day to day practice.
2. Know about Appropriate Treatment, Advanced Directive,
Doctrine of Double Effect and Euthanasia
Introduction:
Ethics refers to the rules or standards governing the conduct of
individuals or members of a profession. As members of medical
profession our conduct is governed by medical ethics. When we
have to redefine the goals of care towards the end of life, the
ethical principles come into sharp focus. So it is mandatory that
those involved in end of life care should have a thorough
understanding about the ethical principles.
Medical ethics as we understand today is essentially a western
concept. An Indian way of thinking at time finds some
incompatibility with certain concepts.1 For example the nuances
of the concept of autonomy are related to Anglo-Saxon culture
and tradition.2 A practicing Indian doctor or an Indian patient
or his/ her relative see the issue in a different manner. What
this section of the book intents to do is to describe the cardinal
principles of medical ethics and to apply it in the Indian context
and also to elucidate the concept of appropriate care in the
context of end of life care together with a brief discussion on
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advance care planning and euthanasia.

Four cardinal principles of medical ethics:
The four cardinal principles of medical ethics provide a frame
work for decision making in difficult situations. They are1. Respect for patient’s autonomy
2. Beneficence or ‘do good’
3. Non malficence or ‘do no harm’
4. Justice or fare use of available resources.
Autonomy is an expression of informed choices and preferences
or consent to whatever we do or is done to us by others3. It
acknowledges the patient’s right to know the diagnosis, to know
the details of the treatment offered to him/her, and the right to
refuse treatment.
Beneficence means that whatever one does to the patient should
be good to the patient.
Non maleficence means one should not do any harm to the
patient while giving care or treatment to the patient.
The resources are limited and the demands are high. Justice is
the principle of fare use of the available resources. It concerns
with balancing needs of individuals with those of society.
Now let us look at a clinical scenarioMr. X is a 54 year old man with far advanced Cancer of stomach.
He was a manual laborer and worked hard to support his wife
and rear their four children. Now his children are all grown up
and started to earn. When he became ill, he refuses food and
fluids. His wife and children are upset at the thought that when
they reached a point when Mr. X can sit back and enjoy the fruit
of his labor, he is unable to eat. They insist the doctor to put in
an NG tube or to give him IV fluids.
How do the ethical principles apply in the above clinical
scenario?
Respecting the autonomy means not to force feed him. Before
taking such a decision we have to be sure that his opinion came
as an informed choice and not under any undue external
pressure. To ascertain this we have to communicate with the
patient effectively. Psychological assessment must be done to
rule out clinical depression, and any thing correctable should
be corrected. At times the patients tell us that they are not at all
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keen on taking any food or fluids because it increases their
discomfort. If we know that Mr X ‘s decision not to take food
or fluids came as an informed choice we should respect it.
According to the second principle of beneficence, artificial
hydration or feeding should be given only if it does any good to
the patient. Unfortunately very little research work has been
done on the subject and all results uniformly point to the fact
that terminal hydration and nutrition do not improve the quality
of life or longevity of terminal patients4.
The third principle is non malficence. We are justified in giving
artificial hydration and nutrition only if it does not produce
any harm to the patient. A problem with artificial hydration in
a terminally ill patient is circulatory overload and the resultant
pulmonary edema. It also increases secretions and the need for
frequent urination. This amounts to adding further distress to
the patient.
The principle of justice has not much relevance in this situation
unless we plan for total parenteral nutrition which has a bearing
on the resource potential. Thus applying the ethical framework
of the cardinal principles of medical ethics, we can arrive at the
right decision of not providing artificial feeding and hydration
for this particular patient.
Now the question is to address the relative’s concern. Again,
skilled communication is needed. They should be informed in a
sensitive manner the futility of hydration and nutrition in such
patients and the possible adverse effects of such treatment. In
our cultural setting it is not enough if we care about the
autonomy of the patient taken in isolation. We live in a culture
which upholds filial piety. Individual members of the family
feel responsible for the sick person in their family. In this cultural
milieu it is important that we respect the wishes of the immediate
care giver also. This can be done by making the care givers
participate in the decision making.
Appropriate treatment:
“The primary goal of medical treatment is to benefit the patient
by restoring or maintaining the patient’s health as far as possible,
maximizing benefit and minimizing harm. If a patient with
capacity has refused the treatment or if the patient lacks financial
capacity and the treatment would fail or cease to provide a net
benefit to the patient, then that goal cannot be realized and the

40

treatment should, ethically and legally, be withheld or
withdrawn. Good quality care and palliation of symptoms
should however continue.”
Medical interventions usually will have some benefit and some
risk or burden to the patient. Appropriate treatment is to start or
continue a treatment whose benefit outweighs the risk or burden.
It also means withholding or withdrawing treatment when the
risk or burden outweighs the benefit. The doctor has to assess
the situation individually and decide upon instituting a
particular treatment when it seems to be beneficial and he/she
should have the courage to stop the treatment when the burden
or risk outweighs the perceived benefit.
The aim of medical care can be broadly stated as providing
maximum longevity with best possible quality of life. Prioritizing
one for the other depends on the biological prospects of the
patient and his/ her own wishes. Towards the end of life the
biological prospects are slim and the ethical imperative is to
focus on quality of life rather than the duration of life. It is
important to ensure participation of the patient in the
discussions regarding reorienting the goals of care. How far the
patients should be involved is a difficult question. It is easy if
you consider autonomy as the overriding ethical principle and
ask the patient to decide. But it is not helpful in most of the time.
The doctor has to guide the patients in such situations. The
doctor has to involve in a dialogue with the patient. He should
explain to the patient the therapeutic possibilities and the odds
for success, explore the patient’s goals, values and expectations
and assist in arriving at a decision. This is enhanced autonomy
model and is better than the independent choice model.6
Respecting autonomy is also respecting the patients’ decision
to forgo autonomy. In real life situations many patients would
like the doctor to take decision for them. One study found that
although sixty-four percent of the general public thought they’d
want to select their own treatment if they develop cancer, only
12 percent of newly diagnosed cancer patients actually did want
to do so7. It is the moral responsibility of the treating doctor to
help patient take decision.
Intended and foreseen effects- the doctrine of double effect:
Towards the end of life the health condition is very fragile. A
crisis situation or death itself can happen at any time. Drugs
used or procedures done at that time, which have a potential for
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adverse effects may be blamed for the death. This can lead to
avoidance of such drugs and procedures for fear of the
foreseeable adverse effects and the potential for being blamed.
Traditionally the ‘doctrine of double effect’ was cited as
justification for instituting such therapy. The doctrine of double
effect states-”A single act having two possible foreseeable effects,
one good and one harmful, is not always morally prohibited if
the harmful effect is not intended”.8
A clinical scenario can be used to demonstrate the doctrine.
Mrs. Y is having far advanced carcinoma cervix and is in renal
failure. The patient presents in a state of terminal panic. She
was given parenteral midazolam to relieve the panic. In a few
minutes she dies. Can the given midazolam be responsible for
the death and is the prescribing doctor punishable as
respiratory depression is a foreseeable effect of that drug? As
per the doctrine so long as the intention of giving midazolam,
was not hastening death, the prescribing doctor is not guilty of
the outcome even if that effect was foreseeable. The doctrine
provides the treating physician a valid ethical mandate for
giving appropriate treatment in dubious situations.
Letting the patient die:
With the advent of modern technology it is now possible to
prolong the dying process by artificial ventilation and cardiac
support. Most of the time it runs contrary to the wishes of the
patients and/or their relatives. It does not conform to the notion
of ‘good death’ either. In what circumstance is it morally justified
to stop life prolonging or life sustaining treatment? The decision
has to be taken on an individual basis. The biological prospects
of the patient should be taken into consideration. How the patient
sees the situation, what are his/her goals ambitions and wishes?
With this background information, we can apply the ethical
principles and arrive at a decision whether or not to stop life
prolonging/ life sustaining treatment. Ethical principles should
be applied against the background of respect for life and the
acceptance of the ultimate inevitability of death.9
Constitutional and legal provisions in Indian Law for limiting
life support:
Indian law doesn’t have any specific guideline for limiting life
support in end of life care. But there are certain constitutional
and legal provisions which can be used by the treating physician

42

to limit futile treatment10. Article 21 of the Constitution of India
enshrines the fundamental right for protection of life and liberty.
Legal interpretation of this article can be used to ensure right to
life and right to die with dignity. Section 81 of Indian Penal
Code is a protection for treating physician in the context of
‘double effect’. Similarly section 88 of IPC protects physicians
when death occurs as a result of limiting life support when it is
no more warranted.
Advance directives:
An advance health directive( also called living will) is a
document that states your wishes about what health care you
want or don’t want when you reach a state in which you can’t
speak for yourself. You can also appoint a person to take
decision on your behalf when you become unable to take
decision yourself. . Advance directives are very useful in
preventing futile treatment and the associated suffering and
indignity when once life comes to a close.
Euthanasia
The Greek word ‘euthanasia’ simply means a gentle and easy
death. But now the word is used to denote the act of intentional
killing of the patient when the suffering of the patient could not
be relieved and the death seems to be a benefit for the patient.
There are several definitions for euthanasia. One definition
which is clear and unambiguous is “Euthanasia is a deliberate
intervention undertaken with the express intention of ending
life to relieve intractable suffering.”11 According to this definition
euthanasia is not simply a doctor doing something which he
foresees will shorten the patient’s life, but doing something
intending to shorten patient’s life.12 Stopping biologically futile
treatments or stopping treatment when the burden and risk
outweigh the benefit or using sedatives to relieve intractable
mental suffering in a dying patient are not euthanasia.13 Some
authors use the term ‘passive euthanasia’ to denote this
condition. It’s a misnomer. Euthanasia can never be passive as
by definition it is a deliberate intervention undertaken with the
express intention of ending life. In the former situation they are
only allowing nature to take its course or simply letting the
patient die. Active debate is going on whether to legalize
euthanasia or not. People who argue for euthanasia are of the
opinion that there exists certain levels of existence where people
wish not to be kept alive and they have a right to ask for
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euthanasia as it is execution of once own autonomy. Those
against euthanasia argue on several grounds- Some believe it is
morally wrong on the basis of theistic beliefs. Some believe that
it is not appropriate at this point of time when the palliative
care coverage is too low as palliative care is a strong deterrent of
euthanasia. There are also certain gray areas like the meaning
in suffering, suffering as a possibility for personal growth etc. It
will be difficult to place euthanasia in such a scheme. At the
same time there are compelling sentiments as Robert Twycross
rightly puts: ‘a doctor who has never been tempted to kill a
patient probably has had limited clinical experience or is not
able to empathize with those who suffer. A doctor who leaves
the patient to suffer intolerably is morally more reprehensible
than the doctor who opts for euthanasia.’16
Summary
Ethical principles are useful only as a broad guideline for patient
care. What is important is to apply it on an individual basis.
Compassion and common sense should be combined with
professional knowledge and skill. While applying ethical
principles one should employ good communication skill at all
levels. Essentially it is working together with the patient and
family taking into consideration their religious and cultural
background. ‘Ideologies and systems of care that require
dichotomous thinking and black-and-white choices serve the
patients and families very poorly’.17

Background reading
1. Juan M., Olarte N , Guillén G D 2001 , Cultural Issues and
Ethical Dilemmas in Palliative and End- of-Life Care in
Spain . European Commission Research Project in Palliative
Care
2. Randal F , Downie RS 1999. Palliative Care Ethics- A
companion for all specialties. Oxford University press pp 8.
3. Morita T, et al 2006 Artificial Hydration Therapy,
Laboratory Findings, and Fluid Balance in Terminally Ill
Patients with Abdominal Malignancies. Journal of Pain
and Symptom Management pp 130-139
4. Withholding or withdrawing life-prolonging medical
treatment. Guidance for decision making BMA ,1999 .
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5. Gawande A 2002, Whose body is it any way? What
doctors should do when patients make bad decisionsIndian Journal of Medical Ethics.: 10(1)
6. House of Lords Report of select committee on medical ethics.
HL paper 1994: 21-1 HMSO, London
7. Twycross R ,2003. Introducing Palliative Care : Institute of
Palliative Medicine pp 13
8. Barnard D et al 2000 Crossing Over- Narratives of
palliative care : Oxford University Press. Pp 11

Questions
These questions can be used as an aid to revision.
1. Enumerate four cardinal principals of medical ethics and
their definition
2. Explain the doctrine of double effect?
3. Define Euthanasia, advance directive ?
z
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Chapter V

Spirituality and Related Issues
Dr. Manjula Krishnaswamy
Jeevodaya Hospice, Chennai

“No man is an island unto himself” -

John Donne

Learning objectives
At the end of the chapter, candidates should
1. Understand Spirituality
2. Differentiate between Religion and Spirituality
3. Get a good idea of Spiritual Distress in chronic illness
Man is born into a tiny circle called ‘family’. As he grows up,
the circle enlarges to encompass the extended family, friends
and acquaintances. It does not stop there. As he sees the flowers
bloom, the birds soaring in the sky, the waves lapping at his
feet, the majestic snow – clad mountains, he feels one with nature.
The circle has expanded. When he witnesses with awe the rising
sun and ponders over the shining moon and the glittering stars,
he merges with the Universe. Then a small voice from within
him starts asking, what am I, a mere speck in this huge expanse
of things, what is my role, where from have I come, whither
shall I go, who or what is orchestrating this huge drama, what
is the meaning of it all? – It is when he starts contemplating on
these questions that a man’s “Spirituality” is awakened.
“Spirituality is therefore the culmination of a person’s quest to discover
the ultimate and transcendent meaning and purpose of his/her life”.
The word spirituality comes from the Latin root ‘ Spiritualitus’
meaning ‘Breath’. It implies that Spirituality is the very essence
of a person, - the soul, the atma, the spirit – by whatever name it
is called - it is the inner self around which one discovers and
explores one’s meaning and purpose of life. It explores the
interconnectedness and establishes harmony with people,
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planet earth and the Universe. It also seeks to establish the right
relationship with God/ a Power/ a Force in the Universe, which
transcends the present context and reality.
The Consensus Conference on ‘Improving the Quality of Spiritual
Care as a dimension of Palliative Care’ [Oct.2009] has come up
with a definition for Spirituality.
It says:
“Spirituality is that aspect of Humanity that refers to the way
individuals seek and express meaning and purpose and the way they
experience their connectedness to the moment, to self, to others, to
nature and the significant or the sacred”.
Spirituality, however, is not to be confused with religion.
Religion is belief in and worship of a super human controlling
power especially in personal God or Gods, and is a particular
system of faith and worship with structured customs and rituals.
Religion can however impact on a person’s development of his/
her personality by providing answers to some spiritual
questions and a person’s spirituality can be expressed in whole
or in part through religion.
In Indian culture, most people understand spirituality through
the lens of religion and faith, and as such have a religious
overview of most events in life including illness and suffering.
Majority derive strength from their religious beliefs and use these
beliefs – Karma, God’s will, fate – to understand situations over
which they have no control.
It is, however, worthwhile remembering that a person may have
a well- developed spiritual personality without believing in a
God or practising a religion.
Spirituality, however, is not static, it changes over time in
response to external events and the person’s ever developing
and evolving sense of self. The factors or ‘ elements’ that
influence our spirituality are:
1. Values and Beliefs – inculcated in us by our parents and
close family and friends and guided by the local culture and
customs. This is liable to change later due to societal and/or
peer pressure.
2. Experiences – Life experiences, both good and bad determine
the way we look at ourselves, our environment and our
relationships
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3. Relationships – give a sense of being a part of the world, of
being loved and accepted and of being loved and cared for.
Family and peer group relationship are both crucial to normal
human development. Difficulties in relationship can have a
life- long negative impact on a person’s development and
functioning, self-worth and self-confidence.
4. Assumptions – We live in an ‘assumptive world’ assuming
that this is how our life is going to be / this is how we want
our life to be. If for any reason this changes voluntarily or
involuntarily, it also changes the way we feel about life.
5. Motivation – Every human being needs motivation to live
and do what he thinks is best. Motivation can be positive or
negative and liable to change with time and life experiences.
6. Dreams – are hopes and aspirations, questionably
attainable, for which a person yearns. It may leave him
disappointed when not met [or sometimes when met].
7. Thoughts – “We are what we think”. Thoughts impact our
lifestyles more than the environment we live in. It also
depends on whether these thoughts are focussed on ‘self’ or
others and the environment.
8. Emotions – We all experience a range of emotions such as
anger, anxiety, fear, frustration, happiness, sadness, guilt,
shame etc in response to different situations and different
memories. Emotions that we experience frequently and
regularly affect our life, our behaviour and our spirituality
in important ways.
Thus an interplay of all these ‘elements’ in varying measures
determines a person’s own spirituality and makes him/her a
unique individual.
For the most part, people in general, barring a few, go through
life taking things for granted, concentrating mostly or wholly in
the day to day mundane routine. Man sees pain, suffering and
death all around him, yet, insulates himself with the false belief
that these will not touch him and life will go on forever
undisturbed. It is thus that he sits up with a jolt when adversity
stares him in the face. Major losses, bereavement, chronic illness,
disability and finally the fact that death is actually approaching,
takes him from the real to the abstract world and the ‘intangible’
questions starts popping up before him:
- Why me?
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-

What have I done to deserve this?
Am I being punished?
What will happen to me at the time of death – Will I
suffer?
- What happens after death?
- Is there a God?
- Will I be forgiven for my sins?
- Will I be able to make up for my lapses?
- What will happen to my loved ones?
- Will I be remembered?
Such and many more questions appear before the actively dying.
How they cope depends to a large extent on the spirituality they
have developed. A well- developed spiritual person has the inner
strength to try find meaning and purpose of the events
happening around him and soon comes to terms with the
situation. A person whose spirituality is ill-developed or even
negative, will find the questions a major challenge and since he
is unable to find acceptable solutions, feels despondent and
suffers from what we may well call ‘Spiritual pain’ or ‘Spiritual
distress’. These may manifest as despair, disconnection,
disharmony, helplessness, hopelessness, feeling of being
abandoned by man and God, fear of God and/or fear of death.
Palliative Care ‘Affirms Life and regards Dying as a natural
process’ – as natural an experience as birth – there-fore :
Dying should be a meaningful experience for dying persons, a
time in which they find meaning in their suffering and have all
the dimensions of their experience addressed by the care giver –
the dimensions being physical, psychological, social and
spiritual. Spiritual dimension is an important component of
“Total Pain” espoused by Dame Cicely Saunders, founder of
the modern Hospice movement. It is imperative that Spiritual
pain has to be addressed to get optimal pain relief. It should be
the obligation of all physicians and caregivers to respond to as
well as attempt to relieve all suffering if possible.
“A physician is obligated to consider more than the diseased
organ, more than even the whole man – he must view the man
in the world”. – Harvey Cushing.
A physician’s role must be that of a facilitator or a support
person. He must not try to solve the problems of the patient – he
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is not expected to nor will he be able to.
“Suffering is not amenable to relief by others. Ultimately it is the
patient and the family who work through and make sense of
their suffering not the professional carer. Others may provide
the conditions which may assist them in doing so.”
The physician must realise that spiritual issues may impact on
the physical and psychological symptoms which are likely to
get aggravated if the person is not at peace with him-self. He
must gently explore the possibility of patients having spiritual
issues by asking open ended questions and encouraging them
to talk about themselves, their life story and their experiences.
The physician must be an “active” listener, allowing the patient
to talk at his own pace. He must be able to pick up the verbal
and the non- verbal clues to asses which of the ‘elements’ of
spirituality is affecting him at that stage.
The physician must also accept the fact that not all patients will
be willing to open up, this will happen only when a good
“physician- patient” relationship is established. This may take
time – the patient himself is likely to open up the topic once he
realises that the doctor is genuinely interested in helping him
and not just probing.
Once the relationship is established, the physician must be able
to make a reasonable ‘assessment’ of the patient’s spiritual
issues and work alongside the patient to establish realistic goals
for some of the solvable problems e.g., arranging for wills to be
written, bringing together an estranged family, helping the
patient to make advance directives, etc. It is important to
maintain connectedness with what they love – be it a family
member or even a pet. The patients’ autonomy must be respected
and they must be encouraged to tell the caregiver what they
want or expect of them. The caregiver must assure the patients
of their availability as and when they need them to clarify their
wishes, hopes, decisions and beliefs. The doctor must be aware
of the patient’s cultural /religious background which should
be respected. At no time should the doctor or caregiver impose
his own doctrine or beliefs on the patient.
The family also should also be supported through these trying
times as they are liable to suffer the same predilections as the
patient. Both the patient and the family must be assured that
they will be supported till the very end and the dignity of the
patient will be preserved at all costs.
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Though a physician’s or care givers job is to support the patient
as they go through their journey, it is perfectly normal for some
to feel that it is out of their depth. Each physician must be honest
in recognizing his or her own professional or personal
limitations and enlist the support of other colleagues or refer
the patient to chaplain or other religious or support groups with
the consent of the patient. Ultimately, the goal is to do what is
good for the patient and as life is drawing to a close, to lead him
towards a ‘good’ or peaceful death.
A good death is achieved when:
• The patient’s pain and other physical symptoms have been
adequately controlled
• The patient has had time to
- Evaluate his Life Journey
- Review his achievements and failures
- Forgive and ask for forgiveness
- Reconcile with self, family and God
- Say ‘I love you’
- Accept death and be ready to say ‘Good Bye’
- Develop a positive attitude to life after death.
In conclusion:
“We should have systems of care that allow for people to die in
peace, to die the way they want to, and to be able to engage in
activities that bring peace to them: prayer, meditation, listening
to music, art, journaling, sacred rituals, and relationship with
others. Our systems of care should be interdisciplinary, with
physicians, nurses, social workers, chaplain, and other spiritual
care providers all working together to provide spiritual and
holistic care for our patients. It is then that our health care systems
will become caring communities rather than impersonal,
technologically driven ones”.

Background reading
1. Bodek H, Spirituality in Palliative and End of Life Care
http://www.growthhouse.org/spirit/files/
bodek_spirituality_in_eol_care_2010.pdf. Accessed on
14 April 2011
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2. Puchalski C M ,Spirituality. In : Berger AM et al eds .
Principles and Practice of Palliative Care and Supportive
Oncology. pp 633 – 644

Questions
These questions can be used as an aid to revision.
1. Define spirituality? How is it different from religion?
2. A person may have a well developed spiritual personality
and at the same time be an atheist. Comment?
3. Mention the factors which influence one’s personality.
4. What is the meaning of good death?
z
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Section Four

Chapter VI

Management of Pain
Dr. Nandini V.
Bangalore Insititute of Oncology, Bangalore
Dr. Namrata Ranganath, Dr. Saraswathi Devi
KMIO, Bangalore

Learning objectives
At the end of chapter, candidate should be able to
1. Define pain
2. Understand the differences “Pain is what the patient
between acute and chronic says hurts”
pain
Robert Twycross
3. Outline pathophysiology
of chronic pain
4. Classify chronic pain based on etiology
5. Evaluate pain
6. Clarify the concept of ‘total pain’
7. Use the drugs in the ‘WHO analgesic ladder’
8. Outline the management strategies
Definition of Pain with explanation: The International
Asociation for the Study of Pain (IASP) defines:
“Pain is an unpleasant, subjective, sensory and emotional
experience associated with actual or potential tissue
damage or described in terms of such damage.
1. the experience is unpleasant so as to temporarily
protect the part from further insults
2. we need to note that the experience is subjective and
would be perceived differently by each person
3. it has sensory and emotional components; hence the
treatment strategies should evaluate and manage both
these components
• Pain is a complex physiological and emotional experience
and not a simple sensation.
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The most comprehensive review of the evidence based palliative
medicine pain management is to be found in the Scottish
Intercollegiate National Guidelines. 6, 7 [Ref: http://
www.sign.ac.uk/pdf/SIGN106.pdf]
• Patients with palliative
Almost a third of patients
care needs may have acute,
with advanced cancer do
chronic malignant or
not experience pain. Of
chronic non-malignant
those patients that do have
pain. It is important to
pain, 80% have more than
assess each specific pain
one pains.
and to identify the likely
causes.
• Approximately 30-50% of people with cancer experience pain
while undergoing treatment and 70-90% of people with
advanced cancer experience pain(Portenoy RK)
Differentiating acute and chronic pains
Acute Pain

Chronic Pain

• Indicates tissue injurypotential / actual
• Autonomic responses more
dominant
• Self limiting
• Intensity reduces as healing
progresses
• Acute pain is protective; it
is a symptom

• Multi-factorial with neurochemical changes
• Vegetative responses more
dominant
• Unremitting, progressive
• Constant reminder of a life
threatening disease
• Chronic pain takes on
characteristics of a disease

Pathophysiology of chronic pain
• Pain receptors do not adapt over time
• Sensitisation of nociceptors present.[Prostaglandins are
implicated]
• Sensitisation of dorsal horn cells present.[ N -methyl D aspartate receptors are implicated]
• Recruitment of silent (sleepy) nociceptors.
• Recruitment of adjacent spinal segments
• Reduction in the modulatory inputs from brainstem
Result: Worsening pain - in intensity, severity and extent
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Pain Pathway
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Pain classification
It is useful to classify the pain into predominantly nociceptive
and neuropathic categories in order to determine the correct
management.

Diagramatic Representation of the 2 Major Types of Pain
1. Nociceptive Pain
This refers to pain resulting from stimulation of peripheral
nerves through nociceptors. Pain impulses enter the spinal cord
through the dorsal horn, where they ascend to higher centres in
the brain. There are descending inhibitory pathways that
modulate the degree of transmission at different levels of the
pain pathway and the final pain perception is a balance of these
inputs.

2. Neuropathic Pain
Neuropathic pain refers to pain arising from injury in the
peripheral or central nervous system. Clinically it may present
with sensations such as burning or stabbing in areas of sensory loss.
Hyperalgesia – An increased response to a normally painful stimulus
Allodynia – Pain caused by a stimulus that does not normally provoke
pain
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1. Peripheral neuropathic pain
Peripheral neuropathic pain is caused by damage within the
peripheral nervous system There is often an associated area of
altered sensation along the course of the nerve.
2. Central neuropathic pain
Central neuropathic pain is caused by damage within the central
nervous system. There is usually an area of altered sensation
incorporating the area of pain. Cerebrovascular accident or
spinal cord damage may be associated with central pain.
3. Sympathetically maintained pain
Sympathetically maintained pain is due to sympathetic nerve
injury. Essential features are pain (often burning) and sensory
disorder related to a vascular as opposed to neural distribution.
In patients with cancer such pain is more common in the lower
limbs and is usually associated with disease in the pelvis. Such
pain is also associated with reduced sweating and dry shiny
skin within the affected area.
During a chronic illness, pain may be experienced due to
different causes
Disease related

Treatment
related

Debility related Co-morbidities

Soft tissue
infiltration

Surgery -postoperative

Visceral,

scars/
adhesions

Nerve
compression/

Constipation

Pressure sores

Low back pain
Arthritis

Nerve
infiltration
Spread of the
disease to
bone
Muscle spasm
Lymphoedema
Raised
intracranial
pressure

RadiotherapyBladder spasm Angina
fibrosis
Chemotherapyneuropathy
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Stiff joints
Post-herpetic
neuralgia

Trauma

“Total Pain”– the term used when psycho social, physical, and spiritual
distress combine to affect the patient
“Pain is experienced by people and families and not merely by
nerve endings”
Physical
• Unreliable pain relief
• Other symptoms
• Undesirable effects of
treatment
• Insomnia
• Chronic fatigue

Social
• Worries about family,
finances
• Loss of income
• Loss of social role
• Loss of role in the family
• Feeling of isolation

Emotional
• Anger at delays in
diagnosis
• Anger at therapeutic
failure
• Disfigurement
• Fear of pain / death
• Feelings of helplessness

Spiritual
• What is the point of this
all?
• Why has this happened to
me?
• Is there any purpose in
life?
• Is this a punishment?
• Why me?

Assessment of Pain
• Assessment of a patient’s pain is a crucial skill, which
requires a structured approach, actively listening ears
and sharp eyes.
• Accurate assessment is also helped by experience, and is
not a “one off” event, but constantly needs to be reevaluated by the health care team as they gather more
information and understanding.
Many patients have more than one pain.
Assessment questions
• There are many approaches to assess-ing pain, and each
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professional
will
Pain history-principles
develop his / her own
1. Seek to establish a
approach to taking a
relationship with the
pain history.
patient
• What is important 2. Encourage the patient to
while taking a pain
do most of the talking
history is that you 3. Begin with a wide-angle,
should
have
an
open question before
outline/ scheme with
clarifying and focusing
which
you
are
with more specific ones
confi-dent, and which 4. Watch the patient for
works.
clues regarding pain
• Having
a
good 5. Avoid
jumping
to
assessment technique
conclusions
is the basis for prompt
and appropriate management of a patient’s pain.
Questions
Is the patient
currently in distress
due to pain?

Before embarking on a full
assessment it is important to
achieve sufficient comfort for the
patient to go through the
assessment.

Is the pain related to
movement?

Fractures/ inflammation/
peritonitis/pleurisy?

Is the pain periodic?

Colic due to gastrointestinal or
renal tract problems?

Is the pain worse on
eating?

Mouth, oesophagus or stomach
problems?

Is the pain
associated with
passing urine or
stool?

Consider constipation, stones
haemorrhoids, tenesmus, and
infection?
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Is the pain
associated with skin
changes of colour,
temperature or
swelling?

Pressure sore, infection, ischaemic
limb, DVT, skin tumour.

Is the pain
associated with
altered sensation?

This implies nerve damage either
from trauma, infection or tumour
infiltration

Neuropathic pain

Occurs in a dermatome (an area
supplied by a peripheral nerve)

Sympathetic pain

Occurs in the same distribution as
the arterial blood supply.

Is the pain
persisting?

Consider fear, anxiety, depression,
poor compliance with medication,
inappropriate treatment or a new
pain.

What relieves the
pain?

What has the patient already tried?
which worked? E.g. change in
position, distraction, and
medication.

• Comprehensive assessment of cancer pain is absolutely
essential to finding the best treatments to manage the
pain.
• Since pain is a subjective sensation, patients’ self report
of pain intensity is a preferred assessment tool.
• It mainly focuses on : temporal features ( onset pattern,
course) location ( primary sites and pattern of radiation )
severity ( measured with a verbal rating scale e.g mild,
moderate or severe or 0-10 numerical rating scale) and
quality (the factors exacerbate or relieve the pain ).
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Numerical rating scale

Pain management
Pain management is traditionally described in terms of inputs
from different modalities:- physical, psychosocial and spiritual.
Exploring a patient‘s anxieties and frequent misconceptions
related to these modalities can be very beneficial. Pain will not
be adequately managed unless patients feel a degree of
participation/control over their situation. To ignore such
psychological aspects of care may often be the reason for
persisting pain.
Having prescribed analgesics and/or adjuvant medication, the
patient’s pain should be constantly re-evaluated and the
response to treatment reviewed regularly.

Remember, as you are assessing the patient, he/
she is assessing you

1. Eye to eye level contact
2. Clear introduction
3. Avoid over-familiarity
4. Explain what you plan to do
5. Summarise back to the patient, “Have I heard
things correctly?“
6. Avoid patronizing
7. Use language and terms appropriate to the
patient
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Management of nociceptiive pain
Up to 90% of patients can have their pain controlled by
application of the WHO Ladder
WHO analgesic ladder

Drugs in WHO ladder
Non - opioids Weak opioids Strong opioids Adjuvants /
co-analgesics
Paracetamol
Meloxicam
Diclofenac
NaIbuprofen
Naproxen
Aspirin
Ketorolac
Indomethacin
Etoricoxib
Nimesulide

Tramadol
Dextropropoxephene
Dihydrocodeine
Codeine

Anti emetics
Anti
depressants
Anti
convulsant
Muscle
relaxant
Antispasmodic
*Not available Antibiotics
in India
Anxiolytics
Sedatives
Antacids, PPI
Bisphosphonates
Morphine
Fentanyl
Buprenorphine
Methadone*
Oxycodone*
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How to use the analgesic ladder
STEP 1 (Mild pain) Non-Opioid ± adjuvant
• The non-opiod include paracetamol (acetaminophen)
and the Non-steroidal anti-inflammatory drugs
(NSAIDs).
• Start treatment with paracetamol 500mg - 1g 6 hourly
(q.d.s.) regularly.
• If step 1 medications are not adequate in 24 hours, proceed
to step 2.
STEP 2 (moderate pain) Weak Opioid ± step one medication
• Start treatment with a weak opioid like tramadol,
codeine, or dextropropoxyphene -paracetamol
combination.
• Dextropropoxyphene is available in combination with
paracetamol. One capsule contains 65mg of
dextropropoxy phene, approximately equivalent to 5mg
of morphine. The usual daily dose is one capsule six
hourly, which gives a total daily dose of 260mg of
dextropropoxyphene.
•

If step 2 medications are not adequate in 24 hours,
proceed to step3.

STEP 3 (severe pain) Strong Opioid ± step 1 medication
• If step two medication is inadequate consider starting
oral morphine. For a patient taking 260mg
dextropropoxyphene a day, a minimum of morphine 5mg
four hourly/ six times a day, i.e. a daily total of 30mg of
morphine is required.
Note:
A. Once the patient is started on the analgesic ladder it is
very important that they are reviewed regularly to titrate
the exact dose requirements and to assess for side effects,
change of pain quality etc . If pain is not controlled, see
the section on poorly controlled pain
B. Though higher doses of dextropropoxyphene can be used,
the cost will be greater than using oral morphine.
C. Dextropropoxyphene is currently banned in India.
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Non- steroidal anti inflammatory drugs:
• NSAIDs are step 1 drugs useful in both nociceptive and
neuropathic pains either because there is mixed
nociceptive pain or because they reduce inflammatory
sensitisation of the nerves.
• NSAIDs exert an anti- inflammatory action by inhibiting
prostaglandin synthesis through the cyclo-oxygenase
(COX) pathways.
• NSAIDs can be divided into drugs which act on all the
COX receptors and therefore may have more associated
side effects, and those which selectively inhibit COX –2
pathways may be associated with less, predominantly
gastrointestinal side effects.
• The benefit of a lower incidence of gastrointestinal side
effects from using COX-2 NSAIDs is reduced by
concurrent use of low dose aspirin. This makes the use of
COX-2 NSAIDs hard to justify when low dose aspirin is
being concurrently administered.
Non-selective NSAIDs
e.g.:
Ibuprofen
200-400mg t.d.s. ( PO)
Diclofenac 50mg
t.d.s. (IM or suppository)
Naproxen 250-500mg b.d. (PO or suppository)
Ketorolac
10-30mg
q.d.s (SC,PO)
• Maximum dose of ketorolac is 60mg for elderly. Maximum
duration is 2 days as it has higher incidence of gastro
intestinal side effects.
• Elderly patients or those with a past history of peptic
ulceration, GI bleeding or gastro duodenal perforation
are more at risk from side effects from NSAIDS. A proton
pump inhibitor such as omeprazole has been shown to
reduce this risk
COX –2 Selective NSAIDs
Serious concerns have been raised about the use of COX-2
inhibitors and their association with myocardial ischemia and
cerebrovascular diseases. The European Medicines Agency
reviewed all available data on cardiovascular safety and found
an increased risk of thrombotic events for COX-2-selective
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inhibitors as a class, plus data to suggest that the risk of such
cardiovascular events increaseswith high doses and prolonged
treatment.
While prescribing COX–2 selective NSAIDs the following
recommendations are to be followed
• COX-2 selective inhibitors must not be used in patients
with ischaemic heart disease or cerebrovascular disease
or in patients with peripheral arterial disease .
• Caution is required when prescribing COX-2 selective
inhibitors to patients with risk factors for heart disease,
such as hypertension, hyperlipidaemia diabetes and
smoking. Use the lowest effective dose for the shortest
possible duration of treatment
• Hypersensitivity reactions and rare but serious (and
sometimes fatal) skin reactions can occur with all COX- 2
selective inhibitors. In the majority of cases these occur in
the first month of use and patients with a history of drug
allergies may be at greater risk
Adjuvant analgesics (Co-analgesics)
An adjuvant analgesic is a drug which is not an analgesic in its
prime function but in combination with an analgesic can
enhance pain control. Few examples of adjuvant analgesics are
given below
1. Secondary analgesics
Corticosteroids
Antidepressants
Anticonvulsants
Muscle relaxants
Antispasmodics
Antibiotics

-

pain caused by oedema
neuropathic pain
neuropathic pain
muscle cramps
bowel colic
infection pain

2. Psychotropic medication
Night sedatives
Anxiolytics

-

Antidepressants

-

when lack of sleep is
decreasing pain threshold
when anxiety is
aggravating pain
when depressed mood is
contributing to pain
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Practical aspects of using strong narcotics
• 1st line morphine
2nd line oxycodone, fentanyl, hydromorphone
3rd line methadone
• Opioids control pain by blocking receptors (mainly mu
and kappa), which are present predominantly in the
dorsal horn of the spinal cord but also in the brain stem
and in the peripheral nerves. Different opioids have
different pharmacological profiles because of the different
ways in which they bind to the different opioid receptors.
• Patients who are in renal failure are in danger of opioid
toxicity, since morphine metabolites, which are normally
excreted by the kidney, get accumulated. Dose and
frequency of opioids must be monitored meticulously in
such patients for signs of opioid toxicity.
• It is worth considering switching from oral morphine to
subcutaneous morphine if patients are unable to swallow
Genuine morphine intolerance is limited to a very small
number of patients
Use of Oral Morphine
Strong opioids exist to be given; not merely to be withheld. Their use
is dictated by therapeutic need and response NOT by the brevity of
prognosis.
• Choose according to intensity and type of pain and not
according to the stage of disease
• Use Immediate release preparations first, aimed at
achieving sustained pain relief
• Change to slow release preparations only after stable pain
relief
• Cover common side effects prophylactically
• Continue step I drugs
• Review, Review, Review
Warning signs of morphine toxicity:
Drowsiness
Hallucination (auditory or visual)
Confusion
Vomiting
Myoclonus
Pin Point pupils
Urinary retention
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Opioid side effects
• Patients should be warned about the possible side effects
of morphine such as nausea and sleepiness which are
usually short lived. If sleepiness continues after a few
days, other possible causes (uraemia, hypercalcaemia)
or toxicity from other medication should be excluded.
Constipation is predictable and most patients need
prophylactic laxatives.
•

If unacceptable toxicity occurs, reduce morphine dose.
The patient may need to miss several doses and restart at
a lower dose. For the occasional patient who cannot
tolerate morphine, it may be useful to consider alternative
opioids in equivalent doses.

