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“If you come because your liberation is bound up
with mine, then let us work together” Lily Watson
Dr Suzi Ngou closed her inspiring
presentation on Day 2 of the 5th APLI
forum with this quote. How it rang true
with me. It goes some way to revealing
why I am so drawn to this palliative care
development work in the Asia Pacific
region, and specifically, in India. What I
have experienced from my first encounter
with India in 1987, is as much about my
personal life journey as it is about offering
assistance in this enormous work of
expanding the world of medical practice
in that country and others in our region.
It would seem this is a common
experience. Our forum in 2014 once
more brought together like-minded,
open hearted practitioners of medical,
nursing and other health care expertise,
to share experiences and expertise, make
important connections which may serve
to foster further development, and simply
to enjoy being together.
This forum was the first on many fronts:
The first to be held over two days (and it
could have gone longer!); the first to have
such a comprehensive program; the first
in which an Advance Trainee in palliative
medicine presented as a Hamrahi traveller;
the first to include a videoconferencing
session with Jim Cleary, who stayed up
late in Wisconsin to join us (thanks again,
Jim!); the first APLI forum to be tweeted
(thanks, Sonia and Chi), and the first
where our registration reached over 30!

We may be small, but we proved that
small can and does make a difference!
Special thanks to Jen Vines, our
administrative wizard, for her tireless
organisation (which included organising
her own wedding around this same time!),
and to the IT and security departments at
Peter Mac.
This edition of the newsletter will
showcase many of the presentations of
the forum and includes the full program.
Tweets can be found on #APLI14#
We welcome our new publishers,
Moonshine Movies, well known to many of
you for their fantastic media productions
such as Life before Death. Sue Collins,
from MM, presented their latest work,
the moving film titled “Little Stars” at the
forum, which highlights the great benefits
of paediatric palliative care.
As the end of the financial year is
upon us, please consider supporting
APLI, either through joining this group,
encouraging others to join, or contacting
alanhebb@bigpond.com to arrange a
donation.

Odette Spruyt
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Project Hamrahi - Agartala
For Dr Christine Drummond
it was a journey back to see
how things had changed
since her first visit with Val
Hughes RN in 2013, to the
Agartala Cancer Centre.
For me it was a whole new
experience.

to him for leadership and guidance. The
nurses squabble over who will accompany
him to home visits, “Dr Roy is wonderful”.
Archana is the new RN. She is more
confident than the other nurses and has
some experience in palliative care. She
also has the courage to speak up to the
doctors and Dr Majumdar which the other
nurses, and even some of the doctors, do
not. She will provide the leadership the
nurses need to move the service ahead.

But what an amazing experience it
was. The sights, sounds, smells, poverty!
I was fortunate in that Chris and Val
were able to “prepare” me for some
of the experience. The other fantastic
aspect was to observe the changes and
improvements that had been made.

Program: The program for our visit to
Agartala had changed so many times before
we arrived, we really had no idea what was
expected of us. Dr Majumdar talked about
providing some education so we brought
power point presentations with us just
in case. Lucky we did! Dr Majumdar had
arranged educations sessions for each day
we were there from 10.00am to 2.00pm.
Each day there was a different group of
people to present to.The first day was “the
press”, TV and newspaper journalists. Such
an important day to get the message out
there to the public about what palliative
care is and why the community needs this
service. One of the journalists approached
Chris after her presentation and wanted
to offer his services as a volunteer for
social support to palliative clients and
their families in the community. The rest
of the week was allocated to doctors,
nurses and finally public health officials.
Those sessions were just as important
as the first in getting the message across
that palliative care is everybody’s business.

