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Meeting
Reaminder !  Sunday 27 October 2019

All members are invited to attend the Annual General Meeting of the
Dialysis & Transplant Association of Victoria Inc. which will be held
at 79 Mahoney’s Road Forest Hill 1st floor at 2pm. Just ring the door
bell and someone will let you in.

It is the legal requirement of all charities to hold an AGM and provide
yearly reports on activities, especially financial. So come and show
your support to DATA. Nominate yourself to the Committee and be
there for the raffle ticket draw.

If you are an efficient computer “wiz” consider nominating to help
run our website. No need to actually be on the committee, just report
to us.

RSVP to the office 9894 0377 by 19 October 2019

PUFFING BILLY OUTING

Come and join DATA for a relaxing day out on the Puffing Billy.
It is Australia's premier preserved steam train.

. was constructed in the early 1900's it passes through sections of the
lush rainforest of the Dandenong Ranges

3 just 40kms east of Melbourne

. Sunday 20th October 2019 at
10.00am

3 RSVP by 4th October.

. See Page 8 for more detail
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President’s Report

Hi everyone,
Well can you believe it we are over
winter and heading towards
Christmas at a powering rate. I think
there are 4 months, 20 weeks, or -
now this is scary - 10 fortnights to
go! Anyway I think we will be there
quicker than we think!

Our new website is up and running
look,

very easy to

so have a

www.datavic.org,
navigate even for

go to
me! Please
remember subs are due, they can be
paid on the web site, see how clever
you are. If you have paid, thank you,
if not a reminder slip is in with this
edition.

I would like to thank most sincerely
and on behalf of the Committee,
those people who have made
generous donations to DATA with
their subscriptions. These donations
come in year after year and it may

appear we do not notice or
appreciate them. Let me just say, we
DO appreciate them no matter how
large or small. So thank you!

Our social calendar for this half of
the year is full and exciting. In
August we went to Living Legends
which was really great, (report next
issue). In September we will be at
the Melbourne Show again, (see
article below ) and we do need your
help. October WOW!, are we going
to be busy in October, 2nd October
Coffee & Cake at Box Hill Hospital
Cafe for Dialysis patients, see page
6.

We are off to Puffing Billy on 20™
October see page 8, then we have
our AGM on 27™ October. I hope you
will come along and think about
joining the committee.

Sorry to say I won’t be able to go to

Puffing Billy as I will be in Sydney at

the Edinburgh Military Tattoo thanks
to my son Adam for a very late
birthday present. So I hope you
enjoy Puffing Billy like I will enjoy
my trip.

Also, see the detail on the show and
give me a ring if you can help with
the stand.

Next year we start a new social
calendar with a talk in February
about recycling, then, in March, we
are having a "COMEDY FOR A
CAUSE" night, so pop the date in
your diary and invite all
This
fundraiser to

your

friends. will be a great
the

maintenance of the holiday houses,

help with
see Page 10.

Cheers

Sue

Royal Melbourne Show

HELP WANTED PLEASE

The Royal Melbourne Show
Saturday 21st Sept to Tuesday 1st Oct.

MELBOURNE

SHOW

* Kk 2019 * %

A couple of hours or half a day, whichever suits you, is all that is

needed.

We are in the Channel 9 pavilion and this year, along with promoting

Organ donation, we will have a history of Dialysis Machines that will be
very interesting. More information when you ring. Please ring ASAP so

we can organise the roster. —_>

Sat 21 Sept AM PM

Sat 28 Sept AM PM

- Sun 22 Sept AM PM Sun 29 Sept
Mon 23 Sept Mon 30 Sept
Tue 24 Sept Tue 1 Oct
Wed 25 Sept
Thu 26 Sept
— —_ —_
Fri 27 Sept

CALL SUE ON 0412 469 738 IF YOU CAN HELP.

Committee News

At our last Committee meeting it was
decided that
needed to increase their rental charges.

the Holiday Homes

Both house rentals have been

unchanged for quite a number of years

It was agreed that we needed to try to
cover cost of running houses, not easy

with rising costs of rates fuel and water.

The weekly rental of both houses will
rise from $180 to $200 per week.
Effective immediately unless already
booked or paid.

As always, please discuss with your
house secretary if you have difficulty

with this amount.

Another matter we discussed earlier.

If you would like to go to social outings
but do not wish to travel too far on your
own, or if you are happy to drive
occasionally, you may be interested in
car pooling. We suggest you mention
it when you book for the outing, and it
will be noted, and we may be able to
put you in touch with another person
willing to participate in car sharing.

