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C E O M E S S AG E

We need each other
This issue of NewsLink comes
to you during another period of
Covid lockdown across Victoria,
and I'd like to acknowledge the
emotional wear and tear that
these periods of uncertainty,
frustration and anxiety can have.
As a community, we are quick
to adopt words like "resilience"
or phrases like "We've got this"
and then overuse them in our
community messaging as a reflex
to the next challenge that comes
along.
I heard an interview recently
where Patrick McGorry was
speaking about child and youth
mental wellbeing and the
pandemic.
The renowned psychiatrist spoke
about the importance of not being
too quick to meet our legitimate
emotional responses to situations
with punchlines like "We've got
this", and to leave space to name
the feeling, acknowledge the
impact, and to say it out loud. In
sharing it, we shift it from our
internal world, where it tends to
compound.
He spoke about how resilience
and enduring emotional strength
are so closely connected to
acknowledging our human
vulnerabilities.

That might require some
balancing when there's a job to
be done, either at work or in our
families and communities, but this
is a thought worth pursuing.
R U OK? Day (Thursday 9
September) is a national day of
action dedicated to reminding
everyone that every day is the
day to ask, “Are you OK?”, and
to support one another as we
struggle with life's ups and
downs.
This year, for so many reasons,
we're encouraging all of us to
approach RU OK? Day not just
as a day, but as an essential part
of building our own resilience,
and the resilience of our family,
friends and communities.

PETER TRETHEWEY
CEO AQA VICTORIA

aqavic.org.au
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COMMUNITY NEWS

DISABILITY DOESN’T DISCRIMINATE CAMPAIGN LAUNCHED
In late June, Spinal Life Australia
launched the Disability Doesn’t
Discriminate campaign.
The campaign aims to press the
Federal Government to scrap the
current age limit on entering the
NDIS, set at 65.
Anyone who acquires their disability
after 64, and needs government
help to stay at home, has to rely on
the MyAgedCare Scheme. With an
annual funding cap of $52,377.50, it
falls well short of providing for those
with high-level care needs. Under the
NDIS, which is a needs-based model,
the average annual funding package
for someone living with a spinal cord
injury is $165,000.
As you can read in ‘We’re not ready to
be thrown away’, on p.14, for people

sustaining high-level spinal cord
injuries after 64, getting adequate
support to stay at home is extremely
tough. To do so, relies on loved ones
being able and willing to become
full-time carers, as well as significant
self-funding.
Some policy background:
Among the recommendations handed
down in the Final Report of the Royal
Commission into Aged Care, delivered
in early 2021, was that those receiving
aged care funding and living with
disability should receive support and
outcomes equivalent to those under
the NDIS, by July 1, 2024.

With an open-ended response such
as this, a campaign highlighting
community concern about the issue,
and support for meaningful change,
clearly has a role to play, and a
plausible path to influencing policy.
As of mid-August, the Disability
Doesn’t Discriminate campaign has
attracted almost 15,000 signatures
for its petition, and significant press
coverage. To find out more about the
campaign, or to offer support, visit:
www.disabilitydoesntdiscriminate.
com.au

In response, the Government said
they will “work to develop” a new at
home support package, with the work
due to be completed by 2022.

DISCOVERING THE POWER IN ME
Beginning 8 November, AQA will be holding a 12-unit motivational and goal
setting course, called Discovering the Power in Me (DPM), specifically designed
for people with SCI.
For further information please visit our website www.spire.org.au/resources/
personal-development/. Please let us know of your interest as places are
limited for each session.

REFUELLING APP MAKES HEADWAY
A campaign to make driveway service
available to wheelchair users at petrol
stations through the use of an app
has begun to make some headway,
beginning in Geelong.
Independent fuel retailer Apco
is setting up a trial of the app,
fuelService, at its Newcombe,
Grovedale and North Geelong outlets,
campaign leader Victor Bibby says.
As of mid-August about 370 people
had responded to his campaign by
downloading and registering with
the app, which can be done from the
website https://fuelservice.org, or
from Google Play or the App store.
The franchisee at Apco Newcomb,
San Nabati, confirmed his outlet
would be participating in the pilot
program, and said he was very happy
to be involved.
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“It’s easier for the customer, and
easier for our staff as well,” he said.
He had received point-of-sale
material and expected the trial would
go live shortly.

NEW UTE
ON THE ROAD
by Wayne Bradshaw
After my old tonner died in late
March, I rang Franks Engineering to
find out what was involved in getting
modifications done to my next car.
Frank told me I had to buy a car first,
so they could provide a quote.
So I bought my 2011 Holden Omega
Ute, got the quote, and submitted it to
my NDIS plan manager. They said that
because car mods weren’t included in
my plan, it might take a month or so to
be approved. Luckily, even though the
car was older than the 5 years set out
in the guidelines, they still approved
it. Seems like every claim is taken on
its merits.
The whole process probably took 13
weeks, so I’m just happy to have my
independence back again. I just hope
the new ute is half as reliable as my
tonner.

COMMUNITY NEWS

Tokyo 2020
Paralympic Games
by Naz Erdem

Josh Hose, left, will represent Australia again this year.

Yes, even though the Tokyo
Paralympic Games will be held in
2021, they are still officially called
the Tokyo 2020 Paralympic Games…
thank you Covid-19.
We recently saw the hugely
successful Olympic games where
Australia had one of its best results
ever, winning 17 gold, 7 silver, and 22
bronze medals. We ranked 6th on the
medal tally.It is now the time for the
Paralympians to shine.
Although I won’t be heading to Tokyo
this time around, it’s fantastic to see
AQA’s very own Josh Hose making a
comeback with the Wheelchair Rugby
team. I’m looking forward to cheering
the team on as a spectator for the first
time, after being with the team for 20
years. If the Wheelchair Rugby team
is successful, they will have won 3
successive gold medals, which will be
an unbeatable record.
It’s also worthwhile to note that
AQA has a personal connection with
16 of the athletes, either through
mentoring, being part of our
Community Networks, or providing
services. In a way, we are part of their
journey.
It’s great that the games are even
going ahead because there was a

danger of them being completely
cancelled. The games are definitely
going to be different this time around
because of the Covid restrictions.
All players are going to be living in a
bubble. They will have personalized
transport taking them from their
accommodation at the Athletes
Village, directly to their playing
venues and back again. Once an
athlete’s competition is over, they will
need to head straight back home.

has grown in size and popularity.
At the very first Paralympic Games
in Rome in 1960, there were a
total of 400 athletes from from 23
countries, competing in 8 sports.
The only disability included in these
Paralympics was spinal cord injury.

