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Content warning
The contents of this booklet are explicit and emotionally powerful.
They may be challenging and disturbing, particularly to readers
dealing with grief after the death of a loved one.
We advise those readers to consider whether they should seek
support or even delay reading the testimonies contained here.
The booklet is not about suicide. If you are interested in increasing
your understanding of suicide and how to support someone
experiencing suicidal ideation, visit the Conversations Matter
website www.conversationsmatter.com.au or the beyondblue
website www.beyondblue.org.au
If you or someone you know needs immediate assistance, contact
one of the following 24/7 crisis support services:
Lifeline (13 11 14), Suicide Call Back Service (1300 659 467),
MensLine (1300 78 99 78), beyondblue (1300 22 4636),
Kids Helpline (1800 55 1800) or eheadspace (1800 650 890).

Stories of suffering

To all members of the NSW Parliament
This is the most distressing book you will ever read. But, as you
decide whether or not to follow the rest of Australia’s lead and legalise
Voluntary Assisted Dying (VAD), I implore you to read it closely.
The testimonies it contains have come from every corner of NSW,
and from people of all ages and walks of life. They are blue collar,
white collar, devoutly religious, avowedly not. The diseases they
have faced are mostly cancer, but also multiple sclerosis, motor
neurone disease and other medical horrors. What brings them
together is the cruel ways in which they all suffered – or suffer still.
It is no easy thing, to describe – and so, relive – the distress and
degradation of someone you love. I’d like to thank all the families
who have shared these intimate stories. They do so because they
want you to know what it is you are voting to either stop … or allow
to continue.
Opponents of VAD argue against these laws on the grounds that
vulnerable people who could be encouraged by greedy relatives
to end their lives early must be protected. We agree they must.
Careful examination of the evidence will show that the many
interlocking safeguards built into VAD law work to protect these
vulnerable from coercion.
But there is more than one category of vulnerable people. As well as
the elderly who may be susceptible to pressure to end to their lives,
there is another group, many of whom are also elderly.
These are the terminally ill, those who are suffering at the end of
terrible illness, and whose stories you will find in these pages.
People wasting away to just skin and bones; barely able to swallow;
struggling with every breath; no longer capable of even the smallest
task; in constant pain; debilitated by years of endless treatments;
not even able to empty their bowels by themselves. People who
have always been in control of their own lives, but who now find
themselves stripped of everything that made them who they were.

But the law, as it stands, offers them no protection against that
suffering. Instead, as the haunting testimonies here show, they are
forced to suffer more, and in terrible ways. Or to escape by taking
their own lives, the trauma they sought to end passed on to families
and first responders.
This book is not intended as a critique of NSW’s palliative care
services or the dedicated doctors and nurses who give of their best.
Rather it reveals what happens despite their best. As Palliative Care
Australia itself acknowledges:
While pain and other symptoms can be helped, complete
relief of suffering is not always possible, even with optimal
palliative care.
In putting an absolute ban on assisted dying, our existing law has
been weighted too heavily in favour of one group of vulnerable
people, while leaving another, equally vulnerable, group, to suffer or
to suicide.
What sits before you now is the opportunity to balance our law so
that protection is extended to both groups.
Though this is the most distressing book you will ever read, I make
no apologies. The distress you will feel is but a fraction of that felt by
the families whose testimonies fill these pages.
On their behalf, thank you for reading it. Thank you for giving them
the knowledge that their trauma has been recognised, and the cries
of their loved ones heard.
Andrew Denton, October 2021

“Who could be more vulnerable or in need of
protection than the 4-5% of people whose
suffering cannot be relieved?”
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Bearing witness
“The dying are witnesses to their family’s pain
just as the family are witnesses to theirs.”
Dr Libby Smales, palliative care physician
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Nobody should have to die like Jayde did
Abbey’s story: Partner Jayde, cervical cancer, Newcastle

“Eventually, they found the tumour. It was massive and had been
pressing on her kidneys and blocking her urethra”.
Jayde had biopsies and the results were indisputable – cancer of
the cervix that had spread to the pelvis and some lymph nodes.
“The oncologist said the scans had ‘lit up like a Christmas tree’ with
cancerous cells and was the most unusual case he had seen in his
30 years. He told her she had a life expectancy of about 12 months.”
Weeks of radiation and chemo later, the tumour appeared to have
gone. Technically Jayde was free of cancer.

Relapse
Over the next 10 months Jayde lived her best life. “Life was normal,
healthy, fulfilled and wonderful,” Abbey said.
But in March 2018 the bleeding and the pain returned.
“I quit my job (as a social worker) to care for her. There was more
radiation and a lot more chemo but nothing seemed to help.

More than two years after her partner Jayde Britton’s horrific death
from cancer at age 32, the pain remains raw for her partner Abbey.
Jayde’s was a brutal end of life, riddled with misdiagnoses, repeated
tests, operations, chemotherapy, radiotherapy and massive
quantities of medication. All to no avail.
In only two years Jayde went from being a happy, healthy young
woman – who loved cooking, live music, their dog Winston,
bushwalking and spending time with family and friends – to a shell
of herself, unable to talk and in unbearable pain until what was an
undignified end.
What Jayde desired most, Abbey said, was the choice to end it all
when the suffering became too much, which in NSW under current
laws is an impossibility.

Misdiagnoses
Jayde’s suffering began in April 2016, on her 30th birthday.
“Doctors diagnosed ovarian cysts, endometriosis, polycystic ovary
syndrome (PCOS), saying it couldn’t be anything serious because
she was too young and fit and healthy. But nothing really matched
Jayde’s symptoms.
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“The tumour was blocking everything and actually ended up breaking
Jayde’s spine (her t12 vertebrae), which then ruptured a nerve. She
was leaking, she had to wear nappies. There was no dignity.”

“Jayde told me she just wanted to die. You
shouldn’t have someone you love begging
you to die and be unable to help.”
A horrific end
Abbey described Jayde’s final days as ‘torture’. Jayde was
hallucinating, thrashing in pain that no amount of morphine eased.
“At 30, you don’t think of people my age dying like this of natural
causes. Maybe suicides or accidents but not like this, which is why I
am telling Jayde’s story.
“Our generation is the voice of change. Nobody should have had to
die like Jayde did. I want legal framework for the choice of voluntary
assisted dying to be part of Jayde’s legacy,” Abbey said.

Stories of suffering
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Don’t make people suffer unnecessarily
Donna’s story: Husband Mark, bladder cancer, Hunters Hill

To celebrate Mark Adolfson’s milestone 60th birthday, he and his wife
Donna rented a villa in Tuscany, Italy, stretching his birthday celebrations
into a three-week holiday.

“He said ‘I can’t drink, I can barely tolerate food, I can’t socialise. All
the things that gave me joy I can no longer do. I’ve had enough. I
just want to spend my remaining time with my family’.”

Family and friends from around the world visited, sharing the idyllic
surrounds as they recounted stories about Mark and planned
energetically for the future.

With their daughters Toni and Kara, Mark and Donna made the
decision to arrange in-home palliative care.

“It was party central with Aperol spritzers by the pool, and lots of
wining and dining,” said Donna.
“Nothing fazed him. He was very well loved and had a calmness
and a gentleness that seemed to attract people to him.”

Red flags
As he threw himself into the festivities, he also noticed there were
moments he felt unwell. Shortly after the holiday Donna said she
noticed other red flags.
In April 2018 – just eight months after the Tuscan party that had
etched itself into the Adolfson family lore - Mark was diagnosed with
stage 4 bladder cancer.
“By the stage we found it, it had metastasised,” Donna said.
Mark was placed on medications as well as a punishing schedule
of chemotherapy before he had a catastrophic stroke. Mark had
emergency surgery to remove a clot in his brain and, within days,
had resumed chemotherapy.

Stopping treatment
In March 2019 Mark decided he wanted to stop the regime of
medications.“He was done,” Donna said.
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Intolerable pain
In his last fortnight, Mark endured unnecessary suffering.
“There was no chance that prolonging his life was going to achieve
anything. All we were doing was prolonging his discomfort and it was
so hard to watch a man who had so much dignity, die without it.,”
Donna said.
Mark died on 6 April 2019 with his wife and daughters by his side.
He was four months away from turning 62.
Donna said it would have meant the world to her to have been
legally able to assist her husband to end his life at the point where
his pain become intolerable.
“Don’t make people suffer unnecessarily. Mark was asking people
to help him. And we couldn’t do anything. There was no chance of
improvement, it was just a matter of letting him starve to death, and
that’s what he did.
“He just wanted to come home and slip away surrounded by his
family. I‘d said to him, ‘whatever you want to do, we will do’.
“But being able to slip away was the one thing I couldn’t give him,”
Donna said.
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Her words haunt me to this day

Chris’ story: Mother, pancreatic cancer, Lake Macquarie
I live with her words to this day. They haunt me. My mother became
almost unrecognisable as my mum, she had little strength and
became a mere skeleton loosely draped with skin. She existed from
one injection to the next. Her hands became sharp, hideous claws.
Her facial features that we knew and loved had all but disappeared,
replaced by a strange angular skull with huge pleading eyes.
Weeks before her death, she weighed little more than my five-yearold son, and still she ‘lived’ on.
Eight years ago, we watched a close friend endure a protracted,
painful, unpleasant, and undignified, end-of-life experience after
years of battling two different forms of cancer, the first of which
he conquered.

I’m a 71-year-old former registered nurse and have worked
specifically in psychiatric, general and occupational health. During
both my private life and my nursing career, I’ve seen and heard
many stories of terminally ill people who died prolonged and
uncomfortable deaths.
In 1976 my 51-year-old mother was diagnosed with pancreatic
cancer. I was 26 years of age and had just completed general nurse
training. After several surgical procedures that only relieved her
jaundice, my mother came home to be cared for by the family. And
to die.

He too was a former registered nurse. A proud, independent man
who’d lived life to the full. In the weeks leading up to his death, he
spent his life in a single room of a hospital. He wore only an adult
nappy. He was uncovered most of the time as he could not bear
the bedding to touch him. He said to a number of us that he did not
wish to live ‘like this’ and what was the purpose of enduring all the
suffering when we all knew that his time to die had come.
I know that, should I be diagnosed with a cancer like my mother’s, I
want access to the choice of medically assisted dying if my suffering
becomes unbearable.
– Chris Gavenlock

It was a pitiful experience for her, her family, her neighbours, and
her friends. The sorrow we felt as the cancer consumed her was
unrelenting. Watching her torturous, end-of-life experience left an
indelible impression.

Can’t you do something to end it?
In the last few weeks, when able, she constantly begged for her life
to end. She said to me on a number of occasions, “You’re a nurse,
why do you leave me to suffer like this? Can’t you do something to
end it?”

My mother loved life; it was full of exuberance,
fun and laughter. She did not wish for death,
what she wanted was an end to her
unbearable suffering.

Bearing witness
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She died in a terrible way

Amanda’s story: Mother Leonie, pancreatic cancer, Newcastle

“She was still experiencing very strong levels of pain and other
issues with her colostomy bag that didn’t appear to be adequately
addressed,” Amanda said.

In 2018 Leonie Leach celebrated her 80th birthday with family and
friends. It was remarkable that she reached the milestone birthday,
her daughter Amanda says today.
At 53 and again at 68, Leonie had coronary by-pass operations
and, in her late 70s, she had an angioplasty procedure for coronary
artery disease and doctors found a cyst on her pancreas. They
advised against further investigative surgery.
In June 2019, Leonie’s health challenges returned, and she
underwent back-to-back surgeries relating to a blockage of the
bowel that was found to be a tumour.
Leonie was diagnosed with stage 4 pancreatic cancer and given
only months to live.

Caring for Leonie
Following Leonie’s terminal diagnosis, Amanda and her two older
sisters tried their best to care for their mother at home and during
multiple and lengthy hospital stays.
“Ma rarely complained but I could see that the chronic and severe
nature of the pain, along with the constant nausea, was so difficult
for her,” Amanda said.
The week before Leonie died, she was discharged from yet another
long hospital stay, despite her daughters feeling her symptoms were
not being totally managed.
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The sisters tried to accommodate their mother in a nursing home
with full-time care.
“The bottom line was she was not sick enough to be in hospital,
but she was too sick for the nursing home. Words will never be
able to describe how we all felt at that point in time. I think back
on that day and can’t believe how Ma could bear any of what was
happening to her.”
Leonie passed away not in palliative care but in a hospital medical
ward on 23 October, 2019, four months after her diagnosis.
“She died in a terrible way. Her cancer had caused a blockage in
her upper bowel... she had a massive internal bleed and blood
gushed out of her mouth.”
“Nurses wanted to apply CPR even though she had made it clear
she didn’t want CPR.”

Voluntary assisted dying
In the years prior to her diagnosis, Leonie had spoken openly with
her family about voluntary assisted dying (VAD).
“We discussed how it should be a choice. Not everyone wants to
use the option, but that choice should still be available.
“I can confidently say that had my mother lived in Victoria, she would
have applied to access VAD. Our mother would have had a far more
peaceful end to her life. What I witnessed should never have been
allowed to happen to any human being,” Amanda said.

Stories of suffering

We listened to his screams of absolute agony
JB’s story: Brother, mesothelioma, Watanobbi
On 28 March 2019, my brother lost his battle with mesothelioma
and passed away in hospital, and it was horrendous.
My brother had been a strong and healthy man when he was
diagnosed 18 months earlier. So healthy in fact that he didn’t
even have a physical Medicare card – he had never really needed
to see a doctor. After diagnosis, the months that followed were
filled with appointment after appointment, test after test, and
experimental treatment after experimental treatment. My brother,
always the knowledgeable researcher, was always up to date
and well read on the latest research and developments for this
incurable disease. He wanted to fight, and he lived in hope that
he could survive for a number of years – his goal was 10.

Constant fear
While that was not to be, the constant fear that he lived with
was the manner in which he would die. He knew from his own
research what awaited him, and it created a dark cloud that was
never far from his thoughts.
His greatest fear was dying in agony, in prolonged and undignified
circumstances. He made a plan, very early, to take his own life
– and how he would do that – rather than die a slow and very
painful death, where he would no longer be himself. He also
looked into travelling overseas for assisted dying but that was just
not realistic.

Inhumane
When the day came that we knew would be his last, as a family
we were able to say goodbye. And then we listened to his
screams of absolute agony as his body shut down. As his body
overheated and he lay in an adult diaper while being fanned by a
nurse. And we prayed in our own minds for him to pass quickly.
Many hours passed before that happened, and he screamed and
he cried in pain. This is not dignified. This is not right. It is not
ethical or humane.
My brother should have had the choice to go when he was ready,
to maintain some level of control and die without pain and with
dignity. I still cannot get his screams out of my head. And I don’t
want to because I don’t want to forget. I feel so guilty that I could
do nothing to ease his suffering. Having the choice to die with
dignity would have allowed him to focus on his care post diagnosis,
when he still felt well, rather than be so distraught at the death that
awaited him. And it would have allowed him to say goodbye on
his terms, and to pass without pain and without losing his dignity.
I implore our leaders, our politicians, to show some compassion,
some humanity, and give us all the right to choose.
I don’t know how anyone who has lived through a loved one
having such a horrendous death cannot be supportive of choice.
Choose kindness, and choose humanity.

No quality of life
His decline started in mid-December 2018, and it was rapid.
Hospitalisations, oxygen tank, removal from all clinical trials,
classification as palliative care. He had not long turned 57 years
of age. He wasted away to a shell of himself, was unable to get
out of bed, and lay day after day waiting to die with no quality of
life whatsoever. One night he texted me, bereft at the humiliation
caused from soiling the bed. I will never forget his pain and
humiliation. And I was powerless to do anything. This young
independent man, the “man” of our family having lost our father
40 years earlier, a brother, an uncle, a son, who found himself an
invalid, and where he spent day after day with family sitting and
watching the process, knew that the worst was yet to come and
that he would never return home. The fight was over, he had done
his best, but he was done. He was so tired but couldn’t sleep. So
hungry, but couldn’t eat. Bed-ridden. Broken.

Bearing witness

“We prayed for him to pass quickly.
Many hours passed before that
happened, and he screamed and
cried in pain. It wasn’t dignified
and it wasn’t right.”
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She died her worst death

Milenka’s story: Mother, pancreatic cancer, Macmasters Beach
My mum had a great life, but a harrowing death. She lived a life of
freedom but died feeling trapped. She died powerlessly within a
fortnight of two of her grandchildren being born.
My mum was an activist for many things. She was a giver of
her love and her time for all she believed in. Throughout her life,
she actively supported the cause of human rights and voluntary
euthanasia without ever thinking she would personally need it. She
lived in the moment, and hadn’t considered the end of her life. None
of us had.
Mum was never one to complain about pain. She was the bravest
person. As a single mum she raised two kids independently and
continued to work throughout our life. She had so much pride,
internal resilience and independence.
In the last decade, mum had multiple operations – not telling
anyone until after. Even with her pancreatic cancer she had tried to
protect me and my brother by downplaying her diagnosis and the
severity of the pain. She was a silent sufferer, although her suffering
became too real to hide.

Every pleasure taken
Mum lived her final days confined to a hospital room. Due to the
unfolding pandemic, this meant strict rules allowing her one, one
hour visit a day. My brother and I alternated the days. Every human
pleasure and freedom was taken away, including the ability to eat
and drink. She had countless operations and daily procedures.
Each one weakened Mum both physically and mentally. Finally, we
were told there was no chance of her recovering. She was terminal
and dying.
There were no choices even when she was told there was no hope.
She spent her final weeks and days in her hospital room, alone, and
in extreme pain.

Watching a body, especially that of your most loved, slowly
shut down is the most horrific experience. It is torture. There is
nothing peaceful about it.

No fear

The only option was to die of starvation

Knowing her death was inevitable and the impact it would have on
our lives, once again my mum did what she had always done - she
put my brother and me first. She decided that it was, in her words,
“time to make room for the new lives in the happiest way possible”.
So, with our support, my mum bravely went home to die. She
wasn’t scared of death, only of letting go of our love.

My brother and I heartbreakingly sat by her side and watched her
deteriorate from the strong, independent woman and mother she
was, into a vulnerable victim forced into suffering against her will. All
the dignity and pride she deserved was stolen. She said several times,
if there was a pill, she would take it and die as quickly as possible.
Instead, in her state of NSW, the only option was to die of starvation,
which is neither quick nor dignifying.

We were advised that death from malnutrition would be about a
month, the estimated due date of two of her awaited grandchildren.
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She died powerless, her worst death. Mine too now.
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“My brother and
I watched her
deteriorate from a
strong, independent
woman and mother,
into a vulnerable
victim forced into
suffering against her
will.”

Bearing witness
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If they could see the suffering, they would change their minds
Lyn’s story: Husband Phil, motor neurone disease, Broken Hill

The couple discussed moving to Victoria to take advantage of the
assisted dying laws available there, but Phil decided not to because
he wanted to die at home.
“We knew there was no way out of the suffering that lay ahead,”
Lyn said.

Unable to be hugged
By August 2019 Phil was losing his chest muscles and could no
longer sleep lying down. He spent the last 12 months of his life
sleeping in a reclining chair at the end of the bed.
“It was devastating when he couldn’t come to bed anymore. I
couldn’t hug him because it was too painful.”
For Lyn McManus’ husband Phil, it started with a stumble up some
stairs in November 2017 and happened again at Christmas.
By April 2018 Phil was limping badly. By October, the symptoms
included muscle twitching, excruciating cramps and terrible fatigue.
A nerve conduction test confirmed what Lyn had already begun
suspecting – motor neurone disease (MND).
“I’d been doing some research but had said nothing to Phil, I figured
the longer he stayed in ignorance the better,” Lyn said.
“I just couldn’t stop crying. He wouldn’t let me say anything to our
family or friends for another month – I had to keep telling people he
was having more tests.”

By April 2020, Phil had lost 35kg and his neck was starting to droop.
Mouth thrush and severe constipation made daily life increasingly
uncomfortable. A blood gas test showed he was suffering from CO2
build-up and needed a ventilator, but Phil refused, knowing full well
to do so would shorten his life. He also refused to have a PEG in his
stomach for feeding. Hallucinations, pressure sores and bleeding
inner cheeks meant asleep or awake, Phil had no peace.
“The day before he died we walked the dog to the end of the lane
(Phil in his wheelchair), where my sister lives,” Lyn said. “Phil’s voice
was weak, but he was talking and making us laugh.”

Intolerable suffering

Teenage sweethearts, the couple married young, had their
daughters Angela and Christy, worked hard and as life went on,
travelled as much as possible.

Phil died on 26 August 2020. Lyn is adamant that if opponents of
voluntary assisted dying had seen Phil’s intolerable suffering in the
last months of his life they would change their minds.

“We had a wonderful life; we appreciated each other’s company
and were comfortable and happy. Phil worked so hard both in
the mines and around the house, where he taught himself to do
everything – there wasn’t a thing he couldn’t fix.”

“If the option of an assisted death had been there, it would have
eased everything. It would have given us a better quality of the little
life that was left, so we weren’t constantly worrying about what lay
ahead,” Lyn said.
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I have lived 13 years with regret

Terri’s story: Husband Bill, metastatic cancer, Albury
In October 2007, my husband, Bill O’Brien, realised there was
something very wrong with his health. With the help of our GP, he
embarked upon a series of increasingly invasive tests to understand
what was wrong.

die. If he had been provided with that opportunity, I’ve no doubt
he would have taken it and would have left the world after careful
consideration of all factors, having made his peace with himself, his
family and his conscience.

By April 2008, we knew it was a stage 4 inoperable tumour. Cancer
was also present in his lymph nodes; and there were tumours in his
brain. The surgeon told him to go home; get his affairs in order; and
enjoy what little time he had left. The estimate was three months.

Nobody has the right to force their will upon others and, by denying
terminally ill people the opportunity for VAD, society is saying: “We
don’t care what you think. We don’t trust the terminally ill to make
their own decisions.”

Looking at it from both perspectives, I consider it both fortunate
and unfortunate that he had six more months of life. Fortunate for
us because we had him longer. Unfortunate for him because he
suffered for longer and lost so much during that time.

Living with regret

No quality of life
First, he lost the last of his vigour and vitality from heavy
chemotherapy treatment aimed at increasing his life expectancy;
and then he lost hope and any will to continue with treatment. The
cancer and the treatment joined forces to rob him of his quality
of life. In July 2008, he decided to stop chemotherapy so that he
could try to make the best of the time he had left. We were just
treating symptoms, increasingly less successfully.

I watched my husband wither away from being a vital, healthy, and
active man to being a virtual skeleton, barely able to do anything for
himself, racked with pain. He was held hostage to a disease that
wore him down and sucked the life out of him slowly and cruelly.
I’ve lived for almost 13 years with the memory and regret of denying
him the whole bottle of pills when he asked for them, trusting
instead that the recommended dose was easing his pain in his final
hours. I know now that it was not.
– Terri O’Brien, April 2021

On 13 October 2008, my husband died not at a time of his
choosing; in a manner not of his choosing; and in such a state of
agony and despair that during his last night before he died,

He begged me to give him the whole
bottle of opiates so he could take back
some control and beat the cancer to
the inevitable. I wish I had agreed to
that request.
Most days since, I wish I had agreed to that request regardless of
the consequences to myself.

The right to choose
I consider it my duty and my honour to present his wishes to you,
as he can no longer do so himself.
Bill was an advocate for voluntary assisted dying (VAD). He believed
everyone has the right, when faced with the inevitability of dying
slowly, painfully and without dignity from an incurable disease, to
have the opportunity to choose for themselves how and when you

Bearing witness
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Watching him die was like we too had the disease
Leanne’s story: Father melanoma, brother pancreatic cancer, Camden

"Whatever pain and suffering we were going
through as a family, his was so much worse."

life, hardworking, amazing man had become nothing more than a
fragment of what friends, family and colleagues once knew.
In July 1994, we laid our beloved hero to rest only to be confronted
with the horrendous news seven weeks later that my brother, only
38 years old, was diagnosed with pancreatic cancer. He didn’t fight,
he’d had the disease for over 13 years… well, that’s how he put it.
Watching our father go through the agony of cancer was like we too
had the disease. Six months later we said goodbye to my brother too.

In limbo
More than 40 years ago now when I was 15, my beloved father had
a mole on his back that we thought was nothing major. However,
over a 12-month period, this not so major mole turned quickly to a
malignant cancer requiring surgery and chemotherapy, not to mention
back then they also combined treatments with radiation.
This traumatic time for my family is embedded in my mind and,
although given a gruesome outcome, my father fought tooth and
nail to beat the odds.
Over the 12 years that followed, my father had more than 15
operations to remove tumours and lymph nodes from his body. He
had his kidney removed and fought hard for a long time and was
bitterly sick.
During this time, he tried once to take his own life. What we
considered to be lucky (that we found him and stopped him), he
saw as interfering and I’m not sure he ever really forgave us. You
see, whatever pain and suffering we were going through as a family,
his was so much worse.
In the end he couldn’t fight any more. I remember him laying
in palliative care hospital hallucinating and going in and out of
consciousness. A mere skeleton of 42 kgs, this once larger than
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Tears are rolling down my face as I share my story with you. I
haven’t had a good cry for my loss in a long time.
On many occasions both my father and my brother voiced their wish
to have the choice to end their suffering and ours too. As much as
that broke my heart to hear, it really did seem it was the only humane
thing that made any sense to what we were all going through.
It’s been more than 26 years since I said goodbye, and yet the pain
in my heart for the suffering they both endured never diminishes.

The right to choose
I know without a doubt that I want the right to choose when my
time comes. I don’t want my children, grandchildren, family and
friends to suffer with me. I want to hold their hands and laugh with
them and then bow out as graceful as a dove in flight.
I will continue to support and advocate for the right to choose my
exit, after all I chose who I married, I choose where I live and work,
I choose who I share my life with. All these choices I’m free to
make on my own, with no one interfering, no one telling me “no”.
Why can’t I be allowed to choose when I have suffered enough?
– Leanne Skarpona

Stories of suffering

Her body slowly and cruelly shut down
Kylie’s story: Mother, motor neurone disease, Springwood

So, she soldiered on, she was taking her own steps to speed the
process. She withdrew from food, she requested morphine at
more regular intervals, she never said but I knew what she was
doing. When she was admitted to palliative care, our lives changed
forever. I remember sitting with a friend who came to visit me and
saying ‘I just want her to die now’ – not because I didn’t love her
but because I did – the thought of sitting by her bedside watching
her body slowly and cruelly shut down was too much to bare, it
sickened me to my core that my sisters and I were wiping gunk out
of our mothers mouth that was so thick due to having an oxygen
mask on 24/7, that we sat there and willed her to pass.

Struggling to breathe

On November 11th, 2016, my mother took her last breath. She
was diagnosed in August with motor neurone disease (MND) after
already suffering for six months in the lead up to diagnosis. My
mother was only 74, she was strong in life as she was in death.
She led in a male-orientated world in sales and brought my sisters
and me up to be strong, independent women.
My sisters and I spent every minute we could with her, ensuring
her life was as comfortable as could be. MND has very specific
requirements in care at the final stages, a person suffering with
MND can no longer do much at all. Breathing is an effort, in itself.
My mum crossed her Ts and dotted her Is, and said her farewells
to lifelong friends and requested that they no longer visit as it was
too much for her. She emailed others that didn’t live near and
thanked them for their friendship.

If only it was that easy. As I said, she was strong in life as she was
in death. The morning of the 11th of November 2016 my mother
instructed us and the doctors that she wanted to remove the
oxygen mask, the mask that was keeping her alive. You see with
MND the muscles stop working that enable the diaphragm to work
– she could bare it no longer – so that afternoon we sat with our
mum, surrounded by music and flowers we brought in as she had
always loved fresh flowers and we sat with her and told her how
proud we were that she had been our mum, that she had done a
wonderful job and that it was okay to go now.
We had to watch her for 40 minutes as she struggled to breathe
until the last breath was upon her and our mum was gone. Those
last 40 minutes are etched in my mind forever, we should have
been able to have her at home in beautiful surroundings, like she
had provided for us growing up. She should have been able to
close her eyes and drift off to sleep.
- Kylie Merchant, Springwood

Slowly shutting down
It was at this point she was ready to go, she had investigated other
options but due to our laws this was not an option, and she was
not able to travel abroad to make the last decision for herself and
her dignity, to end the pain and suffering on herself and us. This is
the one part of my mum’s death that haunts me daily, she wanted
to say goodbye but could not, she wanted to end it before it took
its toll and made it unbearable for all of us.

Bearing witness

“This is the part of my mum’s death
that haunts me daily. She wanted to say
goodbye but could not, she wanted to
end it before it took its toll and made it
unbearable for all of us.”
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Please just give me something to finish this

Ron’s story: Mother, Gloria, complications from a twisted bowel, Broken Hill
‘I want to die now’
Ron says Gloria didn’t want to die in hospital and asked to go to
palliative care in the nursing home.
“Once settled in her palliative room at St Anne’s, she gave me
tasks to do in finalising her life – including her funeral.
“At one point, mum asked for dad’s photo and just held it to her
chest until she fell back to sleep.
“As this dragged on into the second week, I realised that by giving
her sips of water and small spoons of soft foods we were just
prolonging her slow death.
All through this time she would, with a clear and calm voice say, ‘I
want to die’, ‘I want to die now’, ‘Please give me poison in a glass
and leave it’.
“Once she stared into my eyes and said, ‘Please just strangle me’.
“She told the doctor, ‘I’m ready to die now. I don’t have dementia,
I know what I am saying. Please just give me something to finish
this. I know you can, you won’t get into trouble.’”
Ron Lane’s 89-year-old mother was devastated when she developed
a bowel obstruction – frail and with a weak heart, she knew it meant
there was no chance of surgery and she would endure a slow death
from starvation. For years, she had been asking her son to ensure
the end of her life would be peaceful.
Ron remains tormented that he couldn’t give her the one thing
she wanted.
“My parents had been married almost 60 years when my father died
two-and-a-half years ago after a long illness,” Ron said.
“My mother told me then, and again as recently as Christmas 2020,
that, if something terminal was to happen to her, she didn’t want to
be resuscitated and would like her end to be quick.”
Less than a month later, she developed a bowel obstruction or
twisted bowel. Doctors wouldn’t operate as she was 89, frail and
had a weak heart. The only other option was for her to slowly starve
and dehydrate to death.

