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President’s Annual Report

Greetings to all,

I trust you are all keeping
well and coping with the
Covid restrictions we have
had to endure over the last
18 months.

It has been challenging for
many of us. Melbourne as
many of you know, has the
title as the most locked
down city in the world. Not
one we wanted. We were
once considered the most
liveable city in the world.

DATA has held all
committee

our
meetings via
zoom for the last year, I
would like to thank all the
Committee and volunteers
whose dedication has made
us the successful not for
profit charity that assist their

members.
As we form a new
Committee for the next

year, I would like to say
goodbye and good luck to
Ron and Elaine Hennessey

who are retiring after many
years of dedicated service.

DATA has supported the
Filter Your Future program
in the last year and is also
extending its sponsorship
for 2022.

Our Welfare program has

assisted a number of
members in the last year
and we will continue to offer
this program into the new

year.

DATA continues to run the

Ron Jones Educational

Award which is a fantastic

opportunity for students,
between years 6 to 11, to
apply. I encourage anyone
who meets the criteria to
enter.

A number of our social
activities unfortunately had
to be cancelled because of
Covid, but we look forward
to exciting events in the
next year.

Our holiday homes were
unfortunately closed for
quite a few months due to
covid, but hopefully things
will open up again soon.
For bookings, please call
Amanda Pratt

house.

for either

It has been an honour to be
President in the last year
and I sincerely hope that we
can continue to assist our
members. Looking forward
to a brighter year with new
opportunities as we strive
forward as a united group.

Brendan
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OUR NEXT SOCIAL OUTING DATE

RON JONES EDUCATIONAL AWARD

It was great to see all those
smiling faces at Zoom AGM
on Sunday Oct 24th 2021.
We had approximately 24
participants with some
members on phone and
some groups of families.

Congratulations to the two

Ron Jones Educational
Award winners for 2021.
Frederick Kiellerupp. and
Raine Vu. Both very worthy
recipients of the Ron Jones

Education Awards for 2021.

We welcomed Mrs Alvie
Jones who presented the

awards with her son Mark,
and two granddaughters,
Lauren & Sophi.

Congratulation to Frederick
and Raine..We hope to have
some photos of the winners
in our next issue .
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My Story- Steve Shuster

Life for me and my family in 1998 was
pretty good. I was 36, myself and my
wife Jan were living in Sydney, having
moved from Melbourne in 1985, and
our 2 young sons Ryan and Luke were 8

and 6 respectively.

I had always been healthy and well and
had no family history of anything nasty.

I had had some worrying headaches,
but like everyone I didn’t flag it with

my GP and just went on with life.

My job involved some international
travel, which I loved, and in mid1998 I
had a very quick trip to New York and
London for work and got back home

feeling very tired.

I knew something was wrong when the
lethargy didn’t go away and I visited a
CBD GP to get a routine blood test.

He alerted me to a red flag in my

kidney function and referred me to a
specialist . When I saw her she alerted
me to the fact that my renal function
was very poor and I should be
prepared that at some stage in the
future I would be on dialysis and would
need a kidney transplant. Early
indications were 2-5 years and if I
looked after myself maybe longer. My
young family and I were shocked and
found this very hard to digest, it was a

very difficult time for us.

The specialist booked me in for a renal
biopsy at Royal North Shore hospital to
see what had caused my problem,
normally a routine day procedure, but
to top off everything we were trying to

our heads around, the doctor

get
severed an artery and my bladder
filled with blood and I won’t elaborate

on the experience but over the next

week recovering and getting back on
my feet was a very painful episode in

my life.

Once I got back into normal living and
assisted with medication, my health
returned and I felt fine for some time
afterwards. However the looming long
term prognosis was always hanging

over our heads.

In 2000 we had another baby, Charlie
and decided maybe it was time to try
and head back to Melbourne where we
had family who could help us with 3
young children, for when the inevitable
happened and I wouldn’t be able to

give our young family my full attention.

My employer was very good and
organised a transfer back to Melbourne
in late 2000 and we settled in, my

health was good and the dark clouds of

Continued on page 5

Polycystic Kidney Disease (PKD) is an
inherited disorder in which clusters of
cysts develop in the kidneys. PKD
Australia had an Awareness Day on
Saturday 4™ September 2021. The
this year was “Our PKD
Journey”. Charmaine Green co-hosted
the online event with Yvonne

theme

Farquharson from Filter Your Future.
Charmaine’s son was diagnosed with
Autosomal Dominant PKD (ADPKD)
when he was only three months old and
Yvonne was diagnosed with ADPKD 25
years ago.