General management of opioid side effects
A number of different approaches may be used to manage
persistent opioid- related side effects:
(a) Treat the side effect
(b) Use an alternative opioid
©Use an alternative analgesic method, such as spinal opioids,
which may cause less systemic or central side effects
Specific management of opioid side effects
Opioid induced drowsiness & cognitive impairment
• Initial mild drowsiness on initiating opioid therapy will
often abate over a few days as the patient adjusts. It is
often appropriate to continue opioids and wait for the
drowsiness to wear off .
• For persistent drowsiness, sedation or cognitive
impairment, opioids are stopped temporarily and other
causes for drowsiness have to be ruled out. Alternative
opioids are another option. Psycho stimulants also may
be tried
Common misunderstandings about morphine use
1. Should be given only in the terminal stage
2.Always causes addiction
3. Should never be given to patients with COPD
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Opioid- induced hallucinations or delirium
• Reduce dose of opioid and consider adding adjuvants.
(haloperidol 2.5-5mg HS PO/SC)
Opioid- induced myoclonus
• Renal failure alone can cause myoclonus, but also causes
opioid metabolites to accumulate which increase the risk
of opioid toxicity.
• Myoclonus may be more likely in patients also taking
antidepressants, management includes parenteral
rehydration, if appropriate.
• Reviewing other medication which may exacerbate
myoclonus eg alternative opioid.
• clonazepam 1-2mg/24han be tried.
• Diazepam or midazolam are probably less effective than
clonazepam but may be appropriate if sedation is also
desirable
Opioid - induced constipation
• Constipation can usually be treated acceptably with
laxatives .
• A stimulant laxative such as bisacodyl 10mg HS
increased to tds if required. Softeners such as decussate
can be added.
Opioid - induced nausea & vomiting
• Initial nausea may wear off after a week and usually
responds to: haloperidol 1.5 – 2.5mg HS or
metoclopramide 10mg tds
Opioid- induced pruritus
• More common with spinal than systemic opioids.
• 5-HT3 antagonists (e.g. ondansetron) or paroxetine can
be tried
Opioid -induced respiratory depression
• Uncommon with oral morphine.
• Reduction of the dose is usually all that is required
immediately
• If the patient is receiving morphine through CSCI, it
should be temporarily stopped to allow plasma levels to
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decrease, before restarting at a lower dose .
• Naloxone is only indicated if significant respiratory
depression is present;
Opioid withdrawal symptoms and pain can be severe if longterm opioids are abruptly stopped.
• It is important to titrate the dose of naloxone carefully, to
avoid acute opioid withdrawal.
• Naloxone has a half-life of 5-20 minutes. As the half-life
of most opioids is longer than this, it is important to
continue assessment of the patient and give naloxone at
further intervals if necessary
Opioid -induced increase in generalized pain (rare)
• Hyperalgesia and allodynia have been reported with
high-dose opioids.
• It isusually associated with myoclonus, and an increase
in the opioid dose may lead to worsening of the pain and
opioid toxicity.
• Management includes substitution of an alternative
opioid which often resolves the symptoms .
• Alternatively, reduction of dose and the addition of a
coanalgesic may be useful
• Note: If side effects of opioids are unacceptable and/or
pain is not controlled review the cause of the pain.
Naloxone
Indications for naloxone
respiratory rate <8 breaths/min, difficult to rouse and
clinically cyanosed, or <10-12 breaths/min, difficult to
rouse and SaO2 <90% on pulse oximeter
Use of naloxone
Dilute naloxone 0.4mg in 10ml of 0.9% sodium chloride for
injection
Use an i/v cannula or butterfly needle
Administer 0.5ml i/v every 2 minutes until respiratory
status improves satisfactorily. Repeat further doses as
needed
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Writing prescriptions for opioids
Legal requirements for writing opioid prescriptions may vary
from state to state in India.
Every prescription should contain the following information as
a minimum.
1 The patient’s name, age and hospital number
2 Name of drug, strength, route, dose and frequency
3 Number of days for which the drug is prescribed
4 Drugs that would have to be taken along with it
5 Physician’s name, signature and registration number
Opioid resistant cancer pain
Pseudo-resistant
Under dosing
Poor absorption (ileostomy)
Poor intake (vomiting)
Ignoring psychological aspects
Strong opioids are not the panacea for all pains
Semi-resistant
Bone pain
Raised intracranial pressure
Neuropathic pain
Activity related pain
Resistant
Muscle spasm
Abdominal cramps
Psychosocial pain
Spiritual pain*
• As stressed earlier, patients with chronic unremitting
pain from a deteriorating condition are particularly at
risk of spiritual pain which needs to be addressed. Referral
for psychological/ spiritual support is important.
• Using Hay’s model assessment, “spiritual pain” can be
broken down into:
1. Spiritual suffering – interpersonal or intra psychic
anguish
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2. Inner resource deficiency – diminished spiritual capacity
3. Belief system problem – lack or loss of personal meaning
4. Religious request – a specifically expressed religious need
Alternative opioids to morphine
• Rarely when patients develop intolerable side effects such
as nausea, itching, confusion, myoclonic jerks,
bronchospasm etc. an alternative opioid might be of help
• Of the following opioid alternatives only fentanyl is
currently available in India.
Fentanyl (transdermal and injectable)
• Fentanyl is a selective mu receptor agonist, unlike
morphine which is less selective.
• In India it is available in a 72-hour transdermal patch
formulation. Fentanyl is unsuitable for patients with
unstable pain Fentanyl is expensive Transdermal
Fentanyl patches deliver 25,50,75 or 100micrograms/hr
over three days. Peak plasma concentrations are achieved
after 12-24 hours and a depot remains in the skin for
some 24h after the patch is removed.
• Breakthrough doses of opioid will be necessary during
the first 24h of application.
• Patches have to be used on dry non-inflamed, nonirradiated, and hairless skin.
• The rate of absorption may change in the presence of
fever, external heat or a hot water soak.
• One in ten patients who have had their pain controlled
by morphine may experience a withdrawal reaction when
converted to fentanyl.
• They may require oral morphine on a p.r.n. basis to
manage the withdrawal symptoms for a day or two.
• A reduction of laxative may be necessary when converting
from morphine to fentanyl as the latter may cause less
constipation.
• Patients cannot have their pain titrated using patch
delivery systems which take up to 36 hours to reach a
steady state in the body. Pain control must first be
achieved using oral morphine before switching to a
fentanyl patch.
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• Some specific indications for using Fentanyl Patch
o
Dysphagia
o
Intolerable side effects - nausea, vomiting,
constipation, hallucinations
o
Renal failure
o
Tablet phobia / poor compliance
• Continuous subcutaneous infusion of injection Fentanyl
at the calculated rate is an inexpensive substitute for
fentanyl patch when appropriate . e.g. end of life stage.
Methadone (not available for clinical use in India)
• Methadone is a long acting synthetic opioid which may
have a part to play in treating non-specific cancer pain
as well as neuropathic pain, although the evidence is
still equivocal.
•

The use of methadone as an alternative opioid should
only be initiated as an in-patient by a specialist in
palliative care because its dosing regime is unusual, and
there is wide inter-patient variability preventing reliable
equi-analgesic dose predictions. The major danger is
overdosing as methadone has a very long half-life.

Tramadol
• Tramadol may be classed somewhere between the weak
and strong opioids. It has additional pharmacological
actions to its opioid effects. It is not classed as a ‘controlled
drug’ which has some practical prescribing advantages.
• Tramadol is a synthetic analogue of codeine that binds
to mu opioid receptors and also inhibits nor epinephrine
and serotonin reuptake at the neuromuscular junction. It
is rapidly absorbed after oral doses and is metabolized
in the liver.
• Analgesia begins within one hour and starts to peak in
two hours. In studies comparing equianalgesic doses of
oral tramadol (up to 400 mg/ day) and oral morphine for
moderate cancer pain, constipation, nausea,
neuropsychiatric symptoms, and pruritus were reported
more frequently with morphine. Slow release
formulations have also been shown to provide effective
relief of moderate pain.
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Buprenorphine (available in only in some parts of India)
• Tablet strength: 0.2mg. Dose range: 0.2- 0.6mg 6-8 hourly
Antiemetics are always required for the first week of
therapy .
• Some palliative care physicians have been concerned
about the use of buprenorphine. This is due to the fact
that although buprenorphine is a very potent analgesic
and strongly binds to opioid receptors displacing other
opioids it is a less effective analgesic. However, within
commonly used dose ranges this risk may have been more
theoretical than actual, and the introduction of
buprenorphine
patches has caused Potency refers to the strength of
attachment between a drug and its
such concerns to be
receptors
reviewed.
Efficacy refers to the response
• For patients using produced by particular drug. e.g.
b u p r e n o r p h i n e the degree of clinical pain relief
patches,
other
opioids such as oral morphine immediate release and
buprenorphine immediate release can be used for
breakthrough pain. Ensure that the patch is sticking well
to the skin of those patients who use to sweat heavily .
• For opioid naïve patients the starting dose recommended
by the manufacturers is 35 micrograms/hr. Not more than
two patches should ever be applied at one time The
maximum dose is 140 micrograms/hr. The patch should
be changed every three to four days.
Conversion rules
1. Oral dextropropoxyphene to oral morphine
Dextropropoxyphene is a weak opioid. The conversion factor
between dextropropxyphene and morphine is 12
i.e. a patient who is taking proxyvon (paracetamol / dextropropoxyphene 65mg) 1 cap 6 hourly should get morphine equivalent of
22mg a day. If that is inadequate to control the pain ,the patient should
be switched over to oral morphine 5mg 4 hourly (30mg per day)
2. Codeine to oral morphine
Codeine is a weak opioid. The conversion factor between codeine
and morphine is 10.
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i.e. a patient who is taking codeine tablets 40mg 4 hourly gets a total
dose of 240 mg of codeine/24hr. To convert this dose of codeine to an
equivalent dose of oral morphine, divide the codeine dose by 10. This
gives a total morphine dose per 24 hours of 240mg/10 = 24mg oral
morphine.
3. Immediate release oral morphine to modified release oral
morphine
Oral morphine is available in immediate release (i/r)
preparations which work for 4 hours.
Oral morphine is also available in modified release (m/r)
preparations such as MST (12 hours).
Immediate release(i/r)
morphine is used for patients who have unstable pain to assess
their opioid needs. It is safer to titrate the dose against the
patient’s pain with short acting preparations.
Caution should be exercised in patients who are elderly or in
renal failure since kidney excretes active morphine metabolites.
Thus it may be necessary to decrease the dose or increase the
time interval between doses. Patients should be titrated with
immediate release (i/r) morphine either as i/r tablets or solutions
depending on patient preference.
Once pain is controlled with immediate release preparations,
if modified release morphine preparations are available and
affordable (twice the price of normal release preparations) it is
possible to change over to twice daily dosing.
Method:
Calculate the 24 hour dose of 4 hourly (i/r) oral morphine
needed and split into 2 equal doses of 12 hourly (m/r) morphine.
e.g. morphine 20mg 4 hourly = morphine 120mg in 24 hours.
Therefore give MST 60 mg b.d
i.e. a patient who is being titrated on immediate release oral morphine
requires 6 doses of 5mg for 24 hours. To convert this to a modified
release preparation, work out the total 24 hour dose consumed- ( 5mg
X 6 doses = 30mg). For a 12h preparation such as MST, use total 24 h
dose/ 2 = 30mg/2 = 15mg b.d.
4. The rescue dose of oral morphine
The rescue dose of oral morphine is always given in an
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immediate release formulation. The breakthrough dose is
generally calculated in relation to the patient’s overall 24 hour
morphine requirements if under dosing or over dosing are to be
avoided. The breakthrough dose is generally calculated at the
dose equivalent to a 4 h dose (1/6th) of the patient’s current
opioid dose.
i.e.a patient who is receiving 60 mg of morphine every 24h, should
have a breakthrough dose of 60mg/6 = 10mg of immediate release
morphine.
5. 24 h oral morphine to 24h CSCI morphine
Morphine subcutaneously is 2 times more potent than oral
morphine.
i.e. a patient who is no longer able to swallow is currently on
MST 120mg b.d. To work out the equivalent dose of morphine to
be used subcutaneously for 24h,
a) work out the total dose of oral morphine per 24h = 120 X
2 = 240mg oral morphine. b) The equivalent dose of
morphine SC
=240/2 =120 mg morphine/ 24h
CSCI.
6. Oral morphine to fentanyl patch
First ensure pain is stabalised using oral morphine before
considering switching to a patch.
10mg oral morphine 4 hourly (60 mg/ 24hours) is approximately
equal to a 25 mcg/h transdermal fentanyl patch applied once in three
days.
Management of neuropathic pain
Up to 40% of cancer-related pain may have a neuropathic
mechanism involved.
Neuropathic pain may be difficult to control, so a wide variety
of treatments may be needed:
1st line
2nd line
WHO analgesicsOpioids
Ketamine
Antidepressants
Ligocaine infusion
Anticonvulsants
NSAIDs
Spinal analgesia
(epidural or intrathecal)
Radiotherapy
TENS
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Neurolytic procedures
(coeliac plexus block,
chemical lumbar
sympathectomy
Capsaicin

Chemotherapy

Corticosteroid

Drugs used in neuropathic pain
Potentiate des cending inhibitory pathw ay s
(norad renergic, s erotonerg ic) an ti-dep res s an ts
clon id in e
M embrane s tabilisers
local anaes th etics
an ti-arrh ythmics
opioid mo du lato rs
an ti con vulsan ts
( Ne rve dama ge)
Potentiate Ga bapentin
inhibitory neuro nes
an ticon vu ls ant s
benzo diazepines

X

D ecrea se s ponta neous
neurona l a ctiv ity
co rticos teroids
(local in jectio n o nly )
Blocka de of
NM DA receptor-io n com plex
ketamin e

I mpa ct on s ym pathetic nerv es
clonidin e

Use of adjuvants in
neuropathic pain

SPINA L ANALGESIA

NM DA receptor blocker
TRICYC LIC
A NTIDEPRESS ANT &
A NTICONVULS ANT

c

TRICYCLIC
ANTIDE PR ESSA NT OR
ANTIC ONVULSANT
C OR TICOSTER OIDS

Reproduced from ‘Symptom Management in advanced Cancer’ by Robert
Twycross
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Opioids in neuropathic pain
• Opioids are usually
Remember that most cancer
partially effective in
pains which seem to be
both cancer-related predominantly neuropathic
and non-malignant will also probably have a
neuropathic pain.
nociceptive opioid responsive
• Opioids other than element. Try WHO analgesic
morphine which ladder first
have been shown to
be effective are tramadol and fentanyl.
• Opioids are useful drugs in cancer-related neuropathic
pain because:
o many patients will have a co-existing
nociceptive pain
o there may be a nociceptive element to the pain
o opioids alone may control a third of neuropathic
pains and partially control a further third
If the pain is not responding well to first-line opioid and/or
opioid side effects are developing:
An alternative opioid analgesic may be tried (tramadol,
fentanyl) OR management of side effects can be tried
(haloperidol to reduce hallucinations)
Tricyclic antidepressants
• The mechanism of analgesic action is principally by
facilitation of descending inhibitory pain pathways.
(They inhibit pre synaptic reuptake of norepinephrine
and serotonin)
e.g. amitriptyline 25-100mg
imipramine 25-100mg
• Amitriptyline can increase the bioavailability of morphine
leading to opioid side effects. Start with amitriptyline
25mg (10mg in the elderly) HS. If there is no response by
day 5, increase the dose or according to clinical
circumstances, consider changing to an anticonvulsant
.Some patients do not see benefit until after 4-6 weeks of
treatment, and/or doses of up to 100mg/day. Severity of
pain and the patient’s prognosis will dictate how long to
prescribe antidepressants.
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• Many patients do not tolerate amitriptyline especially in
higher doses, therefore consider changing to imipramine.
Lower doses of tricyclic antidepressants are found to
produce pain relief and faster response when compared
with their doses used in depressive illnesses. Other
antidepressants which are used include venlafaxine,
mirtazapine.
Anticonvulsants
• These drugs work by dampening abnormal electrical
signals in the central nervous system
e.g. valproate 100-600mg b.d /. carbamazepine 100400mg t.d.s/. clonazepam 1- 4mg o.d. / gabapentin 100600mg t.d.s. / pregabalin 25-150mg b.d.
• Anticonvulsants have been considered better than
tricyclic antidepressants for lancinating or paroxysmal
pain, but evidence from studies does not support this.
• There is little to choose overall between antidepressants
and anticonvulsants for neuropathic pain in terms of
efficacy or adverse effects.
• There is little data to compare anticonvulsants in terms
of efficacy, although in one trial comparing the efficacy
of different anticonvulsants for lancinating pain, the
results sggested that clonazepam (benzodiazopine) was
superior to phenytoin, valproate and carbamazepine.
• Carbamazepine was used extensively, but clinical
experience in the palliative care setting suggested it was
often tolerated poorly by elderly, frail or ill patients, and
had numerous drug interactions. Carbamazepine tends
to result in more side effects particularly when used in
combination with other drugs. Doses should be built up
slowly to minimize adverse effects.
• Valproate has been recommended as an alternative to
Carbamazepine for use in palliative care, but more data
on its efficacy is needed.
• Clonazepam has been used in cancer-related neuropathic
pain, where there is an added element of anxiety.
• Gabapentin and pregabalin are licensed for all types of
neuropathic pain. Trials have shown benefit in nonmalignant and cancer-related pain. Doses of gabapentin
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up to 2400mg/ day have been used successfully (with a
few studies up to 3600mg/day). Pregabalin may be as
effective with fewer side effects than gabapentin. Some
physicians titrate the dose up from 25mg b.d. to minimize
the risk of drowsiness. Unlike the antidepressants,
anticonvulsants are pharmacologically diverse in their
actions, and there is good theoretical reason to try
alternative anticonvulsants. All anticonvulsants are used
in their typical ‘anticonvulsant’ doses.
e.g. Start with Valproate-Day 1-2 at a doze of 200mg HS,
Day 3-6 at 400mg HS , Day 7-10 at 600mg up to a
maximum daily dose of 1200mg or until pain is controlled.
Some patients do not get full benefit from anticonvulsants
until after 4-6 weeks of treatment
The severity of pain and the patient’s prognosis will
dictate how long to prescribe anticonvulsants.
Corticosteroids
• Corticosteroids (usually dexamethasone) may help
cancer-related neuropathic pain, either by reducing
inflammatory sensitization of the nerves, or by reducing
pressure on nerves caused by oedema.
• A high initial dose for a short (three-day) trial should
indicate whether it will be useful. The dose should then
be rapidly reduced to the minimum that maintains benefit.
• Although long-term corticosteroids are best avoided, they
can sometimes buy useful time whilst allowing other
methods (e.g. radiotherapy or antidepressants) to work.
• Hydrocortisone has a high minerallocorticoid effect
(causes salt and water retention)
• Dexamethasone has a relatively high equivalent
corticosteroid dose per tablet and less mineralocorticoid
effects than prednisolone, or methylprednisolone with
consequently less problems with fluid retention.
• Prednisolone causes less proximal myopathy than
dexamethasone
• If steroids are not helpful within three days, consider
stopping
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Relative anti-inflammatory steroid doses (approximate)
Steroid
Administration Equivalent dose
Dexamethasone
Oral /SC /IV
2mg
Prednisolone
Oral/Rectal
15mg
Hydrocortisone
Oral /IV
60mg
Methylprednisolone Oral /IV
12mg
Topical lignocaine
Topical lignocaine may be useful for superficial localised areas
of pain such as fungating wounds for short periods of time. 17 A
combination of lignocaine gel with morphine may also help
pain. Prolonged use may lead to skin sensitisation.
Ketamine
In lower doses, ketamine can be useful in refractory pain,
especially neuropathic in character. Use of ketamine is best
carried out under specialist supervision.
Management of poorly controlled pain
• Reassess pain and re-evaluate treatment on a regular
basis.
• Patients’symptoms can have frequent change and
consideration of changing dose or adding an adjuvant
analgesic should be kept in mind.
Check for following possible pain situations:
Adjuvant/ co-analgesic for different situations
Headache due to cerebral oedema

dexamethasone

Painful wounds

antibiotic

Liver capsule pain

dexamethasone

Gastric mucosa irritation

omeprazole, pantoprazole

Gastric distension

dimethicone+metoclopramide

Skeletal muscle spasm

baclofen/diazepam

Cardiac pain

nitrates/nifedipine

Oesophageal spasm

nitrates/nifedipine

Intestinal Colic

hyoscine butyl bromide
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Breakthrough pain
Breakthrough pain is a flare in pain of rapid onset, moderate to
severe intensity and of short duration . It does not include pain
that occurs because the dose has been inadequately titrated (end
of dose failure)
Includes:
Incident pain, when pain occurs in response to a specific activity
e.g. standing up, walking, changing wound dressings, rectal
examination, manual evacuation.
Spontaneous pain, when pain occurs without an obvious
aggravating cause
End of dose pain
If pain is experienced before the 4 hourly dose of (i/r) opioid is
due, the patient should be given a rescue dose of 100% of the 4
hourly dose. If rescue doses are required more than twice a day
on a regular basis, then this is an indication to increase the
regular 4 hourly doses.
When prescribing for continuous pain, remember
By the Clock – Regular intervals, not p.r.n
By the Mouth – Safe, cheap and convenient
By the Ladder – Proven method to control 90% of pain
Management of incident pain
• Analysis and avoidance of precipitating activities if
possible
Drugs
1. Oral morphine sulphate 20-30 minutes prior to procedure
2. NSAID taken prior to movement, but note that NSAIDs can
not be taken as and when required
3. Inj. ketamine (0.25-0.5mg/kg) taken PO/SL 15 minutes prior
to the procedure
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Bone pain management

• WHO analgesic ladder - Choose drugs according to
severity
• Radiotherapy
• A single fraction of radiotherapy aimed at a localised
area in the skeleton may prove beneficial in the relief of
bone pain, whereas more widespread bone pain may be
improved by wider field radiotherapy or by treatment
with a bone seeking isotope
e.g. radioactive Sumarium. NSAIDS (Non-Steroidal AntiInflammatory Drugs) - see previous NSAID section.
• Bisphosphonates
The bisphosphonates (e.g. pamidronate, zoledronate,
ibandronate, clodronate, and alendronate) are potent
inhibitors of osteoclast-mediated bone resorption. There
is good evidence that these are useful for reducing the
incidence of fractures in bone metastases particularly due
to multiple myeloma and breast carcinoma. However first
line treatment for bone pain remains NSAIDs combined
with opioids, if necessary. Pamidronate and zoledronate
are administered intravenously.
Clodronate, alendronate and ibandronate may be used
orally.Studies have shown some promise with oral
ibandronate in reducing the incidence of bone pain.

82

Headache
Headache due to raised intracranial pressure often responds
well to the use of steroids. These may have to be given in large
doses (16-32mg dexamethasone per day, before 3pm and titrate
according to response). Headaches are semi resistant to opioids,
hence paracetamol can be tried along with steroids.
Intestinal and urinary tract colic
Pain due to bowel cramps is largely insensitive to morphine but
can be eased by smooth muscle relaxants such as hyoscine butyl
bromide.
Liver capsule pain
The pain is caused by stretching of the peritoneum on the liver
surface and can often be eased by the use of steroids
(dexamethasone 4 -6 mg) to reduce oedematous distension
Muscle spasm
This can be hard to control, but the use of skeletal muscle
relaxants such as diazepam 2mg t.d.s. or baclofen 5mg t.d.s.
may be effective.
Regional analgesia
Nerve blocks
This may be appropriate if pain is not well controlled, or if the
usage of drugs is no longer possible due to intolerable side effects
and may be particularly useful if pain is localised in a segmental
distribution.
Common anaesthetic techniques in patients with terminal
cancer include:
Temporary analgesia : - local anaesthetics, steroids etc. are used
to produce temporary analgesia
e.g. myofascial pain (trigger point injection)
solitary rib metastasis
axial skeletal metastases
sacroiliac pain (sacroiliac joint injection)
chest wall pain (paravertebral block)
fractured neck of femur (lumbar plexus block)
head and neck pain (cervical plexus block)
postherpetic neuralgia
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Neurolytic analgesia : -aqueous phenol, alcohol are used to
produce long-term analgesia. These techniques are usually only
applied after a successful trial with a diagnostic block with
local anaesthetics.
Spinal analgesia : -epidural or intrathecal analgesia. Local
anaesthetics and steroids are common agents used.
Non-pharmacological interventions
A range of techniques exist to complement the pharmacological
approaches. These techniques are not just an adjunct to
medication but point to the centrality of holistic patient-centred
care. Not all approaches will be appropriate for every patient,
but there are patients for whom traditional medicine has some
benefit to offer.
Complementary
Therapies
Acupuncture
Reflexology
Touch therapy
Aromatherapy
Art therapy
Music therapy
Hypnotherapy

Other Non-Pharmacological
Interventions
Positioning
Reassurance
Good communication
Diversional therapy
Splinting of a fractured limb
Psychological support
Relaxation
Joint mobility - passive & active
Spiritual counselling

Background reading
1. Bruera E D 2010 Cancer Pain: Assessment and
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therapy for Chronic Cancer Pain: Practical Guidelines
for Converting drugs and routes of administration. CNS
drugs 9:99-109.
3. IASP Task Force on Taxonomy 1994. Classification of
Chronic Pain. IASP Press. Seattle.
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eds Oxford Textbook of Palliative Medicine. New York:
Oxford University Press,: 361-90.
5. Watson M, Lucas C, Hoy A 2006. In : eds Adult Palliative
CareGuidance (2006), 2nd edition. Surrey West Sussex
Hampshire(SWSH) Sussex Cancer network and Northern
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Questions
These questions can be used as an aid to revision.
1. How would you define palliative care, terminal care and
hospice care?
2. What is the difference between nociceptive and neuropathic
pain and why is this difference important?
3. What is the WHO analgesic ladder?
4. For pain management, give two examples each of:
a. weak opioids
b. non-opioids
c. adjuvant/ co-analgesics
d. strong opioids
5. For a patient receiving MST 120mg b.d, what is the
appropriate dose for breakthrough medication?
6. List some common causes of opioid- resistant cancer pain.
7. What is spiritual pain?
8. What classes of drugs are used to treat neuropathic pain?
9. What are the routes by which opioids can be administered?
10. What advice would you give to patient starting opioids?
11. Describe the steps that you would advise to convert MST
100mg b.d. to a fentanyl patch.
z
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Chapter VII

Management of GI Symptoms
Dr. Baburaj Chakrapani
Govt. Medical College, Alappuzha

Learning objectives
At the end of the chapter, the candidate should be able
1. To identify the common gastro intestinal problems in
palliative care.
2. Manage problems like oral thrush , stomatitis , dry
mouth,
nausea , vomiting , constipation and
diarrhoea
3. To manage intestinal obstruction in patients with
advanced Cancer.

Gastro intestinal symptoms
The guiding principles:
• Anticipation of problems before they occur.
• Ongoing assessment of treatments and their effectiveness.
• Appropriate prescribing of background medications as
well as medication for “breakthrough” symptoms
A sizeable proportion of palliative care is concerned with the
management of gastrointestinal symptoms. Traditionally such
symptoms have received less attention than pain management,
yet the same principles apply.
Patients with pain usually show a response or a lack of response
to treatment within hours. Patients with gastrointestinal
symptoms on the other hand may take several days to respond
to interventions and the temptation is thus to have a more lax
attitude to monitoring gastrointestinal problems. In reality the
doctor and nurse need to be much more attentive to these issues
which deceptively cause great patient morbidity, yet may not
declare themselves, until they have become major management
difficulties.
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An example of such an issue arises every time a patient is
prescribed a strong opioid for the first time. Waiting to see if the
patient will become nauseated or constipated may lead to major
problems.
1. The patient may become so nauseated that he/she refuses
all opioids.
2. The patient may become severely constipated with
serious and unpleasant consequences.
3. The patient and family may lose trust in the health care
professional. Such trust is one of the strongest tools in
helping patients and may be difficult or impossible to
repair if it is shaken so fundamentally.
Every time an opioid is prescribed for the first time or the dose of
a strong opioid is markedly increased, always prescribe or
increase the dose of a laxative. Antiemetics should be prescribed
for the first three to five days of a strong opioid being started or
a higher dose being initiated, but after five days can and should
be stopped as nausea due to the opioid side effects wears off. In
practice, if patients have tolerated analgesics on step two of the
analgesic ladder, without antiemetics they will probably not
need antiemetics when changing to strong opioids

Oral problems
Saliva is composed of mucinous as well as serous fluid, which
helps keep the mouth moist and healthy. Mucin has many
actions including antibacterial activity. Each day around 1.5
litres of saliva should be produced in the healthy population to
keep the mouth, teeth and gums healthy. This is often not the
case in patients with palliative care needs.
Patients with palliative care needs are particularly at risk of
oral problems even in the absence of local disease because:
• fluid intake tends to be lowered
• nutritional state is often reduced
• patients are often taking medicines, which dry up
secretions
• associated interventions such as radiotherapy in the face
and neck and chemotherapy predispose to poor oral
health. (Head and neck cancers have a very high incidence
in India)
• the patient’s capacity to take care of his/her own oral
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hygiene may be reduced
• there is frequent acceptance that oral problems aren’t
serious enough to mention
Ninety percent of patients in the palliative setting have oral
problems of varying severity. The underlying cause should be
sought and treated appropriately.
Assessment:
Assess symptoms and signs of problems such as altered taste,
oral pain, dry mouth, halitosis, ulcers, oral and pharyngeal
candidiasis or dental problems
Regular examination of lips, tongue, teeth and oral mucosa
Involve local dental team if necessary
Assess patient’s ability to carry out own mouth care effectively
General mouth care
The aim of good mouth care is to prevent problems before they
arise and to control unpleasant symptoms. Mouth care should
be undertaken routinely in all patients every 2-4 hours whether
or not they are able to care for themselves. Particular attention
needs to be paid to patients who are comatose, on steroid therapy
and receiving nasogastric tube feeding. Other patients who are
less at risk need less frequent, but regular mouth care. Care
includes cleaning the teeth with toothpaste and soft tooth brush
after meals, regular mouth rinsing, keeping the mouth moist
and looking and inquiring for evidence of problems such as
altered taste, halitosis, oral candidiasis, ulcers, denture problems
and oral pain. It can be anticipated that a diligent search will
often reveal a need for more meticulous mouth care.
Review of general dental hygiene should be done and request
for professional help from a dental surgeon should be sought if
necessary.
1. Oral candiasis (Oral thrush)
This is a condition where there is candidal infection of the oral
mucosa causing pain and difficulty in swallowing. There will
be intense inflammation which gives reddish appearance to the
mucosa and white patches in the mucous membrane which
may bleed on removal.
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Management options are
• nystatin suspension 1-2ml 4 hourly
• fluconazole 150mg daily for 7-14 days
• clotrimazole mouth paint
2. Stomatitis (sore mouth)
Stomatitis refers to painful inflammatory/infective/ ulcerative
conditions affecting the mucous membranes lining the mouth
and may be caused by:
• infection (including Herpes simplex and Candida
albicans)
• ulceration (malignant and non malignant ulcers)
• mucositis (post radiotherapy and chemotherapy)
• iron deficiency (angular stomatitis and glossitis)
• vitamin C deficiency (gingivitis and bleeding)
• dry mouth
Other causes of oral pain include:
• tumour infiltration
• dental problems
Management :
General measures:
• Frequent sipping of water and semi-frozen drinks
• Sucking ice-chips
• Chewing pineapple pieces
• Sugar-free chewing gum
• Petroleum jelly applied to lips
• Vegetable oil
• Consider saliva substitutes (expensive) especially before
meals
• Good oral hygiene
• Avoid foods that trigger pain e.g. acidic foods
• Avoid tobacco and alcohol
Specific measures
• Treat underlying cause if possible (e.g. infection)
• ENT/oncology review
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Drug management:
Local anaesthetic agents such as 2% lignocaine jelly or 4%
viscous, or choline salicylate gel (Zytee) can be used. Ulcers
may also be helped by soluble aspirin/ prednisolone
3. Dry mouth (xerostomia)
Xerostomia is the subjective feeling of a dry mouth and is often
associated with difficulties with speech, chewing and
swallowing and the need to keep drinking and loss of taste.
This is a common problem in advanced cancer and appropriate
management may involve the use of both saliva stimulants and
substitutes.
Causes:
• Drugs e.g. antimuscarinics, antidepressants, opioids,
diuretics etc.
• Candidiasis
• Dehydration
• Anxiety
• Mouth breathing
• Radiotherapy
• Oxygen therapy (non-humidified)
Management:
• Keep mouth as moist as possible
• Treat underlying cause if possible
• Review medications
• Basic oral care regimen (see previous page)
4. Halitosis
Halitosis means foul smelling breath. There can be many causes
for this condition. Few examples are
• oral causes: - poor orodental hygiene, dental caries,
gingivitis, malignant ulcers/growths
• sinusitis, malignant growths in the sinuses
• suppurative lung diseases
Diagnose cause, if oral
• metronidazole gargle
• frequent mouth wash
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• meticulous dental care
Occasionally a systemic course of metronidazole is required