Comments from her like this were daily and persistent, and
upsetting for all those around.
She would be asked regularly if she was comfortable and if she
was in pain. She usually replied she was ok, Ron said, for fear the
medication may prolong her death.
Her medication was increased into the third week. “But as she lay
there slowly wasting away, I would see her grimace and a tear run
from the corner of her eye. She was in discomfort and very aware of
what was happening. She finally died – three long weeks later.
“It was a very sad, painful, uncomfortable and undignified way to
end a life that was difficult but happy.”

Shouldn’t happen
Ron says his mother’s experience has prompted him to fight for
VAD law reform. “I would like this to never happen to anyone.

“When I first saw her in hospital after driving from my home in
Sydney to Broken Hill, she said, ‘Don’t let me linger, I am ready to
die now’.

“Maybe if two or three doctors concluded that there was no chance
of recovery, and the patient was of sound mind and clearly stated
their desires, the patient could then arrange to say their goodbyes
and then be given enough drugs to just go to sleep and not wake.

“Doctors told us there was nothing they could do but keep her
comfortable until she died which, they said, may take only a few days.

“No pain, timely and with dignity. Most people just want to die
with dignity.”
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Stories of suffering

The horror stories
are commonplace

They heard her crying through
the pain

His suffering was
so unnecessary

Kathryn Lee, Normanhurst, January 2020

Sharon McDougall, Swansea,
November 2017

Alicia Fokkema, Batemans Bay, June 2021

Before succumbing to ill health, I was the
NSW coordinator for a charity partially
funded by the Cancer Council, which
provided mentoring support for carers of
terminally ill loved ones.
The horror stories of people left in
indescribable pain because of lack
of funding, lack of awareness, lack
of capacity to do anything other than
stand by helplessly whilst loved ones
suffered an appalling death – these were
commonplace, not exceptions, and not
what any of us would wish for our
loved ones.
My own father asked me to help end his
life as he lay dying, in indescribable pain
from bone cancer. There was nothing I,
or the medical professionals, could do,
other than advise him not to eat or drink.
It took days before he finally died – days
of watching my beloved father suffer
needlessly. Had he been an animal, he
would have been euthanised.
This is about giving people the choice,
with all the appropriate safeguards to
avoid abuse and misuse, so they can say
when enough is enough. Please enable
this bill to be heard, and passed, with a
conscience vote.
Imagine having motor neurone disease you can’t move, you’re fed by a peg tube
because you can’t swallow, you can’t
speak, all your muscles are failing you, but
your brain is still totally aware – you know
you will eventually suffocate as you are
no longer able to breathe. I don’t have to
imagine this because I know too many who
have lived and died with this scenario.

Bearing witness

As a 16 year-old I watched my 42-year-old
mother die a slow and painful death from
cancer. I watched as she could no longer
look after herself and my grandfather took
on the role of carer, even carrying her to the
bathroom to bathe her.
He told me; of the large bed sores that
were big enough that his finger could fit in
them; of the nights they heard her crying
because of the pain and discomfort she
went through. The only thing her prolonged
death did was cement in our family’s eyes,
the shell of the woman she had become
and the pain we felt in watching this drawnout process.
As an adult I have always believed that
if it had been me in that same situation
then I would want the right to choose
(instead of the medical fraternity) when
it was time to put an end to not only my
own, but my family’s suffering. Because to
me as a young person at the time, it was
a relief when the end finally did come for
my mother, as it was difficult to witness
the deterioration and pain that this woman
lived with daily.
I have never understood how we can
consider it inappropriate to allow an
animal to suffer but we can accept
allowing our loved ones and their families
to go through this process, when we,
unlike an animal, know what the outcome
will mean. I urge you to strongly think and
reflect on the stories of the many people
I am sure have been through this same
heart wrenching scenario.

My husband suffered unbearable pain with
stomach cancer for almost a year. He had
morphine but his stomach couldn’t absorb
it properly. The last 10 days in hospital he
had better pain relief but was still in bad
pain. He was tranquilised to relieve his
suffering, so he was barely conscious, but
still in pain.
His suffering was unnecessary. If he had
been able to avoid the last few months, or
few weeks or few days, it would have made
a big difference to him. For me, I would
feel very relieved if voluntary assisted dying
laws were passed, because I do not want
to endure such suffering at the end of my
own life.

The doctor would say: ‘I can’t
believe she is still alive’
Richard Martin, Russell Vale, May 2021
I returned to Australia from America in 2007 to
look after my mother in her last months of her
life due to lung cancer. My sister had taken the
workload and I decided to leave Los Angeles
and spend quality time with my mother.
I watched the pain of living with lung cancer
increase and would accompany her to her
palliative care doctor where she would ask
for help. She didn’t want to live in pain. It
broke my heart that I could not support my
mother. My sister and I sat by her palliative
care bed in hospital and for six days we
watched our mother slowly die. It was not
what she wanted and not how anyone’s
end of life should be. The doctor would
come in each day and say “I can’t believe
she is still alive”. Our heart was broken.
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The worst thing I have
ever seen

of a woman for 80 years who asked nothing
of us but that one wish.

Megs Beukers, Newcastle, April 2021

She had a right to decide when terminal
how she wished to die, as do I and every
human with sound mind on this planet.
Time for Australia to think logically and not
with the minds of scared people, worried
about the ‘potential’ issues.

I am a retired NSW Senior Constable of
Police and I have seen a lot of deaths
through tragedy, horror, misadventure,
suicide and natural causes.

Nothing prepared me for
sitting beside my nan for
two weeks and slowly
watching her die.

I can guarantee when it comes to their own
loved ones, they too will wish the same if
they ever have to watch them rotting away
before their eyes.

Her last hours were spent crying
out ‘let me go’
Craig Maynard, Stockton, June 2021

She had cancer and dementia and was
unable to move.
All the medical advice told us she didn’t have
long. She was put on morphine as she was
unable to eat or be fed by any means and
we waited. Her cancer rotted daily, and we
had to put lavender under her bed to try to
mask the smell. We used a swab to try to
get water in her at least and we waited. We
read her bible every night to her, and her
eyes pleaded with us to do the humane thing
and put her out of her pain. And it was pain,
her body was shutting down, her body was
decomposing and it was only her heart and
occasionally her mind that was still functional.
Two weeks of the worst thing I have ever had
to sit by, and I’ve had to sit by people whose
bodies had all their skin dripping from them
from fire. She had begged us when she was
well to never put her through such a horror
death as one where her body starts to rot
before her heart stops beating.
Two weeks, 14 days, 336 hrs, 20,160
minutes, 1,209,600 seconds … every one
of those unbearable to watch. Our hearts
broke, we couldn’t do the one thing asked
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I have been around several deaths and sat
with three. The first was my dad, Richard,
who passed away with aggressive cancer in
the throat. He had a series of drug cocktails
via a box that kept him out of pain.
The second was my grandmother who
passed away after a heart attack and
massive stroke.

She passed away soon after. She suffered
so much. My partner went for counselling to
deal with the shock of what happened. He’s
upset and angry and so am I. My partner
will always remember the undignified
moment of his grandmother throwing up
excretes and helping her clean up.
Please support voluntary assisted dying
and know that others who have never
experienced this kind of trauma will never
understand why we want this. Gran was
dying slowly, and she knew the ultimate
end was death. She didn’t know that
the excruciating pain would be part of it,
she didn’t have the means to kill herself.
Knowing her, she would swallow a whole
bottle of pills if given the chance.
Her last moment was not about dignity
because there was none. It was her
throwing up excretes, crying, thrashing
around, screaming, begging to ‘let me go’
– words that will ring in our head for the rest
of our lives.

And the third, was my partner’s grandmother,
who had terminal bowel cancer. She had a
high pain threshold so when she complained
about headache, we rushed her to hospital
and found she’d had a stroke or heart failure
and we were lucky to have caught it.
Then bowel cancer stage 4. Her last hours
were spent crying out ‘let me go’ as she
vomited up poo when it had nowhere to go.
We were entirely traumatised, and the duty
nurse was aghast. She asked how long this
had been going and we said since 10 am
and it was 4 pm. She was thrashing around
in extreme pain. Despite being given a high
dose of pain relief she continued in pain
and was screaming. They were not able to
knock the pain out.

Stories of suffering

She had no joy, no hope
Ric Thomas, North Parramatta,
January 2020
I am the son-in-law of Sue, who was born
in Merrylands. Sue lived her life in Western
Sydney and died on the South Coast of NSW.
She was a good woman, a dedicated
and protective mother of three, a wife,
and small business owner in Mulgoa. She
loved life and she loved her family. Sue was
diagnosed with ovarian cancer in 2010
and received excellent care. She enjoyed
nine wonderful years of life after diagnosis
thanks to the state’s wonderful health care
system and its reliance on evidence-based
healthcare and human compassion.
In the final weeks of her life, her excruciating
pain was well managed, but she had no
human dignity, she had no joy, and she
had no hope. She told us and we saw this.
The medications (antipsychotics, sedatives
and analgesics) ‘worked’ but they did not
alleviate the human and existential suffering
that she experienced, and we, the
family witnessed.
Her quality of life, her will to live was gone.
Sue begged to die. She awoke each
morning frantic that she was still alive.
She pulled at her hair, she screwed up
magazines and she began to beg her family
to help her die.
Two weeks of Sue’s suffering could have
been avoided if it were legal for her to
choose the endpoint. Whilst it would add
complexity the trauma of these two weeks
to her family could have been prevented if
her wish had been granted.
The day Sue was admitted for final
palliation, was the day the voluntary assisted
dying laws were enacted in Victoria. She
knew this and discussed her wishes at
length with her family. I understand this is a
Bearing witness

complex issue for the NSW government, but
please consider Sue and her family in your
deliberations on this matter.

They couldn’t ease her suffering
David Pieper, Central Coast, 2021

Alison, Mosman, November 2017

When I was a little boy, maybe 10 years
old, one of our neighbours was diagnosed
with bowel cancer. My mother said to me,
if ever I am diagnosed with bowel cancer,
you have to help me end my life. This
wasn’t a shock or upsetting to me because
we were that sort of family, where nothing
was forbidden and nothing was not to be
spoken about, including sex and death.

I have watched too many terminally ill
family members over the years die painfully
slow deaths in hospital. My father died at
the age of 59 after a two-year battle with
motor neurone disease. Eighteen months
in and he could no longer walk, talk, use an
electric wheelchair, or eat anything without
assistance. Pureed food even caused him
discomfort and choking.

As things came to pass this is exactly
what happened for my mother. She was
diagnosed with bowel cancer in her early
50s. She had the chemotherapy, the
bowel resection, the colostomy bag, the
whole horrible ordeal. She even joined the
voluntary euthanasia society as it was then.
But she remained hopeful that she would
get through it and regain her life back.

He spelled out to me with his eyes via
a sightboard ‘please help me to die’ on
so many occasions. His life was truly
not worth living – he couldn’t scratch
his nose, roll over in bed when he was
uncomfortable and could barely manage
to press the buzzer for assistance in his
nursing home. He required 24 hour a day
care and had no joy in life, especially in
those last six months.

Sadly, it wasn’t to be, and she died in
pain, in my arms, at the age of 57. The
palliative care nurses were wonderful, but
they couldn’t ease her suffering. They
even gave us extra supplies of morphine
to administer to her, but I was too young
to understand how I was supposed to
use it.

I promised Sue that I would advocate for
this cause after her death so I make the
offer to come and speak with you, your
staff, or any member of the Government if it
would give the choice to those who seek it.

He spelled out ‘please help me
to die’

I also watched my mother, three aunties,
my grandmother, my girlfriend, all die
drawn-out deaths. It is not a peaceful
process and is quite horrific.
It is so cruel that the present system makes
terminally ill people starve to death and
draws out the horrible process further for
the individual and their loved ones.

A couple of years ago I realised I was the
same age as my mother when she got sick.
This prompted me to look online to find out
that not only was there still no legal way
for people with a terminal illness to end
their life, but also that a bill had just failed
in NSW Parliament by one vote. I thought
about how many other people had been
through what my mother and our family had
been through in the intervening 30 years.

Please think of what you would want for
yourself and your loved ones. I wouldn’t
wish the present situation on even my
worst enemy.
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A choice could have given him
dignity and hope
Judy Cullen, Newport, June 2019
I have watched both my parents and
brother die in the last 20 years and all
their deaths were lingering, undignified
and painful. In the last instance, my
brother’s death from an inoperable
malignant brain tumour in 2017, could
have been made so much easier had
voluntary assisted dying legislation been
in place. It would have offered him the
option to go in his own time and avoid the
last two months of real distress.
He died nine months after diagnosis.
At first, he took part in a drug trial, but
became too ill to cope. He was a single
man, a physicist, living in Strathfield, with
only me as his main support. He had
warned me that he was probably going to
suicide, and not to be too distressed if he
was able to manage it. You can perhaps
imagine how it was for me to drive three or
four times a week from across town, not
knowing if I’d find my darling brother dead
or dying by his own hand. He did, in fact,
make an abortive attempt.
I was away one day and my brother
didn’t answer when I called that night. My
daughter and I rushed over in the morning,
but he had been lying for 36 hours, naked,
cold, and disoriented in his hallway in a unit,
four floors up. No-one could hear him.
We got him into Lifehouse, then into good
palliative care, but he died without dignity.
He was, incontinent and unable to swallow
or talk for the previous three weeks. Had
assisted dying been available, his obvious
suffering, my distress, the distress of his
nieces and friends may have been allayed by
him having a choice. He may not have made
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the choice, but he would have had it – and
that would have given him his dignity and
some degree of hope.

I implore you - examine your
own heart

I wish we could have assisted
him to die when he needed to

My brother Mark was diagnosed with motor
neurone disease (NMD) more than two
years ago now. MND is a terminal illness
with no cure as yet despite some amazing
medical advances and research.

Jo Butler, Freshwater, October 2020
My personal interest in voluntary assisted
dying laws being enacted in NSW follows
caring for my dying 42-year-old husband
for six months in 2011, while he endured
horrific pain from brain cancer (glioblastoma
multiforme stage 4).
Although we were fortunate enough to have
good palliative care and support, it was
clear to our palliative specialist, as it was
to me, that the prescribed drugs were not
completely relieving the pain and suffering
my husband was in, even though different
doses and methods of delivery had been
experimented with.
While he was still able to speak, my
husband told me, a few months before his
death, that he wished he could just walk off
a local headland, before his suffering got
any worse. This was extremely distressing
for me to hear and discuss with him (he
had never been depressed or suicidal but
wished he could have some agency in the
face of his terminal diagnosis).
Ten years later, I still think about this
conversation a lot and desperately wish we
could have provided my husband with a
much more peaceful end than the painful
death he endured, that robbed him of peace
and dignity. I wish we could have assisted him
to die when he wanted and needed me to.
For his sake, my sake, and the sake of
our then-five-year-old son, please don’t
let other families like us experience such
unnecessary trauma.

Narelle Butler, Croydon Park, November 2017

Mark’s health has been steadily declining
and when the time comes, he would dearly
love to have the right and the opportunity
to end his life on his own terms. My family,
including my 89-year-old father and my
three siblings, fully support Mark in his wish.
Therefore, we would strongly encourage
you and your fellow members of the NSW
Parliament to support the assisted dying bill.
Please, I implore you to examine your
own heart and consider how you would
feel if you were in Mark’s situation or, like
me, had a sibling who is facing this very
devastating disease that robs its sufferers
of so many of the basic bodily functions
we all take for granted every day –
swallowing, speaking, walking, laughing.
I hope you find the courage to vote with
your conscience and not be dissuaded by
those who deny terminally ill patients the
right to die with dignity and honour.

Help me avoid my
parents’ fate
Linda, Maroubra, June 2021
Having watched both my parents die of
motor neuron disease (MND), I know I
am at high risk for developing the disease
myself. Please help give me the choice
to avoid the indignity, physical suffering
and psychological stress my parents had
no choice but to endure. Please support
voluntary assisted dying laws.

Stories of suffering

The most horrific thing we
have witnessed

Let us end our lives
with dignity

Please spare him a long, drawnout death

Leonie Mulconry, Randwick, May 2021

Michelle, Wallsend, November 2017

Barbara, Dubbo, December 2019

My mum died two years ago of secondary
melanoma. She was found collapsed
on the floor of her unit in Newcastle.
Tests confirmed that the melanoma had
progressed to her brain, breasts, and the
bones in her legs. She died in a palliative
care just nine weeks later.

Our family has had the extremely traumatic
experience of “A close family member was
asking, in fact, begging, us to kill him daily.
We were powerless to do anything.”

I am writing to implore you to support the
implementation of new assisted dying laws
for NSW.

Watching her slowly die in front of us in
such excruciating pain was the most horrific
thing my family has ever witnessed. There
was no peace or dignity in my mum’s
death. I hate to think of any other family
going through what we did.
We should have the option to die in peace
and comfort. I beg you again, please vote
for the rights of people who are suffering in
NSW. I know you’re incredibly busy but if
you would ever like to sit down and discuss
this, I would love to.

I’ve never seen anyone
so frightened
Janine Law, Acacia Gardens,
June 2021
I have personal experience after watching
my dear brother James suffer with the
insidious motor neurone disease. He went
from an independent, life-loving father to a
frightened, fighting fraction of himself, I’ve
never seen anyone so frightened. Nothing
could assist him in the end.
He passed away suffering, fighting for every
breath, the look on his face was hard to
watch. Given the choice, I know he would
have said goodbye when he knew he could
not fight anymore without suffering. Please
act as an advocate for the people who don’t
have a voice and those who love them.

Bearing witness

We had to sit and watch.

This is how he spent
each day, lying in bed,
unable to do anything but
continuously asking to
die, until a massive stroke
(mercifully) killed him.
If I ever have a terminal illness, I certainly
hope that there is, by that stage, a system
in place for me to end my life with some
dignity and with help. The thought that
there may not be, fills me with dread.
Most people consider someone extremely
cruel if they withheld euthanasia from
a dying, suffering animal and they just
waited around to let the animal die, in
due course, all the while the poor thing is
in pain and suffering. In fact, the RSPCA
would be called about such an event and
charges would most likely be laid a.
Yet, here we are, unable to end our own
lives in a legal, humane and dignified way.
I simply can’t believe it, actually. I must
point out that I do believe in God, but I also
believe this Voluntary Assisted Dying Bill
needs to be passed.

My 34-year-old son was diagnosed in July
2018 with stage 4 terminal colon rectal
cancer that has metastasized to his liver
and lungs. He has been told that he will
be on palliative chemo for the rest of his
days. This has turned his world and our
world upside down.
Each day I spend my days slowly watching
my son deteriorate in front of my eyes, it
is heart-wrenching. I watched my brother
pass away in agony with pancreatic cancer
and I don’t won’t the same death for my
son. My son has also stated that he does
not want to experience a long-drawn-out
death or have us go through this horrible
dying process. Please help allow my son
the dignity to choose how he wants to leave
this world.

Give dying people an alternative
Michelle Lawson, Thornton, July 2021
My father had brain cancer and in 2014, the
last month of his life, he needlessly suffered
the indignity of losing all bodily functions
while still being alive.
This still haunts my family seven years
on. He died four-and-a-half months after
diagnosis despite having brain surgery,
radiation and chemotherapy. Dying in the
way he did was the biggest fear of his life.
I want to offer other people an alternative,
so they don’t have to go through what my
Dad did.
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If you walked in our shoes, you
would agree

The way he suffered is
something I will never forget

Each and every breath
was torture

Jill Bennet, Cranebrook, July 2019

Julee Dowling, Lake Haven, December 2018

Kerry Welsh, Tomerong, October 2017

In early 2016 my husband was diagnosed
with multi-system atrophy, which is a
progressive brain disease. It is a terrible,
cruel disease that affects balance,
coordination and speech. It also affects
the autonomic systems of the body, such
as bowels, bladder, breathing and blood
pressure. He is deteriorating quite quickly
now and is totally reliant on myself or
support workers for everything. He can
barely talk, can’t walk or feed himself and is
having difficulty eating, because the disease
is starting to affect his throat muscles.

My husband of 50 years, Brian, passed
away on 2 November 2016. To witness the
way in which he suffered is something I will
never forget. Surely, in this time of modern
medicine, there is something our elected
government can do to enable doctors to
treat the terminally ill with voluntary assisted
dying and so ease the suffering of the
terminally ill and their loved ones.

I cared for my husband, Peter Welsh, who
had motor neurone disease (MND) and
passed away in August 2017 at the age
of 47.

There is no treatment, and he has stated
his wish to die. He has no quality of life and
no dignity. It is time to give people, like my
husband, who are suffering every day, the
option for voluntary assisted dying, if they
wish. If I were in his position, I would want
it too. I have always believed that everyone
should have the right to choose when they
leave this world and have the right to die
with dignity and not to suffer. I also believe
that if the general public walked in our
shoes for a week, they too would agree that
voluntary assisted dying should be legal
and everyone’s right.

He was forced to starve himself
to death
Jennifer Buxton, Gulgong, July 2021
I watched my fit and healthy husband
suffer unbelievable pain and physical and
emotional torment for 15 months. He
begged for an end to his suffering, for
humane euthanasia. He was forced to
starve himself to death to end his terrible
suffering. Please do your honourable best to
pass assisted dying legislation in our state
of NSW.

If I mistreated my animals and let them
suffer at all I would be reported to the
RSPCA, and would be in serious trouble.
Where is the sensibility in this?

He had to starve himself
to death
Amy Swan, Scone, July 2021
My father passed away in hospital in June
2018 from terminal cancer, he was 56
years old.
By the time he passed away he looked like
he’d aged 30 years and spent the past 18
months in a concentration camp. He was
skin and bones.
Horrendous that he literally had to starve
himself so his organs would shut down
whilst being pumped with morphine so he
could pass away. There’s nothing peaceful
about that death.
He was never going to recover from his
cancer but his death could have been a
dignified one and he and my family didn’t
need to go through that. It’s the last
memory I have of my dad and it’s pervasive.

Anybody who knows of this disease knows
it is insidious and takes everything from the
person. It traps them inside their body so
they can no longer move, and it takes away
the ability to swallow so you choke on your
own saliva. You are no longer able to eat,
drink, speak, or go to the toilet. The only
way you can move from place to place is by
being hoisted and rolled by your family. You
need to be hoisted to the toilet, and the only
way to receive food and liquid is through a
PEG feed into your stomach. You can no
longer communicate with your loved ones
as you have no voice. No longer able to hold
your family members and worst of all you
require a breathing machine that doesn’t
help you much at all, you are suffocating,
and struggling to take a single breath.

Each and every breath
was torture for Peter. He
should have been allowed
to make the choice that he
has had enough.
To allow a human to be tortured day in and
day out and for their family to watch their
loved ones suffer pain. The pain of that can
never be expressed fully or forgotten.

I hope you will do the humane thing and
support the voluntary assisted dying bill. I
hope this awful disease never touches your
family, so you never have to know first-hand
what I’m talking about.
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The pain cannot be managed
Kate Lyons, Lane Cove,
February 2020
My cousin Andrew was a fit, strong and
wonderful 39-year-old father of three until 18
months ago. Today he is dying day by day
in palliative care. He has lost his fight with
bowel cancer and is struggling with pain that
can’t be managed and breathing that is so
laboured. It could take him another week
before he dies. Why do we have to put him
through this?
In the last three years, I have seen
similar experiences of my grandmother,
grandfather, and mother-in-law. These
religious intentions are inhumane. I want
to see change before it is myself or my
children facing death like this.

Helpless and frustrated
David, Darlinghurst, January 2021
I’m watching my 85-year-old father, who
has a terminal illness, beg to die. He is
in constant pain, cannot walk, wears an
adult diaper and is now losing the use of
the left side of his body. There is no hope
for recovery. He requires 24/7 care in a
nursing home.
Watching a loved one beg you to let them
die is the most distressing thing you can
ever go through. We feel helpless and
extremely frustrated. I understand I won’t
be able to help push this law through fast
enough for him, though let’s hope we can
pass the required bill for as many people
that request this as soon as possible.
No one should ever have to suffer like he
currently is.

Bearing witness

We were assured her pain could
be managed

I have PTSD after watching my
husband suffer

Carol, Kiama, May 2021

Kim Mariner, Portland, June 2021

I am writing this letter because I desperately
want assisted dying to be legal in NSW.
Forty-five years ago, I witnessed my mother
slowly and painfully waste away and
eventually die from cancer. It was such a
horrific experience for her that she twice
tried, but failed, to take her own life to
escape the pain. Losing my mum in such
a way impacted me and my sisters in ways
that have never left us.

I beg you to allow voluntary assisted
dying laws to pass. I live with PTSD after
watching my husband suffer at the end of
his journey with mantel cell lymphoma six
years ago.

Forty-three years later my beautiful sister
was diagnosed with cancer. Having already
witnessed our mum’s awful and horrific
death, my sister’s greatest fear was that she
too would face such a painful end of life.
She did not fear dying but she did fear the
needless cruel and crushing pain.
When she eventually reached the palliative
care stage, we were assured that her
pain would be managed. Not so. It was
excruciatingly painful, totally cruel, and just
so wrong. It was harrowing for her and also
for our family that sat helplessly by her side.
My main thought is that 43 years later my
sister died just like my mum. Her fears
became reality. I don’t want another 43
years to go by only to have my children die
in the same way. Society should be better
than this. Our laws should provide better
than this. Care for our loved ones should be
better than this. Please help us.

His last few days were horrible. He didn’t
want his end of life suffering and he was in
such pain and I could do nothing to help
him. He had always said from when
he was diagnosed that he would end
things on his terms as he didn’t want to
suffer. I plead with you to allow us the
people the choice to end things when
we choose as long as all the doctors agree
there is nothing else we can do.
We are much kinder to our pets and we
would never let them suffer the way us as
humans have to. I want the choice and it’s
our choice. If you don’t want to make the
choice, you don’t have to.

He begged me to help end
his life
Katrina, East Maitland, June 2021
I watched my husband wither away in eight
months. He begged me to help him end his
life. As we had three kids, I couldn’t take
the chance (as much as I wanted to). He
had the right to die with dignity, his way, in
his own time.
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I witnessed her feet turn black
Debra Wunderlich, Kellyville
My mother recently passed away. She was
a strong believer in voluntary euthanasia
but sadly was not afforded this option in her
time of need.
My mother was scheduled to have a
hernia operation when tests revealed that
she had terminal cancer. There were five
lesions on her brain and several lesions
on her liver, lungs and ribs. She was given
a life expectancy of four weeks to two
months maximum. This situation was highly
distressing for all concerned.
What ensued was nothing short of a joke.
The Government claims that everyone
has the right to die at home but make it
impossible. Mum’s wish was to pass at
home, but it wasn’t to be, as we couldn’t
manage her pain.
As her carer I felt completely unsupported
by the hospital, the palliative care team
and the government who sent a ‘My Aged
Care’ representative and ACAT assessor,
who both stated that no support services
were available for three months! This further
added to my mum’s distress, knowing that
we would get no help in the time frame
offered, unless we paid.
When we finally did have to return to hospital,
I witnessed my mother in excruciating pain. I
witnessed her feet turn black. I could literally
smell death on her breath.
I am left completely traumatised. My mother
would have been mortified at the state of
her in that hospital bed and if she had been
given the option, would have voluntarily
ended her life.

24

I would suggest to you that the current
situation is all about bodies in beds and
making money, not about compassion and
dignity for the dying.
There are so many issues, on so many
levels and they all need addressing,
however voluntary euthanasia is a priority.

My kids watched their dad
become a shell of a man
Belinda, Berowra, November 2020
I have recent experience of caring for my
terminally ill husband. Our young children
and I watched him die a terrible death from
brain cancer at the age of 49.
It is a cruel world we live in. We put animals
out of their suffering through voluntary
euthanasia yet make humans suffer
sometimes drawn out, painful and horrific
deaths that leave their family members
scarred for life.
My husband wanted nothing more in his
final weeks than to go out on his own terms
and I would have given anything for him to
have that option and to spare my kids the
pain of watching their dad deteriorate to
a shell of the man he was before cancer
ravaged him and ruined our lives.
It is particularly cruel that if we’d lived in
Victoria voluntary assisted dying would
have been an option for him but not in
NSW. Make no mistake, most terminally ill
people do everything they can to stay alive
but when that is no longer an option, they
deserve the right to die with dignity. You
must make this a priority and NSW must
do the right thing by these people and their
families. I implore you to please respect our
wishes and implement this in NSW.

I am still haunted by the memory
Jonathon Dryer, Artarmon, July 2021
I am the last surviving member of my
immediate family and have seen first-hand
how terrible the suffering and pain was for
my late mother, who was only 60 years old
and my beloved sister who was only 54.
I would have coped better with my loss
if they were given a choice to end their
suffering and pass on peacefully.
My mother passed away 20 years ago and
my sister 10 years ago this July. I am still
haunted by the memory of the last weeks
of their lives and the pain and suffering
they endured.
I fully support people being able to decide
when they have had enough and would like
to die with dignity and free of pain. If my
family had had this choice, I would have
been more at peace with their passing. I
hope that one day, when my time comes, I
will be able to make that choice.