The medical director of the cancer centre,
Dr Gautum Majumda, has big plans for his
centre and in particular the palliative care
service. He has started a 1 year cleaning
program for the centre! There were bins
in the wards, basins for handwashing
and he had purchased 50 new beds
and mattresses. It was so good to see
this change, small things, but giant steps.
Dr Majumdar wants to make the cancer
centre a training centre and wants to
concentrate on palliative care in the
community. He has a vision of his state
becoming the “next Kerala”. What an
ambition! He has 3 palliative care doctors
and 3 palliative care nurses to provide
support to a population of 4 million people!!!
Just amazing. 2 of the nurses and one of
the doctors have had formal palliative care
training of a 6 week program at Trivandrum.
Staff: The new doctor, Dr Babul Roy, is a
natural leader and has good insight into
the work that is required, but he has been
thrust into this position and is not sure
if it is what he wants to do. His 6 week
course at Trivandrum is his only education
in palliative care and he knows the
mountain of work ahead of him. He is not
yet confident in his knowledge and skills in
palliative care. We encouraged him to keep
going as he has the support and trust of
the rest of the team and they already look

Each afternoon was allocated to providing
support to the palliative care team. They
wanted to show us some of the conditions
they are faced with when seeing clients
in the community. Our first visit was to
a man who was dying of lung cancer. The
team wanted us to offer some suggestions
about his management. When we walked
into the home, he was lying in bed,
unconscious, Cheyne Stoking. He had an
IV Vitamin C infusion running. His daughter
looked at me and said “Please tell me you
can save my father!” I really had to hold it
together, when I wanted to cry for them
all because no one could recognize what
was happening here. I said “I’m so sorry,
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it’s too late for that, he is dying”. The rest
of our visit was discussing end of life care
and providing that end of life psychosocial
support that we often do without thinking.
It was a tough but rewarding visit in the
end. The team were amazed at the way
we spoke with such honesty to the family
but also the kindness in which we said it.
They felt they would not have been able
to have that conversation and were so
appreciative to have witnessed it. The
daughter also asked us to stop the IV
infusion once we told her it was not going
to save him as his GP had said it might and
that it was actually causing harm now. The
team felt they would not have been able
to say that to the family either. We went
back the next morning with the same
team so that they could see the outcome
of those conversations. We learned on
arrival that the man had died 10minutes
after we left the home. The daughter told
us we were “like God to us”. This was such
an amazing learning experience for us
as much as it was for the family and the
team. Heart-wrenching and so powerful.
Another client we saw was in a tribal
community, only 20kms from Agartala,
but a 2 hour journey. We pulled up at the
edge of a crop paddock and Dr Roy said
“we stop here”. We then walked across
a log bridge over a stream (there was a
shear drop to the bottom), then across
another bridge which was a broken plank
across a gutter, and up the side of a hill.
There we found a beautiful little mud
brick house. The surrounding houses all
had satellite TV discs on their roofs. This
house had electricity because the team
said they would be able to see better
with lights when visiting. There was no
running water, stove or bathroom in the
house. India is such a country of contrasts.
There we visited a beautiful couple, he
was 90yo and dying of lung cancer, he had
been bed bound for 18mths. His wife is
75yo and cares for him herself. The house
is immaculately clean as are they. Dr Roy
provided oral Morphine tablets to the
wife for his bony pain. He was only able
to supply 100 tablets that were “sample
packs” from drug companies. When the
monsoon season comes, sometimes they
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Project Hamrahi - Agartala
are unable to physically get to the house,
so he runs out of Morphine. We discussed
how this could best be managed at end
of life when the man is no longer able to
swallow medications. We decided the only
way is to teach her how to administer
the tablets PR, not ideal or culturally
appropriate but at this point the only option.
We did see some inpatients in the
cancer centre. That was tough. Treatment
does not stop. A man with advanced
Glioblastoma, bed bound, semiconscious
and unresponsive, was still on IV fluids with
Mannitol and oral Dexamethasone despite
no improvement after 6 days. It was really
difficult to get the medical and nursing staff
to see that he was actively dying and that
this treatment was not palliative and actually
causing harm. In the end they stopped the
infusion and removed the cannula, but the
next day when we popped our heads in
to see how he was, the infusion had been
recommenced. Their response was that
“we cannot stop treatment, it is not in