Background reading
Books
1 Back I N (2001) Palliative Medicine Handbook. 3rd edn
Cardiff: BPMBooks.
2 De Conno F. et al (2004) Mouth care. In: Doyle D.H. et al eds.
Oxford Textbook of Palliative Medicine. 3rd edn. Oxford:
O.U.P.: 673-687
3 Regnard C.Tempest S (2004) A Guide to Symptom Relief in
Palliative Care. 5th edn. London: Butterworth- Heinemann.
4 Royal Marsden (2000) Drug and Therapeutics Advisory
Committee: Prescribing Guidelines.London: The Royal
Marsden Hospital: 106-107.
5 Twycross R (2001) Symptom Management in Advanced
Cancer.3rd edn. Oxford: Radcliffe Medical Press.
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Nausea and vomiting
“Nausea is an unpleasant feeling of the need to vomit often accompanied
by autonomic symptoms”
“Vomiting is the forceful expulsion of gastric contents through the
mouth”
Twycross
Nausea and vomiting are the symptoms which can cause
patients and their relatives deep distress. Of the two, nausea
causes most misery. Many patients can tolerate one or two
episodes of vomiting a day while prolonged nausea is
profoundly debilitating. Causes of nausea are multiple and it is
important to analyse the likely cause so that appropriate therapy
can be initiated.
There are many receptors involved in transmitting the neural
impulses connected with nausea and vomiting. These include
those for histamine, acetylcholine, hydroxytryptamine and
dopamine which are located in varying concentrations largely
in the vomiting centre and the chemo receptor trigger zone (CTZ)
in the mid brain. In simple terms, neural impulses from a variety
of emetic stimuli are relayed to these sites in the brain stem
triggering the vomiting reflex. Hydroxytryptamine is also found
in high concentration in the gut lining, and can be released
through bowel distension, radiotherapy, chemotherapy etc.
Opioid - induced nausea and vomiting
Opioids can cause nausea and vomiting through a number of
different mechanisms. These include stimulation of the chemo
receptor trigger zone,increased vestibular sensitivity, gastric
stasis, impaired intestinal motility and constipation.
Haloperidol is usually recommended as the first-line drug for
opioid-induced nausea and vomiting, however metoclopramide
(for gastric stasis), may be effective in certain patients. 5-HT3
antagonists have also been shown to be useful but are expensive
for long term use. It is worth considering reducing the opioid
dose . If nausea and vomiting are distressing, try another opioid.
The priority is to treat the nausea and vomiting aggressively, if
necessary with more than one anti emetic before reducing opioid
doses and causing the return of pain.
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Management
Non-pharmacological management of nausea and vomiting
• Control of malodour from colostomy, fungating tumour,
decubitus ulcer etc.
• A calm, reassuring environment away from the sight and
smell of food
• Avoid exposure to foods, which precipitate nausea
• Small snacks, e.g. a few mouthfuls given frequently are
often more effective than infrequent large meals.
• If the patient is the household cook, someone else may
need to take on this role
• Acupuncture. There is some evidence for its use.
Pharmacological management of nausea and vomiting
Causes of vomiting
Choice of antiemetic drug
Drug or toxin induced
haloperidol 1.5- 2.5 mg
nocte/b.d., metoclopramide
10mg t.d.s.
Radiotherapy
ondansetron upto 8mg t.d.s.
granisetron 1mg stat then
1mg b.d., haloperidol 1.5
nocte or b.d. ondansetron
4-8mg t.d.s.
Chemotherapy
granisetron1mg stat then 1mg
b.d, dexamethasone 4-8mg
o.d.(often as part of a
chemotherapy regime),
metoclopramide upto
20mg q.d.s.
Metabolic (hypercalcemia)
haloperidol 1.5mg
nocte or b.d.
Raised intracranial
dexamethasone 16-32mg the
pressure
morning
(dose is to be titrated)
Delayed gastric
Metoclopramide10-20mg
emptying
q.d.s. (gradually increased till
prokinetic effect is
satisfactory
or
extrapyramidal symptoms
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develop), domperidone
10-20 mg q.d.s
Gastric irritation
PPI (Omeprazole). Stop
gastric irritants (NSAID)
A single antiemetic may be adequate to suppress symptoms,
but if there are different causes of vomiting, it may be necessary
to combine drugs. For instance, if the causes of vomiting are
thought to be raised intracranial pressure and uraemia, it may
be necessary to combine metoclopramide and haloperidol and
an adjuvant, e.g. dexamethasone.
It may be possible to control nausea with oral medication but
persistent vomiting requires drug delivery by an alternative route
or more reliably subcutaneously by means of stat doses or
continuously via a syringe driver.
All antiemetics have side effects with which it is necessary to be
familiar. It is very easy to overlook minor extrapyramidal effects
of the dopamine antagonists and thus add to a patient’s distress.
For instance, haloperidol and metoclopramide may cause
restlessness and inability to keep still (akathisia). More marked
signs include parkinsonian effects such as stiffness and tremor.
The effect can be reversed by reducing or stopping the drug. If
necessary a small dose of a benzodiazepine can be given to
reverese the symptoms.
Note:
• Prokinetic drugs such as metoclopramide or domperidone
should be used with care if bowel obstruction is suspected
since they may increase gut colic and worsen vomiting
• Octreotide (expensive) dries up gastrointestinal secretions
tending towards constipation.
• Ondansetron and granisetron also are associated with
constipation
Identify the causes of nausea and vomiting that can best be
treated specifically
• Constipation - remember to do a rectal examination
• Gastritis - epigastric discomfort & tenderness?
• Raised intracranial pressure - headache & neurological
signs?
• Oropharyngeal candidal infection?
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• Hypercalcaemia - dehydration, confusion, thirst?
• Drug-induced - recent introduction of morphine?
• Intestinal obstruction
• Renal failure
If the first choice drug is unsuccessful or only partially successful
after 24h, increase dose or use different antiemetic(s)
• Nausea & vomiting in cancer is often multifactorial
• If confident that there is a single cause for nausea and
vomiting, consider increasing the dose of antiemetic
(especially metoclopramide) or changing to a second-line
specific antiemetic (e.g. ondansetron for chemotherapyinduced nausea)
• If not confident of the cause, empirically try one of the
other first-line antiemetics (metoclopramide, haloperidol)
• Combinations of antiemetics which act at different
receptor sites are often needed If using more than one
antiemetic, one from each class of antiemetics should be
used
• Antispasmodic drugs such as hyoscine butylbromide
(buscopan) may antagonise the prokinetic
metoclopramide, and should not be used together
General points
• Always give antiemetics regularly -not p.r.n.
• If vomiting is preventing drug absorption, use an
alternative route e.g. subcutaneous
• Dexamethasone 4mg daily often contributes an antiemetic
effect for nausea and vomiting of unknown mechanism
• Check blood urea and electrolytes, liver function tests
and calcium
Renal failure -consider lowering the dose of opioids, or
changing to an opioid that is better tolerated in renal failure
(e.g. fentanyl)
Hypercalcaemia - should be treated first with rehydration then
intravenous bisphosphonates if available.
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Background reading
Books
1 Baines M (1998) Nausea, vomiting and intestinal
obstruction. In Fallon M. ed. ABC of Palliative Care. London:
BMJ Books: 16-18.
2 Mannix K (2004) Palliation of nausea and vomiting. In: Doyle
D.H. et al eds. Textbook of Palliative Medicine. 3rd edn.
Oxford: O.U.P.: 459-468.
3 Twycross R. Wilcock A. (2001). Symptom Management in
Advanced Cancer. 3rd edn. Oxford: Radcliffe.
4 Watson M, et al (2006). Adult Palliative Care Guidelines.
London: The South West London Cancer
5 Network and others Wilkins P (1997) Update on anti-emetics.
In: Kaye P. ed. Tutorials in Palliative Medicine.
Northampton: EPL Publications: 150-170.
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Constipation
Constipation is characterised by difficult or painful defaecation
and is associated with infrequent bowel evacuations and hard
faeces.
Constipation can be extremely debilitating and can become the
patient’s overriding concern. A good history is required,
particularly as constipation is subjective and depends on the
patient’s normal bowel habit and how the patient defines
“constipation”. Patients will need full explanations of the cause
of their constipation and reassurance regarding management.
Stool frequency varies considerably in the normal population;
45% of patients are constipated in the palliative care setting.
Complications of constipation include a general feeling of
bloating and rectal fullness, pain, bowel obstruction, overflow
diarrhoea and urinary retention all of which cause great distress
and every effort must therefore be made to avoid them.
Causes
Disease related
• Immobility leading to decreased peristalsis
• Decreased food intake
• Low residue diet
Fluid depletion
• Poor fluid intake
• Increased fluid loss (vomiting, polyuria, fever)
Weakness
• Inability to raise intra-abdominal pressure (general
debility, paraplegia)
• Inability to reach toilet when urge to defecate occurs
Drugs
• Opioids (90% of patients taking opioids need laxatives)
• Diuretics
• Somatostatin analogues (octreotide)
• Antimuscarinics
(phenothiazines,
tricyclic
antidepressants)
• Hyoscine derivatives
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• Serotonin inhibitors (ondansetron)
Biochemical causes
• Hypercalcaemia
• Hypokalaemia
Others
• Embarrassment in public setting
• Pain on defecation (fissure in ano)
Management
Non-pharmacological management of constipation
• Access and ability to get to the toilet may be more
important than a supply of laxatives
• Timing and privacy–impatience from patients and carers
leads to straining and bracing
• Straining compromises defaecation and damages pelvic
floor function
• A squatting position facilitates efficient funnelling of the
pelvic floor, favouring defaecation
• Put feet underneath knees, if necessary using a step/
pillow to bring knees above hip level
• Rest forearms on thighs, curling upper body forward,
with head drooping slightly forward
• Look at the hands resting on thighs. No tension should
be felt in the shoulder girdle
• Blow silently, slowly and gently. At the end of the breath
feel the upper abdominal muscles pulling in
• Wait and repeat the slow blowing as often as necessary
As far as possible patients should be encouraged to eat a normal
balanced diet and drink plenty of fluid. This may not be possible
for all the reasons outlined previously .
Pharmacological management of constipation
Laxatives
1st line: Stimulants (senna,bisacodyl)
Avoid stimulant drugs if there is the possibility of intestinal
obstruction. Bisacodyl is useful with a softener such as docusate
for opioid induced constipation
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2nd line: Faecal softeners (docusate or liquid paraffin)
These are useful in conjunction with a stimulant (docusate +
bisacodyl)
(It may be safer to use docusate
alone in resolving intestinal
obstruction).

Traditionally laxatives
divided into
• Stimulants
• Osmotic agents
• Bulking agents
• Faecal softeners
In reality, these categories are
arbitrary as there is much
overlap between the agents

3rd line: Osmotic agents
(lactulose,magnesium salts,
macrogols)
Polyethylene glycol in the
palliative setting is commonly
used particularly in intractable
constipation and faecal
impaction.Sufficient intake of fluid may reduce the dehydrating
effect sometimes seen with osmotic laxatives.
Bulk forming agents (methylcellulose, ispaghula husk,
Fybogel). Patients are rarely started on these preparations in the
palliative care setting since they may aggravate constipation
when used with reduced fluid intake. They are also unpalatable
and may aggravate anorexia.
Rectal agents (glycerol suppository, bisacodyl suppository)
Bisacodyl is a rectal stimulant and should be placed in direct
contact with the rectal mucosa. If appropriately placed, it should
stimulate evacuation within one hour.
Glycerol is a faecal lubricant which facilitates defaecation by
softening the stool, with which it should be placed in contact.
Glycerol also acts as a rectal stimulant through its mildly irritant
action.
For more severe constipation:
Phosphate enema (proctoclys) is used to stimulate bowel
clearance. This can be repeated daily until effective bowel
movement occurs.
Rectal laxatives are sometimes necessary but should never take
the place of an appropriate prescription of an oral laxative.
Treatment of faecal impaction
The treatment of faecal impaction is usually managed in stages.
Generally only one stage should be implemented in each 24
hour period, but assessment of a patient’s individual need and
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his/her normal bowel habit should be taken into consideration
first. Macrogols (Movicol) are also licensed for use in faecal
impaction.
Soft faeces palpable in rectum
• Bisacodyl suppositories
Hard faeces palpable in rectum
• Bisacodyl and glycerol suppositories
• Plain warm water/saline enema
• Sodium phosphate enema and increase oral laxatives
• Gentle manual evacuation with lubrication
Do not attempt manual evacuation of impacted stool without
considering sedation or analgesia if the patient is distressed.
In circumstances of intractable constipation, close consultation
between nursing and medical colleagues is vital and a clear
strategy for managing the problem should be achieved.
Rectum empty but ballooned (beware as mechanical intestinal
obstruction could be present)
• Stage 1 Plain warm water enema
• Stage 2 Sodium Phosphate enema and increase oral
laxatives
Laxatives for constipation
Category
Examples
Stimulant Laxatives
Bisacodyl

Osmotic laxatives

Description
Senna and bisacodyl
rely on bacterial
Senna
transformation in
the large bowel to
produce active
derivatives and so
have little effect on
small intestine.
Glycerol (supps) Partial stimulant
Lactulose
Mild irritant on
rectal mucosa
Polyethylene
Osmotic
glycols
laxatives are not
absorbed from the
gut and retain water
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Phosphate
enemas

Faecal softeners

Docusate

in the lumen by
osmotic action.
This increase in
volume will cause
peristalsis and
consequent
expulsion of faeces
Acts to reduce
surface tension and
improves water
penetration into the
stools

Onset of action of common laxatives
Drugs

Onset of action

Bisacodyl tab.

10 to12 hours

Bisacodyl supps.

20 to 60 minutes

Senna

8 to12 hours

Lactulose

48 hours

Docusate

24 to 48 hours

Glycerin supps.

1 to 6 hours

Phosphate enema

20 minutes

Polyethylene glycol (Movicol)

48 hours

Comments
Stimulant laxatives can cause abdominal cramps and should
be avoided in patients with intestinal obstruction. Faecal
softeners can cause abdominal distension and abdominal
cramps.
Diarrhoea
Diarrhoea is the passage of frequent loose stools. It has been
defined as the passage of more than three unformed stools within
a 24-hour period. As with constipation, patients can understand
“diarrhoea” in different ways and clarification of the term is
always required.
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Prevalence
Diarrhoea is less common than constipation in patients
requiring palliative care. Up to 10% of patients with palliative
care needs complain of diarrhoea. (in particular, 27% of HIV
infected patients are reported as having diarrhoea)
The common causes of diarrhoea in the palliative care setting
1. Imbalance of laxative therapy especially when laxatives
have been increased to clear severe constipation. This is
the commonest cause.
Diarrhoea should settle within 24 hours if laxatives are
stopped and reintroduced at a lower dose
2. Drugs such as antibiotics, antacids, NSAIDS, iron
preparations, chemotherapeutic agents etc.
3. Faecal impaction may be associated with fluid stool
which leaks past a faecal plug or a tumour mass
(“overflow diarrhoea”)
4. Radiotherapy involving the abdomen or pelvis is likely
to cause diarrhoea especially in the second or third week
of therapy.
5. Malabsorption of fat or water
Carcinoma of head of pancreas will cause blockage of
the passage of pancreatic secretions into the gut.
Steatorrhoea will result since fat is not absorbed
adequately.
Gastrectomy resulting in poor mixing of food.
Vagotomy can cause increased water secretion into colon
Ileal resection reduces the ability of the small intestine
to reabsorb bile acids. These acids increase fluid in the
colon and contribute to explosive diarrhoea. Resection of
over 100-cm of terminal ileum will outstretch the liver’s
capacity to compensate for the bile salt loss and fat
malabsorption will again compound the diarrhoea.
Colectomy. Immediately following surgery for a total or
a near total colectomy, the water in the gut cannot be
adequately absorbed. Although this tends to settle over a
week, the bowel seldom returns to its pre- surgical
function. The small intestine is unable to adequately
compensate for the loss of this colonic water-absorbing
capacity. This can lead to an ongoing daily loss of an
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6.
7.

8.
9.

extra 400 –1000ml of gut fluid rectally.
Such patients often require an ileostomy and need an
extra litre of fluid and 7g of extra salt a day with vitamin
and iron supplements.
Bowel fistulae
Colonic or rectal tumour can cause diarrhoea through
causing partial bowel obstruction or through increased
mucus secretion.
Endocrine tumours (rare) which secrete hormones
causing diarrhoea. e.g. carcinoid tumour
Odd dietary habits.

Diagnosis of diarrhoea patterns
Defaecation described as “diarrhoea”experienced only two or
three times a day without warning suggests anal incontinence.
Profuse watery stools are characteristic of colonic diarrhoea.
Sudden onset of diarrhoea after a period of constipation raises
suspicion of faecal impaction.
Alternating diarrhoea and constipation suggests poorly
regulated laxative therapy or impending bowel obstruction.
Pale, fatty offensive stools (steatorrhoea) indicate malabsorption
due to either pancreatic or ileal disease.
Investigations
Faecal impaction needs to be excluded by a rectal and abdominal
examination. Persistent watery diarrhoea requires investigation
as appropriate.
Treatment
Cause for the diarrhoea should be sought prior to giving
antidiarrhoeal agents. The presence of fever or blood in the stool
should prompt further discussion to ensure that the most
appropriate treatment is given.
General Measures
Increase fluid intake, frequent sipping of water.
Reassurance that most diarrhoea is self-limiting.
Specific drug treatment
Causes
Fat malabsorption

Treatment
Pancreatin

103

Radiation diarrhea
Ondansetron
Pseudomembranous colitis Metronidazole 400mg t.d.s.or
vancomycin 125mg q.d.s.
Profuse secretory
Somatostatin analogues diarrhoea
(octreotide) although very
expensive, have a place in the
management of severe,
profuse, secretory diarrhoea,
such as that associated with
HIV infection, when other
agents have failed to work.
It is best given via asyringe
driver.
Non-specific drug treatment
Opioids such as codeine or loperamide
These act via gut opioid receptors to reduce peristalsis and
increase anal sphincter tone. Loperamide alone does not cross
the blood brain barrier and is the antidiarrhoeal opioid of choice.

Intestinal obstruction
This most commonly occurs with carcinoma of the ovary or
bowel. The obstruction may be intramural, intraluminal or
extraluminal due to surrounding peritoneal disease and is often
at multiple sites. In addition, there is often a clinical obstruction
in the absence of a mechanical lesion(“functional obstruction”).
A plain X-ray abdomen may be helpful in excluding
constipation.
In the presence of advanced peritoneal disease, the most likely
cause of obstruction is malignant tumour. However the cause
may also be due to benign factors such as adhesions. If the
patient is fit enough, a surgical opinion should be sought and
the advantages and disadvantages of laparotomy assessed. The
potential mortality and morbidity associated with surgery
should be weighed against quality of life in a patient whose
prognosis may only be predicted to be a few weeks or months.
If surgical intervention is inappropriate, symptomatic
measures using medication are the mainstay of treatment. The
evidence for the standard ‘drip and suck’approach is lacking;
it may cause considerable distress and is ineffective in 80% of
patients.
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Management of intestinal obstruction in patients with
advanced disease
The management of intestinal obstruction requires close
attention to detail and clinical experience because treatment
options will change according to the patient’s response.
If the obstruction is incomplete or mainly functional, it may
resolve spontaneously.
1. Reduce bowel wall oedema:
Dexamethasone 8-16mg SC (before 3.00pm as late
administration may interfere with sleep) is given for three-day
trial If this is helpful and vomiting subsides, it may be useful to
consider continuing with oral steroids. If dexamethasone is not
helpful after three days, it should be stopped (unless the patient
has been on longer term steroids - more than a week - in which
case it should be tailed off slowly).
2. Stimulate gut motility:
Metoclopramide 30-120mg/24h via subcutaneous infusion.
Commence with 10mg t.d.s SC. The dose can be steadily increased
on a day by day basis until patient is relieved of obstruction or
they develop colic or extrapyramidal side effects. Beware of any
increase in gut colic and stop if obstruction is not resolving.
Such a trial should be initiated early in the day when the patient
can be closely monitored. For complete obstruction or obstruction
not resolving with the above measures in 24-48 hours, focus on
treating symptoms rather than the underlying cause.
3. To reduce colic and intestinal secretions:
Hyoscine butylbromide. 40-240mg/24h via subcutaneous
infusion
4. Nausea and vomiting:
Haloperidol 2.5 - 5mg/24h via subcutaneous infusion
Promethazine 25mg t.d.s SC
5. Constipation:
Ensure that reversible constipation is not contributing to the
obstruction Gentle rectal measures or a small dose of a faecal
softener such as docusate may be used particularly if there is no
colic and obstruction is thought to be colonic and subacute.

105

More vigorous measures should be avoided for fear of
aggravating symptoms.
Other measures for management of intestinal obstruction:
1) Reduce or encourage reabsorption of gut secretions and
reduce intestinal motility using:
• hyoscine butylbromide (Buscopan) 40-240mg/24h via
subcutaneous infusion
• octreotide 300-600 micrograms/24h via subcutaneous
infusion
2) Nasogastric tube
If vomiting is not subsiding or if very distressing and/or faecal,
it may be necessary to use a nasogastric tube after full discussion
with the patient and carers. This is a very infrequent practice in a
hospice setting.
3) Venting gastrostomy
With the advent of somatostatin analogue therapy e.g. octreotide,
the need for venting gastrostomy has been reduced. In occasional
situations, with clinically stable patients who are distressed by
vomiting but who have a prognosis of at least weeks and who
are keen to resume oral intake, it may be an option to discuss a
venting gastrostomy,fluids and possibly nutritional support.

Background reading
Books
1 Baines M (1998) Nausea, vomiting and intestinal obstruction.
In: Fallon M, ed. ABC of Palliative Care. London: BMJ Books:
16-18.
2 Fallon M, O’Neill B (1998) Constipation and diarrhoea. In:
Fallon M, ed. ABC of Palliative Care. London: BMJ Books:
23-26.
3 Sykes N.P (2004) Constipation and diarrhoea. In: Doyle D.H.
et al eds. Textbook of Palliative Medicine. 3rd edn. Oxford:
O.U.P.: 483-496
4 Twycross R. Wilcock A (2001). Symptom Management in
Advanced Cancer. 3rd edn. Oxford: Radcliffe Medical Press.
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5 Watson M, et al (2006). Adult Palliative Care Guidelines.
London: The South West London Cancer Network and others

Questions
These questions can be used as an aid to revision
1. List the symptoms of oral candidiasis and their
management
2. List five causes and management of Xerostomia
3. Enumerate five reasons for opioid induced nausea and
vomiting.
4. Enumerate non-pharmacological management of nausea
and vomiting.
5. List three categories of laxatives differentiating the
machanism of action.
z
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Chapter VIII

Mangement of Respiratory
Symptoms
Dr. Ramamani P.V.
KMIO, Banagalore

Learning objectives
At the end of the chapter, the candidates should know
1. To look for and manage reversible causes of
breathlessness.
2. Non-pharmacological management of breathlessness
3. Use of oxygen in palliative care.

Breathlessness
Breathlessness is present in 70% of patients with cancer in the
last few weeks and 25% in last week of life
It is often intermittent occurring in episodes with respiratory
Breathlessness occurs in 50% of patients referred for palliative
care, and is experienced most commonly with cancers of the
lung, breast, prostate, colon and rectum, although in 25% of
these patients there may be no inevidence of lung or pleural
involvement. In cancer, breathlessness is interpreted as
having a sinister significance and may therefore cause more
distress than the same degree of breath lessness in a control
population.

rate upto 30-35 to 50-60 /min and patient feels exhausted
Breathlessness restricts activities and results in loss of
independence, frustration anger and depression. Dyspnoea at
rest can induce severe anxiety leading to panic attacks
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Pathophysiology
The pathophysiology of breathlessness is compli-cated and not
fully understood. Normal breathing is maintained by regular
rhythmical activity in the respiratory centre in the brain stem.
This is stimulated by mechanical receptors (stretch receptors in
the airways, lung parenchyma, intercostal muscles and
diaphragm) and by hypoxia and high levels of CO2 (detected by
chemo receptors in the aortic and carotid bodies and in the
medulla). In malignant lung disease, breathlessness is usually
due to distortion and stimulation of the mechanical receptors
and blood gases are often normal.

Breathlessness

PANIC

Lack of understanding
Fear of Dying

Increased Anxiety
Breathlessness is a common trigger for panic
Management
Three treatment principles
o Correct the correctables
o Drug treatment
o Non-Drug Treatment
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Correct the correctables
Look for reversible causes of breathlessness.
• Do not assume that it is directly caused by cancer.
• Reversible causes of breathlessness, such as congestive
heart failure, an exacerbation of chronic obstructive
pulmanory disease (COPD), cardiac arrythmias, anaemia,
pleural/pericardial effusions, bronchial infection and
pulmonary emboli, should be treated appropriately.
• Breathlessness due to lung cancer per se can be alleviated
in a high proportion of patients with radiotherapy or
chemotherapy
Table 4.2 Reproduced from introducing PALLIATIVE CARE
second edition by ROBERT TWYCROSS

Correctable causes of Breathlessness
Causes
Treatment
Respiratory Infections
Antibiotics
Physiotheraphy
COPD/asthma
Hypoxia
Obstruction of Bronchus ,or
superior vena cava
Lymphangitis carcinomatosa
Pleural effusion
Ascites
Pericardial effusion
Anaemia
Cardiac Failure
Pulmonary emblolism

Bronchodialators
Corticosteriods
Physiotheraphy
Trial of Oxygen
Corticosteriods
Radiotheraphy
Stent
Laser(bronchus only)
Corticosteroids
Dieuritics
Bronchodialotors
Thoracocentesis
Drainage and pleurodesis
Diuretics
Parcentesis
Parcentesis
Blood transfusion
Epoetin
Diurectics
ACE inhibitors
Anticoagulation
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Symptomatic treatment
1. Bronchodilators
• Even in the absence of obvious “wheeze”, there may be
an element of reversible bronchoconstriction.
Try
Oral Salbutamol 2-4 mg tds
Or terbutaline 2.5 -5mg tds
Or deriphyllin100 mgtds
Or salbutamol 2.5-5mg Qid via nebulizer
Or salbutamol inhaler 2puffs Qid using a spacer
• Beware of increased anxiety tremor and tachycardia if
used regularly.
• Ipratropium 250-- 500 micrograms 6 hourly via nebuliser
or 2puffs of inhaler Qid via spacer may help to loosen
tenacious secretions
• Salbutomal may be beneficial in absence of reversible
bronchospasm as it increases muscle strength
important particularly in patients still ambulant
2. Steroids
• Reduction of peri-tumoral oedema may improve
breathlessness due to multiple lung metastases and
lymphangitis. Benefit should be apparent within 7 days.
• Try dexamethasone 4-8mg p.o. daily, for one week trial. If
there is no improvement it may be discontinued.
3. Opioids
• Morphine reduces inappropriate and excessive
respiratory drive and substantially reduces the
ventilatory response to hypoxia and hypercapnia. By
slowing respiration breathing is made more efficient and
the sensation of breathlessness is reduced.
• Morphine does not cause CO 2 retention if used
appropriately and is useful in patients with cancer and
with terminal respiratory failure due to chronic
obstructive pulmonary disease.
• In such circumstances a trial of oral morphine 2.5mg 4
hourly is appropriate. The dose may be escalated if well
tolerated but doses above 10-20mg 4 hourly are unlikely
to produce further benefit.
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• Sustained release morphine seems to be less effective for
breathlessness than immediate release morphine
preparations given 4 hourly.
• Nebulised morphine is still used in some units but its
effects have been shown to be equal to that of nebulised
saline, which also has some benefit
4. Benzodiazepines
• Benzodiazepines with shorter half lives can be useful in
crisis situations but there is then a risk of reactive agitation
and anxiety as the effect wears off quickly.
• Panic with hyperventilation and the fear of suffocation
may worsen breathlessness.
• Trial of lorazepam 1-2mg S/L p.r.n.is beneficial (works
fast and is well absorbed sublingually). Midazolam 25mg SC as a stat dose is another choice.
• Diazepam can be given in very anxious patients not
responding to opioids and other non drug measures
Dose 5-10 mg per dose orally and 2-5mg per dose in the
elderly.Diazepam may also be helpful in panic attacks
5. Theophyllines
These can significantly reduce the sensation of breathlessness
in the absence of any bronchodilator effect.
• Try theophylline m/r 200mg b.d. The half-life of
theophylline may be increased in hepatic impairment,
heart failure and with certain drugs including cimetidine,
ciprofloxacin, and erythromycin. The half-life is
decreased in smokers, heavy drinkers and by phenytoin,
carbamazepine and barbiturates
6. Oxygen:
• Oxygen is often only helpful if there is hypoxia and cyanosis.
•

Pulse oximetry could be used to confirm hypoxia and an
improvement in oxygen saturation with treatment.
• Oxygen may help in sudden episodes of hyperventilation due
to panic, pulmonary oedema or pulmonary embolus and may
be of benefit in COPD or lymphangitis.
• The costs of initiating oxygen therapy are considerable in
financial, social, psychological, logistical and safety terms. It
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should not be undertaken lightly and only after a full discussion
of the cost benefits have been explored.
• Oxygen is best given by nasal prongs 4L /m as they do
not interfere with social contact of the patient
7. Other measures/non drug treatment
We should openly acknowledge the patient's fear and feelings
of terror and panic associated with the acute exacerbations . It
is important t o explain to the patients. The futility of invasive
ventilation of the patient at this point should be discussed.
• Drainage of pleural effusions may be appropriate, even
though fluid reaccumulates within a few days.
• Relaxation techniques, physiotherapy in the form of
breathing exercises etc. may be very helpful.
• Directing a stream of air over the face can reduce the
sensation of breathlessness.
• Explanation that the awareness of breathing will be
reduced by the drugs and that patients can feel more in
control is essential.
• Breathing techniques to be explained.
• Teaching patients how to cope with this situation along
with relaxation skills .
• Occupational therapists can also help patients to manage
their everyday activities through advice on energy
conservation and use of appropriate adaptive
equipments.
• As a symptom breathlessness tends to cause more concern
among health care professionals than other common
distressing symptoms such as pain.
• A calm, positive, logical approach can do much to
alleviate the distress of the patient and their family.
• Occasionally breathlessness is very difficult to control
despite the above measures especially in the terminal
situation.
• Sedation may then be necessary with the primary
intention of reducing the patient's suffering.
• Managing dyspnoea at home is particularly challenging
and carers need to be taught how best to support the
patient. It is helpful to let the family know that the terminal
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•
o
o
o
o
o
o
o

event in patients with dyspnoea is not a sudden inability
to breathe but a gradual sleeping away.
Simple measures include the following
ensuring good ventilation
use of a fan to encourage a flow of air across the face
calm environment
avoid tight clothes
keeping mouth moist
Small regular doses of oral morphine 2.5mg 4-6hourly or
Lorazepam 0.5 - 1mg S/L can be very effective for acute
exacerbations

Terminal breathlessness
Patients often fear suffocating to death .A positive approach to
the patient and their family about the relief of the terminal
breathlessness is therefore important
• No Patient should die with distressing breathlessness.
• Failure to relieve terminal breathlessness is a failure to
utilize drug treatment correctly.
• Give an opioid with a sedative anxiolytics by CSCI and
SC prn eg .morphine with midazolam
• If the patient becomes agitated or confused (sometimes
aggravated by midazolam ) haloperidol should be added.
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Reproduced from Hospital Guidelines -Palliative care
Flow chart for management of breathlessness
Created by : VJ PERIYAKOIL

Dyspnoea- Mechanisms
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Dyspnoea- Mechanisms
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Dyspnoea- Mechanisms

Cough:
• Affects up to 90% of lung cancer patients at some point in
their cancer journey .Can affect patients with other
primary diagnoses such as oesophageal carcinoma and
those with metastatic lung involvement particularly
breast cancer.
• Can be very debilitating particularly if spasmodic
• Identify and treat the correctible causes
• Consider physiotherapy and postural drainage
Drugs useful in cough
• Simple linctus as an antitussive
• Nebulised saline
• Short acting oral opioids:- central antitussive action
• Oral steroids:- helpful in lymphangitis
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Management of Cough
STEP ONE

Treat reversible causes

Simple linctus

STEP TWO

Low dose short acting
opioids

Nebulized saline

STEP THREE

trial of steroids

Ask for help

Haemoptysis
Haemoptysis - Management
Step one

Diagnose the cause and treat the possible

Step two

Palliative Radiotherapy

Step Three

Ask for help

o Explore and acknowledge fears and expectation of
patients and families and deal with them honestly.
o Radiotherapy: Both external beam and endobronchial
RT are effective in reducing frequency and severity of
haemoptysis.
o Laser treatment if available is highly effective.
o Anti fibrynolitics: such as tranexamic acid may help some
patients
o Steriods helpful in haemoptysis due to tumour
progression

Questions
These questions can be used as an aid to revision.
1. Enumerate revresible causes of breathlessness.
2. Write use of oxygen in palliative care.
3. Enumerate non-pharmacological management of
breathlessness.
z
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Chapter IX

Management of Heart Failure in
Palliative Care
Dr. Shoba Nair
St. John’s Medical College and Hospital, Bangalore

Learning objectives
At the end of the chapter, the candidate should
1. Know to manage chronic heart failure (CHF) in palliative
care setting
2. Similarities and differences between CHF and
malignancy
3. Common drugs used for the management of CHF

Chronic heart failure
Definition
Chronic heart failure is a progressive, fatal disease and is the
final common pathway of many cardiovascular diseases.
Heart failure is defined by the European Society of Cardiology
as the presence of symptoms of heart failure at rest or during
exercise and objective evidence of cardiac dysfunction (usually
on echocardiography)
End –stage cardiac disease can be defined as patients with heart
disease having a life expectancy of 6 months or less. Such
patients usually have grade 4 breathlessness , hypotension,
clinical features of cardiac failure and an ejection fraction of
less than 20 %.( 1)
Disease Burden
Heart failure is a chronic illness and affects the Quality of life
(QOL) of the patient as well as the carers. Chronic Heart failure
patient has a high mortality rate and symptom burden.(2) Most
of the patients are unaware of the disease process and prognosis
of the disease. Richard Harding, in his study on “Improving
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end of life care for patients with chronic heart failure” described
an un willingness by the clinicians to disclose poor prognosis.(3)
Illness trajectories may help clinicians to plan and deliver
appropriate care that integrates active and palliative
management.(4) If patients and their carers gain a better
understanding by considering illness trajectories, this may help
them feel in greater control of their situation and empower them
to cope with it’s demands .Compared with all other patients,
heart failure patients incur greater costs through increased
physician visits, hospital admissions, and the need to spend
twice as many days in intensive care units.(5) End-stage heart
failure has one of the largest effects on quality of life of any
advanced disease.(6) Patients living with serious illness have
identified the following as their top-priority needs from the
healthcare system- adequate pain and symptom management,
avoidance of inappropriate prolongation of dying, achievement
of a sense of control, relief of the burden on others, and a
strengthening of relationships with loved ones.(7) Although
heart failure patients are often assumed principally to suffer
from fatigue and dyspnea, a majority have pain, and depression
is extremely common.(8) Other sources of suffering include
edema, insomnia, anxiety, sion, anorexia, and constipation.(
9,10)
Incidence
It is predominantly a disease of old age (mean 75 years).A
diagnosis of heart failure has huge cost implications because of
hospital admissions and long term use of medication.
Prognosis
40% of patients die within 1 year of diagnosis. 50% of patients
die suddenly and 25% without worsening of their heart failure
symptoms. This can occur at any stage of the disease. There are
no reliable prognostic models either for poor/overall prognosis
or sudden death.
Relevant pathology and physiology
Coronary artery disease and hypertension are the commonest
causes of heart failure. The direct insult is of mechanical pump
failure, and this initiates an ongoing, complex cascade of
haemodynamic, metabolic, neuroen
docrine and renal dysfunction . This constitutes the syndrome
of chronic heart failure.

120

Flow chart showing pathophysiology of heart failure

Clinical features
Breathlessness, fatigue and ankle swelling are the classic
symptoms of heart failure. Orthopnoea is a sensitive ‘measure’
of fluid overload. Fluid retention causes not only breathlessness,
cough and dependant oedema but also anorexia, nausea,
abdominal bloating and pain.
New York Heart Association (NYHA) functional classification
Class

Symptoms

I

Heart disease present, but no undue
dyspnoea

II

Comfortable at rest; dyspnoea on
ordinary activities

III

Less than ordinary activity causes
dyspnoea, which is limiting

IV

Dyspnoea present at rest; all activities
causes discomfort
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Other common symptoms which are poorly recognized and
therefore frequently not treated include:
• pain - common, severe, prolonged and distressingprobably due to a combination of angina, liver capsule
distension and co-morbid disease like arthritis
• anxiety and depression - severe in a third of hospitalized
patients.
•

anorexia, nausea, vomiting and constipation

• weight loss - usually mild, but severe cachexia is a poor
prognostic sign
•

loss of libido

• psychological
morbidity-Poor
information,
communication and understanding for patients are
widespread and contribute to psychological morbidity.
• Significant functional impairment in activities of daily
living and social isolation are common long before the
end of life. Compared to the patient s with cancer who
exhibit a rapid decline from approximately 5 months
before death, here the pattern of functional decline is slow.
Table showing similarities and differences between heart
failure and malignancy
Similarities

Differences

Breathlesness

Prediction of life expectancy
more difficult

Weight loss

Mistaken belief that condition is
more benign than cancer

Cachexia

Oedema more prominent in
heart failure

Lethargy

Lack of local pressure effects

Pain
Anxiety and depression
Poor mobility
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Insomnia and confusion
Postural Hypotension
Jaundice with
abnormalities
of liver function test
Increased infection risk
Anaemia
Polypharmacy
Fear of the future
Management
Disease specific management
• Education of patients and carers including diet (salt
intake, alcohol), weight reduction, importance of exercise
and abstinence from smoking.
• The cornerstones of drug treatment are angiotensinconverting enzyme (ACE) inhibitors and beta blockers.
They both improve symptoms and slow disease
progression. Diuretics are used to control fluid overload.
Symptom management
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1 Ensure heart failure treatment is optimal. This is the first
step in achieving good symptom control. Diuretics may need
frequent dose changes to control fluid overload. Avoid
overuse of diuretics, which may cause dizziness, nausea,
poor sleep and fatigue.
2 Avoid drugs which may worsen cardiac function. These
include some drugs commonly prescribed in cancer
palliative care practice. Both NSAIDs and Cox II inhibitors
can worsen heart failure. Tricyclic antidepressants are best
avoided as they are cardiotoxic. The antiemetic cyclizine
which is not available in our country can also worsen cardiac
failure.( 11)
3 Actively seek out and manage other likely symptoms.
pain : follow the WHO ladder. Avoid NSAIDs and alter
opioid dosing schedules as for patients with impaired
renal function
nausea : try haloperidol for a biochemical cause and
metoclopramide for gastric stasis.
anxiety and depression : treat conventionally (with or
without drugs.) Newer classes of antidepressants such
as sertraline (a selective serotonin reuptake inhibitor) and
mirtazepine are safer than tricyclics. They are less likely
to affect cardiac conduction, cause postural hypotension
or interact with other drugs
breathlessness: this may include correction of anaemia
and use of low dose opioids. The non-pharmacological
approaches used in respiratory rehabilitation and lung
cancer management may also be followed.
4. Adopt a palliative approach to physical, psychological,
social and spiritual needs while actively pursuing and
managing identified needs. Patients and carers may need
help to manage the uncertainty of a future with a high chance
of sudden death.