Contact the Office 9894 0377. Leave a
message or email.
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R Brief History of Dialysis

The history of dialysis dates back to the 1940s. The first
type of dialyzer, then called the artificial kidney, was built
in 1943 by Dutch physician Willem Kolff. Kolff had first
gotten the idea of developing a machine to clean the blood
after watching a patient suffer from kidney failure. When
his invention was completed, he attempted to treat over a
dozen patients with acute kidney failure over the next two
years. Although only one treatment turned out successful,
he continued to experiment in improving his design.

Kolff came to the United States in the late 1940s and went to
work at Mount Sinai hospital, trying to get kidney treatment
to become a health service. Because of the hospital’s
opposition to the type of therapy at the time, he and his
colleagues conducted treatment issues at a separate site.
More experimentation lead to the manufacturing of an

A Drake Willock Machine

improved design in the early 1950s. However, Kolff’s
device only treated acute kidney failure and not end stage
renal disease (ESRD).

Dr. Belding Scribner, a professor of medicine at the
University of Washington, developed a way for ESRD
patients to receive treatment through an access point in
their arm. In 1962, Scribner opened the first official dialysis
clinic for patients. He eventually developed a portable
dialysis machine that allowed patients to receive dialysis
treatment at home. By 1973, 40 percent of dialysis patients
were doing their treatments at home.

From Dialysis Patient Citizens Education Centre website
March 2016

{
™ T—— e TR e B
KOLFF ROTATING DRUM KIDNEY, 1945. - =

Kolft Machine

Come along to the Royal Melbourne Show

to help Sue on DATA’s stand and you will see some
dialysis machines from the past. We thank the Monash
Renal Technicians who have kindly offered to take
them to the showgrounds and set up the display.

Photo on right is of dialysis machine display at the Seattle Dialysis Museum
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DATA Holiday Homes

The Rosebud & Yarrawonga holiday homes are for the use of DATA members and their &J I\l
immediate family, with a member present on all holidays booked. @ ,’!. '

Both houses can facilitate haemodialysis machines. For those members on home dial-
ysis, please contact the House Secretary to discuss if your hospital technician can
supply and install a dialysis machine in the house for your holiday.

We are sure you will appreciate that members on haemodialysis find it very diffi-
cult to holiday, so we often prioritise them over PD and transplant members. But
there are always vacancies so please don’t hesitate to ring and check.

Friends and extended family are welcome to join the DATA member but they must
pay $20 per person per night.

Please note, you are responsible for the cleaning of the houses when you leave
which does include bathroom and toilet, so we expect the houses to be left neat and
tidy for the next holiday makers and please do not leave any food.

No pets allowed with Guide dogs and companion dogs being the exception.

Rosebud

Wintertime We are able to take two week bookings over this period. The house is
warm inviting and comfortable. There are many beautiful drives around the Peninsula.

Vacancies 7th - 14th Oct,14th - 21st Oct, 21st -28th Oct, 28th Oct - 4th Nov, 18th - 25th
Nov, 25th Nov - 2nd Dec, 2nd Dec - 9th Dec, 9th Dec - 16th Dec.

Cost is $ 200 per week. (See Pge 2 Committee News). Extra guest is $ 20 per night.
Bookings at the Rosebud Hospital Renal Unit must be done online email to:
holidayatrosebud@phcn.vic.gov.au

For HOUSE bookings after 20th September please ring
Rosebud House Secretary
Amanda Pratt Ph: 9589 4894

NB. Amanda will be away from 2nd to 20th September 2019. During that time, if you
need to speak to someone, please call DATA Office on 03 9894 03717.

Yarrawonga

Why not enjoy a holiday in a great part of Australia just metres away from If you need to dialyse at either the
Rosebud or Yarrawonga Renal
Units, please do the following:

DO NOT FORGET

Lake Mulwala.

Vacancies 6th to 13th Oct, 1 to 8" Dec, 8% to 15% Dec, 15% Dec to 22" Dec and .
22nd Dec to 29th Dec. In 2020, 26%" Jan to 2™ Feb. ¢ Contact the hospital to check
the availability of booking a

Cost is only $200 per week for you and your immediate family. Call as I do get chair

vacancies.
e Check the vacancy dates of the

Bookings at the Yarrawonga Renal Unit Ph: 5743 8189
Holiday House.

For HOUSE bookings please ring
Yarrawonga House Secretary
Alan Rawson Ph: 9723 3019

e Then, contact the hospital to
confirm booking.

e Finally, ring to book the Holi-
day House

Email: fayal_rawson@hotmail.com ease Remember

ur Key'!

Pl
To Take YO
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GETTING THE CALL

To be honest I had resigned myself to
never receiving the call.