“It is a cruel world we live
in. We put animals out of
their suffering through
voluntary euthanasia yet
make humans suffer.”
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They shouldn’t have to suffer
Elizabeth Canavan, Nowra, July 2021
I looked after people who were extremely
sick and know just how much pain they
suffer at the end of life. It’s very sad having
to watch anyone who is dying be in so
much pain.
My twin sister died from cancer aged
31 and the pain she felt was just so
heartbreaking, having to see her suffer the
way she did. My husband died aged 42
and was in a lot of pain at the end of life
and it was devastating having to watch
him suffer too. I really think anyone who is
terminally ill and wishes to die should be
given a choice as it’s their own wishes and
they shouldn’t have to suffer any more pain
than necessary.

My mum lost all her dignity
Carly, November 2018
I would like you to consider helping to
change the assisted dying laws. Just over a
year ago I had to watch my dear mother of
only 62 years suffer for more than a week,
after a six-year battle with ovarian cancer.
Her wishes were to die at home surrounded
by her husband, children and family. Her
last wish was not to die in her own waste.
Sadly, for her last week we had to change
and clean her, but at the very end mum
dirtied herself while also vomiting up what
looked and smelled like faeces. My mum
was very lady-like, and lost all her dignity.
She took her last breaths sitting in her own
poo and vomit.

could have been avoided with assisted dying
only 48 hours or so before she died anyway.

Everyone should have
the right
Jonathan, Dural, July 2021
Having familial motor neurone disease
in our family and seeing how my mother
suffered before her death and how much
she wanted to end it, has made me believe
everyone should have the right to make this
very personal decision.
I hope that parliamentarians will vote
based on the wishes of the majority of their
constituents and not on their own personal
insular views.

The cruellest thing I have ever
witnessed
Nikki Mudge, Dubbo, July 2021
In November 2019, I slowly watched my
31-year-old sister die from stage 4 breast
cancer and it was the cruellest thing I have
ever had to witness and support. Her
suffering is forever embedded in my trauma
of her death. Slow and relentless with no
relief. It was cruel and inhumane.
I don’t want any families to ever have to
experience what my family endured for
weeks on end. I urge you to vote with your
conscience not your party on these matters.

I feel guilty I couldn’t help her
Nicole Coburn, Belrose, June 2019
No one should have to watch their family
member suffer and die from brain cancer as I
did with my mother.
My mother was an intelligent and capable
woman and we watched her become
more and more disabled. She suffered
from severe headaches and had difficulty
swallowing before death. It was a horrible
disease course, and death.
She wanted voluntary euthanasia, but it was
unavailable. At one point she was detained
at Royal North Shore Hospital unable to be
transported home while she underwent a
psychiatric consult because she mentioned
that she had considered suicide.
As a nurse, I felt powerless to help my
mother and it would have been a huge
relief if the clinicians were able to offer her
euthanasia and then she could have a
choice. My mother may never have chosen
euthanasia at the end of her life but to this
day I still feel guilty that I couldn’t help her.

“At the very end mum
vomited up what looked
and smelled like faeces.
She lost all her dignity.”

I’m sorry for the graphic descriptions but
things need to change. My mum and so
many others deserve better than this. She
was also in extreme pain, something that

Bearing witness
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Palliative care were amazing, but
her suffering was unbearable
Gavin Gibson, Myall Lakes, April 2021
Sadly, my very much-loved wife, Angela,
who had motor neurone disease (MND),
one of the most debilitating and awful
diseases one could possibly imagine, died
on 20 September 2018.
We had always agreed with each other that
we would rather be assisted to die than to
suffer the ultimate indignities of a disease
such as MND. After several long, and as
you can imagine, painful discussions, I had
agreed to assist Angie when she felt the
time had come, by helping her to take a
drink of sodium nitrite [a lethal substance].
However, in August 2018, after she advised
the palliative care team of what she
intended to do, they convinced her that the
legal consequences for me were severe
and most likely, since too many people
knew that she was unable to mix the drink
herself, and I could be accused of murder.
By this time my poor darling had needed
me to undertake all her personal care,
including carrying her to the toilet. For
many years whenever we discussed the
end-of-life matter, she had loudly said,
quote: “If you ever have to wipe my
bottom – that’s when I’m out of here!”
That time had arrived for an also very ill,
depressed, and unhappy Angie, who had
lost almost all physical ability and had
simply decided she had had enough. And
so very sadly, as she was not able to be
assisted to die, she decided to stop eating
and drinking and kill herself by STARVING
TO DEATH.

took my darling to die. The palliative care
team were amazing, but her suffering
was unbearable.
Please, when the next assisted dying
legislation is being debated again, vote
in favour! And please also, feel free to
pass my story on to any of your fellow
parliamentarians who may be wavering in
their views.

The drugs turned her
into a vegetable
Geoff Burch, Wagga, August 2021
I lost my wife Sue following a long battle
with cancer on 23 May 2021. For Sue, like
many others, palliative care was not enough.
The care was exemplary, but it got to the
point where the drugs turned my wife into
a vegetable. I watched her die of starvation
and dehydration over a couple of weeks.
It’s not right that kids or husbands have to
go watch their loved one perish like that,
it’s just absurd. At a certain point, palliative
care isn’t good enough anymore.
I believe it is audacious and arrogant of
religious leaders to ask representatives to
vote against their own community’s beliefs on
voluntary assisted dying. It goes against the
basic principles of democracy.

His whole being smelt
like chemicals
Sophie Ross, Wallsend, January 2021
Five years ago, I watched my dad slowly
die from stage 4 melanoma. It was my
first experience with death, and I would
never wish on anyone what we as a family
witnessed. For weeks he was a skeleton
with skin, in so much pain, unable to eat,
move and communicate. When I tried to
hug him his whole being just smelt like
chemicals – the drugs that were being
pumped into him and the ‘food’ that was
being pumped into this system.
I know this isn’t how he wanted to leave this
world. It also meant our last weeks with him
are filled with these terrible memories. When
the voluntary assisted dying bill is put forward,
I do hope you will support it. And I hope you
never have to experience the pain of watching
someone you love to die in such a horrific way.

I will forever feel ashamed that I
was unable to protect her
Sonya Blakeman, Swansea, June 2021
My beloved mum died five years ago and the
years of suffering before her death arguably
haunt me more than her passing. She was
personally more terrified of the process
than actually dying. Fears that were totally
validated in the event.
My sister and I are left with many hideous
memories not the least of which is frequent
bouts of choking and suffocating (audio
complete) in the weeks before she died. I
will forever feel ashamed that I was unable
to protect her. I realise that’s not reasonable
and yet...

I simply cannot find words to accurately
describe that terrible three weeks that it
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He cut his skin with a knife and
pulled out his pacemaker to die
Anonymous, June 2021
As a social worker in a hospital, I have
many discussions with patients who want
to die when it is clearly cruel to keep
them alive. For example, we had one
patient who was 90 years old with good
cognition, who cut his skin with a knife
and pulled out his pacemaker to die. But
being the caring state that we are, we
sent him for emergency surgery and put
it back in.
What can I advise these patients, to just
live on and suffer or go interstate? It is
appalling that people can’t choose to die
when they want to and their only choice is
messy suicide attempts. Please support
assisted dying.

She did not die peacefully in her
bed
‘Sharon’, Jordan Springs, June 2021
My best friend died from cancer, not
peacefully in her bed – like the common fairy
tale that is used to soften the reality – but
vomiting and choking on her own faeces,
drugged to the hilt because of fear and pain.
Why do we have to suffer so? I remember
her as I have described above, all my good
memories were stolen in her last hours.
It’s not fair to the dying, not fair to the living,
everybody suffers. Let us say our goodbyes
with dignity and love, not voiceless and to
the sound of a respirator.

“One 90-year-old patient
with good cognition cut his
skin with a knife and pulled
out his pacemaker to die.”

Bearing witness

NSW must not be left behind
Mike, Waverton, June 2021
I have worked and volunteered in palliative
care over many years and the number of
people who have asked me to help them
die peacefully and quickly has increased
over time. NSW is in danger of becoming a
dinosaur in this matter as other states and
countries lead the way. Don’t get left behind.

Please make the
right decision
P. South Maroota, January 2020
Have you sat through the pain and agony of
watching someone you truly love begging to
be released of their suffering and knowing
legally there is not a thing that can be done
to help them but sit and watch them die in
front of your eyes?
My wife of 44 years passed away on 31 July
2019 from a very rare endometrial cancer.
From being diagnosed to passing away took
four months. She was home for three weeks,
where she wanted to be, before sadly, I had
to put her in a palliative care hospital as I
couldn’t give her the care and drugs she
required to make her comfortable.
She received the very, very best care where
she was and three weeks later, she passed.
This lady who was 5’10 tall and weighed
just over 100kg, went down to less than
60kg in a two-month period. Unable to
walk, eat properly, or toilet herself.

Her bones fractured from the
slightest movements
Rhonda B, Kingsgrove, June 2021
My sister, Maree, passed away from
secondary bone cancer in 2007, aged 49
years. Despite private health cover and
private palliative care, she was allergic to
pain and other therapeutic medications
so suffered for many years before dying,
in agony – her bones fractured from the
slightest movements in her final days.
It was unbearably distressing to witness
a family member or friend dying in this
manner. Up to ten percent of people who
are dying experience severe pain which
cannot be alleviated. Please help.

Death by a thousand injections
Meredith Corrigan, Summerland Point,
March 2021
I am beside my mother who is in hospital
receiving palliative care in the last stages of
her life. She has pleaded with my brother
and me to kill her. This death process is
horrific, sad and totally undignified. To watch
my mum go through this is heart breaking.
I believe ALL politicians need to sit for a
week in palliative care to see the barbarity
of death by a thousand injections.

Can you please, please, try and talk some
sense into our so-called leaders to make the
correct decision or, have it put out to vote
on by the public? It is a very personal thing
that everyone should be able to make their
own decision on.
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Limits of palliative care
“Even if good, modern palliative care was
available for each and every patient, we would
still have the ‘nightmares’.”
Clive Deverall, founder, Palliative Care WA
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He begged me to help him to take his life
Angela’s story: Father, Ray, metastatic lung cancer, Scone

“During this time, he had a particularly painful episode where he begged
me to help him to take his life as he didn’t want to suffer anymore.
“He was screaming out in pain with any kind of movement.”

Constant agony
Ray was taken to hospital, his family setting up a roster so as to
never leave his side.
“We had to sleep many a night in a chair next to dad due to him
calling us and being scared,” Angela said. “It was during this time
he asked both my husband and brother at different times to help kill
him, one of the most awful things to go through.

Ray Philpott was a quiet man. As a respected funeral director
in Scone and, prior to that, in Parkes, he was passionate about
helping loved ones of the deceased, and was humbled by the trust
placed in him by the community he served.
Devoted to his family, Ray raised his daughter Angela and son Warren
as a single dad after he and the children’s mother divorced. “I was 13
and this would not have been an easy thing to do,” Angela said.
The family remained close, and Ray lived in a unit attached to
Angela’s home for the last 12 years of his life.
In October 2018, Ray was diagnosed with lung cancer. Initially,
radiotherapy appeared to keep the cancer at bay, but the disease
returned and spread to other parts of his body.
He died on Easter Monday 2019, aged 82 – having begged his
family to help him take his life to end his suffering.

No more treatment
When Ray’s cancer returned, his option was chemotherapy.
“After much discussion, dad decided he didn’t want to undergo
any further treatment,” Angela said.
“His outlook was maybe 12 months with treatment or six months
without it.”
After Christmas 2018, as Ray’s pain levels heightened, the family
worked with GPs and palliative care teams on “the never-ending
cycle of medication” to try to keep him as pain free as possible.
“I spent most nights with dad due to him needing pain medication
through the night,” Angela said.
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“How could we watch a man who was once so strong and so loving
fade away to a bag of bones and in constant agony?”

‘Had enough’
The family managed to take Ray home for 10 weeks before finally
having to admit him to hospital at Easter 2019.
“After discussions with the doctor, we decided to take dad off his
antibiotics and to stop feeding him and hope he wouldn’t suffer too
long,” Angela said.
“We stressed to all that dad had had enough. Enough of the
constant pain, enough of his son and daughter showering and
dressing him, enough of his children holding the bottle for him to
urinate in.
“Enough of the drugs in his system, that he didn’t know where he
was or what he was doing. Thankfully dad went to sleep on Easter
Sunday and didn’t wake up again.
“My beautiful and loving dad died on Easter Monday afternoon with
both of us by his side.”

On his terms
“If dad had the option, I know he would have wanted to end his life
on his terms without the suffering that he experienced,” Angela said.
“I cannot speak highly enough of the care we received from the palliative
care nurses but ultimately it wasn’t enough to treat the pain.
“I am still struggling with losing dad but take great comfort knowing
he is no longer suffering.
“I would have liked for him not to have had to be in pain for so long
or feel so desperate he considered taking his own life.”

Stories of suffering

“I cannot speak highly
enough of the care
we received from the
palliative care nurses
but ultimately it wasn’t
enough to treat the pain.”

Limits of palliative care
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Everything was painful. Even talking was a struggle
Stephanie’s story: Grandmother, Frances, pancreatic cancer, Charmhaven

“When she was going through chemo she couldn’t eat, she couldn’t
move properly,” Stephanie said.
“Once she stopped the chemo, she went downhill even more. She
was in bed all the time, she couldn’t toilet or wash herself.
“She was struggling to swallow her own saliva, she was in constant
pain. I couldn’t sit on the corner of the bed because even that was
too painful for her.
“Everything was too painful. Even talking was a struggle for her.”

‘Help me die’
Stephanie said Nanny Fran desperately wanted help to end
her suffering.

Stephanie Kelly’s grandmother Frances Bisset was only 152cm
tall, but what she lacked in height – five foot on the old scale – she
abundantly made up for in spirit.

“In the months before she died, she’d call my mum, or get
someone else to call and hold the phone to her, and she was asking
mum to help her,” Stephanie said. “She didn’t want to be here, she
was in too much pain, and she wanted someone to help her pass
peacefully. She wanted to die.”

“Nanny Fran” adored her family, and her generosity to them
extended to all comers.

Instead, Frances stopped taking food and liquids “in order to
go quicker”.

Frances, who lived in Charmhaven on the NSW Central Coast, was
always helping people, becoming a respected volunteer at her local
Good Samaritans.

“She wouldn’t eat or drink at all for the last few weeks and she
eventually starved to death,” Stephanie said.

“She was beautiful and she was very funny too,” Stephanie said.
In mid-2013, aged 72, Frances was diagnosed with pancreatic
cancer. With chemotherapy and a 12-hour surgery to remove the
cancer, her family prayed she would survive – but the disease had
spread to her liver.
Frances passed away on September 1, 2014, having opted to
starve herself to death in the absence of voluntary assisted dying
laws in NSW.

Struggles
When she was diagnosed, Frances attempted to downplay the
gravity of her illness.
“She tried to say ‘Oh, it’s just a stomach ulcer’. She didn’t like people
looking after her or worrying about her, ever,” Stephanie said.
Family gathered to help in Frances’ final months as she chose to stay
at home, with palliative care assistance, rather than go to hospital.

32

“She was about 30kg – the weight of a child – when she
passed away.”

Voluntary assisted dying
In memory of her nan, Stephanie has vowed to fight for voluntary
assisted dying to be made legal in NSW.

“If someone is terminally ill and in a lot
of pain, why make them continue to go
through that trauma, and why make their
families go through that trauma?”
“They should be able to go peacefully. Nan had no other choice. It
shouldn’t have been that way but it was.
“No one else should have to endure such agony as my grandmother
did. “There needs to be change.”
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She was not treated humanely

Maryanne’s story: Mother, enlarged heart, Coogee

On the second last day of her mother’s life, she experienced
severe delirium and was in a “very uncomfortable and anxious
state”, Maryanne said.
“The registrar assured me my mum would not have any fear, she
would not know what was going on and she would be made totally
comfortable,” she said. “Over the 17 days, she was dying slowly but
she knew what was happening to her.”
Maryanne believes palliative care comprehensively failed her mum.
“I do not think the changing needs of my mother were met in
enough time to prevent her distress,” she said.

Maryanne Platt’s 86-year-old mother was taken to hospital
emergency on 15 June, 2021, with complications from
cardiomegaly, or an enlarged heart. Four weeks later, she was dead.
Maryanne says her mother was a highly intelligent woman and
was aware that, with no further course of action available, she was
at the end of her life.
Of sound mind, she agreed to stop treatment. Seventeen days after
her decision to receive only pain relief, she died.
Doctors had assured Maryanne palliative care would ease her mother’s
suffering. But she insists her mum was often acutely aware of what
was happening to her “over the 17 days as she was dying slowly”.

Palliative care
Maryanne accepted that the palliative care medication would need
some adjustments. But she could not understand why her mother
had to endure dramatically see-sawing effects.

“I personally believe my mother was not treated humanely in her
last 24 hours of life.”

Voluntary assisted dying
Maryanne said she “did not once” want her mother to die but
knew that wasn’t an option.

“I just cannot understand why 17 days of
dying a slow, traumatic, prolonged death is
considered humane in 2021.”
“How is this acceptable for her, and for her son and me, to watch
this happen? How are the doctors able to say, ‘This is how it is,
this is how it happens’.”
Maryanne said she has not been able to come to terms with the
days prior to her mother’s death.

“The doses that were given made my mum go in and out of different
states,” Maryanne said. “Sometimes she was very comfortable and
had no fear or anxiety of what she knew lay ahead.

“I hope future human beings who are at the end of life can be
treated as unique humans and have an end of life that they
deserve,” she said.

“Other days she was totally conscious and aware of everything, just
as she was prior to going to emergency.”

“People who are hardworking people that lived a full life do not
deserve an end the way my mother did.”

Limits of palliative care
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Tom’s last week was spent in agony

Cathy’s story: Brother, Tom, metastatic facial cancer, Ballina

Inhumane
In 2019, at the age of 69, Cathy Barry’s brother Tom was diagnosed
with untreatable, metastatic facial cancer and was given six months
to live. He died six months and two weeks later – so his oncologist
was accurate in determining how long he had to live.
When Tom asked how he was going to die he was told it may
involve choking, pneumonia, skin eruptions, stroke and bleeding.
After he was diagnosed Tom asked his siblings twice to help him
end his life to prevent the suffering he was enduring.
“We had to say we could not help him because he lived in NSW,”
Cathy said.

Terrible suffering
Tom received excellent end-of-life care from his doctors and
nursing staff but he still suffered terribly in the last weeks of his life.
Specialist palliative care for his severe pain and anxiety gradually
stopped working in the month before he died.
“He started experiencing loss of consciousness, faecal incontinence
and difficulty swallowing,” Cathy said.
Tom passed away in hospital after enduring largely unrelieved
and relentless severe pain, pressure and sickness for the last two
weeks of his life.
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Tom’s last week in particular was spent in agony. The drugs he
was given in hospital gave him only brief respite (up to one hour
at a time) from long periods of terrible pain and anxiety. His family
sat beside him in hospital as he moaned, screamed, clenched and
cried out over days and nights.
“He could barely speak and uttered only two words during that
week – ‘inhumane!’ and ‘help!’”
At times Tom had to be restrained in bed by hospital orderlies, when
he tried to take off his incontinence nappy and pull out his catheter.
“On one occasion during this week he ran naked around the
hospital and urinated on the floor. Good palliative care does not
work for all dying patients and does often not work consistently.”
Cathy has shared her brother’s story in the hope that NSW will join
the other five states that have already passed VAD laws.
“We need this legislation urgently. Tom was an intelligent, successful
and interesting man who was loved and valued by his family.
“I implore you to support the upcoming voluntary assisted dying
legislation so that people in NSW like Tom who are diagnosed
with terminal, untreatable illnesses do not have to endure the
agony and indignity that Tom did and can choose when they
pass away with their loved ones by their side. ”
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“He could barely
speak and uttered
only two words
during that week ‘inhumane!’
and ‘help!’”
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I cannot watch another person I love go through this torment
Ari’s story: Father, Barry, brain cancer and lymphoma, Maroubra

“Does he? I ask. Really? He looks fucking awful if you ask me or
any one of his many visitors that walk in to wish him well on his
next voyage.
“He’s drugged out of his mind and has been for seven weeks
tomorrow morning,” Ari wrote. “That’s if he makes it ‘til the morning,
and I hope he doesn’t, again. He’s had enough and so have I.”
Ari said his father made it clear that if he couldn’t “go home, walk
the dog and mow the lawn, then not to resuscitate me”.
“He was a very dignified man and wouldn’t have wanted to lose
dignity in the way he did,” Ari said. “He wanted to be able to
shower himself and dress himself and it became demoralising that
he couldn’t.”

Everyone was traumatised
Ari Levanael watched his dad Barry James die a slow and painful
death “drugged out of his mind” in a palliative care facility in Sydney.
Barry, 77, died in April 2021 after being diagnosed with terminal
brain cancer and lymphoma.
Ari, a yoga teacher in Sydney’s eastern suburbs, said watching his
father’s decline was one of the most difficult things he had ever done.
He wrote about his father’s last weeks of life in a series of blog posts
documenting the suffering and the agony his family went through.
Ari said Barry’s slow and painful death stretched out over months.
“This maintenance of a dying man, breathing but not alive; the
brutal, unnecessary medicating of his body and, from what I could
tell, the confusion and terrifying hallucinations wreaking havoc on
his identity,” he wrote.
“The toxins, the treatment, the cancer and the whole experience (that
is akin to animal abuse) took an indelible toll on all of us who love him.
“This suffering is plain wrong.”

They said: ‘We will make him comfortable’
Ari wrote: “The doctors and nurses kept saying when he was in
hospital that they would ‘make him comfortable’ and now almost
two months later when they walk in to check his 24-hour slow
drip morphine and cocktail of other drugs that I can barely even
pronounce they say, ‘He looks comfortable’.
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Ari said his father’s suffering had a terrible impact on those he
left behind.
“Can you imagine experiencing someone you’ve loved and known
for 47 years slowly lose their dignity? Watch them cry out in pain
at the hands of people that say they know what they’re doing? I
shared this pain, cried with him and I experienced the worst days
of my life over these many weeks; and I know my dad has too.
What he felt has sent shock waves through me, that I will never
forget,” he wrote.
Ari says his elderly mother now lives in fear of her own death, having
witnessed Barry’s awful suffering.
“Our family listened to the ‘experts’,” Ari wrote. “They said they will
‘try this and that’ and that ‘it might cause this or that’ (and it did),
then that ‘they didn’t think this would happen’ (and it did).”
Ari said he didn’t blame the medical professionals who cared for
his father, but he did blame the law in NSW which made it illegal to
hasten death.
“Government legislations and the medical profession (and all the
bureaucracy entailed) has a lot to answer for. I’m angry at the
damage done to my dad,” Ari wrote.
“The laws need to be changed in NSW and the rest of the country so
people with a terminal illness can die with a sense of grace and dignity.
“I’ve witnessed this first-hand with my dad and the suffering caused
can be avoided if the laws are changed.
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“I’m angry at the damage done
to my dad. The laws need to be
changed in NSW and the rest of the
country so people with a terminal
illness can die with a sense of grace
and dignity.”
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She screamed for someone to end her life
Ray’s story: Wife, Tanya, lung cancer, Kings Park

“The pain was constant and brutal.
It sent her almost insane.”

In her last three weeks, with the pain unbearable, Tanya begged
for death to come. “The pain was constant and brutal. It sent her
almost insane,” Ray said.
“No amount of medication would ease it, and the doctors were
withholding food and drink.

Ray Smith describes his wife of 20 years, Tanya, as a person born
outside her time. “If you met her, you would be forgiven for thinking
she was Scarlett O’Hara from Gone With the Wind,” Ray said.
In mid-November 1999, after Tanya consulted several doctors over
pain in her thigh, she was diagnosed with metastasised lung cancer.
A non-smoker, she was, according to Ray, one of the “unlucky
13 per cent” of women who contract lung cancer for no
discernible reason.
“Her end was shocking. She went from a vibrant, healthy woman
to a skeletal wreck in weeks,” Ray said.
She died on 6 February, 2000, aged 47, survived by Ray and their
then 15-year-old daughter.

Pain
Ray said the end of Tanya’s short life was lived in agony. “What
people miss about cancer is this: The pain races ahead of the
morphine regardless of the dose,” he said.
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“She eventually died in agony, and with thirst and starvation it
wasn’t very dignified for her, or peaceful.”

Change the law
Ray says he learnt from watching his wife die that no two deaths
are the same.
“For every grandpa that dies peacefully in their sleep, there is a
Tanya in dire straits of agony, that no amount of medicine, good
wishes or prayers will save,” he said. “The expectations of modern
palliative care fall very short in certain cases of cancer.
“My wife had non small cell carcinoma. It can be tolerated to
a degree but not when it enters bones etc, then it’s a whole
different story.”
Ray said voluntary assisted dying legislation would help terminally
ill people such as his wife to end their life before having to face
intolerable pain.
“Tanya screamed for someone to end her life,” he said. “I hope
laws are changed.”
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When are they going to let me go?

Jessica’s story: Father, Tim, mesothelioma, Randwick

“He asked, ‘When are they
going to let me go?’
All I could do was look at
him in tears and say I don’t
know – this is not the way it
should be.”

My father, Tim Edwards, or ‘Big Man’ as I called him, passed away
16 February 2018, after fighting mesothelioma to the bitter end
for the better part of two years. Tim acquired meso (as he called
it) from being exposed to asbestos during a summer job when he
was 18 to fund the cost of his university. Almost five decades later
the disease took over his body and he could no longer breathe. I
watched him take his last peaceful breaths at home surrounded
by his family and ever faithful dogs.
Tim approached death as he approached everything in life, practically
and with extreme clarity of mind even though throughout his disease
he suffered from mood swings, extreme breathlessness and a
never-ending list of painful symptoms from the multiple rounds of
chemotherapy and the disease itself.
In the final months of Tim’s life he was in a great deal of pain,
could barely eat or drink and could not breathe or function without
the support of the oxygen machine. His heart and lungs were
surrounded by cancer; he had multiple pulmonary embolisms and a
plethora of secondary medical issues.
Tim was an outspoken advocate for assisted dying and believed
strongly in having the right to choose when and how he ended
his life. Tim’s passions in life were his family, his dogs, the
outdoors and changing the world for the better. Tim’s disease
progressed to a level that these passions were taken away from
him and it was at this point that Tim should have rightly been
entitled to call it quits. His disease was terminal. He had only
two choices remaining to him – dying well or dying horribly.

under-treating him and one of them repetitively lecturing a grieving
family about the illegality of assisted dying (even the day before he
passed away).
In the final days of his life, we took turns sitting with him and
watching him sleep and at one point when he woke up, he looked at
me and asked me when they were going to let him go and by them,
he was referring to the palliative care staff. All I could do was look at
him in tears and say I don’t know – this is not the way it should be.
When Tim passed away the first feeling I had was not sadness,
it was a feeling of immense relief. Relief that his suffering was
done, relief that he no longer needed to be poked and prodded by
palliative care staff for no good reason and relief from a feeling that
we had somehow failed him by letting him suffer the way he did in
his final days.
I can’t help but feel that if Tim had been given the opportunity to
choose his time and his way, those final days would have been
drastically different. My hope for the future is that for all those
families who face a similar fate, the NSW government gives them
the opportunity to do it with dignity and with the least amount of
pain and suffering possible.

Watch Tim Edwards’
video ‘Choosing
the Moment.’

In the end, Tim’s position on assisted dying worked strongly
against him, with his palliative care doctors and nurses, in my view,
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We can make our deaths so much better

Emma’s story: Husband Amahl, motor neurone disease, Port Macquarie

When Emma Schofield became pregnant at 38 with her first baby,
the news was a mix of excitement and relief for her and husband
Amahl. “We weren’t sure if it would happen for us,” Emma said.

“He was frightened because he didn’t have the choice of voluntary
assisted dying (VAD), but he battled terrible disability until his body
finally gave in,” Emma said.

Just 11 weeks later, the couple’s world was turned upside down
when Amahl was diagnosed with motor neurone disease (MND). He
was 33. His prognosis was three years – about the time their lovingly
anticipated baby would be two years old.

“Despite coping with all that, his brave journey to the end was made
even more terrifying, disempowering, and traumatising by the existing
laws around end-of-life care.”

Amahl had genuinely enjoyed everything life had to offer, Emma
said. He was positive and confident, always looking for fun and
adventure. Passionate about soccer, he was reasonably fit. His
large extended family was a source of joy. He loved to cook.
As Amahl’s MND progressed, Emma would go on to care for him
for three-and-a-half years. “It doesn’t make me an expert, but I
think our story highlights some important concepts about end-of-life
care,” she said.

Merciless disease
Emma describes MND as a “merciless disease that barges through
a person’s life at an unwavering pace, leaving a string of losses
behind it”.
“He would lose his work, his motorbike, his sport, his cuddles with
our baby,” Emma said. “He would lose his smile, his speech, his
swallowing, his walking, the ability to hold his head up, to empty his
bladder and bowels, and, eventually, to breathe.”
Amahl died at 36, denied the opportunity to end his
life peacefully.
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Palliative care
Emma said Amahl generally received exceptional palliative care, but
physicians could not legally accelerate his death. “The response
was simply, ‘We are palliative care’,” she said.
“After this conversation, I felt so alone. I was in a void where no
one could help me for fear of implicating themselves.”
“We should have been working to make sure Amahl had the mostgentle death possible. In fact, we were playing a stupid game of
‘who goes to jail’.
“When he was so sick and death was so close, does it really matter
how long it took for him to die? What business does the law have in
interfering at this point?”