Cont’d from page 2

our culture”. I really wanted to challenge
that statement as I am sure it is not in
their historical culture. But baby steps.
All in all, our visit was overwhelming,
frustrating, inspiring, exciting, exhausting, fun,
successful and I can’t wait to go back again.
IAPC conference
The week before this we had spent in the
beautiful temple city of Bubaneshwar, Orissa
for the annual IAPCON International
Palliative Care conference. Chris and Val
had attended the conference last year as
a networking and information gathering
opportunity as well as to represent and
promote APLI. Chris and I did the same, but
Chris was part of the Scientific Committee
this year and was required to judge the
presentation of some submitted abstracts,
be a presenter at the conference and part
of the international debate team. Chris’
presentation was on the project work she

has been doing in the ED and ICU of Lyell
McEwin Health Service which created a
lot of interest amongst other participants.
People were inspired and surprised that
she was implementing a program which
encouraged conversations and decisions
about death and dying and when to stop
treatment in these settings. She was pretty
well swamped by people for the whole
conference, to talk about her work, but
also for sneaky photo opportunities. The
conference was a very good introduction
for me into palliative care in India and
to meet other people who were doing
similar work to us as well as those that are
building their own services in India. There
is a lot of great work being done and
palliative care in India is moving forward.

Wendy Salmon

Agartala
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UPDATES FROM THE REGION

APLI 2014 Forum
On Saturday 3 May 2014, more than 30
people attending the APLI forum were
fortunate to learn firsthand about the
recent experiences of APLI mentors in
India. We also learnt about the foundations
of a cancer service incorporating palliative
care in Timor-Leste.
The following speakers inspired the
audience with their recollections.

2. Sarah Rose
Sarah joined Sophie on her pioneering
visit to Lakshadweep. It was the first time a
health organisation had visited these islands.
Sarah commented on the welcome they
received from the leader of the palliative
care service and how it was a harbinger for
their successful visit.
Sarah contrasted the success of this
Lakshadweep
visit to her previous
Hamrahi experience in Patna. This link was
less successful as the large hospital of 800
beds had very limited executive support
for palliative care.
3. Zoe Wainer

1. SophiA Lam
Sophie was an APLI pioneer to the islands
of Lakshadweep, off the south-west coast
of India.The archipelago has a population of
10,000 people inhabiting 10 of its 30 islands.
Lakshadweep has a newly-established
community palliative care service staffed
by paid workers and volunteers.
During her visit, Sophie provided grand
round presentations, home visits and
formal teaching sessions. She applied
her considerable clinical knowledge,
communicated and collaborated with her
Indian counterparts and was challenged
by juggling the management of scarce
resources.
Sophie’s contribution led to her acceptance
as a mentor for the new service. She adopts
a ‘fellow traveller’ approach and continues
to enjoy her mentoring relationship
through emails and social media.

The start of Zoe’s journey into global
health was at Peter Mac in Melbourne
when she was introduced to Timor-Leste’s
first First Lady Kirsty Sword-Gusmao. The
Australian-born Kirsty spent time at Peter
Mac as a patient.
Zoe’s spotlight is on a cancer service in
Timor-Leste and how the new service will
fit with Australia’s fledgling role in global
health. When approached for advice on a
cancer service in Timor-Leste, Zoe joined
forces with Steve Bracks, former Premier of
the State of Victoria. Together they visited
Timor-Leste, met with the Prime Minister
and others and explored the terrain.
Zoe is looking at several aspects of service
development in Timor-Leste, including
industry links for the supply of discounted
medicines, overseas aid funding from
the Australian government and Peter
Mac’s role in the Asia Pacific region.
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4.Wendy Salmon and Val Hughes
Wendy and her medical counterpart, Chris
Drummond, visited Agartala, close to the
Indian border with Bangladesh. The impact
of their visit was evident as they imparted
their clinical expertise and demonstrated
their approach to dying patients. The
cultural norm is for patients to die at home.
Wendy and Chris’ community visits were to
remote and inaccessible dwellings. Wendy
noted that the doctor accompanying them
on one community visit took notes to
remind himself of their manner in dealing
with dying patients and their families. ‘
5. Mary Duffy
Mary is nurse co-ordinator of the Lung
Service at Peter Mac and a Masters
graduate. Mary teamed up with Odette
to visit the Jaipur teaching hospital. Mary
imparted her knowledge to graduate
students and noted that the majority were
male. Her topics included breathlessness
and quality of care.