There will be no mingling with other
teams, no eating food with them in
the dining hall, watching other sports,
or spending time in the international
zone. And only a small number
of athletes will take part in the
opening and closing ceremonies. It’s
unfortunate that the athletes won’t
get to experience these things, as
they’ve always been a huge part of the
experience. Not to mention having to
perform in front of empty stadiums.

Just like many other people, I use to
think the word Para in Paralympic
stood for Paraplegic. I was pleased
to find out afterwards that it is in fact
a combination of the Greek word
“para”, meaning “parallel, beside or
alongside”, and the word “Olympic”.
It means the Paralympics are the
parallel Games to the Olympics,
illustrating how the two movements
exist side by side.

It’s going to be great to see the
whole country, as well as the media,
getting behind the games. As with the
Olympic Games, the Paralympics will
be telecast on the 7 Network. The
Paralympic Games will be held from
24 August to 5 September.
Over the years, the Paralympics

In Tokyo, the number of athletes is
expected to be 4000, coming from 159
countries, competing in 22 sports.
One hundred and seventy-five of
these athletes are Australian.

I know you’re with me in wishing all
the athletes the very best as they
compete across 22 different sporting
disciplines. Good luck guys.
For more information, check out the
Paralympic website:
www.paralympic.org.au

aqavic.org.au
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THE LIVING WELL PROJECT

Skills For Independence
Last month AQA hosted a five-day, four-night course focused on skill and capacity building.
Learn about what it was like, and the exciting project behind it.
by Dan Nathan

The whole gang, at the YMCA camp in Mt Eliza.

The Living Well Project is a new
initiative from AQA, launched this
year. Created for people living with a
spinal cord injury or similar physical
disability, the project aims to build
community and individual capacity
through peer-led training.
In July, the Living Well Project
hosted its first residential Skills For
Independence course, over five days
and four-nights at the YMCA camp in
Mt Eliza.
Participants had been living with SCI
for periods ranging from from eight
months to 15 years. Also attending
were volunteer support people,
support workers, the specialist peer
trainers Dave Ball and Tim RushbySmith, and group leaders Larnie Ball
and Gill Hilton.
Larnie, who is also coordinating the
Living Well Project, said the aim was
to provide a supportive and immersive
learning environment.
“We want to help participants build
confidence and independence in the
life skills relevant to their goals, and
to expand their understanding of what
is possible,” she says.
The course covered wheelchair
and transfer skills, and hosted
6
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group discussions on topics such
as managing pain and fatigue,
positive mental health and emotional
wellbeing post injury, dealing with the
challenges of being away from home,
and personal goal setting.
It also explored what living well
with spinal cord injury meant for the
participants, and the choices they
could make to support that vision.
The course participant with least
lived experience of spinal cord injury
was Dion Woodward. Dion had been
living with paraplegia from a T8-10
injury since November last year, after
undergoing surgery to remove a
tumor.
Dion went through rehabilitation at
Monash Health, which doesn't have a
specialised spinal unit. Add Covid-19,
and his connection with the SCI
community had taken place almost
exclusively online.
"I really liked the course - being
around people who've been in chairs
for a long time was great. I learned a
lot,” Dion reports.
“We all had tea together every night,
and that was nice. Plenty of time
to share my story, and hear other
people's."

Dion said that by the end of the
course, he was feeling pretty
confident with most of the basic
wheelchair skills he’d learnt.
“I was definitely out of my comfort
zone when I got to the extreme stuff,
like back wheel balancing down the
step,” he says.
“But once you've mastered one thing,
you're already going out of your next
comfort zone for the next one. And we
all helped each other.”
Some participants attended the
course with an eye to teaching on
future courses as Peer Leaders
with AQA. One of those was Lynne
Panayiotis, who works in Spinal
Peer Support at the Royal Talbot
Rehabilitation Centre in Kew. She
has been living with a T12 spinal cord
injury since 2006.
Lynne said it had been very helpful
that Larnie and her administrative
team had made every effort to ensure
each participant was as comfortable
as possible, so that it felt easier to
develop new skills.
"Larnie and her team were really
good at talking through what the
issues are for you,” says Lynne.

THE LIVING WELL PROJECT
“For me, the cold triggers my pain. So,
they had the heaters going full blast.
All the able bods were sweating away,
and us paras and quads were thinking,
gee, it’s really quite comfortable in
here, isn’t that lovely!”
By the end of the course, Lynne
had descended two steps in her
wheelchair, facing forward, for the
first time.
"Just goes to show, even an old hand
can learn new tricks," she says.
above. Participants gather to hear what it's like
being a giraffe.
below. Dion practises floor-to-chair transfers.