Background reading
Books
1 Oxford text book of palliative medicine - 4th edition

124

Articles
1 Bekelman DB, Havranek EP et al 2007 . Symptoms,
depression, and quality of life in patients with heart failure.
J Card Fail. ; 13: 643–648.
2. Goodlin SJ 2005 . Palliative care for end-stage heart failure.
Curr Heart Fail Rep.; 2: 155–160
3. Harding R, Beynon T et al 2009 . . Provision of palliative care
for chronic heart failure in patients: How much do we need?
BMC Palliat Care.; 8: 8.
4. Harding R et al 2008 . Meeting the Communication and
Information Needs on Chronic Heart Failure Patient. Journal
of Pain and Symptom Management ,; 36(2) : 149 -156
5. Liao L, Anstrom KJ et al 2007. Long-term costs and resource
use in elderly participants with congestive heart failure in
the Cardiovascular Health Study. Am Heart J. ; 153: 245–252.
6. Selman L , Harding R et al 2007 . Improving End of Life Care
for patients with chronic heart failure : Let’s hope it will get
better when I know in my heart of hearts it won’t . Heart ; 93
:963-967
7. Singer PA, Martin DK, Kelner M 1999 . Quality end-of-life
care: patients’ perspectives. JAMA. ; 281: 163–168.

Questions
These questions can be used as an aid to revision.
1. Enumerate common symptoms which are poorly recognised
in patients with heartfailure.
2. Enumerate four similarities and differeneces between
heartfailure and malignancy
z
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Chapter X

Management of Urological
Symptoms in Palliative Care
Dr. M.S. Jayakrishnan
Primary Health Center, Pookkoottor, Malappuram

Learning objectives
After completing this chapter, candidate should :
1. Know about common bladder symptoms
2. Know various techniques of urine collection
3. Know about management strategies in Neurogenic
bladder
General considerations
Voiding dysfunctions and other urological problems are common
in patients requiring palliative care. This may result from
physical impairments, neurological etiology, cognitive
dysfunction, or medications. A palliative care professional
should be able to recognize the problem, understand the etiology,
and prescribe appropriate management strategy.
Anatomy
Fundus of the bladder is composed of detrusor (smooth muscle)
which expands freely upto 300 -500 ml, and transitional
epithelium which also allows considerable stretching.
Trigone is the triangular area at the base of the bladder, defined
by the entrance of ureters superiorly and urethra inferiorly. It is
relatively unexpandable. The ureters enter obliquely through
detrusor muscle, which prevents reflux of urine.
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The male urethra is 17-21 cm long, has internal sphincter
composed of preprostatic smooth muscles, and external
sphincter composed of striated muscles of pelvic floor.
Female urethra is 4 cm long, and continence is maintained by
pelvic floor mainly.
Innervation
"you pee with your parasympathetics, you stop with your sympathetic"
Sympathetic: (T10-L2) via hypogastric nerves. Alphaadrenergics supply internal sphincter of bladder neck, and betaadrenergics supply detrusor. Stimulation causes contraction of
bladder neck and relaxation of detrusor and thereby assists in
urine storage.
Parasympathetic: (S2-S4) via pelvic nerve, supplies detrusor.
Stimulation facilitates detrusor contraction and voiding.
Somatic: (S2-S4) via pudental nerve; innervates external urethral
sphincter.
Sensory: Pelvic, pudental and hypogastric nerves conduct to
S2,3,4 and T11,T12,L1,l2 respectively.
Sacral micturition center: S2,3,4 segments. Responsible for
reflex detrusor contraction.
Supraspinal: Afferent fibres from bladder stretch receptors pass
to micturition centre in pons. Pontine micturition center coordinates detrusor contraction and voluntary relaxation of
external urethral sphincter. Frontal cortex provides voluntary
control over micturition. Sensation of filling experienced at 100
ml, and sensation of fullness sensed by frontoparietal cortex at
300-400 ml. Bladdder pressures higher than 40 mm of H2O will
lead to functional upper urinary tract obstruction and eventually
hydronephrosis.
Small capacity bladder: Chronic inflammation of bladder wall
leads to replacement of healthy collagen and muscle with
inflexible fibrous tissue. Some common causes includes long term
indwelling catheterization, chronic bladder denervation, late
complication of radiotherapy, cyclophosphamide cystitis etc.
Neurogenic bladder: Anatomical classification based on level
of lesion-
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Type of lesion
Examples

Site of lesion

Suprasacral
lesions.

Infrasacral
lesions.

Supraspinal
lesions.

traumatic spinal
cord injury,
transverse
myelitis,
syringomyelia

Cauda equine
injury, diabetes
mellitus,
Guillain-Barre
syndrome

stroke,
head injury,
brain tumour,
multiple
sclerosos

Located above
Located between located below
pons and conus conus medullaris pons
medullaris
and involves
sacral micturition
center or
peripheral nerves

Bladder volume

Large volume
bladder, may
progress to low
volume high
pressure bladder
over time.

low capacity
bladder with
involuntary
contractions due
to lack of
inhibition by
cerebral cortex
on sacral
micturition
center.

intravesical
pressure

high

high

High

Sensation

often absent.

often absent.

often absent

external
sphincter

Dyssynergia
voiding attempt
or detrusor
contraction leads
to contraction of
external
sphincter which
leads to high
intravesical
pressure.

Detrusor
Detrusor activity hyperreflexia:
areflexia:
bladder
decreased or
contracts
inappropriately, absent detrusor
involuntarily and contractions.
independent of
volume.
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No sphincter
dyssynergia
because pontine
micturition
center is intact

Detrusor
hyperreflexia

Common urinary symptoms
Frequency, urgency and incontinence.
Hesitancy and retention
Dysuria
Hematuria
Bladder spasms
Some useful definitions
Frequency: passage of urine seven or more times during day or
twice or more during a night.
Urgency: A strong and sudden desire to void.
Urge incontinence: The involuntary loss of urine associated
with a strong desire to void.
Stress incontinence: The involuntary loss of urine associated
with coughing, sneezing, laughing, jumping etc.
Dysuria: Pain during and/or after micturition.
Hesitancy: A prolonged delay between attempting and achieving
micturition.
Management strategies in neurogenic bladder
• Timed voids (Voiding at set intervals rather than waiting
for sense of fullness)
Useful for patients with:
i. hyperreflexia producing urgency and incontinence
ii. sphincter weakness as in elderly females, multiparous,
post hysterectomy, post TURP
iii. Normal bladder function, but incontinence due to poor
cognition, aphasia, or impaired mobility.
• Bladder stimulation techniques
a) Credes maneuver: forcefully mechanical squeezing of
urine by applying pressure over bladder.
b) Valsalva's maneuver: bladder emptying by increasing
intra abdominal pressure.
c) Suprapubing jabbing or tapping (percussing)
• Urine collection devices
a) Diapers absorb urine, facilitates care, allows social
integration. Disadvantages are: need to change frequently
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(2-4 hourly) or else potential for skin breakdown.
Expensive and difficult to change. Often used in
incontinent demented patients with adequate bladder
emptying.
b) Condom catheters need to change once daily, less bulky,
but chance of penile skin breakdown. Slight increase in
UTI.
Indwelling catheters
May be urethral or suprapubic.
For long term use, indwelling catheters are less preferred if
patients are convenient with intermittent catheterization.
Suitable for patients with inadequate hand function and where
caregivers cannot perform SIC, and for patients with continuous
incontinence.
Important management principles
• Ensure adequate fluid intake.
• Change catheter every 2-4 weeks. (unless for silicone
coated catheters)
• Avoid traction on catheter, especially when turning or
transferring.
• Prevent reflux of urine into bladder.
• Ensure good perineal care. Ensure that rectum is not
loaded with fecal matter, and avoid frequent soiling of
perineum.
Complications with long term indwelling catheters
Frequent UTI, development of low capacity bladder and fibrosis,
urethral trauma, strictures, fistula, increased incidence of
bladder stones and bladder malignancy, impairs with sexual
function. Etc.
Clean intermittent catheterization (CIC)
• Suitable for patients who require long term intervention.
Saves them from many complications of indwelling
catheters.
• Sterile technique was introduced in 1950s, later in 1972,
clean technique was proposed and proved successful. It
is easier to perform and more practical than sterile
technique.
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• Suitable for low pressure bladder of >300 ml capacity.
May be combined with anticholinergics if bladder is
hyperreflexic.
• Strategy is to catheterize frequently enough to prevent
bladder overdistension (<500 ml)
• Timing based on fluid intake-output records. Usually,
start trials every 4 hourly. Adjust intervals so that urine
output is less than 500 ml at a time and there is minimum
incontinence in between. Minimum of 3 catheterizations
per 24 hours is recommended. Longer intervals may
increase risk of symptomatic bacteriuria.
• Functionally, self intermittent catheterization can be
managed by men with SCI below C6 level and women
with lesion below C7 level. Those with higher level of
lesion require assistance for intermittent catheterization.
Complications of CIC
Symptomatic bacteriuria, urethral trauma, incontinence (may
combine with anticholinergics or condom collection devices in
this case.)
Drugs used in the treatment of neurogenic bladder
• Incontinence due to hyperreflexic bladder, with urinary
frequency, urgency, and urge incontinenceanticholinergic drugs are useful.
Eg. Oxybutynine
5 mg orally 2,3 or 4 times daily (may
start with 2.5 mg)
Propantheline
Tolterodine

7.5-15 mg 3 times daily
2 mg orally 2 times daily (long acting
preparations of 4 mg for once daily
use)

Tricyclic antidepressants
Amitrypyilene and
Imipramine

25- 75 mg daily may be used as
single dose at bedtime or in 3
divided doses. (higher doses upto
150 mg are occationally needed)

• Retention or hesitancy due to sphincter contraction or
bladder outlet obstruction due to prostatomegaly-
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Alpha antagonists
like terazosin
or prazosin

1 mg orally at bedtime
1 mg orally at bedtime. (dose can
increased further.) useful also in
sphincter detrusor dyssynergia.

Complications of voiding dysfunction
Urinary tract infections
• A common cause of morbidity. Usual presentation is with
dysuria, frequency, urinary incontinence, fever,
hematuria etc. In patients with SCI, may present as
increased spasticity, new onset of urinary incontinence,
autonomic dysreflexia, cloudy and odorous urine,
malaise, lethargy or sense of uneasiness.
• In elderly, presentation may be subtle and atypical as
confusion, lethargy etc.
• In patients with long term indwelling catheterization or
intermittent catheterization, asymptomatic bacteriuria is
common and their eradication is difficult or almost
impossible, and not warranted usually.
• Prophylactic or frequent or long term use of antibiotics
for this purpose is controversial.
• On the other hand, prompt treatment is warranted in
patients with symptomatic UTI. Empirical treatment with
antibiotics, based on knowledge about the antibiotic
responsiveness of locally prevalent urinary tract
pathogens if possible, is the first line of treatment.
• Trimethoprim/sulfamethoxazole, nitrofurantoin, or oral
fluoroquinolones are usual first line drugs for empirical
therapy.
• In refractory or more seriously ill patients, urine culture
and sensitivity studies are indicated, and proper
antibiotics should be used, in proper dose and for the
proper duration. Oral or intravenous hydration is equally
important.
• Education to the family on the importance of perineal
hygiene in the prevention of UTI is of paramount
importance.
• Other complications of voiding dysfunction are
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vesicoureteric reflux, hydronephrosis, pyelonephrites,
renal stones, bladder stones, autonomic dysreflexia and
increased risk of bladder neoplasms
• Routine evaluation of urinary system is recommended in
patients with neurogenic bladder, atleast once in every 2
years. It includes renal ultrasound with post void residual
volume, serum creatinine, creatinine clearance, 24 hour
urine collection for analysis etc. Cystoscopy, CT, IVP and
other urodynamic studies are sometimes indicated.

Questions
These questions can be used as an aid to revision.
1. Which part of the autonomic nervous system aids in bladder
voiding ?
2. What are the characteristics of bladder involvement in a
supra spinal lesion like CVA a supra sacral lesion like
traumatic spinal cord injury
3. What are the possible management strategies for a patient
with neurogenic bladder due to supra sacral lesion of spinal
cord ? What are the merits and demerits for each of them ?
4. What are the complications of long term indwelling
catheters?
5. What are the practical points to be considered while training
a patient in self-intermittent catheterisation ?
z
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Section V

Chapter XI

Nursing Issues in Palliative Care
Ms. Alice Stella Verginia, Ms. Geetha M., Ms. Vanaja A
Pain and Palliative Care Society, Calicut
Ms. Shalaka Chandorkar
Tata Memorial Center, Mumbai

Learning objectives:
At the end of the chapter, the candidate should be able to
1. Identify common nursing issues in chronically ill and bed
ridden patients
2. Practically manage issues related to stoma care , fungating
wounds, lymphedema care.

I Stoma care
Palliative stoma care is very important to improve the quality of
life of patients. This is achieved by giving the most efficient
management & involving the family in the care of patients .
Nurse plays an important role in the guidance of optimum care
through skilled teaching, empathy and communication.
Stoma
Ostomy : an opening created in the body for discharge of body
wastes.
Stoma ( Greek meaning - mouth or mouth like opening) is an
artificial opening that is surgically created in the body.
Types of ostomy :
Input : Tracheostomy ,Gastrostomy ,Feeding ileostomy
Output : Colostomy ,ileostomy , Urostomy
Colostomy
In a colostomy the stoma may be performed from any section of
the large bowel e.g. end or terminal sigmoid colostomy.
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Colostomy can be classified in several ways.
1. According to duration: Temporary or permanent
2. According to location: Ascending, Transverse ,Sigmoid .
3. According to procedure : Single barrel ,Double barrel ,
Loop
Care of colostomy
1. Pre operative management
2. Post operative management
3. Irrigation
Pre operative management consists of :
Explanation, emotional support, site marking and preparing
the patient and family to accept the colostomy.
Post operative management :
a. Immediate post operative period :
1. Assessment of stoma( colour ,size, whether working )
2. Peristomal skin care,
3. Diet ,
4. Daily activities (Travelling, clothing ,games,) ,
5. Bag care demonstration and
6. Psychological preparation in stoma care.
b. Late post operative period
1. Irrigation
2. Irregular bowel movements( constipation ,diarrhea)
3. Obstruction
4. Skin excoriation
5. Complications (Prolapse, Retraction, stenosis,
Herniation, Stomal oedema, Bleeding)
Peristomal skin problems
Causes
• Due to frequent change of adhesive appliances. allergic
reaction occurs and skin becomes painful .
• Chemical breakdown - due to prolonged contact of urine
or faeces with peristomal skin
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1. Care of skin :
• Clean the skin with soap and water
• Keep it clean and dry with a soft cotton cloth.
• Use correct size bag
• Empty the bag when it is ¾ full
• Avoid powder or cream on peristomal skin
• For skin excoriation, apply Karaya powder with egg white
/Zinc Oxide with oil
• Use antifungal powder in case of fungal infection
• To prevent bad smell, put a small piece of charcoal in the
colostomy bag.
2. Diet
• Control gas forming food
• Control gas forming food
• Reduce food items that give smell to effluent eg : cabbage,
meat, garlic ,onion etc. Minimise use of chilies and
spices in food .
• Use of same type of cooking oil to prevent diarrhea
• Increase fiber diet and fluids in colostomy patients to
prevent constipation.
3. Games - Avoid rough games to prevent stoma injury
4. Travel - protect stoma with a bag or a book. Keep extra
colostomy bag while travelling
5. Sexual life -Support, advice, encouragement and counseling.
6. Irrigation
• Start irrigation after three months of surgery / CT/ RT.
• Do not irrigate if there is diarrhoea, .
• Do not irrigate ileostomy.
• Use 1 to 1.5 litres of water for irrigation.
• To make it a habit formation, irrigation should be done daily at
a fixed time for the first 21 days and continued throughout
life.
In summary, provision of stoma care service involves
considerable financial commitment. Most of our patients
experience difficulties in coping with these stoma and suffer
psychological distress .A stoma care nurse is competent in over
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coming this problems by facilitating rehabilitation and
improving the quality of life.
.

II Tracheostomy care
A tracheotomy is an artificial opening made into the trachea
through the neck
Aim of tracheostomy
• To provide and maintain a patent airway
• To enable the removal of tracheo-bronchial secretions
A tracheostomy may be performed as a temporary, permanent
or emergency procedure .
Parts of a tracheostomy tube
Outer tube
Outer tube held in place by a ribbon or tie which is passed
through the loops on either side of the opening of the tube.
Inner tube
Fits inside the outer tube. The inner tube is held in place by a
small flip lock which is located on the top part of the outer tube.
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1. Routine care
• Cleaning inner tube - thorough cleaning of the inner tube
should be done with soap and water
•
Sterilization of the tube in boiling water for 10 minutes
or in betadine / hydrogen peroxide solution also is
advised .
• Inner tube to be removed and cleaned frequently
• Outer tube should not be removed. Clean the tube plates
thoroughly with gauze soaked in saline.
• Care should be taken not to allow the cleaning solution to
enter the stoma while cleaning. It may be aspirated in to
the lungs.
• Train the patient to clean the tube by him/herself using a
mirror.
• Oral hygiene to be maintained
• Prevent entry of insects inside tracheostomy tube
2. Skin care
• Clean the skin around the tracheostomy with gauze
soaked in saline. Protect the skin with a gauze pad, which
is cut in the middle so that it can be placed in between the
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outer tube and skin (Vaseline gauze can be used to
prevent skin excoriation).
3. Suction
Careful suction may be done for not more than 5 seconds. It is
indicated only if copious secretions are present.
4. Humidification of air
Place wet sterile gauze on the tracheostomy tube. This helps in
humidifying the inhaled air and filters the dust
5. Changing the tie
Tie is used to fix the tube in position. Tie should be changed
when it is dirty. Preferably black tie should be used. The tie
should not be too tight or too loose. There should be one finger
gap between the tie and the skin.
6. Speech therapy and communication
The patient is advised to take deep breath, then close the stoma
with finger and then speak. They may be provided with calling
bell or paper and pen for communication .
7. Prevent the entry of water directly in to the stoma while
bathing, swimming, & shaving
II Management of fungating wound
Introduction
Fungating wounds are very distressing for patients with
advanced cancer. The term ‘fungating’ refers to a malignant
process of both ulcerating and proliferative nature. Lesions that
have a predominantly proliferative growth pattern may develop
into a nodular ‘fungus’ or ‘cauliflower’ shaped lesion, whereas
a lesion that is ulcerating will produce a wound with a craterlike appearance. These fungating wounds may develop during
the last few months of life.
They are caused by infiltration of the skin by a local tumour and
recurrent or metastatic spread from a primary tumour.
Sometimes a chronic wound may undergo malignant
transformation to produce a fungating wound. Loss of
vascularity is a major source of problem associated with these
wounds. Because of the loss of tissue viability and consequent
necrosis, anaerobic and aerobic bacteria proliferate in these
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conditions and is probably the cause of malodour and exudate
that are commonly associated with these wounds.
Aim of management
• The ideal aim is complete healing through either local or
systemic treatment which may involve surgery,
radiotherapy, hormonal manipulation or chemotherapy.
•
If such treatment is inappropriate or unsuccessful as
often is the case, then care is directed to minimize pain,
infection, bleeding, odour and psychological trauma.
Treatment should be realistic and acceptable to the
patient and carers.
• The primary aim is the promotion of comfort (as opposed
to healing) and the enhancement of quality of life which
may hitherto have been severely impaired.
• Following assessment of the problems, choose a dressing
regime to meet the needs of the patient.
• Be prepared to change and experiment since there are no
‘rights’or’wrongs’.
• Vaseline gauze or a simple dressing material which can
be sterilized in a •pressure cooker• at home are
affordable options.
• There are numerous commercially available products for
cleaning and dressing. The simplest products may be the
best and the most cost- effective. The criteria are comfort,
acceptability and availability.
Physical and psychosocial problems associated with
fungating wound
Physical problems

Psychosocial problems

Anatomical location

Body image

Bleeding

Communication difficulties

Comfort of dressings

Cosmetic of dressing

Condition of surrounding
skin

Denial

Condition of wound bed

Depression
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Devitalized tissue

Embarrassment

Exudates management

Fear

Frequency of dressing
changes

Guilt

Infection

Impact on family

Malodour

Information needs

Pain related to dressing
changes

Restrictions due to dressing
changes

Pruritis

Revulsion/disgust

Size/shape

Self-respect/self-esteem

Tunneling/undermining

Sexuality

Wound pain

Shame
Social isolation
Social support/resources

1. Management of malodour
Wound malodour is probably the most distressing symptom for
patients and is caused by bacterial infection in devitalized tissue
within the wound. This can also be devastating for the patient’s
family and caregivers, as wound malodour may be constantly
detectable and can trigger gagging and vomiting reflexes. The
presence of a pervasive malodour can lead to embarrassment,
disgust, depression and social isolation and may have a
detrimental effect on sexual expression causing relationship
problems.
Debridement:
Malodour is usually due to breakdown of proteins in dead tissue
by anaerobic bacteria, therefore debridement is important The
main aim of management is to kill the anaerobic organisms
which are responsible for the odour formation and to filter out
any malodour. Debridement removes necrotic tissue and
bacteria and is the primary treatment for malodorous fungating
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wounds. Surgical or sharp debridement, however, is not
recommended because of the increased tendency of these
wounds to bleed.
Antibiotic therapy:
Antibiotics destroy the bacteria responsible for malodour. The
antibiotic most commonly used is Metronidazole. This may be
given systemically, but side effects such as nausea, neuropathy
and alcohol intolerance may affect patient acceptability. A poor
blood supply to the wound may further reduce the effectiveness
of systemic treatment. Topical preparation of Metronidazole
powder has been used successfully. This powder is usually
applied once daily for 5-7 days but may need to be repeated
more often to keep malodour under control.
Sugar paste and honey:
Recently sugar paste and honey has come back into use, mainly
due to the emergence of many antibiotic resistant strains of
bacteria, and both have antibacterial and debriding properties.
The high sugar content of these products produces a hyper
osmotic wound environment that inhibits bacterial growth and
assists in wound debridement. Honey also contains bactericidal
hydrogen peroxide, which is slowly released as the honey is
diluted in wound exudates; while specific types of honey may
have plant derived antibacterial properties.
Activated charcoal dressings:
Can have an immediate effect on wound malodour. Activated
charcoal acts by adsorbing the volatile odour causing molecules,
preventing their escape from the local wound area.
Natural live yoghurt
There is little research to support the use of live yoghurt, it may
help for wound debridement and prevent the growth of bacteria,
there by ensuring healing. It also lowers the pH of the wound
environment .The yoghurt is applied to the wound and left for
10 minutes, then thoroughly rinsed off and appropriate
dressings applied.
2. Management of exudates
Fungating wounds often produce excessive amounts of exudate
which can be difficult to manage. Increased permeability of
blood vessels within the tumor and secretion of vascular
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permeability factor by tumour cells are the most likely causes
of high exudate levels; exudate production may also be increased
if infection is present. Large volumes of uncontrolled exudates
may cause leakage from the dressing and staining of the patient’s
cloth. This again can cause significant psychosocial problems
for patients and carers. Effective management of wound exudate
is likely to increase both patient confidence and comfort. A
variety of dressings have been evaluated for the management
of exudate from fungating wounds.
3. Pain
There are a number of mechanisms that can cause fungating
wounds to be painful. The tumor, for example, may be pressing
on nerves and blood vessels, or there may be exposure of the
dermis. Patients often describe their pain as a superficial
stinging sensation. Painful procedures such as the use of
inappropriate cleansing technique or removal of a dressing
which adheres to the wound bed may also have an impact on
the pain experienced by the patient.
Management: Wound pain should be assessed using the
numerical or categorical scale. Analgesic drugs should be
prescribed using the World Health Organization (WHO)
guidelines for the control of cancer pain and in accordance with
local prescribing guidelines. It may also be useful to give the
patient a pre-medication before dressing change or a booster
dose of their usual opiod, for example giving oral analgesic in
coordination with the dressing time.
• Deep pain aching /stabbing /continuous pain - Adjust
systemic analgesics. Give an extra dose of morphine half
an hour before dressing
• Superficial pain / burning / stinging - local application
of sensorciane , lignocane jelly or opioid soaks 10 minutes
before dressing.
• Incidental pain- occurs only on movement. Inj: ketamine
S/L 0.25mg-0.5mg kg/dose
• To minimise pain during dressing, previous dressing
materials should be soaked and removed
• Another method is the use of non-adherent dressings .
• Maintaining the wound in a moist environment will not
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only reduce dressing adherence but will also protect
exposed nerve endings. Pain can be kept in check by using
a dressing material that requires less frequent changes.
• Irrigation of the wound with warm saline rather than
cleaning with a gauze swab will, in some cases, reduce
pain.
• Complementary therapies can play an important part in
pain management; therapies such as relaxation,
distraction or visualization may help anxious and
stressed patients who have a heightened response to
pain.
•
Chemotherapy, radiotherapy, hormone therapy or a
combination of these anti-cancer therapies may help to
shrink the wound by destroying malignant cells,
reducing pressure on nerves and other structures and
decreasing the area of exposed tissue. This may have a
significant effect on the level of pain experienced by the
patient.
4. Bleeding:
Wound bleeding is common in fungating wounds. This occurs
because malignant cells erode blood vessels, and may be
compounded by decreased platelet count / function. Profuse,
spontaneous bleeding can be distressing for both patients and
their carers, while damage to fragile tissues during changing of
dressings may exacerbate bleeding.
Management: Preventive measures are important to reduce the
risk of bleeding.
• Using non-adherent dressings that maintain a moist
environment, and cleansing by irrigation rather than
swabbing, will reduce the risk of trauma and subsequent
bleeding.
• Gentle removal of dressing after soaking with saline or
water is a good practice.
• Oral antifibrinolytics such as tranexamic acid may also
help.
Ethamsylate 250 - 500mg(PO/ IV) TDS or QDS is another
option
• Sucralfate powder may be applied to wounds with a
small amount of bleeding. Topical adrenaline or
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tranexamic acid can also be applied, but they should only
be used under medical supervision and caution is
advised as adrenaline may cause ischemic necrosis due
to local vasoconstriction. Excessive, uncontrolled
bleeding may need referral to a surgeon for cautery or
ligation .
5. Maggots
If maggots are present apply or flush plain turpentine in to the
wound with a syringe. Wait for 10 minutes. Remove maggots
with the help of forceps . Repeat the dressing with turpentine
for about 3 to 4 days to remove all maggots
6. Infection:
This is usually chronic and localised. Thorough bath before
dressing reduces malodour ,infection and washes off exudates.
The wound should be cleaned with normal saline or preferably
under running water. If the surrounding areas are inflamed,
especially if there is spreading inflammation, antibiotic(s)
should be used. The commonest organisms grown in fungating,
cancerous wound and in pressure sores include coliforms,
anaerobes, Staphylococcus aureus and group G beta- haemolytic
streptococcus. Staphylococcus aureus is probably the
commonest pathogen.
Antibiotics such as ciprofloxacin, trimethoprim or erythromycin
should cover most common infections . Metronidazole may be
needed for anaerobic infections. Topical metronidazole gel /
solution or even powdered metronidazole tablets mixed with
lignocaine gel is particularly useful for eradicating the
associated noxious smell. Remember that agents such as
cephalosporins which cover a wider spectrum of bacteria
increase the risk of Clostridium edificial diarrhoea.
7. Patient's comfort
By trial and error, a combination of dressings and top packing
that will be most comfortable to the patient should be used.
8. Cosmetics
The best cosmetic effect possible should be achieved in order to
boost the patient’s confidence.
9. Psychological effects
• Attention to detail
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• Ensure leak proof/odour proof appliances
• Give necessary information
• Proper explanation to lessen the sense of isolation and to
enhance confidence and morale of the patients.
Simple measures for wound dressing
(These following tips are practised at Jeevodaya hospice,
Chennai)
1. Instead of commercially available gauze , used- cotton
sarees or any soft cloth can be made into gauze pieces
and gamgee pads. Coloured pads have the advantage of
masking the colour of blood or exudates from wounds.
2. Preparation of Vaseline gauze
Gauze can be cut into desired size, smeared with vaseline,
piled up and autoclaved [or using pressure cooker].The
vaseline melts and coats the pieces uniformly. This works
out much cheaper than commercially available vaseline
gauze/tulle
3. Papaya as dressing material
Raw papaya can be cut into thin slices and placed
directly on wounds when surface is even before
bandaging. If the wound surface is uneven, the central
part of the raw papaya can be made into a pulp and
applied as a paste on the wound. We have found this
very useful in promoting healing of bed sores along with
other measures
4. Controlling malodour from wounds Ayurvedic
preparation - ginger grass oil which has a pleasant and
soothing odour - 2 - 3 drops in half a litre of water smeared around the wound [not directly on the wound]
to mask the foul-odour
• Few drops of ginger grass oil can be added to the
water used for mopping the floors
• To control the malodour for bed-ridden patient
with RVF [Recto-vaginal fistula], the following
measure can be tried.
Place several sheets of newspaper under the thin
sheet below the waist of the patient. The carbon
in the newspaper is said to adsorb the mal
odour.
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III Lymphoedema
Lymphoedema is accumulation of lymph in the interstitial space
of sub cutaneous tissue or is an excessive and persistent
accumulation of extra vascular and extra cellular fluid and
proteins in tissue spaces. It occurs when lymph volume exceeds
the capacity of the lymph transport system and it is associated
with the disturbance of the water and protein balance across
the capillary membrane.
Lymphoedema can be primary or secondary .
Primary lymphoedema-cause is more often congenital. Example
: Congenital malformations, lymphatic aplasia or hypoplasia ,
congenital vascular incompetence.
Secondary LymphoedemaInfection and inflammation: - lymphangitis, lymphadenitis etc.
Obstruction or Fibrosis: - trauma, disease (cancer), surgery,
radiotherapy
Signs and symptoms
• Swelling- Usually unilateral unless the disease/ trauma
is extensive
• Slow onset, non pitting oedema
• Skin changes - dry thickened skin, deep creases. Peau d’
orange appearance,
• Stemmer’s sign - inability
to pinch a fold of skin at
the base of second digit.
• Hyperkeratosis
• Papillomatous lesion
• Lymphorrhoea
• Joint stiffness and muscle
Figure showing Lymphodema
strain
• Discomfort, heaviness and
pain
Psychological issues
• Altered body image
• Anxiety and depression
• Reduced adjustment to illness
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• Difficult in wearing clothes
• Reduced working capacity
• Reduced social contact
• In cancer, fear of recurrence and reminder of the disease
Four corner stones of management
1 Skin care
2 Compression (bandage / Hosiery)
3 Massage
4 Exercises
1. Skin care: • Keep the skin clean and supple.
• Wash skin with mild soap -special attention to creases ,
between digits & joints
• Use oil or moisturizers. (avoid perfumed creams)
• Pat dry with soft clean towel
• Keep area dry & cool
• Aviod
o Tight clothing & jewellery
o injection , venepucture
o application of BP cuff on the affected limb
o injury to skin eg: burns, sharp instruments
o mosquito bite
o lifting heavy weights
• Use loose cotton cloths
• Protect from direct heat / sunlight
Lymphorrea
• If any injury clean with saline
and apply sterile pad.
• Apply compression bandage for 24hrs
• Cellulitis - Discontinue massage & exercise and use
of compression bandage .
• Give antibiotics
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2. Compression
Compression can be given with proper bandaging or by using
special hosiery.
Before applying compression, measurment of both limbs should
be recorded and repeated every six months.
Bandaging :
Helps in limiting fluid accumulation in the sub cutaneous
tissue. It also provides the muscles with a firm outer casting
there by stimulating lymph flow.
Principles of bandaging
• Apply graduated pressure
• Reshape limb in a cylindrical manner with cotton &
gamgee pad & crepe bandage.
• Apply for 24 hrs
• Low resting pressure increases during exercises
Physiology of bandaging
Limit s capillary filtration
Increases interstitial pressure
Improves lymph drainage through vessels
Reduces inflammatory changes in skin
Lympdedema bandage photo upper/ lower limb

Lymphedema bandage
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Hosiery
Indication for hosiery application
1 Limb shape is not distorted.
2 Mild edema
3 No deep creases
4 Skin is tough enough to cope with hosiery
5 No lymphorrea
Hosiery is removed at bed time.