It would be my second transplant. As a
result of multiple operations and blood
transfusions since my first transplant 19
years earlier, I have virtually all
antibodies possible, making a suitable
match nearly impossible. In fact I was
given a 1.3% chance of getting another

kidney.

Consequently, I had gotten on with
making the most of the rest of my life. In
2015, my wife and I had our caravan
to fit
machine, taking many trips without any

modified my haemodialysis

issues since then.

In October 2018, we had been home for
approximately two weeks from our 6-
month caravan trip around Australia. On
that day my wife returned home from a
spot of shopping to find me tending my
beloved magnolias. She told me to
come inside and sit down. I started to
feel anxious as I thought something
must be wrong. She then told me that
Megan (transplant co-ordinator), had
rung her after she couldn’t reach me
(old number on file), and told her we
had a match in the paired exchange
We had been in the
programme for about 5 years, since my

programme.

first transplant failed.

I was shocked. I could hear what she
was saying but was having trouble
processing the information. We hugged
each other, cried a little and then I sat
down to try and comprehend what she
had just told me. We had accepted not
getting another kidney and we were
settled into a regular routine around
nocturnal dialysis. Did we want to upset
our now ‘“normal” way of life, to go
back on the
transplantation and the rollercoaster

treadmill of kidney

emotions.

I knew there was only one answer to the
question. Yes, I want to try another
transplant,
decision alone as my wife Cathy had to
donate a kidney at the same time. We
had already discussed these matters

however it was not my

before deciding to go into the paired
exchange programme. However, when
you get the call and it becomes a
you need to be sure that
everyone wants to proceed. We talked

reality,

through everything and it was all

systems go.

Megan had told me that Associate
Professor Dr. John Whitlam would give

me a call to discuss everything with me.
When Dr. Whitlam rang he explained
that it was such a good tissue match,
and the donor had levels of antibodies
to me that could be managed. However,
the donor kidney was a different blood
group to me, which would require
additional treatment. He explained that
if the transplant worked, it had the
possibility of extending my life, as a
working kidney had the potential to
repair some of the damage caused by
my pulmonary hypertension. He
emphasised that this transplant would
be a lot different to my first cadaveric
transplant.

He was not wrong. Over the next two
months, I spent a lot of time at the
hospital, having many tests to enable
the anaesthetists to determine if it was
an acceptable risk to proceed with the
operation. After stress tests, lung scans,
cardiac catheters, MRI’s, ultrasounds,

many blood tests and outpatient visits,
the operation was given the go ahead.

Prior to the transplant, I had both my T
and B cells blocked, plus many plasma
exchanges to ready my body for the
new kidney. The decisions by Dr.
Whitlam and his team at the Austin
Hospital regarding the treatment taken
prior to my transplant was crucial in
saving the kidney, when I experienced
the
transplant. These issues are still being

some rare issues following
managed some 5 months later, however
I am confident of an excellent outcome,

as I couldn’t be in better hands.

Dr. Whitlam was right when he said it
would be tough. However, I did tell him
from the beginning that I was tough and
could tolerate a lot. On that, I was right.
I was recently asked if I felt that I had
made the right decision to proceed with
didn’t
replying that anything is worth Cathy

the transplant. I hesitate in
and I not having to think about and do
dialysis.

I owe my wonderful life to the clever,
dedicated and caring doctors and staff
at the Austin hospital, who have treated
me over the past 28 years, and made all
the incredible things that I have done
during this time possible. And to my
amazing wife Cathy and children Amy
and Luke, who have given me strength
and support, and laughed and cried
with me throughout this journey.

So, my advice? Don’t stress about
receiving the call. Try to make the most
of your life whilst you are waiting for it.

We had been planning a trip to the UK
next year, as many dialysis centres
there offer nocturnal dialysis and
reciprocal Medicare rights. However,
we may now be able to go without the
extra consideration of dialysis, as long

as the doctors give me the all clear.

Daryl Gilbert
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Rfternoon Tea at Box Hill

DATA is subsidising an afternoon tea for those on dialysis at the Box Hill hospital café.

If you are a patient from Box Hill hospital or one of their satellite units on dialysis come and join us. Those on
peritoneal dialysis do not often meet others on peritoneal dialysis, so this is your chance to do so.

Meet others in a similar situation to yourself and exchange experiences.

Those on haemodialysis are also welcome.

Contact our office on 9894 0377 or ring Ros, on 9439 8866.