Lynne also pointed out the
importance of using unfamiliar
support people during the course, as
a way of boosting participants’ verbal
independence.
"Part of developing these skills is
being able to instruct your support
person on how to help you. It’s being
able to tell them what you want, and
how you want it to be done," says
Lynne.
“Otherwise, you leave the course
feeling really confident, but when you
get home and want to keep practising,
your family member or carer hasn't
learned how to spot you well enough,

or trust that you can do it.
“Practising these skills often involve
really finely balanced situations. If
your spotter is holding your chair
too tightly, you fight back - and so
they hold on even tighter, which
undermines the exercise, and you lose
your confidence,” says Lynne.
Since returning home, Dion says his
support worker has picked up the
spotter role quickly.
“They're pretty good, so I can keep
practising.”
Before he was injured, Dion drove
trucks, and rode motorbikes.
"Everything's flipped over now,” says
Dion, on life after injury. “I’m still
figuring it out. At the moment I’m just
focusing on my exercises, my physio,
and building my skills.”
The next Skills For Independence
course is on Monday 25th October Friday 29th October, 2021. The venue
is expected to be in Melbourne’s
CBD. For more information about this
course, or an adapted online version
(coming soon), please contact:
community@aqavic.org.au

WIN
A Tennis Lesson and experience with
Paralympic Gold Medalist and World Champion

Dylan Alcott
Enter: coloplast.to/au_WIN
or scan me

Coloplast Pty Ltd, PO Box 240, Mount Waverley, VIC 3149 Australia
www.coloplast.com.au The Coloplast logo is a registered trademark of Coloplast A/S. ©2021-07 CEX100. All rights reserved Coloplast A/S
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PERSONAL TRIUMPH

Peak - trough - peak!
Formerly ultra-fit hand cyclist Lachie O’Brien records his journey back to health and strength after
a medical emergency and a second stint of rehab at Royal Talbot.
by Lachie O'Brien

Lachie at the summit of Tawonga Gap, before his second stint in rehab.

I am a T2 paraplegic and have been using a wheelchair for
coming up on 11 years now. I had spent time racing as a
H3 hand cyclist, and was on average training 7-10 hours a
week. I had ridden up many mountains, and had completed
the gruelling Seven Peaks challenge.
The Seven Peaks requires riding by road from the foot of
each mountain up to seven Victorian ski fields, among them
Mt Hotham, Mt Buffalo, Dinner Plain, and Falls Creek. I
was also studying to be a personal trainer, and I am a peer
mentor with AQA.

and called an ambulance. After the ambulance arrived, I
blacked out.
I woke about two weeks later from a coma, not knowing
what the hell was going on. I was aware I had dreamt the
craziest dreams you could imagine, all involving those
around me dying.

Once I regained my sense of awareness, I asked all the
specialists what had happened to me. They explained that
I had developed compartment syndrome, from placing so
much stress for so long on my right arm. Compartment
syndrome is a dangerous condition where swelling occurs
Compartment syndrome
within a muscle compartment,
On 6 September last year, when
placing pressure on nerves and
Melbourne was in a harsh
blood vessels. To release the
lockdown, I woke up feeling
At that moment I decided I would
pressure, multiple incisions
slightly off from having downed a
needed to be made in the sheath
do everything in my power to get
few drinks the night before (but
the compartment.
back to my full strength, no matter enclosing
I think something else was going
These incisions released toxins
on). After showering I fell when
how long it took.
into my body, which caused
transferring to my wheelchair,
major organs to shut down. I
and then, feeling extremely hot,
needed a tracheostomy, at least
crawled to my room to cool down. As I was away from my
six surgeries on my bowels, multiple surgeries on my right
wheelchair, I was trying to cool down while leaning with a
arm, and to top it off dialysis - and I developed a beloved
lot of pressure on my right arm and feeling horrible.
pressure sore.
I started to crawl back to my wheelchair, very slowly.
After spending around 70 days in intensive care at the
Luckily my dad showed up, picked me up, put me in bed,
Austin Hospital, I was transferred to the 3 North spinal
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PERSONAL TRIUMPH

I woke up about two weeks later from a coma, not
knowing what the hell was going on.

Lachie spent 70 Days in ICU.

ward, which I had spent time in when I suffered
my spinal cord injury back in 2010. I remember
looking in the mirror for the first time there and
thinking how small I looked - how much my muscle
condition had deteriorated - and that I wanted so
badly to be back to my strong, fit self.
A long climb ahead
At that moment I decided I would do everything in
my power to get back to my full strength, no matter
how long it took.
From there I came up with the idea of the 60-day challenge:
to train and push myself as hard as I could for 60 days, with
the aim of climbing a mountain again. I thought that I could
also raise money to improve the Royal Talbot Rehabilitation
Centre, so that others facing adversity could recover in
a better environment. After spending a month or so in 3
North I was transferred to Royal Talbot, where I was to
undergo serious work to rebuild my strength. Upon arriving
I saw many familiar faces in staff who had been there
during my first stay, which was a comforting feeling.
Along my rehab journey I made a lot of friends with staff
and patients. The hardest thing, I would say, when having
to go through rehab a second time, is knowing what you
had been capable of, and having the muscle memory
for things like transferring, pushing a wheelchair, and
wheelchair skills. Due to losing all my strength I was not
able to do any of this, which was incredibly frustrating:
going from being completely independent to almost
completely reliant on others.
Back in my chair
From day one in rehab, I got the okay from the physio to be
in my own wheelchair, which made life so much easier than
using other wheelchairs that were not suited to me.
Two weeks after arriving at rehab I suffered a terrible
urinary tract infection, and was taken to emergency. I was
stabilised over one day in emergency, spent another couple
of days in intensive care, went back to 3 North for a few
more days, and then back to rehab again.
I spent a further three months in rehab, where I worked
hard to regain my strength and independence. I worked in
the gym three times a week and was on the arm cranks five

Now Lachie's back to climbing mountains.

days a week, building up my time each week. I had physio
and OT sessions three or four days a week. Even though
it was hard having to start from next to nothing, I was
lucky the one thing I had to do was the thing I am good at:
working out and pushing myself to the limit.
Mentor muscle memory
I am so grateful for the regular peer support visits from
AQA staffers Josh Hose and Naz Erdem, who are also great
mates, which helped me to take my mind off things. While
I was in rehab I found myself sliding into the mentor role
again myself, as I have so much experience of living with
a spinal cord injury. I had a lot of advice to give to other
patients, and in turn they helped me by being such amazing
and special people. I couldn’t imagine going through this
experience without the amazing nurses, doctors, patient
services assistants, physiotherapists and occupational
therapists at the Austin and Royal Talbot.
Sixty days after I left rehab, I made good on my 60-day
challenge and rode the 42km from Omeo to Dinner Plain
near the top of Mount Hotham. Reaching the summit was
utterly satisfying after all the hardship and turmoil I had
been through. I also raised $5600 dollars for Royal Talbot.
I have managed to get my transfers back to where they
were previously, and I train in my handcycle at least 10
hours a week and do two gym sessions on top of that. I am
striving to get back to my old form, and set my sights on
bigger and better things.

aqavic.org.au
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H E A LT H A N D W E L L B E I N G

Soul food
for dark
days
As we find ourselves living from lockdown
to lockdown, and with the national mental
health conversation promoted by RUOK
Day coming up in September, four writers
tell of how they have responded to loss and found help when they’ve needed
it most.