PKD

0
{t:‘-‘:

On the day there was 37 participants,
most of which have been affected by
PKD. Yvonne spoke about her own
journey with PKD and how important it
is to teach children about maintaining a
healthy life style, to look after their
kidneys. In Australia, over half the
cases of all new patients starting
dialysis (Treated End Stage Kidney
Disease), are preventable, and the
figures from ANZDATA (2019) show
that 39% are diabetic (mostly Type 2)
and 12% have high blood pressure. If
children are taught at an early age how

Australia

to look after their kidneys and have a
healthy life style, maybe dialysis
numbers can have a downward trend.

It was interesting to hear peoples’
experience of their own or their
children‘s PKD journey. Some people
suggested a monthly online chat so
they can discuss issues and stay

connected.

thanked DATA for
sponsorship of Filter Your Future.

Yvonne their

Angela Lindsey
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HomeDialysis Central is an Not For Profit organisation in the United States of America, that
deals with all things Dialysis. Professor John Agar, Australia, (well known to DATA) has
written this Blog entitled ‘Covid-19 Vaccination and Dialysis’. You can view the entire Blog on

line at

https://homedialysis.org/news-and-research/blog/450-covid-19-vaccination-and-dialysis

LET ME

words: dialysis, fear, virus, and vaccine.

NOW CONSIDER FOUR
Fear is not a new concept for any dialysis
patient. No matter how much we reassure,
educate, de-mystify, encourage, and smooth the
path—(NB: while some are much better at doing
this than are others, that is a different bridge to
cross)—fear, anxiety, uncertainty, pain, unplanned
hospitalisation, and the ever-shrouded risk of
death b stalk the dialysis patient, day by day.
Indeed, perhaps this is more so than for azy other
health-threatened patient group, camcer included.
Risk, fear, illness, and death are constant dialysis
bedfellows. This, despite that we all wish it were
not so. While self-management of dialysis at
home zndeniably diminishes these risks, again, not
for discussion here, they still lurk, and I would be

“telling Porkies” if I did not say so.
Covid-19 has

dimension to this dialysis-normal. Fear of

added one further

getting the virus—and who isn’t afraid—remains
a reality and, for a dialysis patient, is a super-
added fear. It Js a lethal beast..despite the claims

of those who would deny it. This is especially
true of the new Delta variant and the likely-yet-
to-emerge variants (choose-your-favourite-Greek-
alphabet-letter). This nasty virus has many nasty
outcomes—both immediate and long-
term. Minimising it is not helpful,
denying it unwise. Those who 4o delude
themselves—and ultimately their communities,
too—and imperil all.

This virus maximally impacts those with pre-
existing conditions and “sleepy” immune
systems—like patients with diabetes, CKD,
dialysis-dependence, transplants, and other immune
-sapping conditions such as autoimmune disease
and malignancy. Kidney patients have several risk
that heighten their Effective

treatment—while  improving—remains largely

factors peril
supportive, not curative.

Scientific and medical advances 4ave both tried
to do their best for humanity down the ages.
Think of antibiotics, safe and painless surgery
under anaesthesia, insulin, joint replacements,
dental amalgams, and the treatment of
hypertension—ijust to name a few.

But, the development and deployment of
vaccines should probably head this
list! Think of smallpox, diphtheria, measles,
rubella, tetanus, polio, hepatitis, influenza, TB,
typhoid, cholera, whooping cough...again, just to
name some. A7 of these diseases killed our
ancestors in droves. Combined, these viral and
bacterial infections were fhe major global cause
of death in a4/ populations prior to the early
20% century. The combination of antibiotics and
vaccination have suppressed them all—with
vaccination arguably the greater contributor.

It is thus rather weird to accept a/ of these

vaccines—many of which we all now receive
routinely at birth or soon after—yet suddenly
refuse the life-saving vaccines that
science has developed (in record time)
to counter the pandemic of COVID-
19. Eg., Astraleneca, Pfizer, Moderna, J&], and
the many other versions around the globe.

It is also addled thinking to decide to wait for a
COVID-19 spike in one’s home community, city, or

\\LJ P &

state before deciding to be vaccinated ar fhe /Jast

minute. Sadly, af the last minute is not
how a vaccine works. Vaccination takes
time—and with Covid-19, it takes a pair of
widely-spaced injections plus some additional
waiting time for an immune response to
sufficiently strengthen to ensure an adequate
measure of protection.

Note I used the word adeguate, for even
then, the protection offered is not
absolute. While the
significantly reduced, it is nof eradicated 1t is
still COVID-19,

but Jf contracted once fully vaccinated, the

risk of infection is

possible to contract
disease will be likely mild and hospitalisation
unlikely.