Jenny Wilkins
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UPDATES FROM THE REGION CONT’D - Pacific Islands

Palliative Care in the

There have been NZ initiatives in Samoa,
the Cook Islands, Fiji and Tonga.

At the 2013 APHN conference in Bangkok,
the Pacific Islands Special Interest Group
was formed, in response to the recognition
that the Pacific Islands were barely
represented in the APHN.

The initiative I have been most involved
with is in Samoa. Initially this was in
response to the invitation of the Oceania
University of Medicine, but more recently,
I have been collaborating with the Samoan
Cancer Society. The Counties Manakau
District Health Board in Auckland, who
have a Health Development contract
with the Samoan NHS, have assisted with
funding this work.

Pacific Islands

Recent SIG activities have included a
‘stock-take’ by survey through APHN
of programme initiatives, conducted by
Mary Schuumacher, CEO of Hospice
NZ. Hospice NZ has also arranged two
scholarships for Pacific Island nurses to
attend its 2014 conference and have
hospice attachments during their stays.
Palliative care has been slow to develop
in the Pacific Islands for all the reasons
common to under-resourced countries,
but unique is the sparse and scattered
nature of populations.

Palliative care teaching has occurred
in conjunction with the Essential Pain
Management (EPM) workshops, developed
by Drs Roger Goucke and Wayne Morriss.
Dr Linda Huggins from Auckland has been
involved in teaching EPM and palliative care
in Fiji, Cook Islands and Samoa.
Carla Arkless, Nurse Practitioner from
Southland has also taught in the Cook
Islands, and Mercy Hospice Auckland has
been involved in a training programme for
the Cook Islands.

Networking and informal links throughout
NZ are maintained by the NZ Pacific
Palliative Care Network which meets
regularly.
As with training and mentoring
programmes anywhere in the world, a key
theme for programme success is the need
for a local ‘champion’ who is passionate
about the development of Palliative Care
in the local region.
There is always, of course, the challenge
of funding programmes and to this end
my colleague, Liese Groot-Alberts and I
have initiated ‘Asklepian Links Aoetearoa
Charitable
Trust’(ALACT),
www.
asklepianlinks.org . Its goal, essentially, is
to provide a conduit in NZ for funding
projects in the Asia Pacific Region.

Sue Marsden

Teaching in Cambodia and the Pacific
The Fiji School of Medicine (FSM) has
been training health care workers since
1885 and commenced training medical
specialists in 1996. It is one of two
institutions offering such training in the
South Pacific. Specialist training consists of
a 4 year Master’s program which includes
Public Health subjects. From 2009 -10, I
was the Senior Lecturer in Anaesthesia
and Intensive Care at FSM. My role was
to supervise 14 anaesthesia postgraduate
students clinically and to conduct the
academic program. In some instances, my
trainees would graduate to become the
sole anaesthetist for their island nation.
Since I have left, there have been many
changes, including the amalgamation of the

School into the newly formed Fiji National
University.
After leaving Fiji, I went to work in
Cambodia, where I continue to work at all
levels. I currently bring teams to perform
clinical work, conduct clinical training, run
workshops, teach courses and present
at conferences. Otherwise, I work with
the local professional societies, such as
the Cambodian Medical Council and the
Ministry of Health. Whilst the clinical
work is engaging, development requires
a whole of health systems approach and
investigation of such things as healthcare
financing, health information systems and
governance. So far, I’ve been fortunate
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to collaborate with nearly twenty
non-governmental and governmental
organisations and businesses in my work
and am continually amazed at the pace
at which things develop. What started as
good intentions has opened the door to
further study, to the recognition that the
‘needs assessment’ is an ongoing process
and that working in developing countries in
not just about the lack of resources.