DISCOVERING WHO I AM
SOUL FOOD. 1

by Katherine Reed
At 19 I was working towards an apprenticeship as a jockey,
in a job I loved, when I had a fall that left me with T4-5
complete paraplegia. For the first few weeks after my
injury, I thought I was going to walk out of there. It wasn’t
until I was shown my x-rays, and had it explained to me
how the spinal cord worked, that I realised that wasn’t
going to happen.
By then I’d seen enough progress that I knew I would get
better, but now I also knew there was a limit to better. This
was about maximising what I had, and not holding onto
what was gone. The little gains gave me enough hope to
keep moving forward, until I could make bigger plans.
After a few years of playing wheelchair basketball and
travelling, I came back to Tasmania and bought the farm
where I now live with my husband, Tim, and our two boys,
Will (5) and Harry (2). We farm Angus beef cattle and have
a herd of Australian Miniature goats.
I’ve never particularly missed the big things like walking;
it’s more the little moments. I still find it frustrating how
much of my life I spend stuck on the toilet. The one area

I had shown signs of depression on and
off since I was about 12, but the past year
has been a real kicker for me.
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Katherine on her farm in Tasmania.

where I do resent my spinal-cord injury is in the balance
it has forced within our home. I was raised to do the socalled boy jobs and the girl jobs; now I’m back to playing
the domestic wife. I want to be outside more, but either I
cannot do the jobs or it takes me ten times as long and all
my energy.
That said, the mini goats have allowed me more of a handson role: I’ve taught myself to trim their feet. The cuddles
with the baby goats over summer, getting them used to
being handled, have also been an important part of my
mental health care.
I know I’m not the only one who has struggled lately. I
had shown signs of depression on and off since I was
about 12, but the past year has been a real kicker for me.
I have functional depression, so I can hide it well, even
from myself. I was going downhill for months, and was at
my worst ever before I even realised there was anything
wrong.
For the first time, I have started on medication, which has
allowed me to get well enough to make other changes
to my life. I don’t know how long I’ll be on it, but it’s
helping for now. I also have an excellent psychologist,
who is helping me work on strategies to prevent me from
relapsing.

H E A LT H A N D W E L L B E I N G

I am taking
time to
study, to
do things
that interest
me, and to
strengthen
that sense
of self.

I have had many conversations with my mother
about which came first, the depression or the
wheelchair. I honestly don’t think my depression
is caused by my SCI - I have both personal and
family history. However, the extra difficulties I
face due to society’s attitudes towards disability,
and the lack of support provided for those of us
with disabilities, is depressing.
I do know that one thing dragging me down of
late has been lack of purpose and direction. This
may seem ridiculous, given that I’m a full-time
carer to two busy kids. However, I never got

around to working out who I was as a person
before I became a paraplegic, and then became a
wife and a mum. Of course I love my kids, and I’m
glad I had them, but this lack of identity outside
parenting has become something I can’t ignore.
Katherine the jockey never came to be, and nor
have I fully developed my new self. As my kids
get bigger, I am taking time to study, to do things
that interest me, and to strengthen that sense of
self.
Author note: Katherine Reed has been living with a complete
t4-5 spinal cord injury since 2008.

There is a pain in these moments
that is unbearable, and only
those who have been there can
understand the overwhelming urge
to make the pain stop.
How did I arrive at this moment?
What had happened to get me to this
point where I had all this inside me?
When I look back through my life, it’s
hard to say precisely when I started
to feel not quite myself. Thinking
about it, it was before I began to live
with quadriplegia.

THE MOMENTS THAT
SHAPE US
SOUL FOOD. 2

by Antonio Vecchio
Life can be seen as a series of
moments that lead us to where we
are now. Although some moments
are inconsequential, others have a
profound impact on every moment
that follows. In those profound
moments, we have to make a choice
that will affect ourselves and those
around us.
Let me share one of my moments
with you.
I found myself sitting in a dark place,
knowing that the world would go on
if I stayed in this place forever and
no one found me. I had transferred
myself onto the floor and was
sitting in a corner, with a lifetime of
suppressed emotions pouring out of
me.

thing that we could ever imagine.
But for me, it was insignificant
compared with seeing my dad take
his last breath.
This loss was the moment that
broke inside me in ways that I never
thought I would recover from. But
life went on, and I continued to show
the world a smile and pretend to be
the strong inspirational person that
everyone thought I was.

