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The Law Commission has done a remarkable job by preparing a draft bill on the
issue of End of Life Care and presenting before the public for discussion.

As a doctor working in Palliative Care for the past 21 years | had
sufficient time and opportunity to ponder on the issue of care of the dying. | am
a trainer for doctors studying palliative medicine and one of the subjects |
regularly take is ethical issues. So | am very much familiar with the ethical
dilemmas of end of life Care.

With due respect to the honourable Justice who prepared the draft | beg to
disagree on certain points.

1. The term Passive Euthanasia is a misnomer. Euthanasia by definition “is a
deliberate intervention undertaken with express intention of ending life to
relive intractable suffering.”"How can a ‘deliberate intervention undertaken
with express intension’ be passive? Euthanasia is always an active
intervention done to end the life. Moral and Ethical justification for doing so
has to be discussed altogether on a different level. The question to be
addressed in the draft bill is about limiting futile treatment.

2. Limiting futile treatment and stopping treatment when the risk and burden
outweigh benefit are surely not euthanasia. They are only appropriate
medical care.There are certain benefits, so also certain risk and burden for
any medical treatment or therapeutic intervention. We have to weigh the
benefits of the intervention with the risk or burden involved. When benefit
is more, we start or continue that treatment. The moment it turns out to be
distressful, harmfulor burdensome we stop it.

Unfortunately the term “treatment” within‘limiting futile treatment’ has a negative
connotation. We are stopping a particular interventionnot only because it is
futile but also to avoid the unwanted risk and burden of it. When you are
switching off a ventilator it is not because it is no more of any benefits to the
patient, but because continuing ventilation creates more problems to the
patient.'Limiting futile interventions’ may be a better term

Preserving life at any cost — The ultimate goal of medicine has long
been regarded as “preserve life at any cost”. Again, life is often understood
within a narrow frame of functioning of vital organs. Yet life is about living and
not about existing attached to a machine. When the disease has progressed to
such an extent that preserving meaningful life is impossible, the physician has
a moral obligation to allow the natural process to takeover.In order to achieve
this, the physician may have to resort to withdrawing or withholding artificial
means of sustaining organ functions, provide appropriate medical care. Analgesia
and other comfort measures and sedating the patient to relieve intractable
suffering when required, which are appropriate medical care cannot be regarded
as any form of euthanasia. In such circumstances, death happens, not because
of the stopping of futile interventions, but because of the inevitable progression
of the disease process itself. In other words anaction of the treating physician
to withhold or withdraw an intervention is not the cause of death.As the veteran
Palliative Medicine teacher Dr. Robert Twycross stated, ‘Ethical principles should
be applied for clinical decision making against the background of Respect for
life and the Acceptance of the ultimate inevitability of death’. So this cannot be
described as euthanasia. There is a strong sentiment against euthanasia in the
community. So qualifying this sort of appropriate medical care as “passive
euthanasia” will confuse decision making process and reduce the acceptance
of such care in the community.

Stopping futile interventions is not inaction. There is a general
misconception among public that heroic measure to preserve functions of vital
organsalone are worthy of the name- medical care. There are a whole lot of
things the physician can do to alleviate the suffering of the dying patient and to
provide him a comfortable and peaceful death. Unfortunately this misconception
is reflected in the well meaning statement of the learned judge quoted in the
document:"the doctors are not actively killing anyone; they are simply not
saving him”.The judge is trying to save the doctors accepting their ‘justifiable
inaction’. It is not like that at all! Let nature take its course. Letting the patient
die doesn’t mean abandoning the patient. Even if we can not save the life of the
patient, we have lot of things to do to save the patient from the distress until the
last moment of his life.

Dr. E. Divakaran 4
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NO ONE ISALONE IN THIS!

We have each other and that is why |
wanted to share my story.

WE WILLNEVER
STOP FIGHTING!

» Dr. Shyamala (Volenteer Doctor for the last 10
years with Pain and Palliative Care Society)

Well | am Dr. Shyamala and | am one among
you!

I had a doubt about my lump in the right breast
and on January 3rd 2008 | went into the surgery
OPD of Amala medical college hospital to have a
consultation. The moment my surgeon had a look
into it he said “ | think it's a malignant lump , let
us have an FNAC and confirm it! “ All along | was
wishing and hoping he would say oh it’s just
fibroadenosis and its nothing to worry! | could see
my husband standing beside me, his face turning
all pale and frozen. But we decided to go and have
an FNAC and get it confirmed. And then everything
was quick. By evening we got the fate written
down that | should go ahead with the surgery.