Voluntary assisted dying
Emma says the passing of a VAD law in NSW is crucial to empower
the terminally ill to make their own end-of-life decisions.
“Many of us, particularly those who have seen just how bad death
can be, don’t want to leave it up to chance,” she said. “We have the
capacity to make our deaths better.”
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“The physicians
could not legally
accelerate his death.
The response was
simply, ‘We are
palliative care’.”
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I was told it would be peaceful
and he would not feel any pain
Shirley Eason, Tweed Heads, May 2020
My husband John passed away in April in
Tweed Hospital, NSW. He had suffered with
Parkinson’s and Lewy Body dementia for
five years – that is when he was diagnosed.
He hated what his life had become after
having been a very energetic person and,
on several occasions, he asked me to put a
pillow over his head, or said “I hope I get my
call soon”. He clearly didn’t want to continue
his deteriorating life and his wish came true
after he had a very nasty fall resulting in the
ambulance taking him to hospital where he
spent just over two weeks.
The first week he was on a drip, not
responding to anything at all. He was
not eating or drinking, his mouth was
ulcerated, he was incontinent, not opening
his eyes, not responding to my talks with
him, etc. At this time, it was suggested a
nasogastric tube be inserted but we had
both stated in our guardianship papers
not to do anything that can’t improve the
quality of life, so I rejected this and his
doctors were in total agreement.
It was at this point that they commenced
continual, palliative sedation. I was told this
would be peaceful and that my husband
would not feel any pain. They said the
duration could be anything from a few
hours to a few weeks. I really don’t know
why I didn’t question that big variation
in time but when you are distressed
sometimes you are not thinking clearly.
This period of time was absolutely terrible for
both my husband and for myself. The ulcers
in his mouth continued to get worse, even
though they were carrying out oral hygiene
each day. His breathing was extremely
laboured, he looked far from feeling peaceful
and to me it looked like torture.
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Each day I would ask the doctor to please
do something to help him and would be
told his body had to shut down, I was
having more time with him and he was not
in pain. On the eighth day I begged the
doctor to please help him so she doubled
his dose of morphine. I do not know if this
was the reason he passed away at four
the next morning, or if something else
was done, or if it was just the progression
anyway. What I do know is that when my
darling husband passed away is when he
did look peaceful and out of suffering. I
was so sad but also relieved to know that
he was now at peace.
We didn’t let our beautiful dog suffer like
this. He was out of his pain and at peace
almost immediately.

Why, oh why, do we have to
let our loved ones go through
this starvation and suffering
at the final stage, when
there is absolutely no hope
of any recovery or cure?
I am not complaining about the treatment
at the hospital as I can’t speak more highly
of the care given to my husband from both
the nursing staff and the doctors. They are
very special people – I’m only questioning
the laws relating to the dying.

My mother was clearly in pain
and suffering
Jayne, East Tamworth, July 2021
My mother was recently in palliative care
before passing away. Whilst the care
given was amazing, with the staff so
understanding and compassionate, there
were times my mother was clearly in pain
and suffering. The staff did as much as
they could, but that still wasn’t enough

to relieve her pain. Watching her struggle
was extremely distressing for the family.
Everyone should be given another option
when dying is inevitable. Whilst inevitable,
it doesn’t have to be painful. Please help
provide more options with compassion.

‘Turn me off, please just turn
me off’
Christine Gray, Coffs Harbour, July 2020
On three occasions now, I’ve watched
loved family members pass in a frightening,
cruel and confronting way.
My dad was under palliative sedation,
but began choking on blood (from lung
cancers). In that terrible lucid hour, he
begged us to “turn me off, please just turn
me off”. It took three days for him to die.
We could do nothing.
My father-in-law had complications from
a gastroscopy, intended to diagnose his
illness. He could not get air into his lungs
and was clutching his wife, trying to get up,
thrashing around with a look of absolute
terror on his face. He wanted to die. We
could do nothing.
My sister-in-law accidentally overdosed on
prescription painkillers. She was in ICU, on a
ventilator, drip, feeding tube and wearing adult
nappies. We knew she was a supporter of
VAD, but it was 78 days of hell before doctors
could legally fulfill all the required testing and
cease medical assistance. Then it was a
further 24 hours, in the palliative care ward,
before she passed. We could do nothing.
I now have a very real terror of the process
of death. These experiences were frightening
and sad to witness and no doubt horrific, for
my loved family in their last days.
I respectfully ask you to stand up for those
who will be left to die in this manner. Also
for those who have dementia, MS, MND etc
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and cannot advocate for themselves at the
end. We all want to know that, if we need it,
we will have the right to die peacefully and
with dignity.
I admire you as a person and as my
local member. So I hope you will listen
to the groundswell of public opinion and
lobby for VAD to be made a legal option.
We need this. We want this. Many are
suffering, needlessly, waiting for this.
Please be their advocate.

She lived the last ten weeks of
her life in absolute torment
Lea, Dairymans Plains, April 2021
I nursed my mother at home for the last
four years of her life. She was 91 years old
when she died. She had a stint in hospital
and came home with bedsores. Despite
experts dressing them for her regularly,
they continued to worsen over time. She
had gaping, open and extremely painful
wounds. She had a morphine pump which
was intended to make her pain free. I can
reassure you one hundred percent that she
was not pain free.
Her wounds were never going to heal
because she was not getting enough
nutrition due to lack of appetite making
her reluctant to eat. She lived the last ten
weeks of her life in absolute torment. I had
to roll her every four hours to ensure that
she did not develop more pressure sores.
Every time I did, she was racked with
pain. It was something no one should ever
have to live through, and no one should
ever have to watch their relatives suffer.
I know many others who have been through
the same ordeal as me and they all support
voluntary assisted dying (VAD). Even people
of faith that have been through the same
ordeal as me change their mind once they
have seen their loved one suffer.
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I can’t understand why, when there is no
hope of a cure, people should be made to
suffer instead of being released from their
pain. I suspect that if I let a dog suffer the
way my mother did, I would be prosecuted.
People who say we just need better palliative
care are not aware that people with palliative
care can still suffer terribly. I believe that the
vast majority of people in the community
support VAD.

Horrendous pain that the hospice
simply couldn’t alleviate
Susan Bromley, Wentworth Falls, July 2021
All my family members have died from
cancer and although I know the people who
work in palliative care are wonderful and do
everything they can, I saw my mother, father
and brother suffer the most horrendous pain
that the hospice simply couldn’t alleviate no
matter what they tried. The pain and lack of
dignity they suffered during their final stage
of life was devastating to watch.

Watching her slowly die in
excruciating pain was the most
horrific thing my family has
witnessed
Dr Elizabeth Barr, Newtown, July 2021
My mum died two years ago of secondary
melanoma. She was found collapsed
on the floor of her unit in Newcastle.
Tests confirmed that the melanoma had
progressed to her brain, breasts, and the
bones in her legs. She died in palliative
care just nine weeks later.
Watching her slowly die in front of us in
such excruciating pain was the most horrific
thing my family has ever witnessed. There
was no peace or dignity in my mum’s
death. I hate to think of any other family
going through what we did.

We should have the option to die in peace
and comfort. I beg you again, please vote
for the rights of people who are suffering in
NSW. I know you’re incredibly busy but if
you would ever like to sit down and discuss
this, I would love to.

She begged me to shoot her
P. Reed, Mosman, June 2021
My 93-year-old mother was in such pain,
she begged me to shoot her! This took
place in hospital. So much for palliative
care. She died the following day. This was
twenty years back and it still haunts me.

We were told he wouldn’t suffer
but he did
Susan White, Greystanes, June 2021
I have had my son and then my dad die
within five weeks of each other. My son from
a brain tumour and my dad from pulmonary
fibrosis. To watch my son suffer with a tumour
protruding out of his head and eventually
rupture his brain and be in a palliative hospital
at the age of 38, was devastating.
My dad died in care unable to take a breath
due to hardened lungs. Whilst actively dying
we were told he had to wait another ten
minutes before being given drugs to relieve
this suffering. He turned to look at us on
each side of the bed with helpless eyes,
unable to talk but evidently distressed.

We were told he wouldn’t
suffer but he did and it was
far from peaceful.
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My friend asked me if I could
help her end her life
Linda, Cremorne, November 2017
While it would be nice to think that palliative
care is sufficient to ease the suffering of people
who are dying, the fact is that for some people,
palliative care is not the answer. Their pain
is so great that they need to be rendered
unconscious with morphine in order to relieve
their suffering until they eventually die. I have
witnessed a friend die this way, in one of the
state’s leading palliative care centres.
Let me tell you about my friend. Her name
was Dilys and she was 64 years old when
she was suddenly diagnosed with late stage
lung cancer. Dilys was a radiographer who
had recently retired from her full-time position
as a university academic in regional NSW.
She had recently bought a mobile home and
was planning to travel around Australia, doing
locum work as a radiographer in rural areas as
she phased into full retirement. But before she
could get started on her travels, her cancer
diagnosis put an end to her plans.
Dilys came to Sydney to seek the best
medical care available. Unfortunately, that
care could not halt her cancer, and within
weeks, Dilys was moved to the palliative care
service in a hospice.
I visited Dilys every few days, but
unfortunately, I found her mostly asleep,
thanks to the morphine. However, there was
one day when she was sufficiently lucid and
in a great deal of pain. She was agitated
about not being able to finalise her affairs
back at home, and then, realising that was
not going to be possible, she asked me if I
could ‘help’ her end her life. Sadly, I had to
say that I couldn’t. That was a tough day. I
remember staring out the window, avoiding
her gaze as I refused her dying request. It
was another two weeks before Dilys passed
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away, around three months from her initial
diagnosis. That was three months that I
wouldn’t wish on anyone else.
Please vote to give people the opportunity
to voluntarily end their lives if their suffering
becomes too great. Knowing that there is a
possibility of ending one’s life legally is, in fact,
enough to keep many people alive for longer,
because they have that control.
People who do not support voluntary assisted
dying don’t have to use the measures
that become available. I just want them to
understand that they don’t have the right to
deny that choice to people who do want it.

Her agony could not be explained
Kevin Wholohan, Lakewood, June 2021
My wife suffered a massive stroke two
years ago and has now been diagnosed
with cancer which has spread to bones
causing fractures in her pelvis and
extensive damage in the hip lower spine
area. The cancer has now spread to
organs. I care for her at home.
The agony of her pain cannot be
explained. We have had palliative care
pain management and are assisted by
community palliative care.
People must have a right to die with some
semblance of dignity.
Please vote yes to assisted dying.

“There is no dignity
dying this way. The
physical, emotional and
psychological damage is
enormous. As a carer is it
soul destroying.”

He was legally tortured to death
Sally Lord, Haymarket, December 2018
This year my wonderful, loving partner Gavin
was legally tortured to death by starvation
suffering oesophageal cancer. It was
absolutely horrific, no human should have to
endure the pain, the total loss of dignity, and
especially the loss of all control to choose how
and when to die.
The palliative care given to Gavin was of
the most compassionate and professional
nature. Nevertheless, none of us should
have had to endure what we did. If there is
any way you could suggest I may be able
to further your parliamentary colleagues’
understanding of the suffering and trauma
– not only for the terminally ill person – but
for their family and friends, I am ready and
willing to assist.

I’ll never forget her whispering
‘why is this taking so long?’
Patricia Dickason, Berkeley Vale, Nov 2017
My sister Catherine had ovarian cancer,
already stage 4. She was 54 years old. We
are a very close family. My sister endured
a huge operation and months of intense
chemotherapy to try and prolong her life.
She didn’t even get any respite really after
suffering months of treatment which made
her desperately ill.
Within three months the cancer returned
more ferocious than ever. We watched my
beautiful sister slowly fade away until she was
only 36 kilos and unable to eat as the cancer
wrapped itself tightly around her bowel. My
sister endured nearly three years of pain and
misery unable to enjoy any part of her life.
In the ambulance on her way to palliative
care, I held her hand as she cried, so
weak that she could no longer stand
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on her own two feet. The palliative care
teams are marvellous but no matter what
is said they cannot always make you
pain free. I will never forget my sister
whispering to me the words “why is this
taking so long?” My sister took another
two weeks to pass away. My younger
sister and I never left her alone while
she starved herself to death so it would
be over. I told the doctor that if I had
something to give her when she had
begged for it, I would have.
People should not have to die this way.
We should all have the choice to end
our own suffering if there is no hope of
recovery. People should be able to die
with a bit of dignity when they have had
enough suffering and misery. Why do
they have to suffer? No one can tell me a
logical answer. Please support this bill and
allow individuals to decide when enough
is enough.

It was not how he wanted to die
K.D, North Gosford, July 2021
I have just loved, nursed and supported
my father-in-law to die at home with
mesothelioma. The last three months were
cruel and although palliative care was
actively involved, it was not how he wanted
to die. He wanted to die with dignity and that
was taken away when he could no longer
walk and toilet himself. He had a terminal
illness with no cure and was cognitively
intact and able to make this choice.
Please support passing these laws in
parliament so people have a choice.
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In the end he took 7 days to die
Carla Little, Port Macquarie, June 2021
While working as a volunteer in a couple of
nursing homes in Port Macquarie, I have
witnessed people struggling with their pain
and wishing it would stop. My late husband
was one such person and I would have
done anything to relieve his suffering.
Palliative care nurses were wonderful, but
in the end he took seven days to die and it
was hideous for our family. Please support
voluntary euthanasia reform.

It could have been
more humane
Kathy Prime, Broken Hill, June 2021
Having cared for a number of family
members with a terminal illness at home,
it would have been humane if they had the
option of choosing their time, rather than
them lying in bed, wasting, in agony not able
to be controlled by palliative care means and
watching family feeling helpless allowing it to
continue. Give people the dignity of choice.

Starvation is not a dignified way
to die
Glenn Davidson, Camden South, June 2021
I watched my dad Roy Davidson pass away
in the palliative care unit in Camden hospital
in 2009. He had brain tumours and was left
medicated for weeks on morphine while the
cancer ate away what was left of his body.
Dad died of malnutrition, starvation, NOT a
dignified way to die.
The politicians of this country, the politicians
of the WORLD need to listen to the
PEOPLE not the corporations and religious
fanatics who wish to control every aspect
of our lives.
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Desperate measures
“Every day is a fresh kind of hell and I am losing the battle.
I am so sorry I’ve had to leave you all and end my life this
way, but I could see no other option available to me in the
circumstances. I ask you all to please forgive me.”
Lawrie Daniel, multiple sclerosis.
Suicide note to his family, Wolgan Valley, 2016
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Six years later, I still have nightmares
Greg’s story: Father Cletus, bone marrow cancer, Bega

Time to go
Cletus had confided in him a few days before that he hated living
in his “useless” body. He missed tinkering with his tools and going
hunting with his mates.
“I understood his anguish,” Greg says. “He was a knockabout,
happy man with a love for life. He had a wonderful sense of humour.
Everybody loved him.”
Greg says he never discussed end-of-life options, including palliative
care, with his father. But he knew Cletus had witnessed the horrifying
demise of his own father from cancer in 1970.
“Doped up on morphine near the end, my grandfather begged Dad
to bring in a gun. He was in excruciating pain.
“Dad always told me if he was ever in that situation he was going to
walk the plank or shoot himself. I should have known he’d be true to
his word — he always was.”
Cletus’ suicide note was found under his bed: ‘Thank you to the
ladies at the Oncology Unit at Bega District Hospital and to my
family. It’s time to go.’

Ripple effects
Greg says six years later he still has nightmares. “I see his face,
his agony as he stares down at the concrete. My father was so
desperate to end his suffering he could think of no other way.
Cletus ‘Pluto’ Connell was 82-years-old when he crawled to his
second storey bedroom window and threw himself out, headfirst.
“He wanted to make sure of it,” his 52-year-old son Greg says. “That
was his way. And even though I never thought he’d go through with
it, I’m bloody proud of him. That takes guts.
“My one wish is that he didn’t have to.”
Everyone knew Cletus by his nickname. He was only 14 in 1947
when he left school to take up an apprenticeship at a building
company in Bega. The youngest by far he earned the moniker
Pluto Pup. He went on to build the double-storey house in
which he and his wife raised three children, and where he would
eventually take his life.

“If we had the right to choose our own deaths at the time of our
choosing, my father would have had a dignified death surrounded
by his family and friends. He wouldn’t have suffered.”
Greg says the ripple effects have been felt by everyone, from
his nephew who was the first to find Cletus, to the young police
officer who attended the scene and to the paramedics who put the
shattered body into the ambulance.
The one thing he doesn’t regret is the last conversation he had with
his dad the day before he died.
“I told him I loved him, and I was so proud to be his son.”

“He knew his time had run out. When first diagnosed with myeloma,
a type of bone marrow cancer, his GP said he had two years to live
and the two years was up,” Greg says.
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“If we had the right to
choose, my father would
have had a dignified
death surrounded by his
family and friends. He
wouldn’t have suffered.”
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I’m sorry to go this way

The Dickson family’s story: Father Ken, esophageal cancer and non-hodgkin’s
lymphoma, Grafton
Our beautiful dad, Kenneth Stanley Dickson, took his own life on
Friday 9 October 2015 at the home he shared with mum and Down
Syndrome son, Jason.
Dad was 81 and suffering terribly with his third bout of cancer. He
had cancer of the oesophagus, a tumour behind his eye and also
non-hodgkin’s lymphoma. Although Dad was on a lot of medication
there were days when it just wasn’t enough and the side effects of the
medications were unbearable.
He got down to a weight of just 45 kgs. Dad was a true gentleman,
loved and respected by everyone who knew him. It hurt Dad’s dignity
and pride that his daughters and wife had to shower him and change
his soiled pants, but we would do it all again for him tomorrow.
Dad was a devoted and dedicated Christian. A Baptist, he was
very involved in the church and his dad had been a Baptist minister.
Towards the end he became a strong supporter for euthanasia to
be legalised in Australia.
What dad went through, especially in the end, was horrific. He
made the heartbreaking decision to take his own life, hanging
himself in the backyard.
Jason, who has Down Syndrome, was the one to find dad and that
made the situation even worse, if that was possible. Jason is still
saying that dad is coming home soon, he just doesn’t understand.
Dad left behind a note to our mother, expressing his desperation to
the end. All he wanted was for someone to help end his suffering so
that he could die in peace with dignity, which is what he deserved.
Family of Ken Dickson: Joan, Julie, Mark, Jo, Christine, Bradley
and Jason

Dear Joan,
Sorry to go this way but until the Govt don’t
pass the law and find a better way to help
with the side effects on the pain, manage
the effects of the side effects that go with it
sorry I have no alternative but to go this way
Love Ken xxx
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It turns out goodbyes are important

Rhonda’s story: Husband Wayne, progressive supranuclear palsy, Castle Cove
I wrote this account a year after my husband Wayne took his own
life. I wrote it mainly for our grandchildren to read when they are
older to understand why their Gramps would do such a thing. I’m
hoping that by the time they are old enough to read it that it won’t
be considered ‘such a thing’.
At the age of 65, Wayne was diagnosed with progressive
supranuclear palsy (PSP). He took his own life after obtaining, with
great difficulty, the ‘peaceful pill’ – Nembutal.
PSP is an insidious brain disease slightly affecting the mind but
particularly affecting the ability over around three to eight years to
walk, talk, write, eat and see properly – those with it often die from
choking. There is no cure.
Wayne was a very active person, doing triathlons, the Ironman,
marathons, and went annually on bicycling, motorbike and heli-skiing
holidays. All those things came to a halt as the PSP progressed.
Eventually he could only walk outside with me holding on to him.

The right thing for him
Three years into the disease, Wayne told me he would eventually
have to take his own life. I completely understood. Wayne didn’t
believe in God.
I am a practicing Catholic and although it went against everything I’d
ever been taught, I felt he would be doing the right thing for him.
We both knew he would have to do it completely on his own. I
decided not to tell anyone – not even our son and daughter. I told
him he would have to tell me when, as I would be terrified every time
I came back into our apartment that I would find him dead. He said
of course he wouldn’t do that as it would spoil our home for me and
I would have to leave.
He said we’d go to a hotel in the city on a Saturday, and on Sunday
morning he would do it while I was at Mass nearby. He said when I
came back and found him I should phone our doctor and he would
come and sign the death certificate and that would be that.
The dreaded weekend arrived. I was on autopilot as I got ready
to go to Mass. We were relatively calm as we hugged and said
goodbye. I had a knot in my stomach and felt sick but I was calm as
I walked to the church and sat through Mass. Then it was time to go
back to the hotel.
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I’d thought about this walk during many sleepless nights for months
– here I was doing it. I felt sick but calm as I walked back towards the
hotel. When I was almost there I started to shake and cry. I’ll never
forget that walk from the lift to our room.

Deep shock
I opened the door and saw Wayne lying flat on his back with his eyes
open. I hadn’t imagined he’d have his eyes open. I could feel myself
falling to pieces as I phoned Reception and asked for someone to
come as my husband was dead. They came and soon after two
ambulance men arrived.
By that time, I was in deep shock. One of them tried for about 20
minutes to calm me down. I was taken to another room nearby
where there was a young policeman. Our room had become a
‘crime scene’.
If Wayne was alive today he would be in a terrible state. He would no
doubt be in a wheelchair, unable to speak or see properly, and being
fed through a tube. Just waiting for a long, lingering death. If voluntary
euthanasia had been legal, Wayne would not have had to take his life
so early and we would have had him a little longer.
Our family and his close friends would have been able to know what he
was intending and to say goodbye. They had all understood and it turns
out goodbyes are important. My children and I would have been able to
be with him and comfort him in his last moments. It would have been
hard, but not as terrible as having to leave him to do it on his own.
I believe profoundly that Wayne did the right thing – for himself and
for all of us who loved him. As a practicing Catholic, it took me
some time to decide whether I should go against my religion and
‘advocate’ euthanasia, but after much soul searching I believe it is
my right to be in favour of it. I also believe that God is a kind God,
and that he understands.
– Ronda McCarthy

“I believe profoundly that Wayne did the
right thing – for himself and for all of us
who loved him.”
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Switzerland does more for our terminally ill than our own government
Judy and Geoff’s story: Sister Peggy, Parkinson’s disease, Bondi

“Peggy was fiercely independent, and not a person to be told what
she could and could not do,” Judy said. “She tried all the possible
options but nothing really gave her much relief for long.
“She was in constant pain. But all the way through it she was really
positive. By the time she left for Switzerland she was unable to walk
or talk.”

An unbearably sad journey
Peggy asked her doctors in Sydney if they could help with an
assisted death. “Of course they couldn’t, not legally,” Judy said.
“She thought ‘Well, bugger the Australian system. I’m not going to
put up with this, and I’m not going to die the way you’d be forced to
in Australia’. So she got on a plane.”
In July 2018, Geoff accompanied Peggy on the unbearably sad
journey to Europe, while Judy stayed to look after their elderly father,
whom Peggy had chosen not to tell.
“It was really distressing,” Judy said.

Peggy Russell was 63 when she was diagnosed in 2012 with a
rare and aggressive form of Parkinson’s disease.
Having watched her partner Andrew die from throat cancer five
years earlier, Peggy, who lived in Bondi, was determined that,
once she received her diagnosis, she was going to die in the
manner she chose.
As her disease progressed, she knew she wanted to end her
life peacefully and before the illness could rob her of all
independent functioning.
Peggy believed the only way she could do this legally was to travel –
ill and physically incapacitated – to Switzerland.
While giving her some peace of mind, her decision in 2018
devastated her younger sister Judy, brother Geoff and the siblings’
father – who remained heart broken until he died last year at age 97.

Diagnosis
When Peggy was diagnosed with atypical Parkinson’s – which she
would later say was more like Progressive Supranuclear Palsy – she
said “she was going to die the way she chose”.
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“I can’t tell you what it was like telling my
96-year-old dad that my sister had left the
country to go and kill herself.”

“He was heartbroken by her death and by her decision not to say
goodbye, but he understood. We all understood.”
Peggy Russell died on 29 August, 2018, more than six years after
her diagnosis. She was 69 years old.

She could have been at home
Judy said had voluntary assisted dying been legal in NSW she could
have been with Peggy to support her.
“She could have been at home where she wanted to be. We could
have been around her, her friends could have been there,” she said.
“It would have been such a nice way for her to go.
“We should all have a right to die with dignity. Switzerland does more for
our terminally ill than our own government. We should be ashamed.”
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“She thought ‘Well,
bugger the Australian
system. I’m not going
to put up with this, and
I’m not going to die the
way you’d be forced to
in Australia’.”
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Every day is a fresh kind of hell and I am losing the battle
Lawrie’s story: Husband and father, multiple sclerosis, Wolgan Valley

you, you remember who you are. You remember the circumstances
of your life, and, you know, this is another day to face.

“Through MS, I’ve pretty much lost my fear
of dying because sometimes I think there
are things that are worse than death.”

Lawrie Daniel, 50, took his own life in September 2016 after almost
10 years living with multiple sclerosis (MS).
He died alone, taking sleeping pills he’d saved up over weeks.
Speaking to the podcast series Better Off Dead a year before his
death, Lawrie said he noticed the first sign of his illness in 2007
when his left foot started to snag in the carpet when he was walking.
“From left foot drop I then started to develop this incredible fatigue,
so after a little bit of walking I would no longer be able to move
my muscles. So, you just grind to a stop. The problem with MS
is there’s no known cause or cure, and you can’t predict at the
beginning how it’s going to go for you.”
For Lawrie, the progression of his illness went fast and savagely.
Within a few years, he couldn’t go to work.
“Sitting at a desk for seven to nine hours a day was just
excruciating. It felt like my spine was on fire, all the muscles in my
neck and head, basically right down to the base of the spine. And
then eventually I just couldn’t walk.

Lawrie was adamant that we need a word that’s the opposite of
suicide to refer to medical assistance to die in the face of extreme
suffering. He believed it should be called ‘compassionating’.
“Imagine the two different discussions if two people meet on the
street and they say, ‘Did you hear about Bob? No, what happened?
Poor bastard. He topped himself. He committed suicide. What
happened? His missus found him. He was hanging in the shed.
She started screaming, the kids rushed in, and it was terrible. The
police were involved. They took him off to the coroner, had to do an
autopsy, blah, blah, blah.’
“The other conversation would be, ‘Did you hear about Bob on the
weekend? No, what happened? He compassionated. Oh, really?
Tell me about it. Oh, it was wonderful, all these mates from the army
flew in, and relatives from overseas, they all gathered around. There
was a ceremony. It was beautiful. There were cards, flowers. He got
to say all the things he wanted to say to people and then he just
quietly and peacefully went. It was lovely,’ and we’re talking about a
completely different way of looking at this.”
Because of the lack of a voluntary assisted dying law in NSW,
Lawrie never got the chance to ‘compassionate’. In a note he left
for his wife, Lawrie explained his decision to take his life: “Everyday
is a fresh kind of hell and I am losing the battle. I love you, I love
our children. I am so sorry I’ve had to leave you all and end my
life this way, but I could see no other option available to me in the
circumstances. I ask for everyone’s compassionate understanding.”

“I was a very active man, so, you know, my thing was gardening and
home development and I just can’t do that. I couldn’t do the wonderful
things that I’d hoped to do with my kids growing up. You can’t drive
anymore. You can’t go out. You’re pretty much housebound.“
Lawrie was also in the grip, constantly, of a uniquely awful pain.
“Neuropathic pain is, it’s not like normal pain. It’s pain that arises
in the central nervous system. You can get burning or tingling or
numbness. So, it’s in my fingers and I’m sitting here, and you want
to scream inside because of what’s happening in your hands, but
you’ve got to carry on a normal conversation and you can’t be
screaming all day long.

Listen to Lawrie’s
last letter

“It never lets up, not for one second, and the only time it does is
when you’re asleep… Waking up in the morning and it all just hits
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Dear Rebecca,
If you are reading this it is probably because I’ve
made an attempt at voluntary euthanasia and I
sincerely hope I have been successful. I am so sorry
for putting you and the children through this, but
it’s been nine years of multiple sclerosis, and you
know what I have been living with all this time, and
what will happen in the next horrifying stages of
the disease.
If I was just dealing with incontinence, or just
paralysis, or just my feet and legs feeling like they
are burning with cold fire all the time, or just the
crippling muscle and bone pain, or just the shocking
nerve pain, or just the weakness in my arms and
hands, or just the tremors and spasms, or just the
total mind-and-body exhaustion - I think I may have
had a fighting chance. But I am dealing with this all
at once, and it is unrelenting.
Everyday is a fresh kind of hell and I am losing the
battle. I love you, I love our children. I am so sorry
I’ve had to leave you all and end my life this way,
but I could see no other option available to me in the
circumstances. I ask for everyone’s compassionate
understanding, and I ask you all to please forgive
me You and our children helped me every day
through nearly a decade of my life with this illness,
with infinite loving kindness.
Thank you for everything

Desperate measures
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She could not risk her loved ones being prosecuted
Dr Gavin Pattullo, Sydney

I am a senior pain specialist in Sydney. I lost my wife three years
ago. At the age of 42 and after living with leukaemia for 14 years she
was dying and took her own life one day when I went to work. It
was a good death for her. On her terms when she wanted. She was
also a doctor and chose the end she wanted. The smartest person
I have ever met. She did not tell anyone, not even me. She couldn’t
because of the draconian laws in our state at the time.
She did not have the support of a voluntary assisted dying law, such
as the one about to be debated in the NSW Parliament. She did not
have the option of telling me or others about her choice, or seeking
our assistance, which a VAD law would have provided her.
With my perspective as both doctor and husband, I pose
some questions:

Without the legal protections of a VAD bill, my wife must have known
she could give nothing away. It took her immense strength, courage
and a selfless love for others to choose to die alone. She could not
risk her loved ones being prosecuted.
Patients can be and are given excellent care in the terminal phases
and this must continue to be an option for those who choose it.
I provided the love of a husband, had the compassion of a doctor
and the skills of an experienced pain management specialist, and yet
my wife chose an alternative path for herself.
Sometimes it is the silent people who are the greatest supporters,
they just don’t have a voice for whatever reason. I’ve kept quiet for
years, for so many years. Now it is time. It is Venessa’s time to have
a voice.