There was a pain inside of me that I
would never wish upon anyone, and
yet I taught myself
how to suppress my
When I look back, emotions and get
it's hard to say
through the days and
weeks.
precisely when I

After I sustained my
C6-7 spinal-cord
injury in a car accident
in 2005, I just accepted
it as normal to be
feeling down about
started to feel not As I was sitting there
on the floor in the
myself. I would often
quite myself.
corner, I was not
have people tell me
thinking about any
how amazing I was,
past moment that had
and that I was an
led me there. The numbness that I
inspiration, and that it was okay
had felt in past years had gone, and
to have bad days given what I’d
every tear was an emotion that I had
been through. So I felt no reason to
kept within me.
change my behaviour.
Time went on, and I lived an active
life surrounded by friends and
family. Yet I found little enjoyment in
things that had once given me great
satisfaction. Instead, I found myself
feeling numb towards things that
I knew should trigger an emotion
within me.
Again time moved on, and I was
confronted with another moment.
For many of us, sustaining a spinal
cord injury is the most catastrophic

The thing about moments we are
confronted with is that often we
need to make a decision. These
decisions are never easy. Decisions
in these moments lead us to where
we are today. The decision I made
was to pick up my phone and call for
help.
Author note: Antonio Vecchio is a Peer Coach
for AQA and the Consumer Engagement Lead
for the Spinal Research Institute. He has been
living with a complete C6/7 spinal cord injury
since 2005.
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FINDING HOPE
SOUL FOOD. 3
by Dave Jacka
As I sat in the recliner wheelchair
unable to move, all I could do
was stare at the pale blue wall in
front of me. In that moment, the
consequences of my motorbike
accident transformed from a vague
thought to the dark and painful
realisation that life as I knew it was
over. Two months previously, I’d
broken the fifth vertebra in my neck,
leaving me with quadriplegia. I was
nineteen years old.

Before my
accident I had
a plan for my
life, but now I
felt utterly lost.
I desperately
needed a little
hope.

My despair felt so deep it was as
though a plastic bag had been pulled
over my head, leaving me unable
to breathe. My identity and dreams
were gone. Any remnant of hope that
I had clung to for a worthwhile future
had dissolved.
Over the next seven months of rehab,
I began the slow journey of relearning
the most basic of tasks: feeding
myself, brushing my teeth, putting a
top on. These tasks—so simple in my
previous life—were now challenges
that felt so great that I didn’t know if I
could ever achieve them.
Before my accident I had a plan for
my life, but now I felt utterly lost. I
desperately needed a little hope that
my situation would get better, to feel
that I was in some way progressing.
I began by focusing on one small goal:
feeding myself. Without functioning
fingers to hold a spoon, I watched as
a nurse strapped a Palm Pocket—a
Velcro band that holds a spoon or
fork—to my hand and slid a spoon into
its pocket. My first spoonful of soup
hit my chin, dribbling down my neck. I
felt embarrassed and frustrated. Not
ready to give up, I changed tack and
attacked the casserole, managing a
good mouthful without spillage and
munching away with a very satisfied
grin. Initially it was exhausting, but
with each mouthful I got better at it.
As I mastered such small but important
goals, my confidence grew, allowing
me to take on bigger challenges. As
my goals got bigger, I followed the
same strategy, breaking each down
into smaller goals—micro-goals as
I called them—that were far more
achievable than the huge goal itself.
12
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Dave was the
first person with
quadriplegia to fly
solo around Australia.

Each time I achieved a micro-goal,
it boosted my determination and
commitment to keep going. When
I encountered an obstacle that
seemed impassable, the key was to
get creative and find different ways
around it.
When I began learning to transfer,
I couldn’t lift myself from the
wheelchair to the bed because the
chair would shoot away and I ended
up on the floor. It was only after
trying many different options that
I came up with the idea of a hook
to hold the wheelchair in position
against my bed. This simple solution
enabled me to transfer independently,
increasing my freedom and changing
my life.
This strategy of focusing on a goal
and breaking it down into microgoals, committing to taking action,
and finding different pathways to
get around obstacles, was the key to
helping me move forward from my
accident.

Now, 33 years on, I can affirm the
value of this approach, which has
become the foundation of how I live
my life.
It provides an open attitude to life
that helps me navigate the everyday
challenges of living with a physical
disability. More importantly, it
constantly focusses my perspective,
allowing me to see possibilities
instead of impossibilities. It has given
me the confidence to dream again,
and to transform those dreams into
reality.
Author Note: Dave Jacka OAM was the first
person with quadriplegia to fly a microlight
aircraft solo, and the first to fly a light aircraft
around Australia. His book Six Percent, an
account of his journey from injured motorcyclist
to solo pilot, was published in 2019 and is
available from https://davejacka.com/books/
and Amazon.com. Dave has been living with a
complete C5-6 spinal cord injury since 1988,
and is a member of the AQA board.

H E A LT H A N D W E L L B E I N G

I WAS STILL THE
SAME PERSON
SOUL FOOD. 4

by Tanya Clarke
In October 1993 I was involved in a
serious car accident which left me
with C5 complete quadriplegia.
I was 19 years old, and had been
studying to become a primary
school teacher.
I have had many people over
the years ask me: “How did you
cope with what happened to
you?” I'm not sure I have a simple
explanation.
Who at 19 doesn’t think things will
just work out? I would become
a teacher, get married, and have
kids. But I didn’t have a plan - this
was just what I was doing.
After my accident, I just wanted to
get back on track. I’m not saying it
was easy - when you get a spinal
cord injury it’s like you’ve been
reborn, and you have to learn to
use your body all over again. But I
just got on with it.
In rehab you were invited to see a
psychiatrist. I wasn’t interested.
Eventually when I did see him, I
went with my mother. I know the
psychiatrist said later that my
mother had been grieving more
than I had.
One reason I wasn’t grieving
for my old self might have been
that I really didn’t see myself any
differently. There wasn’t an old
Tanya to grieve for: there was just
the same Tanya.
I couldn’t use my hands and I had
limited arm movement, but I still
had the same likes and dislikes.
My taste in music never changed.
I enjoyed social events, dining,
movies, concerts, shopping –
none of that changed. I was still
the same person.
My family didn't treat me any
differently after my accident.
From their perspective, the Tanya
they had supported pre-accident
was exactly the same Tanya postaccident. Their support made it
easier for me to sustain that sense
of myself.

My family didn't treat me any
differently after my accident.
From their perspective, the
Tanya they had supported preaccident was exactly the same
Tanya post-accident.
Tanya and her service dog, Ryder,
from Assistance Dogs Australia.