It was difficult to take in the news immediately
or absorb or believe,though | was hearing whatever
my onco surgeon was explaining. It was my
family members who were going through severe
emotional distress. | was wondering if | will be
the same person as before, if | will be able to do
the things | usually enjoy, if my work life will be
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impacted, and if my relationships will change?

The next fear was about my chemo therapy
and the side effects , but | decided | will take one
step at a time and focus on the surgery. Mastectomy
or removing one’s breast is really scary because
we all know, for us women it’s an integral part of our
beauty and feminity . So it can threaten deeply a
woman’s sense of sexuality and a fear how our
partner is going to react to our changed and
deformed body creeps in.

But as a doctor and working as a pain and
palliative physician, | was thinking it was so easy
for me to advise and give suggestions and help to
my patients, but when | was the victim here, | felt |
was losing control of my life and all alone. | could
easily relate to all my helpless and suffering patients
.When my husband and my sisters and mom
assured me and comforted me, | was feeling as if
they never understood what | am really going through.

But then on January 14th | underwent a radical
mastectomy and soon | bounced back thinking |
should fight and be strong to face the next hurdle of
chemotherapy.

Some mornings | would not even want to get
out of the bed and the tubes and drains were
restraining all my activities. | kept telling myself
don’t expect everything to be right away so soon....”

In fact | was doing a course on the palliative
care and an exam was due on the 26th, but all my
coworkers and friends and family motivated me and
with all my drain tubes and pots | made it ...did my
exams and came out all jubiliant. The pain and
swelling in my right arm was depressing and |
followed all my advices which | was giving my
patients to prevent lymphoedema.

And then came my chemotherapy cycles. My
tissue biopsy showed that | need adjuvant
chemotherapy and also that | am Her 2 neu +++!

It was a really difficult time for me and all of my
loved ones, while | was going through all of the trials
and tribulations of treatment, but I've always tried
to maintain a strong, positive outlook on life and
involved my friends and family in sharing my journey.

When | lost my hair and my breasts, | felt
unattractive. But my husband showed me



unconditional love and made me feel beautiful
inside and out. And kept assuring that
True beauty lies in who you are, not what you
look like. My mom and my sisters were strong
pillars , re assuring me and tolerating all my
mood swings. To show empathy , my mom even
went to the extent of tonsuring her head, since
| lost all my hair.

But the treatment had strong side effects.
| had trouble sleeping and severe mood swings.
| was also very nauseous. The side effects
lasted for about eight days after each cycle and
| wasn’t sure | could continue on that path. |
had a severe bout of neutropenia and septicemia
too after my 5th cycle and those ten days in
the hospital was hell to me. | developed uveitis
and | couldn’t read anything while | was
recovering. Those were the days when | really
felt out of control and lost. But something inside
me kept telling me “don’t let go , now you know
the truth, you can heal yourself if you return to
your body and it’s not your time yet!”

My medicines started working and |
became better and bounced back. There was
just a delay for my 6th cycle of chemotherapy
because of my septicemia.

| was fortunate enough to have my medical
oncologist who shared my stress during my
treatment and some of my bad days during the
septicemia. And later on | realised how stressful
it’s for the treating doctors too! The surgeon,
the nursing staff ..everyone were so helpful in
allaying all the fears.

Having cancer doesn’t mean you have to
lose hope.This is a situation where anticipation
may well be worse than reality; things usually
get better once time begins its healing action.

I’ve been through many scary and
challenging experiences throughout this time
and it has certainly changed parts of my life.

| am fortunate to have a very loving and
supportive family,including my husband and son
who have really given me all of the love and care
to come out the other side and beat cancer.

We don’t have to keep the fear and worries to
ourselves. | think we should come out and talk and
share so that we can get the help from our friends
and family. | keep telling my patients, early cancers
are just like diabetes or hypertension... It just needs
constant and maintenance therapy and lifestyle
adjustments... There isn’t a thing to feel bad about
having cancer. Cancer doesn’t discriminate. It can
affect anyone at any age, of any ethnicity, of any
education level and economic status.

It can take some time to adjust to a new body
shape after breast surgery. After your operation the
swelling will go down, bruising will fade, and scars
gradually become less obvious. The scars can
continue to fade for a year or more.

It is important to give yourself time to adjust.
Get care and support from others in whatever way is
best for you. The loss of hair condition is just
temporary and once it regrows it's much more
beautiful . One can opt for reconstructive surgery or
use breast implants and lead a normal life just like
any others around us.

Don’t ever hesitate to ask for help or open up
ones fears and apprehensions. This disease gave
me a better perspective on what matters (and what
doesn’t), and a renewed appreciation for the people
in my life.