Fear is a strange beast, too. It can paralyse
clear thought, and warp decision-making. In this

Continued on page 7
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Holiday Homes Annual Report 2021.

Sadly, again this year Covidl9 has affected the
bookings with both houses closed for a considerable
amount of time in the last year.

Due to the uncertain times, members have been
reluctant to book until things settle down.

We have taken bookings for the Christmas/ New Year
period with fingers crossed that we will be allowed to
travel.

Covidl9 restrictions meant the Rosebud house was
closed for approximately 5 months and the Yarrawonga
house for 4 months.

Looking forward to a heathier, busier year for all of us
in 2022

Amanda

Yarrawonga

Why not enjoy a holiday in a great part of Australia just
metres away from Lake Mulwala.

Vacancies

28th Nov - 5th Dec 19th Dec - 26th Dec
23rd Jan - 30th Jan 30th Jan—6th Feb
Cost is only $200 for you and your immediate family.
Call us as we do get cancellations.

Bookings for Yarrawonga Renal Unit Ph 5743 8189.
For HOUSE bookings please ring

Yarrawonga House Secretary
Amanda Pratt Ph 9589 4894

Windswept view of Rosebud beach

Rosebud numbers-
during FY 2021

Yarrawonga numbers
during FY 2021

Transplant-10 Transplant-4

Dialysis at house-1 Dialysis at house-3

P.D-2 P.D-4

Hospital-4 Cancellations-3

Cancellations-5 Carers-3

Rosebud

It’s a terrific place to holiday so take full advantage of the
vacancies and book in a week or even just a weekend to get
away.
Vacancies

14 Nov—21 Nov 21 Nov -28 Nov
12 Dec -19 Dec

30 Jan—6 Feb

19 Dec -26 Dec

Costs $200 per week. Extra guest is $ 20 per night.

For HOUSE bookings please ring
Rosebud House Secretary
Amanda Pratt Ph: 9589 4894

The Eagle Chairlift at Arthurs Seat
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MY StOl’Y -Steve Shuster (continved from page 2)

dialysis seemed off in the never never.

We welcomed baby Liam in 2002,
mindful that the growing pressure was
on Jan to now look after 4 young boys
when the inevitable happened. We
didn’t want my kidney diagnosis to rule
our lives and that’s how we coped and
moved on and got on with our lives,
confident we would cope and make it

work.

I started to deteriorate in 2003/2004
and my specialist made sure I had a
fistula in my arm in preparation for

dialysis.

In early 2004 I got the call that my
routine blood test had shown a rapid
deterioration, and I had to get ready for

dialysis. The 4 boys were 14,12,4 and 2.

In mid 2004 we headed into Royal
Melbourne for my first session. It was
pretty awful, with cramps and needling
and a lot of unknowns, but I got used to
it and the 3 times a week visits became

part of my routine.

Myself and my wife Jan thought it would
be better for the family if I could
dialyse at home and even though I was
a bit of a needle phobic, I gritted my
teeth and got into self- needling and
learnt how to operate the machine. It
wasn’t easy, but the benefit was 3 extra
hours at home, albeit in a difficult
position, but still at home. I wouldn’t
warn anyone off home dialysis but it
does have its challenges with risks
escalated because you don’t have any
nurses to assist you. But its nice to be
settled at home with your family around

you.

I battled away at home 3 days a week
and in late 2004 Jan had a blood test

which showed that she could donate

her kidney to me. My blood group was
AB+, which is very rare, but means I
can take almost any blood group in a

transplant.

We had a lot to weigh up before we
both agreed it was worth the risk. Jan
was convinced we had no choice, I was
hesitant at first, but in the end we both
agreed we should do it if we can. Liam
was 2 at the time and Jan said, if the
kidney survives and we can just get
Liam through school while I was
healthy, that would be all we could wish

for.

After all the tests were completed a

date was booked 24™ August 2005.

My sister in law moved in to watch the
boys, with help from others, we had
meals delivered and we headed off
with nerves and fears, Jan was the
brave one, I knew I could get better,
but for her it was all downside risks and
that’s a thought and respect we owe the

donors, every day of our lives.

Getting wheeled in is a surreal

experience. I tend to be pretty
optimistic and I was confident that it
would all work out fine, Jan had to suffer
the fears and loneliness of the donor,
with most of the focus on the recipient.
You don’t realise it at the time, but the
donors are heroes but don’t get the
attention they deserve, as it all

becomes about the transplant and

getting it all working and not rejecting.