I had my first day-leave in the second
month after my accident. My mum
and dad took me to dinner at a pub
nearby. There I was in a huge manual
wheelchair, with the backrest above
my head and a pillow behind it, a
big wooden tray in front and fluffy
dolphin slippers on my feet. Mum
and Dad pushed me down the steep
Burgundy Street hill in Heidelberg,
from the Austin Hospital to the Old
England Hotel.
Fast forward nearly 28 years and I
would not pass my front door in that
sort of outfit, and there is no way I
would let anyone push me down that
hill - let alone someone wearing
stilettos. However, getting out and
about so soon made me feel better,
and this became a regular outing.
Upon arrival at the hotel, staff would
prop a table up on ashtrays so I could
get underneath, and we would enjoy a
meal together and a glass of wine.
My inmates were a great bunch, and
some had wicked senses of humour.
We would laugh at ourselves and all
endeavoured to help each other. Still,
I just wanted to go home, assess what
I could do for myself, be part of my
family, and make my own decisions.
Most of my friends were not
comfortable with me after I was
injured, but I didn’t experience their
drifting away as a loss. I understood
that they had not been true friends.

In contrast, two dear male friends
from high school are still my friends
today. I also have a good circle of
friends whom I met post-accident.
Other factors that helped on my
journey included past patients
who took the time to visit me, told
me about their experiences, and
encouraged me to test myself. AQA
peer support mentors were always
there for me and my family during
rehab and long after discharge.
This support is invaluable.
I went back to education, attending
Swinburne University and studying
computer software, programming
and multimedia. Receiving a
service dog from Assistance
Dogs Australia changed my life
immensely. I served on the Board
of AQA, and became an AQA peer
mentor myself. These are just a few
things I have done to keep myself
involved in life and contribute.
Everyone is different and everyone's
story is different. It may be that I am
just pushing down my grief and one
day it will all come flooding out, but
I don’t feel like that. Of course I have
crappy days. But you don’t need to
have a spinal cord injury to have a
crappy day, do you.
Author note: Tanya Clarke is a peer mentor
with AQA and a former member of the AQA
Board. She has been living with a complete
C5 spinal cord injury since 1993.
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'We’re not ready to
be thrown away'
If you become disabled when you’re 65 or older, you’re not covered by the NDIS. Two couples
tell how they're facing life with high-level spinal cord injuries largely on their own.
by Dan Nathan

Noel's wife, Cathy, has been caring for him full time since he retutrned home from rehab.

On a Friday evening early in 2019, Colin Wynd decided the
date of his retirement - Easter Thursday. He would make it
official on Monday.
A storm had brought down a shade cloth he had set up
in the backyard of his home, in Melbourne's west. His
daughter was coming around the next day with a ladder,
but he decided he could repair the shade from his deck.
He was attaching the second-last guide rope when he fell
off the deck, slipped on the woodpile, and landed on his
head, compressing his spine and damaging his spinal cord.
In June of 2020, Noel Camilleri was standing on the tray of
his ute, sanding rust from an old bus he was converting into
a motorhome.
He stepped back and fell, severing his spinal cord in two
places.
When they had their accidents, Noel was aged 66, and
Colin had just turned 65. Both had been looking forward to
packing up their houses and exploring Australia with their
partners.
Noel and Colin now live with quadriplegia. Colin has an
14
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incomplete C3 spinal cord injury, and Noel has complete
L6 and C6 injuries. They both need help to do most things eating, drinking, bathing, toileting - which classifies their
care needs as 24-hour.

Colin and Noel say they'll have no option
but to go into aged-care homes.
Providing that care is consuming their savings, and their
partners’ lives.
Noel thinks he and his wife, Cathy, will be out of money
within a few years. Colin and his wife, Diana, estimate this
side of 10 years.
When the money runs out, Colin and Noel say they'll
have no option but to go into aged-care homes. Neither
considers that to be an acceptable life for a person their
age.
“Colin and I have decided that's not in our future,” says
Diana.

INCLUSION AND EQUITY
“If it comes to that, we'll just be gone.
“And it's not just about quality of life. I've worked in an
aged care home. They were lovely, don't get me wrong,
but they just don't have the resources to provide the care a
quadriplegic needs.
“For example, Colin has about a 30 second warning before
he needs to go to the toilet - that's not a response time you
can expect in these places.”
A low ceiling for high needs
Both Colin and Noel receive funding for paid assistance
at home through the MyAgedCare Scheme. They're in the
highest funding bracket: the Level 4 Home Care Package,
which has a funding cap of $52,377.50 annually. (Because
of Colin's assets, his funding is capped at $38,400.)
Neither is eligible for the National Disability Insurance
Scheme, because the NDIS does not accept new
participants who are 65 or older.
The NDIS applies a needs-based funding model. Its
average annual funding for someone with a spinal cord
injury is $165,000. Considering Noel and Colin both need
24-hour care, their funding would have been significantly
above that average if they had been eligible.
Noel had never heard of the NDIS
before his accident, but he had
a strong sense that if he ever
needed help, it was out there.

“The worst part of my injury is the
effect on Cathy, by far.”

“I worked two jobs for most of my
life - as a motor mechanic, and as
a fitter and turner,” says Noel.
“I've always paid my taxes, and that's fair - I've earned the
money, that's their share. But I've always thought, once I
get old enough, if I need it, they'll take care of me.”

Except for ambulances, Colin and Diana
have barely left the house since April 2020.

It was while he was in rehab that a social worker told Noel
he'd be funded only for 10 hours of in-home care a week,
through MyAgedCare.
“That just about crushed me when she said that,” says
Noel.
“I thought: I can't go home. My wife is going to need more
than 10 hours a week of help. She'll kill herself trying to do
it all, and I love her too much to let her do that. And if I go
into an aged care home, that would be the end of me.”
In early June, Noel returned home from rehab. It's been
tough.
“The worst part of my injury is the effect on Cathy, by far,”
he says.
Waiting game
A MyAgedCare application is given a priority rating. Noel
was assigned a medium priority, which means, he says,
that his application could take years to be approved. (He's
appealing that decision, hoping to get upgraded to high,
which he says would shorten the wait time.)
While he waits, MyAgedCare is subsidising 10 hours of
personal care rather than funding it fully. Noel pays for an
extra 11 hours of full-cost care, which gets him to 21 hours
a week. That’s enough assistance daily to cover bathing,
toileting, and getting in and out of bed - the tasks Cathy
isn't strong enough to do by herself.