Are there people who need VAD but do not have pain, and instead
have conditions such as worsening shortness of breath as a
complication of their cancer treatment, and for whom no medication
or procedure can stymie its crippling advance? Yes.
Are there people who are not depressed or sad, who are surrounded
by love and not at all lonely, who will choose VAD? Yes.
Are there people who have been forced to end their lives alone
without saying a proper goodbye to their loved ones because VAD
was not legalised? Yes.
I know, because these were the exact circumstances for my wife.
She had no alternative but to follow this path. The dignity denied to
her, however, was that she could not say goodbye to all the people
she loved and who loved her in return. Had she told us, and had
we helped, we could have been implicated in the crime of assisting
her death.
She did not choose the easy way out. For 14 years she had lived
with an aggressive leukaemia and undergone countless painful and
distressing treatments. Always she had loved ones by her side. Her
lungs had been destroyed by the treatments and a slow cruel death
by asphyxiation awaited her.
Just two days before she ended her life alone, we had merrily
celebrated her 42nd birthday at her favourite Sydney restaurant.
The day she chose was like any other for me. She gave me a big
hug with tears in her eyes before I rushed out the door to do an
anaesthetic for a caesarean section. “I’m just going to work,” I
thought to myself. “I’ll be back.”
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“It took immense strength, courage
and a selfless love to choose to die
alone. She could not risk her loved
ones being prosecuted.”
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Criminalising compassion
“We should not be left at the mercy of the criminal
law for acting humanely and compassionately, in a
principled way and with the informed consent of the
holder of the right to life.”
Nicholas Cowdery QC, former NSW Director of Public
Prosecutions

59

I’m not the kind of person who can choke the life out of his own father
Ken’s story: Convicted of attempted murder of father, Joe

Ken Attenborough pleaded guilty to attempted murder of his father,
Joe, in an aged care facility in Orange in December 2018.
Joe, 82, was in excruciating pain and suffering intolerably from
complications following two operations for a twisted bowel. He had
on multiple occasions made clear his wish to die.
Seeing his father’s despair – and having watched his mother die
agonisingly from metastatic melanoma years earlier – Ken decided
to help end his father’s life. On the morning of 10 May, after a
discussion with his father, Ken broke open the driver that was
releasing a slow dose of morphine and released the remainder,
hoping it would put his father into a sleep from which he would not
wake. It did not work. He then tried to smother his father. When
this too failed, he broke down and told one of the registered nurses
what he had done.
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Arrested by police, Ken spent three weeks in jail, where he was
threatened by other prisoners. On the day he was bailed, Joe
died. Ken was devastated that he had not been there to say his
goodbyes and hold his father’s hand.
In sentencing, acting Judge Geoffrey Graham said he understood the
desperation that drove Ken to try and end his father’s life. He said Ken’s
“good character… could be said to have led him into the commission
of this offence through his kindness, compassion and genuine desire to
relieve his father of the painful and humiliating death.”
However, the judge explained that he had a duty “to accept the law
as it is and to apply it.” The maximum sentence for attempted murder
in NSW is 25 years in prison. However, in convicting Ken, he showed
great clemency, handing down a 20-month intensive corrections order,
which required Ken to complete 100 hours of community service.
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Ken’s story
The first thing I want to say is that I really did love my mum and dad.
I was one of those lucky kids who had two loving parents, and came
from a happy home. I was the kid who bought the ‘World’s Greatest
Dad’ pen, or the ‘Best Mum Ever’ coffee mug, absolutely convinced
that the company must have made them especially for my mum and
dad. I can happily say that if I could have chosen any two people to
be my parents, I would have chosen them every single time. They
were good, decent and loving people and they both deserved a lot
better than what they got.
Essentially the whole mess started when my mum was diagnosed
with a cancerous growth in her brain, the result of melanoma and
years of lying in the sun, covered in coconut oil on the beaches of
Newcastle. I was between jobs at the time, and was able to sit with
her in the hospital as she underwent the chemotherapy that would
stretch out her life a few extra months, and I was the one who broke
the news to her that she would not live to see another Christmas as
I drove her back to the family home.

Endless humiliations and trauma
My sister and I were committed to providing the care our mother
needed, rather than having her die in a hospital. We worked very
hard to make sure she stayed in her own home for as long as she
could. My dad did what he could, but mum’s decline had affected
him very badly, and he wasn’t coping, so spent most of his time
working on the farm that we lived on. It was a very tough few
months, something that is too hard to describe well without taking
much too long, but essentially my mother, despite all our best efforts
suffered endless humiliations and trauma as her body slowly died.
The worst of it was the diarrhoea which was frequent, sudden
and extremely messy. The tumour in her brain had affected mum’s
vision and balance, and several times a day, my sister and I would
help mum reach the toilet, then move her to the shower, where my
sister would shower with mum and wash her down, and I would
get on my hands a knees and wipe up the trail of shit that led from
the bedroom to the toilet. My mum was a very proud woman. She
was utterly humiliated by this process, and despite our best efforts,
you could see how much she hated having us wait on her hand
and foot. Despite the fact that we never said any such thing, and
always put on a brave face, my mother had become convinced
that she was a burden, and it was something that did not sit well
with her. Sometimes, in the hope of reclaiming her independence
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and her dignity, she would try to make it to the toilet alone rather
than ringing the bell for help. This would always result in us hearing
a sickening thud, followed by the most heartbreaking moan of pain
and hopelessness as my mum would fall down, inevitably smash her
head on the floor and almost knock herself out. We’d have to come,
lift her up, make sure she was ok, and then go through the process
of cleaning and showering, changing and putting her back to bed,
with that awful sound still echoing in our ears.

Every day she would beg me to end her life
It was somewhere after her first fall, and the realisation that she was
going to need us for absolutely everything that she asked me to
help her end her life. Unfortunately, my mother had the misplaced
idea that I had some well of courage and fortitude that she could
call on in her darkest time, and that I, as her loving son, would help
her with one final request.
I didn’t though. And every single day that we were alone, she would
ask me again, beg me. She would look right in my eyes and beg me
to end her life. She didn’t care how. Smother her, shoot her, poison
her, drag her outside and run the tractor over her. It didn’t matter.
She’d well and truly had enough, and every fibre of me could
understand why. But every time, I refused. I told her I couldn’t do
that, because I would get into trouble, and that she shouldn’t talk
like that anymore. And every time, I watched her heart break. Every
day she’d ask with new hope in her eyes, and every day I would
let her down again. It eventually got so hard that I started finding
excuses not to be alone with her, and would only go in her room
if someone else was with me. This put a lot of extra strain on my
sister, and it wasn’t until years later that I explained why.
Mum finally died when the tumour began to bleed, and even that
was a final, cruel joke. She had of course, been on the toilet when
the bleed began and we had to drag her out of the little room, her
panties around her ankles, completely incapacitated except for
the ability to moan and flop one arm about. The ambulance came,
took her to the hospital where she spent the last hours of her life,
with loved ones rushing but ultimately failing to get there in time to
say goodbye.

Deeply scarred
It wasn’t until years later that I would be diagnosed with PTSD for
what I saw my mum go through, and I wasn’t the only one who was
deeply scarred. Dad had become terrified of ‘dying like your poor
old mum’, and was just as traumatised as my sister and I.
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When he fell ill, some several years later, it was after his stomach
had twisted over on itself and had almost killed him. The doctor had
described him as ‘profoundly ill’ and he was not expected to survive.
In hindsight, it was a very sad thing that he did. Dad was tough.
Tough like iron. Literally born under a gum tree on the side of the
road near Parkes NSW,

Like a ghost
Dad barely survived this illness. It had taken all the strength, all the
endurance and all the fight he had in him. He still had the strength
to live on the hobby farm he now lived on, but he had become like
a ghost, unable to do any of the things he loved, unable to do the
repairs he needed to do, and unable to lend a hand to his neighbours.
He went on like this for a couple of years, before the same
thing happened again. His stomach twisted over apparently a
consequence of a nearly fatal fall he’d had competing in a rodeo,
and even though he somehow managed to survive, he was, what
he would come to say ‘a broken unit’.
Needing constant professional medical care to keep him alive, we
were told that he would need to be moved to a nursing home and
would never return to his own block of land, or his old way of life.
Psychologically, this was the final straw for Dad, and he became
obsessed with the idea of ending his life. He attempted to end his
life by demanding that the doctors who were intending to perform
a preventative surgery on his stomach also repair his other
ongoing medical issues, which included gall stones, stomach
ulcers and abdominal hernias. All of which caused him constant
pain and discomfort. He was absolutely furious when he woke
up from that surgery and found that the doctors never intended
to follow his instructions. The risk of fatality was just too high for
them to contemplate.
In yet another cruel joke of circumstance, I found myself once again
with one of the people I loved most in the world begging me for my
help to end their life.
He would later attempt to kill himself again with an overdose of
sleeping pills, an “accidental” trip in front of a bus, and finally asking
me to help source a drug called Nembutal. I tried to help him find
this illegal drug by sourcing it from overseas, but ended up being
ripped off, and threatened with blackmail when the ‘supplier’ proved
himself to be an absolute parasite of human misery.
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Dad eventually refused all medication, and tried to starve himself to
death, and during that time had a bad fall, which the doctors had
decided would prove fatal.
I rushed down from Sydney to say goodbye, and spent the next
few days with him only to have doctors start to second guess their
prognosis. By the third day Dad was back to having months to
live, their suggestion to me that he would eventually bleed to death
from the ulcers in his stomach, if he managed to continue to refuse
to eat.

Utterly broken
Dad had made his desire to die very clear to anyone who would
listen, but there was nothing anyone could do. While I sat with
him, he would try to hold his breath in the hope that he could take
his own life, which was deeply traumatising for me. In response
the nurses pumped him full of some drug that made him more
compliant, but it didn’t change his attitude. There is far more to
the story, so much more to tell about what my dad endured in
those days leading up to my offence, but it’s just too hard to tell,
and there’s too much to say, so I’ll just move on to the day that I
was arrested.
I’d come in early that morning, to find Dad looking extremely upset,
and utterly broken. I was told by hospital staff that the blood from his
stomach ulcers had been slowly mixing and hardening with faeces in
his bowel, and these had hardened into large lumps that had caused
my father tremendous discomfort. Ultimately, the only remedy was
to put on a glove, and ‘manually extract’ these hard balls from my
father’s rectum. By all accounts, an incredibly painful and humiliating
event that was too much for either of us to bear.
When we were alone, my father and I had a discussion, and I
determined that I was going to help him end his life. I broke open
a case which contained a dose of morphine which was supposed
to be injected gradually over the period of 24 hours, and emptied
its contents into my father’s canula. Then I tried to smother him
with my hands. I still get nightmares.
Unfortunately, I’m not the kind of person who can choke the life out
of his own father, and the drugs were not enough. My father would
survive another three weeks before he finally passed away, and I
would spend that three weeks in jail, waiting to see when I would
ever get to see my wife and 11-year-old son again.
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“He had become
like a ghost, unable
to do any of the
things he loved.”

Criminalising compassion
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I did not want to see her in agony

David’s story: Manslaughter of partner Eva, Ashfield
David Mather’s partner of 22 years, Eva Griffith, was found dead by
police on 7 July 2009 in her home in Ashfield.

Prosecutors accepted that David had not acted with malice or
forethought and had acted with compassion.

There was a suicide note under her pillow, and later the autopsy
would show that she had lethal levels of amitriptyline, an antidepressant, in her blood. There was no evidence of foul play, and
Eva had good reason to want to end her life.

Before the trial, the Crown accepted David’s offer to plead guilty to
the lesser charge of manslaughter.

Suffering from osteoporosis, arthritis and sciatica, which on
occasions had resulted in her hospitalisation, Eva was in excruciating
pain. Hospital visits did little to alleviate her pain. In June 2009
her rheumatologist explained that there were no drugs that could
manage her pain or prevent further degeneration of her joints.
Her partner, David, felt her pain. Lying in bed together, he could
hear Eva cry out in agony whenever she moved.
Before the pain took over Eva’s life, she and David enjoyed one
another’s company. Both loved music and bushwalking. The two
were devoted to one another and their relationship was a happy
one. However, as Eva’s pain increased she told David she wanted
to end her life.

On 28 April 2011, Justice Peter Hall handed down his sentence.
In his remarks he said he accepted that Eva “was in a cognitively
sound state of mind when she decided that she wished to end
her life.”
Justice Hall said the couple had been devoted and happy, and
David faced an “agonising conflict’’ when Eva became desperate
to end her life.
“This was not a case of one person making a decision for another,’’
Justice Hall said. “Ms Griffith made known to Mr Mathers her
wishes, he being the person that she loved more than anyone else.
That presented the offender with an agonising conflict.’’
Justice Hall handed David Mathers a suspended sentence of two
years for the manslaughter of Eva and he was placed on a good
behaviour bond.

Her worst nightmare
After two suicide attempts over successive days, David found Eva
unconscious in bed, breathing irregularly. But she was still alive. He
was convinced she was brain dead. “I felt that I’d run out of options
... If she woke up, she would have been a vegetable and would
have had to go to a nursing home, which was her worst nightmare
... so I suffocated her with a pillow.”
“On one hand, I didn’t want to lose her and on the other hand I did
not want to see her in agony,” David said.
Rather than wait for the Coroner’s report, which could well have
come back with a finding of suicide, David confessed what he had
done and was charged with murder.

“She couldn’t see any other way out to do
this. And I couldn’t see anything else but to
respect that decision.”
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At the mercy of the law for acting with compassion
Fred’s story: Aiding and abetting a suicide, wife Katerina, Toukley
In 1986, Katerina Thompson was diagnosed with multiple sclerosis.
Dedicating himself to her care, her husband, Fred Thompson, quit
his job. At first they lived in south-western Sydney and then in 2000
they moved to Toukley on the Central Coast.
By 2002, Katerina was a paraplegic. She had had her bladder
removed, was half blind and was diagnosed with cancer. She
couldn’t scratch herself or even raise a knife and fork to her mouth.
Fred had to feed her, as well as tending to all her other needs.
At the time he was in his mid-60s, and knew that he could not
continue to provide the care Katerina needed. She knew that, and
was terrified. “I don’t want to go into a nursing home and I don’t
want palliative care,” she told him.
Katerina knew her death was going to be painful. She would slowly
suffocate, either because the muscles in her lungs were too weak
to allow her to breathe or because weak swallowing muscles would
result in her choking to death.

Leniency
Rather than being charged with murder, the then Director of Public
Prosecutions, Nick Cowdery, used his discretion and downgraded
the charge to aiding and abetting a suicide. He also directed it be
heard in the Magistrates’ Court, which meant a lesser penalty.
Later, in testimony before the NSW parliament, Cowdery explained
his decision. “[Thompson] should not be left at the mercy of the
criminal law for acting humanely and compassionately, in a principled
way and with the informed consent of the holder of the right to life.”
On 21 February 2005, in the Wyong Local Court, Fred Thompson
pleaded guilty.
During sentencing, Magistrate Alan Railton told the court that Fred
Thompson had not acted for selfish reasons.
He was given an 18-month suspended jail sentence and ordered to
pay $63 court costs.

Firm wishes
She had made it clear to Fred, on several occasions, that she
wanted his help to end her life. “I don’t really want to be in this place
anymore. I’m in pain,” she told Fred. “Please do something for me.”
Knowing it was against the law, Fred resisted her entreaties.
Eventually she wore him down. Katerina had one proviso. “I don’t
want to know when, I don’t want to know how. Just make me
unconscious.”
On 12 August 2002, Fred gave his wife six sleeping tablets, which
put her to sleep. He then placed a pillow over her face. When she
stopped breathing, he kissed her on the lips, went into the lounge
room and phoned her doctor.
As Katerina was expected to die from multiple sclerosis, her doctor
was not suspicious and he signed the death certificate. But Fred’s
conscience bothered him, and in August 2004, he went to the
Gosford Police station and confessed to ending his wife’s life.

Criminalising compassion

“I don’t want to know when, I don’t want to
know how. Just make me unconscious.”
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Nurses & doctors
“Even with the very best treatment, the suffering
of some patients is terrible and unremitting.
Experienced clinicians know that even if you think
you have seen the worst suffering possible, given
time you will see someone suffering even more.”
Dr Eric Cassell, Emeritus Professor of Public
Health, Cornell University
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Many live and die with
unacceptable pain
and suffering
Dr Julian, Sydney

I recently went on the journey of palliating my mum at home. I am 29,
she was age 56 and still working as a director of a local pre-school.
She had received a diagnosis of breast cancer some years earlier, later
spreading to her bones. We took her home to the Blue Mountains so
she could have her final weeks in a familiar environment.

Breakthrough pain
The process was harrowing. Despite being under the care of the
fantastic local community palliative care team, and ending up
on huge doses of powerful medications including midazolam,
hydromorphone, and later a special access antipsychotic to control
her pain, they were unable to get her comfortable. Her doses were
so high that each breakthrough pain injection was equivalent to
130mg of morphine, enough to likely kill someone who wasn’t
regularly treated with opiates.
We also had her on neuropathic pain agents and prescribed
medicinal cannabis. Hence, all agents were deployed and we were
working at the forefront of what palliative medicine currently has to
offer. Eventually her pain treatment had to be so high that she was
mostly unresponsive but her heart was racing and she groaned, it
then took five days for her young heart to finally stop as her body
gradually shut down from not eating or drinking.

Her last words were ‘help me Jules’
Her pain was intractable because the pain caused by metastatic
bone cancer stretches the periosteum, the covering around bones
which is densely supplied by nerves. In addition, her tumours were
crushing the nerves in her arm pit, sending burning pain down her
arm. We sat with her night in, night out as she suffered. Sadly, her
last words to me were, ‘help me Jules’ as she suffered another
pain crisis.
She had told me weeks before as the pain became intolerable, if
she had the option, she would have sought voluntary assisted dying
services. That way we could have said bye to her when she was
still her usual self and she could have died on her terms. Her body,
her right, as far as I am concerned and proper processes such as a
capacity assessment are followed.

No dignity
My mum died in extreme pain and without the dignity she
deserved. As family members, we continue to struggle with the
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trauma and helplessness of seeing our loved one in intractable
untreatable suffering.
I am honoured though to have helped provide for her the
environment she wished for in her last weeks, and from my direct
observations she would not have received such attentive care in a
hospital. Many are not so lucky to have supportive family and I can’t
begin to imagine what some may go through.

Many die with unacceptable pain
I urge you to consider this case example, especially if you have
not personally had experience of palliative care. Whilst not all
conditions are as painful as hers, we simply cannot stand by and
allow other people to go through what my mum and my family went
through. As fantastic as modern medicine and pain management
is, it is not nearly 100% effective and hence many live and die with
unacceptable levels of pain and suffering.
MPs in five other states have been allowed a conscience vote on
VAD bills and all other states will have VAD laws. I hope that yourself
and other MPs in NSW can see the need for change and help
advocate for this incredibly important cause.

We simply cannot stand by and allow other
people to go through what my mum and my
family went through.

VAD should be an adjunct to
palliative care
Dr Sally, Dee Why

As a GP of over 30 years’ experience, working on the Northern
Beaches, I have seen many situations where palliative care is insufficient
to alleviate end-of-life suffering.
Voluntary assisted dying (VAD) should be a choice to the small number
of people, who face great suffering at this time from pain, inability to
breathe, inability to communicate and dependency for all care. It should
be an adjunct to palliative care, which itself is a fantastic service but it
cannot relieve all suffering, in all situations. It is an embarrassment, that
NSW lags behind other states in passing legislation to legalise, with
appropriate safeguards, VAD.
Recently, I cared for a lady dying from end stage Parkinsons disease
in an aged care facility. Fortunately, she had a peaceful demise with
excellent care in the home and my assistance, not even requiring
external palliative care consultation. If only it were always so…. but it
isn’t. Which is why this legislation is so important.
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Too many nightmare stories of bad deaths
Dr Catherine Fraser, Lindfield

In her eyes, I failed her as a daughter. Due to the limits of palliative
care, the way her life ended was in pain and helplessness. She chose
to not have yet another bout of pneumonia treated, and literally took
three weeks to drown.
Witnessing a dying relative linger in the final stages of life, having
decided to deny medical treatment and refuse food, is hell. If my
mother’s doctors and carers had had access to voluntary assisted
dying (VAD) laws then, her ending could have been painless and
peaceful. I know she would support me pleading with you, so that
nobody else ever has to suffer unnecessarily at the time of their death.

When the Voluntary Assisted Dying Bill comes before NSW
Parliament soon, I plead with you to consider voting YES. Although
I could write a book about why I feel so strongly about this issue, I
will be brief here.
My personal experience with dying patients began as a 17-year-old
student nurse. Because of the intense emotions surrounding death
and dying, these memories still remain vivid to me nearly half a
century later.
I went on to study medicine and worked as a general practitioner on
Sydney’s north shore for 18 years. This involved caring for countless
families during the death and dying of terminally ill patients of all
ages and from a variety of illnesses. I will always remember their
individual experiences, and my role in the end of their lives.
After specialising in mental health, I spent the next 14 years working
in my special interest area of psychological medicine. I listened to
so many stories of families suffering through the painful process
of ‘bad deaths’ of loved ones. In my personal life, I hear too few
welcome stories of ‘good deaths’ and too many nightmare stories
of ‘bad deaths’.

I will forever carry guilt
Despite all my years of professional experience, nothing however
could prepare me for what I endured witnessing my own mother,
Myra, suffer a ‘bad death’ in a nursing home at the age of 92 six
years ago. I will forever carry guilt and regret that I was not able to
relieve her suffering. The last three weeks were the worst, and there
was absolutely nothing I could do to help her. I can still hear her
pleading with me to bring her relief. I can still picture her anguished
face as she cried: “Why can’t I die? Why won’t anyone help me?”

Nurses & doctors

When a practitioner’s ability to act with
compassion is limited by the law, they are
in effect acting against their primary goal
to relieve suffering.
More compassion for animals
For many years, my dear mother and I shared a bittersweet joke
about vets. One day as I was driving her to hospital for yet another
admission, she tearfully said that she wished I could take her to a vet
instead. Reference to the ‘vet’ became our shorthand for knowing
her wishes. We had numerous conversations about vets being able
to put down animals to relieve their end-of-life suffering. She would
repeatedly talk to me about how if she was an animal, she would be
treated more humanely.

Strong safeguards
I believe it is unfortunate that the term ‘euthanasia’ is confused
with ‘voluntary assisted dying’. I think of euthanasia as choosing
to die prematurely. I see VAD as choosing how to die when death
is imminent. The bill before NSW Parliament relates to voluntary
assisted dying. In other words, this only applies to adults with a
terminal illness. The details of the proposed laws require the person
to have decision-making capacity, and they also include strong
safeguards against abuse and coercion.
Many polls and surveys show up to 80% support for VAD laws
in our country. These laws have been passed in Victoria, WA,
Tasmania and South Australia (and now Queensland). It is
imperative that NSW not be left behind.
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Three cases of terminal care failure
Dr Ted Arnold, Dover Heights

First case: All he wanted to do was die
S. was a 29-year-old single man who suffered from Crohns Disease
since his teens, and then developed primary cancer of the bile duct
at 27. With easily controlled pain, palliative care could do nothing
as he turned more and more yellow and wasted away through lack
of appetite. He did not want to wait till pain eventually occurred. All
he wanted to do was die. He did not articulate that to me. Instead
he took some anti-vomiting medication called Stemetil, prescribed
for his nausea, and a bottle of sleeping medication, Mogadon. I still
remember to this day my heartfelt reaction when I was called to his
home by his mother after she found him semiconscious: “Why did
you not ask me? I would have told you that there was a missing
ingredient in the cocktail – at least half a bottle of scotch whisky.”
Since helping him out with that advice was and still is considered
a criminal act, from then onward I asked that his family ensured
that both alcohol and medications would be strictly rationed, so
condemning him to a miserable death.

Second case: His wife gave him an overdose
of morphine
B. was a sixty something married man, an ex-smoker who
developed terminal chronic obstructive airways disease. Sitting
in a chair all day was all he could manage, and despite excellent
specialist input, maximum medication and judicious use of
oxygen made little difference to him. He simply wanted to die. He
developed associated episodic heart failure, for which I prescribed,
appropriately, morphine. Eventually it was his wife who answered
his call by giving him an overdose of the morphine I had prescribed.
What a terrible thing it was that she had to do that. She never
admitted it to me, but our meeting of eyes could not lie.

He duly set a starting date, and, after six miserable weeks, aided
by morphine to make him less agitated and to relieve abdominal
discomfort and dehydration, he eventually succeeded.
How much better it would have been if there had been voluntary
assisted dying for these three cases: S. with terminal cancer, B. with
terminal lung failure, and W. who, three weeks into his starvation,
was sure to die – not of his quadriplegia, but of his starved
condition – in the proximate future.
How simple would have been for me to illegally give them each a
massive dose of morphine – but how illegal and not guaranteed
to succeed.
However, under proposed legislation, others like them will be
able to avail themselves of the specified and more sure ways to
appropriately end their lives.
Note well that pain was not the primary issue in any of these three
cases. Palliative care is not just pain control.
Being condemned to death in the near future, whether by cancer,
lung failure, or starvation, does not require pain relief. It requires an
easier way out: voluntary assisted dying is the best answer.

Third case: He starved himself
to death
W. was a 49-year-old divorced man with near total quadriplegia
following a series of strokes. After being admitted to the local
nursing home, I noticed that he was recovering enough that he
could manage an electric wheel chair with his one functioning
thumb. For the next two years he was at least able to get about the
nursing home with his wheelchair. But then, at 52, with no hope for
further recovery in sight, he voiced a wish to die. After appropriate
consultation with a psychiatrist, his brother, and nursing staff, we
informed him that nothing legally could be done other than to follow
the example of British MP Bobby Sands – starve himself to death.

70

Stories of suffering

The scene that greeted me will stay in my mind forever
Dr David Leaf, Sydney

Ian was a 52-year-old man who owned a local business. He had two
teenage children and a hard-working wife who shared the business.

to 1000mg as well as give some break-through dosing, they told
me it was “against their protocol”.

“Doctor, you’ll have to help me die before it kills me,” he said as I put
his chest Xray up on my viewer. He met my gaze steadily.

That day, ANZAC Day 2003, I visited him at home.

“What?, I said ”It’s a pleural effusion, I haven’t even…”
“It’s mesothelioma and it killed my Dad badly.”
Ian had witnessed the awful, painful and inexorable death of his
father from the asbestos-related cancer 20 years before. In the
intervening years and to this day almost 20 years after Ian’s awful
death, nothing has changed – there is little or no chance of cure
once diagnosis is made.
Ian used to help his father wash his boiler suit of asbestos dust at
the end of each working day.
At the time Ian made that fateful prediction, in 2003, I was a GP
working on the north coast of NSW. I had access to a small rural
hospital for my palliative care patients, if I needed it. Newcastle was
an hour away and their oncological services were the equal to any in
the country. The palliative care service was run by the Mater hospital
with outreach clinics and nurses who supported GPs and patients.

He begged me to end it
Ian’s cancer progressed like an evil, unstoppable menace. It filled
one side of his chest with litres and litres of fluid, so he could not
breathe. A biopsy was taken through his chest wall and the cancer
grew back along the scar left behind. It then ate into his intercostal
nerves which control breathing. Each time he breathed the pain
was excruciating.
He was in pain, breathless and terrified. His wife and children
watched in horror as he wasted away.
He begged me to end it but I was legally powerless to do so. A long
parade of medical teams failed to control any of his symptoms. The
surgical team – could not remove the tumours. The oncologists
had no treatment to slow or arrest the process. The pain specialist
team had no medications or other interventions.
The palliative care team – specialist doctor and nurses failed to
control his pain. They were very clear that using doses he needed
was not something they were prepared to do. When I, as the
patient’s treating GP and supervising his care in my town, asked
the nurses to increase his dose of morphine from 850mg per day
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They said he was ‘out of pain’
The scene that greeted me will stay in my mind forever. I have
served overseas in war zones with the UN, spent years seeing
critically Ill patients in emergency departments and cared for many
dying patients.
Ian was surrounded by his family who all looked exhausted and
incredibly sad. He was lying on a bed, wasted even further from the
two days before when I had last seen him. He was sweating and
grunting with pain, saliva glistening on his chapped lips. His eyes were
bright, fixed and determined, meeting my gaze. He was in agony.
The palliative care nurses had been earlier and reported that he was
“out of pain”. I administered a generous dose of morphine from my
kit which barely seemed to touch him.
The response from the palliative care specialist Professor was “just
send him to the hospice and we will take over.” I asked, “What will
you do that I cannot do here? You have already said you will not
increase his dosing”.