Suzi Ngou
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UPDATES FROM THE REGION CONT’D - India
The impact of Project Hamrahi
on opioid availability in an Indian
hospital over a five year period
In 2010, Clinical Nurse Consultant Wendy
Scott and I had the opportunity of being
asked to support the nascent palliative
care service at Meherbai Tata Memorial
Hospital (MTMH) in Jamshedpur, an
industrial city approximately 200km west
of Kolkata. Without initially realising, this
turned out to be a challenging hospital to
support, although over time the results
of our efforts have been pleasing to see
and we ourselves have learned much, both
professionally and personally.
Like many parts of north-eastern India, the
population is characterised by high levels of
illiteracy and desperate poverty. Amongst
both the general public and health care
staff, there is entrenched opioid phobia:
not that morphine would be diverted for
illicit purposes but that it is a harmful drug
which kills through respiratory depression.
This phobia was compounded by illinformed attitudes, such as pain not being
a major problem or that cancer patients
exaggerate their pain.
As reported in a previous APLI newsletter,
MTMH is a 70 bed cancer hospital
with a dedicated doctor, Urmila Patel,
who received palliative care training in
Trivandrum in 2009. The support from the
hospital’s director to largely free Dr Patel
from her oncology responsibilities was a
major factor allowing the development of
palliative care at MTMH.
In 2010, on our first visit to MTMH,
morphine 10mg immediate release tablets
were available for inpatients. Because
of the entrenched fear in prescribing
morphine, there was a preference to use
tramadol. It was interesting to see that
opioid phobia can be infectious – at times
I too felt reluctant to prescribe morphine
when repeatedly faced with medical staff
who questioned the safety and wisdom of
what I was recommending!
The 2011 visit was noteworthy because
approval had been obtained from the
relevant authorities for injectable morphine
to be used. Despite this approval, boxes
of ampoules had been kept in storage,
unopened, awaiting the go-ahead from
the hospital’s Director and our arrival
to supervise their initial use. It was a
remarkable day when we gave the first
morphine injection to a young boy with
APLI Newsletter Volume 18 - Issue 2 - JUNE 2014

Wriring up admission notes

painful skeletal metastases – decades after
the hospital opened its doors. Interestingly,
the consensus opinion from staff was in
favour of the intravenous route; Wendy’s
attempt to train the nurses in the use of
the subcutaneous route was met with
reluctance to change from their usual
practice.
In 2012, 30 mg slow release morphine
tablets and 25mcg/hr fentanyl patches
were available. Prior to our arrival that
year, attempts to use the fentanyl had been
unsuccessful due to a lack of understanding
of their potency and how to initiate them,
but with the required training they proved
to be very useful for the large numbers
of patients who were unable to swallow
because of head and neck malignancies.
Our final visit was held earlier this year,
and we were pleased to see that Dr Patel’s
confidence had continued to grow such
that she was now capable of independent
practice. In addition, two of the other
doctors had also become confident in the
management of pain, such that they felt
able to prescribe opioids independent of
Dr Patel.