Noel and Cathy estimate they'll be out of money within three years.

It’s just enough to keep him out of an aged care home - as
long as Cathy devotes her life to doing everything else for
him.
aqavic.org.au
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Every dollar Noel and Cathy spend from their savings
to make the present more bearable - through paid care,
or modifications to their house or car - brings Noel’s
admission to an aged-care home closer. And that's
assuming Cathy's health holds out.
“It seems funny to me, I mean, why do they even have
doctors and hospitals bothering to fix me up, if they're not
going to bother keeping me alive,” says Noel.
Balancing act
Like Noel, Colin was good with his hands.
“He's always tinkering and inventing,” says Diana. “He's
known as Mr Fix-it.”
Colin worked as a radio technician for the Air Force, and
then in calibration for ammunition manufacturers.
Colin and Diana are in a similar holding pattern: using their
savings to subsidise their funding package just enough
to give Diana some breathing room, while holding harder
choices at bay for as long as possible.
“Except for ambulances, we've barely left the house since
April last year,” says Diana.
Until June last year, Diana says, she was happy to be
providing all of Colin’s care.
Colin’s MyAgedCare funding started in April 2020. For a
few months, the couple could use that funding to help pay
for some of the equipment they needed.
“We were fortunate that my brother and his wife were able
to do most of the home modifications, and I have become a
whip at finding bargains online and sourcing second hand
equipment,” says Diana.
Then Diana's growing back pain was diagnosed as five
broken bones - from osteoporosis linked to medication
she'd been taking for her rheumatoid arthritis.

"Travelling is now off the cards for us,
but day trips would be nice. We both love
looking at the ocean, and rivers."
At that point, Colin’s daughters and sister-in-law stepped
in to help for a couple of hours each day. By August, Colin
and Diana were spending all their funding on paid care,
about ten hours a week, with Colin’s daughters still doing
one day a week each.
They fully fund an extra 15 hours a week, which, like with
Noel and Cathy, covers the care Diana isn’t strong enough
to do on her own.
“My understanding of the NDIS is we'd be able to pay for
physios to come out to our home, to help Colin’s recovery,”
says Diana. “His injury is incomplete, so recovery is a
possibility we can't give up on. At the moment, it's just his
daughter looking stuff up on Google, trying to figure out
what might help.
“The only home-visit physios I've found are over $200 an
hour. And they're over in the southeast, and you have to pay
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Diana says she's become an expert at finding bargains.

travel time. None of the local physios are qualified to work
with quadriplegics.
“Travelling is now off the cards for us, but day trips would
be nice. We both love looking at the ocean, and rivers.
We've got a hoist for Colin, in my car, but it's hard work on
my own. And I'm worried about hurting myself. I'm no use
to him, or myself, if I break more bones, or my rheumatoid
arthritis gets worse.”
Not alone
Noel sees himself as a person with plenty of life to live, and
plenty to give.
“With the right support, I could still do things,” he says.
“I've got a lifetime of experience. I want to keep sharing
those skills, and hopefully, pass them on.”
He and Cathy live in a small town in the lakes region of
Gippsland.
“Everyone looks after each other, keeps an eye out for each
other,” he says of his local community.
“I've got a hoist in the garage - I've told all my friends,
when your car needs a service, bring it here. I mean, why
pay $200-300?”
He says the couple’s friends are mostly their age or older.
“They're still out playing golf, making things, and running
around,” Noel says.
“But financially, some of them are just barely holding on.
If something happened to them, they'd never come home
again.
“They'd be in a facility. I think about how wrong that would
be.
“We're not ready to be thrown away.”
AQA supports the campaign to expand NDIS coverage to
all Australians. For more information, visit:
www.disabilitydoesntdiscriminate.com.au

COMMUNITY NEWS

COLOURING THE TALBOT

Stage 1 of the project: make lots of art.

People recovering at the Royal Talbot
rehab centre have offered some
valuable feedback to the centre: the
entrances and hallways don’t feel
particularly welcoming.
The centre has decided to harness
the powers of art and community to
do something about it, says Daniel
Waters, Therapeutic Environment
Project Coordinator at Royal Talbot.

The plan? Artists, arts health
facilitators, staff, patients, carers,
family and friends all work together to
design a mural that creates a pathway
to the wards, flowing along the ceiling
and walls.
The hope, beyond creating a more
welcoming space, has been to use art
to aid patients' recovery, by offering
outlets for self-expression and
sociability, and by reducing anxiety

and depression. (The mental health
benefits of art in recovery settings
has been well proven.)
The first step was to make lots of art.
As can be seen above, no surface was
spared.
The next stage of the project involves
finding funding, bringing all the
art together into a single mural,
manufacturing it, and installing it.

COMMUNITY NETWORKS
AQA introduces Georgina Fiorentino
to the Community Engagement &
Network Coordination position,
sharing the role with Peter van
Benthem from the start of July 2021.
Georgina was previously a member
of the Support Coordination team,
where she gained invaluable
knowledge in the NDIS space, and
supported clients to achieve their
NDIS goals using her own lived
experience.
Georgina looks forward to meeting
regular network members, and
supporting all the newcomers to
join in and discuss issues that are
important to the group. Both Peter
and Georgina will coordinate the
delivery and development of AQA’s
community networks with an aim to
build and strengthen the groups to
ensure their sustainability.