No medical reason to withhold morphine
Ian did not want to leave and nor did his family. There was no
medical reason for withholding further doses of morphine. None.
What he needed was terminal sedation. To be oblivious to the final
days as you would want yourself.
And that we did, with the help of a private nursing service. He was
pain free on 1500mg morphine per day for the next three weeks
before he died. There was only one thing he had wanted – to avoid
all this suffering from the start. He did not get it.
Ian was the second awful death that year I had to witness.
Palliative care is like all other specialties in medicine. It has its limitations
and successes. We need to accept and acknowledge them. But we
must allow patients to navigate through these failures by taking
control of their lives and deaths. It is also for their families.
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for the event. I am only thankful my two
brothers were visiting at the time as I could
not have moved my mother into a better
position, nor drawn up the injections or been
able to reassure her and tell her she would
not experience choking again! All patients
with throat cancer should be advised of this
possibility so the family knows how to react
and if wanted, an alternative humane ending
prior to any choking.

Dying is hard work
Janet Kelman, Glenmore Park,
October 2021
I am writing to you as a retired registered
nurse who for many years worked
in community palliative care and feel
very strongly about the extended and
unnecessary pain and suffering endured by
so many patients and their families.
In 2006 I also nursed my dear mother with
terminal throat cancer until she choked
unexpectedly, requiring me to administer
additional injections (left by palliative care)
to help comatose her out of her choking.
She was taken to Hawkesbury Hospital
and I had to plead with the doctor on duty
to keep my mother sedated so she would
not recommence choking (something she
previously told me she feared). My mother
died three days later after lying needlessly
in a comatose state. I would stay with her
all day and feared going home as I wanted
to be with her in case she awakened and
wanted to give a final farewell or, worse,
started choking again.
The trauma of her last three days has been
hard to move past after all these years.
Although a nurse, no one including the
doctor warned me of the possibility of my
mother choking so I was totally unprepared
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In addition, in 2018 I was by my elderly
mother-in-law’s side who was breathless
from pneumonia when she said “this
dying is hard work!” She said this to other
relatives also. She suffered another two
days before she passed. It’s one thing to
be traumatised by your relative leaving in
death, it’s another to be traumatised by the
manner in which they leave.
And lastly, in 2020 I was diagnosed with
stage 3 bowel cancer, I had surgery and
chemotherapy (with my dear husband
dying unexpectedly).
I am now in remission and grateful for that.
I plan to live well for my daughters and their
families, but I would desperately like to have
peace of mind knowing that if the cancer
returned I could choose to have a death
free of suffering unlike my dear mother and
mother in law.

The bible is not meant to
abrogate our responsibility
Anne, forensic psychologist, Sydney
November 2017
I am a forensic psychologist who has been
involved in the end of life in many, many
people and their families. I have had the
opportunity to get to know the person, their
circumstances over time, their decisions
and reasons for their decisions and the
culminating death and aftermath for the family.

I am writing as someone who cares
deeply about the dignity and rights of all
human beings.
Whilst everyone has the choice to have a
religion guide their decisions and beliefs, the
state must look at people impartially and
support THEIR personal rights WITHOUT
the influence of religion. It is imperative
that this vote take the inalienable right of a
person to die with dignity as the benchmark.
Having watched a large number of people
die over a nearly 40-year period (including
my own family), I have experience from every
angle. I know that our medical expertise
DOES NOT keep a patient pain free and
often leaves them in an almost coma like
state, which is also not pain free if you have
ever sat and listened to the groans which get
louder as the morphine pump wears off.
There is absolutely NO DIGNITY in the way
people with terminal illness currently die.
This MUST be rectified, it is an inalienable
right which we are trampling over and we
should be allowing a peaceful, pain free,
chosen death which allows integration
into the family and not isolation and
degradation. The current process helps no
one come to grips with death.
I have lived my whole life as a Catholic
and whilst I believe in the place of religion,
I cannot have my background experience
and believe dying the way it currently
happens is dictated by Christ. It is dictated
by the state and it is wrong! We were
given freedom of choice to make these
tough decisions. The bible is not meant to
abrogate our responsibility, it is meant to
guide and give us choice.
I have watched my own family members
all die of terminal illnesses as well as the
many others and have only experienced the
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distress of families who have no ability to
help loved ones and watch for (sometimes)
years as their loved ones deteriorate.
Psychologically, it is a life sentence all round.
Please, when you vote on this incredibly
important bill, take the interests of ALL
people into account and their rights to die
with dignity – a service we CANNOT provide.
This is a law and as such goes beyond
religion, it affects EVERYONE and so no
religion should come into this decision, that is
an individual’s choice and they will always be
free to make that choice.

Dying is rarely as peaceful and
swift as we see in the movies
Tina Porter, Lanitza, September 2021
As a nurse with over 20 years’ experience I
have seen so many people suffer terribly at
the end of their lives, and their loved ones
can do little but watch. Please, please vote
yes and allow people the choice to end
their own suffering without having to revert
to suicide. Even if you personally don’t
think you agree with assisted dying at this
point in your life, don’t take the choice
away from those that are suffering.
I am not afraid of dying. I am not afraid
of suffering a drawn out and painful
death and I am not afraid of becoming
dependent on others and losing my dignity.
Why? Because – like so many who have
witnessed the pain and suffering of death– I
have a suicide plan.
My plan isn’t ideal – I’ll have to do it alone
without my family surrounding me, I’ll
have to end my life early – while I still have
the ability to do so, and of course I have
concern for the trauma I’ll cause to the
person who finds my body.
I made my plan many years ago when
I started my nursing career and first
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witnessed people suffering in death. My
husband and children have always known
that I have a plan.

this way and that as staff change the soiled
linen underneath and put you in a giant nappy
when you are too weak to get out of bed.

Dying is rarely as peaceful and swift as
we see it in the movies. Dying is often the
process of one’s body slowly dehydrating
after a person has slipped into
unconsciousness. Yes, intravenous fluids
can be given, but then the process of
dying takes much longer as the person’s
body lingers, wasting away ever so slowly
until their heart finally gives out.

No matter how gentle, how supportive and
caring I am – as your nurse – I see, I feel –
your shame and embarrassment

Some deaths I’ve witnessed were so
horrific that I will never forget the suffering
of the patients and their loved ones – who
watched on helplessly. People with lung
conditions often die heaving and gasping
for every breath with fear and panic in their
eyes. Some with liver diseases die anxious,
confused and inconsolable due to toxins
causing brain irritation. People with bowel
blockages sometimes die struggling to
breath as their wracked bodies vomit foul
faecal fluid. And people with oesophageal
cancer or varices can die choking as
haemorrhaging blood blocks their airways.
But for me, the worst of all deaths is the
slow deterioration of the mind that comes
with dementia – the suffering lingers on and
on and on.
Yes, palliative care is available and can
be effective, but people in palliative care
frequently experience pain and suffering.
Waiting for a nurse who is rushing about
and caring for many other patients. Waiting
to be assisted to the toilet or to shower and
dress. Waiting desperately for breakthrough
pain relief over and over again. Waiting for
a Dr to increase pain medications. The
embarrassment of losing control of bodily
functions. The indignity of being rolled in bed

How long it will take for a person to die
cannot always be accurately predicted.
Often exhausted loved ones go home
to shower or work or eat and sleep and
don’t make it back in time to say their
final goodbyes. As a nurse I have had the
privilege of holding the hand of more people
than I can even remember as they took
their last breath and died – as a stand-in
for family who for one reason or another
weren’t there and who often live on carrying
a burden of guilt and regret.
Voluntary assisted dying is not compulsory
– it’s about giving all of us the right to plan
our own peaceful passing – if we want to; in
doing so, we avoid the possibility of a death
involving unimaginable pain and suffering.

Drawn out, painful deaths
Dr Christopher Magarey, Mortdale,
November 2017
As a doctor, I know that some people have
to die a drawn out, painful or distressing
death. This can be predicted and foreseen
and cannot always be palliated. Physician
assisted voluntary euthanasia is entirely
appropriate when the patient requests
this and all concerned agree. The majority
of electors agree with the proposal for
voluntary euthanasia. It is opposed vocally
by a religious minority who because of their
unrelated beliefs cannot understand it’s
imperative. Please consider the merit of this
proposal and vote in parliament on the side
of compassion and the majority of electors.
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We have seen the suffering of so
many patients
Dr Johann and Denise, Cooranbong,
June 2021
Many dying people experience great
suffering, even with the best palliative care.
Terminally ill people must have choice to die
with dignity.
We are both retired from the medical
profession and have seen the suffering of
so many patients begging for help to end
their lives.

The unnecessary pain
and suffering I see breaks
my heart
Natalie Leggett, Lake Macquarie, June 2021
I am a palliative care nurse through the
disability sector and the unnecessary pain
and suffering I see absolutely breaks my
heart. We deserve better. We deserve the
freedom of choice! Don’t let people suffer
any longer. Please jump on board and
support our locals and our state to be heard.

I caught her trying to cut off her
PEG tube with nail scissors
Sally Gibbs, Ourimbah, July 2021
I am writing to you to implore you to
consider the VAD (Voluntary Assisted Dying)
bill to be discussed in parliament very soon.
This is an important law which should be
passed by NSW parliament.
As a nurse, I have witnessed many distressful
deaths which could have been avoided. It is
hard enough for a family to come to terms
with a loved one’s terminal diagnosis, let
alone their eventual non-peaceful death. My
mother, Lindy Lukey, 67 years of age died
from motor neurone disease.
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She was a dynamic mother, friend,
and writer, not to mention an excellent
communicator. She was eventually
stripped of her voice, movement, dignity,
personality, and was virtually drowned in
her own phlegm. She had a PEG tube
(Percutaneous endoscopic gastrostomy)
inserted for feeding as she thought there
might be “a cure around the corner”. On
one such occasion, I caught her trying
to cut off her PEG tube with a pair of nail
scissors but naturally to no avail. Her
only way of communicating was a pen
and paper, and when her arms lost their
strength, there was nothing. No laptops or
iPads then.
How ironic that writing was my mother’s life
(apart from her family). At 15, she sold her
bicycle to buy a typewriter which was kept
hidden under her bed. Her first journalistic
article was published at 17, later working
on publications such as The Radio Times,
The Launceston Examiner, The Herald and
Weekly Times, a Penelope column and
many stories for the Australian Women’s
Weekly. Who would have thought that
words, which were once so important
to her, became meaningless as she was
drowning in her own phlegm.
We have palliative care in this country but as
the name implies it is “only a cloak” to mask
a disease, it doesn’t alleviate the physical
and emotional pain people are left to endure
as well as “clock watching”. Australians at
least deserve the respect to be able to make
a choice about their own life..

People share their terror
Gabrielle Asprey, medical counsellor,
Birchgrove, November 2017
I am one of the thousands of people who
support this assisted dying bill. From a
personal perspective I want the right to
make my own choice about how my life
might end, if I have a terminal disease
which is at a stage that makes me feel
undignified, keeps me in pain, turns into
something that does not equate to a life
worth living.
In my working life, I talk with people who
have a terminal cancer diagnosis. Most
of those people share their terror of the
prospect of dying in pain, with no sense of
control over their situation. They, and I, fully
understand that most people won’t end up
dying in intolerable suffering. However, what
they all want is the right to choose to end
their life, if that’s how it turns out for them.
Please work with the community to get this
bill enacted.

It’s as important as saving life
Steve Fisher, Northmead, July 2021
I’m a former cardiology nurse and spent
a decade saving lives. But we need to
recognise the importance of a dignified,
painless end of life for those finding
themselves in unavoidable situations of
terminal illness. It’s as important as saving
life. Voluntary assisted dying is the most
humane and dignified way to comfort those
facing a treacherous end to life. I absolutely
support this campaign. I hope you support
the bill on my behalf and for those less
confident to come forward or openly say
how they feel.

Stories of suffering

The pain this woman had
to endure will haunt me forever
Sharon Cass, Talbingo, June 2021
I am a retired nurse and during my career I
have seen so much suffering in people who
were defined as at end stage terminal where
adequate pain relief was withheld. In one
case, a GP withheld pain medication as he
was of the view that the individual (who only
had days to live), would become addicted
to morphine. The pain this woman had to
endure without appropriate pain relief, or
a choice as to whether she wanted to cut
short her suffering, will haunt me forever.
There can be many checks and balances
built into legislation that allows for the
laws to be safe and effective. Having been
raised a Catholic, and irrespective of the
interpretation made by man of a Bible
that was written many centuries ago, I
cannot see where my God would allow
this needless suffering to continue. Please
support voluntary assisted dying.

No amount of palliative care can
address all suffering
A.M, palliative care nurse, Blaxland, June 2021
Please give dying people another option
when palliative care cannot relieve suffering.
I work as a palliative care nurse and I can
tell you pain is not the only type of suffering
people with a terminal illness experience.
For example, a woman with a fungating
(open and malodorous) breast wound,
people with head, neck and mouth cancers
with open fungating wounds and people
who are paralysed with advanced multiple
sclerosis and motor neurone disease who
can’t even scratch their nose! Too many
people think that the suffering associated
with dying is all about physical pain but I
can tell you from experience, no amount
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of palliative care can address these other
types of suffering associated with dying.
Almost all of my palliative care colleagues
want to see assisted dying legislation
passed as we have all seen the cases
palliative care can’t solve.

We should have the option to die
in peace and comfort
Dr Lyn Allen, East Tamworth, June 2021
Many dying people experience great
suffering, even with the best palliative care.
You can allow terminally ill people a choice.
Please help pass this bill.
In my past work as a GP I saw a lot of
suffering as people died where there was no
control on behalf of the patient or myself. No
one wants to be subjected to severe neglect
just because they are dying! This was
particularly so in some of the nursing homes
with a far better death if they managed to
stay at home.
We should have the option to die in peace
and comfort. I beg you again, please vote
for the rights of people who are suffering in
NSW. I know you’re incredibly busy but if
you would ever like to sit down and discuss
this, I would love to.

Sometime they cry for days
Jeanette Waters, Narooma, October 2017
It is so important that voluntary assisted
deaths become legal in our state. I have
worked as a CEO of a rural hospital and
have seen the different ways that doctors
deal with end-of-life care.
Some doctors provide enough morphine
to reduce the pain but assist the person to
die but others refuse and the person cries
with pain for days until they eventually
die. With my own mother-in-law who was
at the end of her life and in hospital, the
on-call doctor would not allow the nurses

to provide more pain relief as he felt it
might end her life. She cried with pain so
I requested that the nurses call another
doctor who was far more empathic and
prescribed additional pain relief for her
which helped her end of life. Her death
was peaceful and our family was able to
be with her.
I don’t want to have to “doctor shop” to get
a doctor who I know will help me die, I want
to have the option of a doctor assisted
death so that my family don’t have to see
me cry in pain.
Please vote for the Bill. It is more likely that
families will try everything to keep their
parent alive rather than the opposite which
the scaremongers are saying in order to
prevent this Bill.

Every day I witness intractable
pain
Caroline Hulme, Shellharbour,
May 2021
I am a palliative care nurse. Every day,
I witness intractable pain. Every day
someone says they just want to die. Every
day a distraught family member asks how
much longer will mum/dad suffer.
We will all die but how we do so, our last
days and weeks, really matters. Please visit
a palliative care ward and see for yourself.
The proposed laws are voluntary, not
compulsory, and if someone wants
to squeeze every possible moment of
existence from this life then they are free to
do so.
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There are worse things
than death

Prolonged suffering
serves no purpose

Ashlee Stevens, Maryland, July 2021

Caroline Coppins, Seaham, July 2021

I was a palliative care nurse at a hospice
for three years. I have seen my fair share
of suffering and I can say with absolute
certainty that there are worse things than
death. Why should people not have the
right to end their suffering in a dignified and
pain-free way?

Surely, we have the right to die with dignity,
in our own homes, with those we love
around us? Please consider Dying with
Dignity as an option for those who choose
to leave this world in a calm, loving and
respectful way, instead of waiting for the
disease process to complete its ugly,
unkind, inhumane path. I ask this as a nurse
and support person who has watched
several people die and as a daughter who
watched her mother die, over six long,
painful months of bone cancer following
breast cancer.

I have seen the proudest people suffer with
incontinence and losing their independence.
I have seen mothers and fathers suffer
days and weeks of guilt about their children
having to watch them slowly slipping
away. I have seen pain both physical and
emotional. I have been asked numerous
times by patients to end their suffering.
The passing of an assisted dying law is a
kindness. Not to do this is nothing short of
a cruelty.

Come work alongside me for a
week or two
J.S., Tahmoor, February 2021
I work and have worked as a palliative
nurse specialist over the last seven years
and if you have any hesitation in supporting
voluntary assisted dying, please feel free to
come work alongside me for a week or two.
Happy to provide nursing feedback from
someone on the frontline in at ground level
working, experiencing and advocating for
choice and dignity in patients and families in
last breaths, days, weeks, months and often
years in their disease trajectory.
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Prolonged suffering at the end of a terminal
disease is inhumane and unnecessary and
serves no purpose other than keeping the
precious few on their pedestals clutching
the moral high ground like a protective
cloak. The rest of us are just trying to be
human and compassionate and kind.

Truly heartbreaking deaths
Carol Gamble, Mullumbimby Creek,
December 2018
I am a retired registered nurse and a
volunteer with Amitayus Hospice Home
Care. We provide trained volunteer carers
to assist primary carers keep dying people
at home, out of hospitals at the end of
their lives. I was previously an oncology
Nurse and specialised in palliative care. I
have been present at ‘good deaths’ and
some truly heartbreaking ones where
suffering was needlessly endured although
the people dying and their families longed
for release. It STILL is rarely possible
and the laws need urgent review and
improvement. My generation demands the

right: how and when and where we decide
without endangering those around us who
may assist. It should be available, legally,
the majority wants it!

Some regretted opening their
eyes in the morning
Laurie Slater, Windang, November 2017
I worked for most of my working life
as a senior palliative care nurse. At the
beginning of my career I wholeheartedly
supported palliative care and thought we
could achieve wonderful things for my
patients and their families. And we did,
most of the time. However, over time,
medical advances meant that I saw more
and more patients with much further
advanced disease trying to cope with the
evermore debilitating effects of living with
advanced disease. Surprisingly, very few
ever mentioned any sort of assisted dying,
perhaps because they felt they couldn’t.
Some did regret opening their eyes in the
morning, knowing that they had to face
another day. They did appreciate all that I
and my colleagues did for them.
I now want the option of assisted dying
for myself, should I ever need it. But it
needs to be a real option, and you can
make it happen should you support this
Bill. Please do. It will make people in
that position feel that they are not out of
options. Hopeful, perhaps.
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Too often it’s not on
their terms
Charlotte, Coogee, July 2021
I’m a registered nurse of 18 years who has
worked primarily in critical care in major
Sydney hospitals.
I initially studied Biochemistry and Molecular
Biology at ANU in Canberra shortly after
which my father at 52 years of age got
a sudden diagnosis of stomach cancer
(terminal) and died eight months later.
He was super fit and healthy and had no
co-morbidities. I was 21 years old when he
died at home in my care on his terms (by
declining life-saving medical treatment –
but, in reality, he was only going to live one
or two more months wasting away) and he
was the first person I saw die. This led me
into a nursing degree.
I have seen so many people die since that
day in January 2001. So many of them
died in hospital in a horrible way, many of
whom wanted to die sooner in dignity
but couldn’t.

“That decaying,
undignified death not only
affects the person and
their family, but also us as
health care professionals”
I feel privileged to bear witness to
someone’s final moments and I’m happy
to carry that responsibility, but too often it’s
not on their terms and therefore traumatic.
There are many times I’ve gotten to know a
patient and wish that they had the dignity of
my father’s death.
As a health care professional, I urge
you to support legislation that enables a
terminally ill human being to choose their
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time, their place and on their terms. A
more beautiful passing for these people
might also alleviate the stress on the heath
care system and relieve many health care
professionals from those moments that are
unnecessarily traumatic. Please support
this bill.

Voluntary assisted dying can
make the difference
Kellie Cooper-Smith, Sydney, March 2021
I am writing to you in the hopes of getting
one step closer to introducing voluntary
assisted dying to NSW.
I work for a very respected and well-known
not for profit organisation as a community
palliative care worker. Every day I visit dying
people and their families in the community
to assist with personal care, comfort care
and emotional support at end of life.
Watching a loved one die is devastating
and one of the hardest journeys that
a human being goes through. Not all
deaths are a pleasant experience, it can
be painful, distressing and traumatic. In
most circumstances the dying person and
the family have little to no control over
what the dying person will experience.
Voluntary assisted dying can give choice
and empowerment back these
beautiful people.
People who are given a terminal/life limiting
diagnosis deserve to experience a “good
death”, if their quality of life is compromised,
they deserve to have the option of voluntary
assisted dying.

Everyone deserves a “good death”
and voluntary assisted dying can make
the difference.

There is no justifying this misery
Robyn Sim, Glen Innes, November 2018
I am an ex-oncology and palliative care nurse
and have witnessed first-hand the misery
that terminal illness visits on its victims
and their families. There is no justifying this
misery to continue; visit a palliative care unit,
a cancer treatment ward, talk to someone
suffering from Huntington’s disease or an
inoperable brain tumour. Sobering stuff...
Will you vote to give your constituents dignity
in their final hours? Will you allow your voters
the right to decide when enough is enough
in a losing battle? Not everyone wants to
end their lives in circumstances of terminal
illness – they are willing to play the hand dealt
to them. But, surely, we deserve the right to
shuffle the deck and choose for ourselves. All
I really own in the world is the body I stand
up in – I should be able to decide it’s future.
We all should have that right!

Yet to see a peaceful death
caused by cancer
Carole Purnell, Moorland, June 2021
Please give dying people another option
when palliative care cannot relieve suffering.
I am a retired registered nurse who has yet
to see a peaceful death caused by cancer!
Palliative care didn’t work for my brother
who died in April. He was in agony from
diagnosis to death.

Please help us empower these people.
Please help give them the choice to do it
their way. It’s time for NSW to make the
change. The time is now!
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The pain and suffering of those
not given a choice
Christine Janssen, Bundanoon,
June 2021
As a retired allied health worker, I know
the pain and suffering experienced by
those not given the choice to die a
dignified death. Our democracy is based
on the right to choose.
There is supposed to be a separation of
state and church. I urge you to support the
vote to allow people to end their unbearable
suffering and to ensure that euthanasia is
regulated – which isn’t the case now.

Doctors and nurses are frightened
of the legal ramifications
Desley Henrickson, Northern Beaches,
July 2021
I am a nurse and so is my daughter – we
are both haunted by the terrible pain and
emotional suffering of patients who do not
even have access to palliative care. Doctors
and nurses who are too frightened of the
legal ramifications if their administration of
prescribed morphine is questioned. Legal
euthanasia should be a choice for all and so
should access to palliative care.

A strong legislative framework
Imelda D, Wentworth Falls, July 2021
I fully appreciate the complexities that
surround this legislation. While I do not
have a terminal illness, I have seen too
many people die in a slow, painful manner
which would not have been their choice,
had one existed.
I am now retired. My entire career has
been in the field of disability and later, adult
guardianship. I acknowledge the real risks
that could exist for vulnerable groups, if
the legislation is poorly drafted or lacks the
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necessary safeguards. However, I think
that there is more than enough international
and national experience to inform a strong
legislative framework.
Palliative care has been, and continues
to be, an excellent source of support for
those who elect to let life take its course.
For those who would do otherwise, please
support them to realise another option
when palliative care cannot relieve suffering.

Without VAD, palliative care is not
true person-centred care
Richard, Arncliffe, December 2018
With 20 years of professional experience in
delivering palliative care services, there is
an absolute need for choice when it comes
to compassionate, end-of-life care options
and empowering those when they are
facing their biggest challenge.
Palliative care without the adjunct of
voluntary assisted dying options IS NOT
true compassionate patient-centred care.

Do not allow religion to hijack
this choice

This is not a RELIGIOUS issue. This bill
will not force people to be assisted in their
death - that is every individual’s choice.
Please do not allow “religion” to hijack this
choice for ALL people.

They shouldn’t have to suffer
because of outdated laws
Kathleen Whelan, Tahmoor, 2021
My beloved sister died in agony despite
excellent palliative care. I am also a
registered nurse and have worked many
years caring for people with terminal or
debilitating illnesses. Sometimes their
quality of life cannot be ensured. They
shouldn’t have to suffer because of
outdated laws. My sister begged me
several times to help her die. Can you
imagine how torn I was? I was so tempted
to do so but I knew it was against the
law. My heart broke to see her suffer. My
husband has Parkinson’s and he said if this
law doesn’t change he will kill himself when
it gets too bad. I am begging you to lobby
to change this law.

Katharina Feltl, Padstow, November 2017
I strongly urge your vote in the upcoming
bill on voluntary assisted dying to reflect
YOUR electorate. This bill solely reflects
the rights of individuals with terminal illness
to choose and implement a humane and
dignified death with family at their side.
I have worked with people who have
multiple sclerosis, Huntington’s disease and
other forms of progressive illness. What
strikes me about the individuals I have
supported is their zest for life and courage
under difficult circumstances. These have
not been people who have wanted to die
but want the right in the final stages of their
illnesses to have access to a “better” death.
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As a nurse I have seen
horrendous suffering

I have seen patients beg to end
their suffering

Doctors are afraid to really keep
them pain free

R.S., Camden South, November 2019

Jan O’Halloran, Bermagui, November 2017

Karen Howell, Forbes, June 2021

I fully support the Assisted Dying Bill. I am
nurse and a person living with multiple
sclerosis. I don’t have a terminal illness but
suspect the chances of me acquiring one in
my lifetime are quite high.

As a retired palliative care nurse, I support
the Voluntary Assisted Dying Bill. I have
seen patients beg to have their suffering
ended. One woman said you wouldn’t let
your dog go through this! Another starved
herself to death refusing all food. These are
the exceptions in palliative care, but surely
these people should have the right to a
good death too. Please support this bill.

I have 28 years of experience with assisting
in palliative care as I have nursed and
cared for them and when they say having
pain medication stops the pain they are
mistaken. To prevent pressure areas they
must be repositioned every two hours, and
I can tell you they cry out in pain on every
turn. It breaks my heart that we even touch
them and due to all the fears that doctors
have about overdosing, they refuse to really
keep them pain free. But if you have a sick
pet then it’s okay to put them to sleep.
Again, where are people’s rights to choose
their path?

As a nurse I have seen horrendous suffering,
for which there is no need. People have
the right to a dignified death, a pain free
death, a peaceful death. I used to work
in the adult wards and the suffering I saw
knew no bounds and no ends until people’s
last breath. It is not right. I was so affected
by people’s needless suffering, I came to a
point where I knew I needed to leave nursing
or find a job that was not so confronting. I
now work in paediatrics as a result.
Last year a dear friend of mine with multiple
sclerosis took his own life because there
were no assisted dying laws. He was quite
disabled, to the point where only his mind
and hands functioned as they should. He
was so afraid of losing the function of his
hands. He made the horrendous decision to
take his own life before he lost this function
and became locked in, unable to make his
own choices. For him to do this in secret,
without the support of his family, without his
loved ones present would have been the
most heartbreaking thing to do.
He was a great advocate for voluntary
euthanasia and assisted dying laws. These
laws are needed, to end the suffering.
People have the right to choose when they
want to die. Death on their own terms.
A death with no physical suffering. It is
everybody’s right.

My hands are tied, I must watch
them suffer
Kathryn, Cronulla, July 2021
I am a community registered nurse and I
have the privilege to care for our community
in their homes. Palliative care can help many,
but others are left in torturous pain and
suffering. Some people have expressed their
wish for freedom of choice and others have
asked me to help them obtain medication to
end their suffering. Obviously, my hands are
tied, and I must watch them suffer. But our
community is ready for change.
Every decade since the 1970s to now,
Australians have supported assisted
dying in the context of terminal illness and
immense suffering. 70% of Australians over
the last 50 years have wanted it. We are
still waiting.
My dear mother, a 70-year-old retired
science teacher now has a recent diagnosis
of aggressive lymphoma, and at the end
of her days. If she has to suffer, I will be
campaigning very vocally for the NSW
government to be taken to court for in
humane and callous conservatism.
Time to do the right thing and support
assisted dying as demanded by the majority
of people you represent.
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Dying is not like in the movies
Julie Kerr, Culburra Beach, April 2019
I would like to encourage you to help pass
the voluntary assisted dying laws for NSW.
I have now retired after working for many
years in the aged care sector in nursing
homes. I can tell you from my own
experience that dying is not like in the
movies where the patient closes their eyes
and slowly slips away. Sadly, this is a very
rare exception, most people, especially
those with chronic illnesses, die in agony and
discomfort and usually no DIGNITY intact.
The current regime of morphine for palliative
care most often has little to no effect and
is often dependent upon the compassion
of the attending nurse as to the regularity
of doses. For these reasons, I ask that you
help pass the voluntary assisted dying laws
so that those who qualify may be helped
to pass with no pain, their dignity and their
families supporting them.
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Living the dying
“I fear every day a painful, undignified
and drawn-out death.”
Anthony Ellison, Stage 4 colon cancer
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I know how my death could unfold
Scott’s story: Stage 4 bowel cancer, Thornleigh
I can vividly remember the moment my doctor told me that a
scan had found cancer in my liver. Just two weeks earlier a
‘precautionary’ colonoscopy had resulted in a surprise bowel
cancer diagnosis, but my doctors had been confident we’d caught
it early. The fact cancer had now been found in my liver was a game
changer. I was ‘stage four’ which means the cancer is ‘metastatic’ –
it has spread to adjacent tissue and other organs.
Just three weeks after popping into the GP for what I thought would
be a routine visit, I was starting an aggressive treatment regime
that combined radiation and chemotherapy. The goal was to shrink
my primary bowel tumour as much as possible before surgery that
would remove the affected section of bowel and half my liver.
It was August 2017, I was 35 and life was otherwise good, in fact it
had been great. Eight months earlier we’d welcomed our third child
into the world, a beautiful little brother for his two sisters.