Waking up and being told it all went
well and the kidney is pumping away
and doing it’s job, is as big a relief as
you would ever get in your life. The 5
days in hospital was a blur but from the
moment I woke up, I felt and looked

like a new person. I had color in my

face and the fluids drained out of my
body, a job dialysis can never quite

cover .

Jan was a different story, she was in a
lot of pain and was for some time. It was
a difficult time, I was flying high with a
new lease of life and poor Jan was in
pain and had a long recovery ahead of

her.

Fast forward to 2021. The boys are
31,29, 21 and 19, Liam is now 19, has
finished VCE and is at university. Jan’s
him

dream came through we got

through school.

It was the 16" anniversary of the
transplant this year and we celebrate it

as a family every year on August 24",

I have had the odd hiccup along the
way, a few biopsies and some changes
in medication, but I am in very good
health and my renal levels are the same
as they were 7 years ago. We have
travelled, brought up the 4 boys and
this year welcomed a granddaughter
Goldie Rose. Jan’s and my kidney has
had an eventful 16 years, it’s still doing

well.

I joined the DATA committee after
meeting Sue at the Royal Melbourne
show a couple of years ago, in hope
that I could use my experience to help
other people, I hope this story gives
someone hope and something to look

forward to.

My tip for transplant couples is to focus
on the donor, it can be a very lonely -
journey making the ultimate sacrifice
and seeing the recipient thrive and do
well is what its about at the start, but it’s
the donor who makes it all happen and
there aren’t enough thanks in the world

for that. Steve Shuster
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Statement of Income and Expenditure and Other Comprehensive Income

For the Year Ended 30 June 2021

Mote $ §
Revenue 2 102,122 113,667
Depreciation and amortication axpense (9,135) (8,492)
Education programs (16,138) {34,308)
Social Welfare (6,800) {17,048)
Printing & stationery (6,743) (6,853)
Insurance (6,573) {6,487)
Review Fees (2,880} (3,286)
Rates & Taxes (4,848) (4,692)
Bookkeeping (4,249) (5.771)
Utilities {3,340) (5,710)
Other expenses {3,194) (4,283)
Postage (3.254) (3.338)
Telephone (2,012) (2,331)
Social events 3 (938) (2,674)
Repairs & maintenance (768) (21,571)
Travel {651) 2,618)
Rent (647) (798)
Confractor (450) (5,100
Donations - (8,078)
Publicity - (6,171)
Fundraising 3 - (1,422)
Surplus/(Deficit) for the year 29,502 (37.354)
Other comprehensive income
Revaluation gain of properties 875,387 -
Total other comprehensive income 875,587 5
Total comprehensive income for the year 905,089 (37,354)

Statement of Financial Position . e

Mote % 3

ASSETS

Current assets

Cash and cash equivalents &4 156,851 130,286
Trade and other receivables 5 2 693 r.is50
Oher financial assals 51 1,261 534 T29. 400
COther asseis 221 2,008
Total current assets 1,423 199 858 BA5
MNon-curment assets

Financial assets L] G040, DDy 1.120.250
Property. plant and equipment K 1,906, 52X2 1,036,975
Taotal non-current assets 2,506,622 2 157,235
TOTAL ASSETS 3,930,021 3,006,071
LIABILITIES

Currant liabilities

Trade and other payables 4,374 5,049
Income received m advance 8 = AGa
Tetal current liabilities 4374 5,513
TOTAL LIABILITIES 4,374 5513
KET ASSETS 3,025 647 3,020,558
EQuITY

Assel revalaation reserve 1,881,608 1,006, D21
Retained surplus 2,044,038 2014, 537

TOTAL EQUATY 3,925 647 300,558
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Treasurer’s Annual Report for 2021

Dear DATA Members,

Our organisation has the ability to
continue as a going concern during this
time of COVID instability, due to
dedicated Committee Members and
Decision Makers who came before us.
Thank you.

In reference to the Financial Report:
The previous financial year 2020 - we

concentrated on repairs and
maintenance to our holiday homes
while we were in the first type of
COVID19 lockdown. This financial
year 2021 -our business has been even
quieter due to the second type of
COVID19 (Delta) as we haven’t been
allowed to move around. For example:
not using the holiday homes, only had
limited access to our DATA Office and
we could not meet up for social events.

Our Revenue Stream (pages 2 & 9) of
$102,122 showed a decline of $11,000
from previous year.
This is due to various reductions: 1.our
annual endowment from the estate of
the late Mrs Elizabeth Erna Dolgov,

2. not holding our yearly AGM raffle,

and 3. fewer general donations.

Our expenses of $72,620 (page 2) have
been in line with the quieter year - We
have continued to support the Welfare
assistance program and the Healthy
Kidney Education program. Most of
the other expenses relate to our normal
business transactions and Shoestring
distribution.