Figure showing hosiery being applied
3. Massage
Stimulates contraction of the skin lymphatics which
are usually intact, thus improving superficial lymph drainage.
This facilitates lymph flow from congested to non congested
areas
Technique of massage
• Deep breathing before and after massage -10 times
• Do with compression bandage
• Always clear non swollen side first
• Use dry hands while performing massage
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• Cream or powder should not be applied
• Each area to be stroked 10 times

Figure showing lymphatic supply upper limb
Contraindications
1 Cellulitis/ discomfort and pain
2 Patient refusal
3 Deep vein thrombosis
4. Exercise
Important role in fluid drainage
Wearing compression bandage during exercise enhances lymph
flow and protein re- absorption more efficiently.
Exercise reduces soft tissue oedema and improves joint mobility
which enhances the efficiency of the lymphatic pump.
Aim of exercise
1 To use muscle pump
2 To encourage normal activity e.g. walking
Technique of exercise
Upper limb- 7 types of exercises. Each 20 times
1 Stretching of fingers,
2 Making a tight fist
3 Dorsiflexion
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4
5
6
7

Palmar flexion
Internal rotation of wrist
Outer rotation of wrist
Supination of the arm , make a fist, flexion at the turn the
forearm outward elbow,

Lower limb - 8 types of exercises. Each 20 times
1 Stretch the toes upwards
2 Curl down the toes
3 Plantar flexion of foot
4 Dorsiflexion of foot
5 Inward rotation of ankle
6 Outward rotation of ankle
7 Tightening of quadriceps & calf muscles
8 Bearing the full body weight on toes

IV Care of bed ridden patient
Nursing care of bed ridden patients is quite challenging for
nurses. Patient may be conscious or unconscious.. A patient
becomes bedridden due to a disease or aging. In both the cases,
a patient needs complete care like
• personal hygiene
• nutrition
• exercise (passive & active )
• bladder care
• bowel care
• communication
• treatment
• education.
The major problems in a bedridden patient are :
• corneal ulcer
• pressure sore
• malnutrition
• psychological problems
• electrolyte imbalance.
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a. Nursing care for an unconscious patient:
• Airway clearance
• Adequate fluid intake (Nasogastric tube or IV fluids to
maintain fluid electrolyte balance
• Incontinence of urine/ faeces
• Personal hygiene
• Impairment of mobility resulting in development of foot
drop, muscle wasting and thrombophlebitis.
• Alterations in body temperature
• Impaired communication
• Impaired skin integrity which makes skin vulnerable to
pressure sore.
b. Mouth care
Mouth care is provided to maintain the integrity of the patient’s
teeth, gum, mucus membrane and lips.
If the patient is conscious, assist the patient to do mouth care
by self .In unconscious patient demonstration to the care giver
how to do mouth care at home.
Solutions which can be used are - Normal Saline, Soda bicarb
,lime juice, Water in which neem leaves are boiled,
c. Bed bath
Bathing is an important intervention to promote hygiene.
Purpose
To clean the dirt from the body
To increase elimination of wastes through the skin.
To prevent pressure sores.
To stimulate circulation. To induce sleep
To provide comfort
To relieve fatigue.
To give the patient a sense of well being.
To regulate body temperature.
To provide active and passive exercises.
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General Instructions for giving a bed bath
• Maintain privacy
• Explain the procedure
• Patient’s unit should be warm and free of draughts.
• All needed equipment should be at hand and conveniently
placed
• Avoid giving unnecessary exertion to the patient.
• Remove the soap completely to avoid the drying effect.
• Only small area of the body should be exposed and bathed
at a time.
• Support should be given to the joints while lifting the
arms and legs for washing and drying these areas.
• Provide active and passive exercises whenever possible
unless it is contraindicated.
• Wash the hands and feet by placing them in the basin
because it promotes thorough cleaning of the finger nails
and toe nails.
• Cut short the nails, if they are long.
• A thorough inspection of the skin especially at back should
be done to find out the early signs of pressure sore.
• All the skin surfaces should be included in the bathing
process with special care in cleaning and drying the
creases and folds and the bony prominences etc. as these
parts are most likely to be injured by moisture, pressure,
friction and dirt.
• Cleaning is done from the cleanest area to the less clean
area, e.g. upper parts of the body would be bathed before
the lower parts.
• The temperature of the water should be adjusted for the
comfort of the patient
• Creams or oils/paraffin are used to prevent drying and
excoriation of the skin.
• Keep the patient near the edge of the bed to avoid over
reaching and straining of the back of the care giver
d. Back care
• Patients who are prone to pressure sores, must have their
back care 2 hourly or more frequently. Back is washed
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•
•
•
•

with soap and water, dried and massaged with powder
or any other lubricant to prevent friction.
Massaging helps to increase the blood supply to the area
and thereby prevent pressure sore.
Attention to the pressure points.
Dry the area by patting and not by rubbing.
Stroking with both hands on the back.

e. Care of hair /head bath
Stimulating the scalp by massage & brushing improves
circulation & maintains hair healthy
Purpose
To keep the hair clean and healthy
To promote the growth of hair
To prevent loss of hair
To prevent itching and infection
To prevent accumulation of oil, dirt and dandruff
To prevent hair tangles
To provide a sense of well-being
To stimulate circulation
To destroy lice
To appear well groomed
Points to remember
• Protect the bed linen and pillow cover with a towel and
mackintosh.
• Place a mackintosh under the patient’s head and neck .
Keep one end of the mackintosh in a bucket to receive the
water. Wash thoroughly with soap or shampoo.
• Rinse thoroughly and dry the hair. Braid the hair into two
on each side of the head, behind the ears to make the
patient more comfortable when lying on her back.
f. Care of eyes
The most common problem of the eyes is secretions that dry on
the lashes. This may need to be softened and wiped away. Each
eye is cleaned from the inner to the outer canthus with separate
swabs.
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g. Care of nose and ears
The nose and ears need minimal care in the daily life. Excessive
accumulation of secretions makes the patient to sniff and blow
the nose. External crusted secretions can be removed with a wet
cloth or a cotton applicator moistened with oil, normal saline or
water.
When there is poor hygiene of the ears, debris may accumulate
behind the ears and in the anterior aspect of the external ear.
Another common problem of ears is the collection of cerumen or
ear wax which can be easily removed by instilling vegetable oil
or warm liquid paraffin. When it cannot be removed consult
ENT surgeon.
h. Care of perineum
Perineal hygiene involves cleaning the external genitalia and
surrounding area. The area is prone to the growth of pathogenic
organisms because it is warm, moist and is not well ventilated.
Thorough cleaning is essential to prevent bad odour and to
promote comfort.
The most pertinent principle for the perineal care is to clean the
perineum from the cleanest to the less clean area. The urethral
orifice is considered as the cleanest area and the anal orifice is
considered as the dirtiest area.
Perineum should be cleaned after each urination and defection.
Hands should be cleaned after giving perineal care
The following patients require special attention to perineal area:
• Patients who are unable to do self care.
• Patients with genito-urinary tract infections.
• Patients with incontinence of urine and stool.
• Patients with excessive vaginal discharge.
• Patients with indwelling catheters.
• Women in the post partum period.
• Patients after surgery of the genito-urinary system.
• Patients with injury, ulcer or surgery on the perineal area.
i. Active and passive exercise
All the joints need physiotherapy. Family should be educated
on active and passive exercises.
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j. Bladder care
• Use of correct size Foley’s catheter or silicon catheter (the
latter needs to be changed only once every 3 months)
• The ideal volume of sterile water to be used to inflate the
bulb is 5-10ml.
• Daily cleaning of catheter with soap and water or betadin
• Every month Folly’s catheter has to be changed.
• Increase intake of fluid to about 2- 3L /day
• Urobag should be kept below the waist level
• Keep the urobag cap closed .
k. Nutrition
A well balanced diet and adequate fluid intake is very important
in a bed ridden patient
l. Communication/psychological support
Is very important in a bed ridden or chronically ill patients.
Good communication skill can improve patient quality of life.
VI. Bowel management
Alteration in bowel function is common in the terminally ill .
Constipation is more common than diarrhoea
Efficient bowel management may alleviate distress
Carefully assess bowel function on a daily basis
a. Constipation
Take a detailed and accurate history followed by PRE( per rectal
examination ) Passage of hard stools is difficult and painful .
Comparison with an individual’s normal bowel habit and
usual use of Laxatives may highlight changes related to
disease or treatment
A record of bowel habits will help in the management
Examination of the abdomen and the rectum may exclude faecal
impaction or rectal pathology
Symptoms
Anorexia , Vomiting/nausea,
Abdominal discomfort or
cramping , Spurious diarrhoea or overflow , Confusion ,
Anxiety, Bowel obstruction and Pain.
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Management
Prevention is the key
If a cause is identified remove it if possible .Regular exercise
reduces the risk of constipation . So encourage it (deep breathing,
abdominal massage etc…) Encourage intake of fiber rich diet
and fluids .
Laxatives
When opioids are prescribed, anticipate constipation and
prescribe an oral softener with a stimulant laxative e.g.
docusate with senna or bisacodyl which may prevent the
need for rectal intervention later .
• If constipation is already present, give bisacodyl 10mg
and glycerin suppository or sodium phosphate enema.
Avoid stimulant laxatives in people with signs or
symptoms of gastrointestinal obstruction .
• If the patient has a partial small bowel obstruction an
osmotic/softener laxative such as docusate should
be used and stimulant laxatives should be avoided .
• If the patient has a spinal cord compression where
evacuation is difficult the bowel motion should be kept
firm so a stimulant without softener such as senna
should be used .
• If a patient taking laxatives has no bowel motion for
two days , give extra laxatives.
• If a patient taking laxatives has no bowel motion for 3
days and this is not his normal bowel habit , a rectal
examination should be carried out .If soft faeces is present
give 2 bisacodyl 10mg suppositories
• If hard faeces are found give high enema (after manual
evacuation) with glycerine or sodium phosphate. Repeat
abdominal palpation.
Prevention of constipation:
Simple measures should be incorporated as part of the routine
palliative care plan in all patients.
• Maintain good symptom control.
• Mobility: Activity is the key stimulus to colonic peristalsis
and defecation. Mobility should be encouraged as much
as physical limitations permit.
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• Maintain adequate oral fluid intake. Constipated stools
have relatively low water content, rendering them hard
and difficult to pass. This tendency will be exacerbated if
the individual is dehydrated and an adequate fluid intake
is therefore helpful.
• Dietary fiber is useful in preventing constipation and
management of mild constipation. In severe constipation,
an intolerably high dose of fiber is needed.
• Use of bedpans: It is mandatory to maintain patients’
privacy and use of a commode or lavatory for defecation.
• Drugs causing constipation should be avoided or if
needed laxative should be simultaneously prescribed.
Opioid induced constipation
Opioid are often blamed in palliative care for constipation. Infact
they worsen an existing situation rather than create a new one.
Approximately 80%of patients on strong opiods need laxative,
75% on weak opiods and 60% still need a laxative even in the
absence of opioids.
Opioid effects on the gut
Opioid increases the ileo-caecal and anal sphincter tone and
reduces peristaltic component of motility in small intestine and
colon. This causes stasis of the colonic contents and causes the
constipation. Impaired defaecation reflex and reduced
sensitivity to distension worsens the constipation. This is not
always true and depends mainly upon the performance status
of the patient.
Management
Diet: include fruits ,vegetables and prunes, which contain senna
type of laxatives. Coffee and beer are also potent laxatives.
Laxatives: majority of patients in the palliative care clinic
require laxatives. The aim of treatment is comfortable
defecation, and not increased stool frequency. Even on regular
laxatives, 40 to
60% of terminally ill patients need additional rectal measures
on a continuing basis. Adequate dose titration of the oral laxative
can halve the dose of the rectal laxative. Therapy should be
regular and not intermittent, similar to the treatment of chronic
pain. Proportionately lower doses of laxatives are required at
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higher opioid doses. Each patient requires individual dose
titration since the dose range is wide. Lactulose is commonly
prescribed laxative, but is expensive and can cause bowel
distension in higher doses. It can cause fluid shift into the bowel,
leading to postural hypotension. It has a place when danthron
or senna is causing colic or when danthron rash occurs. Oral
naloxone may prove useful in opioid induced constipation or
when laxatives are not tolerated
Rules for using laxatives:
• Use the laxatives favoured by the patient.
• Keep a record of stool frequency.
• Keep the choice between adequate oral and rectal laxatives
and between stool softener and stimulant drugs.
• Titrate dose avoiding both colic and diarrhea.
• If diarrhea occurs stop laxative for 24 hrs and restart the
dose when diarrhea stops.
• Check the patient’s perception of bowel functions.
Approach to Treatment
The need to treat constipation arises is usually due to failure to
prevent it.
• Exclude intestinal obstruction: If in doubt use only
laxatives with a predominantly softening action, for
example, lactulose, sodium docusate, in order to avoid
causing colic. Do not use bulking agents.
• Step care approach:
• Rectum empty: rule out bowel obstruction before starting
treatment.
• Rectum is full: follow the following guidelines.
• If the rectum is impacted with hard faeces, spontaneous
evacuation is unlikely to be possible without local
measures to soften the fecal mass, for example, glycerine
suppositories, olive, or arachis oil enema. It still may be
necessary to perform a manual rectal evacuation, for
which sedation or additional analgesia is often required.
Alternatively, saline rectal lavage can be given.
• If the rectum is loaded with soft faeces
A predominantly stimulating laxative, for example, Bisacodyl
10-20mg HS
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• If there is little or no stool in the rectum, a peristalsisstimulating laxative is the drug of choice, for example,
senna, but if the stools are likely to be hard , it is a
reasonable policy to use a stool-softening laxative in
addition.
• Paraplegic patients need regular manual evacuation. In
these patients, evacuation is easier if stools are made
firmer by using senna.
b. Diarrhoea
Diarrhea is the passage of frequent loose stools with urgency.
Objectively, it has been defined as the passage of more than
three unformed stools within a 24-h period.
Causes of diarrhoea
A relatively uncommon problem in palliative care setting.
Rotation from morphine to fentanyl may result in a
sudden reduction in opioid constipating effect resulting in
diarrhoea .
1. Faecal impaction (overflow) - identify with a clinical
examination (including rectal examination)
2. Colo-rectal carcinoma (also causes discharge and
tenesmus)
3. Loss of sphincter tone and sensation e.g. from spinal cord
compression
4. Incomplete gastrointestinal obstruction - frequent or
recurrent diarrhoea. Suggests partial obstruction so try
lower bowel evacuation
5. Malabsorption or food intolerance e.g. from lack of
pancreatic enzymes
6. Concurrent disease e.g. diabetes mellitus,
hyperthyroidism, inflammatory bowel disease
7. Radiotherapy , cytotoxics, antibiotics
8. Bowel surgery or inflammation
9. Anxiety
Management
Depends on cause
• Assess bowel habit and faecal consistency
• Consider likelihood of infection
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• Maintain skin integrity around anal area - use barrier
creams to prevent excoriation e.g. zinc oxide
• Think about overflow from impaction or partial
obstruction
• Use abdominal examination or x-ray to rule out
obstruction
• Restrict oral intake (except fluids) to rest the bowel
• Withhold laxatives where appropriate
• Administer antidiarrhoeal medications such as
loperamide
• if impacted, use manual removal followed by laxative or
enema.In partial obstruction diarrhoea may be very
unpleasant .In spinal cord compression a constipating
drug may help e.g. Codeine (although patients
already receiving morphine may not benefit) followed by
regular suppositories and/or manual removal .In RT
induced diarrhea ondasetron may be used.
• In colo-rectal carcinoma a palliative colostomy or
radiotherapy should be considered
• in malabsorption states, the addition of pancreatic
enzymes at meal times will help the situation e.g.
pancreatin secretory diarrhoea (associated with
carcinoid syndrome or AIDS) may respond to
octreotide
Diarrhea is an uncommon problem in palliative care settings.
The commonest cause is spurious overflow diarrhea in patients
with neglected constipation or partial bowel obstruction. Other
causes include infectious diarrhea due to contamination ,
hyperosmolar feeds, candidiasis in immune suppressed host,
blind loop syndrome in patients who have undergone surgery,
drug and radiation induced inflammation.
Approach to treatment:
• Is the patient dehydrated?
Oral rehydration solution orally or through nasogastric tube.
Intravenous hydration using ringer lactate should be
administered if severe dehydration is present. If dehydration is
moderate to severe, use 2-3 litres in the first 2-3 hours and 6-8
litres over next 24 hours or as long as the loss continues.
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• Is diarrhea intermittent?
Exclude spurious diarrhea due to neglected constipation or
partial bowel obstruction, irritable colon, anxiety and fear.
• Check nasogastric feeding - exclude high osmotic load in
the feed, increase the feeding time and dilute the feeds
• Has there been a previous surgery?
Exclude gastric dumping in patients who have undergone total
or subtotal gastrectomies. Post gastrectomy dumping syndrome:
give small frequent meals, if severe consider octreotide. Ileal
resection leads to bile salt malabsorption: treatment includes
cholestyramine 12-16G daily plus ranitidine. Blind loop
syndromes lead to bacterial overgrowth: treated with
tetracycline or metronidazole for 2-4 weeks
• Exclude infections and inflammation (NSAIDS,
radiotherapy
For rectal or colonic tumor bleeding sucralfate powder can be
used: Consider palliative radiotherapy for rectal tumor bleeding

Questions
These questions can be used as an aid to revision.
1. What steps will you take to prevent malodour from
wound?
2. List the five aspects of tracheostomy care.
3. List any five nursing problems that can occur in a
colostomy.
4. How will you take care of the skin in lymphodema
patients?
5. What are the measures to prevent pressure source in a
bed ridden patient.
6. What are the common solutions used for mouth wash?
z

164

Section VI

Chapter XII

Palliative Care in HIV/AIDS
Dr. Anil Kumar Paleri
Pain and Palliative Care Society, Calicut
Dr. Stanley C Macaden
Bangalore

Learning objectives:
At the end of the chapter, the candidate should
1. Understand the importance of palliative care in HIV/
AIDS management
2. Know that many symptoms in HIV/AIDS can be
effectively treated
3. Become familiar with the socio-medical issues in HIV/
AIDS
4. Know symptom management in HIV/AIDS
When AIDS first emerged as a clinical problem, some 27 years
ago, many patients died early from acute illnesses such as
pneumocystis carinii pneumonia. Cumulative experience and
increased awareness have led to the use of prophylaxis, earlier
diagnosis, and more effective treatments for HIV itself with antiretroviral drugs. Also the many complications of HIV infection
and AIDS are now more effectively managed. As a result,
patients with HIV now have improved survival but are more
likely to experience months or years of increasing dependency,
punctuated by episodes of acute illness.

Introduction
Number of people living with HIV/AIDS world wide is 33.3
million. (1) This include 2.5 million children under fifteen years
of age and 15.9 million women. More than 90% are in developing
countries. So far more than 25 million people have died of AIDS
of which 95% are in developing countries. 95% of the 2.7 million
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new HIV infections occurred every day in 2008 were in the
developing world.
Number of people living with HIV/AIDS in India is 2.31 million
In developing and transitional countries, 9.5 million people are
in immediate need of life-saving AIDS drugs. WHO estimates
that by end of 2009, 5.2 million people are receiving treatment.
ART coverage in India is around 25%

Symptom management in HIV/AIDS
Pain in HIV:
The number and incidence of pain increases with disease
progression and more than 80% of the hospitalised patients
with AIDS complain about pain. Nearly 30-40% have
neuropathic pain. (For management of pain and other
symptoms refer section IV)
Definition of Palliative Care in HIV (OGAC, Office of the
Global AIDS Coordinator for PEPFAR)
o Aims to achieve optimal quality of life for PLHA and
families and minimize suffering through mobilizing
clinical, psychological, spiritual, supportive and
preventive care services throughout the entire course
of HIV infection.
o Not limited to clinical management of complications
of HIV/AIDS and terminal care

Why palliative care for people with HIV/AIDS?
• Dramatic changes in HIV/AIDS care in the past decade
• Increasing body of knowledge and expanded definition
of palliative care
• Shift in the trajectory of dying from HIV/AIDS
• Patients with HIV/AIDS have palliative care needs at
every stage of the illness
• Good pain and symptom management can increase the
adherence to ART and other treatments.
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HIV/AIDS: Pre-ART era
• Rapidly fatal course at the end
• Emphasis on treating opportunistic infections and on
providing palliative care
• Physicians and other care providers received specific
training in end of life care
HIV/AIDS in the ART era
• Chronic, manageable disease for many
• Unpredictable course with more prognostic uncertainty
• Complex treatment regimen requiring specific expertise
• Multiple symptoms with complex etiologies
• Focus of care and training on ART and not on palliative
care
Importance of palliative care in HIV/AIDS
• Co-morbidities of Hepatitis B & C and malignancies can
be fatal
• ART is not a cure and has many side effects
• Many symptoms throughout the disease impact quality
of life
• Complex psychosocial issues such as psychiatric illness
and substance abuse
• HIV/AIDS disproportionately impacts minority and
marginalized populations
• These groups often enter care later in the disease
progression
• Some groups have less access to ART
• Gaps in the support system to adhere to a complicated
medication regimen
The scope for palliative care in HIV/AIDS
• Like in any other chronic illness palliative care in HIV/
AIDS need to be integrated with disease modifying
therapies.
• The focus is on quality of life with due attention to the
multidimensional factors -physical, social, emotional
spiritual etc - which contribute to it. As would have been
in any other condition receiving palliative care the
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approach should be patient and family centred.
• The specific medical issues in palliative care of AIDS
patients include multiple infections, chronic suppressive
therapies, increased risk of adverse drug reactions, need
for continued prophylaxis and multiple medications.
• They also have a myriad of psychosocial issues. Most are
young people from marginalised or minority groups.
Often there will be multiple infections (and multiple
deaths) in the family affecting effective care at family level.
The social stigma for HIV/AIDS is high and this also
raises the issue of confidentiality of these patients.
• Clinical care services:
o Prevention and treatment of TB/HIV
o Prevention and treatment of other Opportunistic
Infections (OI)
o Alleviation of HIV-related symptoms and pain o
Nutritional rehabilitation for malnourished
PLHA
• Psychological care:
o Mental health counseling o Support groups
o Diagnosis and treatment of HIV related
psychiatric illnesses, depression and related
anxieties
o Bereavement services
• Spiritual care:
This includes culturally-sensitive services that support
individuals and families through faith and rituals.
• Supportive care: Assists individuals and families to link
with the following services:
o Child care
o Adherence to treatment
o Legal services - rights, inheritance o Housing
• Food support
• Income Generation Program
• Prevention Services
o Interventions for sero-discordant couples
including VCT and ongoing counseling
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o Community and clinic-based support groups o
Case management and provider delivered
prevention messages focused on disclosure
o Correct and consistent use of condoms and
mutual fidelity
• Prevention Services
o Interventions for sero-discordant couples
ncluding VCT and ongoing counseling
o Community and clinic-based support groups
o Case management and provider delivered
prevention messages focused on disclosure
o Correct and consistent use of condoms and
mutual fidelity
Symptom management in HIV/AIDS
Pain in HIV:
The number and incidence of pain increases with disease
progression and more than 80% of the hospitalised patients
with AIDS complain about pain. The common causes are
• DuDue to HIV infections: neuropathy, arthropathy,
aseptic meningitis, infections with fungi, bacteria, virus
or protozoa, Kaposis sarcoma and lymphomas.
• Due to treatment: Procedures, ART causing neuropathy
or myopathy, pancreatitis etc and radiotherapy for
malignancies.
• Due to debilitation: Pressure sores, constipation,
musculoskeletal pain from wasting and inactivity.
Treatment may involve using analgesics according to the WHO
Analgesic Ladder (please refer the section on pain management),
adjuvant analgesics, disease specific therapy and psychosocial
support etc.
Wound care: The people with HIV/AIDS develop wounds from
infections, malignancies etc. Please refer the section on wound
care for more details.
Loose stools:
Treat with Oral Rehydration Solution and if with out frothy
stool, blood and mucus Tab. Loperamide, 2mg, after each episode
of loose stool can be given.
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If there are frothy stool, blood or mucus then treat with Tab.
Metronidazole 400 mg tid for 14 days.
Fatigue/wasting: This is a difficult symptom to treat. In suitable
patients ART may revert the situation. In later stage of the
disease even good nutritional supplements are unlikely to help
and this may have to be explained.
Treating specific conditions
There are some situations where aetiological management
should be considered if such intervention will improve the
quality of life of the patient and not put undue burden on him/
her. Many opportunistic infections (like candidiasis,
tuberculosis) skin conditions, bacterial pneumonia etc. can be
effectively managed even in patients with fairly advanced
diseases.
Conclusion:
Comprehensive palliative care is essential to the health and
well-being of people living with HIV/AIDS (PLHA).
Palliative care has traditionally been associated with terminal
or end-of life care. However, current thought and practice take
the broader view that palliative care encompasses care provided
from the time that HIV is diagnosed and throughout the
continuum of HIV infection.
It is important that we learn from the African experience which
is summarized by Dr Faith M Powell, Executive Director of
African Palliative Care Association as – “Palliative care is now
spoken in the same breath as HIV/AIDS management and that
is a significant achievement.”(3)
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Background Reading
1. WHO Global Health Sector Strategy on HIV/AIDS 2011–
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publications/2011/9789241501651_eng.pdf
2. http://www.who.int/hiv/en/;
3. http://www.aidsmap.com/;
4. http://www.unaids.org/en/;
5. http://www.bhiva.org/
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Questions
These questions can be used as an aid to revision.
1. What is the need for palliative care for people with HIV/
AIDS?
2. Outline the difference between pre ART era and ART era
in HIV/AIDS.
3. Enumerate important symptoms in HIV/AIDS
z

171

Chapter XIII

Management of Symptoms in
Chronic Neurological Diseases
Dr. Stanley C Macaden
Bangalore

Learning objectives:
At the end of the chapter, the candidate should
1. Understand the need for palliative care in chronic
progressive neurological diseases.
2. Identify issues involved in the following diseases and learn
to manage them.
a). Progressive neurological disease
b) Spinal cord injury
c) Cerebro vascular accidents
Progressive neurological disease
Although multiple sclerosis and motor neuron disease are
not very common in India the management of various issues in
them is helpful to manage similar problems in other progressive
neurological diseases.

Motor neurone disease
Motor Neuron Disease (MND) is a disease of unknown aetiology
in which there is progressive degeneration of both upper and
lower motor neurons, leading to wasting of muscles and
weakness. The average survival is 40% at 5 years although older
patients presenting predominantly with bulbar signs may have
a worse prognosis and conversely, younger patients with largely
lower motor neuron involvement may have a better than average
prognosis. The mean age of onset is 56 years.
Pathophysiolgy and symptoms
• Upper Motor Neuron involvement leads to generalised
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spasticity, hyperreflexia and often emotional lability.
• Lower Motor Neuron involvement leads to flaccidity,
muscle wasting and fasciculation.
• Involvement of bulbar innervated muscles leads to
dysarthria and dysphagia.
• Interestingly the third, fourth and sixth cranial nerves
and those of the lower segments of the spinal cord are
usually spared such that eye movements, bladder, bowel
and sexual function are generally unaffected.
• Furthermore intellect,memory, sight and hearing are also
usually preserved.
Motor neuroone disease (MND):
When I wake each morning I decide..
This can be a good day or a bad day - my choice.
I can be happy or sad - my choice.
I can complain or I can cope - my choice.
Life can be a chore or a challenge - my choice.
I can take from life or give to life - my choice.
If all things are possible,
How I deal with those possibilities is - my choice.
Steve Shackel- diagnosed with MND, alternatively referred
to as amyotrophic lateral sclerosis (ALS)
Symptoms in MND are often similar to patients with cancer
and include:
weakness

(100%)

constipation

(65%)

pain

(50-60%)

cough

(50-60% )

insomnia

(40-50%)

breathlessness

(40-50%)

depression

( 40- 50%)

anxiety

(30%)

In addition problems related to mobility, communication and
psychosocial issues both for the patients and their families must
be addressed necessitating a fully multidisciplinary approach.
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Weakness
Weakness is a very common and disabling symptom in motor
neurone disease and its progressive nature creates many
challenges in management.
• Muscles of the legs are most often affected, leading to
clumsiness, unstable gait, or lower limb paralysis. Muscle
cramps and fasciculations (twitching) occur with most
motor neuron diseases. Facial muscles may also be
affected
• Attention to individual needs for maximum comfort is
crucial in order to prevent pain and other problems such
as skin trauma, contractures and joint dislocation.
• The role of the physiotherapist is important not only for
the patient but also to educate and advise relatives.
• Although it is important to maintain muscle function and
to keep joints mobile, over enthusiastic physiotherapy
may tire the patient and be counter-productive.
Insomnia
• It is important to ascertain as far as possible the cause of
insomnia which may range from pain and depression to
the overwhelming anxieties of choking and the fear of
dying.
• There is a general reluctance to prescribe night sedatives
to patients with MND for fear of respiratory depression.
In practice this rarely happens and is insignificant in
relation to the morbidity associated with chronic fatigue.
Pain

Management of cause of pain

Stiff joints

careful positioning/
physiotherapy

Inflammation

NSAID

Joint pains

intra articular steroid
injections

Muscle spasm

diazepam/baclofen

Skin pressure

repositioning using special
beds (water bed/air bed)
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Dysphagia and feeding
• The speech therapist will help in analysing the exact
cause of dysphagia in order to recommend specific
techniques to aid swallowing. A common cause is
spasticity of the tongue causing difficulty in propelling a
food bolus to the pharynx.
Feeding
• The subject of artificial feeding via a gastrostomy tube
should be discussed with the patient and the advantages
and disadvantages outlined. In the end stages of the
disease, tube feeding may not necessarily prolong life
.?However, earlier in the disease, particularly if the patient
is ambulant, gastrostomy feeding may slow the inevitable
weight loss and its associated weakness and depression.
• The dietician can advise on food consistency and general
nutritional requirements and the timing of an endoscopic
percutaneous gastrostomy tube.
Dysarthria
• The speech therapist should be involved early to teach
the patient various techniques relevant to their own
special needs.
• Various aids are available and include light writers with
or without synthesized voice function
• Other computerised systems are available from
specialised centres including electronic equipment,
telephone devices and communication boards which may
be adapted to the physical abilities of the individual
patient
• It is essential to plan ahead since motor function may
deteriorate rapidly
Breathlessness
• This is due to diaphragmatic and respiratory muscle
weakness.
• The physiotherapist may suggest breathing techniques
and help with chest drainage if appropriate.
• Antibiotics may be useful in controlling symptoms but if
the patient is in a terminal stage they may be inappropriate
serving only to prolong the dying period.
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• Nocturnal hypoventilation is characterised by poor sleep
and nightmares, early morning headaches and daytime
tiredness with subsequent impaired concentration.
• At an early stage in the disease, it may be appropriate to
consider some form of limited ventilatory assistance, such
as non invasive positive pressure ventilation to aid
respiration at night time (NIPPV).
• As breathing becomes weaker, this form of ventilation
may be continued during the day time.
• More invasive ventilation through a tracheostomy is
generally not used in U.K. The wishes of patients for
respiratory support should be discussed well in advance
of acute problems arising
• Patients with MND may die suddenly and unexpectedly
with respiratory failure. This can be very traumatic for
family and professional carers
Use of opioids in MND
There has been a reluctance to prescribe opioids for fear of
respiratory depression in patients whose lung function may
already be compromised. However, one study showed that over
80% of patients had been treated with morphine without
detriment
Choking
• The normal reflexes which protect the airway are impaired
so that swallowing food or saliva may result in choking
although it is a common fear, patients die rarely as a
result of choking
• Speech therapists may help by advising different
techniques for protecting the airway such as chewing
carefully and slowly, breathing in, swallowing and then
deliberately coughing. This technique serves to clear the
larynx and to minimise the possibility of choking.
• Some patients find suction to the upper airways useful.For
others it is avoided since it not only causes trauma, fright
and discomfort but may also be very distressing for the
relatives to witness
The multidisciplinary team
Care of patients with MND is a team work. The team includes
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the neurologist, physiotherapist, occupational therapist, speech
therapist, dietician, local physician nurse, social
worker,palliative physician and palliative home care team.
The Motor Neuron Disease Association (MNDA) in the UK
provides an invaluable service not only in terms of
liaising,supporting and educating patients and carers but also
by facilitating the loan of equipment and helping financially.

Background reading
Books
1. Oliver D. et al editors (2000) Palliative Care in Amyotrophic
Lateral Sclerosis (Motor Neurone Disease) Oxford University
Press.
Articles
1. Borasio G. Voltz R (1997) Palliative Care in amyotrophic
lateral sclerosis. Journal of Neurology.244 (Supplement 4)
S11-S17
2. Borasio GD et al. (2001) Palliative Care in amyotrophic lateral
sclerosis. Neurologic Clinics.19: 4: 829-847
3. Carter H. et al (1998) Health professionals' responses to
multiple sclerosis and motor neurone disease. Palliative
Medicine. 12: 5:383-394
4. Dawson S, Kristjanson L (2003) Mapping the journey: family
carer's perceptions of issues related to end stage care of
individuals with muscular dystrophy or motor neuron
disease. Journal of Palliative Care. 19: 1: 36-42.
5. Leigh N. et al (2001) Motor neuron(sic) disease. European
Journal of Palliative Care.8: 1: 10-12
6. Oliver D (1998) Opioid medication in the Palliative Care of
motor neuron disease. Palliative Medicine. 12: 2: 113-115
7. Polkey M.I. et al (1999) Ethical and clinical issues in the use
of home non-invasive mechanical ventilation for the
palliation of breathlessness in motor neuron disease. Thorax.
54: 4: 367371

Multiple sclerosis (MS)
• In the majority (70-80%), the course of the disease
isrelapsing and remitting in nature at the onset. Half of
thesepatients will enter a progressive phase within 10
years(secondary progressive MS)
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• In a smaller group of patients the disease is
progressivefrom the onset (approximately15%)
• ?In a population of patients with MS (approximately 2030%) have marked paraparesis, hemiparesis or
paraplegia,15% are wheelchair bound and 5% have
severe cognitiveimpairment.
• It is estimated that only about 25% of patients who are
severely disabled are alive at 10 years after diagnosis
• Death is commonly due to secondary complications of
MS(e.g. aspiration pneumonia, pulmonary embolus)
• If sudden neurological deterioration occurs, precipitating
factors such as infection should be looked for. If there is
no resolution of symptoms, a course of steroids is usually
given which has a high chance of improving symptoms
for a further year or so.
Immobility
Walking is usually affected if the disease is progressive, through
a combination of weakness, spasticity, fatigue, disuse, pain,
cerebellar ataxia and sensory loss particularly proprioception.
Immobility inevitably becomes a problem towards the end of
life, leading to many problems, which need to be addressed by
the majority of members of the multidisciplinary team.
Pain
• Chronic pain may be present in 60% and some studies
have shown inadequate control in 40 % of patients, with
significant adverse effect on quality of life.
• Neuropathic pain which may present as a persistent
burning discomfort often affecting the lower limbs, is
usually treated with standard agents for neuropathic
pain such as tricyclic antidepressants. (Please refer to
the chapter on pain for more details)
• Trigeminal neuralgia is common and is classically
treated with carbamazepine. Being an anticonvulsant,
carbamazepine has an effect on nerve conduction and
may lead to a perception of muscle weakness and a
decrease in overall function. Gabapentin has also been
used, but is an expensive option.
• Lhermitte's sign is a syndrome of intermittent burning
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sensations or •electric shocks• occurring on neck flexion.
It is probably due to demyelination in the posterior
columns of the spinal cord and can occur in up to two
thirds of patients at some time during the course of the
disease. It is often self- limiting but, if persistent, a cervical
collar and carbamazepine may be needed.
• Musculoskeletal pain is common, particularly back pain,
and results from prolonged immobility, poor posture and
gait abnormalities. It is probably caused by a combination
of spasticity leading to muscular pain and abnormal
stresses resulting in mechanical pain.
• Osteoporotic pain should also be considered and treated
with appropriate. analagesics ..
• Physiotherapy is needed to improve poor posture and to
ensure that correct seating and wheelchair adaptations
are provided. Passive and active exercises, TENS
(Transcutaneous Electrical Nerve Stimulation), massage
and acupuncture may also be helpful.
Spasticity
• Increased muscle tone occurs in the majority of patients
with MS. It may cause difficulty with function of the
affected limb, painful muscle spasms and, when severe,
difficulty in nursing care.
• Neuro- physiotherapists teach patients and their carers
stretching techniques for shortened spastic muscles and
passive joint exercises to maintain movement which
should be carried out regularly.
• Splints may be used and TENS may alleviate the
frequency of painful muscle spasms and improve sleep.
Aggravating factors such as urinary tract infections,
pressure sores and constipation should be avoided and/
or treated.
• Baclofen can be built up slowly by 5mg every 3-4 days
starting from 5mg t.d.s. up to a maximum of 80mg daily.
Transient mood and gastro-intestinal symptoms may
occur. Reduction of baclofen should be gradual to avoid
fits or hallucinations.
• Benzodiazepines such as diazepam can be given at night
if painful spasms disturb sleep.
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• Diazepam, 2.5-5mg t.d.s, is an inexpensive option but is
associated with sedation.
• Tizanidine, an alternative to baclofen, is associated with
less muscle weakness than baclofen or diazepam. The
starting dose is 2mg increased every 3-4 days in 2mg
increments up to 24mg daily in divided doses. It can cause
sedation and dry mouth and liver function should be
monitored for the first 4 months.
• Gabapentin is an alternative.
• Tendotomies (surgical release of tendons) or nerve blocks
may be tried in patients who do not show adequate
response. Most commonly performed nerve blocks are
obturator, perineal, adductor, or pudendal.
Ataxia and tremor
Feeding, correct seating and head control can be very difficult
due to ataxia and tremor.The role of the occupational therapist
is crucial. There is some evidence, although minimal, for the
benefits of propranolol and
clonazepam.
Urinary system (refer section 4 chapter x - Management of
urinary symptoms)
• Assessment and treatment is important in order to
improve symptoms and to minimise complications such
as pressure damage to the kidneys, urinary tract infections
and skin breakdown secondary to incontinence
• Incontinence can lead to profound embarrassment and
social breakdown. Adequate fluid intake, bladder
emptying (particular if residual volume is more than
100ml) and treatment of infection are the principal
priorities
• Hyperreflexia of the bladder is associated with a low
volume capacity bladder and possible symptoms of mild
urgency,frequency and incontinence. Treatment is
usually with anticholinergic drugs such as oxybutinin.
Incomplete bladder emptying, induced by these drugs,
may require intermittent self-catheterisation. Nocturnal
incontinence may be relieved with desmopressin- nasal
spray 10-40 micrograms at night, but the cost makes this
a rare option.
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Bladder drained through a condom catheter is another
but less preferred option
• Bladder hypotonia and sphincter incoordination
(sphincter contracts when voiding) results in incomplete
bladder emptying, about which the patient may be
unaware. Catheterisation will be needed. Intermittent
catheterisation, if performed cleanly, is associated with
less risk of UTI than a permanent indwelling catheter.
However permanent indwelling catheter may be needed
if all other methods fail to fully empty the bladder
frequently enough to avoid problems. Even with a
permanent catheter, an anticholinergic may still be
needed for bladder spasm. If all else fails a urinary
diversion may be the only viable option.
Constipation
Constipation is common due to delayed gut transit time,
immobility and anticholinergic medication. Adequate dietary
fibre and fluid intake are important and regular oral laxatives,
suppositories/enemas are frequently needed. ( Refer to chapter
on management of constipation)
Fatigue
• Fatigue is severe and disabling in the majority of patients
reflecting muscle weakness and sleep interruption
(e.g.from nocturia or spasms)
• It presents as overwhelming tiredness which is not
relieved by exercise or rest. It does not necessarily directly
correlate with mood disturbance or the severity of the MS
• Precipitants such as exposure to hot baths and hot
weather should be avoided .
• Explanation, reassurance, and advice on modification
in lifestyle such as pacing activities, taking rest periods
and gentle exercise are essential
Mood/ cognitive disturbance
• Clinical depression is common in MS. The estimated life
time risk of developing depression is 50% and the risk of
suicide is 7.5 times that of the healthy population.
• Depression is contributed to by many factors including
the breakdown in family relationships, public
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embarrassment, social isolation and other losses
(work,money, sexual abilities and confidence).
Antidepressants should be selected according to their
side effect profile; for example, a tricyclic antidepressant
might be used if an overactive bladder and neuropathic
pain are also a problem. Conversely, an SSRI which is
less sedating than a tricyclic would be preferable if the
patient feels fatigued.
• There is some degree of cognitive impairment in 50-60%
of patients. The most common deficits relate to short term
memory, attention and speed of processing information
and impaired learning. Personality and behaviour may
change. Moderate to severe dementia is seen in 10% of
patients with longstanding MS. Pathological laughing
and crying is a problem in 10% for which amitriptyline
may be tried.
• Multiple sclerosis is usually managed in advanced stage
of the disease by palliative care teams although these
patients may have an earlier role in providing respite.
The principles of palliative care apply throughout the
illness