Clearly, our experience at MTMH hasn’t
been without some disappointments. It
remains a shame that it is still not possible
to prescribe morphine to outpatients –
patients seen in clinic need to be admitted
as a day case to the hospital to comply with
the necessary administrative requirements.
The hospital still does not use individual
medication charts for inpatients –
instead, patients or their families need to
remember when and how much of their
oral medications they need to take and
so compliance with recommended dosing
regimens is less than optimal. And finally,
there remain the seven other doctors in
the hospital who continue to be reluctant
to prescribe opioids.
Overall though, it is very pleasing to see
the progress that Dr Patel and MTMH
have made over the last five years. Our
suggestions to prospective mentors are to
always to observe and listen to the staff
you are supporting, take the long view as
meaningful change is unlikely to occur after
a single visit, and don’t underestimate the
profound impact you can have.

Anil Tandon

Group Doctor and Nurses
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UPDATES FROM THE REGION CONT’D - Lakshadweep Forum Presentation

Arial view of Lakshadweep

What volunteering for
Hamrahi in Lakshadweep
as an Advance Trainee has
taught me
This was a trip of many ‘firsts’ – first
Lakshadweep visit; first foreign NGO to
visit Lakshadweep; first Hamrahi trip with
an Advance Trainee as the doctor.
After crossing a number of administrative
hurdles, we had a busy, intense, inspiring visit
amongst a motivated and committed team
headed by a true leader (Moulana). We
found a fledgling community service staffed
entirely by unpaid volunteers, including all

the medical staff - who despite tenuous
external funding and supported by much
internal donation, were providing a 24hour
service. They have since expanded to
building and opening a hospice. Our time
was spent seeing patients, teaching and
learning from our colleagues, presenting
at grand rounds, meeting and greeting
administrators and politicians and assisting
in raising the profile of Palliative Care in
Lakshadweep.
Reflecting on our experience as a learning
experience whilst still in training, I realized
that travelling this distance to a culture
and community with so many differences
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actually only served to remind me of the
core values of the specialty in which we
train and work. Our succor and reward
comes from our patients, their families and
our colleagues.
Such experiences are opportunities not
to be missed. I would greatly encourage
anyone and everyone to get involved when
the chance to step outside the everyday
comes along. A life changing experience
awaits you.

Sophia Lam
sophia.lam@gmail.com
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GLOBAL NEWS - NEWS IN BRIEF
we urge the Belgian government to
reconsider their recent decision to allow
euthanasia of children.
This includes:
1. Access to children’s palliative care within
the children’s health care system
2. Access to appropriate pain and symptom
management (including medications) for all
children
ICPCN Mumbai Declaration 2014
12th February 2014
We believe that all children (neonates,
children and young people) have the right
to the best quality of life. When they have
life-limiting conditions they have the right
to high quality palliative care to meet their
needs.
We believe that euthanasia is not part
of children’s palliative care and is not an
alternative to palliative care. It is imperative
that we work together to improve access to
children’s palliative care around the world,
including ensuring access to appropriate
pain and symptom control.
We call on all governments to transform
children’s lives through the development of
children’s palliative care, and in particular

Dr Dev helped translate the Hamrahi article
prepared by Dr Christine Drummond, Val
Hughes and Wendy Salmon.

The next six weeks course for doctors and
nurses will start on August 4, 2014. For
more details on this course, please visit:
http://palliumindia.org/courses/ccppm/
Contact: info@palliumindia.org
(+91)9746746530
The World Health Assembly at
Geneva resolution, 23 May 2014

3. Supporting children and their families to
be able to live their lives to the best of their
ability for as long as possible.

which urges all countries to:

For more information or to add your
support, visit:

• develop, fund and implement appropriate
palliative care policies

www.icpcn.org/icpcn-mumbai-declaration-2014

The new Rajiv Gandhi Cancer Hospital in
Patna, Bihar, India, is planning to have a full
Department of Palliation.
The new director of the Indira Gandhi
Institute of Medical Sciences, Patna, Bihar,
has invited collaboration with APLI-Pallium
India through Hamrahi links. This will be
established in 2015.
Good News about Methadone

• include palliative care as an integral
component of education
• assess palliative care needs including the
need for essential medicines
• overcome legislative barriers to access to
opioids
It also requests the Director-General of
WHO to ensure that palliative care is an
integral component of all relevant global
disease control and health systems plans.
(Pallium India)

Rusan Pharma Ltd. has made Methadone
available for sale in India.