As soon as we’re able, we’ll be moving
off Zoom and back into in-person
meetings (and activities!)
We value feedback and ideas from
our members to help direct these
community network groups. Please
contact us to discuss any thoughts
you might have.
Join one of our
community networks:
▬
▬
▬
▬
▬
▬
▬
▬
▬
▬

Ballarat
Bendigo
Geelong
Mornington
Gippsland
Shepparton & Echuca
Melbourne
Family & Friends of SCI
Professionals with SCI
Women with SCI

Contact us on 03 9489 0777 or
info@aqavic.org.au to find out more
aqavic.org.au
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Vaccine survey finds
strong support, some doubt
Apprehension over side-effects was the key reason cited
for postponing a Covid-19 vaccination, among people
responding late last month to an AQA survey.
The informal survey of AQA community members drew
responses from 68 people, nearly 90 per cent of whom
were living with SCI (the others had a person with SCI in
their family).

Seventy-five per cent of all
respondents said they had
already received a vaccine, with a
majority accepting the
AstraZeneca product.

Of 36 people who said they had been hesitant about
receiving a vaccine, 64 per cent said they were worried
about complications. Thirty-one per cent said they had
delayed getting a shot partly because no one they knew
had the virus.
However only 11 per cent said they felt they needed more
information about the vaccines, and only one person said
they didn’t know where to get vaccinated.

39.22%
PFIZER

60.78%

ASTRAZENECA

Seventy-five per cent of all respondents said they had
already received a25%
vaccine, with a majority accepting the
AstraZeneca product.

NO

YES

75%

In comments, one person reported a week of sickness
- mainly soreness and headaches
- after their first
I’VE BEEN
AstraZeneca shot, while one VACCINATED
other reported a day of
headaches and tiredness from their second dose of
the Pfizer vaccine. Two others reported rough days
immediately after receiving an unspecified shot.

Reasons for getting vaccinated were overwhelmingly selfprotection (92 per cent), but two thirds of those vaccinated
said they were motivated also by a wish to protect others
from the highly infectious disease. Vaccination is known to
lower the risk of transmitting infection.

39.22%

Ninety per cent of respondents said the coronavirus
pandemic was real.PFIZER
No one said it was a hoax, and only two
said they believed it was a conspiracy.

60.78%

NO

TwoASTRAZENECA
thirds of people had received advice on vaccination
from their doctors, and about a quarter had taken counsel
from family and friends. Only nine per cent said they had
taken advice from the media.

25%

YES

75%

I’VE BEEN
VACCINATED

Those leaving specific comments were overwhelmingly
in favour of vaccination, pointing to the high risk from
infection and the low risk from side effects of a jab.
“More people die from taking aspirin [than from a
vaccine],” one respondent said. Another wrote: “If not
vaxxed and get Covid I’m a dead man - simple really.”

SPINAL INJURY INFO & SUPPORT ONLINE

Like us on facebook for news, information, photos and more.
facebook.com/AQASpinalSupport
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CLASSIFIEDS
WHEELCHAIRS FOR SALE

SHOWER INSERT WITH RAMP

KARMA II – MANUAL WHEELCHAIR

Shower insert with ramp; Compliant with durability test, stress
test and green product standards; Insert 880 x 880mm x 35mm;
Ramp 800mm x 540m x 50mm; Used, excellent condition;
Smoke free home; Location East Doncaster.

Karma II; Seat 18" x 16"; Transport wheelchair; Swing away arm
rests; Removable foot rests; Used indoors only; Smoke free
home; Location East Doncaster.
Price
Phone

$800 Negotiable
0422 732 252 (Monica)

(08/21#a)

2010 HOLDEN OMEGA STATION WAGON
161,000Kms; Excellent condition; Franks Engineering have
fitted the hand controls; Car driven by Quadriplegic; 80 year old
driver is handing in his license.
Price
Phone

$12,000
9404 3135 (Robin)

(07/21#a)

Price
Phone

$400 Negotiable
0422 732 252 (Monica)

(08/21#a)

BATEC MOBILITY POWER DRIVE
As new; only used a couple of months! Can be delivered to
Bonbeach or viewed at Foster VIC 3960
Price
Phone

$5,500
0429 821 834 (Karen)

(08/21#a)

FREEBIES

EQUIPMENT FOR SALE

VARIOUS ITEMS

RECLINER CHAIR - ELECTRIC

Free to a good home – Bed Rails; Standing Walking Frame; Low
Back Day Chair with Padded Seat and wheels and foot locks;
Plastic Stool; Pick up from Lalor.

Medium single motor lift chair; Air comfort; Macro suede
fabric made by Warwick; Additional seat width 50mm; Remote
control; Professionally cleaned; 1 year old; Smoke free home;
Location East Doncaster.
Price
Phone

$2,900 Negotiable
0422 732 252 (Monica)

(08/21#a)

PLEGA – ELECTRIC BED
King Single; 6months old; Fully operational; Functions like a
hospital bed; Remote control with 3 massage settings; Mattress
professionally sanitized; Smoke Free home; Location East
Doncaster.
Price
Phone

$1,500 Negotiable
0422 732 252 (Monica)

(08/21#a)

Phone

0416 243 758 (Angela)

(08/21#a)

FEMALE CATHETERS
Female InLine Releen 2-way Foley CH 20 catheters;
5-10ml balloon (for urethral and suprapubic use)
2 boxes (5 catheters in each) Expiry: 2022-12
Phone

0467 039 699 (Young)

(07/21#a)

For a full list of classifieds and items for free, please visit:
www.spire.org.au/community/classifieds
or contact us on 03 9489 0777 or info@aqavic.org.au.

aqavic.org.au
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NDIS SUPPORT COORDINATION
PERSONAL DEVELOPMENT
PERSONAL CARE
COMMUNITY PARTICIPATION

Our lived experience helps you get the
most out of your NDIS plan.
We can assist you in building your capacity to implement your plan,
connect with services and achieve your plan goals.
(03) 94890777

ndis@aqavic.org.au

www.aqavic.org.au