Background reading
Articles
1. Cornish C.J Mattison P.G (2000) Symptom management in
advanced multiple sclerosis. CME Bulletin Palliative
Medicine. 2: 1: 11-16
2. Gibson J. Frank A (2002) Supporting individuals with
disabling multiple sclerosis. Journal of the Royal Society of
Medicine. 95:12: 580-586

II Paralytic diseases of brain and spinal cord
Spinal cord injury
• Traumatic spinal cord injury (SCI) is a common problem
in our community that cripples thousands of young
population, leaving most of them bedridden for the rest
of their life. Non traumatic diseases of the spine and spinal
cord also contribute to this.
• SCI is a devastating event that brings about a drastic
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change in the life of those affected, and is a major physical
and psychological challenge to the patients, who requires
empathetic support.
• Rehabilitation programmes plays a major role in renewing
a sense of independence and confidence, and bringing
back hopes to their lives.
• Rehabilitation is to be started within days after the injury
and to be continued in home based care, with constant
supervision from professionals and support from the
community. But unfortunately, the few Physical Medicine
and Rehabilitation (PMR) centres in India have facilities
that are too meagre to meet the demands of the large
population of patients in need.
• Data about the incidence and prevalence of SCI are not
available in our country, but a study based on data from
palliative units of Kerala reveals the following
1. Incidence is estimated to be much higher compared to
developed countries ( more than 100 per million, and much
high in certain regions)
2. Causes: Most common cause is fall from height. (Manual
labourers who fall from trees, fall from buildings during
construction works, and fall into wells are affected most.)
Fall of head load and road traffic accidents are other common
causes.
Non traumatic causes like transverse myelitis, ischaemic
spinal cord injury, tumours of spinal cord and spinal canal,
tuberculosis of spine etc also contributes.
3. Gender: Males are affected most ( male, female ratio is more
than 5:1)
4. Age: Most of the patients are affected at a young age (20-40
years)
5. Socio economic status: Vast majority of patients come from
lower socio economic group. Most of them are unskilled
manual labourers, who have not completed primary
education.
6. Anatomical considerations: Injuries of cervical cord causes
Quadriplegia. Most common site of injury- T11, T12, L1
Vertebrae. The injury may be complete with no motor /
sensory function below the level or may be incomplete with
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partial preservation of motor and sensory function.
Physical problems of patients with spinal cord injury:
1. Urinary problems: Refer to the section on management of
urinary symptoms
2. Bowel problems:
a) Neurogenic bowel: It is a major medical and social
concern for patients with SCI.
b) UMN bowel: Lesion above conus medullaris is
associated with longer intestinal transit time, resulting
in hard stools, increased sphincter tone, absent sensation,
incontinence etc. They are usually constipated and need
mechanical/chemical triggers to defecate.
c) LMN bowel: Sphincter tone is lost and incontinence is a
major problem together with constipation.
Patients with SCI usually need laxatives and rectal
measures.
Patients and family needs training in making a bowel
plan apt for them and practicing it.
3. Skin care:
Many factors can contribute to the development of pressure sores
in patients with SCI, like
a) insensitive skin
b) decreased muscle mass
c) poor nutrition
d) pressure over bony prominences
e) excessive sitting or lying
f) shear forces while transferring
g) spasticity or contractures
Some of the complicated stage IV pressure sores requires surgical
intervention. Others require nursing care. (See section on
pressures sores.)
4. Spasticity:
Phasic and tonic stretch reflexes develop after a period of spinal
shock. It is seen in patterns involving extensors/ flexors.Noxious
stimuli like pressure ulcers/bladder stimuli lead to sudden
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flexor reflexes.
Spasticity interferes with function such as transfers, ADL, sleep,,
perineal care, seating and requires management.
5. Autonomic dysreflexia (AD):
• This is an acute syndrome of uninhibited sympathetic
discharge as a result of noxious stimuli below the lesion.
• Seen in lesions at the level of T6 or above.
• Common causes include bladder distension, UTI,
impacted bowel, pressure sores, ingrown toe nail,
fractures etc.
• Manifests as paroxysmal hypertension, bradycardia/
tachycardia, headache, flushing and sweating above the
level of lesion.
• If left untreated, AD can result in hypertensive
crisis,seizure, arrhythmias, stroke and other
complications of hypertension.
• Drugs such as alpha 1 agonists to suppress such episodes
are required.
6. Pain in SCI:
• There are various potential causes for pain in patients
with SC.
It can be nocieptive or neuropathic.
• Radicular pain and paraesthesia are common, especially
in the zone of partial preservation.
• Hyper aesthesia and allodynia are also commonly seen.
• Neuropathic pain below complete lesion described as
burning /cold or “pins and needles” in non-dermatomal
pattern is very common.
• Overuse injuries (especially of shoulder, rotator cuff),
other musculoskeletal pains, compressive neuropathies,
complex regional pain syndrome (CRPS) etc also can
cause pain.
7. Deep vein thrombosis: risk is increased up to 1 year, highest
in first two weeks. Such patients may require long term
prophylaxis for DVT and pulmonary embolism.
8. Metabolic and bone complications: like deconditioning
osteoporosis, Fractures heterotrophic ossification,
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Immobilisation hypercalcemia are not uncommon.
9. Sexual problems:
• In a study on sexual issues of traumatic paraplegia
patients majority of patients reported issues related to
denied sexuality are of utmost concern to them, affects
their family life and marital harmony in various ways,
still, these problems are very often unexplored and
unaddressed.
• Lack of knowledge and misconcepts about sexuality in
SCI patients is prevalent even among medical
professionals.
• Many of the patients report major problems related to
erection tumescence, ejaculation, positioning and other
problems.
• Some of the problems have a major psychological element.
• Even if some of the problems related to erection and inter
course cannot be treated, a positive attitude towards other
forms of sexual relation and emotional bonding can be
encouraged.
10. Psychosocial problems:
• Compared to other patients' population in palliative care
setting, SCI patients are relatively young, mentally active,
upper half of body is unaffected in many of them and
they are destined to spend a very long time in bed. They
suffer from loneliness, social isolation unemployment,
loss of role in family and society.
• They are denied of opportunities to entertain themselves
in any productive activities. Therefore, attempts on
effective rehabilitation should give emphasis on possible
vocational training and opportunities for earning from
such activities.

III Stroke - cerebro vascular accidents
• The term 'stroke' or 'Cerebro Vascular Accident' (CVA) is
applied to acute and chronic manifestations of cerebro
vascular diseases.
• It includes a number of syndromes with diverse aetiology,
epidemiology, prognosis and treatment.

186

•

It is a common problem that leaves many people with
life-altering functional and neurological deficits, causing
both physical and mental crippling.

• WHO definition of stroke:”Rapidly developing clinical
signs of focal(or global) disturbances of cerebral function,
lasting for more than 24 hours or leading to death, with
no apparent cause other than vascular origin”
• It is the third leading cause of death world wide, after
ischemic heart disease and cancer.
• Incidence is estimated to be two per 1000 population per
year in many developing countries (WHO study), 10-12%
of deaths in these countries are due to stroke but there is
no reliable information on stroke in India.
• WHO study shows that more than 1/3 of patients with
stroke die within one year.
• ¾ of the cases occur in age >65 year. ..?After age of 55, risk
of stroke doubles in each decade. ?Incidence is 30-50%
higher in males, compared to females.?In India about 1/
5 of all strokes occur below the age of 40 years. (Called
stroke in the young.)
• The prolonged hospital stay, slow recovery and residual
neurological deficits result in great financial burden on
the families.
• Nearly 20 % of the patients have recurrent stroke in one
year.
• Continuing rehabilitation from the acute phase
throughout the medical course and beyond is essential
to maximise recovery and restore function.
• More than 1/3 of the patients are permanently disabled.
Temporal classification
1. Transient Ischemic Attack (TIA)- Temporary neurological
deficits, lasting for less than 24 hours, resolving completely
2. Reversible Ischemic Neurological Deficits (RIND) - temporary
neurological deficits, lasting more than 24 hours, but with
eventual resolution.
3. Stroke: Neurological deficits lasting more than 24 hours and
lasting.
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Disease mechanism (causes)
A. Ischemic (85%)

B. Hemorrhagic (15%)

Thrombosis 60%

Intra cerebral 10%

Embolism 20%

Subarachnoid: 5%

C.Others 5%
Pathogenesis:
Most common pathology is atherosclerosis. It is a slowly evolving
degenerative disorder of multifactorial origin. Multiple risk
factors contribute to the development of
atherosclerosis. It evolves through fatty streaks, fibrous plaques,
atheromatous stenosis and then thrombosis.
WHO Study shows that nearly ¾ of all patients had associated
diseases mostly in the CVS or related to diabetes.
Risk Factors for the development of CVAI
Non modifiable

Modifiable

age

hypertension

gender

diabetes

genetic predisposition

dyslipidemia

ethnic factor

smoking, tobacco abuse
obesity
cardiac diseases (LVH,
dilatation,
valvular diseases, atrial
fibrillation)
Physical inactivity
Hyper coagulability states
HRT/OCP use
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Primary prevention of stroke: Guidelines
1. Control of Hypertension (SBP< 140, DBP<90 mmHg) with
weight control, physical activity, moderate sodium intake
and if required antihypertensive drugs.
2. Control of diabetes
3. Cessation of smoking
4. Control of dyslipidemia
5. Physical Activity
6. Diet modification: Increased fruits and vegetables ,
moderation of alcohol use
7. Control atrial fibrillation
Clinical features:
• The manifestations (acute and chronic) differ, in the form
of various neurological symptoms and signs that are
related to extent and site of the area involved, and to the
underlying cause.
• These include coma, Hemi/para/monoplegia, multiple
paralysis, cranial nerve paresis, sensory impairment,
speech disturbances like motor/sensory/conduction
aphasia, anosmia, jargon speech, dyslexia, mutism,
slowness, delay, intermittent interruptions) gait
disturbances, bowel bladder incontinence, mental
changes, apraxia, visual disturbances etc. These depends
mainly on the arterial territory involved (anterior/
middle/ posterior cerebral arteries vertebrobasillar
syndrome etc)
• Of these, hemiplegia constitutes the main disorder in
about 90% of patients.
Medical problems of patients with stroke
• Many of the focal or global neurological outlined above
many persist, some of them with partial resolution.
• They cause motor weakness, sensory disturbances, gait
abnormalities and dependence on ADL.
• Apart from these, the chronic problems that are
challenging to the rehabilitation team are:
1. increased incidence of deep vein thrombosis and pulmonary
embolism.
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2. increased incidence of pneumonia (often secondary to
clinical/sub clinical aspiration.)
3. GI problems like constipation, nausea, dysphagia
incontinence.
(Neurogenic bowel: uninterrupted cerebral input between
cortex, pons and spinal defecation centre causing
uninhibited reflex emptying- incontinence.)
4. Nutritional problems, difficulty in feeding
5. Genitourinary problems: Neurogenic bladder in early stage,
flaccid, atonic bladder. Later, detrussor hyperreflexia and
low capacity bladder,inhibition from cerebral cortex. Bladder
sensations are often absent.
6. skin problems: Prevention and management of pressure sores
7. spasticity: Mass contraction of multiple muscle groups seen
in flexor and extensor patterns. Can be painful, may enhance
development of pressure sores, and impede functional
rehabilitation.
8. language and communication problems: Seen in
approximately 30% of stroke survivors. May affect
expression, fluency, comprehension, naming, reading,
writing and repetition.
9. cognition: Approximately 25% of stroke survivors have a
cognitive deficit, in areas like consciousness,
orientation,memory, language and reasoning.
10 increased incidence of delirium
11 depression:
About 1/3 of affected patients may develop major depression.
Possible causes include disruption of catecholamine systems
(decreased nor adrenaline and serotonin), grief reaction to
loss, medication side effects, hypothyroidism, infection or
pre-existing psychiatric condition. Diagnosis may be
difficult, especially in patients with aphasia or cognitive
impairment.
Other organic problems like emotional lability or flat effect
(A severe reduction in emotional expressiveness) may co
exist.
Clinical signs symptoms include decreased sexual desire,
feeling of worthlessness, impaired concentration,
behavioural changes, suicidal thoughts, and decreased/
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increased appetite. Depression can negatively affect
rehabilitation programmes, causing greater cognitive deficits.
12. seizures
13. pain:
a. central post stroke pain: Occur in 2% of patients.
b. shoulder pain: possible causes include spasticity,,
bursitis, shoulder subluxation, tendonitis, traction
neuropathies, CRPS etc.
14 hydrocephalus: Communicating hydrocephalus (secondary
to impaired absorption of (CSF) is more common.
15 increased risk of fall
16 other problems of deconditioning - like orthostatic
hypotension, decreased respiratory capacity and atelectasis,
generalized muscle weakness, joint contractures,
osteoporosis, impaired glucose tolerance etc are not
uncommon in stroke patients.
Treatment of CVA
• Stroke patients require hospitalization and management
of acute post stroke problems in the initial few days or
weeks for saving life and speeding recovery.
• But the long term care (rehabilitation and measures to
prevent recurrence) has to be planned in domiciliary (or
home based) care, in the community, by training and
enabling family and primary health care team.
Phase I: Emphasis on saving life and speedy recovery.
• Maintain vital signs, patent airway body temperature
fluid & electrolyte balance.
• Nutritional support (NG tube feeding may be required)
• Prevention and management of complication like
aspiration, seizures, DVT, thrombophlebitis, pressure
sores etc)
• Good general medical and nursing care
Phase II: Rehabilitation to achieve adaptation
• Physical, occupational and social rehabilitation have to
be planned, involving the family with realistic goals
appropriate to the situation.
• Rehabilitation is started in the acute inpatient setting,
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extended to outpatient reviews and the home based care
Phase III: Secondary prevention
• Emphasis is on prevention of recurrence of stroke.Control
of hypertension, diabetes and dyslipidemia,
• Cessation of smoking, weight reduction, treatment with
oral anticoagulants (if embolic foci are suspected) and
antiplatelet drugs (aspirin/ clopidogrel) are all combined.

Questions:
These questions can be used as an aid to revision.
1. List the issues requiring palliative care in progressive
neurological diseases.
2. How will you manage a person with stroke
3. What are the issues involved in caring for patients with
spinal cord injury.
4. What are the challenges in managing patients with Motor
Neurone Disease
z
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Section VII

Chapter XIV

Care of the Elderly
Dr. Abdulla Manima
Calicut
Dr. B. Barathi
St. John’s Medical College and Hospital, Bangalore

Learning objectives
After completing this chapter, candidate should
1. Know about the process of aging and common health
problems of the elderly.
2. Learn how to provide palliative care for the common health
problems in the elderly
3. Understand about dementia and its care
Need of the day
Advances in medical science and improved social conditions
during the past few decades have increased the life span of
man. The expectation of life at birth in developed countries is 67
.2years. (1)
Elderly population constitute 12.9% of the U.S. population.
Ageing population in India is 7.6% which is expected to reach
12.5% by 2025.(2) The overall life expectancy of an Indian elderly
is 64.7ys. (2) This demonstrates the upward trend in the growing
population of elderly which is known as “greying” of the nation.
Reason for population ageing
The exceptional growth in the percentage of the elderly
worldwide is related to the substantial decrease in birth rates
around the globe during the past 25 yr in many countries, ,and
the decrease in overall mortality. Also advances in medical
sciences and improved social facilities have contributed to
population rise in the elderly. (3)
The process of aging
Ageing, the process of growing old, is defined as the gradual
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biological impairment of normal function, probably as a result
of changes in the cells (mitotic cells, such as fibroblasts and
post-mitotic cells, such as neurons) and structural components
.(4)
Aging can also be defined as a progressive functional decline,
or a gradual deterioration of physiological function with age,
including a decrease in fecundity (5)
The changes that occur with aging can be categorized as those
that result from aging itself and those that result from diseases,
lifestyle, and exposures.
Successful (healthy) aging refers to a process by which
deleterious effects are minimized, preserving function until
senescence makes continued life impossible. People who age
successfully avoid experiencing many of the undesirable
features of aging and, whether they have a disease or not, remain
functional both physically and mentally.

Active ageing
• Active ageing is the process of optimizing opportunities
for health, participation and security in order to enhance
the quality of life as people age.
• Active ageing applies to both individuals and population
groups.
• Active ageing allows people to realize their potential for
physical, social, and mental well-being throughout the
life course and to participate in society, while providing
them with adequate protection, security and care when
they need.(5)

Disease versus aging
It is important to understand that old age is not a disease. With
aging, many physiologic functions decline. Many of these
declines are attributed to aging itself; in other words, they are
considered normal, not disease-related. For example, renal
impairment may be a part of aging but renal failure is not.
Geriatrics is the branch of medicine that focuses on health care
of the elderly. It aims to promote health and to prevent and treat
diseases and disabilities in older adults.
Gerontology.It is the study of the aging process itself.
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1. Common health issues encountered in elderly
Multiple Disabilities like impairment of hearing, diminished
vision, immobility are often present in elderly. Coexistence of
multiple diseases like Diabetes, hypertension, Ischemic heart
disease is a challenge in elderly. They have increased
vulnerability to develop diseases.
Also diminished cardiac, respiratory and renal reserves where
a mild infection could tilt the internal homeostasis upside down.
All these factors contribute to increased health problem in
elderly.
2. Occurrence of common chronic disease in elderly
• Degenerative diseases of heart and blood vessels is one
of the common chronic disease in elderly. Deposits in the
inner walls of the arteries lead to narrowing of the blood
vessels leading to diminished blood supply to different
organs, rupture of blood vessels and high blood pressure.
• Cancer is by and large, a disease of old age. About one
third of patients with cancer are elderly people.
• Diabetes is more common in elderly and this leads to
myocardial infarction, kidney diseases, stroke and
cataract.
• Diseases of the locomotor system like arthritis limit the
mobility of the aged considerably and contribute to
accidents.
• Accidents are very common in the elderly and most of
them occur at home. Visual and hearing impairment and
decline in mobility make the aged more vulnerable for
accidents. The bones become fragile due to decalcification
and break easily leading to fracture
• g. Incontinence and frequent urination are common
genito urinary problems in the elderly. Lack of exercise
and change in dietary habits result
in chronic
constipation.
3. Psychological problems:
a. a. Impaired memory, cognition, and judgement are some
of the mental changes in the aged.
b. Anxiety, depression and adjustment disorders are
common psychological problems in elderly. Depression
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is the most commonest psychological problem which goes
undiagnosed and untreated in the elderly.
c. Dementia is one of the common neurodegenerative disease
in elderly.
4. Social problems:
a. Financial Burden
Most of older people who are living in developing countries
live and work in un-organized sector in an unprotected
environment. They have no social security or social
welfare system to take care of them when they are unwell
or unable to work. So they are forced to continue to work
even when their health declines. Lack of pension and
insurance complicates the health care needs of the elderly
people.
b. Loneliness is the second commonest social problem due
to loss of one’s spouse, friends and due to migration of
children to faraway places. Deteriorating physical health,
visual, hearing and mental impairment may lead on to
increased isolation from the environment . Loss of role in
the family and society is another factor for loneliness and
other psychological problems.
c. A significant number of the elderly lose their partners in
their old age. As men usually marry women of younger
age and women outlive men in life expectancy, women
outnumber men in widowhood. The social stigmas and
economic dependence of these women add on to their
social distress.
d. Neglect and abuse: elderly are subjected to physical and
emotional ill treatment and neglected by family and
society as well. Sexual abuse is common in widows.
e. Social insecurity: In a study conducted in Karnataka, 40%
had expressed feelings of social insecurity and 56.3%
were deprived of financial security Only . 35.7% were
aware of government welfare schemes , out of which only
14.6% had utilized the schemes.(6)
5. Spiritual issues:
Multiple losses lead to spiritual distress in the elderly. Issues
like having good death ,and after- death issues are impportant
concerns that haunt them.
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6. Specific issues related in the health care of the elderly
• Polypharmacy
Elderly people have specific issues related to medications.
Elderly people particularly are subjected to polypharmacy taking multiple medications. The presence of multiple medical
problems could be the strong reason for polypharmacy in elderly.
Polypharmacy may result in drug interactions and may
sometimes lead to adverse drug reactions. We need to remember
that elderly have diminished reserve of cardiac ,liver and renal
functions and therefore the drug dosage need to be adjusted
accordingly.
• Atypical presentation of diseases
The presenting symptoms of diseases in elderly persons is vague
and non-specific .For example Pneumonia may present with no
fever or low grade fever, dehydration, or confusion. Also elderly
people may find it difficult to describe their symptoms, because
of cognitive impairment. Delirium is one the common
presentation in elderly for underlying disease such as
myocardial infarction or even for simple constipation.

Caring for elderly
The best place for the elderly to be cared is their own home. The
familiarity with the physical and emotional environment of the
home is reassuring to the patient. Short term institutional care
may be advisable when the patient is acutely sick or when
patient or family needs a break.
The role of family is paramount. In Indian scenario the family
members are the main care providers. So it is important that
family is educated and trained in providing physical care, as
well as emotional support.
Professional caregivers have a major role in helping patients in
training the family and the community in providing care. It is
not uncommon to see elderly being cared at( paid as well as
free) old age homes which are increasing in numbers drastically
as the family is unable to provide the care that they require.
The possible areas of health interventions includes:
a. Diet and nutrition: A healthy diet from early in life is
important in delaying or preventing the diseases of old
age. The diet should be balanced with less saturated fat
and oils, should contain lots of fruits and vegetables, salt
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and sugar should be less and should be fibre rich.
b. Exercise helps to control weight, improves emotional well
being, relieves stress, improves blood circulation,
increases flexibility, lowers blood pressure, improves
bone density and thus helps prevent fractures, lowers
blood sugar levels.
c. Life style modification: Abstinence from smoking and
alcohol and control of body weight is helpful preventing
chronic diseases like diabetes, IHD etc.
d . Social activities. The support derived from social
interactions is helpful in preventing physical and
emotional problems and also in recovering from illness.
e. Prevention of accidents and falls: Treating specific
conditions like visual impairment, joint problems etc can
improve mobility and balance. Modifications in the living
atmosphere like providing walking sticks and railings
for the stair case may have tremendous influence on
quality of life.
Health care policies for the aged in India
The government of India announced a national policy for the
elderly in January 1999. The principal areas of intervention are
financial security, health care, nutrition, shelter, education,
welfare and protection of life and property of older citizens. The
policy also provides scope for collaboration between
government and NGOs and aims for active and productive
involvement of older poeple, and not just their care.
As part of the National Social Assistance Programme, old age
pension is being provided. Tax concessions and travel
concessions are available for senior citizens. The national rural
health mission has identified elderly care as one of the main
areas.
Help Age India is the largest voluntary organisation working
for the care of older people. Help Age India supports free
cataract operations, mobile medicare units, income generation
and microcredit, old age homes and day care centers, adopt-agrany and disaster mitigation.
Dementia
Dementia is defined as a syndrome of acquired and persistent
impairment in cognition and intellectual functioning. (9) In
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America more than 4million people suffer with Alzheimer’s
dementia. In India over 3 million already are affected with
Alzheimer’s disease.(9)
The most common cause for dementia in America is known to
be Alzeihmer’s (50%) whereas vascular dementia is common in
China, Russia and Japan. (9)
Other causes for dementia are vascular, degenerative , infective
, inflammatory ,neoplastic ,traumatic ,hydrocephalus and Lewy
body dementia. (9)
Symptoms
Dementia symptoms include difficulty with many areas of
mental function, including:
• Language
• Memory
• Perception
• Emotional behavior or personality
• Cognitive skills (such as calculation, abstract thinking,
or judgment)
For detailed symptom presentation at different stages of
dementia, please refer the following table.
Presentation
Dementia usually first appears as forgetfulness. Mild cognitive
impairment is the stage between normal forgetfulness due to
aging, and the development of Alzeihmer’s Disease .
Classification
Dementia can be classified into four stages, mild moderate,
severe and terminal. (10)
Mild
Mild memory deficits, and personality changes but the person
can function independently.
Moderate
Significant cognitive impairment, Impaired judgement ,ADL
dependent
Severe
Completely dependent for ADL , Difficulty in swallowing,
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Early symptoms

Progressive
symptoms

Late symptoms

Language Problems

Memory loss

Indifferent attitude

Misplacing items

Difficulty in thinking
and reading

Apathy

Getting lost on
familiar routes

Imapired visual and
spatial skills

Anxiety

Personality changes

Poor judgment

Aggression

Loss of social skills

Confusion

Depression

Loosing interest in
things previously
enjoyed

Disorientation

Suspicion

Flat mood

Language
disorientation

Difficulty in
performing tasks that
take some thought,
but used to come
easily, such as
balancing a check
book, playing games

Hostility
Wandering
Cognitive &
Personality
disintegration
Loss of speech
Difficulty in
swallowing & speech

Objectives of dementia care:
• Monitoring the progress of disease. Tools like Mini
Mental State Examination will be useful.
• Re integrate patient into the social life as multiple
disabilities associated with process of aging coexist.
• Symptom care.
• Maintaining the functional capacity to the maximum
possible level. A multi task oriented team approach is
essential for this.
• Needs of the caregivers also has to be addressed.
• Identify the silent traps.
• Environmental modifications to ensure cleanness,
ventilation, lighting and spaciousness at the caring place.
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• Prognosis is unpredictable. (5 to 20 years)
• The wandering, agitating and resistive stages of disease
are difficult to manage
• Hospitalization may worsen the cognitive level further
• Acute events during care may leads to dangerous
consequences
• Physical disabilities precipitated towards the end stage
may make general care difficult.
• Behavioral problems are difficult to manage. It ranges
from simple disruptive behavior to unmanageable
obscenity and anti social activities. (10)
Kinds of care
• Home based care which is best as patient and relatives
will be comfortable at home. Home care nurses along with
help of the family would be able to provide the best care
for elderly.
• Day care under the specialist care givers helps both
socially and emotionally and even slow down the
progression of disease. It also provides respite for primary
care givers.
• In certain situations like sustaining trauma, acquiring an
infection etc institutional care may be required.
• Medications if used, may delay progression at the
maximum for 1 to 2 years only. (10)
• Drugs - Risperidone 0.5-1 mg bd/tid
• Olanzepine 2.5- 5mg qid
• Rivastigmine, 1.5 mg bd
• Memantine 20mg/ day

Background reading
1. www.census.gov/population/www/pop-profile/
elderpop.html
2. www.cehat.org/humanrights
3. http://ageing-research.blogspot.in/2007/12/definition-ofnormal-ageing.html
4. Partridge, L., and Mangel.M 1999 “Messages from mortality:
the evolution of death rates in the old.” Trends in Ecology and
Evolution 14(11):438-442.
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5. http://www.who.int/ageing/active_ageing/en/index.htm

Questions
1. What is successful aging?
2. Enlist the social problems faced by elderly?
3. Describe the manifestations of symptoms of dementia at
various stages.
4. Explain the principle of dementia care
z
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Chapter XV

Paediatric Palliative Care

Dr. Dighe M., Dr. Muckaden M.
Tata Memorial Center, Mumbai

Learning objectives :
At the end of the chapter, the candidate should
1. Have a basic understanding of the common physical
symptoms in children and their management .
Introduction
Palliative care for children represents a special, albeit closely
related field to adult palliative care.
WHO's definition of palliative care appropriate for children and
their families is as follows; the principles apply to other
paediatric chronic disorders (WHO; 1998a)(1) (3 old)
• Palliative care for children is the active total care of the
child's body, mind and spirit, and also involves giving
support to the family.
• It begins when illness is diagnosed, and continues
regardless of whether or not a child receives treatment
directed at the disease.
• Health providers must evaluate and alleviate a child's
physical, psychological, and social distress.
• Effective palliative care requires a broad
multidisciplinary approach that includes the family and
makes use of available community resources; it can be
successfully implemented even if resources are limited.
• It can be provided in tertiary care facilities, in community
health centres and even in children's home
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The above definition lays emphasis on the following points• Holistic care for the not only the child but also for the
family.
• A role for palliative care from the time of diagnosis of a
chronic condition, irrespective of the final outcome of
disease directed therapy.
• Utility across a variety of settings including the child's
home
• A multi disciplinary approach
While it is proposed that children with chronic diseases will
benefit from pediatric palliative care, there is no clarity on the
correct definition of “chronic pediatric conditions”. According
to Perrin et al,a condition is considered chronic if “(1) it has
lasted or is expected to last more than 3 months and (2) the
definition takes into account the impact of the condition on the
child, eg, level of functional impairment or medical need greater
than expected for a child of that age” According to this definition
the authors estimated that 31 % of children under the age of 18
years in the United States have a “chronic condition.” (2 b)
Whether palliative care should be provided to all of these
children is debatable. Based on the severity of symptoms, impact
of the disease on daily life, prognosis and the natural of the
condition, related disabilities and involvement of the family
members for care giving, need for respite care may be considered
while offering palliative are to a child with a chronic condition.
Some of the pediatric conditions where patients may benefit
from the palliative care approach are listed below. This list
includes only broad categories and not specific diseases1. Neurological conditions- e.g. Cerebral palsy,
neurometabolic diseases, hydrocephalus, other
conditions with mental retardation
2. Cardiovascular diseases- e.g. complex congenital
diseases, Cardiomyopathy
3. Respiratory diseases- e.g. Complicated TB, cystic fibrosis
4. Liver and other gastrointestinal diseases- e.g. Wilson's
disease, malabsorption syndromes, liver failure due to
any diagnosis, severe PEM
5. Hematological-oncological conditions- e.g. Cancer,
thalassemia, sickle cell disease, aplastic anemia,

204

hemophilia, autoimmune conditions like Juvenile
rheumatoid arthritis etc.
6. Chronic infections like HIV,
7. Chronic or recurrent renal conditions- e.g Congenital
uropathies, nephrotic syndrome, renal failure
8. A dying child due to any cause
9. Neonatal care where the prognosis for survival is poor or
severe sequelae are anticipated.
Even though new advances in medicine have improved survival
for a variety of patients with chronic diseases, there are a group
of patients who will still succumb to their disease. For instance,
approximately 25% of children with cancer die of their disease.
( 3) When the hope of cure and prolonged survival dwindles,
patients and care givers require holistic care including physical,
emotional, and spiritual needs.
Physical symptoms In children needing palliative care - unaddressed
and unmanaged
Children with advanced diseases like cancer are likely to have
multiple symptoms. These children are also at risk of being
inadequately treated for their symptoms due to the following
reasons-lack of self reporting by children, non availability of
proper assessment tools, unawareness or reluctance on part of
doctors to actively seek symptoms, problems using certain drugs
like strong opioids or availability and proper dosing.
Data regarding symptoms of children dying of cancer are limited.
However the more common symptoms experienced include
pain, fatigue, nausea, vomiting, cough, anorexia and
psychological symptoms.
A survey of children with cancer aged 10-18 years at Memorial
Sloan Kettering, New York showed a high symptom burden.
The most common symptoms (prevalence >35 per cent) were
lack of energy, pain, drowsiness, nausea, cough, lack of appetite,
and psychological symptoms (feeling sad, feeling nervous,
worrying, feeling irritable). Those that caused high distress in
more than one third of patients were feelings of sadness, pain,
nausea, lack of appetite, and feeling irritable. The factors
associated with a higher symptom load were- inpatient status,
recent chemotherapy (in the last four months) and those patients
with solid tumors viz leukaemia, lymphoma, or central nervous
system malignancies. (4)
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Symptoms seen in children with advanced cancers are enlisted
in Table 1. (4)
When dealing with physical symptoms in a child with advanced
disease, it may be important to remember that the goal at this
stage is to maximize comfort, improve the quality of life to the
best possible; while weighing the possible side effects and
benefits of a given treatment. Investigations such as routine blood
tests, recommended previously, have to be discontinued as the
focus shifts to comfort care. Rather the physician is called upon
to be “low tech and high touch”.

Pain
Accurate assessment of pain in children is essential for correct
management. Pain can be measured by a child's behavioral
response e.g. facial expression, physiologic response e.g.
tachycardia or self report.
A framework to assess pain is called QUEST (8) i.e.Question the child, use a pain rating scale, evaluate behavior
and physiological changes, secure parental involvement, take
the cause of pain into account, take action and evaluate results.
Reliable pain scales based on some form of self report are
available for assessment of children's pain and include the
following: (9)
Tool

Age group

Comment

Wong Baker Faces
rating scale(10)

From 3 years

6 faces depicting
smiling to neutral to
total misery to denote
pain severity

Poker chip tool(11)

4-8 years

4 poker chips placed
in front of child-each
is a piece of hurt

Eland color scale(12)

4-10 years

2 figures for the front
and back of the child
to depict location of
pain and colors for
severity

206

Numeric scale

From 9-10 years

10 cm line with 5 or
10 marks to depict no
pain on extreme left
to worst possible pain
on extreme right.

Verbal graphic
rating scale(13)

9-15 years

Horizontal or vertical
10 cm line with
descriptors starting
from no pain on
extreme left to worst
possible pain on
extreme right.

Preverbal patients cannot communicate their pain in the
standard, subjective manner. This inability to express and
quantify their pain places preverbal children at risk for
inconsistent identification of pain and inadequate pain relief.(14)
Special scales have been developed for use in preverbal children
(neonates, infants) and can be applied to children who are not
able to communicate due to their illness or a co-morbid condition.
Most of these depend on observations of the child's behavior or
responses to existing pain. Some of these scales areTool

Age

Comment

Children's Hospital
of Eastern Ontario
Pain Scale
(CHEOPS)(15)

1-5 years

Assess cry, facial
expression, verbal,
torso, touch, legs.
Validated for 1-5 yrs.
Post -op; good inter
observer reliability

Nurses Assessment
of Pain Inventory
(16)(NAPI)

newborn to
16 years

Assess verbal/vocal,
body movement,
facial, touching;
adapted from
CHEOPS, reliable.
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FLACC scale (F)
2 months to
Face; (L) Legs; (A)
7 years
Activity; (C) Cry; (C)
Consolability(14)

appropriate for
preverbal children in
pain from surgery,
trauma, cancer, or
other disease
processes

The management of pain must include pharmacological as well
as non pharmacological measures. Besides other problems
(feelings of guilt, other symptoms) that may contribute to the
child's pain must also be addressed.
Pharmacologic management of pain:
The guiding principles of analgesic administration in children
requiring palliative care are- 'by the ladder', 'by the clock' and
'by the mouth' and 'by the child'.
NSAIDS
NSAIDS are the main group of drugs for treating mild to moderate
pain. Side effects include hepatic, renal disturbances and
bleeding due to platelet dysfunction. Paracetamol, ibuprofen,
naproxen and diclofenac are commonly used NSAIDS.
Opioids
Opioids are recommended for moderate to severe pain. They are
classified as weak e.g. codeine, tramadol and strong e.g.
morphine , fentanyl.
Codeine is one tenth as potent as morphine and is usually
combined with a non-opioid like paracetamol.
Tramadol is one fifth as potent as morphine orally.
Morphine by mouth is the global strong opioid for cancer pain
( In India the only one).(l8) In India morphine is available as
tablets , sustained release tablets, elixir and injections . The
preferred route is oral while other routes are subcutaneous,
intravenous, per rectal. Oral morphine is half as potent as
subcutaneous and a third as potent as intra venous morphine.
Morphine undergoes pre systemic metabolism in the liver and
is excreted by the kidney- doses must be reduced in renal or
liver dysfunction.
The starting dose of morphine is 0.15 to 0.3 mg/kg every 4 hours.
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Duration of action is 3-4 hours; hence every three to four hourly
dosing is advised to maintain blood levels and prevent break
through pain. Morphine is recommended when pain is not
adequately controlled with a weak opioid and a non opioid.
The dose can be titrated upwards till pain is relieved or
intolerable side effects develop.
Common side effects of morphine are constipation, nausea,
vomiting, xerostomia, urinary retention, sedation,
hallucinations, myoclonus, itch and sweating.
Strong opioids like morphine do not cause clinically important
respiratory depression in patients in pain.(19) Pain is a
physiologic antagonist to the central depressant effects of
morphine.(l8)
It is important to prescribe a bulk forming AND stimulant
laxative along with morphine to prevent constipation.
Adjuvant analgesics are a miscellaneous group of drugs which
relieve pain in specific circumstances. (20) These drugs are often
used in the treatment of neuropathic pain.
Drug

Dose

Action/ Group

Amitryptyline

0.2 to 0.5 mg/kg PO. Neuropathic pain,
Titrate upward by
Antidepressant
0.25 mg/kg every
2 to 3 days.