I hope to see you there. Wednesday

2nd October

at 2pm

R School Visit to View the Filter Your Future Program

I visited St. Peter's Primary School in Clayton on 25th
July, to see Yvonne and Ashlee from Filter Your Future
(FYF), the Healthy Kidneys Education Project, which is
sponsored by the Dialysis And Transplant Association
of Victoria, Inc. (DATA). What a lovely school. The
students tend fruit trees and vegetables, then reap the
reward of having freshly home made soup at school.
The children's grandmothers (nonas) come and pickle
the olives. No disposable cups or plates in the staff
room. It's a great advertisement how sustainability can
happen.

But enough about the school, let's talk about FYF.
Yvonne and Ashlee talk about how the kidneys work.
Did you know that there are 1,000,000 nephrons (filters)
in one kidney - some children did. They show the kids a

.

FILTER
FUTURE

-com.au

real lamb’s kidney - some kids were very keen. They
explain that too much sugar and an unhealthy lifestyle
can lead to type 2 diabetes, which in turn can lead to
kidney disease and dialysis. Did you know that there
are 16 teaspoons of sugar in a 600ml bottle of soft
drink? So when Yvonne asked Ashlee for a coffee with
milk and 16 teaspoons of sugar, the kids were aghast.
With music and dancing during
presentation, it's a great way to educate children about

the hour long

preventable chronic diseases.

I enjoyed the presentations to different grades. The
children learnt something new and had fun learning.

Angela

HEALTHY
KIDNEYS
EDUCATIO
PROJECT
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Avoiding Falls

Stay Steady

Dialysis can lower your blood pressure putting you at
greater risk for falls.

° Wear shoes with good support and non-slip soles

° Don’t forget your glasses

° Use your cane, walker or wheel chair, for assistance

o Light up your living space

] Don’t eat during dialysis as it can lower your BP

° Avoid using the bathroom during treatment and if you

do go in a wheelchair.

Improve your Strength

J Regular exercise, like walking, improves balance
and co-ordination. It is also good for your heart and
mental health plus a better night’s sleep.

o Ask your doctor about physiotherapy to help you get

stronger

The Bookworm

What do you do when on dialysis? Do you paint or read, watch TV or float? We would be interested to hear how you while

away the hours.

We would like to introduce you to the Book Worm.

The Book Worm will suggest a book and present a short review of the book, so you can borrow the book from your Library

and send us in your comments.

If you would like to BE the Bookworm for the month, you can tell us your favourite book and author and a short review. All
different genres are welcome. eg. Mystery, Space, Adventure, and many more

The Book Worm will also be in Shoe String November edition. And continue next year

Below is our first book from the Bookworm

When Fraser Met Billy — The Rescue Cat That
Transformed A Little Boy’s Life

Louise Booth Hodder & Stoughton

2014 ISBN 978-1-444-76923-4

Review

If you are looking for an enjoyable read to while away your
dialysis treatment or just to relax with, may I suggest this
entertaining book which describes Mum’s frustrations with
the difficulty of ordering their lives according to Autistic
Fraser’s needs and trying to prevent anything out of the
ordinary occurring, such as the postman knocking, so Fraser
isn’t upset.

Dad comes to the rescue many times with sage advice but
the hero of the tale is Billy, an adorable abandoned cat full of
personality. Despite parental anxieties and much
preparation Fraser and Billy were inseparable from the
moment they laid eyes on each other. Billy comes running to
Fraser when he has meltdowns and manages to calm and

distract him, even to getting him through bath time.
You will be moved by the transformation in Fraser from
fearful to courageous, from isolate to

classmate, from hesitant to confident.

Happy reading from the Bookworm.
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Puffing Billy Outing

We will meet at Belgrave station at 10am. for departure
at 10.30am, going from Belgrave (Puffing Billy railway)
to Lakeside. Lakeside is 60 minutes train ride. It has BBQ
facilities, paddle boats for hire, walking tracks &
tearooms. Bring your own picnic lunch.

Puffing Billy gets to Lakeside at 11.30am & the last
return train is at 4.15pm (there are others earlier) so it
gives us plenty of time to have fun.

If driving, there is free parking available at Puffing Billy
car park, Belgrave CFA car park, Belgrave metro trains
car park, Mater Christi College in Bayview Rd.

If getting there by public transport - it's the Belgrave
line to Belgrave station & it's a 2 minute walk to Puffing
Billy. See Map below.

The cheapest option is 2 adults & 4 children, so bring
the grandkids along. If your carer has a Companion
card, they travel free of charge.

WHEN Sunday 20th October 2019 at 10.00am
WHERE: Meet at Puffing Billy Railway, 1 Old Monbulk
Rd. Belgrave
COST:
Members and Carers;
Adult - $30,

Concession - $25,

Child (4 - 16 years) - $15

Family (2 adults & 4 children) - $60.
Non members;

Adult - $60,

Concession - $45,
Child (4 - 16 years) $30,

Family (2 adults & 4 children) - $120

RSVP. Friday 4th October 2019, to DATA office on 9894
0377 or email to info@datavic.org Please advise if you
will be using the companion card.