Optimism and pragmatism
I started recording videos for my kids. I wrote a manual to our home
and life with all the things I thought my wife Amelia might need to know
if I wasn’t there.
Any advanced cancer patient will tell you that the battle is as
much mental as it is physical. The trick is to find balance between
optimism and pragmatism. I needed to believe that all the treatment
would be successful despite the odds.

As someone with cancer you tend to meet a lot more people with
cancer – in waiting rooms, in chemotherapy wards and in support
groups. Speaking to those fellow travellers I found that many of us
shared a fear of what our deaths might entail, and what it would
mean for our families.

Emotion
The most emotional point of my entire cancer journey came one
evening when my then five year old daughter refused to leave
after visiting me in hospital. I was heavily dosed with a powerful
painkiller, and its hallucinogenic side effects combined with the
sound of my little girl screaming “I want my daddy” down the
corridor, sparked an overwhelming sense of panic in me about
what my death might mean for my children.
While opposers to voluntary assisted dying morally posture, people
are suffering. It’s estimated that a significant portion of suicides
are attributable to people with terminal illness trying to end their
own suffering – often clumsily. There are stories of people who find
themselves accused of serious crimes simply because they are
trying to afford their loved ones a dignity in death that our politicians
are too cowardly to provide. Then there is the far larger group – to
which I belong – who continue to suffer from the fear that comes
from not knowing what their deaths might entail.

On the other hand, I am a husband and father and that demands
some pragmatic realism. Between treatments I prepared a Will and
granted Amelia, Power of Attorney. I started recording videos for
my kids. I wrote a manual to our home and life with all the things I
thought they might need to know if I wasn’t there.
Planning also extended to my death. I needed to understand exactly
what would happen in the scenario that my treatment was not
successful. I asked my GP what would happen, I visited the palliative
care facility and spoke to the staff about how a death typically unfolds.

Death can be horrific
All my research led me to the same conclusion. Palliative care can
ease most suffering for most people, but there is a small minority
of cases where the nature or extent of suffering simply cannot be
managed. No disease is the same and no patient is the same. You
can’t know if you’re going to be part of that small minority. For this
small group of people death can be horrific.
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“Speaking to fellow travellers
I found that many of us shared
a fear of what our deaths
might entail, and what it
would mean for our families.”

Living the dying
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I want to die with my wife holding my hand, peacefully
Julian’s story: Stage 4 esophageal cancer, Port Stephens

Julian Henwood loves paddling his kayak and outrigging in a
six-person canoe, having previously enjoyed dragon boating for
many years.
He’s equally passionate about walking, cycling and the little-known
pursuit of ‘Pickleball’.
“It’s an American game played on the size of a badminton court
– it’s like a mini tennis or giant table tennis and it’s a lot of fun,”
Julian said.
With such an active lifestyle, the 60 year old says he was “expecting
to live well into my 80s, if not my 90s”.
But in late April 2019, Julian suddenly became overwhelmingly
fatigued. Tests showed stage 4 esophageal cancer which had
spread to his liver. “I had a tumour in my lower oesophagus, sitting
on top of the stomach,” he said.
“It had grown quite rapidly, within months, to infiltrate a blood
supply, and that was causing internal hemorrhaging so I was
becoming anaemic.”
After weeks of blood transfusions, Julian underwent radiation and
12 cycles of intensive chemotherapy as well as a targeted therapy
called trastuzumab.
The treatment successfully addressed the primary cancer –
and shrunk the two largest tumours in his liver from diameters
of 9 to 2cm.
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“With everything the fantastic medical people can do, this is as
good as it gets,” Julian said.
“It’s almost guaranteed at some stage the cancer will outwit the
medicine I’m receiving, so I will relapse.”
When that happens, Julian wants to be able to die without suffering,
and says it makes no sense that voluntary assisted dying laws are
not already enacted in NSW.
“We have assisted birthing, we have assisted living, why can’t we
have assisted dying?” he said.
“I want to die with my wife holding my hand, in as good a state as I
can, and to die peacefully.”

Diagnosis and survival
Before his diagnosis, “It was really the transfusions that kept me
alive,” said Julian, who spent two weeks in the hospital receiving
the treatment.
Julian says he is among the 60 percent who have had successful
radiation to stop the internal bleeding.
“When I got diagnosed with this cancer I thought, ‘I can’t go
through this,” he said.
That mindset changed after he spoke to a mate who had survived
stage 4 colon cancer.
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“We have assisted birthing, we
have assisted living, why can’t we
have assisted dying?”

“Once my blood levels got stronger, my brain got stronger and my
will to live got stronger, and I said, ‘You know what, I am going to
fight this cancer’. And I did.”
Julian said “survival data” suggested he initially had five months to
live, “and here I am, August 2021, feeling as good as I can”.

Why can’t I choose VAD for myself ?
Julian’s profession as a pharmacologist, with a deep knowledge of
the way medications work, has influenced his views on voluntary
assisted dying.
During his career, he helped evaluate medicines, and his
assessments - widely circulated in pharmaceutical publications were considered the independent, credible and authoritative ‘voice’.
He understands the class of medications typically used in assisted
dying contexts.

“Why can’t I choose that for myself? Why can’t I take a medicine
that I actually did research on?
“It doesn’t make sense to me that governments should withhold
something that is so well managed, regulated, researched.
“It’s not like we’re giving something that we don’t have any data or
evidence behind.”
On a personal level, Julian says he doesn’t want to suffer agonising
pain or die without dignity.
“I hope palliative care is all I need, full stop, and that it’s a lovely way
to go into the next stage of the whole life and death cycle,” he said.
“But if I’m in a situation where I’m spending weeks suffering
unnecessarily, if I lose all my dignity in front of my loved ones, why
can’t we practise compassion?”

And he says, should voluntary assisted dying become a legal
option, he would not hesitate to seek it for himself if his suffering
became too great.
“It’s my life, and I want to be able to sign something, or administer to
myself, a medicine that I know has been so well researched, that we
use for sedation or pre-anesthesia or even anaesthesia,” he said.

Living the dying
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I want an empowered, meaningful death and to
‘live my death’ as I live my life
Janet’s story: Terminal lung cancer, Camden Head

diagnosis confirmed, I joined Life Circle in Basel, moved by GP Dr
Erika Preisig’s outstanding compassion displayed in a documentary
about UK resident Simon Binner’s end-of-life experience.

It’s been six years since I was diagnosed with lung cancer and it’s
still hard to believe how this could have happened to me, a very
healthy, 60-year-old non-smoker.
Now looking through the narrowing window of treatment options
left, I know I don’t want to die as just another victim of this disease.
I don’t want people to say that I ‘lost my battle’ with cancer. I want
an empowered, meaningful death and to ‘live my death’ as I live my
life, with purpose and conviction.
Being able to access an assisted death has been one of the
greatest comforts on this difficult journey, enabling me to stop
worrying so much about the end of my life and to get on with living
the rest of it well and with purpose.
I don’t want to die as just another victim of this disease.
Wanting a better end-of-life option than available in NSW, in 2013
I joined Swiss organisation Dignitas. In 2015, with a terminal
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In 2018, when it seemed I couldn’t access the next life-extending
treatment, I applied for Life Circle’s ‘green light’, the pre-approval
stage for a voluntary assisted death. Although I managed to access
the next treatment, every scan brings me closer to the time when
this too will stop working.
When I decide the time is right, I will nominate a date to end my
life and make the arduous and expensive journey to Switzerland
with my partner, family and friends. Not an avid overseas traveller, I
would prefer to die on home soil, but as this isn’t available in NSW
and I’m not in a position to move to Victoria, I have no option but to
travel, knowing how fortunate I am to have this option which should
be available to everyone who needs it… not just those who can
afford it and are physically able to travel there.
The call for change on this issue is gathering momentum around
the world and I hope my experience can add to the community
voices for change to allow terminally ill people to choose a voluntary
assisted death as an integrated part of the existing suite of options
available for easing pain and suffering.

Stories of suffering

“Being able to access an assisted
death has been one of the greatest
comforts, enabling me to stop
worrying so much about the end of
my life and get on with living.”
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My brain, my body, everything is slowly coming apart
Dee’s story: Multiple system atrophy, Woollahra

“I want to say my goodbyes while
I know who everyone is. For all our
sakes, I want to go peacefully.”

“That was one of the hardest moments; it’s when I realised the MSA
was really starting to kick in.”
Dee’s increasing frailty and need for medical support meant the
couple had to leave their beloved family home and move to Sydney.
Dee Hilton used to love her life. Catering “for casts of thousands”,
having fun with family and friends, working in her Southern Highlands
garden, travelling with her husband Andrew or losing herself in a
good book were all things the retired high school teacher adored.
“I was a prolific reader, books were my escape. As the eldest of
eight, cooking was something I’d been doing since I was very
young,” Dee said.
But seven years ago, in her late sixties, all that started to change. “I
began to have falls, which was puzzling, so I went to the doctor. Two
and a half years later I finally got a diagnosis – they told me I had
multiple system atrophy (MSA), which is a rare neurodegenerative
disorder and basically means that everything in my body is dying.
“My brain, my body, everything is slowly coming apart.”

Waiting game
With no cure and no medication that can help, Dee’s life has become
an awful waiting game.
“I can’t read anymore because I can’t follow the plot, I can’t drive.
Three years ago I was shocked to find I can’t even cook.
“I’d prepared a special meal to break the Yom Kippur fast and when
we sat down I realised I’d forgotten to put the pasta on and I’d
missed half the ingredients – I was in tears.
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Since then a breast cancer diagnosis, chemotherapy and a recent
mastectomy have added to her stress and growing infirmity.

No government has the right to
tell me I have to be a vegetable
“I have been blessed with wonderful doctors, and my family,
especially my husband, have been absolutely incredible. I know I
am very lucky but I am ever more fragile. Eventually, I will be in a
wheelchair and unable to recognise or relate to anyone, unable to
care for myself.
“That’s not me – I don’t want to be a vegetable! And I don’t want my
family to have to watch this; I don’t want those to be the memories
my loved ones have of me.”
Although she tries hard to focus on the positives, Dee says life is very
frustrating, watching her memories and the ability to process things
slip away. Hovering, ever-present, is the fear of what lies ahead and
what she will become.
She is very clear that being able to end her life at the time of her
choosing is absolutely her preference. “I want to say my goodbyes,
while I know who everyone is. For all our sakes, I want to go peacefully.
“No government has the right to tell me I have to be a vegetable.
We’d be put in prison if we did that to animals.”

Stories of suffering

“I don’t want my family
to have to watch this; I
don’t want those to be the
memories they have of me.”
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Voluntary assisted dying would provide me strength
Tony’s story: Stage 4 prostate cancer, Wentworth Falls
Diagnosis
Tony was diagnosed in 2017 with aggressive advanced prostate
cancer, which had spread to his bones.
“Back then, I was told the average life expectancy for that type of
prostate cancer was around five years with treatments,” he said.
After three months of chemotherapy, Tony went on to indefinite
hormone therapy.
He retired from work in early March 2019, due to extreme fatigue
from the cancer as well as ongoing and debilitating leg-muscle
damage, which he says is a side effect from his treatment.
Scans as at January 2021 showed a “massive growth” of cancer
in his bones since his previous six-monthly scans, and “threequarters of my vertebrae is now covered in secondaries”.
Tony is also now facing possible removal of his bladder.

Quality of life

ABBA-mad Tony Rogers, 55, considers his most prized possession
an autographed photo of the Swedish group’s keyboard player,
Benny Andersson.
The treasure made its way to Wentworth Falls after Tony sent a
thank you message to Andersson for his instrumental CD Piano, a
recording which soothed him through countless hours of gruelling
cancer treatment.

As his disease progresses, Tony says he does not wish to burden
his sister - his only living relative - if he ends up with “long-term
suffering through pain, discomfort and/or becoming a vegetable”.
“I don’t want my sister to have to cope with my declining state;
she’s been through so much already,” he said.
Nor does he want to be in a nursing home - his time as an aged
care assistant has made him adamant about that.
“Where’s the quality in life with that? It only adds up to a quantity of
life. A severely long-lasting nightmare,” he said.

“Being a massive fan of ABBA since 1976, receiving that personally
signed photo meant a lot to me,” Tony said.

A chance at control

Before Tony was impacted by prostate cancer in late 2017, he had
spent most of his working life as a graphic designer.

Tony says VAD laws would give people suffering terminal and
neurodegenerative illnesses the chance to have some control at the
end of their lives.

His most recent job was four years as a personal care assistant in
the aged care sector, during which he witnessed his share of death
and dying.
In his personal life, too, there have been immense emotional
upheavals, including caring for his “lovely and sweet” partner of 25
years, Kenn, as he died from complex health issues in 2018.
Tony is now facing his own mortality, and is campaigning hard for
voluntary assisted dying (VAD) in NSW - which he hopes may be
passed and enacted in time to help him.
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And it would ease the path of grief for their loved ones.
“They will be able to officially see us, talk with us, hug and kiss us
for a final time,” Tony said.
“And there will be no grief to them wondering how we suffered
before a suicide - physically and emotionally.
“Voluntary assisted dying is such a psychological strengthener,
that we can all face our endings just a bit calmer and with more of
a peaceful resolve.”
Stories of suffering

I have MND. I know what lies ahead for me
Mark’s story: Motor neurone disease, Ashfield.

This disease has begun to ravage my body more severely during the
last 18 months. I am now in a motorised wheelchair, fed three times
a day, showered by strangers. With each day, I watch every single
pleasure and interest of mine and any shred of dignity eroded.

Do not resuscitate
Knowing what lies ahead for me, I no longer have any interest in living.
In October, I decided to take matters into my own hands. I was
found nine hours later unconscious, but sadly still breathing. Even
with advanced care plans, I was revived contrary to my wishes. I
was angry that my instructions had not been respected but I was
informed that, under NSW legislation, ambulance officers must
revive you.
Since then, I have revised the plan and have included in big bold
red letters on the header the initials “DNR – MND” in the hope that
this situation will not arise again.

My name is Mark, and I am a former architectural drafter and interior
designer with an earlier library background. As a gay man and
survivor of child sexual abuse at the hands of the Catholic Church
in the 1960s, I managed to miraculously elude AIDS in the 80s, but
many of my friends are now dead. Somehow, I have also avoided
the current pandemic sweeping the world. I have been diagnosed
with PTSD. After spending decades and a fortune in therapy, I have
finally reached peace in my own heart.
But by far my biggest insurmountable challenge is that I am terminally
ill with motor neurone disease (MND) and am being physically eaten
away as I approach my death.

Now I find myself going to sleep each night praying that I do not
wake up. I have tremendous carers and fantastic supportive family
members around me, but the reality is I face this disease alone.

I am not depressed
I am not depressed. I want to leave this world before things get
worse than they already are. There is nothing good that can come
of me living longer.
MND is irreversible and always terminal. The disease, and the
side effects of the medication used to help me, create an everworsening existence as I watch myself disintegrate.

The ‘bastard’ disease
People describe this as a bastard disease and I wholeheartedly
agree. It is consuming tissue and muscle, and devouring parts of
my mind and memory. But still my body won’t quit, and I find myself
hanging in limbo, waiting to die. My medical specialists see my
longevity of four years as something to relish. There is nothing good
about prolonged living with this wretched, mongrel, useless disease.
I have always been a staunch supporter of assisted dying – even
before the MND diagnosis. I watched my mother slowly die in a
nursing home many years ago and promised myself that should
similar circumstances arise in my life I would put paid to it.

Living the dying

Watch Mark’s
story here
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I have to decide how I’m going to kill myself
Anne’s story: Multiple system atrophy, Somersby

“The worst is yet to come. Swallowing
and breathing will deteriorate, and I’ll
need intervention to keep me alive.”

The only medicine that assists with the nausea that I experience
after every meal is known to exacerbate Parkinsonian symptoms.
The worst is yet to come. Swallowing and breathing will deteriorate,
and I’ll need intervention to keep me alive.
My name is Anne Kathryn Jones. I live on a rural property with my
husband of 58 years. My two sons and daughter-in-law help run the
property and my daughter and son-in-law are raising their family in
Melbourne. I have four lovely grandchildren. It has been a privilege
to watch them thrive. But with my diagnosis, I won’t see them marry
and have families of their own.
I have been diagnosed with multiple system atrophy (MSA), a rare
neurological disease with some similarities to Parkinson’s disease.
My symptoms started with a heavy feeling in the left side of my
forehead which affected my balance and made me feel like I was
falling forward. It affects my eyesight so I can no longer drive or
read easily. My eyes flicker and lose focus. Keeping my balance is a
problem and I will lose the ability to walk.
There is no treatment or medication for this disease. Drugs that
I’ve been prescribed have all had adverse side effects, making me
more unwell.
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Swiss option denied
I am lucky to have reached 79, as it is more usual for victims to be
diagnosed in their 50s and 60s. As NSW does not have adequate
voluntary assisted dying (VAD) laws, my choice is ‘Laura’s Choice.’
I want to have a peaceful death in Switzerland with my loved ones
present. But owing to bloody COVID, it seems that ‘Laura’s Choice’
may be denied me.
My next choice is a very difficult one. I have to decide how I’m
going to kill myself. As no one else could be involved it would have
to be in secret, with no family present. So I wouldn’t be able to say
goodbye. If not, my option is palliative care, however it can take
three weeks to starve to death. Maybe I’ll get lucky and suffer a
sudden medical event that knocks me off my perch.
I am begging all members of NSW parliament to pass adequate
VAD laws so that anyone with a terminal illness can choose to die
peacefully with their loved ones present.

Stories of suffering

I don’t want to see how bad this is going to get
Kim’s story: Secondary progressive multiple sclerosis, Coffs Harbour
Disabilities
Kim lives with disabilities relating to mobility, speech, eating, drinking
and continence. “My swallowing, bladder and bowel have packed up,
so intake is ruined and so is elimination.
“My coordination has been flattened on the left hand side by lesions
in my small brain, or cerebellum,” she said. “I’m left handed but I’ve
now become right handed because that’s my ‘working side’.
“And my legs are weaker – I have lost coordination and
gained spasticity.”
Kim uses a power wheelchair outside the house and when she’s
working, which she does from home in Coffs Harbour on the NSW
mid north coast.
Kim Strydom, a qualified doctor, has pursued a rewarding career
in clinical research for 24 years. She’s still employed as a medical
director of the Cell and Gene Therapy group of a contract research
organisation.
Her “awesome” 18-year-old daughter tops the list of personal
accomplishments, and her wicked sense of humour shines through
when she speaks. “Getting on people’s nerves is one of my talents,”
Kim said.
Kim, 49, has secondary progressive multiple sclerosis (MS) and –
with her decades of medical knowledge – knows her end of life “is
going to get ugly”.
“Knowing where MS does eventually go, I’ve gone, ‘I don’t want to
see just how bad this is going to get’,” Kim said.
“If the progression isn’t stopped, I’ll end up bedridden, incontinent,
unable to eat or speak or drink and unable to communicate at all,
with no voluntary control over anything.
“And that is just a very horrible ending as far as I’m concerned.”

Diagnosis
Symptoms of the disease began appearing in 1998 and Kim was
diagnosed in 2002. She began using a walking stick about 10 years
ago and “was able to get away with faking normal” for many years.
“The ability to fake normal gradually got less and less, and now I
don’t even try,” Kim said.
“I became increasingly disabled over recent years and now I’m quite
disabled but my brain still works,” Kim said.

Living the dying

Carers visit twice a day to help with chores and showering, “and I do
what I can with the good arm”.
“They supervise me so I don’t keel over and kill myself in the shower
– I know I’m going to check out but not that way!” Kim said.

The big unknown
Kim says she could “be like this for another 10 to 20 years or it could
turn aggressive and get me in a couple of years’ time. The prognosis
is actually a great big unknown.
“But I can say, because the rest of me is in such good nick, I am
likely to last another decade, getting progressively more and more
disabled and ending up being unable to do anything for myself.
“And that is something that I really don’t want to do.”

Voluntary assisted dying
Kim knows her ‘natural’ death “could be a very protracted one.
You will die from complications of immobility, and that’s not really
something I look forward to.”
She would like the peace of mind of knowing that, when things
become intolerable, voluntary assisted dying was available to her.
“Because of where the future’s going, I would like to have that
choice,” she said.
“We have no control over when we’re born but I would like, in a
civilised society, to have control and choice about how and when I die.
“I think voluntary assisted dying would be the best thing next to
sliced bread, it really would.”
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I don’t believe suffering is meaningful

Judith’s story: Chronic obstructive pulmonary disease and lung cancer, Alexandria

“I know there may come a day when
living becomes intolerable for me.”
claim to fame is that I played Angry Anderson’s bikie mum in one
of the Fat Pizza movies. I only had three lines to say, during which
I dropped the F bomb four times while holding a bong. So, it was
very elegant and enormous fun.

Medical merry-go-round
I have been in and out of hospital more than 50 times since being
diagnosed with chronic inflammatory lung disease (COPD) 20
years ago and then over two years ago, with lung cancer. I’ve had
chemotherapy and my body reacted very badly, so I ended up in
hospital with a collapsed lung and pneumonia.
I’ve had 32 radiotherapy treatments. I was in hospital nine times
in 2020 with out of control lung infections, or a collapsed lung, or
pneumonia again. Now I’m receiving immunoglobulin therapy to
replace my immune system.
When my oncologist recently offered chemotherapy again, I
declined. She said there was between five and 10 percent chance
the chemotherapy will work, but there was between 10 and 20
percent chance that I’d end up back in hospital. I don’t like those
odds, so I’ve elected not to have it. I hasten to add that I am getting
excellent care and am involved in the decision making.

I’m not ready to die
I have had some interesting jobs – as a Department of Education’s
investigations officer, a private investigator and a conciliation officer
for the Human Rights Commission.
After I retired, I joined a seniors acting group and was auditioning for
TV commercials, with some success, as well as some film roles. My
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If I could only get off this medical merry-go-round I’m on I could
continue having that sort of fun and give my family a tiny thrill when
they see me on TV. I know there may come a day when living
becomes intolerable for me.
I’ve had a wonderful life and I’m still very hopeful it can improve
after the lung surgery (pleurodesis) I had in August, but I have no
way of knowing when I’m suddenly going to get much worse and
I want the control, to know that I can do something about it. No
one else can ever gauge when my medical situation is too much
to bear anymore.
I’m broadly receiving palliative care but still living independently
at home and I can’t wait for voluntary assisted dying (VAD),
with appropriate safeguards, to be legalised in NSW. I’m very
comfortable with those against VAD legislation thinking I’m a wimp
because I don’t believe suffering is meaningful. If they want to make
that choice, good for them. Suffer to your heart’s content just don’t
make that choice for me and allow me to make the choice I want.

Unlikely to die gracefully
Unfortunately, unless I get the option of VAD, I am not likely to die
gracefully. I will be choking and suffocating and thrashing about
being unable to breathe. Please let me make the choice to have a
different death.

Stories of suffering

Dying is the only relief I’ll get

Toby’s story: Spondylo-ocular syndrome, Kempsey
A registered nurse visits Toby twice a week at his home in Kempsey,
on the NSW mid-north coast.
Desperate to end his suffering, he has begged the RN to help him end
his life. “She says, ‘Sorry, I can’t do it because I could go to jail’,” Toby
said. “Voluntary assisted dying is the only thing that will help me.”

Numerous surgeries
Spondylo-ocular Syndrome was classified as a condition only about
six years ago. At 19, Toby’s brother Hunter also suffers from the
disorder, “but his isn’t as bad as mine”, Toby said.

Toby Tyne has lost count of the number of times he has broken his
bones, but guesses it’s “a couple of hundred”.

The boys’ mother Angela says Toby has had numerous surgeries,
including open heart surgery as an eight year old and a bowel
operation after a stomach ulcer perforated his bowel.

The 22-year-old is in The Medical Journal of Australial as the first
person in the world to be diagnosed with spondylo-ocular syndrome,
in which his bones break easily and he lives in constant, chronic pain.

“He’s pretty much had everything, and multiple surgeries for
fractures,” Angela said, adding that Hunter, too, has had heart
surgery, via keyhole.“Because it’s both of them, we’ve never really
kept count of the surgeries.”

So incredibly rare is the genetic disorder that since Toby’s diagnosis
– and that of his younger brother, Hunter – only four other people in
the world are known to have it.

Until recently, Toby has been able to use an electric wheelchair. But
he is now confined to bed and requires round-the-clock care for
everything including personal hygiene.

It took until Toby was 16, in 2015, for the diagnosis to be made, by
a paediatric endocrinologist at Sydney’s Westmead Hospital. But
Toby had lived his life with fragile bones and a range of attendant
issues, having been found to have osteogenesis imperfecta at three
years of age.

“I’m in constant, chronic pain and I literally cannot move out of
bed,” he said.

“It’s basically brittle bones,” said Toby, of the far more complex
spondylo-ocular syndrome, which has caused other issues including
the loss of vision in one eye. “I could roll over in bed and break a bone.”

Palliative care won’t touch me
Toby’s condition has deteriorated over the past three years and he is
now bed bound, in unrelenting pain and needing 24-hour support.
He has received a terminal diagnosis and is in constant pain.
Toby says “palliative care won’t touch me, they say I’m not palliative,
but a specialist in Sydney said I’m definitely palliative”.
“Dying is the only relief I’ll get,” Toby said matter-of-factly.
He admits he has thought about taking his own life to end his
suffering “but if I were to take a handful of tablets, unfortunately it
would be known as suicide”.

Living the dying

Voluntary assisted dying
Toby says thinking about having the option of an assisted death
hasn’t been easy. “If I didn’t have this condition, I wouldn’t want to
die,” he said.
“I would have pursued nursing as a career because I would like to
help people at the end of their life.”
Instead, Toby plans to follow very closely the NSW debate on
voluntary assisted dying, in the hope that new laws will be able to
help him.
“It would mean I could choose when I’ve had enough and that I
didn’t have to fear what’s going to come,” he said. “I fear becoming
that sick person that can’t even move.”
Despite his suffering, Toby is extremely cognisant of the impact his
and Hunter’s illness has on his mum.
“Emotionally it’s very hard for her, but she has said if voluntary
assisted dying was legal she would help me.”
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I’m living on borrowed time

Bruce’s story: Idiopathic pulmonary fibrosis, Hornsby
“Essentially the only time I leave home is when I need something
done to my body by a medical practitioner, which means I’ve been
a virtual hermit since January 2020.
“When I venture out, it’s always wearing a N95 mask and
disposable gloves, since an asymptomatic/mild dose of COVID will
be disastrous for my lungs and a severe dose will definitely, quickly
kill me.”

Assisted dying
Bruce says he needs – and soon – the option to avoid “the IPF
ending” by having an end-of-life choice in the form of what he calls
medically assisted dying.

Bruce Fox, 71, was diagnosed in May 2017 with the irreversible
and fatal lung disease, idiopathic pulmonary fibrosis (IPF).
A former engineer who worked on the Liddell and Wallerawang
power stations, Bruce later went into IT with the then Electricity
Commission of NSW, the Roads and Traffic Authority and as an
IT consultant to large financial organisations and multinational
pharmaceutical companies.
Bruce’s condition has considerable variability. It’s progression
and median survival ranges from three to five years. “It’s now fast
approaching four years since I received my IPF diagnosis, so I’m
sure I’m living on borrowed time,” Bruce said.
The drug nintedanib is “slowing down my approaching end”,
Bruce said. But it has side effects similar to “having constant
chemotherapy, year in, year out, with no let up”.

His wife is opposed to voluntary assisted dying laws, citing
religious grounds, but Bruce wants to see it legislated in NSW.
“I’m not concerned at all about death but I’m very concerned
about the end part of the trip to get there,” he said.
“I’ve an aversion to unnecessary pain, and I also need to keep
control of things, in particular my body, as much as I can.
“So, maintaining my dignity, self respect and being at least semicomfortable as I approach my end is critical to me.”

Quality not quantity
Bruce said if he remained in control of his faculties and bodily
functions, and was not suffering pain, “then of course, nature can
have its way with me”.

COVID challenges

“However, if any of those components are missing, then I want
to still have control and cut it short,” he said. “It’s about quality
not quantity.

Adding to his health challenges, COVID has forced Bruce, who
lives in Hornsby with his wife, to live what is likely to be the rest of
his life in semi-confinement.

“Since nobody can tell me exactly what I will experience towards
my ending, just in case it’s as bad as I suspect it will be, I want the
option or choice of avoiding the worst of it.

The couple has a 31-year-old son, and Bruce has two
daughters, 47 and 44, from a previous marriage. A third
grandchild is on the way.

“I want to decide for myself - I don’t want somebody else to have
to decide by withholding treatment.

Bruce explains that IPF causes many symptoms similar to severe
COVID and, added to the side effects of nintedanib, his quality of
life is “marginal at best and will only continue to deteriorate”.
“I don’t allow visitors, not even family, into my house, but the
family occasionally rebels about that,” Bruce said.
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“Why should they have to do that for me?”

“I’m not concerned at all about death
but I’m very concerned about the
end part of the trip to get there.”
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Not only my own suffering, but
the suffering of those I love

I will run out of effective
treatment

I fear every day a painful, drawnout death

Belinda Ryan, Myall Lakes, 2021

Alison O’Hara, Long Beach, June 2021

Anthony Ellison, Georgetown, June 2021

I was diagnosed in August 2016, aged 48
years of age with myeloma (an incurable
blood cancer). Myeloma typically affects
the bones and major organs, causing
excruciating pain, which is often unable to be
adequately managed. My cancer has proven
to be refractory/aggressive and long story
short, I have used all PBS treatment lines.