Carbamazepine,

initial dosing:
10 mg/kg/day PO
divided OD or BID.
Maintenance: up to
20 to 30 mg/kg/day
PO divided every 8 h.

Gabapentin

5 mg/kg/day PO.
Anti convulsant
Titrate upward over Effective add on for
3 to 7 days.
neuropathic pain
Maintenance: 15 to
50 mg/kg/day PO
divided TID

Diazepam,

0.025 to 0.2 mg/kg
PO every 6 h
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Neuropathic pain,
especially shooting,
stabbing pain,
Anti convulsant

Acute anxiety, muscle
spasm, Sedativehypnotic

Prednisone,
dexamethasone
prednisolone, and initial dosing:
dexamethasone
0.2 mg/kg IV. Dose
limit 10 mg.
Subsequent dose
0.3 mg/kg/day IV
divided every 6 h)

Headache from
increased intracranial
pressure, spinal, or
nerve compression;
widespread
metastases

Non drug measures
Non drug measures make pain more tolerable. Some of these
are techniques are- distraction, guided imagery, muscle
relaxation and reinforcement of good coping behavior.
Distraction may include simple measures like holding a
comforter, singing, going on an imaginary journey, watching
TV etc. (9)
Fatigue
A study by Hinds et al. (21) involving children and adolescents
revealed that the younger cohort characterized fatigue in terms
of somatic complaints, like weakness . Hospital environment,
frequent sleep interruptions, treatment complications, pain, and
low blood counts were contributory factors whereas sleep
and quiet, distracting activities regarded as beneficial factors.
Adolescents described fatigue as an all-encompassing
experience affecting their physical, mental, and emotional state
related to the amount of noise in the environment, negative
emotions, boredom and insomnia. Helpful interventions were
rest, leaving the treatment center, distraction, physical therapy,
and medical/pharmacologic relief of treatment-related
complications.
• The exact patho-physiology of fatigue is not known. In
adults, possible factors are- tumor related-lipolytic,
proteolytic degradation factors produced by the
neoplasm and direct endocrine abnormalities due to
tumor infiltration . Host factors include host production
of IL-6, TNF etc and co-existing conditions like anemia,
uncontrolled symptoms, prolonged immobility with loss
of muscle mass and reduced cardiac output i.e.
deconditioning, cachexia, hypoxia etc.(22)
For treatment, non pharmacological measures arecounseling, adapting activities of daily living, adequate
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rest or exercise, if deconditioning is a contributor to the
fatigue, a change in medications perceived to be causing
loss of energy, avoiding expending energy on unnecessary
activities.(22)
Corticosteroids (23, 24) and megestrol acetate (25) are
known to be effective in the treatment of fatigue in adults,
though the optimum effect is shortlived. Correction of
correctable causes like anemia, management of pain,
depression etc where appropriate is essential.
Anaemia, cytopenias in pediatric palliative medicine
Hematological problems such as cytopenias are common in
patients with advanced cancers. The causes are multiple and
may co-exist in a given patient. Anemia may result from marrow
failure (infiltration, radiation or chemotherapy), anemia of
chronic disease, malnutrition, hemorrhage or chronic hemolysis.
Timely blood transfusions can provide good relief of symptoms
and improvement in overall quality of life.
Indication for transfusion of packed cells is a hemoglobin value
of less than 8 gm/dl. However care must be taken to avoid fluid
overload. Erythropoetin may be useful in the treatment of anemia
but cost is the prohibitive factor in the palliative setting.
Thrombocytopenia and leucopenia may also result from marrow
failure. Symptomatic thrombocytopenia warrants platelet
transfusion while hemostatic agents like tranexamic acid and
ethamsylate may help.
Nausea and vomiting
Nausea and vomiting are common symptoms in children
receiving palliative care.
Refer to section on management of GI symptoms
Constipation
It is a common problem in palliative care and left untreated can
be quite troublesome to the patient.
Refer to section on management of GI symptoms
Patients who are on opioids must be given a bulk forming and
stimulant laxative prophylactically.
Psychological issues in pediatric palliative care (refer to section
IX, chapter XVIII)
Children in palliative care have needs which are quite different
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from adults receiving similar care. Cancer related deaths in
children are less common than those in adults. (26)
Age dependant cognitive abilities of children affect their
perception of their illness, dying and control of the situation.
(27) A young child upto two years of age does not have any
concept of death and treatment must be aimed at providing
physical comfort. From 2 to 7 years, children may see death as a
reversible process; it is important to minimize separation anxiety
and to deal with guilt feelings. A child between 7 to 12 years is
likely to understand the permanence of death and may suffer
from guilt, abandonment and fears of body mutilation. The
adolescent faces a struggle between a need to be independent
and possibly worsening physical symptoms and lack of control.
Upto 1970, it was believed that children need not be informed
about their illness and a closed protective approach was
recommended. The work of Waechter (28) and Bluebond
Langner (29) radically changed this view. They found that
children with a fatal illness had extremely high levels of
generalized anxiety even when the prognosis was not directly
revealed to them. These children also were likely to depict
loneliness, separation, death in their fantasy stories. Waechter
noted a marked discrepancy between what the children actually
knew and what their parents perceived they knew. Very few
discussed death concerns with their parents. Denial by adults
may not be entirely effective in preventing anxiety in children.
Talking to children receiving palliative care
A study carried out at the Tata Memorial Hospital (30)
highlighted the attitudes of parents toward information giving
and support provided to the pediatric patient. Thirty one parents
were interviewed of which thirteen felt that the child was already
aware without being told directly. Two were open to discussing
the disease with the child but felt that it would be difficult to
talk about dying. Majority did not wish to discuss the disease or
dying with the child, citing anticipated distress or young age as
reasons for non disclosure. In this study, parental anxiety and
collusion were the major barriers to formal support or to open
communication with the children.
Clearly there is a difference in the psychological issues in
pediatric palliative care in India and in the West. However it is
evident that children receiving palliative care have psychosocial
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needs which are not fully addressed. Research and training of
staff dealing with such children is of paramount importance.
Care of care givers
Families of children having advanced cancers face manifold
stresses- emotional, financial, loss of job of parents, spending
prolonged periods of time away from home for treatment and
even social isolation in some cases. In this setting family care
givers are at risk for burnout. Some form of respite care in the
form of day care facilities or facilities for short stay may be helpful
in preventing such burnout. However such facilities are often
lacking in our country.
Within the constraints of pediatric palliative care services that
presently exist in our country, providing support groups for
children and families in a non threatening environment may be
useful. Such groups can be formed by enlisting the help of
families themselves along with support of trained staff and
voluntary organizations.
Bereavement support
Pediatric palliative care is its inception stage in India. Wider
application and acceptance of this specialty is essential for the
best possible care of children with advanced cancers.
Refer to section 10 )

Background reading
1. Bluebond-Langner 1978. M. The Private Worlds of Dying
Children. Princeton NJ: Princeton University Press.
2. Collins JJ et al (2000). The Memorial Symptom Assessment
Scale (MSAS): validation study in children aged 10-18. ;
Journal of Pain and Symptom Management 19(5), 363-77.
3. Dighe M, Jadhav S et al 2008;Parental concerns in children
receiving palliative care. Indian Journal of Palliative care;
14: 16-21.
4. Hurwitz CA, Duncan J et al 2004. Caring for the Child
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5. McGrath AP, Brown SC 2004. Pain control: In: Doyle,D,
Hanks,G et al eds. Oxford Textbook of Palliative Care for
Children , 3rd Edition,Oxford University Press.
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7. Merkel S 1997, The FLACC: A behavioral scale for
scoringpostoperative pain in young children.;Pediatr Nurse
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Case study
Saurabh is a 10 year old boy taking treatment for Osteogenic
sarcoma for the past 1 year. He has received some chemotherapy
and has undergone an amputation of the right lower limb.
However he has now developed unresectable lung metastasis
and a painful local recurrence. He has moderate pain in the
amputated limb and breathlessness which disturbs his sleep.
He feels “bad” that he is “a burden to his parents” and misses
his school a lot.

Questions
These questions can be used as an aid to revision.
1. How will you assess Saurabh's pain?
2. Describe an appropriate analgesic regimen for his pain.
3. How will you communicate with this child about his
disease?
4. Describe some of the spiritual issues that this child is
facing and how will you deal with them?
z
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Section VIII

Chapter XVI

Palliative Care Emergencies and
Common Conditions Requiring
Palliative Care
Dr. Bidhu K Mohanti
AIIMS, New Delhi
Dr. Muckaden M.
Tata Memorial Center, Mumbai

Learning objectives
After completing this chapter, candidate should :
1. Know about the common Palliative Care Emergencies- Spinal
Cord compression Superior Vena Caval Obstruction ,
Bleeding, Hypercalcaemia, Seizure , Delirium, Sepsis
2. Know how to manage the common palliative care
emergencies
1. Spinal cord compression
Malignant spinal cord compression (SpCC) is one of the most
dreaded complications met in palliative care and is often difficult
to manage when patient presents in a non-ambulatory advanced
stage .Hence, those looking after such patients should always
be vigilant in checking for early signs and symptoms of SpCC.
Spinal cord compression occurs in 3-5% of patients with cancer.
Initially it starts as vertebral bone metastases and 10% of patients
with such spinal metastases develop cord compression, the
frequency being highest in multiple myeloma and cancers of
the lung, prostate, breast and sarcomas.

•
•
•

The site of compression is
Thoracic
= 70%
Lumbosacral
= 20%
Cervical
= 10%
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It is important for all health professionals to have a high index
of suspicion for possible spinal cord compression because of
the catastrophic consequences of a delay in diagnosis.
The three cardinal symptoms experienced by patients are back
pain, autonomic (bladder and bowel) dysfunction, and motorsensory loss. Too often a nagging back pain for few weeks
followed by vague sensory or motor weakness occur as early
manifestations. By the time a patient is paraplegic and has loss
of sphincter functions of bladder and/or rectumthe prognosis
becomes poor and irreversible.
The majority, i.e. 80% of cases are caused by extradural deposits
due to direct extension from the vertebral body into the anterior
epidural space. Lesions above L1 (lower end of spinal cord)
will produce upper motor neuron signs(such as spasticity of
muscles/limbs, loss of balance, positive Babinski sign) Lesions
downwards from L1 to S5 will present as cauda equina
syndrome or with lower motor signs(muscle flaccidity, sphincter
tone loss, bilateral leg numbness).
Management
While managing spinal cord compression consider the
following aspects
1. Does this patients have reasonable likelihood of having
spinal cord compression?
Even the most skilled clinician is unable to diagnose, spinal
cord compression with absolute certainty. Often by the time
clinical signs are “classical” it is too late. Once the compression
has fully developed treatment outcome is very poor. Thus if
intervention to prevent paraplegia is to be meaningful, spinal
cord compression needs to be diagnosed early.
The keys to diagnosing SpCC include.
• Having a high index of suspicion in patients with
spinal metastases particularly in those with
multiple myeloma, breast, lung and prostate
cancer.
• Symptoms like back pain, difficulty in walking and
in passing urine should be viewed seriously.
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2. Would this patient benefit from instituting emergency
investigation and treatment?
Once the possibility of SpCC has been raised the patients
may be urgently transferred to a specialized unit where an
MRI scan can be carried out (if affordable) and radiotherapy
performed. Deciding whether this course of treatment is
appropriate for a particular patient involves an overall
assessment. Because more than 25% to 50% will become nonambulatory very soon, a condition which becomes
progressively difficult for management, every attempt should
be made for early investigation and specialized care.
Key Questions in deciding on emergency
investigations and management.
• Is the patient still walking?
• Is the patient suffering from severe
back pain?
• Has the patient already established
cord compression?
• Does the patient , who is reluctant
for further treatment ,get to
understand why emergency
management is being advised?
• Has the patient a short prognosis
(week by week deterioration).

Where suspicion of spinal cord compression is
high, it is best to involve the oncological team who
have been managing the patient, who will be able
to co-ordinate the necessary CT/MRI scan and
appropriate treatment rapidly.
If the patient is still walking, emergency treatment provides some
chance of regaining muscle power and treatment should be
started immediately with dexamethasone 16 mg -24 mg daily
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orally or intravenously while arrangements are made for urgent
transfer to an oncology centre.
Treatment approach in SpCC is to relieve pain(both due to bone
and nerve damage);local therapy by surgery, radiotherapy or
both; improve mobility and decrease the chances of disease
related events. Non-opioid, opioid, anti-convulsant and other
drugs with supportive care should be used. Whenever patient
has multiple bone metastases, the bisphosphonate therapy is
helpful to reduce the bone events.
Indications for surgical
decompression and
fixation:
(Less common option due to
logistical reasons)
1. Uncertain cause- to
obtain histology
2. Radiotherapy has not
been effective or
symptoms persist or
worsen despite radio
therapy
3. Radio-resistant
tumour (melanoma,
sarcoma)
4. Unstable spine
5. Major structural
compression
6. Cervical cord lesion
7. Solitary vertebral
metastasis

Indications for
radiotherapy:
1. Radiosensitive tumour
2. Multiple levels or
compression
3. Unfit for major surgery
4. Patient choice
Practice: Short course of
radiotherapy ranging from
Single fraction(8-10 Gy) to 5
fractions over 1 week(20 Gy)
or 10 fractions over 2
weeks(30 Gy)

Prognosis
Overall, 30% of patients may survive for one year. However,
non-ambulatory patients with paraplegia and bladder/bowel
sphincter loss will have a limited life expectancy of 3 months or
less. Function will be retained in 70% of patients who were
ambulant prior to treatment but will return in only less than
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15% of those who were paraplegic at the onset. Return of motor
function is better in those with incomplete cord damage and
particularly with partial lesions of the cauda equina. Loss of
sphincter function is a bad prognostic sign.
In practice most patients with an established diagnosis are
relatively unwell and have multiple metastases and will be
referred for palliative radiotherapy.
Management of patients with spinal cord compression
Such patients provide great challenges to the multi-disciplinary
team and have a number of nursing and supportive care needs.
These nursing and supportive care challenges are:
• mobility management, within the limits considered safe
for the compromised spinal cord.
• skin care in a patient confined to bed.
• bowel interventions
• bladder interventions
• psychosocial support
• occupational and physiotherapy assessments
• practical advice and support on environmental changes
• passive movements to maintain joint range
• teaching carers on how to correctly undertake handling
activities to maximize patient function and safety
• Prevention of bedsores, catheter care and bowel care
2. Superior vena cava obstruction
Superior vena cava obstruction (SVCO) is currently a
complication of certain malignant diseases, compared to the
1950s when mainly infective and benign conditions were the
causative factors. It is otherwise called superior vena cava
syndrome(SVCS),and is mainly due to compression or invasion
of the SVC by tumor or mediastinal lymph nodes.. It is caused
most commonly by lung cancer(75%) and lymphomas
(15%).Higher risk occurs with right-sided lung cancer of small
cell type. Tumors of the breast, colon, oesophagus, thymus and
germ cell account for the remaining 10%.
SVCO comprises of a clinical scenario which may start as a
slow process, and later on shows rapid deterioration. The clinical
picture depends upon the degree of venous flow blockage.
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Symptoms of SVCO include breathlessness (laryngeal oedema),
swelling of the face, neck and arms, headache (cerebral oedema),
visual changes, dizziness and orthopnoea and stridor.
Signs include engorged conjunctivae, peri-orbital oedema, nonpulsatile dilated neck veins and dilated collateral veins (chest
and arms).As the disease progresses without treatment, the late
signs will consist of cyanosis of face or upper torso, orthopnea,
stridor, mental status changes, stupor and coma.
Acute SVCO can deteriorate rapidly over days to weeks leading
to death.
Prognosis is poor in a patient presenting with advanced SVCO
unless the primary tumour is responsive to radiotherapy or
chemotherapy. Patients with chronic SVCO often have a longer
history and dilated collaterals and may be have chronic
symptoms of headache, stridor and orthopnoea.
Management
The main four treatment modalities for the SVCO are radiation
therapy, chemotherapy, pharmacologic therapy, and surgery.
Goals of treatment include relief of the venous obstruction and
symptoms; and where possible attempt for long term benefit or
cure in small cell lung cancer, lymphoma, and germ cell tumor.
Hence, certain investigation are necessary to establish the
diagnosis: chest xray, CT scan, bronchoscopy / mediatinoscopy,
aspiration cytology and biopsy.
Simultaneously the palliative care should be instituted.
• Emergency treatment (needed for advanced, acute
SVCO):patients may benefit from sitting upright.
• Oxygen trial may be used especially if patients or their family
are anxious, and requesting.
• Maintain calmness, or consider low dose midazolam to
reduce anxiety.
• Dexamethasone 16 mg PO. Or IV, followed by 4-8 mg at
6-8 hourly
• Furosemide 40 mg PO. Or IV ,and then as needed on daily
basis
Attentive nursing care to maintain airway, relieve anxiety and
keep the patient propped up are highly valuable.
The nursing practice should be based on a policy of ABCs-

220

airway, breathing and circulation
• Emergency radiotherapy (or chemotherapy, for chemosensitive tumours such as small cell carcinoma of
bronchus, lymphoma or testicular cancer), can be given
with steroid cover (e.f. dexamethasone 16 mg daily).
• Presently it is recommended that radiotherapy or
chemotherapy should not be started without a proof of
the type of malignancy, unless the patient is in a very
acute condition (and patient/family agree for treatment
without pathologic proof).
• A short course of radiation therapy,12-15 Gy in 3-5
fractions ,one fraction daily may show response over next
7 to 15 days in 50% of patients .Further RT is then
considered in sensitive tumors. Survival may be
prolonged for several months by these treatments, but a
recurrence may be more difficult to control.
• Surgical management by intraluminal stents, only
available in major centres, inserted via the femoral vein,
can also be considered in consultation with local
oncologist and radiologist.
• Young patients with SVCO may have a reasonable
prognosis with a primary such as lymphoma, or germ
cell tumor which can respond dramatically to certain
oncological therapy, like combined chemo-radiotherapy.
Hence, the palliative care team should always weigh these
options and seek consultation from the specialist cancer
centre.
• Overall median life expectancy in SVCO is around 6
months,with a range of 2 to 10 months.
3. Haemorrhage
In advanced cancer, the risk of haemorrhage or bleeding is
observed in approximately 10% of the patients .When visible, it
can be distressing to the patients and family carers. In some
patients it can be the sign of impending death.
Bleeding can result directly from the local vessel damage and
invasion, or from systemic processes such as disseminated
intravascular coagulopathy (DIC) or abnormalities in platelet
function.
These presentations may give clues to the underlying cause and
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Causes of Hemorrhage

Presentation of Bleeding

1. Tumor Invasion
(head and neck, cervix,
lung)

1. From tumor site

2. Liver failure

3. Epistaxis

3. DIC, Sepsis

4. Hemoptysis

4. Radio/Chemotherapy

5. Vaginal/urethral
orifices
6. Melaena/rectal
bleeding

2. Hematemesis

5. Thrombocytopenia,
ITP

guide the management. Haemorrhage may appear as acute,
episodic major bleed, or as slow oozing type.
Haemorrhage may be caused by treatments such as steroids or
non steroidal anti-inflammatory drugs resulting in gastric/
duodenal erosion. A generalized clotting deficiency,
thrombocytopaenia, hepatic insufficiency or anti-coagulant
therapy with warfarin are also contributory factors in patients
with cancer.
Quiet warning
•

Whenever there is a risk of bleeding,
the health care team need to balance the
anxiety of alerting the family to the
possibility of an acute bleed, and the
need for the family to be prepared for it.

• If the patient prefers to be at home,
managing acute haemorrhage needs to
be discussed with the family and the
home care team and a clear plan should
be worked out.
Management
• The comprehensive history, physical examination,
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concurrent medications and other illnesses will help in
identifying the underlying causes and likely prognosis.
• If the life expectancy and general health are favourable ,
then volume and fluid replacement followed by specific
measures to stop bleeding is considered.
•

If the goal is palliation at end-stage of life, then attempt
to stop bleeding without full resuscitative measures are
done.

• Often comfort and communication are essential steps.
Relatives or others who witness such an event will need
a great deal of support.
• If the haemorrhage is not immediately fatal such as with
a haematemesis or bleeding from the rectum, vagina or
superficially ulcerated wound, the aim of treatment is
local control if possible.
• Treatment for non-acute hemorrhage include oncological,
systemic and local measures.
• Palliative radiotherapy is useful for certain bleeding
tumours,e.g. those of the head and neck,lung,and
genitourinary tract.
• If radiotherapy is not appropriate, coagulation should
be enhanced with oral tranexamic acid 1gm t.d.s., but
caution is necessary with haematuria since clots may
form in the bladder resulting in further problems.
• The risks of encouraging hyper -coagulation need to be
considered carefully in patients with a history of
cerebrovascular disease or ischaemic heart disease.
• Local measures such as topical tranexamic acide,
pressure, or adrenaline (1:1000) soaks may be useful.
Sucralfate may stop stomach mucosal bleeding although
it will inhibit the absorption of a proton pump inhibitor
such as omeprazole. Ethamylate is another option which
can be administered either orally or IV at a dose or 250500 mg tid.
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Treatments can be broadly classified:
Local

Systemic

• Non-adherent dressing -Anti-fibrinolytic
-tranexamic acid
-aminocaproic acid
• Absorbable gel/sponge Vasopressin
• Haemostatic agents
-formalin
-sucralfate
-adrenalin

Vitamin K

• Radiotherapy

Blood products transfusion
-platelets
-packed cells
-coagulation factors

• Surgical/
Endoscopic
vessel ligation
• Interventional radiology
-transcatheter
embolization/balloon
• Erosion of a major artery can cause acute haemorrhage,
which may be a rapidly terminal event. It may be possible
to anticipate such an occurrence and appropriate
medication and a dark blanket to reduce the visual impact
should be readily available.
• Necessary sedation of a shocked, frightened patient is
important. Midazolam 2-5 mg SC or lorazepam 0.5-1 mg
SL act quickly.
• It may be appropriate to have emergency medication at
home to sedate the acutely bleeding patient, but such a
strategy can only be arrived at after discussion with the
family, carers and needs to be documented clearly.
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4.Hypercalcemia
Hypercalcemia is free serum calcium concentration above the
upper limit of the normal.
Calcium in the serum is protein bound as well as free (ionized).
It is the ionized Ca2+ that is metabolically active and therefore
needs to be calculated in patients with suspected hypercalcemia.
Most labs will provide only total serum calcium and serum
albumin separately, from which the corrected calcium value
has to be calculated as follows.
Corrected calcium (mmol/l) = measured calcium + 0.022 x (42 albumin g/dl) (Oxford Radcliff Hospital Trust).
Pathogenesis:
Hypercalcemia in malignancy is a paraneoplastic phenomenon.
Solid epithelial tumours release parathyroid hormone related
peptide (PTHrP) which causes increased bone resorption and
Hypercalcemia.
In myeloma, the tumor cells release osteoclast activating
cytokines like IL-6, TNF, and TGF which lead to increased
resorption of calcium from the bone.
Some lymphomas also produce 25-vitamin D1 alfa-hydroxylase
which activates Vitamin D, increasing calcium and vitamin D
absorption from the intestine.
PTHrP reduces distal tubular excretion of calcium and thus in
multiple myeloma, the renal dysfunction exacerbates the
Hypercalcemia.
Hypercalcemia induced vomiting leads to sodium loss and the
sodium linked proximal tubular calcium reabsorption is
increased.
Incidence:
10-20% of all hypercalcemias have a malignant pathology.
Squamous carcinoma of the lung, adeno carcinoma of the breast,
genito urinary cancers and myeloma are some of the
malignancies associated with higher incidence of
Hypercalcemia.
Why is it important?
Hypercalcemia is the most common life threatening malignancy
related metabolic emergency/complication.
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It is very often missed or mismanaged. If underdiagnosed and
undertreated, it adversely affects the patient's quality of life.
In one study, Hypercalcemia has been shown to be associated
with inferior survival in the palliative setting.
Clinical features:
Clinical presentation can be vague and overlapping with that
of underlying disease progression, co-morbidities.
Symptoms: Fatigue, nausea, vomiting, thirst, polyuria,
constipation, psychological disturbance. In severe cases, there
can be delirium, drowsiness and coma.
Clinical Signs: Dehydration, neurological weakness,
hyporeflexia, decreased consciousness.
Investigations: Serum calcium > 3.0 mmol/L, ECG changes :
Bradycardia, prolonged PR, Short QT, Widened T waves and
arrhythmia.
It is useful to remember that malignant Hypercalcemia, is
associated with hypochloremic alkalosis and plasma chloride
is generally <98 mmol/L whereas, primary hyperparathyroidism is associated with hyperchloremic acidosis.
Hypercalcemia is not seen in occult malignancies and diagnosis
is made by a high degree of clinical suspicion and relevant
investigations.
Management:
“Stop and think! Are you justified in treating a potentially fatal
complication in a moribund patient?” -Robert Twycross.
As in all conditions, the decision to treat or not to treat should
be based on sound clinical judgment of the durability of benefit
from interventions (based on expected symptom relief and
expected survival). It is good practice to consider the principles
of medical ethics namely patient autonomy, beneficence, nonmaleficence and justice.
The decision to correct clinical hypercalcemia must be
considered within the context of therapeutic goals as determined
by the patient, the caregivers, and the medical staff. As with
hepatic or metabolic encephalopathy, untreated hypercalcemia
will progress to loss of consciousness and coma. This clinical
course may be desirable at the end of life in patients with
intractable suffering and/or unmanageable symptoms when
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no further active treatment is available or desired for reversal of
the primary disease process.
Delirium, mental dullness, thirst, polyuria, constipation
improve consistently; whereas general malaise, fatigue and
anorexia show variable response.
1. Stop drugs that might reduce renal blood flow like NSAIDS,
or reduce calcium excretion like thiazide diuretics.
2. Hydration: isotonic saline 3-4 L over 24 hours for 2 days and
then 2-3 L per 24 hours along with oral potassium
supplements. Saline therapy reduces serum calcium by 0.20.4 mmol/L.
Specific measures:
1. Bisphosphonates : Zolendronic acid is currently the most
commonly used drug in India.
2. Mithramycin : in sub-therapeutic (Oncological) doses, is a
potent inhibitor of osteoclasts.
3. Calcitonin : acts opposite to parathyroid hormone
4. Phosphate
5. Corticosteroids
6. Octreotide
5. Delirium
Delirium or Acute confusional state is characterized by cognitive
impairment. However dementia (chronic confusional state) is
also characterized by progressive cognitive impairment. It is
important to differentiate delirium from dementia and in some
cases, delirium might complicate an underlying dementia.
Delirium

Dementia

Acute

Chronic

Mental clouding

Brain damage

Speech irrelevant

Speaks less

Aware and anxious

Unaware and not concerned

There are lucid intervals
no lucid intervals

Progressive worsening with
no lucid intervals
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Thus, the delirious patient has impaired understanding, is
confused and anxious .All these manifest as:
1. Poor short term memory
2. Poor concentration
3. Disorientation
4. Misinterpretation
5. Paranoid ideas
6. Hallucinations
7. Incoherent speech
8. Restlessness
9. Noisy aggressive behavior
10. Increased or decreased psychomotor activity (increase
causes facial flushing, dilated pupils, sweating and
tachycardia).
Why is it important?
Delirium causes a lot of distress to the patient as well the
caregivers. The condition is often misdiagnosed as psychosis
(madness), deafness, old age, disease progression etc. Lucid
intervals are missed and explanations are not given.
Management:
The principles of good symptom control - correcting the
correctable applies to the management of delirium also.
1. Explain to the care givers that the patient is not going mad.
2. Explain to the caregivers that there are lucid intervals.
3. Look for precipitating causes and correct them if possible
a. Unfamiliar new environment - sudden change
b. Uncomfortable environment - too hot, too cold, too dark,
too bright, noisy etc , wet bed, creases in bed, crumbs in
bed
c. Alcohol, nicotine withdrawal, previous psychotropic
substance abuse
d. Underlying anxiety depression
e. Worsening fatigue, pain
f. Constipation, urinary retention
g. Infection
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h. Dehydration, electrolyte imbalance
4. Use medications only if the patient or the family is distressed
with symptoms or if symptoms persist.
5. Sedatives if prescribed need to be followed up as they can
worsen symptoms (like hallucinations).
6. In case of a suspected brain metastasis or tumor progression,
steroids can be tried.
Specifically, Haloperidol 1.5 mg - 5 mg OD is given PO or SC.
The dose needs to be titrated to response and progression.
In case of terminal delirium, higher doses of haloperidol 10-30
mg and midazolam 10-60 mg SC infusion is needed to control
terminal distress. If distress persists then SC levomepromazine
or Phenobarbital has to be tried.
6. Convulsions
Seizures (generalised or partial) occur in 10-15% of palliative
care patients most often due to primary or secondary(metastatic)
brain tumours, cerebrovascular disease, epilepsy, or biochemical
disturbances like low sodium, hypercalcaemia, uraemia.
Management:
Principles of good symptom control need to be adhered to. If the
patient's desire is not to be admitted in the hospital , then a care
plan for management at home is essential as in other
emergencies.
Assessment
1. Look for and exclude other causes of loss of consciousness
or abnormal limb/ facial movement. (eg fainting episode,
postural hypotension, arrhythmia, hypoglycaemia,
extrapyramidal side effects from dopamine antagonists,
alcohol).
2. Ellicit previous history of epilepsy, previous secondary
seizure, known cerebral disease.
3. If the patient is a known epileptic and has been on antiepileptics or has been on anti -epileptics for secondary
seizures, look for compliance to anti-epileptics.
4. Are any of the current medications causing a drug
interaction with the anti-epileptic the patient is already
on? E.g. corticosteroids reduce the effect of
carbamazepine, phenytoin).
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Specific management
Acute seizure management
o Put the patient in the recovery position; move any objects
that might cause injury.
o If seizure does not resolve quickly, anticonvulsant
medication is needed.
Treatment options
o In hospital, diazepam (emulsion) IV in 2mg bolus doses
up to 10mg or lorazepam 4mg by slow IV injection are
used.
o Diazepam rectal solution 10-30mg given PR or via a stoma.
o Midazolam SC 5mg, repeated after 5 minutes.
o Buccal midazolam 10mg can be given using the
parenteral preparation
Persistent seizures
o IV phenytoin is used in hospital settings.
o Phenobarbital can be given as 100mg IM bolus dose
followed, if needed, by a subcutaneous infusion of
phenobarbital 200-400mg diluted in water for injection
over 24 hrs. Seek advice from a specialist.
Chronic seizure control
o Most patients with a structural cause for seizures benefit
from treatment.
• Partial or secondary generalised seizures sodium valproate, carbamazepine or
lamotrigine.
• Primary generalised seizures - sodium valproate
or lamotrigine.
• Dying patient unable to take oral medication
Midazolam SC 5mg or diazepam rectal solution
PR 10mg, if required.
Midazolam SC 20-30mg infusion over 24 hrs can
be used as maintenance therapy.
Practice points
o Phenytoin is no longer a first line drug for chronic seizure
control. It interacts with many drugs, and is prone to
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cause side effects including sedation in palliative care
patients.
7 Sepsis
In some situations, we are faced with the dilemma whether to
use antibiotics for treating infection in advanced cancer. In
such situations, health care workers may consider the following:
• Is treatment compatible with the palliative philosophy,
in other words, will treatment improve symptoms and/
or quality of life?
• Is treatment going to be futile? I.e. does the patient's clinical
status suggest that he/she would die soon despite
treatment?
Evidence for decision making:
Although the studies are few in number, several indicate a
symptomatic improvement in infection related symptoms,
particularly for dysuria associated with a UTI. However, the
effect of antibiotic administration on mortality, notably
increasing life span is variable- many patients who received
antibiotics died while receiving them or shortly following.
Ford et al, outlines a number of ethical issues to consider when
contemplating antibiotic treatment. While future research may
produce guidelines on 'which ' antibiotics to use and 'how' to
administer the antibiotic, 'whether' to treat infection in advanced
cancer will remain a challenge. It is anticipated that personal
and ethical decision making principles will continue to be
paramount.
“The use of antibiotics in the last days to weeks of life is a complex
issue. Withholding antibiotics may be part of a palliative care
plan in some severely ill patients. ( Nagy-Agren S et al 2002). It
is not possible to predict whether antibiotics will produce a
cure, or conversely whether withholding them will result in
death. Therefore, antibiotics do not fall neatly into the category
of life-sustaining treatments, as do mechanical ventilatory
support or tube feeding. Antibiotics might be considered part of
a good palliative care plan if life-threatening infections produce
discomfort, but the decision to treat can lead to burdens,
including more diagnostic tests, adverse reactions to antibiotics,
and the use of intravenous lines.”
It thus becomes an individualised decision whether to use
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antibiotics for a given infection for a given patient. As far as
possible we should try to follow the basic principles of Palliative
Care - benefit verses toxicities- in concurrence with the patient
and family members.

Background reading
1. Emergencies, NHS, UK, available from http://
www.palliativecareguidelines.scot.nhs.uk/documents/
Emergencies.pdf accessed 16, Jan 2011
2. Falk S, Fallon M (1998) Emergencies. In Fallon M, ed. ABC of
Palliative Care. London:BMJ Books:35-38
3. Flounders JA(2003).Oncology emergency module :Superior
vena cava syndrome. Oncol Nurs Forum 30(4):E84-E88.
4. Hypercalcemia PDQ in cancer topics, NCI 2010 [online].
Available from <http://www.cancer.gov/cancertopics/
pdq/supportivecare/hypercalcemia/HealthProfessional/
allpages#Section_30> Accessed 16 Jan. 11.
5. Kramer J.A (1992) Spinal cord compression in malignancy.
Palliative Medicine 6(3): 202-211.
6. Levack P,Graham J,Collie D et al (2002) Don’t wait for a
sensory level. Listen to the symptoms: a prospective audit of
the delays in diagnosis of malignant cord compression.
Clinical Oncology (Royal College of Radiologists) 14(6):472480.
7. Nagy-Agren S, Haley H. Management of infections in
palliative care patients with advanced cancer. J Pain
Symptom Manage. 2002 Jul;24(1):64-70.
8. Pereira J,Phan T(2004).Management of bleeding in patients
with advanced cancer.Oncologist 9:561-70 ( text at
www.TheOncologist.com)
9. Regnard C,Tempest S(1998) A Guide to Symptom Relief in
Advanced Disease. 4 th edn.
10. SIGN Guideline 70 (Epilepsy in Adults): http://
www.sign.ac.uk/.
11. Twycross R(2001) Symptom Management in Advanced
Cancer. 3 rd edn. Oxford: Radcliffe Medical Press.
12. Wan JF,Bezjak A(2010).Superior vena cava
syndrome.Hematol Oncol Clin North Am.24(3):501-13.

232

Questions
These questions can be used as an aid to revision.
1. What factors in a patient's history alert you to the risk of
spinal cord compression?
2. What treatment would be appropriate for the management
of spinal cord compression?
3. Which cancers are most likely to cause Superior Vena Cava
Obstruction (SVCO)?
4. What are the symptoms of SVCO?
5. What are the four treatment modalities for patients with
SVCO?
6. What is the treatment of hypercalcaemia?
7. How would you prepare the family of a patient who is at
risk of an acute haemorrhage?
8. A 50 year old patient with a cerebral glioma has had several
fits recently. How would you manage this situation?
z
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Section Nine

Chapter XVII

End of Life Care
Dr. Dighe M.
Tata Memorial Center, Mumbai
Dr. K. C. Rajashree
Pain and Palliative Care Society, Calicut

“We ought to give those who are to leave the life the same care and
attention that we give to those who enter the life - the newborns”
Jan Stjernsward

Learning objectives
At the end of the chapter, the candidate should
1. be able to recognize the signs and symptoms of impending
death
2. be able to make a holistic assessment and needs of the
dying patient and his family
3. know practical management of the terminal phase
“It is little short of a tragedy if someone has high-quality palliative
care over a period of many months only to die in poorly controlled
suffering of body or mind, watched over by relatives who had
understandably expected something better. Indeed some might argue
that ensuring a comfortable and dignified terminal phase is one of the
principal reasons for the patient being referred to a palliative care
team”
Carl Johan, Derek Doyle
Definition of a good death
Decent or good death is one that is free from avoidable distress
and suffering for patients, families, and caregivers, in general
accord with patients' and families' wishes; and reasonably
consistent with clinical, cultural, and ethical standards”.
However the question “how many patients actually have a
“good” death?” remains unanswered.

234

Health care professionals working in palliative care are
probably more aware of the concept of a “good death” than
most other health care professionals. Most dying patients do
not receive terminal care from specialist palliative care
professionals. This means that all professionals who are likely
to care for dying patients must be skilled in delivery of holistic
care to the patients as well as the family members. The relevance
of this chapter cannot be over emphasized.
We may use a broad conceptual framework proposed by
Emanuel to understand the experience of dying.