2019 DATA Christmas Party will be
held on Sunday 24th November at
Brimbank Park, Keilor East.

There are lots if things to see & do at
Brimbank Park, so make sure you keep
the date free. More information to
follow in the November Shoestring.
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THE PHILOSOPHY CLASS

A professor stood before his philosophy class and had some items in front of him.
When the class began, he wordlessly picked up a very large and empty mayonnaise jar and
Proceeded to fill it with golf balls.

He then asked the students if the jar was full.

They agreed that it was.

The professor then picked up a box of pebbles and pored them into the jar.
He shook the jar lightly.

The pebbles rolled into the open areas between the golf balls.

He then asked the students again if the jar was full.

They agreed that it was.

The professor then picked up a box of sand and poured it into the jar.

Of course, the sand filled up everything else.

He asked once more if the jar was full.

The students responded with a unanimous ‘yes.’

The professor then produced two Beers from under the table and poured the entire contents into the jar
effectively filling the empty space between the sand.

The students laughed.
‘Now,’ said the professor as the laughter subsided, ‘I want you to recognise that this jar represents your life.

The golf balls are the important things — your family, your children, your health and your friends and your
favourite passion — and if everything else was lost and only they remained, your life would still be full,

The pebbles are the other things that matter, like your job, your house and your car.
The sand is everything else. — the small stuff.
‘If you put the sand in first’ he continued ‘there is no room for the pebbles or the golf balls .

The same goes for life.

Home Dialysis Central -

Its Mission

Home Dialysis Central is a one-stop, online source of up-to-date, unbiased information about home dialysis - in
all its forms - for people with kidney disease, their families, and the healthcare professionals who provide
kidney disease care.

Those looking for more information, please check this site

https://www.homedialysis.org
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SAVE THIS DATE SAVE THIS DATE SAVE THIS DATE

SATURDAY 27TH MARCH 2020

COMEDY NIGHT

We will be doing this big fundraiser with ‘Comedy for a Cause’ to help fund the running cost and maintenance of the
holiday homes.
More details in next issue on where, starting time, how to book and the comedians we will have.
There will be a door prize, raffles, silent auction and light refreshment...
so bring one and all for a great night out!

Point Cook Aviation Museum June 23

Sunday 23rd June 2019 was a foggy day in Melbourne,
but not in all suburbs. Port Melbourne was sunny but
Point Cook was very foggy. Weather cannot be
predicted in Melbourne, not accurately anyway.

DATA members and friends had a day at the Royal
Australian Air Force (RAAF) Museum in Point Cook.
Although it was foggy, hence there was no flyover, it
was an educational day. The museum is excellent, well
set out. If you haven't seen the museum, it's well worth
the drive to Point Cook.

For afternoon tea it was Ramae's Cafe Lounge in
Werribee South (the museum has a coffee shop but no
indoor seating), ten minutes from the museum. It was a
most interesting day. It would be nice to see more new
faces — maybe next time.

The Social Committee.




ShoeString Dialysis & Transplant Association of Vic Inc

Christmas in July Mitcham Hotel July 2019

On Saturday 27th July, a wintery freezing Melbourne
evening, twenty-seven members, carers and friends
gathered to celebrate DATA's Christmas in July for 2019.
This year, dinner was at Mitcham Hotel and of course it
was nice and warm inside.

The three course meal was good, company was great.
We played Pass the Parcel which was very well thought
out. Everyone received a present which had a note with
specific reference on it that only one person could win.
The gifts were all different, and really interesting, Gwen
Lever, our DATA office facilitator, won the main prize of
an elephant salt lamp.

For some people, this was their first DATA social outing.
Good to see Ken and Kim again. It was also great to see
long time members of DATA. Brian & Pauline Donavon.
For others it was fun as usual. There was much chatter
between courses as we caught up with old friends and
some not so old.

The Social Committee
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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.

AGM 27th October

‘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

After the last edition of Shoestring we thank those members
who submitted their story. We are holding one story over for
the next edition of Shoestring. But we still need more stories,
or send us your comments. We also need small articles to help
us fill Shoestring. Remember, if you would like to help pack
ShoeString, simply call the Office (or email us )and leave your
name and number. We will get in touch. The more the merrier,
usually held on Saturday or Sunday afternoon, good fun!.

Our editor Simon has had an accident and is taking life easy for
the moment. So we wish Simon good luck and we do hope he
mends quickly, and is up and about soon.