The next day, Chris wrote

PALLIATIVE
CARE
FRONT
LINE

Trivandrum, Kerala

“The doc here who did this for me
yesterday, Dev, has just informed me that
he is going home to Bangladesh tomorrow
to ensure that his father is released from
a private hospital to have terminal care at
home. His dad was a functioning doctor
2 months ago and had a big stroke, and
an associated cardiac arrest for which he
was resuscitated and intubated in ICU. He
has been in hospital ever since at a cost of
$600/day to the family. He also has heart
failure and has the biggest sacral pressure
ulcer I have ever seen. This is being
debrided twice daily and he is requiring
blood transfusions because of the bleeding.
He has no pain as a result of his severe
neurological deficit.
I have had a comprehensive discussion with
the wound care nurse and RDNS visitors
here today re wound management. Ideally,
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a vac dressing would be best but this is not
available.
We have managed to get a large donation
of dressings from Atlas Healthcare today
(to be given to APLI) for Dev to take home
with him. I will mention the company in the
APLI newsletter.
Dev has pleaded with us to do something
in his country. I have given him a letter
with some practical advice re his dad’s
management because my opinion will now
be worth something as a result of the
newspaper articles.
Coincidence, do you think? We were only 2
kms away but in another country 3 weeks
ago……”

Chris Drummond
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PALLIATIVE
CARE
FRONT
LINE

Journey to death

Working with terminally ill patients and
their families for over 20 years, has helped
me to value life and accept life’s realities.
As a critical care clinician in Melbourne,
Australia, I have witnessed and continue
to witness the physical and mental stress
that the patient and family go through. It
is sincerely fulfilling to see that the health
care system endeavours to provide the
patient and family with respectful and
dignified care that they deserve.
My recent experience of seeing my beloved
mother suffer in hospital from terminal
illness in Bangalore caused deep frustration
and dejection in me. I am appalled at the
standard of care that terminally ill patients
and their family receive in my home town
regardless of the availability of resources.
My reference is only to the basic essential
care that a dying person and their family
requires and deserves.
My mother was admitted to a large hospital
in Bangalore for ongoing unresolved liver
dysfunction. The plan for my 82 year old
mum or the prognosis of the condition was
never discussed with mum or the family.
As days went by, mum was put through
numerous repeated medical tests with
little or no explanation of what it meant
or what the results were. They gave mum
much discomfort and the family faced not
only uncertainty of what was happening
to mum, but also financial burden. The
treating team recommended gastroscopy
(examination of the stomach under
anaesthetics) while having acute symptoms
of hepatic encephalopathy (an advanced
disorder of the liver that affects mental
state) and flared coagulopathy (clotting
and bleeding disorder). What good could
it do, when the results of the gastroscopy
surely could make no difference to the