Death and suffering
A broad understanding of death and related issues is vital in
the management of the same
• The patient's suffering may be the result of physical,
psychological, social or spiritual issues. The experience
is further influenced by the availability of social support
and existing relationships, hopes, expectations and
spiritual beliefs. Some of these- such as physical
symptoms, social support, some expectations are
modifiable; the others such as socio- demographic status
and the clinical status are not. In the terminal phase, the
health care professionals' skill lies in identifying these
aspects correctly and then developing an appropriate care
plan for each patient.

235

• The patients who are entering the last phase of their life
have health needs, which require particular expertise.
• Professionals and health care workers need to achieve a
transition towards death that fulfills the wishes of the
patients and of those who are close to them.
• A combination of a rapidly changing clinical situation
and considerable psychological demand pose
professional challenges that can only be met with
competence, commitment and human compassion.
• Enabling patients to die with dignity and in comfort is a
very valuable skill, which can bring immense professional
satisfaction and a sense of personal growth
Terminal phase
The terminal phase is defined as the period when day today
deterioration, particularly of strength, appetite and awareness
are occurring.
Unique aspects in the terminal phase
There are many issues which are unique to the terminal phase.
• Physical symptoms may change dramatically and new
ones may emerge.
• Symptom assessment may become challenging if the
patient becomes increasingly comatose.
• The oral route may no longer be reliable to prescribe
medications and alternate routes will have to be used.
• Preferences of the place of care will have to be made and
the feasibility of these preferences ascertained.
• Palliative care professional will have to be aware of the
fact that psychological issues may surface during this
stage and must be handled with skill.
• The dying patient may experience spiritual issues during
the terminal phase. The palliative care professional will
have to be sensitive and empathetic about these issues as
well.
• The family caregivers also have unique needs during this
phase. The palliative care professional should be able to
recognize these needs and provide appropriate support.
• Finally the professional caring for the dying must be aware
of his or her own feelings and reactions to the loss of a
patient.
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Predicting death
• Predicting death in palliative care is often difficult. In
cancer, there is a typical phase of gradual deterioration
finally leading up to the dying phase. Rarely death may
occur unexpectedly due to a catastrophic event like a
hemorrhage from the tumor.
• Predicting death in other chronic conditions like
congestive cardiac failure, COPD, CKD or dementia could
be more difficult. These diseases have trajectories in which
there are episodes of deterioration from which there may
be partial or complete recovery.
• It is notoriously difficult to predict when death will occur.
Patients will readily tell you stories of what others have
told them in response to the question, “How long have I
got?” Avoid the trap of predicting prognosis unless
absolutely pushed to do so. At that point, avoid specific
times that will be remembered by patients and relatives
long after you have forgotten. Talk in terms of 'days',
'weeks' or 'months'
• “When we see someone deteriorating from week to week,
we are often talking in terms of weeks; when that
deterioration is from day to day then we are usually
talking in terms of days, but everyone is different”
However it is important that the palliative care professional is
able to correctly diagnose dying
The effects of not diagnosing dying
• Ongoing invasive and inappropriate interventions
and investigations
• Unrealistic expectations of the patient and the family,
• Emergency hospital or even intensive care unit
admissions
• Failure to address symptoms leading to continual
distress
• Loss of trust in the doctor-patient relationship
• Dissatisfaction about the care received
• Difficult bereavement.
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Signs and symptoms of death
The clearest signs of approaching death are picked up by the
day by day assessment of deterioration.
Research has shown that nurses and relatives are often better
at predicting the approach of death than medical staff.
Symptoms

Signs

Profound weakness/
bed bound

Gaunt appearance

Needs assistance for
basic needs

Drowsiness

Diminished intake of
food and fluids

Loss of skin turgor and luster

Disoriented in time,
place and person

Dry mouth and conjunctiva

Difficulty in concentrating
and cooperating

Should such symptoms develop suddenly over a matter of days
instead of the usual weeks, it is important to exclude a reversible
cause of deterioration such as infection, hypercalcaemia, or changes
in medications.
Participation by patient, family and friends.
• The events and the 'atmosphere' which are
present at the time of a patient's death can
greatly influence the grieving process of those
left behind.
• It is very important to continually seek the
patient's views and feelings about treatment
while they remain conscious, even when their
weakening state makes communication difficult.
• Relatives also need to be given time to raise their
questions, concerns, and requests for
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information and they should be listened to and
answered as clearly as possible.
•
As the patient deteriorates the family's role
becomes more important and their wishes need
to be balanced with the palliative care team's
views of the patient's needs.
•
At the end of life, families are crucial in
providing the needed support and care for their
loved ones and the professionals should
understand their role to empower the family to
fully manage all aspects of care.
• Most patients will be dying at home. In case of
people dying in hospital, they should be allowed
to stay if they want to, while nursing and
medical procedures are carried out.
• Relatives should determine who and how the
body is dealt with after death. This is an
important part of their last 'duty' on behalf of
their loved ones and should not be medicalised.
• Different religious and cultural groups have different
approaches to the dying process. It is important to be
sensitive to these particular cultural and religious beliefs.
If in doubt, ask a family member. You are more likely to
cause offence by not asking than by asking
• Patients' wishes regarding place of death
• Dying is a very special and unique event for
each individual. Helping to explore a patient's
wishes about death and dying should be an
earlier part of the palliative care approach than
in the last 24 hours.
• Acknowledging wishes that the patient has
expressed about such things as place of death
can bring great comfort to the family.
• The wish to die at home is very common and
training the carers to provide the necessary care
to the patient at home in the dying phase with
support if possible from local hospital and
community services, is an important part of
palliative care responsibility.
• Raising the question on place of death with
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patients is not easy, particularly for those who
do not know the family very well. However, over
the course of a developing relationship it may be
possible to ask, “If your condition deteriorated
where you would prefer to be looked after”.
• Dignity: The palliative care team needs to have a
goal to maintain the patient's dignity in a
manner which is appropriate to that particular
patient. What is dignified for one patient may
not be the same for another patient
• Collaborative multi-professional approach:
Effective terminal care has been shown to require
a team approach. No individual, no matter how
committed or gifted, can meet all the palliative
care needs of a patient and their family. Thus, if
you are working on your own, you need to
gather a team of fellow workers who can join
with you so that together you can provide a more
holistic service. Such a team might include
doctors, nurses, volunteers, social workers, and
others with suitable skills
Assessment of patient’s needs
• The focus of assessment in the last 48 hours is to discover
what the patient perceives to be his or her problems and
to try and find out which concerns need to be addressed
and how they should be prioritized.
• Beware of patients who under-report their symptoms and
families who misinterpret their relatives' symptoms.
1. Physical needs
What are the symptom control issues which need to be
addressed?
Formal inquiry may be made to find out distressing physical
problems such as nausea, constipation, pain, oral problems,
sleep disturbance and pressure sores
2. Psychological needs
Is the patient 'distressed'?
If so, what are the symptoms of psychological distress in this
patient?
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3. Spiritual needs
Is there spiritual distress or pain?
Do they have particular religious tasks to be accomplished?
Referral to palliative care services is appropriate when:
o One or more distressing symptoms that are
found to be difficult to palliate
o There is severe emotionaldistress
associated withthe patient's condition.
o There are dependantchildren and/ or
elderly andvulnerable relatives
Assessment
• Assessment is not just a recording process but involves
looking for what the patient is feeling and thinking.
• Many problems are displayed through non-verbal clues,
and relatives can often shed light on what is happening.
• Assessment should be physical as well as psychological
Physical assessment
Examination at this stage is kept to the minimum to avoid
unnecessary distress. However following points may be noted
for special attention
• site of pain
• oral cavity.
• evidence of pressure sore
• bowel and bladder disturbances
• other symptoms suggested either by verbal / non verbal
means
Psychological assessment
• The key to psychological assessment is finding out what
the patient wants to know. Gently assessing how the
patients feel about their disease and situation can shed
light on their needs and distress. How the patient
interprets their disease and its symptoms could be a cause
of psychological distress. However, deep probing at this
stage is inappropriate as the goal of care is psychological
comfort and peace
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• Some patients want to know everything and studies
suggest that this is by far the majority, but some would
prefer not to have things spelled out.
Causes of psychological distress
• Fears associated with symptoms such as pain, breathlessness,
hemorrhage and constant nausea or diarrhea
• Lack of knowledge and clarity of the diagnosis, and the
suspicion that care givers are hiding the details
• “Weak” religious faith.(It is said that convinced believers
and convinced nonbelievers have less anxiety)
• Having dependant children or other dependant relatives
• “Unfinished business” to attend to such as an unmarried
daughter or incomplete house construction.
Talking about death and dying
• As a taboo subject, few people feel comfortable about
discussing death, even though it is natural, certain, and
is happening around us all the time.
• Opening up discussion can be very relieving to patients
who often feel that they are not given permission to talk
about dying as this would be admitting defeat.
• Sometimes the direct questions like “are you worried
about dying?” is most appropriate. Often the patient's
biggest fears can be handled with positive reassurance
and empathic approach.
• Where reassurance cannot be given, it is helpful to break
the fear down into constituent parts and try to deal with
the aspects of the fear which can be dealt with.
Spiritual assessment (please refer section III Chapter V)
Spiritual distress is characterized by overwhelming distress
often related to unresolved conflict, guilt, fears and/ or feeling
of loss of control
Investigations
Any investigation at the end of life should have a clear and
justifiable purpose such as excluding reversible conditions
where treatment would make the patient more comfortable. The
need for investigations in the terminal stage of illness is very
few.
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Principles of symptom control in dying patients
Dying patients are very weak. They require:
• excellent nursing care
• treatment of specific symptoms like pain, breathlessness
and noisy breathing
• prevention of new symptoms e.g. use of appropriate
mattresses and prevention of pressure sores
• Anticipation of probable needs or problems and
discussion of the same with the patient and relatives is
important. As the patient becomes less aware, it is the
relatives and the nursing staff who become the patient's
advocate.
• At this point a clear plan of goals of management should
be discussed and agreed between the doctors, nurses and
family members. For example,
o the potentially sedative side effects of opioid
analgesics need to be explained
o the use of alternative routes of medication needs
to be discussed as the oral route may be more
difficult
o the treatment plan should define clearly what
should be done in the event of a symptom
breakthrough
Routes for medicine in the terminal phase
• The intramuscular route for injections should be
avoided as it is painful.
• If buccal medicines are given, it is important that
the mouth is kept moist
• The rectal route can be very useful for certain
patients, though it is not well accepted by some
cultures.
• Transdermal fentanyl patches shouldbe avoided
in the terminal stage unless they have beenused
before since it takes too long to titrate againsta
patient's pain.
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• If available, a syringe driver, containingmorphine
and other drugs are used so that adjustmentscan
be made more precisely to suite the patient's
changing state.
Indications for switching from oral route:
1. Intractable vomiting
2. Severe dysphagia
3. Patient too weak to swallow oral drugs
4. Decreased conscious level
5. Poor alimentary absorption (rare)

The common routes practised in India for patients at home
• s/c injections
• placing a s/c needle to allow intermittent bolus
injections
• nasogastric tube
• continuous s/c infusion (CSCI) via syringe drivers,
• IV injections in patients with upper gastrointestinal
obstruction and feeding
• gastrostomy/jejunostomy- much less preferred
options
The use of subcutaneous butterfly needles has had a major
impact in allowing patients to receive injectable medication at
home. These needles can be kept in situ for up to one week and
can provide a route for injection which can be used by family
members who have been trained.
Routes of administration of drugs for end of life care
• Oral
All drugs if acceptable to the patient
• Sublingual
•
Anxiolytics/ Sedatives: - Lorazepam 0.52mg q6h and p.r.n. (fast acting and short
duration)
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• Analgesics: - Ketamine 0.25-0.5 mg/kg /dose
(fast acting and short duration, but visual
hallucinations can be disturbing)
• Transdermal
• Analgesics: - Fentanyl patches are not suitable to
manage acute pain. If the pain is reasonably well
controlled and the patient is unable to take
medicines orally, Fentanyl patches are good
alternatives
• Subcutaneous
• Opioid analgesics: - Morphine, the dose should
be titrated according to the need and response.
There is no ceiling dose
• Non-steroidal anti-inflammatory drugs: Diclofenac 150mg/24h (usually intramuscular
route is preferred)
Ketorolac 30mg q6h
• Antiemetics: Metoclopramide 10mg q6h - q4h up to 120mg/24h
Haloperidol 2.5 - 5 mg bolus dose up to 30mg/24h
Haloperidol is also useful for delirium
• Anxiolytics/Sedatives:
Midazolam 2-5 mg bolus up to 100mg/24h
Lorazepam - 0.5 -2mg bolus which may be repeated
according to the need and the response
(Midazolam acts as anxiolytic in smaller dose and
anticonvulsant in higher dose)
• Antisialogogues: Atropine 0.6mg q6h
Glycopyrrolate 0.2mg q12h - q8h
Hyoscine butyl bromide 20mg q6h up to 240mg/24h
Somatostatin analogue: - Octreotide600-900mcg/24h
Octreotide is used in large volume vomiting associated with
intestinal obstruction
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Other drugs like Deriphyllin and Dexamethasone (smaller
doses) also can be given subcutaneously
All drugs for subcutaneous administration are diluted in sterile
water except Diclofenac, which is diluted in 0.9% saline
Syringe Drivers
Experience in the use of syringe drivers has been limited in
India and tends to be confined to specialist in-patient units.
Management of common symptoms
Common symptoms in last 48 hours
• Pain

Section IV Chapter VI

• Breathlessness

Section IV Chapter VII

• Urinary dysfunction

Section IV Chapter X

• Noisy, moist breathing

Refer below

• Anorexia and dehydration

Refer below

• Emergencies

Section VIII Chapter XVI

• Nausea /Vomiting

Section IV Chapter XVII

1. Pain
Three-fourths of all dying patients will have pain requiring
strong opioid analgesics when they enter the terminal phase. In
their final 48 hours, 13 % will then have their dose reduced,
44% will have it increased, and in 48% it will remain unchanged
Causes of pain in the terminal phase:
1. Disease progression
2. Change in dose or route of administration of analgesic
3. Pathological fracture
4. Constipation or urinary retention.
5. Pressure sores
• Pain control may require parenteral administration of
analgesics (subcutaneous, IV, patches. per rectal,
sublingual) as oral route may not be reliable.
• Do not use methods which interfere with communication
and interaction with the patient.
• The syringe driver can be effectively and conveniently
used to infuse drugs subcutaneously.
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• Pathological fractures can be treated by immobilization.
• Pain due to pressure sores can also be relieved with topical
Lignocaine and pressure reducing mattersses..
2. Breathlessness:
• About 17 -47% patients experience dyspnoea in the
terminal phase. The causes of dyspnoea in this stage may
be reversible or irreversible. Some of the common causes
are- extensive lung metastases or carcinomatous
lymphangitis, anxiety or panic, chest infection, pleural
effusion, pericardial effusion, and anaemia.
• Treatment includes correction of reversible factors after
appropriate consideration of the benefits and burdens of
the treatment.
• Morphine is the drug of choice for symptomatic treatment
of uncontrolled dyspnoea .The probable mechanism of
action is reduced sensitivity of the medullary respiratory
centre to carbon dioxide. If breathlessness is associated
with recurrent panic, small doses of subcutaneous or IV
Midazolam or Lorazepam sublingual or IV can be added.
• The place of inhaled oxygen therapy in terminal
breathlessness is not clearly defined.
3. Urinary dysfunction
• As patients become weaker their ability to pass urine
normally is affected by weakness and tiredness. Some
patients will prefer to have catheter while for others the
thought of a catheter or pads is very undignified. Patient's
wishes need to be taken into account.
• However in the situation when a patient becomes
unconscious it is important to ensure bladder care is part
of the overall patient care plan. If not, a patient may
become distressed because of distended bladder or they
may develop skin problems from incontinence.
• If such patients are managed at home, the family members
need to be given clear instructions on how to handle these
sensitive issues. They can be easily taught how to manage
an indwelling catheter at home as well as the use of pads.
4. Death rattle
• It is seen in 25 to 92 per cent of dying patients.(2)
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• This term describes the gurgling, bubbling noise made
when a terminally ill patient has secretions at the back of
the throat and is too weak either to swallow them or
expectorate them.
• This is very distressing to relatives and should be treated
promptly
• Prophylactic treatment is preferable as it is easier to
prevent secretions than removing it from oropharynx and
throat using suction
• Patients themselves are rarely distressed by noisy
secretions. It isimportant for the family to be aware of
this.
• . It is important to assure the family that the patient is not
“choking to death.”
• General measures include re-positioning the patient and
giving reassurance to the relatives.
• It is best to reduce the secretions with Atropine 0.6 mg
sublingually or subcutaneously q6h or as and when
required. Glycopyrronium bromide 0.6-1.2mg/24h
subcutaneously is a good alternative.
• Mechanical suction may be tried but it gives short lived
relief only.
In Palliative care settings, suction is rarely done as it can be
traumatic.
5. Anorexia and dehydration:
• The patient is encouraged to eat as frequently as he/she
desires.
• Anorexia often increases as death approaches
• .The patient may be offered sips of water, crushed ice.
Parenteral rehydration may be attempted via subcutaneous or
IV route in selected cases .A trial of IV fluids may be given and
discontinued after 24 hours if the patient does not improve.
Emergencies in the terminal phase
Most emergencies in the last phase are irreversible and the
treatment should be aimed at the urgent relief of distress and
associated symptoms. Drugs like Midazolam and Lorazepam
are helpful to relieve anxiety and to control symptoms in many
situations
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1. Acute stridor
• This may be caused by haemorrhage into a tumour
pressing on the trachea or it may be the final stage of
progressive tracheal compression, with a catastrophic
result.
• The patient needs to be sedated as speedily as possible
with IV Midazolam 5 to10 mg or rectal Diazepam solution
10 to 20 mg (which relatives can be taught to use in the
home), both effective within minutes.
• It is not uncommon in dying patients and can distress
the relatives. Patients are often so ill that they seem
unaware of it.
• The treatment should include: Sedation with Midazolam
SC 5 to 10 mg every hour until the patient is settled.
Alternatives are rectal diazepam solution 10 to 20 mg every
hour or clonazepam SC 0.5 mg hourly until settled.
2. Convulsions
• Ten per cent of patients experience grand mal convulsions
in the terminal phase .Causes include previous history
of epilepsy, post- neurosurgery, primary or secondary
cerebral malignancies, sudden withdrawal of long-term
anticonvulsants.
• Usually, anticonvulsants must be continued, using either
rectal Diazepam or SC Midazolam via a syringe driver
3. Restlessness / agitation in the terminal phase
Up to 40% of terminally ill patients experience confusion for a
variety of reasons -primary or secondary brain tumour, epilepsy,
metabolic encephalopathy, electrolyte imbalance, side effects of
drugs, infection, nutritional deficiency, paraneoplastic
syndromes.
Management
• Eliminate all possible reversible causes with particular
attention to pain and discomfort from a full bladder or
rectum.
• If it is necessary to consider sedation, this should be
discussed with
the patient and family
• Treat any identifiable cause like hypercalcaemia,
uraemia, hepatic encephalopathy, sepsis, hyper- or
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hypoglycaemia, or even a change in surroundings ,
changes in medication
• If the patient is dehydrated it is always worth a short
trial of subcutaneous infusion of saline. (11) Benefit, in
this case as reduction in confusion, will be seen within
24h.
• Create as quiet and unchanging an environment as
possible, explaining the importance of this to relatives
and visitors.
• Explain to relatives how to converse with the confused
person not trying to correct them, not arguing with them.
• The following drugs are useful:
Midazolam 10-100mg/24hours SC
• For agitated confusion haloperidol 2.5 to 5 mg may be
used.
4. Haemorrhage: Haemorrhage can be quite distressing for the
patient as well as caregivers Visual impact of the haemorrhage
can be made less by the use of dark coloured towels and sheets.
Supportive presence and explanation about the situation to the
patient and care givers is essential in the management
Psychosocial suffering
• Hippocrates noted that' young men fear death, old men
fear dying.'Most patients, who are able to articulate what
they are feeling, speak of their fear of confusion, their
fears about asphyxia, fighting for breath or bleeding to
death. Most, given the chance, tell of their sadness at
leaving loved ones and their anxiety about how they will
cope.
• Almost all patients, once they feel able to speak of what
lies ahead, seek reassurance that they will not be left alone,
will not be allowed to suffer, and will not be a burden on
those caring for them. (1).
Spiritual problems
• For the patient, the terminal phase is a time to look back
and a time to look forward. The spiritual problems faced
by each individual vary and depend on previously held
beliefs.
• Spiritual distress may be relieved by talking with a person
with whom the patient feels comfortable.
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Review of medication
• At this stage patient's comfort is the priority. Unnecessary
medication should be stopped but analgesics, antiemetics,
anxiolytics, antipsychotics and anticonvulsants need to
be continued.
• Diabetes can be managed with short acting insulin as
needed.
• If the patient is unable to swallow essential medicines,
an alternative route of administration can be used.
• These changes need to be explained to relatives who may
become anxious that tablets which the patient has to take
for years are suddenly stopped.

Background reading
1. Twycross R 2003, . Introducing Palliative Care, (Fourth
edn, Institute of Palliative Medicine, Calicut, India.
2. Jim Adam 2001 .The Last 48 Hours, In: Marie Fallon and Bill
O’ Neill eds ABC of Palliative Care, 1st edn, Tavistock Square,
London. Section 11;pp 39 – 42

Questions
These questions can be used as an aid to revision.
1. List any five symptoms in impending death.
2. Mention two situations where a dying patient needs to be
referred to a specialist palliative care centre.
3. What is death rattle? Mention the management plan.
4. How will you clinically confirm death?
5. List the indications for switching from oral route of
medicines in the terminal phase

z
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Chapter XVIII

Practical Issues Related to Death
Dr. Gayatri Palat
MNJIO and RCC, Hyderabad
Dr. Sukdev Nayak
AH RCC, Cuttak
Dr. K. Suresh Kumar
Institute of Palliative Medicine, Calicut

Learning objectives :
At the end of the chapter, the candidate should know about
1. Death certification
2. Grief and bereavement
3. Organ donation

Death itself:
It is hard to predict accurately but it is important to be aware of
the signs of imminent death so that the family members may be
given a warning shot
In the days and hours leading up to the patient's death:
The pulse gets weaker,
Blood pressure gradually falls
Respiration become shallower, slower and varies in amplitude,
often in a Cheyne-Stokes pattern.
Consciousness is slowly lost except in the few patients
The skin gets colder, from the periphery inwards, and feels
clammy.
The colour of the skin of the extremities and round the mouth
may become faintly cyanotic.
Eventually, all signs of cardio-respiratory function cease and
the corneal reflex is lost.
The caring team members may need to face questions like
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• “Do we need to ask his son to come back from Gulf?”
• “Do we need to have one of the male members of the
family staying all the time?” (If the patient is hospitalized)
Since the opportunities for meaningful communication
diminishes as the patient approaches death, families, expressing
a wish to be present at the time of death should be advised to
visit as soon as you detect deterioration.
• “I think it is finished, please can you come and check?”
When you are sure that the breathing has stopped, there are no
heart sounds after auscultating for 30 seconds, and there is no
carotid pulse, tell the family clearly about death. It is important
to use explicit language - “Gopal has died”
It is also very important at this point not to leave the room
immediately but to spend a few minutes in silence,
acknowledging the family's loss and if necessary offering
practical support as the family prepares for the funeral.
The responsibility of the palliative care team does not stop when
the patient has died and they have said good-bye to the grieving
relatives. There is one last thing to do-review every aspect of the
care they have given, from the time of first involvement, through
the terminal phase to the death.
• Was all suffering relieved and if not, what more could
have been done?
• Was the patient given every opportunity to express their
feelings and fears and were they addressed
appropriately?
• Was death peaceful and dignified in all respects?
• Was everything possible done to support and care for the
relatives?
• Where could the care have been better?
• How does each member of the care team feel?
• What lessons have been learnt that might lead to better
care for others?

Organ donation, death certification, grief
bereavement
Tissue donation
The subject of tissue donation should be discussed with the
patient and family much in advance, if possible. The regulations
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and possibilities for donation of organs will vary from state to
state and according to the proximity to transplant centres. In
India, usually such individuals who had decided for tissue
donation might have registered their names. Otherwise the
family, after death of the patient may express the wish gives
consent for tissue donation.
The transplantationof human organs Act, 1994
ACT NO. 42 of:- (1) Any donor may, in such manner and subject
to such conditions as may be prescribed, authorise the removal,
before his death, of any human organ of his body for therapeutic
purposes. (2) If any donor had, in writing and in the presence of
two or more witnesses (at least one of whom is a near relative of
such person), unequivocally authorised at any time before his
death, the removal of any human organ of his body, after his
death, for therapeutic purposes, the person lawfully in
possession of the dead body of the donor shall, unless he has
any reason to believe that the donor had subsequently revoked
the authority aforesaid, grant to a registered medical practitioner
all reasonable facilities for the removal, for therapeutic purposes
of that human organ from the dead body of the donor.
Donor Criteria For Non-Heart-Beating Donor
There are few absolute contra-indications to tissue donation.
Patients with untreated systemic infection, HIV (or high risk
factor for HIV), Hepatitis B or C, Alzheimer’s disease, diseases
of unknown aetiology, Motor Neuron disease cannot be
considered. Blood is taken from potential donors (after death)
for HIV and Hepatitis B and C testing.Relatives must be
informed of this.
Death certification
• All patients dying in hospital need to have a death
certificate issued from the local self government office
closest to the hospital.
• This can only be done after a 'death report' has been filled
in by the duty doctor.
• The 'death report' should be filled in as early as possible
to avoid further distress to the relatives.
• Clear statements of the disease process should be given
in the report to avoid ambiguity.
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Time after death
within which
tissue must be
retrieved

Length of time
organ/tissue
can be stored
after retrieval

Organ/
Tissue

Age Limit

Contra
indications

KIDNEY

2-75 years

Maximum
1 hour

Maximum 36
hours

Most
malignancies.

CORNEA

1 year
No upper age
limit

Maximum
24 hours

30 days in an
eye bank

Scarring or
ulceration of
the cornea.
Haematological
malignancies

HEART
VALVES

3 months
to
60 years

Maximum
72 hours

Up to
10 years
in liquid
Nitrogen

Congenital
valve defect
Rheumatic
heart disase

• Abbreviations should not be used.
• If the patient dies at home it is the family's responsibility
to inform the local self government office.
Grief
• Grief is a normal reaction to death (bereavement) or other
major loss. Its manifestations will vary from person to
person but will often include physical, cognitive,
behavioural and emotional elements.
• For a close personal bereavement, grief is likely to
continue for a long time, may recur in a modified form,
stimulated by anniversaries, future losses or other
reminders.
• People are likely to be changed by the experience of
grieving but most in time find that they are able to function
well and enjoy life again.
Normal manifestations of grief
Physical manifestations
• Symptoms experienced by a bereaved person may include
“hollowness” in the stomach, tightness in the chest or
throat, over sensitivity to noise, feeling shortness of breath,
weakness of muscles, lack of energy, dry mouth and a
sense of depersonalization. These are usually quite
normal but if there is doubt, a medical opinion should be
sought.
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Emotional manifestations
• For many, sense of shock and numbness is the initial
emotional response to bereavement.
• Feelings of anger (directed at family, friends, medical staff,
God, the deceased or no one in particular) and guilt (real
or imagined) are common. There can be desire for the
return of the deceased. Anxiety and a sense of
helplessness and disorganisation are also normal
responses. Sadness is the most commonly recognised
manifestation of grief, but the great depths of sadness,
something similar to depression, is often not reached.
• Feelings of relief and freedom may also be present,
although people may then feel guilty for having these
feelings
Factors making grief more difficult include:
• Interpersonal: relationship with the dead/patient was
ambivalent or dependant
• Circumstantial: “bad death”, sudden death, the bereaved
person being absent at the time of death
• Historical: previous unresolved losses and history of
depression
• Personality: limited ability to tolerate emotional stress;
self image as being a 'strong coper'
• Lack of social support
Cognitive manifestations
• Disbelief and a sense of unreality are frequently present
early in bereavement. For a while, elements of denial may
also be present.
• The bereaved may be preoccupied with thoughts of the
deceased.
• It is also common to have a sense (visual, auditory etc.) of
the presence of the deceased.
• Short term memory, the ability to concentrate and sense
of purpose are frequently detrimentally affected by a
bereavement process.
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Ways of helping a bereaved person
o Being there for them
o Non-judgemental listening, encouraging them to talk
about the deceased, giving permission for the
expression of feelings, offering reassurance about the
normality of feelings and experiences
o Providing information, when requested, about the
illness and death of their loved ones and also about
the range of grief responses
o Educating others (family members and other support
networks) about how best to help the bereaved person
o Becoming familiar with your own feelings about loss
and grief
Behavioural manifestations
• Appetite and sleep may be disturbed following
bereavement and dreams involving the deceased, with
their emotional impact for the bereaved, are not infrequent.
• The bereaved person may withdraw socially, avoid
reminders of the deceased or act in an absent-minded
way; they may also engage in over-activity, or visit places
or carry objects which remind them of the deceased.
• Some people contemplate rapid and radical changes in
their lifestyle (e.g. a new relationship/ job transfer), which
may represent a way of avoiding the pain of bereavement.
Such rapid changes soon after a bereavement are not
normally advisable
Grief pathway
Various models have been developed to help us understand
people's experiences of grief. Some writers have described stages
or phases of grief through which bereaved people pass:
Kubler-Ross (1970) - (Formulated from her work with dying
people, but often applied to grief.)
There are five phases described namely denial, anger,
bargaining, depression, acceptance.
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The Extended Grief Cycle is shown as in the chart below,
indicating the roller-coaster ride of activity and passivity as the
person wriggles and turns in his desperate efforts to avoid the
change. This model includes the shock stage (immobilization)
and testing stage in addition to the other stages described
originally

Parkes (1996) - numbness, pinning (fix blame or responsibility
on a person or self) dejection, recovery.
Worden (1991) - refers to 'tasks' of mourning:
Task 1 -To accept the reality of the loss
Task 2 - To experience the pain of grief
Task 3 -To adjust to an environment in which the deceased is
missing
Task 4 -To emotionally relocate the deceased and move on with
life
Stroebe (1992) - in her dual process model of coping with grief
suggested that bereaved people tend to oscillate between 'loss
oriented experiences' and 'restoration oriented activity' and both
are necessary to allow adaptation to continued life without the
deceased.
Walters (1996) and Klass et al (1996) have explored continuing
bonds between the bereaved person and the deceased,
emphasizing the importance of incorporating the memory of
the dead into their ongoing lives, recognizing the enduring
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influence of the deceased.
Factors which may affect the grieving process
Each person's grief is individual. Various factors may affect
how a person grieves. These include
• the temperament of the bereaved individual
• the availability of a supportive network
• subsequent problems following the death
• social, cultural and religious framework
• the nature of the death
• the nature of the relationship with the deceased
• family history, including earlier losses
Bereaved children
Children experience emotions and other reactions which are
not dissimilar to those experienced by adults. Reactions may
include:
• denial - the child talking about the dead person as if they
are still alive.
• guilt -children may feel that something they said or did
caused the death.
• anger, perhaps directed at peers who have not had a close
bereavement, at the surviving parent or at the deceased.
• anxiety that other caregivers also may die or that no one
will take care of them.
• physical Complaints, including loss of appetite,
nightmares or symptoms which the deceased had
previously experienced. Children may need help to
understand these reactions and those of others around
them, as they have little or no previous experience of
death.
•

One feature of the grief of most children is that they do
not sustain grief over continuing periods of time, but tend
to dip in and out of grief -jumping in and out of puddles,
rather than wading through the river of grief.

•

Children's understanding, responses and needs will be
affected by many factors including their previous
experiences of loss and how these were handled.
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• It is important also to consider the age of the child,
although any attempt to consider responses according to
age will require flexibility and there is considerable
crossover between the ages
Children of different age groups and mode of grief
Under the age of 2-3 years

May have little concept of death,
but will be aware of separation and
may protest against this by
detachment
or
regressive
behaviour. Children of this age
need a consistent caregiver,
familiar routines and the meeting
of their physical needs.

Between 3 and 5

Do not see death as irreversible.
Their concerns will relate to
separation, abandonment and the
physical aspects of death and
dying.
Their response may include
aggressive
and
rejecting
behaviour, becoming withdrawn
or an increase in clinging/
demanding
behaviour.
There may also be regression to
infant needs. Comfort, reassurance
and a simple answering to their
questions will help a child of this
age. Allow them to participate in
family rituals and to keep
mementoes of the deceased. Be
aware of the words you use!
(E.g. do not associate death with
sleep or a long journey).

Between 6 and 8

Seek causal explanations. A whole
range of behaviours may be
evident as their response to griefwithdrawal, sadness, loneliness,
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depression, acting out behaviour
or becoming a “perfect” child.
Short, honest and concrete
explanations will help a child of
this age, along with maintaining
contact with friends and normal
activities. Allow short term
regression and dependence on
other adults and reassure the child
that they will always be cared for
Involvement in the family's grief
related rituals will also help.
Pre-teenage group

Appear to have a calmer, more
accepting attitude to death They
often have a good factual
understanding of what has
happened. Encouraging the child
to talk about the deceased,
providing them with clear and
truthful answers to their
questions, not hiding your own
feelings and providing the child
positive reassurance.

Teenage years

Engaged in a search for meaning
and purpose in life and for
identity. They feel that they have
deep and powerful emotions that
no one else has experienced.
Teenagers
may
exhibit
withdrawal, sadness, loneliness
and depression, or they may act
out in an angry, hostile and
rejecting way. They may seek to
cover up fears with joking and
sarcasm. Young people of this age
need as much support as possible,
involvement, boundaries, a sense
that their feelings are being taken
seriously and reassurance that
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their feelings are normal.
Continuing contact with their
peers should be encouraged.
Young people may identify
someone, with whom they feel
comfortable to talk..

General approach
• Adults attempt to shield children from death and dying
people by telling them little or nothing about what is
happening.
• However, children are never too young to sense when
something is wrong from the behaviour of those caring
for them. and their own.
•

Many children are not able to understand the reality of
death and the feelings they are having. They may be
confused and feel rejected and abandoned at a time when
they most need support, understanding and security.

• Adults, struggling to cope with their own emotions, may
feel inadequate or totally helpless in dealing with grieving
children.
• Children may express themselves physically rather than
verbally and tend to grieve in spurts, going through
periods of time seemingly unaffected.
To help children cope with their grief, adults should
consider the following:
• Information - keep children informed about what is
happening, answer their questions honestly and in
words they can understand.
• Don't be afraid to say that you don't know and
consider offering them the opportunity to talk to
somebody who might help.
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• Involvement - do not exclude children. Offer them the
opportunity to participate, explaining in advance
what will be happening (e.g. when viewing the body,
at the funeral).
• Reassurance - Children may need additional
reassurance and comfort but will also be helped by
familiar routines and boundaries. Tell children what
will stay the same and what may change
• Allowing expression of feelings - children will be
helped by knowing that the expression of feelings is
acceptable. Adults should be aware that children will
learn what is acceptable from the adults around them

Background reading
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ofPalliative Care. London: BMJ Books: 39-42
2. Brazil K, Howell D et al 2005 Preferences for place of care
and place of death among informal caregivers of the
terminally ill. Palliative Med. Sep; 19(6):492-9.
3. Furst C, Doyle D (2004). The terminal phase. In: Doyle D.H.et
al eds. Textbook of Palliative Medicine. 4th edn.
Oxford:O.U.P.:
4. Kubler-Ross E (1970) On Death and Dying. London:
Tavistock Publications.
5. Stroebe M (1992) Coping with bereavement: a review of the
grief work hypothesis. Omega: Journal of Death and Dying
26: 19-42.
6. Whitworth M.K. et al (2004) Doctor, does this mean I’m going
to starve to death? Journal of Clinical Oncology.22: 1: 199201.
7. Worden J.W (2003) Grief Counselling and Grief Therapy.
3rd edn. London: Brunner- Routledge.
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Questions
These questions can be used as an aid to revision.
1. What might alert you to the possibility that the patient is
entering the “final stages”?
2. The family often feels helpless when their relative is dying.
What might you suggest to help families during this time?
3. A Muslim family is spending time at the bedside of their
dying father. What might you want to know?
4. Which broad areas of need must be addressed when someone
is dying?
5. What factors might increase anxiety in the dying patient?
6. It becomes impossible for a dying patient to take Diclofenac
orally, which has been very helpful for bone pain. How might
it be given?
7. Which groups of drugs generally need to be continued even
when a patient is within the last 48 hours of life?
8. For what reasons might a syringe driver be used?
9. What are the common controversies encountered while
caring a patient in end of life phase?
10 Why is it important to talk to children when they are
bereaved?
z
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