This leaves us with a surplus of
$29,502.

Our Assets (Pages 3, 4 & 10) had a
marked improvement. Our holiday
homes were re-valued which increased
our Property, plant and equipment
holding by $875,500. Now declared at
$1,906,822. Our Term Deposits (Pages
3 & 10) are steady at $1,861,634
although the re-investing interest rates
are very low in the current economic
climate.

In reference to the Management Letter:
As a Not For Profit organisation

following our Own Rules and engaging
an outside Audit Company to annually
check our operating business, we are
consistently following current business

guidelines. We welcome ideas and
suggestions for improvement. The
following Issues have been identified
(page 5) in 2021 report:
1. IT Controls: We need to develop an
IT Policy that covers: Managing IT
assets and software, IT Passwords and
disaster recovery.

2. Risk Management: We need to
develops a risk management
framework which takes into
consideration enterprise-wide risks
cyber security, privacy,

information management and business

such as

continuity.

We have good control of the individual
elements of the identified issues
however we need to develop specific
IT and Privacy Policies.

Once you have had time to read the
entire Saward Dawson Review
Documentation, please do not hesitate
to contact me on 0408 103 571 if you
have any questions.

Vicki Abbatangelo

DATA Treasurer

Continued from Page 3 Prof John AGAR Home Dialysis Central Blog.

way, the fear of vaccine side-effects has oddly
persuaded some that being vaccinated is somehow
too great a risk. But the risk of a severe side-
effect from the vaccine, i.e, more than just an
ache in the arm or a brief and limited shiver and
shake is infinitesimal

Think of your US-football Super Bowl with a
crowd of perhaps 100,000. If the whole 100,000-
strong crowd were to be vaccinated on the same
day, one—yes, ome—might have a severe
reaction. The risk of death from a severe side
effect is even less—with maybe two or three
dying from that reaction in every 1 million people
vaccinated.

If the 100,000
unvaccinated—were to be exposed to COVID-19

same strong crowd—

on that very same day, some 190 in that

crowd would die (CDC data: 37 million cases,
2.6 million hospitalisations, and 1,895 per million

deaths).
While #ofhing in our human existence can be

regarded as risk-free—umothing—in my maths
suggests a better chance against COVID-19 and a
lesser risk of death than vaccination.

So, for the immune-compromised, i.e., those with a

stuffed, or sleepy, immune system—like people
with  CKDys,
immunosuppressed

those on dialysis, or those

after transplantation—
vaccination makes sense:
®  Jone of the vaccines contain “live” virus.

®  Jone of the vaccines contain “dead” virus.
They do zof contain any micro-chips, tricky bits,
or strange codes.

They are just designed to tickle up some
proteins in your own cells that will save your
life and minimise the risk that you might infect,
cause illness to, or cause the death of those you
love.

Dialysis is already fraught enough with anxiety,
fear, and risk. Don’t add the super-charger of
COVID-19 to the mix. For those yet to he
vaccinated—take a leaf out of the Nike ad
and Just do it.
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The views expressed in the editorial and the
contributed items, are those of the authors and
are not necessary the opinions of D.A.T.A. Vic.
Inc.

The Dialysis and Transplant Association of Victoria
Incorporated (D.A.T.A.) is a patient self help group made up of
people with kidney failure and their families and friends. Social
days are held at regular intervals and the year culminates with
the annual Christmas event.

We own and run two holiday homes for use by our members—
One is at Yarrawonga, the other at Rosebud.

Happy Christmas
Happy New Year

‘ShoeString > denotes the feeling

of life when it is turned up-side-down
and that, with Kidney failure, Dialysis
or Transplant, you sometimes have to
pull yourself up by the shoe strings to

get going.

From The Editors

CONTACT US ON EMAIL: editor.shoestring@gmail.com

Thank you for all who contributed to the creation of yet another
Shoe String. Get your stories ready for next issue . I am hoping
we will be able to get together for packing of SS in late January

I hope you all have a great Christmas without any lockdowns .

Shout out to all those who are not feeling so great . I hope to
have enough room for a few laughs next issue .

I would like Fiona to get in touch with me, I received a
message but I could not get the phone number . So Fiona , I
need to talk to you. So email or phone me, please.

Information re SOCIAL EVENTS planned for 2022.
Dates for your Diary

o Thursday 17 February 2022, 11am Coffee & Cake
Venue to be advised .

° Sunday 6 March 2022, 2pm Barefoot Bowls
More information in NEXT ShoeString. January 2022.

° Don’t forget April 2023 World Transplant Games in
Perth.