outcome? Such futile management is
imposed on patients and their families until
they run out of resources after which the
patients and their families’ are not followed
through adequately.
I came home to my mum’s side. I realized
how critical mum’s condition was and
couldn’t comprehend the attitude of some
of the treating doctors. In the eyes of the
medical team mum was another “bed
number”.
I could see mum deteriorating. She was
becoming disoriented, sleepless, distressed
and wailing in pain. It was heartbreaking to
see my mum in agony and the treating team
didn’t support the idea of palliation. My
cry for help to the medical team to keep
mum pain free and comfortable, without
putting her through further investigations
and painful procedures was futile.
I then had to make the most difficult and
painful decision of my life, that is, take mum
home and keep her comfortable - give her
palliative care as much as I could arrange.
After consultation with the rest of the
family, I requested that mum be discharged
from hospital and be taken home. Although
the hospital to which mum was admitted
offered home care services, when this was
requested for, it was not facilitated at the
time of need.
Since the treating medical team in the
hospital refused to provide me with
a prescription for strong pain killers, I
had to run form pillar to post for a few
days to get a prescription for Fentanyl
patch, a medicine which is used for pain
relief. My sincere thanks and gratitude
are due to one of the cancer palliation
therapy units in Bangalore for making
Fentanyl prescription available for me.
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But the question that haunts
me is: why did I have to go
through all that difficulty
to access much needed
pain medicine for my dying
mum? What would the
ordinary citizen without my
medical background do?
Within a few days after coming home
mum showed some signs of improvement;
though depressed, she was assisted to
be ambulatory and she was verbally
responsive. Eventually I said goodbye to my
mum, the worst and most cruel decision
and action in my life and returned to my
family in Melbourne. Mum’s condition
further worsened after I left. However,
she appeared to be comfortable and she
was no longer wailing in pain. She took her
last breath peacefully at home on the 22
January of 2014.
As I reflect on my mum and family’s journey
dealing with terminal illness in India, I feel
that the medical system failed us. This
whole experience of mum’s illness, dealing
with the medical system and palliative care
has inspired me to work towards improving
access to palliative care.

Usha Ravi
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CONFERENCE NEWS

2014 WORLD CANCER CONGRESS

COSA
The COSA Annual Scientific Meeting (ASM) is Australia’s premier
cancer meeting, held over three days each year, usually in November.
The ASM is a multidisciplinary meeting, inviting participation from
doctors, nurses, allied health professionals and scientists working in
cancer care nationally and internationally. A different state hosts the
ASM each year, with a specific theme and focus on a cancer type.
Click here for information on past ASMs.
COSA’s 41st Annual Scientific Meeting
Registration now open!
In 2014 we are hosting COSA’s 41st ASM at the Melbourne
Convention Centre, 2-4 December, in conjunction with the UICC’s
World Cancer Congress (4-6 December).

The 2014 World Cancer Congress will take place in Melbourne,
Australia on 3-6 December 2014. Mark your calendars now and
stay tuned for more information.
Organised by UICC and hosted by Cancer Council Australia,
an active UICC Member organisation, the 2014 World Cancer
Congress will once again gather all cancer control professions
under one roof, at a crucial time in the global fight against cancer.
Held every two years, the World Cancer Congress has become
a not-to-be missed event in the global health calendar of events.
The Congress promises to provide participating delegates with
even more opportunities to interact with an impressive range of
experts from all over the world.
One of the key objectives of the 2014 World Cancer Congress will
be to arm delegates with the necessary tools that will enable them
to make a difference, implement and take actions at all levels, in the
global fight against cancer.
http://www.worldcancercongress.org/melbourne-2014

The meeting will focus on the following themes:
• Cancer Survivorship
• Supportive Care and Palliative Care
• Lung Cancer
• Metastases

International Conference of Indian Association
of Palliative Care, 2015
The 22nd International Conference of Indian Association of
Palliative Care, IAPCON 2015 will be held at the Hyderabad
International Convention Centre, Hitex, from 13- 15th February
2015.
The theme of the conference is “Influence, Innovate, Integrate –
Pushing the boundaries.”

ANZSPM
The theme of this conference is “Palliative medicine: past, present
and future”. The theme reflects the fact that 2014 is the 20th year
of conferencing for ANZSPM.There will be a strong focus of history
throughout the conference (where we have come from, where we
are now and where we may soon be heading to in evidence based
modern Palliative Medicine). It will also address many specific
topics via plenary sessions and a diverse range of workshops. We
are planning daily sessions of “rapidfire poster presentations” to
let everyone know about research happening across Australia
and New Zealand, and to give researchers a chance to clearly, but
briefly, explain their work ahead of the plenary sessions.
Rohan Vora, Conference Convenor
https://www.etouches.com/ehome/65181
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