When | came out at the other end of the tunnel,
a strange thing happened. | felt my decision to opt
for voluntary job in palliative care even in my mid
forties was a clear message from the Almighty and
giving me this disease and experiences had
transitioned me and now | am a mentor for women
newly diagnosed. Friends around began asking me
to talk to women who’d just received life-altering
news. Sometimes it was exhausting. Sometimes it
gave me flashbacks. But | was always willing to reach
out to them. | felt it was my duty as a survivor.

| started taking life as a gift and the challenges

that comes to me as a gift too. Cancer was my

biggest challenge and it saved my life. It made me

embrace my uniqueness and realise who | am and
live fearlessly!

A
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Report on
My Experience at PPGS

K. RAMSHANKAR
A research student

Unlike a lot of people who work in NGOs because
of their passion to change the lives of those in need,
I had taken this up as a part of my internship.

However, once I got into the routine, I tried
to put maximum effort towards my duties and
responsibilities there. These patients give you such
unconditional love and respect that it can get
overwhelming at times. They treat you as someone
close to them and do not hesitate to appreciate any
effort put up by the volunteers to help them.Helping
them out especially the patients in the physiotherapy
unit gives me inner satisfaction of helping someone
to be independent as well as makes me think how
blessed I am. I have also noticed that the treatment
is one that has a patient centered approach and takes
care of all aspects such as physical, mental and social
well- being of the patient.

PHYSIOTHERAPY UNIT

I was first given the opportunity to work in
this unit and it was a really special experience too.
The unit consisted of doctors and also a
physiotherapist who comes daily to make the patients
do routine therapies. I saw and observed certain
equipments and devices used for physiotherapy
namely the UNWEIGH MOBILITY TRAINER,
MUSCLE STIMULATOR. From my observation the
common cases admitted or registered in this unit are
mostly people who are affected due to any brain or
spinal injury from any accidents that occurred or
otherwise people having certain issues by birth.

HOMECARE UNIT

This unit actually made me understand how
caring and concerned is this organization about their

8 @ Reaching Out

patients inside the hospice but also who have got
back home or have registered but not turnedto centre.
They are visited in their homes and given care and
support. This give the patients the feeling of having
someone to care other than their relatives alone. It
makes them feel that they are of a lot of significance
as they are being visited by people from somewhere
to ask them about their being and comfort. Needed
medicines and other support is provided by the
homecare staff at the end of the visiting session to
each patient’s relatives. Apart from these services
the home care unit staff also train the house members
or care takers for certain home techniques that can
be used to deal some recurring issues of the patient
rather than bringing them to the hospice each time
the issue occurred.

IP UNIT

This unit is the one which gives the utmost
care to the people suffering from various diseases.
Here the patients are treated according to their
comfort. The staff in this unit not only helps in the
betterment of the patient’s pain but also trains the
person taking care of the patient to do certain things
done by them which can be continued at home such
as dressing up bed sores etc.

OPUNIT

Though I have not been a part of this unit I
have noticed that they have experienced doctors and
provides quality treatment for the people visiting. The
volunteers’ faces are the first faces the patients see
rather than the doctors which is a different approach
seen here. The volunteers first talk to the patients
and understand their problems and this method also
makes the patients open up without any hesitation.
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Reaching Out June 2016

Quarterly issue of PAIN AND PALLIATIVE CARE SOCIETY, THRISSUR
(Private circulation only)

M/s CIPLA FOUNDATION of M/s. CIPLA Ltd, 289 Bellasis Road, Mumbai
Central MUMBALI 400008 has extended us a donation of Rs: 4.80 Lakhs
(Rupees Four Lakhs eighty thousand only) under their CSR fund to purchase
medicines for our patients. The whole Palliative Care Family convey M/s. CIPLA
FOUNDATION our humble regards.

f N
From
AAAIESS & oo
RS oo (RUPEES. ..ottt only)
by cash/cheque /DD NO. ....ccccvivirininenerieieieeeenn, dated .....ccoeiniiineicn

as donation in favour of Pain and Palliative Care Society, Thrissur. You may also
transfer to our SB A/c 775250010057301 with Karnataka Bank Ltd., Round East,
Thrissur - 680 001. Branch, IFSC Code: KARB0000775

The Secre.y

Pain and Palliative Care Society
Old District Hospital Buil ding
Thrissur - 680 001

Donation to the Society are exempted from Income Tax under Section 80G.

Printed and Published by Pain and Palliative Care Society, Thrissur. Phone : 9447442354 (Sasiraja)
Printed at iMAC Creations, Thrissur - 680 001. Ph : 0487-2420784. Managing Editor : Secretary, PPCS