I am a terminal cancer patient and
fortunately my illness is well managed at the
moment. But I know that within a few years
I will run out of effective treatment. At that
time, I would like to know that I do not have
to continue suffering if palliative care does
not prove to be effective.

I am a 41 year old stage 4 colon cancer
survivor in the midst of chemotherapy for
treatment of recurrent tumours in my liver.
I fear every day a painful, undignified and
drawn-out death that will greatly affect my
family, friends and most importantly my
five year old daughter. I want my remaining
months (and hopefully years) to be
memorable times for them all.

My current treatment, which I have
accessed on compassionate grounds, is
working well, however it will fail at some
point and what comes next is unclear.
I have always supported euthanasia as
it is heartbreaking to watch people you
love suffering. I believe people who have
terminal illness should have a choice when
it comes to end of life “care”.
Voluntary assisted dying laws would allow
me, should I choose to, to pass peacefully
before my cancer ravages my organs and
bones. Palliative care provides amazing
support for terminally ill people and offers
the very best pain management possible.
Despite this, there are many people whose
pain is unable to be managed and who
suffer for a long time before they pass. I
may not need to access VAD at the end of
my time, however I would very much like to
know I have the option to pass peacefully,
in manner of my choosing. I wish to
minimise not only my own suffering, but the
suffering of those I love.
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I need to know that I have
a choice
Denise, Hillsdale, June 2021
I have metastatic breast cancer which
spread to my spine and left shoulder –
treatment is ongoing but progression is
inevitable and inescapable. My sister-in-law
died from metastatic breast cancer which
spread to her brain - most horrendous for
her and family members. She wanted to
‘go’ and end her suffering. Treatment and
palliative care didn’t spare her the agony - a
most horrible death. My grandmother and
mother-in-law, also, had most horrible and
painful deaths. I believe I should have the
right to know that I can go when and where
I wish and can pass with dignity, in familiar
and loving surroundings. I need to know
that I have a choice and then the stress of
not knowing what will happen to me will be
lessened. Besides the disease, the stress
of not having control of my own destiny is
devastating and cruel.

I have worked in palliative care
and have seen the suffering
Victoria Turner, East Ballina, July 2021
Last year at the age of 59, I was diagnosed
with advanced high grade ovarian cancer. As
a nurse, I have actually worked in palliative
care and seen unnecessary suffering for
patients and their families. I would like the
choice to be able to end my life at a time of
my choosing if I have no quality of life. Please
support the Voluntary Assisted Dying Bill.

There is no cure
Greg Yates, Surf Beach, June 2021
I have recently been diagnosed with a form
of cancer, unfortunately there is no cure. It
affects my blood production. When the time
comes, I would like to think that I will have a
choice in the way I die, not in pain and not
drawn out.
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I know the cancer will get me in
the end

Why must my suffering be
determined by politicians?

I want the option to end my
suffering on my terms

Mary Nixon, Newtown, June 2021

Dianne Piggott, Helensburgh, January 2020

Pat Muir, Port Kembla, August 2020

I have active ovarian cancer. After nine
months of surgery and chemo in 2020, my
remission only lasted three months. I am
now being treated with a different chemo, my
oncologist at the Lifehouse gave it a 20-25%
chance of success. After just one treatment,
it appears to be reducing my cancer markers.
I am therefore hopeful of an extended period
of partial or complete remission. But I know
the cancer will get me in the end, and I am
hoping the Dying with Dignity or voluntary
assisted dying movements will bring about
legislative change before I am faced with a
painful and protracted death.

I was diagnosed with multiple-systematrophy seven years ago and it took three
years to diagnose. My brain is dying, and
this affects every nerve in my body. There
is no cure, and it is a rare disease. Pain
is constant and I’m on a cocktail of very
strong drugs.

I have Parkinson’s disease and was
diagnosed at age 43. I am now 59. In a
few years I will have to go into a nursing
home. This is not what I want. I want the
option of voluntary assisted dying, to end
my suffering on my terms and not exist
in care, progressively declining physically
and mentally.

It will be my choice. I may or may not
access it, but at least I can stop worrying
about how I can attempt suicide by other
means. Please support this legislation.
Religion has nothing to do with it.”
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Why must my suffering be determined by
politicians? Why must my family be put
through the agony of me slowly dying in front
of them? We all suffer! I should have the right
to choose when I’ve had enough. Please take
my plea to parliament and help fight for me.
The first man to die after Victoria passed
their euthanasia law, suffered from the same
condition I have. He was 54, I’m 68. The
thought of how I will suffer as the years
(possibly) pass, scares me. I don’t want my
family to suffer the torturous wait.

Stories of suffering

Eventually his muscles will be
unable to allow him to breathe
K.S., Medowie, January 2021
My husband Gary has recently been
diagnosed with motor neurone disease
(MND). If you are not familiar with this
disease, think of Stephen Hawking. The
reality for us is that my husband has 12-24
months to live. He is losing the use of his
arms and will shortly lose the use of his
legs, be unable to speak or swallow and
eventually his muscles will be unable to
allow him to breathe. He will be confined
to a wheelchair, will probably have to have
a tube surgically inserted into his stomach
to enable hydration and nutrition without
choking. Lastly, he will require a BiPap
machine if he wishes to continue breathing.
That’s just the physical decline, as MND is
different in each case, there may/may not
be dementia.

Living the dying

As he is over 65, we will be dependent on
the Aged Care system for supports. From
what I understand by the time he receives a
level 4 home care package he will probably
be dead. Planning for this assumption we
will probably have to sell our house and as
many assets as possible to pay for his care.
Not only does my husband have to face
a humiliating decline, but all the things he
cherishes and finds comfort in will not be
available to him in his final days. Currently
the only options available to him are a
humiliating decline as a “drooling vegetable”
as he terms it, or suicide when he no longer
wishes to suffer.”

Allow me to die on my own
terms, with dignity
Michelle, Mount Austin, June 2021
I feel very strongly that people should
be allowed to die on their own terms
with dignity. I myself am suffering from a
degenerative autoimmune disease with a
very uncertain future and I’d like the right to
not be a burden on my family and friends.
My youngest daughter has just suffered the
loss of her father to a degenerative disease,
and I don’t wish to become the same
burden to her as her father had become.
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Stories of suffering

How it could be
“Dignified, private and peaceful. If there is such a
thing as a perfect death, I think she had it thanks to
voluntary assisted dying.”
Kym Murdoch, mother Janice, pancreatic cancer,
Victoria, 2021
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I am grateful my father died peacefully and with dignity
Keith’s story: Voluntary assisted death, Victoria, September 2019

Diagnosis
Keith was diagnosed with cancer of the bowel in early 2019.
Whilst he was willing to fight the good fight and underwent multiple
surgeries and radiotherapy, he got to the stage where further
treatment was not an option for him.

Keith English chose to end his suffering through
voluntary assisted dying on 17 September 2019 at
96 years of age. His daughter Marita Scott said:
“It was a beautiful spring day filled with a bright
blue sky and the sound of birds singing. He died
peacefully and with dignity in my home. He died
on his own terms and was in control right up until
the end.”
My Dad, Keith, was a tall, strong man with an engaging presence
and a natural interest in people, and he never missed an opportunity
to learn about others. As far as Keith was concerned there was
nothing better than a good discussion and he would relish the
moment of introducing a conversation starter and then sitting back
to listen to the divergent views that would inevitably emerge.
He was a forthright personality and never left you in any doubt as
to what his view was on any given topic and he loved to hear other
people’s thoughts. One of these topics over the years was voluntary
euthanasia and whether it should be legalised in Australia. Keith felt
very strongly that it should be an option for people to access.
In 2017 when the Voluntary Assisted Dying (VAD) Act was passed
in Victoria, dad rang me and said that he was very pleased and
expressed his view that a genuine act of humanity had occurred. At
the time, Keith was healthy and aging well and did not know what
was ahead of him or that he would wish to access the VAD scheme.
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Keith decided to access the VAD scheme and he asked me to
support him as he worked through the application process. It was a
stressful and emotionally charged time as we learnt about the VAD
system and equally the VAD system learnt about people wanting to
access it.

A last date
Another reason that dad wanted to access the VAD scheme was that
he did not want to suffer what he saw as an undignified death nor
did he want the people that he loved to witness him suffering. One
of dad’s core values was autonomy, and the source of his greatest
distress was that his world and quality of life was rapidly diminishing.
He found the loss of independence a source of great pain.
Dad was in the last days of life as the cancer grew, and he knew
that his death was imminent. He was no longer interested in eating
or drinking and required more assistance with personal care. Keith
talked with mum, (his wife of 67 years) as he needed to be confident
that she was at peace with his decision.
Mum at 88 years of age and Dad at 96 were both pragmatic and
accepting that his life was coming to an end and that he should not
suffer. Mum gave him the support he needed, and Keith decided
on the time and date he would like to leave this world: 11am on 17
September 2019, the same day his first grandchild was born more
than thirty years before. Dad saw this as the full circle of life.

Stories of suffering

Dad did not want to die in hospital, so I offered for him come to
our home. He discharged himself from hospital and thanked the
wonderful staff of the palliative care unit who had cared for him so
beautifully over many weeks. He enjoyed a drive in his car along the
bay and listened to his favourite music. We managed to get mum
out of hospital for a few hours and they enjoyed spending that time
together filled with shared memories of a lifetime together. “Our last
date”, as mum described it.

Go with love
In the morning, dad read through the letters he had written to
each of his loved ones – to mum, each of his five children and nine
grandchildren. We took him for a short walk in his wheelchair to
feel the sunshine on his skin and fresh air on his face and we talked
about normal everyday things. We then followed through the various
steps required for VAD.
I am so thankful that dad was crystal-clear about his wishes. There
was never a glimmer of doubt that his death would be on his own
terms and that VAD was what he wanted to do. Coming nearer
to his final moments we played the music that he had chosen –
Amazing Grace – and I lit a candle in memory of his mother and
brother who had passed on before him.

“The last thing I said to him was ‘Dad you
go with so much love’ and he replied, ‘And I
don’t want anything else’. Then he quietly
drifted away.”

How it could be

Gratitude
And so, I find that whilst I am incredibly sad that my beloved father
has passed, I am also grateful.
I am grateful that my father Keith English died peacefully and
with dignity.
I am grateful that he was able to die on his own terms and that he
was in control of his life right up until the end.
I am grateful to the Andrew’s government for passing the Voluntary
Assisted Dying Act that enabled my father this choice.
I am grateful to the doctors, nurses and allied health professionals
who supported my father during the last few months of his life as
he battled cancer and how they always treated him with dignity
and respect.
I am grateful to the doctors who have stepped forward to assist my
father to access the VAD scheme.
I am grateful to the VAD Care Navigators who helped me to
understand the VAD system and afterwards when they listened as I
shared my experience.
I am grateful for a society that offers wonderful palliative care and
end-of life-choices.
I am grateful for the oncologist sharing with me during that intense
period of loss that ‘grief is love’. And I loved my dad very much.
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The peace of mind it has created is immeasurable
Alex’s story: Voluntary assisted death, Victoria, January 2021

“Alex was a pragmatist, so he marched on with the calmest, most
joyful energy he could muster.”
As COVID came to dominate lives and lifestyles everywhere, Alex
held regular Zoom sessions with friends and family. He would often
declare that cancer had turned him into an extrovert, showing off “his
newfound confidence and the clarity that comes when facing death”.
“It was beautiful to watch, he’d come so far,” Julie said. “But few
things are more heartbreaking than watching a natural leader, one of
the few with a perfectly tuned moral compass, facing a severed future.
“He’d only really just begun his adult life.”

Engineering
Despite his prognosis and failing health, Alex remained dedicated
to engineering – his family believing “he would have helped cure
cancer, we have no doubt”.
“He’d learnt about the largely untapped potential of nanobots in
medical applications* and knew his skills in robotic engineering
could help,” Julie said.

Diagnosed with CIC Dux Ewing’s Sarcoma, an
“aggressive, obscenely rare” cancer, Alex Blain, 28,
died on 5 January, 2021 through voluntary assisted
dying. In feedback shortly before his death, Alex said:
“I can show myself compassion and choose not to die
from cancer. VAD has given me the power back”.
Victoria’s Voluntary Assisted Dying (VAD) law relieved Alex’s biggest
fear – dying of cancer. And, to him, that was the same as saving his life.
Alex’s family describes him as a pioneer. “As soon as he could read,
he was devouring books about science, history and the human
condition,” his sister Julie said. “He was always going to be a
pioneer. It felt like his past lives had given him a head start, he was
the wisest and most mellow kid on the block.
“Engineering, generosity, philosophy; they all shaped his worldfixing ‘trajectory’.
In November 2019, after a series of misdiagnoses, Alex learnt he
had CIC Dux Ewing’s Sarcoma, an “aggressive, obscenely rare”
cancer with a high mortality rate.
“It was grim but we were hopeful,” said Julie, adding his family
struggled to believe someone so young and vibrant could be
suffering cancer.
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“The overachiever-that-could, he began studying micro-controllers
engineering during chemotherapy appointments.
“His metric for a life well lived was leaving a positive legacy and
giving it his all.”

Declining health
After 19 rounds of chemotherapy, surgery and radiotherapy, Alex
deteriorated significantly over December 2020. A voracious follower
of news, he was aware of the legislative status of VAD in Victoria.
His fiancée Liz Tower said: “When the bill was passed in 2017 he
thought it would provide a lot of peace and help a lot of people.
“The idea that he could have final control and the ability to find peace
gave him comfort early on. VAD definitely helped Alex,” she said.

“I’ve come to the conclusion that voluntary
assisted dying has very little to do with
death and a lot to do with life.”

Stories of suffering

Julie agreed. When cancer robbed him of all physical control, and
threatened a painful, traumatic death, VAD gave it back. “It afforded
him the choice to ‘die well’, a stoic adage Alex appreciated, his
smile and his wit intact,” she said.
“VAD eradicated his biggest fear – dying of cancer. And to Alex, that
was the same as saving his life. It helped him to reframe his situation as
‘lucky’ because he knew there was a way out from his living nightmare.”
This reframing helped Liz clarify her own views on assisted dying:
“I’ve come to the conclusion that VAD has very little to do with
death and a lot to do with life. VAD allowed Alex to live while he
could and it allowed him to take control of his life.”

Voluntary assisted dying
Alex Blain chose to die on January 5, 2021, at precisely 1pm. His
family said “it felt too sudden” and they wondered if he “understood
the finality of it all”.
“But, of course, he understood, far better than the rest of us could,”
Julie said. “And whilst he graciously and kindly offered to postpone
for mum, if she wasn’t ready to say goodbye yet, we knew it wasn’t
up to us, and that he was making the right and best decision.
“He’d never been this confident in a decision before. That
confidence never wavered through to the end. Alex gave himself
compassion and remained Alex until the end.”
Surrounded by his family and fiancée on the balcony of his
Richmond riverside apartment, Alex self-administered the VAD
medication exactly when he said he would.

“VAD has given me the power back. I
feel empowered and now as it is getting
towards the end of things I know that I
have control back.”
“I can show myself compassion and choose not to die of
cancer. It is a small thing but the peace of mind it has created is
immeasurable.”
Alex said that, administratively, applying for VAD was easy,
although going forward VAD “needs to be more widely embraced
and talked about”.
Alex’s family said the respect and compassion from the VAD team
meant Alex left every appointment with a sense of relief and a spring
in his step.
“The barrier that doctors aren’t legally able to mention VAD as an
option he found to be nonsensical and unnecessarily inaccessible,
especially for non-native English speakers,” Julie said.
“He was grateful the program was rolled out just in the nick of time for
him to access it, and he was grateful he was old and strong enough
to advocate for VAD himself.”
Alex left his family with some final words – including a message to
fight for voluntary assisted dying laws.
“Advocate for VAD in your state – lives depend on it.”

He raised the cup, said “fuck cancer” and swallowed the medicine,
quipping that it “tastes like tartare sauce”.
He chased it with his favourite drink – an iced latte from his local
cafe – sang along to David Bowie’s, Heroes, which was playing in
the background and quickly drifted into a peaceful sleep.

Empowered
Three days before he died, Alex recorded feedback of his
experience of applying for an assisted death.
In a submission to the Victorian VAD Review Board on 2 January, he
wrote that VAD “gave me my life back just as I started dying”.
“I handed my treatment and body over to medical professionals for
over a year and in many ways lost autonomy over my body,” he said.

How it could be
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A heartbreakingly beautiful gift

Janice’s story: Voluntary assisted death, Victoria, February 2021

“As she left this world, she held the hands of
her two children. As a mother of two myself,
that is a profound ending.”

When the results of a biopsy confirmed what we were all dreading, I
don’t think the worst part for her was a terminal diagnosis. She was
much more focused on how sick or incapacitated she would get
and how that would affect her and those around her.
After listening to her treatment options, she agreed to palliative
chemotherapy. After five cycles however, she was so weak that it
was hard to believe she would have any quality time ahead of her.
We all accepted her decision when she decided to stop. She was
not prepared to prolong this kind of existence. We were lucky
though - scans showed the chemotherapy had done some good.
Slowly, she regained some strength and as a halo of silvery hair
began to regrow, my mum came back to us for the last six months
of her life.

Inquiring about VAD
As soon as she regained some energy after chemotherapy, she
began inquiries about her eligibility to apply for voluntary assisted
dying (VAD).
Those appointments were hard, listening to the questions and mum’s
answers. Hearing over and over again about the inevitability of her
death was traumatic and challenging.

Diagnosed with terminal pancreatic cancer, Kym
Murdoch’s 82-year-old mother Janice ended her
suffering through voluntary assisted dying in
February 2021. Just before her death she told her
daughter “That was the perfect last day of my life.”
On the morning of February 26 this year, my mum Janice
Murdoch voluntarily ended her life. She had pancreatic cancer.
Stage 4, inoperable. She lived for 13 months after her diagnosis.
You could count on one hand the number of nights my mum had
spent in hospital in her life, which was lucky because she was a
very private person.
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“I don’t want suffering for myself but I also don’t want my family
watching that. When things get difficult, I want to go quickly,” she
would say.
During the months of chemotherapy, when she was too sick to
reject our help, her suffering was not just physical. She hated not
being capable, she hated not being herself.
She was used to being mum or nanny, loving and looking after
us, and she wanted that dynamic to be our enduring memory of
her. Her pride and her strength were always inspirational qualities
but I also knew what it would mean in the end if she had access
to VAD.

Stories of suffering

Choice

Goodbyes

Now that I am in the aftermath of losing her, I rethink all of those
things she said and her determined state of mind. I have to because
on bad days my heart has a disconnect from my head.

On what was Mum’s last night, I watched my beautiful Claudia tell
her nanny what she meant to her. She reassured mum that she
would always be with us, carried in our hearts and in our souls.

While the essence of VAD is that you have choices at the end of
your life, such as mum choosing the day that she would leave us,
what I have to remember is that she was dying. None of us had
a choice in that. And I have to think about what would have been
ahead of her if she hadn’t had this option.

My son Sam told her she was the smartest person he knew. And that
she would be one of the most important people in his life forever.

For mum, a failing body would definitely have meant humiliation,
embarrassment and a loss of her dignity. No one who knew her
would say an extra week or even a month was worth her going into
a decline that became beyond her control.

Insurance policy
I also think about just how good her final months were and it is
my absolute belief that having access to the VAD medication
was integral to that. She talked about it as her insurance policy,
something she may never use but having it gave her comfort.
Once that medication was sitting in her pantry, it was like she
started to breathe fresh air again. She embraced the window of
good health that she had.
It wasn’t like we were sitting around watching someone dying
– she was living what was left of her life with the confidence of
believing that she would have control at the end. The hugs were
longer and tighter but she was happy and unafraid.

Borrowed time
As we headed into 2021, I knew she was on borrowed time. She
was in the bathroom on February 23 when I got to her house, a
Tuesday. When she appeared, I knew what was coming.
She took my two hands in hers and said, ‘Sweetheart it’s time’.
I sobbed, I protested. I urged her to call the oncologist and discuss
what she was feeling.
“No, no,” she said. “The last thing in the world I want to do is to
leave you and the kids so if I’m saying it’s time, it’s time.”
Of course, she wasn’t choosing this. Pancreatic cancer was taking
her away. Friday was 26 February, my dad Stewart’s birthday. He
had died four years earlier, aged 87. She would say goodbye to us
and go to him on that day.
How it could be

My husband Mark told her how he loved her and that he would
never forget all the love and support she had shown us as a family.
There was so much pure love in that room.
At the most broken that I have ever been, I was reminded of what I
had in my life. I saw the young adults that my children had become,
aspects of my mum in them both.
She got to see that too. It was like the universe had known that this
ending was the way it should be. As hard as it was to get though
those goodbyes, they were a heartbreakingly beautiful gift.
When they left, I felt panic about the day ending – I would only have
one more night with my beautiful mum. We sat together quietly,
composing ourselves, dealing with our individual emotions. When
she was able to speak, she said to me,

Profound ending
It was just the three of us, no nurses, no medical people. She was in
the privacy and comfort of home.
I sat beside her holding her hand. We hugged and said ‘I love you’
one last time and then, without a hint of hesitation, she drank the
medication. With her free hand, she reached for Scott’s.
As she left this world, she held the hands of her two children.
As a mother of two myself, that is a profound ending. If there is
such a thing as a perfect death, I think she had it thanks to VAD.
Dignified, private and peaceful – regretfully not what we were able
to give my dad.
Scott and I are both grateful that mum had the choice to go as she
did. In our grief, we have the comfort of knowing her last day was
not one of struggle and humiliation.
To her, it was perfect. To those who have fought to make VAD a
choice, I say thank you.
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It was kindness and it was a mercy

Phil’s story: Voluntary assisted death, Victoria, October 2019

Phil’s letter to Dr Cameron
McLaren
Dear Cam,
I struggle to think of a way to say thank you for
what you have done for me. I chose to write it down
so that you can never forget.
Thank you for your bravery in administering the
medication for me today so that I can finally be at
peace.
Thank you for making me a priority in your
schedule when I’m sure you have other patients
to attend to and a family of your own.
Thank you for being so kind to my family, putting
their minds at rest and answering their questions.
Thank you for spending many years of your life
studying and working hard in order that you can
help people like me.
I’m pleased and honoured to have known you for
what feels like a fleeting moment. I am so proud
of the job that you have done. And I’m eternally
thankful.
Best wishes for your future, mate.
Phil.

Listen to Phil’s story
in the Better Off
Dead podcast
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Diagnosed with a genetic predisposition to
cancer, Phil Ferrarotto, 70, had multiple primary
and secondary cancers in the bowel, prostate,
bladder, liver, lungs and bones. He chose to end his
suffering through doctor-administered voluntary
assisted dying in October 2019. His daughter
Katie Harley, who was by his side, described her
father’s death as “perfect”.
Phil Ferrarotto described himself as “Lucky Phil”.
He didn’t know how he kept getting away with it. “They just keep
cutting bits out and I just keep going,” he said.
One of Australia’s most survived cancer patients, Phil’s family called him
the “cancer poster boy”. Like a grotesque version of the Cheshire Cat,
more and more of him kept disappearing. But still he kept smiling.
His daughter, Katie Harley, says it was a struggle over more than 18
years. Phil was first diagnosed in 2002 with oesophageal cancer. In
2004, bowel cancer; then in subsequent years prostate and bladder
cancer. These were all primary cancers.
The bowel cancer later spread to the liver, lungs and bones. Phil
was eventually diagnosed with Lynch syndrome, a hereditary
genetic mutation that predisposes people to certain types of cancer.
By the time Phil died he “looked like a medical experiment” – much
of his jaw and neck and been removed and he had endured multiple
invasive operations.

Stories of suffering

By October 2019 Phil had had enough. No longer able to swallow or
ingest, he was one of the 20 people in the first year of the Victorian
law’s operation to have the VAD medication administered intravenously.
“The fact that Dad died the way he wanted to die gives our family
such peace and strength,” Katie said.
Phil was adamant that, if it could help others, his story should be told.
Katie said it was relatively easy for Phil to be assessed as eligible
for VAD, but some problems arose when he sought intravenous
administration. “The red tape involved with changing the method of
administration... he had to jump through even more hoops.”

Doctor administration
Katie said Phil wanted intravenous administration because he
was worried that bowel and bladder obstructions and his nausea
would prevent him from swallowing the mixture and he would be
denied the death he wanted at the last moment. He had seen his
own father die horribly from cancer and was terrified his would be
the same fate.
Once he had been approved for doctor administration, “the weight
of the world was lifted from everyone’s shoulders”, Katie said.

Friendship
Katie attributes much of this peace of mind to the relationship her
Dad had formed with his doctor.
“Something incredible happened between Dad and Cam… they
really built up a fabulous rapport.

How it could be

“He wrote Cam a letter thanking him for everything he had done.”
Cameron said: “He knew he was dying. And he knew the only
questions left were how, when and with whom his death was going
to occur. And that’s what he wanted to take control of.
“There was no question in his mind about wanting to go through
it or not, which I took great confidence from.”
Cameron said when it came to administering the medication and
the final consent to proceed, Phil looked up at him and said: “What
are you waiting for?”

Exactly how he wanted it
Katie describes Phil’s death as “perfect”.
“It was like Dad designed those last few moments and it was
exactly the way he wanted it.
“As the medicines went in, we even had a bit of a laugh, to be
honest, because mum and dad always used to argue about who
was the snorer in the relationship. Once the very first vial went in – the
general anaesthetic – the last two breaths that dad took were these
two massive snores. And we, we all sort of had a bit of a laugh.”
Cameron explains laughter is a common reaction – a sign that all
will be OK.
Katie said: “And we’re crying and laughing and then dad just looked
at us and he said, ‘Be happy’. And that was it.
“It was just... beautiful.”
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I feel very honoured to choose when and where I can die
Mary-Ellen’s story, Voluntary assisted death, Western Australia, July 2021
Unbearable suffering
The last few months of her life her pain had become unbearable.
She had become totally bedridden, had difficulty speaking and
swallowing and was fed through a tube.
“How do you describe the pain that I have endured for too long?
I’m in pain constantly,” Ms Passmore told SBS news the day before
she died.
“I feel very honoured to choose when and where I can die. Even if
it’s in this tiny ward, I’m very happy with my decision.

Mary-Ellen Passmore, a 63-year-old terminally
ill woman from Perth, became the first identified
Western Australian to use the state’s Voluntary
Assisted Dying law on 29 July 2021. A WongathaYamatji woman, Mary-Ellen died from motor
neurone disease (MND). Her children and medical
staff were at her bedside. The family described
her death as “beautiful”. “All were singing along to
‘Hallelujah’, including her doctors,” her sister said.
For the last nine days of her life Mary-Ellen Passmore had a steady
stream of visitors wanting to take a moment with her to celebrate
her life and love and say goodbye. A Wongatha-Yamatji woman with
three children and 14 grandchildren, Mary-Ellen was 63 when she
passed away surrounded by her loved ones.
Mary-Ellen felt she was privileged and grateful and was “at peace” with
her decision to access VAD shortly after it was legalised in July 2021.
“I feel very honoured to choose when and where I can die,” MaryEllen said. “I am excited because I won’t have to suffer any more.”
Talking to media, Mary-Ellen stated her choice multiple times and
thanked her doctors and her VAD coordinator and “gave them
her love”.
The eldest of seven children, Mary-Ellen “was a big woman in
every sense – commanding, tall, vivacious, outspoken, generous,
wholehearted”, her family said.
Dedicated to helping others – she had campaigned for Indigenous
education and access to health care – Mary-Ellen had lived with
the devastating impacts of motor neurone disease, a degenerative
neurological condition, for more than 10 years.
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“It is terrifying being trapped by your own body and it’s a relief to
know there will be an end to my suffering. I feel at peace within
myself. I have the love of my children, and they are saying, ‘yes
mum, you’ve had enough’.
“And I love my children for allowing me to do this,” she said.
Shortly after Mary-Ellen’s death, described by her children as
“beautiful”, her family issued a statement.
“We wish to express our gratitude that our proud Black mother,
daughter, grandmother, sister, aunty, niece, cousin, godmother,
friend, and mentor Mary-Ellen Passmore has been able to have her
choice of a dignified death, voluntary assisted dying, finally fulfilled.”

Care and compassion
“The doctors made sure right until the end, that this is what she
wanted. The care and compassion provided by the doctors made a
big difference,” a family spokesperson said.
Mary-Ellen said she hoped opponents of VAD would read her story
and rethink their stance.
“I hope to God they will accept this as a valued part of our society,”
she said.
“It’s a sad thing. Because I know there are many (people) that are
suffering with pain, beyond pain. And they’re not allowed to make
this decision”.
“There’s some naysayers everywhere, but I’m not waiting for
naysayers. I’m fed up with the pain. I’m fed up with the suffering.
“I won’t have to suffer anymore and this is the way I have chosen to
die,” she said.
“I am looking forward to the end. I am happy, very happy.”

Stories of suffering

“Dad didn’t choose death. Dad chose life over and
over again. He chose it when he knew he would have
his insides ripped out. He chose it when he knew he
would have chemotherapy that would make him sick
for another six months. He chose life, he chose life,
he chose life. And when life was no longer a choice, he
decided to die on his own terms.”
Katie Harley. Father, Phil 70, Metastatic bladder cancer,
Voluntary assisted death, Victoria, October 2019
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